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* The growing incidence of cancer is placing an increasing burden on

health care systems.

* Increasing patient/clinican ratio, less time for each patient.

* The INTENT project aimed to develop a Patient Centered Cancer Care
Model (PCCCM) as a potential solution for the Central and Eastern

European region.
Website: https://programme2014-20.interreg-central.eu/Content.Node/INTENT.html|



c_,‘éo ’(SO

CSX'L >°o C: « .
N Definition of PCCCM ~ itefiey i

CENTRAL EUROPE et

N/ in the INTENT project INTENT

%Zf “
26T . NaTOY

* 1) Improving patients’ active role in care and research

» Key words: Active involvement, health literacy, decision making, education and
empowerment, patient safety

* 2) Improving health gain, including quality of life

» Key words: MDTs, quality of life, continuity of care, measurements, public
disclosure of results, patient oriented research

e 3) Activel?( contributing to organizational learning and continuous improvement
in this field PCC in our project finally aims to modify current practices by defining
an innovative and shared model of care
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A two-phase survey carried out in the framework of the pilot project:

(1) questionnaire for stakeholders, i.e. patients and caregivers, about
the expectations of PCCCM and based on the results

(2) a benchmarking questionnaire on patient-centred cancer care.
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Pilot cancer centres of the INTENT
project

Veneto Institute of Oncology IRCCS 10V,

Padova, Italy

National Cancer Institute IRCSS CRO AVIANO,
Aviano, ltaly

* Institute of Oncology, Ljubljana Ol LJ,
Slovenia

* Masaryk Memorial Cancer Institute, MMCI
Brno, Czech Republic

* National Institute of Oncology, OOI
Budapest, Hungary - leader of the pilot
‘ exercise
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.o~ Of the PCCCM dimensions based on the Loy
Delphi Method

e Evaluation of 26 dimensions of PCCC based on literature
search

* 13 dimensions from the perspective of patient
* 13 dimensions from the perspective of healthcare institution

* 19 experts (Awarness, Agreement, Choice)

Zill JM, Scholl I, Harter M, Dirmaier J. Which dimensions of patient-centeredness matter? - Results of a web-based expert Delphi survey. PLoS One
2015;10. https://doi.org/10.1371/journal.pone.0141978.

Dalkey N, Helmer O (1963). "An Experimental Application of the Delphi Method to the use of experts". Management Science. 9 (3): 458—
467. doi:10.1287/mnsc.9.3.458



https://doi.org/10.1371/journal.pone.0141978
https://en.wikipedia.org/wiki/Doi_(identifier)
https://doi.org/10.1287/mnsc.9.3.458
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FOCUS: ORGANIZATION
Commitment to .
PCCC of leadership Pat'e”tlfe”tere‘j
and management CUILHTE
Multidisciplinary
approach and Patient Safety as a
Continuity of care key priority
at all levels*
Enhancing the *including
quality of life regional/national/international

PCCC networks

Co-design of strategies and services

Dalkey N, Helmer O (1963). "An Experimental Application of the Delphi Method to the use of experts". Management Science. 9 (3): 458—
467. doi:10.1287/mnsc.9.3.458



https://en.wikipedia.org/wiki/Doi_(identifier)
https://doi.org/10.1287/mnsc.9.3.458

Methods:

6 dimensions of PCCCM

Including Commitment of
leadership, Co-design of
strategies and services and
Patient Safety

6.Research

2.Information
Communication
Education

s 5
AL

% 20 /40

5.Enhancing the quality of life
Including Physical and emotional support

and PROMs

60 /80 .+ 100%

L4

4.Shared Decision Making
& Multidisciplinary approach
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s 3.Accessibility
& Continuity
" of Care
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Results: Questionnaire on stakeholder CENTRAL EUROPE 55
expectations of PCCCM INTENT

1148 patients and 914 caregivers interviewed

* Generally, characteristics of patients and caregivers differ in the 5 regions:

Sex: females are slightly prevalent (66%-56%).

Age: 50 - 64 years (40%).

About 50% of patients are under curative treatment, 25% either in metastastic stage or
follow-up.

94% of caregivers are relatives of the patients.
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Patients

Primary cancer site

Breast

Lung

Colorectal

Prostate

Skin (non-melanoma)
Melanoma

Kidney

Stomach

Esophageal

Uterine

Ovarian

Oral cavity and
laryngeal

Bladder

Pancreatic

Thyroid

Lymphoma

Other

Czech Republic

395 (100%)

105 (26.6%)
20 (5.1%)
58 (14.7%)
36 (9.1%)
13 (3.3%)
2 (0.5%)
13 (3.3%)
14 (3.5%)
4 (1.0%)
25 (6.3%)
28 (7.1%)

16 (4.1%)
10 (2.5%)
9 (2.3%)
0 (0.0%)
7 (1.8%)
35 (8.9%)

Slovenia

150 (100%)

48 (32.0%)
34 (22.7%)
18 (12.0%)
7 (4.7%)
6 (4.0%)
2 (1.3%)
4 (2.7%)
4(2.7%)
1 (0.7%)
2 (1.3%)
0 (0.0%)

3 (2.0%)
3 (2.0%)
3 (2.0%)
2 (1.3%)
8 (5.3%)
5 (3.3%)

Hungary

280 (100%)

84 (30.0%)
23 (8.2%)
45 (16.1%)
22 (7.9%)
14 (5.0%)
4 (1.4%)
16 (5.7%)
11 (3.9%)
1(0.4%)

8 (2.9%)

4 (1.4%)

10 (3.6%)
2 (0.7%)
6 (2.1%)
4 (1.4%)

19 (6.8%)
7 (2.5%)

Italy

323 (100%)

118 (36.5%)
20 (6.2%)
37 (11.5%)
20 (6.2%)
22 (6.8%)
2 (0.6%)

9 (2.8%)

3 (0.9%)

3 (0.9%)

5 (1.6%)
16 (5.0%)

9 (2.8%)
4 (1.2%)
9 (2.8%)
14 (4.2%)
13 (4.0%)
19 (5.9%)

P (Chi-
square)
323 (100%)

8.9x1014

INTENT
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Results: Questionnaire on stakeholder expectations o“ENTRALEUROPE

Sample (Patients)
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PATIENT

Age distribution (%)

o

Education level (%)

Demographic Data
CAREGIVER

= 18-34
= 35-49
= 50-64
= 65+

= compulsory school
education or less

= post compulsory
school education
below university
level

= university level

Age distribution (%)

Education level (%)

iiterreg
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m18-34

W 35-49
m50-64
 65-

W compulsory school
education or less

B post compulsory
school education
below university
level

M university level

European Union
European Regional
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Sex (%)

Py
2&T . NaTOY Sex of patient respondents (%)

H Female

= Female
H Male

= Male

Living situation (%) Living situation (%)

3% 3%

= living alone H living alone

M living with partner

= living with partner
or family

or family

= living with others M living with others
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= yes
= no

= retired

Demographic Data
CAREGIVER

Employment (%)

Relation (%)

iiterreg
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Hyes

Hno

M retired

B Cohabiting family member
B Non cohabiting family
member

M Friend

 Other
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1. Could you point out at least three channels to receive information on disease, care pathways and treatment options, beginning

from the most important?

of PCCCM

Information, Communication, Education

CENTRALEUROPE

Caregivers Patients
NIO MMCI CRO 10V Ol-Lj NIO MMCI CRO 10V Ol-Lj
n person meeting with healthcare professional 90 95 97 98 96 93 99 96 93 97]
Website/forum different by the healthcare provider website 58 63 18 17 42 48 64 9 18 54
A cancer information desk in the hospital 49 39 51 72 79 38 40 51 56 54
A dedicated helpline 31 13 29 62 30 24 12 32 44 23
Group information sessions organized by the healthcare provider 18 4 35 25 16 25 3 34 27 20
Booklet and leaflets 35 42 15 16 38 48 45 20 18 46

2. Could you point out at least three channels to receive information on social and economic aspects, insurance, and social security,

beginning from the most important?

Caregivers Patients
NIO MMCI CRO 10V Ol-Lj NIO MMCI CRO 10V Ol-Lj
n person meeting with healthcare professional 70 87 73 76 87 77 86 77 75 87|
Website/forum different by the healthcare provider website 68 63 24 26 44 54 62 18 18 55
A cancer information desk in the hospital 57 49 65 76 77 41 43 62 69 57
A dedicated helpline 33 12 34 66 31 32 15 44 54 33
Group information sessions organized by the healthcare provider 13 3 29 24 15 20 5 23 24 20
Booklet and leaflets 44 37 23 25 44 48 38 23 24 47

INTENT

Questionnaire on stakeholder expectations ILEITECY .

European Union
European Regional
Development Fund
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3. Could you point out at least three channels to receive information on quality of life (nutrition, fitness, beauty, sexuality, rehabilitation etc.)

beginning from the most important?

PCCCM

1. Information, Communication, Education

Questionnaire on stakeholder expectations of

IIILE"by

CENTRAL EUROPE

Caregivers Patients
NIO MMCI CRO 10V Ol-Lj NIO MMCI CRO 10V Ol-Lj
In person meeting with healthcare professional 79 89 87 88 84 84 90 83 84 87
\Website/forum different by the healthcare provider website 67] 65 19 29 52 50 65 19 24 60
A cancer information desk in the hospital 40 36 47 72 69 34 37 52 58 48
A dedicated helpline 29 11 217 44 26 23 11 31 37 22
Group information sessions organized by the healthcare provider 29 5 41 37 19 31 9 34 33 26
Booklet and leaflets 49 50 29 2] 48 59 53 26 26 54

4. Could you point out at least three services that volunteer associations should offer you within the cancer center,

beginning from the most important?

Caregivers Patients
NIO MMCI CRO 10V Ol-Lj NIO MMCI CRO 10V Ol-Lj
Front desk 51 33 19 37 23 51 29 27 31 27
Recreational services K 12 10 13 17 13 22 9 ¢ 21
Psychological support 61 34 60 61 72 55 40 50 53 69
Transportation to/from the hospital 41 45 42 40 42 31 43 37 41 43
Logistic support 44 52 29 31 33 30 43 28 28 25
nformation on non-health related services 217 37 44 54 57| 35 37 47 45 50
Quality of life services 32 33 37 38 43 48 33 42 43 49
Contact point 22 29 18 20 9 23 30 13 19 15

INTENT

European Union
European Regional
Development Fund



of PCCCM

2. Continuity of care and shared decision making

Results: Questionnaire on stakeholder expectations 1HILEITEY

CENTRAL EUROPE

INTENT

5. (Caregiver) After hospital discharge of the patient that you care for, if needed, how do you prefer to interact with the

healthcare team?

8. (Patient) After hospital discharge, how do you prefer to interact with the healthcare professionals in the cancer center

(except for the emergency situation)?

Caregivers

Patients

Direct contact in person at the hospital

E-mail

By internet

By phone

European Union
European Regional
Development Fund
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10. (Caregiver) When you attend doctor visits or treatment sessions at the cancer center, what would
make things easier for you? Please choose 3 alternatives, beginning from the most important? (being
1 the first choice, and 3 the third)

6. (Patient) When accompanying your loved one to doctor visits or treatment sessions at the cancer
center, what would make things easier for you? Please choose 3 alternatives, beginning from the most
important. (being 1 the first choice and 3 the third choice)

Caregivers Patients
CRO -1j MMCI CRO 10V Ol-1j

Simplified administrative procedures & 36 2

Waiting time to access the diagnostic tests 2 33
Waiting time between diagnosis and treatment 2 47 51|
Short operating hours for diagnostic tests and visits 34 37 34| 33
Logistics problems resolution 50 91 51| 37
| am already satisfied 36 41 44] 46
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Results: Questionnaire on stakeholder expectations of
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3. Accessibility (Easy access to care and services)
8. (Caregiver) After hospital discharge of the patient that you care for, from what services would the patient and
you benefit the most at home instead of at the hospital? Please choose 3 alternatives, beginning from the most
important. (being 1 the first choice, and 3 the third choice)
11. (Patient) After hospital discharge, from what services would you benefit the most at your home instead of at
the hospital? Please choose 3 alternatives, beginning from the most important. (being 1 the first choice, and 3
the third choice)
Caregivers Patients
NIO MMCl [CRO IOV Ol-Lj NIO MMCI [cRO lov Ol-Lj

Nursing support 56 53 62 78 61 46 48 60 68 61
Physical therapy 20 44 33 38 49 26 43 31 48 55
Smart-phone application 58 43 35 44 49 56 48 48 40 51
Pain control care 46 50 51 43 59 36 46 39 42 414
Occupational therapy 24 21 23 26 32 35 23 29 21 28
Social counseling 14 15 7 12 13 11 18 9 13 21
Psychological support 53 39 47 50 36 40 38 26 34 38

European Union
European Regional
Development Fund
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* 100 patients (50 male, 50 female)
* Preferably inpatients or outpatients who already have a diagnosis and have started their treatment plan.

* 5 expert patients
* Any expert patients from patient associations, who are also familiar with the operation of the pilot site.

* 10 doctors
* Both junior or senior physicians who have been at the pilot site for at least 2 years.

* Following departments could be covered: surgery, medical oncology, radiotherapy, etc.

* 10 nurses
e Both junior or senior nurses who have been at the pilot site for at least 2 years.

* Following departments could be covered: surgery, medical oncology, radiotherapy etc.

* 1 manager (official statement of institute)
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Benchmarking questionnaire
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Patient — sample

- PATIENT -

PATIENT-CENTRED CANCER CARE AMD HEALTH INMOVATION INDICATOR 5ETS

WP2 (D.T2.1.1-2) Version 1 - 01 2020

Dear Madam or Sir,

[Name of the institute] is part of the INTEMT project. The INTENT project aims to
increase the participation of patients and include patients’ voices in the organization of
the [Mame of the hospital]. For these reasons, it would be very helpful if you could
dedicate about 20 minutes to fill out this ancnymous guestionnaire about your
experience at the [Name of the instifute].

Participating in this anocnymous survey is voluntary, if you do not want to participate,
feel free to reject this request. Your decision will have no effect on the care that is
given to you at this center.

This guestionnaire is currently being distributed to hundreds of patients at participating
cancer centers in the Czech Republic, Hungary, Italy and Slovenia. The INTENT project is
funded by the European Commission in the framewerk of the INTERREG Central Eurcpe
Program.

Thank you for your time
The INTENT Project Partners

More information is available at the INTENT project website (hitps://www.interreg-
central.eu/Content.Hode/INTENT. hitml)

das (3 2 O B

IS
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Is it difficult to reach the [name of institute] (e.g. by public transportation,
driving direction, parking)?

O No

O Partially

O Yes

At the [name of institute] are the spaces (Main Lobby, Clinic Entrances, Cancer

Information 5ervice for patients, Unit-based nurses’ stations) welcoming,
comforting and “healing™

O Mo
O Partially

O Yes

Do you find your way within the [name of institute] easily?
O No
O partially

O Yes

Overall, does the staff organize your care plan (e.g. visits on time, rare and
timely rescheduling of visits, reduced walking from one visit to another, etc.) well
at the [name of institute]?

O Mo
O partially

O Yes

Page 2 of 7

INTENT

European Union
European Regional
Development Fund
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- Nurses -

PATIENT-CENTRED CANCER CARE AND HEALTH INNOVATION INDICATOR SETS

WP2 (D.T2.1.1-2) Version 1 - 01 2020

Your Organisation is part of the INTENT project, which is funded by the Eurcpean
Commission in the framework of the INTERREG Central Europe Program.

The overall aim of the INTEMT project is to develop and pilot an innovative model of
cancer care to improve patient centeredness. In this context, we have developed a set
of qualitative indicators to monitor and benchmark the patient centered care in four
countries (the Czech Republic, Hungary, Italy and Slovenia) across Central Eurcpe. For
these reasons, we are asking you to fill the following anonymous questionnaire on the
situational analysis of your center concerning six main axes:

- Shared decision making and Multidisciplinary approach

- Accessibility and continuity of care

- Enhancing quality of life

- Information, communication, education

- Patient centered culture

Filling the questionnaire takes approximately 15 minutes.
Thank you for your collaboration.

The INTENT Project Partners

More information is available at the INTENT project website (https://www.interreg-
central.eu/Content.Hode /INTENT. html)

Benchmarking questionnaire
Nurses — sample

Do patients ask you questions about their care plan?
O Mo
O Partially

O Yes

Do you adapt the patient care plan according to the legistic needs of patients
(e.g. work, travels, family issues, etc.)?

O Mo

O Partially

O Yes

Do you provide the name and the contact information of a staff member to each
patient who is to be contacted when arrangements need to be made?

O Mo
O Partially

O es

Do you have access to the phone number of the GP of your patients?
O Ng
O Partially

O es

Ierr
CENTRAL EUROPE

INTENT

cyY

European Union
European Regional
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£ Results of the benchmarking S
e gquestionnaire

I !/\znagement Medical Doctors [l Nurses | Patients [l Expert Patients Total score

Patient Centered Culture

1.0
0.8
0.8
O
A
R h /J!- Lol ‘
. 0.4 H
c_-—-""""-—__—:l.e
/ \
0.2 .
0.1 \
/ ) I.
\ -—-_.___-—'—o
. .
Quality of Life Accesibility
L]
L

Shared Decision Making

INTENT Benchmarking tool developed by: Institute of Health Information and Statistics of the Czech Republic
https://intent-benchmark.uzis.cz/login
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Pament satisdartion anperiens g

Patien invelvement

Standard 19

Standard 26

I ks he mismion of fhe cancer cenfrensiihute o escosrage patent volvement s soraces.

1. CORE
The: concer centre/instite mohes patonts and pabents’ wolentry organsations and seppart
Broups inthe planning and organisabion of serséces.

Falieris” papenescs ol Lo msmwmmdnmﬁmmdhcm
CEnfre drejbilute.

L CORE
The cancer cesirefreStsiee has mefiods I repulely gather padents” espenences dering
culpatiest and inpatient cane.

2 The stasdard process of toducing new prachices nocisical cane enuaes that pabiests e
imwohed
El Thene is 3 commiTee epresenting patients and sorang 25 3 ink betwess the cancer conte’

inshiute and the patients for advice and conmultation.

Z CORE
Satclacton sureeys are analysed, reported and ached upon throegh the ine masagement of the
CENTE.

EY The cancer Combe/nshane umes quesionsawes fo accertan fhe perceptions of the pabests’

health staie, level of impairment, deabdiny and healtholabed qually of be e g. Fadent Reported
Otraomee e anmes (PROMIL

Patient cdecation programmes

Standard 20

Pabiznt educabicn programmes ane in place.

Informing patents assut tair care

Standard 23

There are procedenes ior nforming patenls aboet the dageostc rewdlls, reament and ioliowon, and

sunavorship support.

L. COFE
There are procedures in place which specify how and by whom patests e infiormed aboet thsr
diagnostic results, neatmest opSons, foliowan, a6 suravorship seppart, which imsohe shaned
decisionamaking.

2 Experise and speciic training on commuscating wih patients and Her famlies & aadabie for
stat.

EN The inloemation comminicaied 8o the patent s rsordisd in the patiast's record

a. H pafients ane refemed B0 another healthcase prodes, they ane informied atout the consuty of
their care.

5. Pafients recese information ahoif thei comtact person for all maters relabed o ther cane.

B. CFE
All pafients are ghasn contsct information of cinial sha® i case of ememgency.

4 The cancer cestre/institele uses queshionnaines I 2ssess the impact of the process of cane on
the patient’s Espefience, .§- COMmenication and timelses of assistance (2.4, Patent8eported
Experience Measures [PREMIL

L. Thore are polches in place for pobes! edecsbos wogrammes whene esponchiities and
accosntablities of the stall are stated.

k3 CFE
Thore are patiest edecaton programmes that 3im a8 mproving patest enderstanding of ther
Biness, dagnosts, incledieg sformation on sefcane and how 1o masage meltiple aspects of ther

Standard 34

%wﬂm“

Cancer are imlormied ahout the cancer adimission and
] Alljpatients wsiting the cancer contee,nstiuie recove gineral information about e hospital.

Thit Cancer CEnire nshiute bas 3 complaints procede.

&

Dietaied imlormation sboet the admizsion procisdune & =odable and communicated o patents.

iness or S h

El The cancer cestreiecttete makes specfic prowoons for access for indedeals with deabilbes
and specal meeds (e g, reduced mobdity, visual and heanng dfcalles)

4. CFE

An infizrmatins and sepport centre b Sealable in the cancer centre/nsihite and easily arcessible
Tor staf, patients, family membens and Caegvers.

b

Informaton about patents’ associsbons and zbout soifheip and support groups is e to
padents ard fhor canegavers

8. Thi cancer cenfrednshiuie oiganises public events o showcase advances i cances reséarch.

Discharge proctaure, Sollow-up and survivorship care planning

Patiamts’ rights aad preferences

[ Standard 21

Thit CanCer CENTEyMsiiLne Bat 2 pobcy On pabents” prelenences.

L The cancer cenlm nstiute has a delined complaints procedene.

Z CORE
The cancer cenlve/nstiute has a clearly dentiied complants oficer or 3 complaints office

3 Th achiores undertaken by the complants oficer ane recorded in 2 file that is ssed to produce an
anriel repet

4 The complants oificer gres feecback on his/her Andegs 1o any member of stalf whe & the
sabject of & comptamt.

Collaboration with patient organtsations

Stanelard 28

The Cancer cenire,/nshiute Collabomtes with pabest ong;

L. The cancer centrefreaiiube has a policy on respecting patenis’ prelerences edigioes, ceftural
aciall

L | The cancer cenbee/nstiute sentes and cooperates with extsing pation! OrgansA00ns.

Patient infsrmation

[ Etandd 22

[ Sandard

Discharge procedure and relried care plans e defned.

8 CORE
There is 2 defned dccharpe procedure incleding prang mlommation on further treaimest, folioe
LD, M-S SN and home cane.

A The cancer cenfre/nshhute has processes to infiorm the pabiests’ General Praciboner of a transler
of care.

3 The pabient 5 proveded with an ndvidual sy hip plan which & disossed with e patent asd
incledes details ol all sepport sereces and support groups avalable |

4. The pabiest = provided with 3 indssdial plas dor end-obbfe care, which is discessed with Be
panent and Cansrers

Imlormabion &5 prowded 1o pabests

L CFE
Thie: cancer contre/iastiute provides imformation matenial that s readable, uposdabe, approprate
and availatie i Nguages Ccommenty spoken by the population sened

Information abost dageoshe Jnd FEAATIENT ORBONS i prvded

The imformafion inclede s inlormabion abost foliew-up afer treatment.

Thit informaton incledes imormation aboet Chnical frals. sailable.

The: inlormation incleses imormation sboet Supparie cae
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