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Welcome

Thank you for downloading the IEEPO 2020 Experience Exchange
Poster eBook. This eBook reflects the collective effort of
representatives from more than 40 patient organisations worldwide
who initially prepared these project posters for a best practice
exhibition for Berlin during IEEPO 2020.

During the months that followed many of you asked us to find another
way of sharing these best practices despite our inability to meet in

person. This eBook is the result. We hope it will inspire discussion and
debate as well as acting as a valuable resource for you and your team.

Please join us in thanking everyone who devoted time and energy to
creating and submitting an experience exchange poster for inclusion.
It has been an honour to work together on making this available to the
community. We would also like to extend our gratitude to the IEEPO
Advisory Committees and Global PHC Patient Council for their support

and expert comments throughout the submission process.

To assist you in finding relevant projects quickly and easily, the posters
have been organised in three theme categories:

+ The Power of Data
- Digitalisation of Healthcare
+ Engaging in Healthcare Transformation

You can also search posters by country and therapeutic and/or
disease area

Additionally, we have included the contact details for project leads
and encourage you to reach out to them with questions or comments
about their projects.

We hope this will prove to be a valuable resource to the IEEPO
community. Any feedback on how to make this eBook even more
relevant or easy to use is encouraged.

Share your comments here.
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Contributions of brazil
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to the registration of cases
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LUNG CANCER

Data Initiates Real
Changes in the Real World

Incorporating Colorectal
Cancer Patient Values and
Preferences Into Health
Technology Assessment (The
“PVP” Project)

Lung Cancer
Monitoring Platform
(Lung Cancer Radar)
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PHC Mammography
Screening Program
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Voices Matter

Voices Matter
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PERU

SERBIA

ASSOCIAZIONE NAZIONALE PERSONE CON MALATTIE
REUMATOLOGICHE E RARE - APMARR APS

RHEUMATOID ARTHRITIS

ARRAAR e

The 12" Annual Inter nce Exchange
for 020

Living with a rheumatic disease in Italy

TAIWAN (REPUBLIC OF CHINA)

Building patients participation in
Healthcare transformation through
evidence and data

ASOCIACION DE CONTRIBUYENTES DEL PERU
NOT DISEASE AREA SPECIFIC

The Power of Data:

Building patient's

participation in Healthcare
transformation through

evidence and data

UKRAINE

USA

FORMOSA CANCER FOUNDATION
PAN-ONCOLOGY

Patient’'s Awareness and
Involvement in Clinical
Decision Making in the Era
of the Advancement on
Treatment Landscapes

CSMA FOUNDATION
SPINAL MUSCULAR ATROPHY
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Chidron withSpinal Husciar Aop

The specificity of collecting PROMs
by “patients driven” registries for
rare diseases vs “doctors driven” on
example of Ukrainian Registry for
Spinal Muscular Atrophy
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Data Harmonization Across Genetic
Conditions Associated with Autism

LYMPHOMA PATIENT ASSOCIATION LIPA
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Lymphoma - one
name many faces,
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evidence based
advocacy
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“My Opinion”

- Bringing patients
together through
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HOPE FOUNDATION FOR
CANCER CARE
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Using (HOPE
Passport) as PHC
tool to enhance
cancer patient’s self-
management
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Engaging in Healthcare Transformation

AUSTRALIA

BRAZIL

CHINA

OVARIAN CANCER
AUSTRALIA

NOT DISEASE AREA
SPECIFIC

The Australian
Patient Advocacy
Alliance

ITALY

ASSOCIACAO DOS
HEMOFILICOS DO ESTADO
DE SANTA CATARINA
HEMOPHILIA

THE

v
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The ‘AHESC comes to
you' Project

CHINESE ANGELMAN
SYNDROME
ORGANIZATION
ANGELMAN SYNDROME

XY
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One For All and All For One -
The Long Term Doctor-Patient
Alliance for Chinese Angelman
Syndrome Patients

THE ILLNESS
CHALLENGE
FOUNDATION
PAN-RARE DISEASE

...
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r
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2
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China lliness Challenge
Foundation (ICF)

MDBABY CARE NEW SUNSHINE
CENTER CHARITY
DUCHENNE MUSCLE FOUNDATION
DYSTROPHY PEDIATRIC CANCER

MDbaby Care Centre, Patient Involvement Decision
China Making: Chinese Practice
on Childhood Cancer
Comprehensive Control

MALAYSIA

SALUTE DONNA
ONLUS
PAN-ONCOLOGY

LA SALUTE: UN BENE DA DIFENDERE, UN DIRITTO DA PROMU

HEALTH: AN ASSET AND A RIGHT THAT NEEDS
T0 BE PROTECTED AND PROMOTED

Health: An Assest and
a Right That Needs
to be Protected and

Promoted

WALCE
LUNG CANCER

.
WAl

W —

Be MUT-ual Days
- Oncogene driven
Cancers: The New
Paradigm

FAMIGLIE SMA ONLUS
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ATROPHY
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Progetto pilota
di screening per la SM.

Progetto pilota di
screening per la SMA
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SCLEROSI MULTIPLA
MULTIPLE SCLEROSIS

Welfare Program
2016 -2019:
Advocating for the
rights of people with
MS in Italy

NATIONAL CANCER
SOCIETY OF MALAYSIA
PAN-ONCOLOGY

City Cancer Challenge
And Engagement
Opportunities For
Patient Organisations: A
Case Study Of Greater
Petaling, Malaysia
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MEXICO

ASOCIACION MEXICANA DE
LUCHA CONTRA EL CANCER
& SINTRA, ADELA AYENSA
PAN-ONCOLOGY

Together Against Cancer

SWEDEN

SWEDISH HEMOPHILIA
SOCIETY
HEMOPHILIA

To live with Haemophilia
Quality of life study - Sweden

To Live with Haemophilia:
Quiality of life study - Sweden

SOUTH AFRICA

REPUBLIC OF NORTH MACEDONIA SLOVENIA

PAG LIFE WITH SPOMINCICA -
CHALLENGES ALZHEIMER SLOVENIA
PAN-RARE DISEASE PAN-NEUROSCIENCE

& ;-

Mental Health Care As A Vital
Part In The Holistic Care For
Patients And Families With
Rare Diseases

TURKEY
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ROSIS | HUNTINGTON'S DIS|

MUSCULAR ATROPHY

ITMU
CLOVESKIH
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In The Rhythm Of The
Human Brain

UKRAINE

MULTIPLE SCLEROSIS
SOUTH AFRICA
MULTIPLE SCLEROSIS

Multiple Sclerosis

USA

KANSER SAVASCILARI
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Cancer Survivors Association
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Pink Route

SOUL SISTERS
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Advocating for the development
of Cancer Policy in ®Ukraine

Cancer
Patient
Forum
“Cancer
Policy”

The Cancer Patient Forum
Vol. 2 “Cancer Policy”

LUNGEVITY FOUNDATION
LUNG CANCER

Eliminating Disparities In
Precision Medicine Through A
Patient-provider Intervention
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Voices Matter
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Lung Cancer
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Lung Cancer Monitoring Platform
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Data Initiates Real Changes in the Real
World
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Lymphoma - One Name Many Faces, Power
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Step 1

Ovarian Cancer
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Pink Route
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ACTO Onlus
Ricera In-Acto
The Power of Data

Pan-Oncology

Soul Sisters

The Cancer Patient Forum Vol. 2
“Cancer Policy”
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Formosa Cancer Foundation

Patient’s Awareness and Involvement in
Clinical Decision Making in the Era of the
Advancement on Treatment Landscapes
The Power Of Data

Donde Quiero Estar
mundocancer.com
Digitalisation of Healthcare

Asociacion Mexicana de Lucha Contra el Cancer
& Sintra, Adela Ayensa

Together Against Cancer

Engaging in Healthcare Transformation

National Cancer Society of Malaysia

City Cancer Challenge And Engagement
Opportunities For Patient Organisations: A
Case Study Of Greater Petaling, Malaysia
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Term Doctor- Patient Alliance for Chinese
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MDbaby care center

MDbaby Care Centre, China
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Punto-e 2019 - 2020

Digitalisation of Healthcare
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The ‘AHESC comes to you' Project
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Federacao Brasileira De Hemofilia
“My Opinion”
Digitalisation of Healthcare

Swedish Hemophilia Society

To Live with Haemophilia: Quality of life
study - Sweden
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Huntington’s Disease

Associagdo Brasil Huntington-ABH
Contributions Of Brazil Huntington's
Association (ABH) To The Registration Of
Cases Of Huntington's Disease In To The
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Disease In Brazil

The Power of Data

Fondazione LIRH
Spazio Huntingdon - A Place for Children
The Power of Data

Pan-rare disease

The lliness Challenge Foundation
China lliness Challenge Foundation (ICF)
Engaging in Healthcare Transformation

Step 1

PAG Life with Challenges

Mental Health Care As A Vital Part In The
Holistic Care For Patients And Families With
Rare Diseases

Engaging in Healthcare Transformation

Spinal Muscular Athrophy

SMA Benimle Yuru

Patient Registry and Follow-up System for
Turkish SMA Patients

Digitalisation of Healthcare

Famiglie SMA Onlus
Progetto pilota di screening per la SMA
Engaging in Healthcare Transformation

CSMA Foundation

The specificity of collecting PROMs by
“patients driven” registries for rare diseases
vs “doctors driven” on example of Ukrainian
Registry for Spinal Muscular Atrophy

The Power Of Data

IMMUNOLOGY & INFECTIOUS
DISEASE

Rheumatoid Arthritis

Associazione Nazionale Persone con Malattie
Reumatologiche e Rare - APMARR aps

Living With A Rheumatic Disease In Italy
The Power of Data
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The specificity of collecting PROMs
by “patients driven” registries for
rare diseases vs “doctors driven” on
example of Ukrainian Registry for
Spinal Muscular Atrophy

V. Matyushenko’, A. Shatillo?

Kharkiv Charitable Foundation “Children with Spinal Muscular Atrophy”, Ukraine,

2Institute of Neurology, Psychiatry and Narcology NAMS of Ukraine
E_mail: csma.ua@gmail.com

Asinih

CcsmAd

| foundation |

Children with Spinal Muscular Atrophy

Non-governmental patient-driven Children SMA Foundation founded by parents of the children with Spinal Muscular
Atrophy, dedicated to improving the quality of life for people living with SMA in Ukraine and supporting of scientific

developments.

Keywords: spinal muscular atrophy, rare disease registries, TREAT-NMD, CSMA. universal registry platform, URP

INTRODUCTION

The Ukrainian SMA Registry refer to the disease-specific geographically defined
population and aim to register all cases in population; uses observational study
methods to collect uniform data (clinical and other) to evaluate specified outcomes for a
population in Ukraine and serves scientific, clinical, policy purposes, although, a utility of
the Registry is mostly called-for internationally rather inside.

METHODS

A minimum common data set and expanded core data set (from 2017)
according TREAT NMD Consortium agreed entries as well clinical are collected
by “patients driven” technology since 2004. Involvement of stakeholders such
as patients, researchers and clinicians in the design, analysis and governance
of the Registry was used to address the complexity and scarcity of knowledge
on SMA.

Patient-Reported Outcome Measures

PROMs can be applied to obtain data from the patient’s perspective. The
data can guide in making decisions about different clinical inputs and for
monitoring the outcomes of specific interventions, provide a baseline
assessment of the health status, PROs offer pharmaceutical
companies the chance to quantify the patient perspective on a disease or
treatment. They are increasingly being used throughout R&D, shaping drug
development, regulatory submissions, through discussions with payers,
new models of reimbursement. A number of organizations and industrial
players have increased their efforts to develop relevant outcome measures
for common disease studies or make recommendations on ways to improve
patientrelevant outcome measures used in patient-centered outcome research.

RESULTS

Using data sets for scientific purpose as well worldwide geographically differences of
published recommendations of standards of care in TREAT-NMD Alliance publication
were showed. These common and specific data sets are enable to comparison across Ukraine
and internationally. This goal was achieved through easy access to the self-report method to
input data. A comparative analysis with the method of entering data by the doctor was
carried out. Disadvantages and benefits for patients driven” and “doctors driven” were assessed.

CONCLUSION

An amount, frequency, accessible of data collection shows the high level of sustainability, useful to
share patient information in the form of “patients driven” registries to increase the overall patient
cohorts when a natural history, clinical, patient-centered outcomes and new technologies can be
statistically assessed. An attraction of patients’ organizations to drive RDs registries is more than
desirable, but needs to financial and legal support from all interested parties as the State as well
pharmaceutical companies. Tools for incentive are valuable.

REMARKS

Since 2004, the Registry registered 428 patients from all regions of Ukraine and partially around
from countries without own registries. As of February 2020, the registry contain 257 active records.
The number not include 37 patients who relocated from Ukraine, 41 patients who died, 77 citizens
of other countries, and 17 patients whose information has not been updated for 12 months or more
(loss of contact).

ACKNOWLEGMENTS
CSMA grateful for parents taking part of the Ukrainian Registry.

THEF!T NMD

ORIGINAL ITEMS

EXPANDED ITEMS

[Personal data, demographics
Wheelchair use
[Clinical diagnosis
|Genetic test result
[Best & current motor function
[Feeding function
Scoliosis surgery
[Pulmonary function
[Family history
MA type
ISMN2 Copies

[Module of PROs*
[Social performance/satisfaction
[Fatigue

|Activity participation
[Emotional health

[Pain

[Date&cause of death

Clinical observations incl. contractures
[HCP details

IV&NIV use

|Airway clearance/secretion mobilisation
[EVC results
[Medications&disease-modifying thera-
lpies

[Therapeutic interventions

|Allopathic drugs

> 1 validated motor outcome measure
[Electrophysiology&biomarkers taken
[PRO:

(Clinical Global Impression of Severity
(CGI-S)

(Total Global Impression (TGI)according
lto patient/parent

~under development

DISADVANTAGES AND BENEFITS

“PATIENTS DRIVEN"

“DOCTORS DRIVEN”

[ The need fo control of filled data;
I* the need to have a consultant for
on-line QA;

I the need regular missing data re-
minders;

I the need of incentive to update of
data.

[ Limited access 1o the registry due
to the need to schedule a visit;

t* mostly hard logistics;

I+ severity of condition for assess-
ment during visit;

I+ limited staff of involved doctors;

i+ doctors qualifications;

I the need financial incentive for a
doctor or staff for data entry.

[ 2477 access to personal data;

I* no need for logistics;

I+ opportunity to receive an online
consultation;

|* free recruitment of new members
(no bureaucratic enrollment re-
quired);

- more trusty between parents than
doctors;

I the ability of curators to create of
update requests at any frequency;
I Curator Query Control;

I* network registry structure with re-
gional curators.

I Quality of data

DISADVANTAGES AND BENEFITS

9
8
7
6
5
a
3
2
1
0

= Patients driven 4
= Doctors driven 6

cuer Hewarn Partial financial support for developing universal registry platform (URP) provided by TREAT NMD Consortium.
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NEUROSCIENCE, AUTISM
SPECTRUM DISORDER

USA

Data Harmonization Across Genetic
Conditions Associated with Autism

gdaac.org

Background

Advances in genetic testing have resulted in the discovery of rare
geneticvariants that ncrease the risk for autism spectrum disorder
(ASD) and related ASD

AK. Halladay -2, H. Grosman '-3, J. Acampado 4, J. Tjernagel *

Materials and Methods

* InOctober of 2017, SFARI hosted a meeting of PAGs, industry and researchers to understand the gaps
and barriers in utiizing patient registries

with a distinct genetic etiology is critical to deve\npmg interventions

for both syndromic and idiopathic ASD.

Families affected by these genetic conditions have eslahhshed Patient

Advocacy Groups (PAGs) that have developed and maintaing

research registries that provide researchers important data,
ommunicate information to families, and help with research study

namcmauon.

These PAGS have come together to form a consortium to address

‘common issues, including harmonizing registry-based data, in a group

called AGENDA (Alliance for the Genetic Etiologies of

Neurodevelopmental Disorders and Autism).

The United States Food and Drug Administration (FDA) states that

study data standards are an efficient approach to exchange clinical

data between computer systems, and a proven a methodology to

organize data. Commercial Investigational New Drug (IND)

applications must be submitted in data formats supported by the

Study standards have been developed by the FDA and the non-profit
Clinical Data Interchange Standards Consortium (CDISC), and other
sponsors. The FDA supports efforts to create therapeutic area
standards.

Objective

« The goal of this project was to create a resource for the autism
research community that condensed key questions across the
registries of PAGs to facilitate research in this area.

. P 1t d cond: aninventory of similar and unique questions across registries.

* Advisors were engaged in prioritizing domains of highest immediate interest.

+ Data dictionaries were collected from each registry and analyzed to identify similarities between
questions and responses.

* Questions from each ording domain, in a similar
approach to developing CDISC Study Data Tabuiation Model (SDTM) standards for clinical data.

« Potential response formats (i.e. multiple choice, open text) were noted.

« Standardized questions and responses were proposed. For questions, the recommendations were to
include the variable name. For responses, the answer code/data type was included.

EXAMPLE:
“Age atfirst
‘What age did the child begin to walk? (integer respor
+ Age when first walked unaided in months (integer response)
* How old was the patient when [walk unassisted]? (list response)

RECOMMENDATION:
Is the participant able to walk without assistance? (No | Yes | Unknoy
* What was the age in months that the participant first walked without assistance? (integer respt

Results

« Atotal of 239 questions were evaluated across 8 registries.

+ Two domains were identified in me analysis, Demographics (DM) and Medical History (MH). Within
the Medical History domain, thre for questions
(MH_DEV), neurological ques!lons (MH_NEURO) and pregnancy questions (MH_PREG).

+ Recommendations were made to propose standardized questions and responses for the questions
analyzed across the 8 registries.

+ The final resource can be accessed here: Nt 'www.gdaac.org/for-scientists

aduoca dwh
Tesponiol o he dearve s ot i lapﬂub\e s and reguitions

1 Autism Science Foundation, 2Rutgers University, *Mount Sinai School of Medicine, *Simons Foundation Autism Research Initiative SFARI

sfari.org

Future Priorities and Activities
* Additional domains of interest should be prioritized and standardized.

* Apilot study is recommended to be conducted using the existing

resource.

* Aninitiative to explore governing policies around data, as well as
potential collaborations with organizations such as CDISC to create
formal standards will convene.

Collaborators and Advisors

The following organizations contributed their data diction:
inclusion in this resource. We would also like to thank Ed Cook, Audrey
Thurm and Shafali Jeste for their advice helping to identify scientific and

clinical priorities for this first phase.
DUP15q
ALLIANCE

2 AUTISM SPEAKS

ATN

Kurinos Toass e evmark

)
X %

SIMONS.

~CONNEC'
Tuberous Sclesnsis Alance

Acknowledgments
aa

presentation.


https://drive.google.com/file/d/1czbcf7VOzxPTTkbTX1YHFjgc6uRq45mK/view?usp=sharing
mailto:asinger%40autismsciencefoundation.org?subject=Please%20send%20more%20info%20on%20Data%20Harmonization%20Across%20Genetic%0DConditions%20Associated%20with%20Autism%3A

BACK

Share a comment or
> question with the

poster owners by

contacting them here

Sumaya Afif

The Power of Data

NEUROSCIENCE, MULTIPLE SCLEROSIS
Brazil

Evaluation of the work situation of
multiple sclerosis patients in relation
to edss
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QOName of Patient Group and Presenter

BRAZILIAN ASSOCIATION OF MULTIPLE SCLEROSIS — ABEM

Sumaya Caldas Afif - Government Relations

Jislaine Oliveira da Silva

Dyana Gervana de Oliveira Fernandes; Assoclcio Brasieir %:'(m i
Thais Mira de Esclerase Midltpla

Alice Estevo Dias

UTopic/Project

UPlease describe the topic/project you would like to present in a few sentences

INTRODUCTION: Multiple sclerosis (MS) is a chronic, progressive disease of unknown etiology. Due to demyelination that
occurs in the central nervous system, its lesions can cause several functional and / or disabling changes. It is estimated that
currently in Brazil, its prevalence is 15 / 100,000 inhabitants. In addition, MS is one of the leading causes of physical disability
in young adults in Brazil.

GOAL: To assess the labor situation of patients in relation to Expanded Disability Status Scale - EDSS.

METHOD: Study conducted in a Civil Social Organization in the city of Sdo Paulo, with 20 patients, male and female, aged
between 21 and 60 years, covering all types of MS, with EDSS between 0 - 9.5, by applying a questionnaire. Sociodemographic.

STUACAD TRABALHISTA x EDSS ARIDADE

RESULTS: The sample consisted predominantly of women, but 40% are male. The types of MS are relapsing remitting (80%),
primary progressive (15%) and secondary progressive (5%), with EDSS 0 - 4 (70%); 4.5 - 6.5 (20%); 7 - 9.5 (10%). Regarding
education, there is a higher prevalence of higher education (65%). The results obtained through the questionnaire showed that the
lower the EDSS (0 to 4.0), the more patients are able to develop work activities (55%). However, only 5% of patients with EDSS
greater than 4.0 worked.

CONCLUSION: The progression of the disease has a direct influence on financial and social aspects of the individual's life. Making
it necessary for health professionals to reflect more on the incidence of the disease, as well as on the search for treatment
innovations.

REFERENCES (1)CALLEGARO, D; GOLDBAUM, M; MORAIS, L; TILBERY, C. P; MOREIRA, M. A; GABBAI, A. A et al. The prevalence of multiple sclerosis in the city of Sao Paulo, Brazil,
1997. Acta Neurologica Scandinavica, v. 104(4) p208-2013, October. /2001 (2) COMPSTON, A; COLES, A. Multiple sclerosis. Lancet; v. 359, n. 9313, p1221-1231. April. / 2002. (3) LOPES, K.
N; NOGUEIRA, L, A, C; NOBREGA, F, R; FILHO, A, H; ALVARENGA, R, M, P. Limitaca i fadiga e i de vida na forma prog iva primaria da multipla. Rev
Neurocienc, v. 18(1) p13-7, 2010
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The Patient Associations dedicated to blood cancer have grown both in quantitative and qualitative terms.
| They are made up of people who built their expertise living the experience of the disease: a unique
competence that the Italian Health System will increasingly have to take into account. Many of these,
E however, are small and medium-small in size, dispersed among the different pathologies, sometimes
A peripheral.
Roberto Bollina For this reason, within F.A.V.0., it was created the Haematological Neoplasms Group which aim
The Power of Data E is to establish a network to better understand patients' needs and expectations and to
constitute a UNIQUE and STRONGER voice of discussion with institutions and clinicians. This
ONCOLOGY, HEMATOLOGY P network, which brings together the Blood Cancer Patient Associations, is intended to promote:
Italy = initiatives to raise awareness of the needs of patients, relatives, caregivers
0 = investigations, studies and research focusing on the topic of haematological neoplasms and

problems related to the needs of patients, family members, caregivers to propose solutions to
institutions and decision-makers

* empowerment of patients and training of Association representatives through capacity-building
pathways to consolidate advocacy for the patient, family members, caregivers

T = exchange of information, experience and good practice

= development of relations with the scientific community of reference

* permanent representativeness towards the institutions

Method

R This is how the survey "Voices matter" was initiated, by an online and paper questionnaire, aiming to

highlight the gaps in information reported by patients about the disease, the course of treatment and the

consequences of a blood cancer on their quality of life.

L The survey was conducted in Italy to investigate different aspects related to the patient's awareness on
the progress of his disease including the psychological-social-economic areas.

N

Results

« The survey included a population of 850 blood cancer

patients: 49.6% men and 50.4% women, in the 30-70 age P N
group, distributed throughout the country (40% in the e
North, 36% in the Centre and 24% in the South and o

1 7 Islands). Lol =

« In terms of disease, 40% were diagnosed with lymphoma, YES 27% s,

32% with leukaemia and 16% with myeloma. 39, yras b et sformed | o 25%
2 « In terms of treatment, duration 31% were diagnosed more YES 80 W
than 5 years ago: of these, 76% follow periodic check-ups. T
19 64% are still being treated. e | (E3)

- Interviewees report information/communication gaps. At "m%msl"s"érw i d
the time of the diagnosis the reported feelings show great L) bkl
fragility, which leads to think that patients sign the o T iee
Informed Consent more as a due act than as a fully e

understood document.

Another lack of information concerns the world of Associations:

65% of the participants at the time of diagnosis did not know the Patient Associations and only 41%
were invited to join them, mainly by haematologists or other patients. The survey reveals that the areas
of activity selected and considered the core business of the association are those related to services and
bureaucratic practices, followed by psychological and information support on the pathology.

Do you receive full support from your P N "
General p,mﬁ?“,;,? ¥ » General Practitioners are perceived as a support figure

by just under half of the participants (44%), but only
a very low percentage was directed by their GP to a
Patients' Association. A greater synergy between
53% the GPs and the world of Associations would be
desirable and would certainly improve the
quality of patient care at a territorial level.

il - il g =

11%

=

Some support: 33% of patients

The Survey finally touches on a delicate and difficult point: the consequences of the disease in the
workplace and on the fulfillment of personal aspirations. About half of the patients with onco-
hematological disease surveyed have problems in managing their work (48%) and their families (42%)
and more than 30% in accessing credit and insurance products.

ONON

Conclusions

Today there are about 900,000 people cured of cancer in Italy, and this is a new and extremely important
fact because it imposes a new objective on the Patient Associations: to work together to eliminate the
barriers that hinder the return of cancer survivors to normal life. From the survey clearly emerges the
need to make patients feel useful and considered through a rehabilitation of the person, not only in the
injured function, but also psychological, social, work ; it is a right that Patient Associations can and must
defend and enforce: this is the commitment and the promise that will guide the future activities of F.A.V.O.
Haematological Neoplasms, born to act as a bridge between patients, clinicians and institutions.

info@lampada-aladino.it
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Ricera In-Acto

BACK A multicentre, perspective survey
about knowledge, attitudes and experience
on randomized controlled trials among women
with ovarian cancer

Authors: N. Cerana (1), P. Mosconi (2) on behalf of Acto - Alleanza contro il Tumore Ovarico national network
(1) Acto Alleanza contro il Tumore Ovarico Onlus (Milan) (2) Istituto di Ricerche Farmacologiche Mario Negri IRCCS, Milan

Share a comment or
> question with the

poster owners by
contacting them here BACKG PATIENT ELIGIBILITY CRITERIA

Despite several initiatives by research groups, Key inclusion criteria
regulatory authorities, scientific associations to ® Women diagnosed with ovarian cancer at the first
ACTO Onlus engage citizens/patients on clinical research, some follow-up visit and / or the first therapy session

® Women signing informed consent

Key exclusion criteria
® Women not understanding the ltalian language

Nicoletta Cerana obstacles still prevent people to participate, chiefly
the partial understanding of the concepts related

The Power of Data
to the proposed study, and the scarce explanations

. . ) ® Women with life expectancy of less than 6 months
ONCOLOGY, OVERIAN CANCER received. The study l.nves'tl'gates' knowledge, ® Women included in phase 1 studies
Italy understanding and trust in clinical trials, obstacles ® Women who do not sign informed consent

and motivation in participation, satisfaction with the
information received and involvement of ovarian
cancer women on clinical trials.

OBJECTIVES PARTICIPANT CENTRES

Explore MaNGO (Mario Negri Gynecologic Oncology) and MITO
® knowledge and understanding (Multicenter Italians Trials in Ovarian Cancer] groups.
of a randomized controlled clinical trial (RCT) 38 centres coordinated by Mario Negri Institute IRCCS.

® trustin RCTs

® obstacles to participation

® reasons for participation

® satisfaction with the information received
and type of involvement

LECCO CARPI

TRIESTE
MIRANO

CREMONA
FERRARA-CONA

METHODOLOGY

RICERCAIN-ACTO is a prospective, multicentre study us-
ing self-administered questionnaires. Steps are: MILANO

1 signature of informed consent —
2 delivery of first questionnaire by the physician of the par-
ticipating center to eligible ovarian cancer women during LuccA

the first follow-up visit or during the first therapy session ‘ LD # LS

RAVENNA
MELDOLA

oo . . SASSUOLO
3 mailing of a follow-up questionnaire after 3 months. CAMPOBASSO

. l
BARI
ROMA ‘\
BENEVENTO

NAPOLI

The questionnaire was developed starting from a research
of literature, and through a validation process by research-
ers, clinicians and ACTO regional groups (Bari, Campania
Lombardia, Piemonte, Roma). Study started in March 2019.
It will be completed by June 30, 2020.

MONSERRATO JANZARO

CATANIA -
@ OPERATIVE CENTRES AS OF FEB 10™, 2020 = L

RESU LTS O PLANNED CENTRES (IEC APPROVAL PENDING)

H B - . PARTICIPANT CENTRES 39
The protocol and the questionnaires have been finalised, ) ALREADY OPERATING CENTRES (EC APPROVAL] 26
and submitted to the competent ethics committees. £ CELNEEEYRES (e FFERFEENE) @

H n QUESTIONNAIRE Q1 RECEIVED 160

Currently 26 centres starteq the recruitment after T — =2
approval from ethics committee. STUDY CLOSURE JUNE 30, 2020
CONCLUSIONS

The participation of a large number of clinical centres shows the great interest in this topic. Results will contribute to
understand knowledge and attitude of women with a history of ovarian cancer as regards clinical studies and will be
instrumental in suggesting how to improve the culture of clinical studies and compliance and to implement new com-
munication ways between doctor and patient.

ACTO - Alleanza Contro il Tumore Ovarico
Via Mauro Macchi 42
20124 Milano - Italy
Mail: segreteriaf@acto-italia.org
Ph: ++39 02 7054294
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Contributions of brazil huntington’s
association (abh) to the registration of

BACK cases of huntington’s disease in to the
registration of cases of huntington'’s
disease in Brazil

>
Share a comment or
question with the
poster owners by - - Maria Aparecida Santos de Souza Alencar
: ABH - ASSOCIACAO BRASIL HUNTINGTON
contacting WS (27 Website: abh.org.br / E-mail: abh.atendimento@abh.org / FB: Associagéo Brasil Huntington
Maria Aparecida Alencar BACKGROUND

The Power of Data

RARE DISEASE, HUNTINGTON'S ! ! )
DISEASE disorder Despite affecting people all over of the world, some

Huntington”s  Disease (HD) is an inherited neurodegenerative The aim of the present study is presents records about numbers of

HD in Brazil, according ABH registers..

countries still have a large gap regarding the diagnosis and

Brazil
consequently the statistical data. While investigation about HD is METH DS

often in Europe and Asia’s countries, data are still very scarce in

South America. There are no official statistical data in Brazil. The Usually family members know Brazil Huntinglon Association (ABH)

Brazil Huntington Association (ABH) is the only institution that through other relatives, most by the internet (website and social

presents database about HD in this country. ABH is the only networks) and many are referred by doctors, who know ABH-work

institution that presents recordes, in general, about HD in this and guide family members to receive more information about the

country. The main objectives of the association are to provide support disease, care, and so on. The association provides support and

and guidance to family members on the several topics related to HD guidance to family members on the several topics related to HD and

and this is have been done through email, website, telephone and in it has been done through email, website, telephone and in person for

person for those who can visit to the ABH headquarters in Sao Paulo those who can go to the ABH headquarters in S&o Paulo. In addition,

the association collects data from families that come into contact,

city.
feeding its own database.
RESULTS
The Brazilian population is formed by 208 million inhabitants, and it is Distribution of HD cases by region

estimated that there are 13,000 to 19,000 carriers and 65,000 to
95,000 people at risk for HD (70/100 per million)

Currently, ABH has 2,942 families registered, which means an
approximately three times greater number of patients and carriers of
the altered gene, since there are several members affected by family.
However, three groups with a high prevalence of HD cases stand out,

which are located in Feira Grande / AL, Senador Sa / CE and Ervalia /

MG.
Estimate of HD prevalence in the brazilian population
Current estimate of the 208.000.000 inhabitants
country’s population:
Prevalence of 70/million 15.275 people with the HD
inhabitants: gene
76.375 people at risk (5x the number of people with
the gene) [ North
I Northeast
= N 1 Midwest
Number of registrations at ABH |3055 B Northeast
until December 31, 2019: [ South
ABH register: 20% of the estimated number
of cases

PICTURE 01

Brazil Huntington Association (ABH), based on information from family members, is the only institution that collects data related to
Huntington's disease in all states of Brazil.
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Lymphoma - one name many faces,
Power of data and evidence based
BACK advocacy

“LYMPHOMA - ONE'NAME, MANY FACES”

power of data.and evidence based advocacy

Established in 2006 Lymphoma Patient Association LYPAs the national,
non-profit, volunteer-based association dedicated to support lymphoma
patients and caregivers.

Q In Serbia each day 3 persons find out that they have lymphoma.  *{#414 ##4 1414
Share_a Com ment or 0 It's supposed that the number of patients is two or three times larger comparing
q uestion with the Our work covers a broad range of services including printed and digital with the number of the diagnosed.

patient friendly material, a complete website with detailed information,
pOSter owners by educating videos, an exchange forums and webinars, workshops,

contacting them here conferences.

Our mission is very simple to improve the quality of life of patients
affected by CLL and lymphoma by providing the best information
education and support, better access to both, standard and innovative
treatments, clinical trials and care.

' 20% of lymphoma patients are given the diagnosis without mentioning the word
“cancer’!

0 Almost 100% of diagnosed prefer to be fully informed about disease, treatments
and side effects directly by doctors.

0 55% of population have never heard of lymphoma.

Maja Kocic
The Power of Data
ONCOLOGY, LYMPHOMA

Survey “Lymphoma Care in Serbia- what is missing”

What is not measured Why a survey?

has no chance to be

improved! QTo better issues and that LL patients in Serbia face
Serbia QTo improve access to novel and standard treatments
Your experience Qo develop own report by highlighting the things important from the Serbian patients point of view
matters! We examined the following issues:

OTo what degree have patients been made aware of their diagnosis, subtype, treatment options...
QHow are patients being affected by treatment?
QHave HCPs been effective in providing patients with information and support?

QBarriers to receiving appropriate treatment
Transforming outcomes together

= O ial concerns of patients after

Steps that were taken

oo oo ese
online via website and paper report with
distributed to 4 clinical centers recommendations
.

; Run a pilote tested Collected statistical Results and

by patients volunteers = o  survey results o recommendations
. /
b a2 ¥ 4 b 438
. . ! . . Y successfully
Questionnaire design izl Finished vers\on Data analysis completed surveys

. . ‘\ o o
B
Jone oy
30 questions online and paper version Faculty of Sociology N&
e oo P
Results
?
Information given to patients Barriers to Psy ial impacts during/after treatment

at the time of disclosing diagnosis

o
67.8% 65.4% 226%
) I was just told |
Iwas told | had | | was told | had a
alymphoma, particular type of ad a lymphoma,

without any

type of cancer explanation

lymphoma HL
or NHL

Accesstothemost_ Vit o rstment
ot vsimant Tooerhannecesary “Walabs o

Success story not just a paper

Problems that emerged as the pre-eminent and burning
during and after treatment are associated with physical,
funtional, psychological and emotional wellbeing. Quality
of lifeit's not just a matter of clinical outcomes and goes far
beyond the final result of a cancer treatment and involves
several aspects of daily life that must be tracked.
Survivorship requires as much attention from patient and
HCPsas the treatment of cancer.

We run a pilot project in Nis, called Patient Concerns List,

Y p
patients would like to discuss during their check-ups. What
comes out of this is the LIMFOM APP the first-ever android
application in Serbian dedicated to lymphoma and CLL
patients focused on educating and improving patients QoL
by tracing 20 symptoms on a daily basis creating a pdf file
to share with the doctors.

www.lipa.org.rs
www.bloodcancer101.org.ra

As the laws / regulations differ between countries, this poster complies with tl

Despie being one of the most common cancer n Serbia,
lymphoma is neither well-k nor easil

LYPA jointforces with three patient groups forming

recognized. As one of the main mformahon provider LY PA
has improved its d

ici 700 000
tients suffering from rare tumors, diabetes, CML and

understandable information in order to ensure our
materials and actions meet the needs of patients and their

ommunity
with relevant information through education, printed and
digital material, webinars, trainings, conferences.

We are about to run a patient helper project
for

that would be the initial basi
patient-relevant outcomes re

You are not alone!

|w

lymphoma

The Iniative hired an experton pharmacoeconomics who

relevant
Sipacibof thereimbursement decision-making procese

The proposal was presented to the Minister of Health and
denied. We enhanced campaign visibility by working with
the media and had supportive coverage inthe press.

having
up-to-dale heal(hcare in Serbia?” was used lo discuss
e PVA

i ian Health
System” was published in The Economistand was sentto
all stakeholders
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Luciana Holtz

The Power of Data
ONCOLOGY, LUNG CANCER
Brazil

Lung Cancer Monitoring Platform
(Lung Cancer Radar)

NAME OF PATIENT GROUP:

institute - '
Oncoguia

CONTACT:

Luciana Holtz
lucianaholtz@oncoguia.org.br

DESCRIPTION:

The initiative Lung Cancer Radar provides
information about lung cancer patients in
Brazil, including data about staging at
diagnose, incidence, mortality and other
data and numbers related with brazilian laws.

All data published at the online
interactive platform comes from public
sources, with previous analysis of a health
specialist. The objective of this initiative is

to raise awareness on lung cancer as well
as provide a tool with useful information
for public decision makers and other key
stakeholders.

CONTENT:

\ LUNG CANCER SCENARIO

o

o

(LUNG CANCER RADAR)

THE LUNG CANCER RADAR - METHODOLOGY

@ For the current study Oncogla has chosen public data soutces provided by
DATASUS (SIASUS, SIHSUS), INCA (RHC) and GLOBOCAN. At DATASUS and INCA
websites, we have used all lung cancer data linked to ICD C34.

Q At GLOBOCAN website Oncoguia has selected all data linked to the word “lung”.

THE LUNG CANCER RADAR LAUNCH: august, 2019

UPDATE CYCLE: every 3 months / once a year
(depending on the information)
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Marta Tommolini
The Power of Data

RARE DISEASE, HUNTINGTON'S
DISEASE

Italy

Spazio Huntingdon -
A Place for Children

Fondazione

E MALATTIE CORRELATE - ONLUS

-“' P Intermational Experience Exchange
% ypr weith Patient Organisations

Barbara D’Alessio (LIRH Foundation, Rome) - Alessandro Capuano (Bambino Gesu Pediatric Hospital, Rome)
Ferdinando Squitieri (Casa Sollievo della Sofferenza Hospital, San Giovanni Rotondo & Rome) - Marta Tommolini (LIRH Foundation, Rome)

Huntington's Disease

Huntington's disease is a genetic, rare, hereditary,
neurodegenerative disorder that mainly affects the
nervous system. The complexity of the disease is due to
the fact that it acts simultaneously on several
levels: involuntary movements (like an uncontrolled
dance, which is why it is also called chorea, from the
Greek"dance"), loss of cognitive
capacities and psychiatric disorders. Therefore it
manifests itself with different patterns varying from
person to person, even within the same family: "The
same cause, different faces of the disease". This makes
it particularly difficult to recognize and treat it properly.
To date, the disease can only be treated
symptomatically. No cure has yet been found that
would lead to recovery, slow down its progress or
prevent its onset.

Huntington's disease in children

Huntington's disease can rarely begin in childhood or
adolescence, well before the age of majority. In this case,
clinical signs can be very different from the adult form.
Thanks to recent discoveries, the scientific community
recognizes the paediatric variant as the "true" juvenile
form, being clinically and biologically different from that
of the adults. (Biological and clinical manifestations of
juvenile Huntington's disease: a retrospective analysis.
Lancet Neurol. 2018 Nov - Squitieri F. et al.)

Fondazione Lega Italiana Ricerca Huntington (LIRH)
LIRH is the largest Italian non profit organization
completely focused on research, care and education on
HD and Juvenile onset HD. It was founded and it is
runned by researchers and family's members together.
LIRH aims to guarantee to people affected by
Huntington’s disease, the opportunity to access
innovative therapies and receive adequate clinical and
psychological assistance. LIRH follows with special
attention the evolution of scientific research on
paediatric Huntington's disease (PHD) and actively
collaborates with international organizations and
working groups aimed at developing a potential cure
for this variant of the disease, as well as for the adult
form.

N
&

SPAZIO

HUNTINGTON

“To catch the many
and still unknown
clinical implications of
paediatric HD it is
necessary to come in
contact with children,
but we must avoid the
risk of causing them a
negative psychological
fallout”, stated Dr.
Squitieri, MD, PhD
author of

From Left: Dr Simone Migliore (CSS), Dr.ssa Federica Gaziola and Dr. Alessandro
Capuano (Bambino Gesit), Maria Gabriele (LIRH), mothers, grandmothers and
children. Dr. Ferdinando Squitieri (CSS/LIRH)

Spazio Huntington: A Place for Children

Today, more than ever, the study of Huntington's disease in
its pediatric form appears to be important since the
regulatory authority, for the first time, has shown interest
in involving also minors in clinical trials . For this reason,
The Foundation has promoted a specific project for
Huntington's disease in children, in partnership with the
Children's Hospital Bambino Gesu. For the first time,
experienced Huntington neurologists and pediatric
neurologists are working together to give hope to even the
youngest HD patients.

Objectives

v" To contribute to a better knowledge and
understanding of pediatric HD

v To get in contact with those families whose children
are, or could be, affected by HD

v To give them the best possible care and hope for the
future

v To collect data for research purposes

Methods

We have launched a partnership with Bambino Gesu, one
of the most important and internationally recognized
Pediatric Research Hospital.

The HD and JoHD experts (Dr. Ferdinando Squitieri and his
team) work in a close collaboration with Bambino Gesu
Pediatric Hospital neurologists and child psychiatrists (Dr.
Alessandro Capuano and his team), under the
coordination of LIRH Foundation team.

The LIRH headquarters — which is not a hospitalized
environment - is the place where HD families with children
meet; children can play and have fun; researchers and
professionals monitor and collect information on children;
LIRH staff look after families and children.

Achievements

Spazio Huntington was launched in September 2019. Since
then, we already got in contact with about 30 minors and
their affected/at-risk parents.

We believe Spazio Huntinton may represent a concrete
way to break the wall of parents’ fear and to effectively
face the most aggressive and overlooked HD variant. We
aspect this initiative to have a broder impact on the
disease’s knowledge at a national and international level.

Fondazione Lega Italiana Ricerca Huntington
Via Varese, 31 - 00185 Rome info@lirh.it www.lirh.it
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«l WANT MORE»

| Want More - The Demands of Women
for the Care in the Breasts Units

EURCPA

The demands of women for the care in the Breast Units

An Europa Donna ltalia (EDI) project to promote the completion of the Breast Units in

Italy and ensure their monitoring. 3 phases:

1. National survey of a sample of 500 patients from all Regions to verify the perception of
the quality of breast cancer diagnosis and freatment pathways and selection of the 10

main patient requests

3. Social campaign conducted by EDI ambassadors and a group of influencers to
gather consensus on the 10 requests with the participation of the 150 associations of the

EDI network - over 230,000 people reached

4. Press conference at the Senate in Rome and presentation of the 10 requests to the
representatives of the Institutions with the presence of lay and trade media

National Survey

The survey returned 10 priorities:

1) More access to breast units: 1 out of 3
interviewess report not being treated in a
specialized center

2) Need for shorter waiting lists: more
respect for waiting times established by
law

3) More information on side effects: 1 in 4
did not receive enough information on
the side effects of chemotherapy and

radiotherapy, 1 out of 3 were not
infformed  about the effects of
hormonotherapy

4) More support for lymphedema: 1 out of
6 would have liked more support from
physiotherapist ~ or  physiatrist  after
mastectomy

5) More psychological support: insufficient
according fo 2 out of 3 interviewees

6) More genetic assessment: 1 in 4
patients was not asked any questions
relating to genetic assessment

7) More presence of plastic surgeon:
almost half of the patients operated had
to undergo mastectomy. Therefore the
plastic surgeon should be an integral part
of the Breast Unit

8) More assistance in the follow up phase:
1 out of 6 patients had difficulties in
following the visits schedule due to
organizational problems of the hospital

9) More continuity of care: only 6 out of 10
patients completed freatment in the
same hospital

10) More preservation of fertility: 1 in 4
young patients was not informed about
the possibility of preserving ferfility.

REQUESTS TO THE INSTITUTIONS:
To accelerate the COMPLETION of
the BREAST UNITS* development, to
Start a constant and systematic
MONITORING

Presentation

Social Campaign of the results

to the institutions

RECOGNITION ON THE QUALITY
OF CARE
based on PATIENTS needs

RAISE AWARENESS GOALS
In the public about patient needs &
and the value of the quality of TARGETS

care and early freatment

OBTAIN FROM INSTITUTIONS
targeted interventions to ensure
the presence of Breast Unit over
the country and the monitoring

of patients access to early

treatment and to appropriate
therapeutic pathways

10 PRIORITIES FROM THE SURVEY

MERY 1) Access to breast units

2) Shorter waiting lists

3) Information and support
on side effects

4) Lymphedema prevention
and treatment

5) Psychological support

é) Genetic assessment

7) Plastic surgeon presence
8) Assistance in the follow up
9) Continuity of care

10) Preservation of fertility

www.europadonna.it
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Formosa Cancer Foundation
Jane Tsai

The Power Of Data
ONCOLOGY, PAN-ONCOLOGY
Taiwan

Since the development on genomic medicine
and precisionlized oncology has greatly
advanced in the past years, the treatment
outcomes and quality of life for cancer
patients have been remarkably improved.

The advancement of treatment landscape not
only brings new hopes to patients and their
families but also generates an urgent need for
patients and their family members being more
willing to know if any innovative treatment can

Cancer patients are often confronted with a
series of complicated treatment choices and
decisions. In Asian cultures, the physician
was always regarded as a highly professional
personnel with an authority figure.Patients
are often in a mindset that they have to
respect physician, they better not to chal-
lenge physician’s authority by talking less or
avoiding asking too many questions during
clinic visits.

In the era of the advancement on cancer

treatment, it has increasingly raised patient’s
awareness to be more involved in their
clinical decision making. Thus, being well in-
formed and included in the decision-making
process together with physicians becomes a
very important concern.

Patient's role may shift from being a passive
recipients of treatment plan to being a
proactive role in their treatment decisions and
will want to take more responsibility on their
disease management.

benefit to their survival and quality of life.

In order to address this issues, the Formosa Cancer Foundation
conducted the online survey in October, 2019 to better understand
patients’ concerns and expectations in clinical decision making.

The survey also wants to find out if patients are satisfied with the
current decision-making style as well as to learn the possible impact

when cancer patients are engaged in their making treatment decisions.

51%
43%

25% 199, 26% 24%

_5% 5% 0% 0%

31.9% 314%

A total of 389 cancer patients and survivors participated in the
survey. The survey contained closed- and open-ended questions,
which gave the patients a chance to express their opinions.

70% of the respondents were female and the age ranges from 21 to
80.

25.6% 23.9%

The top 3 concerns for cancer patients when con ting
the evolution of treatment landscape

1. Efficacy 2. Cost 3. Safety

eThe best/innovative treatment e Affordability

eHigher survival rate

el ong-term survival

eFree of disease recurrence
oCure the disease

not

eThe younger patients are more likely than those over 65 to want
to get involved in clinical decision making. The older patients
prefer a more paternalistic style of interaction and think that all
the advices from physicians should not be questioned.

eCurrently, almost half of the cancer patients (51%) said that
their treatment decisions were completely made by physicians.
Only about one fourth (24%) of the cancer patients said that
their clinical decisions were made by the physicians together
with family and themselves. But over two thirds (69%) of them
expected and preferred their treatment decisions could be
made by physicians together with family and themselves.

eThe top 3 concerns for cancer patients when confronting the
evolution of treatment landscape are efficacy, affordability and
side effects.

ePatients being engaged in the clinical decisions makes them
feel more cared for(31.9%), respected(31.4%), supported
(20.5%) and would lead to raise confidence(36.2%), to increase
tolerance to treatment(25.6%) and better cooperate with
physician( 23.9%).

eReimbursed or

eless side effects than the ex-
isting treatment

eSide effects are more tolerable
or clinically manageable

eThe evolution of the treatment landscape brings new hopes to
patients and their families that their awareness of being willing
to engage in clinical decision making is remarkably increasing.

eThere is a gap existing between the current practice in the treat-
ment decision making process and the style patients prefer to
have.

ePatients’ expectation in clinical decision-making does not mean
only providing information to them, they want to better
understand the benefits and risks of the treatment options and
preferred to make their treatment decisions together with
physicians and family members.

ePatients being engaged in the clinical decisions will generate a
positive impact that makes them feel more respected, listened
to, valued and would lead to raise confidence and enhance the
compliance to treatment.

elt requires to create a more friendly environment to engage
cancer patients in clinical decision-making by giving sufficient in-
formation/time, additional nurses or administrative staff or deci-
sion tools and aids in the clinical settings.

eThe affordability and access solution during the evolution of
treatment landscape still be cancer patients’ critical concern that
the acceleration of the regulatory readiness and reimbursement
timelines should be considered and developed in advance.
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The Power Of Data The close and continuous work of ACP
NEUROSCIENCE, SPINAL MUSCULAR AL with patient associations has permitted
ATROPHY 00 ( collect the main problems that affect
peru Peruvian patients

-I In 2017, ACP identified the lack of transparency in

the actualization of the National Formulary for Es-

sential Medicines (PNUME), and the absence of civil
society in this process

To address this, ACP conducted ~ With the data co-

an analysis of the Peruvian re-  llected and its
gulatory framework and a com- evaluation  we

parative analysis of this process in prepared a study that
other countries in the region and the ~was published on our
world website

The evidence allowed us to reach important public sector

actors. Among them, the ombudsman, with whom we met

together with the patient associations to present our fin-
dings. We also reached congressmen, who appreciated the im-
portance of the participation of patient associations in the
PNUME update

In June of 2017, a lawmaker presented the project of law N°

1711-2017, which proposes to include the participation of

civil society and forces the Health Ministry to pre-publish
it for 60 days to get opinions from the academy, the private
sector and citizens.

In October of 2018, it was approved unanimously in the

Health Commission of the Peruvian Congress. In Septem-

ber of 2019 was approved unanimously in the plenary ses-
sion of the Congress

This represents a great victory for the Peruvian patient associations and
shows the importance to promote public policy reforms based on eviden-
ce and data

As the laws/ regulations differ between countries, this poster complies with the laws/ regulations of the country origin


https://drive.google.com/file/d/1pMz1Lwe1jTIUa0XR9u5cFotJ-sWtIsKN/view?usp=sharing
mailto:inesm%40tucontribuyes.org%20?subject=Please%20send%20more%20info%20on%3A%20The%20Power%20of%20Data%3A%20Building%20patient%27s%20participation%20in%20Healthcare%20transformation%20through%20evidence%20and%20data

BACK

Share a comment or
question with the
poster owners by
contacting them here

Barry Stein

The Power of Data

ONCOLOGY, COLORECTAL CANCER
Canada

Incorporating Colorectal Cancer

Patient Values and Preferences Into
Health Technology Assessment (The
“PVP" Project)

oL
Canctn
Canaoa

UNIVERSITY OF
o ® CALEARY

Dr. Sharlene Gill (BC Cancer Agency); Dr. Winson Cheung (Tom Baker Cancer Centre); Dr. Benjamin Goldberg (Cancer Care Manitoba); Dr. Yoo-Joung Ko (Sunnybrook Health Sciences Centre);
Dr. Petr Kavan (Jewish General Hospital); Dr. Bruce Colwell (QEIl); Dr. Karen McDonald and Dr. Deborah A. Marshall (University of Calgary); Barry D. Stein (Colorectal Cancer Canada)

As the laws / regulations differ between countries, this poster complies with the laws / regulations of the country of origin.

INTRODUCTION AND BACKGROUND

The highcost of cancer drugs has increased pressure o th heathcae ystem to make
better dopt value madels when

treatment :hmces

While there are the patients is
central lve, yet, itis undierstood and most difficult to
measure. Attributing what welgm patient preferences should carry in health technology
assessment (HTA) decisions regarding reimbursement is challenging.

‘The PVP project will address this issue by developing a framework to objectively
into the cancer drug HTA deci

process in Canada since:

A. Patients have unique d perspectives that can by
pointing out what are the most important aspects or outcomes for them in a specific
situation.

B Patient prefer treatment a

CADTH — PAN CANADIAN ONCOLOGY DRUG REVIEW (pCODR)

Sinicl benefit .
safety, Economic

erienor e evaluation

i Figure 1. PCODR's exper

rt
committee uses a deliberative
framework for drug funding

OBJECTIVES AND RESEARCH QUESTIONS

Weare assessingpreferences and wilingres t pay fo CRC reatment for
patients (non-metastatic and metastatic), care givers for CRC
nmms, ‘and adults from the general population

Phase 1 Patient preferences will be measured and the value of the attributes of
colorectal cancer treatments will be estimated for patients, their
and adults without colorectal cancer from across Canada using

Adoption t
feasibility Patient-based considers Paient Values
(economic ales

organizational

Figure 2. Patient s

evidence
the cost-effectiveness of treatment.
Patient prefer

information that can improve the ptake of current health priorities and policy gaps.

D. By participating in health which
could ethical healthcare

pc o
jiew submissions. ey
includes the following. o

wit
respe:l to:

SURVEY SITES

a Discrete Choice Experiment survey.

) and aspects of
h enefits and risks?

How do values differ based on patients’ demﬂgmphl(s, quality of lfe, stage of

cancer and experiences?

What are the relative quantitative weights for the benefits and risks (attributes)

of treatment decisions?

Phast st effective combination of attributes will be determined for
Cancr ptints fced withoncolgy 6rg eatment decisons, and  weigh wiba
assigned to those attributes.

Phase 3: Incorporate patient preferences explicitly into decision making, determine
methodology to use, what weighting to assign

RECRUITMENT AND CONSENT

Oncologist will inform patients in person either at an in-clinic appointment, or
virtual appointments (phone or virtual platform). Study Coordinators will speak
with the patient immediately following their appointment in person or for virtual

1. VANCOUVER, BC Cancer Agency recruitment by phone or virtual platform
2. CALGARY, Tom Baker Cancer Centre
Phase 1: Capturing CRC patient Phase 3: Vaidation of framework 3. WINNIPEG, Cancer Care M Sty Corisor il o gttt ey i s ecrimars
preferences design and adoption . TORONTO, Odette Cancer Cantr, ok - . 2 uniqu
5. MONTREAL Jewish General Hospital nmmm Tdentiler and a website address fo the oiine survey an will ask each
6. HAUIFAX, QEl caregiver.
SURVEY STAGE:
Phase 2: Analysis of preferences
canmred identify key metrics and QUALITATIVE WORK TO INFORM DCE DISCRETE CHOICE EXPERIMENT (DCE)
it 1 diftere Prncess Margaret Hospita o nformed the DCE
atriputes and level of colorectal framework, aturoutes  eveldevelopment The ris treatment var the regimen and
cancer treatments therefore, patient preferences must be carefulyconsidered.
SURVEY PRE-TEST:
A
cancer patients (n - 5) Provided updatesto inform Plot Toestabls the value o diferent spects of v the i
p key captured in survey Survey using the patient feedback pproach ki DCE s employed.
SURVEY PILOTTEST: oce used toelict . for
Establish Survey oniine sample o (non-metastaic and metastatic sandfo servces,
tific n=30) CRC patients. Ensure attributes, levels facilitate. capture the full value by
commit trade-offs mong traditional measures.
MAIN SURVI OCE survey
Population groups from the 6 survey sites (n = 1200); ‘Toronto and
1. Metasatic CRC patients (n = 00
2 on et CC s 1= 30 v inthe DCE payssa
3. Caregivers (n = monetary measure of the benefit.
BC cowmicn <neses conam
. ; omtcral
CAN = < Qun GRE® S eet I

o
colorectaleancercanada.com
info@colorectalcancercanada com
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Living with a rheumatic disease in ltaly
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Harnessing the power of data to better understand the experience of an illness

Living with a rheumatic disease in Italy

Authors: APMARR: Associazione Nazionale Persone con Malattie Reumatologiche e Rare - APS
Matteo Santopietro: Managing Director of WeResearch Marketing Research. Marketing Research Division of Bairess3 srl

Main objectives of the study

To evaluate the degree of satisfaction vs.
dissatisfaction with the length of the waiting
lists to book specialist visits and/or
examinations

Ease vs. difficulty in finding rheumatology
specialists

The relocation of Rheumatology centres in the
national territory: if sufficient or insufficient
number

Comfort assessment of the facilities

Accessibility to facilities: architectural, visual
and auditory barriers

6.
7.
8.

Evaluation of doctor/patient communication
Access to the medicine

Knowledge of the facilities/exemptions and
ease of obtaining them

Electronic Health File

Presence or absence of multidisciplinary
outpatient clinics for global patient care (e.g.
joint rheumatology/gynaecology

Methods

A qualitative/quantitative survey was carried out among
patients suffering from a rheumatic disease in Italy.

Two focus groups were organized in Milan, each including five
people and analyzing the outcome of 1020 quantitative
interviews performed throughout Italy using CAWI-Online
(Computer Aided Web Interview) methodology. The qualitative
phase was preparatory to the development of the questionnaire
which was administered at national level.

Total sample (1.020) snox —

Main rheumatic diseases found in the sample

Population size (1,020)
Ao 9.8
348
Fixomyalda 0%
Jovene At 1.9
- 103
[— 10.8

Exra it Rheumatsm
Tempora et
Ankylosing Spondyls
Lopus
Dermatomyostis
Mied Connectiits
Siogren's syndrome.

k- e —
el 0%

Man Womsn ey e o575

Juvenie copathic Arthrts
Chondroclcinosis

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0% 35.0% 40.0% 45.0%

Main Results

WAITING LISTS

How do you rate the average waiting time for
visits and/or examinations?

Excessively or fairly long 77%
Standard 23%

DOCTOR/PATIENT COMMUNICATION

How do you rate the willingness of medical
staff to listen?

Very bad/poor 26%
Good/Excellent 74%

SPECIALISTS IN RHEUMATOLOGY
How easy is it to find a specialist?
Very difficult enough 37%
Very easy enough 63% 63%

ACCESS TO MEDICINE

Which is your assessment?

It's easy to find them and have them 80%
Itis difficult to find them 20%

KNOWLEDGE OF FACILITATIONS/EXEMPTIONS
Are you aware of the facilitations, rights and

benefits provided for by Law no. 68/99

(Protected employment categories) and Law no. 104?
Yes 41%
No 59%

COMFORT OF THE FACILITIES

How do you rate your satisfaction with the facilities
status (e.g. cleanliness of the premises, free and
comfortable seating, toilets)?

Very/quite dissatisfied 21%
Very/quite satisfied 79%

ELECTRONIC HEALTH RECORD LISTS

Is it active in your region?

Yes 43%
No 21%

RHEUMATOLOGY CENTERS LISTS

How many centres are present in your area?
Completely absent/in insufficient number ~ 69%
In sufficient number 31%

ACCESSIBILITY OF THE FACILITIES

Did you find it difficult to access due to
architectural barriers?

Yes 40%
No 60%

B0 OO ®

THE MULTIDISCIPLINARY OUTPATIENT
CLINICS FOR GLOBAL PATIENT CARE LISTS
(e.g. joint rheumatology/gynaecology clinic)

Have you ever found a shared lab/ambulatory room
with a rheumatologist/gynecologist?

Yes 15%
No 85%

TAKE HOME MESSAGE
Two main issues emerged from the survey presented in this postet
1) insufficient presence in the territory of Rheumatology Centr
2) serious lack of information on the laws and protections provided for patients suffering from a rheumatic disease.

The scarce presence on the territory of Rheumatology Centres and specialists is the cause of long and exhausting waiting lists, patients are so
forced to long transfers and, in their condition, these are reason for further physical as well as psychological suffering.
The problem of waiting lists is intensely perceived by the patients interviewed and is considered as one major reason of stress, with strong relapses

on the psychic condition often causing states of anxiety and depression.

APMARR: Nazionale Pe Malattie

WeResearch - Divisione ricerche di marketing di Baires 53s.r.L. - Via Gaspare Spontini 1, Milano (MI) Italy - Emai

Rare - APS - Italy - Emai @apmarr.it

info@weresearch.it
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The Power of Data
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Data Initiates Real Changes in the
Real World

DATA INITIATES REAL CHANGES
IN THE REAL “ORLD p
UTILIZING GPS DATA LOCALLY @/

Lymphq

Data is not the end.

It is the beginning of dentifying
needs, improving services,
and making difference in
patients’ real world!

KEY FINDINGS

T/Patients have heavy economic burden. EPatients need informat
patient j ne
. 1 tients have ur
2Patients need psychological Support. information.

SUPPORT ON REDUCING
FINANCIAL BURDEN

STRENGTHEN POLICY ADVOCACY:
#Tell decision-making departments the true situation
patients with data

#Participate in meetings related to the development o
rare disease catalog

#Plan to particlpate In a HTA International seminar

ESTABLISH CHINA RARE CANCERS
PROGRAM:

#Fush more rare cancers in the list of rare diseases

#5Support rare cancers patient groups.

FUTURE DATA COLLECTION REPORTED OUR RESEARCH
OBJECTIVES RESULTS

As the only lymphoma patient supporting group in
China, Hou ¢ phoma-related
kmowledge, service to the pallents-

enhance patient C nce in reha lllarwn
Hongfei built Hous after he recovered from
Hodgkin lymphoema in 2011,

Crer 70,000
rogistarad
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The Power of Data
ONCOLOGY, BREAST CANCER
Denmark

Danish phy ing prog February 2020 Benefits (of screening)
* Mammography screening is a public health service * Early detection breast cancersurvival increases
* Mammography screening is voluntary and free of charge * Reduced mortality due to breast cancer (30-50%)
in Denmark « National screening also promoting awareness of breast
o Age >50 - <69 cancer risk
* Mammography screening offered to all women in the defined * National screening provides a high quality diagnostic service
age group every 2 years
* Triple Test: Mammography, ultrasound and examinations by Draw backs
a doctor/palpation * Over-diagnosis and over-treatment
« False reassurance in false negative cases
Facts about breast cancer in Denmark * Anxiety and harms in false positive cases
* 5.000 women are diagnosed with breast cancer every year * Radiation exposure
* 65.000 women in Denmark live with the diagnosis of breast
cancer

.

1.100 women die each year from breast cancer

DBO (Danish Breast Cancer Organisation) is politically active
and works to ensure the interests of Danish women affected
by breast cancer.

History Debate
1991 False Positive: Do women react negatively when they are false
Mammography screening was offered to women aged 50-69 positive and if...
screening, in a few cities in Denmark. How do they react.
2005 Therapy: Are women with a false positive result offered any help?
A report from the capital of Copenhagen, shows that for women
who were offered mammography screening, the mortality rate Age criterion: Extend the age criterion and offer the screening
decreased by 25 /% and for women who actively participated in program for women aged?
the mammography screening program, the mortality rate > 40- <69
decreased by 37%. > 40- <74

>50- <74
2008
The mammography screening program became a public health Personalise prog P lise the phy ing
service for all women aged 50-69 to participate in the screening program according to high and low risk?
program * overweight

* highly educated women
2020 May * alcohol

of aphy screeningsprog * smoking
Danmark
Bryst

Incidens: ASR (W), Kvinder alder 0-85+

rater per 100000

aesezse sty

1990 1995 2000 2005 2010 2015
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Engaging in Healthcare Transformation
RARE DISEASE, ANGELMAN SYNDROME
China

- 15 &

Angelman Syndrome (AS) is a rare neurogenetic disorder that affects approximately 1 in
15,000 people — around 500,000 individuals worldwide. Children and adults with AS
typically suffer from balance issues, motor impairment and debilitating seizures. The
sadness reflects from some individuals never walk; most individuals are unable to speak or
construct phrases. Indeed, disrupted sleep cycles also can be a challenge to the AS
individual, which impact on caretaker(s). Individuals with AS require continuous care, and
are unable to live independently; however, they do have an average life expectancy
compared with healthy individuals.

A group of families from China come together founded Chinese Angelman Syndrome
Organization (CASO) since 2011. The goal of this organization is to increase awareness of
Angelman Syndrome, to help and support AS children and families. Consequently, these
social events could promote related primary research interests to enhance the
understanding of AS, clinical trials to explore the new treatment and cross-disciplinary
collaboration.

Published the first Chinese and English subtitles video of AS in China;

Released AS Medical Rehabilitation Feeding Guide;

Issued 5,000 feeding manuals and over 10,000 brochures on the general knowledge of
AS diseases;

Broadening awareness covering hospitals, Government Federation of Disabled Persons,
and maternity and child care hospitals all over the country;

In December 2018, CASO promoted the establishment of Green Visiting Channel
network covering 11 national top-level hospitals.

2. Research/Drug Development engagement:

Voluntarily organized and participated in the AS research project of Professor
WANG Yi’ s team in Children’s Hospital of Fudan University Shanghai, with more
than 150 patients participating.

6 annual Family Conferences and free consultation held with Children’s Hospital
of Fudan University Shanghai;

4 Christmas parties for all families online to showcase AS patients’ capability;

4 annual trips designated for AS families.

4. Knowledge centre establishment:

Build up knowledge centre through WeChat group to provide guidance and
support to families, 14 AS classes were held, contents covered feeding, epilepsy
treatment, rehabilitation training and psychological counselling for parents.

Email :angelman225@126.com
QQ Group : X{ERREK 203464179
Facebook : Chinese Angelman Syndrome Organization
https://www.facebook.com/ASF.china
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What is the City Cancer Challenge?

+ Aglobal initiative to support cities around the world as they work
toimprove access to equitable, quality cancer care:

* Launched in 2017 by the Union for International Cancer Control,
City Cancer Challenge (C/Can) is a stand-alone foundation
working in 9 cities today

+ The C/Can model targets cities with
for improved cancer care.

strong need and readiness

+ Local leaders drive the process from the ground up by selecting a
multi-sectoral executive committee in each city, prioritizing
specific needs, identifying partners for capacity building,
establishing sustainable financing models, and monitoring and
sharing results with other cities around the world.

Myanmar

and Well-being

A Case Study Of Greater Petaling, Malaysia

C/Can 202!

City Cancer Challenge

Good Health Partnership

for the goals

o

Sustainable Cities
and communities

Greater Petaling: Engaged Stakeholders
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C/Can Model
PROCESS ORIENTED TIMELINE - SCHEDULED ACROSS TWO YEARS ——MM»

Learn

Due Diligence

* Determination
of whether city
is suitable for
joining the
challenge

* Assessment
incorporates
aritical factors
suchas
population,
number of
facilities, political

and other

Stakeholder
Engagement

Convening of local
leaders across
sectors (government,
CSOs, international
agencies, bilateral
and multilateral
agencies, academia,
research centres,
healthcare facilties,
professionals,
professional
societies, private
sector

Needs

Assessment

+ The Convened
City Executive

essment

+ Determines gaps
and priorities

Empower
Action Planning

Development of an
activity plan based on
the needs assessment,
including identification
of relevant partners
and institutions at the
city level

Technical Analysis

« Identification of
appropriate channels
for technical assistance
partnerships,
collaboration both
locally and
internationally
Engagement with City
Health Financing Lab to
assess one-off
investments and/or
longer-term financing

Implementation

City Managers and City
Executive Committee
implement the action
plan, alongsides a
robust monitoring,
evaluation and
learning framework

wella

cities within the

same country

 Local prog:
leading to global
impact

solutions to support
implementation of
action plan

buy
factors

City Challenge Game Plan

End- Game
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Opportunities for Patients Organizations
. Opportunity to gain a seat at the ‘decision-making’ table
. Opportunity for policy-shaping & agenda-setting
. Opportunity for advocacy

. Opportunity for multi-sectoral partnership
. Opportunity for project/programme funding

1

2.

3.

4. Opportunity to groom/nurture Key Opinion Leaders

s

6

7. Opportunity for gainful community-level sustainable change
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To Live with Haemophilia:
Quality of life study - Sweden

1)
Number of bleeds — underreported AU
Haemophilia, A or B, is an inherited bleeding disorder where a persons blood does not clot properly due to exp.erlence
lack of insufficient levels of blood clotting factor. An accident, such as cutting your finger, or having a stroke, SR a_s e
could therefore have very serious consequences. The treatment of hemophilia aims to minimize and avoid recurring
bleeds. problem

The biggest consequence for patients in their daily life is more or less regular internal bleeds that limit daily 33_%

life. Our study shows that while haemophilia care is advanced in Sweden, there is an underreporting of experience

bleeds. Bleeds that can have short term and long term consequences. joint pain
more than

once a
month

15%

bleed more than
once a month

44%

of individuals with haemophilia A
bleed several times per year

80%

of the bleeds are triggered by
accidents or physical activity

Lack of knowledge

There is a lack of knowledge in the healthcare system when it comes to
haemophilia. Care is concentrated to three centers of expertise,
however in the primary healthcare system and in emergency care there
is still very little knowledge about haemophilia.

"Healthcare personnel must increase
their knowledge about haemophilia.
It is a matter of life and death”

63%
with hemophilia
A often feel

"He can never go anywhere
and stay the night with his
dad as his dad is worried

about administering
treatment”

To live with constant worry

Many with haemophilia report feeling limited by their
worry. Their worry is often related to pain, and that
treatment will be difficult in terms of finding a vein or
injuring oneself. Many refrain from activities out of fear
of injury. Worry is common in parents to children with
haemophilia.

worried as a
consequence of
the disease

Therese Backus
kanslichef@fbis.se
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. Rare diseases generally refer to diseases with low prevalence and few patients. There are nearly

China 8,000 different types of rare diseases, affecting tens of millions of people in China. It is indicated that
this catalogue will be expanded continuously. The vast majority of rare diseases cannot be cured.
Patients with rare diseases face enormous challenges in many aspects of their daily life, including
medical care and rehabilitation, as well as social inclusion. Challenges are also faced in the aspects

of diagnosis and medical treatment, often encountered misunderstanding and discrimination, and the
serious lack of institutional protection.

BORN TO
CHALLENGE

The lliness Challenge Foundation (ICF) is the first public welfare foundation in Beijing focusing on rare
diseases. Through community services, industry support, and social advocacy, ICF is devoted to
solving pressing problems faced by the rare disease communities on one hand , while on the other
hand promoting an equal social environment for the rare disease communities in a long run. Inspired
by the “Ice Bucket Challenge” , the Foundation was founded on 29th February 2016, the Interna—
tional Rare Disease Day.

ICF is committed to supporting the medical rehabilitation of rare disease patients, nurturing autono-
mous patient organizations, building platforms for multiple stakeholders, creating brand projects with
strong public engagement, promoting institutional support for rare diseases, and solving pressing
problems faced by the rare disease communities, including medical rehabilitation and social inclu—
sion. By doing so, the ICF aims to create a supportive, righteous, and inclusive social environment
with everyone’ s rights respected regardless of the disease one suffers from or the challenges one
faces.

Vision: Create an equal and respectful social environment for the community challenged by iliness.
Mission: By focusing on the development and empowerment of covmmunities, through establishing
platforms and cooperating with multiple resources and actors, to solve urgent matters faced by the
rare disease community.

Slogan: Born to Challenge

Working Projects
1. Community Services
Rare Disease Medical Support Program
. Industry Support
Rare Disease Empowerment and Collaboration Platform
Rare Disease Symposium on Collaboration and Communication
Policy Advocacy
. Social Advocacy
“People born to challenge” Short Documentary Series
“People born to challenge” - Art to Voice Project
International Rare Disease Day Public Advocacy Program

Contact Us

Website: www.chinaicf.org

Telephone:+860 4000408772

Email: bttz@chinaicf.org

Address: room 3-115, Star Space Building 3, Pingfangyuan District,
Beijing Film Academy Cultural Industry and Creative Garden,
Chaoyang District, Beijng, China
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Health: An Assest and a Right That
Needs to be Protected and Promoted
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A political and institutional advocacy project which was launched in 2014 by Salute Donna Onlus, and it's now supported
by other 27 Patients’ Associations, with the aim of contributing to the improvement of care and treatment of cancer
and onco-haematological patients, which is usually characterized by delays and serious regional disparities.

GOAL

To create a continuous dialogue between:

Patients’ Associations

Scientific Societies
Doctors

Pharmaceutical companies
Institutions

Legislative and executive powers

Ensure better management and treatment of cancer
and onco-haematological patients

Promote greater equality of treatment in the various
Italian regions

Inform national and regional political representatives
about Oncology in general and the main problems
surrounding it

National Cancer Plan (PON)

Oncology networks

Fund for innovative cancer drugs

Diagnostic Therapeutic Care Pathways (PDTA)
Molecular diagnostics

Quick access to drugs

Care center and services (CAS)

Primary prevention
Correct lifestyle

With the help of all the people involved in the initiative the
following were made:

* APolicy Paper which analyzes what exists at the
moment at regulatory level in ltaly in order to have
better management of patients and it indicates the
areas where intervention is a priority.

* AnAgreementsigned by all the players involved in the
project that illustrates the main topics on which the
Patients’ Associations want to work on at national and
regional level in the current Legislature.

CANCERIN IT.

« 1000 new cases of cancer in Italy every day

« over 3 million people today live with this disease
in our country

THE NATIONAL PLATFORM

OF STAKEHOLDERS IN ONCOLOGY

To create an effective impact on the Institutions and to
improve patient care and treatment at national level, a

The activity of monitoring patients’ needs in Italy
will continue as well as the advocacy activities
atnational and regional level in order to keep

permanent advisory and operational platform has been

Advances in research are improving disease control, but L
created consisting of:

patients are demanding greater financial commitment from

the Italian health system. 1 2
. P . . Parli “Togethe
Patients receive different health benefits due to regional Nm“o(v‘ga:cerand mcremncmmiunem::ainnr

healthcare autonomy. cancer”, made up of more than 60
members of Parliaments from all

a~ = . political parties

Onco-Haematological patients
.2

Patients’ Associations request that
the issue of cancer hecomes a priority
in political agendas, while still taking
into account the sustainability of the
National Health System. the fight

against cancer in Lombardia,
Lazio, Calabria and Puglia

Technical-scientific

‘the most important players in
Oncology at national level

ACHIEVEMENTS TILL DATE

,=§ AT NATIONAL LEVEL
5N p— —
' ‘=§® + Five motions which |ncorpuratgd the project’s Legislative Agre_emgnt were
""'I,; A approved by the House of Parliament and the Senate. These highlighted the
o L ,‘ i Government's commitment towards: the impl of the National Cancer

N Plan; the activation of Regional Oncology Networks; equal access to innovative
cancer drugs; adoption of correct lifestyle.

* Toimplement a 500-million-euro fund for innovative cancer drugs.

MENTAR
INSI PER UN IMPEGNO
CONTROIL CANCRO

AT REGIONAL LEVEL

Lombardia

« Approval of the motion on extending
the eligibility criteria for ticket
exemption for women with BRCA1
and BRCA2 genetic mutation.

« Approval of the motion for the creation
of a Diagnostic Therapeutic Care
Pathway for metastatic breast cancer.

* Inclusion of a greater commitment to
better take care of cancer patients in

the economic and financial planning
document.

« Carrying out of a survey on the cancer
and onco-haematological situation
in Puglia with the involvement of
oncologists, haematologists and the
local Patients’ Associations.

« Approval of a motion for the creation of
the Regional Oncology Network.

www.salutebenedadifendere.it
‘www.salutedonnaonclus.it

facebook.com/salutebenedadifendere

tothe

patients throughout the country.

of the o
@pazienticancro
robertofrancescomazza@gmail.com
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Mexico

Together Against Cancer

JUNTOS
CONTRA EL
CANCER

: ‘biggest apd maore Inclusive national cancer movernent. We are more than 60 NGO s
exica: un the creation of a comman canger public agenda, We want to transferm canger
patients peeds into publtic policy prrograrns for the prevantion, early disgnose, acoess 1o treatment,
rehabilitation and palliative care ity our country,

* Third cause of death
» One in three people will have a positive diagnosis of cancer by 2025
® Mexico does hot have a National Cancer Centrol Plan

& 45% of the treatment expenses are paid by patients and families

8 70% of the diagnoses are made at latest stages (lII-1V)

How are we going to change it?

Our proposals for a Cancer Cantrol Program in Mexico, centralized on the patient:

& Primary prevention
» Screening and early detection

® Access to the best cancer treatment ina timely manner
» Palliative Care

& Rehabilitation

Always keeping in mind

Juntos Con_tr'a‘ el €ancer (Manifiesto)

Skilts, experience and posifion to effectively advocate for cancer control )
S

The organizations of Juntes Contra el Cancer from all around the country have years of
experience on implementing advocacy strategies, collaborating with health
prafessionals, legislators and authorities
We have partner erganizations to join forces and collaborste with Juntos Contra el
Cancer on three pefspactives: NCD's, democracy and transparency and Multilateralism
{UN, WHO/PAHO American Region and the LICC)

Our main achievernents are:

e Organization for the first time of more than 60 organizations across the country inone
movement

' We are considered as the main valid voice of the oncological patients’ needs with
health authorities J

*We have presence in international congresses such as the World Cancer Leader |
Summits and Mational Assemble of UN B
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Be MUT-ual Days - Oncogene driven

Cancers: The New Paradigm

The number of lung cancer patients is
increasing. Today in Italy there are
almost 107 thousand (106,915), while
in 2010 there were 82,795: in 10 years
the increase was 29%. This is a very
important result in aggressive and
difficult cancer to treat. To give voice to
long-term survivors, an event has been
held in Rome in November, entitled
"Be MUT-ual Days", the first in the
field of thoracic oncology, aimed at
people with non-small cell lung cancer
characterized by molecular alterations
(oncogene  addicted) and  their
caregivers. For two days, 80 patients
from different Italian cancer centers, 60
caregivers and 30 doctors discussed the
critical issues and new needs generated
by innovative treatments and the
possible actions and solutions to be
adopted to fill the gaps still existing.
The event was organized by WALCE
(Women Against Lung Cancer in
Europe), a non-profit association,
founded in 2006 in Italy, with the
primary  objective of increasing
women's awareness of the increasing
incidence and mortality of cancer of the
lung in the female gender and to
inform, educate and support patients
affected by this disease during their
journey.

METHO

« The event was organized in Rome,
with  the patronage of other
organizations: WALCE Puglia, FAVO,
Women's Health and Men's Health,
Active Citizenship and Together against
Cancer and it was a multisponsorship
initiative.

« The first day "Be MUT-ual Days"
was opened by "Apolide", a short film,
which this year won the 3rd prize of the
competition offered by AIOM (Italian
Association of Medical Oncology) and
AIOM Foundation entitled "oncology
and cinema®

* This was followed by a lecture
presented by Prof. Benjamin Besse, an
international KOL, who focused his
attention on the state of the art of lung
cancer treatments and future prospects.
« Finally Merel Hennink, a Dutch
patient who shared her experience as a
patient with NSCLC ROSI and as
advocate very active nationally and
internationally.

* On the second day, patients and
caregivers had a dedicated space to
discuss, separately and guided by two
moderators, about different issues
related to the management of their
disease and the possible actions
necessary to partially solve the gaps
they daily face with. The results
collected during the two workshops
were communicated and shared during
the round table with other stakeholders.

PHOTO GALLERY

Oncogene
driven Cancers:
the new paradiagm

“Be MUT-ual Days" - Photos of the event, 25 and 26 November 2019

“Be MUT-ual Days” photo of the round table ISS (M. Biffoni),AIOM (G. Beretta),
SIAPEC (A. Sapino), WALCE (S.Vallone), CittadinanzAttiva (A. Gaudioso),

FAVO (E. lannelli), Insieme contro il Cancro (F. Cognetti), Salute Donna (A. Mancuso),
Ricerca e Innovazione in Sanita (G.Leonardi)

CON

http://www.womenagainstlungcancer.eu/

stefania.vallone@womenagainstlungcancer.eu

OBJECTIVES

« People living with lung cancer,
today and especially in some
countries, including Italy, still
struggle to  contact  patient
Associations and  be active
protagonists in their disease and
treatment path.

Thanks to new therapeutic
approaches, that in the last 10-15
years have significantly changed the
scenario of lung cancer, today the
number of people living longer and
with a good quality of life has grown
and many patients begin to acquire
more skills and to have a greater
interest in everything related to one's
health and therefore to be more
involved in decisions concerning
their illness.

In particular, people who receive a
diagnosis of oncogene addicted
NSCLC, often, since younger and
with a better quality of life have the
perception of not having enough in
common with larger groups, but
rather having more specific clinical
needs, education and emotional,
related to their disease.

The educational event was dedicated to
this setting of patients in order to:
Better identify their specific needs
Offer two days for improving their
knowledge and education about
molecular tests and innovative
treatments

Encourage the creation of a network,
so that they can share their
experiences and common needs
Support the group through the
creation of specific educational
resources

Improve the quality of life of these
patients

RESUL

During the event, different needs
related to the patient's care path and
some proposals to facilitate the
solution of these problems emerged
from the two groups, patients and
caregivers:

NEEDS

. Patient / caregiver and system
information

Receiving more information about
the disease, the clinical trials and
experimental drugs. Being supported
in the communication to children.
Improving  the perception  of
teamwork and multidisciplinarity
Providing more information about
patient and caregiver rights:
protection  of  employees and
self-employed workers, economic
and welfare protection
PROPOSALS

Information conveyed by official
channels (dissemination of website
addresses, guidelines, information
brochures)

Creation of a community for sharing
information and strategies for
managing disease and the side effects
of treatments

Active  contribution  in  the
development of research protocols
and national cancer guidelines
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THE

AHESC

COMESTOYOU

PROJECT

INTRODUCTION
—— AND OBJECTIVES

The Association of Hemophiliacs of the State
of Santa Catarina (AHESC) is a charitable
association which aims at improving the
quality of life of people with hemophilia, von
Willebrand and other coagulopathies and
their families throughout the state of Santa
Catarina, Brazil. AHESC offers its members
and their families free temporary social care,
food, physiotherapy, hydrotherapy and legal
advice. The AHESC comes to you project
seeks to address one of the main complaints
reported by members, i.e. lack of information
on the part of both heath care professionals
and hemophiliacs and their families.

This project aims...
I =

ENABLING INCREASING
ACCESS TO TREATMENT
ADHERENCE

F

ADDRESSING

THE LACK OF

INFORMATION
ON HEMOPHILIA

TREATMENT

RESULTS

This project has enabled health and
education professionals as well as
hemophiliacs and their families to have
more confidence and information on
hemophilia. The relationship between the
agents involved has been strengthened
and, as a result, treatment adherence and
motivation to seek adequate treatment
have improved.

MATERIALS
= AND METHODS

The ‘AHESC comes to you' Project

NOTIFYING MEMBERS LOCAL AND REGIONAL
T OF TALKS BY USING ATTENDANCE OF
oMo E-MAIL, WEBSITE, HEMOPHILIACS, THEIR
FACEBOOK AND FAMILIES AND HEALTH
PHONE CALLS. CARE PROFESSIONALS
EMPOWERMENT OF
T YT HEMOPHILIA PATIENTS
SHARING KNOWLEDGE CENTERS OF SANTA o THE IR EAMEST)
'AND EXPERIENCES CATARINA LOCATED EARCHIOETREATMEN
AND PROMOTING IN THE CITIES OF P ND OFTHEIR BIGHT S B
SOCIAL CRICIUMA, JOACABA, T I
INTEGRATION LAGES AND CHAPECO PEQUATE BROCEDUR
FOR HEMOPHILIACS
PROMOTING SOCIAL
INTERACTION AMONG JACKSGIVENIEY
HEATH CARE
HEMOPHILIACS, HEALTH Bl ATSY
CARE PROFESSIONALS s SOCIALIZATION
AND AHESC. PROVIDING : AND
SOCIAL WORKERS, NURSES,
A SPACE FOR SOCIAL CIALIWORKERS NURS SHARING OF
INTERACTION, THEREBY ! EXPERIENCES
HELPING TO CREATE A b
NETWORK OF SUPPORT CEETET

AND GUIDANCE

CONCLUSION

Health care professionals had the opportunity of meeting in
person many users they had previously contacted via phone
calls, text messages or e-mail only. Users, in turn, had the
chance to speak about their personal experience with
hemophilia and their difficulties and ask questions.
Testimonials were given based on which relevant measures
were taken. Major concerns were: difficulty going to the blood
centers caused by problems related to transportation
provided by the patients' city administration; coagulation
factor availability; coagulation factor transport difficulty.

- FOR MORE
ﬁ - INFORMATION
Yy 4 @ AHESC

ahesc@ahesc.org.br

AHESC

ASSOCIAGAO DOS HEMOFILICOS
DO ESTADO DE SANTA CATARINA
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Kanser Savaggilart Dernegi/Cancer Survivors Association
Share a comment or Cancer Survivors Association (CSA) is a civil initiative that researches, learns and shares all
> question with the kinds of information that may be needed in the diagnosis of cancer and cancer treatment pro-
poster owners by cesses [rom the correct and scientific sources. Alter serving as a civil intiative in the field of ac-
contacting them here tivity for three years, Cancer Survivors became an Association in 2015 and gained a corporate

identity. CSA deals with all types of cancer rather than specifically dealing with a single type
of cancer. The Association transfers the best knowledge and experience of the important sci-
entists to patients and their relatives. We make bridge between the cancer survivors who have
experienced or are in the process of diagnosis and treatment to share their experiences with
Engaging in Healthcare Transformation each other and to guide others. We carry out projects on education, awareness and psychologi-
ONCOLOGY, PAN-ONCOLOGY cal support all around in Turkey. We also proudly represent our country and our works in the
International Patient Associations platforms.

Nagehan Uzuner

Turkey

CSA offers professional support to cancer patients and their relatives in public hospitals, such
as psychological counseling, oral and dental health, and nutritional support and also establishes
play rooms for pediatric oncology services. Being aware of the economic, social and psycho-
logical difficulties of cancer, the main task of The Association is to produce solutions for dif-
ferent 1ssues that may be needed during and after the cancer.

v With “Sagim Sagm Olsun (Let’s my hair be yours) Project” we use the donated hair by vol-
unteers to prepare [ree wigs for cancer patients who are in need of wigs due to their cancer
treatments.

v’ CSA organizes “look good, feel good™ workshaps for adult patients and cancer awareness
seminars in the early diagnosis and wellness issues.

v/ CSA has plans to build a guesthouse near Kocaeli University Research and Application
Hospital.

¢ CSA created "Onkobis Project (Oncobike Project]” for children between 2-6 years who are
diagnosed with cancer at an early age. The environments where the children can meet their
peers, play games and socialize during their treatment are not easily provided due to the risk
of infection. For the very reason of these we designed serum suspension bikes, which we call
“Onkobis (Oncobike)” to help these children to continue their movements throughout their
treatment in hospital hallways and reduce their attachment to the bed. 141 onkobikes arc
given to the children’s oncology and hematology departments of 32 hospitals in Turkey.

¢ CSA s one of the leading founders of The Cancer and Patient Rights Platform (CPRP) in
Turkey. This Platform is established to inform cancer patients, relatives of patients, health-
related NGOs and healthcare workers and and to create public awareness about the patient
rights. CPRE which is open to all individuals and entities aiming to improve the right to
health and patient rights, works to fight against access to new drugs and treatments. CPRP
produces books, brochures and videos convey information (www:hastahakki.org)

Follow us on;
kansersavascilari.org
facchook.com/KanserSavascilari/
twilter.com/kansersavascisi
instagram.com/kansersavascilari/
Instagram.com/sacimsacinolsun

Delegate: Nagehan UZUNER

Mis Uzuner holds B i Public erzTIrOm rwu’ ﬂ'um.mw  frome Eige University and MA tn Marketing Gimmndeations ffom Tt bl Bifel
Uliversity. She woorked as Marketing Ci Responsitie at RighCifitik Park. Later she was trangfered o Assicumaziont Crneradi
s Head of Dalian Desk & Communieation lmde.\. Uzuener sueiiched her company avd stavied to work for Legrond as Corposate Communications Man-

ager Afier survizing e of @ save cancer disease she became o scholay af the saine time ai her busaiess Gfe tn 2007, Thas she started to do P e Cosann-
m'r:a:‘.'hn af fetanbul Bily University. Currently she is a PhD) Candeidate and fer doctoral thesis and research area focus on Health Communioafions. She {5
Tidenteer and Board Member of Ranser Savagdare Dersedt (Caneer Suwevivors Associatian for vears. She is responsifile for the suents aued the conmiizcation
meeds af The Assoctation. Mrs. Uzuner i a prowed member of Kog Universtly Ethies Commuttees such we fthics Commette jor Climeal Research, ilics
Committee far Bunmeclical Sctences and Ethics Cuammittes, fir Sevind Scienices
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The Australian Patient Advocacy Alliance

THE CANBERRA HEALTH SUMMIT AND THE ESTABLISHMENT OF

THE AUSTRALIAN PATIENT
ADVOCACY ALLIANCE

The Challenge

While there are many highly effective disease-specific patient
advocacy groups in Australia, a united voice is needed to advocate
for broad and meaningful healthcare system change, and patient
involvement in policy decisions.

Objectives

1. Co-create meaningful policy solutions for patients across
four key themes: Evidence, Innovation, Productivity
& Data

2. Effect positive health system change by engaging
with policymakers

Wow! What did we just do? It's a recognition that
you can achieve so much by working together.

COMMITTEE MEMBER

L}

STEERING COMMITTEE MEMBERS

Jane Hill (Co-Chair), CEO Ovarian Cancer Australia;

Deidre Mackechnie (Co-Chair), CEO MS Australia;

Nettie Burke, CEO Cystic Fibrosis Australia;

Sharon Caris, Executive Director Haemophilia Foundation Australia;

Sharon Winton, CEO Lymphoma Australia

2018 Cappy,
Hiehfity Sy,
e

Above: The Hon Chris Bowen MP, Shadow Minister
for Health, speaking at the Canberra Health Summit

Right: 2019 Canberra Health Summit Consensus Statement

Solution & Approach

Two-day multi: Summit at i 1t House in

Canberra, sponsored and organised by Roche.

22 patient organisations came together to discuss policy and agree
on a common advocacy agenda. Together they represented 15
million patients (more than 60% of Australians) - a reminder of the
power of a united consumer voice.

Agenda and speakers determined by an independent steering
committee of patient group CEOs from a range of disease areas.
The Steering Committee held important

pre-meetings with:

o Key policymakers including representatives from the Prime
Minister’s office, the Minister for Health’s office and the
Department of Health, to seek commitment on policy change
across the Summit’s themes; and

o Each Summit delegate, to seek input and

encourage participation.

Top: 2019 Canberra Health Summit Steering Committee
Above: Australian Patient Advocacy Alliance members

Outcomes

Delegates agreed on five key policies outlined in a Consensus

that was to The five priorities were:

Codify the principle of consumer co-design in health
policy-making in legislation or regulation

2_ Establish a national database for PREM/PROMs for all diseases

. Undertake a review of current measures/indicators/
benchmarks used in National Health Agreements, led by the
Productivity Commission

. Develop a white paper on the deployment of Artificial
Intelligence to drive better health outcomes

. Review the Health Technology Assessment process to ensure
it is fit for purpose/determine role of real-world evidence

Summit delegates agreed to form the Australian Patient Advocacy
Alliance - the first group of its kind in Australia. The launch of APAA
was announced to media in October 2019.

The Minister for Health invited the Alliance to represent
the patient voice on two key Government advisory bodies
- the National Preventative Health Strategy and National
Medicines Policy Review Working Group.

Great initiative and taking place at exactly
the right time.

THE HON GREG HUNT MP, MINISTER FOR HEALTH

The Hon Greg Hunt MP, Minister for Health, speaking at the Canberra Health Summit

Key Learnings & Takeaways

* The power of a united patient voice

* Leave your disease at the door!
Summit and establishment of APAA highly valued by individual
patient groups
Secure funding for a Summit and an Alliance is critical, but patient
groups must own the agenda
Pre-briefing politicians and securing their buy-in is key to
constructive engagement
Collaboration is king - with health and economic policy experts,
policymakers, individual patient groups and industry — with the
engagement leading to a commitment from the Government to
co-create policy solutions with the APAA

o
22 15M

organisations Australians

5

Key policy asks Government departments

countris this poster complie with the aws/ egultons f the countryof orign



https://drive.google.com/file/d/1xcKU72_OADMUbUcrjQ6rsI4qFQfL6c-h/view?usp=sharing
mailto:jane.hill%40ovariancancer.net.au?subject=Please%20send%20more%20info%20on%3A%20The%20Australian%20Patient%20Advocacy%20Alliance

MDbaby Care Centre, China

BACK

N

WA

tlemen,Come o We need your attention

us! to expanq’a’our social influence globally.
We also welcome all global Pharmaceutical Research Ins

S Compumesto {Ghina.

Share a comment or
> question with the

poster owners by

contacting them here

China s the woeld's most populows country. With the largest
mimbar of patients it has bocoms the largest markat of
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1.In 2016, we learned that United States PTC Pharmaceutical Company needed to carry out more clinical trialson patientsin the
process of DMD drug development . Subsequently, we actively contacted PTC in the United States and coordinated with the
national drug regulatory agency and medical institutions.

In 2017, our patient organization suc
of clinical trials in many places of China.

2.In2018, MDbaby Care Center desi

fully heldac

ing with PTC Company, which finally led to the launch

to support the rehahilitation of DMD patients,which was

eventually selected and!ullviunded wm gmmmm.

3.InMay 2018, members of the DMD Organization from Zhejiang province, China visited the Uniled Szam Naliunalcmld.tens

Hospital and held independent talks with Pat Furlong, the founder of PPMD.This

between Chinese and American patient organizations to achieve better communication.

4. In October 2018, DMD from Zhejiang province, China, together with Sanofi

i a rich and i

activity for patients with DMD rare disease in China, hoping to improve patients' confidence, self-care and seclal skills in this

way.

Of course ! Since 2018, we have been invited to attend CEPPO held by Roche China.
We have done much more and we are looking forward to creating more with your joining.

About MDbaby

MDbaby originated from the DMD patient community. In 2016, it was officially
registered as a government recognized legitimate organization. MDbaby speaks,
advocates and appeals on behalf of patients. We carry out various forms of science
popularization activities to improve the social awareness of rare diseases. We work
with medical institutions to manage patients and accelerate drug clinical research.
In the past four years, we have served more than 3000 patients.
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Pink Route

Pink Route project has been developed based on the low awareness about the gynecological cancers in Turkey.
With this project, we emphasise the importance of early diagnosis and give support to treatments of women.
OUR AIM

To raise awareness about gynecological cancers.
OUR GOAL

To provide free gynecological cancer screening for 10,000
women

HOW DID WE PROCEED?

We took our healthcare experts with us.

We also cooperated with local healthcare professionals.

WHEN WE STARTED?

May, 2018

WHERE DID WE GO?

iISTANBUL, BODRUM, BURSA, MARDIN
WHERE WE PLANNING TO GO?

DiYARBAKIR, ANKARA, KAYSERi, ANTAKYA,
iZMIiR GAZIANTEP, iSTANBUL, ADANA

e So far, we have met more than 1.850 women face to face.

o 739 of them examined for free

e 33 of them were diagnosed with cancer,

e 77 gynecological cancer operations and interventional procedures were performed
free of charge and

¢ 12 women underwent protective surgery at no cost.

o We reached out to vast audience with our news in the press and social media.

Pembe Izler Women’s Cancer Society; (founded in 2014)

KADIN
KANSERLERI
DERNEGI
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“Cancer

The Cancer Patient Forum Vol. 2
“Cancer Policy”

Advocating for the development
of Cancer Policy in ®*Ukraine

PRESENTER: NGO Soul Sisters, Anna Uzlova

WHO WE ARE: Soul Sisters, Cancel/R, Kvant — three NGOs that joined forces to empower the ca-
pacity to represent patients’ rights, to advocate for positive changes more effectively and to do more for
the patients with oncologic nosologies

The
Cancer e

P t- t T i
atien e INMERITE SOTRITS e
Forum

VO, 2

WHY IT WAS NECESSARY

+ The government puts low priority’ label on the cancer
patients’ problems

+ Ukraine lacks effective diagnostic mechanisms for early
detection of disease

+ We managed to mobilise the majority of the stakeholders;

+ We succeeded in raising the awareness among the
Ukrainian population on cancer and the situation with
its treatment in the country;

+ We bravely faced the challenge to shift the focus from
the problems with the access to the treatment towards
the crucial necessity to develop the global strategy for

e Ukraine in the regard of cancer;

P I ” + We kindly invited all the stakeholders (patients, HCPs,

o I cy government representatives) for the multilateral discus-

The platform which we organised

and conducted on 04 February 2020

sion of the necessity to jointly develop the national plan
on fighting cancer (which is currently non-
existent in Ukraine)

rriien et il THAT IS HOW KT WAS /101

'8 T._

Deputy Minister
Ministry of Health of Ukraine

= { € Anna Uelova
Panel discussion with stakeholders Mass media

kit THAT IS HOW IT WILL BE /707 1007HHEHETELEEEEET

OUR SHORTERM GOALS

OUR LONGTERM GOALS

+ To ensure the inclusion of a wider range of « To contribute efficiently to the ensuring the
patient representatives into the development extension of the access of Ukrainian patients
of Cancer Policy in Ukraine; to the most effective treatment according to

+ To be able to exert a positive influence over their personal needs and specificities (PHC)

the appropriate allocation of budget funds to
the precurement of effective and the most
up-to-date treatment
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Famiglie SMA -

Guniioe] par I Besven 7 UIMArofio Museolers Spi

Progetto pilota di screening per la SMA

Progetto pilota
di screening per la SMA

Authors

Anita Pallara, Digital Strategist FamiglieSMA Onlus
Daniela Lauro, Presidente FamiglieSMA Onlus
Francesco Danilo Tiziano, Professore associato, Istituto di Medicina Genomica
Universita Cattolica del Sacro Cuore di Roma

What is screening?

All newborns are tested by law, in

Italy, to allow early identification

of several genetic and hereditary
disorders

Why the pilot project
was initiated
in Lazio region?

The first therapy for SMA is finally
available, and this treatment
option showed excellent results if
started as early as possible.
Unfortunately so far the disease is
not included in the neonatal
screening required by law.

How and when is the
screening performed?

Between 48 and 72 hours from
delivery, and before the newborn
leaves the hospital, a drop of blood
is taken. Presently only in the
Italian region Lazio, through the
same blood sample it is also
possible to detect SMA.

How can parents
to join the project?
Informed consent must be signed.
Thanks to participation, the

genetic test for SMA can soon be
offered to all children born in Italy

What is SMA?

SMA (Spinal Muscular Atrophy) is a
rare genetic disease that affects
voluntary muscles. Daily activities
such as crawling, walking,
controlling neck and head position
and movements, even swallowing
are difficult activities which
become impossible at a later stage
of the disease. 1 baby in 6,000 is
born affected by SMA.

Results to date

/15,008 infants tested
as of 25 February 2020.

/0.4% of parents "doesn't want
to know the results" (61/15,004)

/Around 600 samples tested
per week

/ Birth points:

32 participating centres out of 33
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Welfare Program 2016 - 2019:
Advocating for the rights of people with

MS in Italy

[talian Multiple Sclerosis Society (AISM)

THE PROJECT

The objective of the project was to develop the
advocacy skills of MS Society volunteers across Italy.
The priorities set out by the MS Agenda 2020, evidence
reported in the MS Barometer and an assessment of the
regional political context demands a strong advocacy
strategy articulated through concrete action.

In order to effectively advocate for the rights of people
with MS, it is essential to develop grassroots advocacy
teams that bring the rights of those living with MS to the

forefront of political agendas in every part of the country.

Advocacy teams are supported by legal consultants in
the various Italian regions, in order to provide a legal
agenda with a focus on protecting the rights of
individuals with MS against discrimination.

TARGET

The project involves MS Society volunteers who have
roles related to monitoring the political and regulatory
situation on a local and regional level, as well as
volunteers who are responsible for providing orientation
and information to people with MS locally.

THE PROCESS

The Italian MS Society is committed to training

volunteers to become advocates for the rights of

everyone living with MS.

In 2018-2019, the MS Society focused on specific goals:

o Skill building

e Implementation of tools for assessing and comparing
different political contexts

e Monitoring the implementation of regional advocacy
plans

e Extending the network of legal professionals working
across the country (MS Society Network of Attorneys)
and providing them with education and information
on MS-related issues.

Defending the rights of people with MS begins with understanding
needs, expectations and individual circumstances. This is achieved
through a dialogue between the Advocacy Team and people with
MS facing discrimination. Volunteers trained in identifying
discrimination and legal professionals with an understanding of MS,
working together on a grassroots level, provide people with MS in
critical situations of discrimination the support they require for
defending their rights. The MS Society, through the Advocacy Team,
helps people with MS defend their rights in every context of daily

life.

This approach, combined with continual monitoring of the political
landscape, increases the MS Society’s potential for having an

impact on the lives of people with MS.

BAROMETRO
SCLEROSI MULTIPLA

CARTA
DEIDIRIT

The Advocacy Team

Attorney

Regional y
coordinator . ._(l\llvelfvsgfllety
—_—
of Attorneys)

Welfare

specialist Orientation
— & Information
specialist
-

Branch
advocate

2016-2019

30 volonteers 15 attorneyes
became part of the regional Advocacy Team

NEEDS
OF PEOPLE WITH MS \

ADVOCACY

DEFENDING

RIGHTS

O

iIPLA

assoclazione

italiana

un mondo

libero dalla SM

4‘-’—""“—' ——

AISM. INSIEME, UNA CONQUISTA DOPO L'ALTRA

alessia.villani@aism.it
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(a) Established the “Associated Love - Charitsble Medical Insurance Supplementary Fund” to

reatment of childhood leukemia o 90%.

Abstract Associated Love Program has formed a four-n-onc working model
Asa \ New Sunshine Charity Foundation, together with other charit s and

ibursement, ey and policy
advocating,  medical social work. Esp ccilly,

involvement in HTA, RWE and PRO. Two drugs we assessed in 2018 were included in the drug I
of medical insurance, which will save over 33 million US dollars a year for patients all aver China.

(b) Estblished “Associated Love - Medical and Health Technology Assessment Center” o
evaluate widely used new drugs, good drugs, and expensive drugs in accordance with
internationally accepted technical methods, to guide the use of charible funds, and make.

together o qua care. P

(©) Established ted Love —Clinical Excellence Center” *study.
Background ‘and physicians’ training, in order to improve the diagnosis and treatment capabilities in less
More than 429% of poverty i China i caused by illaess . With patients.
this proportion is getting larger and larger . General Secretary Xi pointed. » @ Love e Work Center”,using

hardest » In order 0 explore & wothe
problem of poverty caused by illness, New Sunshine Charity Foundation, together with three non-
d . jointly launched

Love Program. The
fom illness disappear from moden China.

o make poverty

social work 1o help patients solve psychological and social problems.
Results and impact

In 2018, Associated Love - Medical and Health Technology Assessment Center evaluated two

e
What we do leukemia). The review
Associated Love Program was started in 2017, stating with hildhood leukernia, and started the the port,and p

i i Heyuan City, G ¥ China. In 2019, the first 1 . many paries, Peg-s e was,
of Associated Love Program was officially launched in Qinghai Province . In the future, the included in " drug list in 2018, 30 million US dollars

Associated Love Program will be extended to more regions and discascs

As the laws / regulations differ between countries, this poster complies with the lav

for the treatment of Philadelphia
chromosome-positive acute lymphoblastic leukemia arc also included in the medical insurance lst
in 2019, which will also save patients about 3 million US dollars each year.

egulations of the country of origin. |

As tothe Clinical Excellence Cener, we supported a doctor of Heyuan People's Hospital to study
Yatsen Memarial fer the study he
5o that
the abilty 1o treat childhood leukemia. This will eliminate the difficulty and high cost of medical
reatment in another ity for patients from Heyuan. In Qinghai, we helped Qinghai Provinee retain
the local a

In February 2019, Associated Love Program was officially launched in Qinghai. Wang Yubo, ther
member of the Standing Comimi. tee of the Qinghai Provincial Party Committce and exceutive
D of Qinghai, atiended the an
Viove 00 thousand
US Dollarseach yeart o set up a chariable medical insurance supplementary fund, which is

equivalent to setting up s medical insurance of leukenia for | million children in Qinghai . The
P o 90%, P pl in September
2019, Till now, more than 20 childen with leukemia has benefited from his program.
Summary
" the g i, focusing

inthe work on ehildhood leukemia.

Contact: songxin.zhang@isun.org



https://drive.google.com/file/d/1GFkhfOIJgI8P232NNSArtJfAv_7ydKqd/view?usp=sharing
mailto:songxin.zhang%40isun.org?subject=Please%20send%20more%20info%20on%3A%20Patient%20Involvement%20Decision%20Making%3A%20Chinese%20Practice%20on%20Childhood%20Cancer%20Comprehensive%20Control

BACK

Share a comment or
> question with the

poster owners by

contacting them here

Tania Pietrobelli
Digitalisation of Healthcare
RARE DISEASE, HEMOPHILIA
Brazil

“My Opinion”

Minha, e
OP‘ nia@o proJECT

“MY OPINION"

Aiming at providing clarifications and increasing the
participation of people in the process of incorporation of new
technologies into the health system, as well as improving the
quality of contributions, FBH has created the project My Opinion.
The project includes interactive and intuitive tools to facilitate
learning and promote social participation in public consultations.

METHODOLOGY:

- Creation of a webseries with short animated videos;

- Development of a website for the campaign;

- Use of FBH social media to disseminate all the content
created.

MAIN RESULTS:

%,

« © The largest public consultation in 2019 (o)
"\ in terms of technical contributions in Brazil Z
e <
5
The 2nd largest public consultation in 2019 ()
in terms of experience and opinion in Brazil T
[
CONTRIBUTION
e WEBSITE were sent to the public consultation
age . . L .
90759 | 639,05 about the inclusion of Emicizumab in

the treatment of hemophilia-A with
inhibitor of factor VIII who did not
FACEBOOK respond to the immune tolerance
: induction (ITI).
17 post” 107 116.192

*07videos people reached

o 2.1191ikes @ 14.388 icws ‘@) INSTAGRAM
17 posC 22 575.693
TWITTER “05i6Tv  people reached

without expressive database = - f
9 posts | 6 ShGn thg rezultic m 899 views ' 148 double clicks

Scan this QR Code and visit /
My Opinion website: € hemofiliabrasil.org.br
i 0 /Hemofilia FEDERAGAO BRASILEIRA
DE HEMOFILIA

©) federacaobrasileiradehemofilia
. Tania Maria Onzi Pietrobelli
Q HemofiliaBR PRESIDENTE
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Using (HOPE Passport) as PHC tool
to enhance cancer patient’s self-
BACK management

HOPE PASSPORT
1. HOPE passport as a PHC tool 75 i
HOPE launch *HOPE passport” handbook in 2003. It is a \
> Personal Health Care (PHC) tool to let patients and their .=t
families record some important data such as medicine, S

treatment plan, weight change, lab exam data and image
results, side effects and health checkup date.

b Share a comment or It canassist cancer patients to acquire self-management

question with the behavior during and after treatment are helpful to main-

poster owners by ;
contacting them here tain a healthy status.

o (O i & - o 2. Evaluation of HOPE passport
Shih-ming Tsai - oy g In 2016, through the evaluation research of 314 HOPE
Digitalisation of Healthcare 2 ' j .. passport users, it confirmed that HOPE passport can
ONCOLOGY, PAN-ONCOLOGY & j raise patients knowlgqge of tt‘ea_tment and bmlld up
. e e i i e self-management ability, further improve emotional
Taiwan ) and physical distress.
Awareness of the treatment / disease
Sourer of the materials : Hutng, Haang-Ping, BN, PRD), 2018 Union for hilermationn! Cancer Comitrol abstract
Distress Thermometer Self management I [ Empowerment
satigction of dissess mamegerent ability ahility o commeniicite, muke decision oith medical fean
7445 4 (52.58
B : @

Tt ek 1 Bth wes 5t waek 24th week | | tatwesk 24ih week

Empowerment, self-management and physical/emotional distress

3.Benefit

HOPE passport handbook can raise patients’
knowledge of treatment strategy and build
up self-management ability, further improve
emotional and physical disturbance. ltis a
useful PHC tool to accompany patients’
treatment journey.

Caregiver

My mother-n-law was diagnosed with pan-
creafic cancer. She went fo emergency roamd
at night few years ago, We showed HOPE ,': ¥
passpert to the ER doclor to Lnderstood henSes o
sitieation ir i I think HOPE pass
very useful for patients and families.

4. HOPE passport App Launched 2018 !

Due to digital trend we developed the “HOPE
passport App" in 2018. We will also initiative an
evaluation research this year in order to en-
hance the APP. There are more than 1,893 users
until end of 2019. -

Patient /
It is not always convenient fo take the book. S

It would be better if HOPE passport can \ / HOPE passport APP interface

tranaform fo digita! toal. | can record an my
cell phone anytime.

5. Keep promoting the APP

We held many promotional activities to let more patients and caregivers know the app and
download.Furthermore, We promoted the app through the cancer case managers from different
hospitals training courses.

Welcome to give us feedback !
Contact Sammy Tsai : sammy@ecancer.org.tw

HOPE

HOPE FOUNDATICH for CANCER CARE
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mundocancer.com

Mundo
Cancer

R

mundocancer.com

MUNDOCANCER is an argentinean website that unifies and centralizes reliable and
safe information about cancer, diagnosis, testings and treatments. It is supplied by
official organisms, such as The National Cancer Insitute, Health Ministery, Drug Bank
and experts, so that people with cancer and their families have the needed tools to
speed up treatment access times and improve their quality of life.

Access Guides
procedures
Treatment access
related PSP
Public oncology
hospitals
Where do | get Palliative
attention? care facilities
NGO's and

pacients groups

Personalized
assistance

tramites para la
medicacién

Objetive

Centralize and unify information to
assist people with cancer and their
families in their cancer treatment
acces and the available services
that improve their quality of life.

Emotion

In Argentina exists a fragmented e ri:'!‘!u
health service where different types About News -
of coverage coexist. More than 33% G What s i

P anq cancer? Links of
of the population attends within the interest

Campaignes

public health system.

The information to start treatment,

studies and medication is scattered €« Thank you from the bottom of my heart
or confusing, which doesnt allow for responding and offering your help.
patients to access their treatment in Thank you very much for your answers to
time and form. my questions. You are angels. 3

Family of patient with breast cancer.

Results 5500 151 196
*jul 19 - Feb 20 visits consultations access cases
Objetive 2020

Powered by

Expand the procedure guides for treatment
P P g dondequieroestar.org

access to all the provinces of the country.
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MAMAtch!: a journey-sharing
experience - Bringing patients together

through technology

66 000 new cases of breast
7 cancer in Brazil in 2020

When people feel alone, they often
seek support through dating apps

Lack of cancer-centred apps in
Brazilian app stores

To match profiles with similar
interests, just like Tinder'

Encourage people who face breast cancer to

doubts, challenges, learnings, victories,
find support and know their rights

FEMAMA's October Pink 2018 campaign

Share your Fight

And what is the best way to share your
cancer fight? Through an app!

MAMA* + MATCH =

B MAMAtch!

*"mama” means "breast”
in Brazillian Portuguese

Swipe right or left to choose
to chat and engage with people

Find the nearest NGO
for assistance and support

Find out news about cancer
through push notifications
sent by FEMAMA

Talk to Fe, a chatbot about
breast cancer and patient rights

active members registered

More than 70 NGOs around Brazil
available to match, give support and chat

New FEMAMA's tool for activating campaigns
and sending push notifications

There was a lack of knowledge about
the support of institutions and other people
who understand their challenges

The importance of the presence of
NGOs working in the cancer field
maobile apps

Information about consumption habits
of the audience in order to determine the
most effective way to penetrate the
market, and therefore increase brand
value and impact.
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Introduction

Punto e (Progetto Insieme) was designed and
implemented to cover several areas of unmet need of the
Italian Haemophilia community and was created through
a collaboration between FedEmo, Roche and Helaglobe.

Online presence

Online presence is one of the weak links in the chain of
communication between the local societies and the
Haemophilia community. Most (56%) local societies have
a low activity and online presence demonstrates this
(Figure 1).

Low activity and lack of regular updates ultimately affects
the patients, who cannot access important basic
information or access FAQs.

The fragmented territorial presence of local societies
implies a local focus and difficulties in communication
and activity integration.

Figure 1. Online presence and activity
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Approach to patient representation

The approach to patient representation has historically
been focused on a “caring” approach, offering direct
support with the available resources. The allocation of
resources, on the other hand, has switched towards a
more cost-effect attitude, rendering using such approach
on its own obsolete. It now needs to be paired with an
“advocacy” approach, represent members of the
community in front of and decision makers, with the aim
of influencing policies to improve care and quality of life
for the community as a whole.

The needs of the patients

Haemophilia patients have four basic needs complementing
care under the umbrella of preventive care:

1. Trusted dental care

2. Sport medicine

3. Physiotherapy

4. Basic information about Haemophilia preventive care

It then becomes increasingly important to provide
accurate information as to where and how to access
resources meeting these needs.

Project rationale

The rationale of the project is to

enhance the online presence of

the federation and the local

societies, facilitating

communication between them

and the members of the

community about internal

announcements, as well as

disseminating important ‘
information  about  scientific

innovations. Federazione

The project envisages the delle Associazioni
implementation of a

purpose-built platform (Punto e) EMOFILICI
to allow better communication

between FedEmo and local @
societies through a log-in section

of the website. Additionally, the PunTo
log-out section, has the

objective to provide a chance for

patients to educate themselves further (through an
e-learning platform on the society activities), create an
external network with specialised physicians, Haemophilia
treatment centres (HTC) and other care professionals
(caregivers, dentists etc.) who have the expertise to treat
haemophilia patients.

Punto e also allows societies to directly contact FedEmo
through a direct line of communication, “FedEmo
risponde” (“"Fedemo answers”).

Implementation and timeline

Log-in

Main characteristics of the platform:

1. Tool optimized for both mobile and desktop devices
2. National and regional levels

. National level with FedEmo branding

. Regional level with a website section for each
local society

3. Engagement with the members of the community

. Creation of value through the sharing of
scientifically accurate information and
institutional and scientific updates with the
community. It also allows the society to let the
community know which ones of its members
completed the training course.

. Training of local trustees through the built-in
e-learning platform through video classes followed
by a test on topics such as:

. National Healthcare System

. Society management

. Fundraising 101

. Organizational designs for chronic diseases
management

. Communication in the healthcare sector

. Access to direct line of communication with
FedEmo with an available tutor to solve any
administrative, organizational and institutional
issues that may arise as a result of the limited
resources of local society.

Log-out

will be developed to
help patients identify
“points of interest”
(HTCs, dentists,
physiotherapists,
etc.).

Such database will be
developed by FedEmo
in collaboration with
the local societies and
trade associations for
care professionals.
Users will be able to
access the information
directly through only
one platform that
pools all the
information from local
societies and FedEmo.

Users will be able to register and interact with the
platform (all data remains within FedEmo, in accordance
with GDPR laws), providing feedback on the information
available on the website as well as on the quality of care
and/or advice received. Such feedback is received by
FedEmo and quality checked before a database update.
Such immediate information is extremely important to
allow FedEmo and local societies to swiftly intervene to
resolve a potential issue.

2019 2020

.
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Activity monitoring

Timelines

As of October 2019, 28 of the 32 local societies have
registered to the platform and 18 have shared news and
content in both the log-in and log-out section of the
website.

2020 will see the roll-out of many of the log-out sections
of the website including the user feedback section.

For more information:
[F https://fedemo.it/
https://puntoe.fedemo.it/
n @FedEmoGiovani

e

The project was supported by an unrestricted grant by Roche
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Abstract

Hereditary cancer (HC) is located in multiple organ systems and linked to the most frequent and most lethal cancers. It generally strikes at an early age, during
the peak of the patient s productivity and often during childbearing years. It is therefore also the most expensive cancer. If the patient is unaware of their genetic
predisposition, the cancer signs may be disregarded by the self or even by health care practitioners, leading to diagnosis at late stages and poor prognosis.

gev'dw
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Nevertheless, with adequate measures, HC has the potential to be one of the most avoidable and early detected cancers. Identified mutation carriers can choose
to undergo early and frequent screening, as well as prophylactic surgery. Here we identify the most prominent unmet needs in the treatment and prevention of HC,
which are: lack of data, under-identification of mutation carriers, waiting times for testing and surgeries, need for genetic panel testing, information on
oncofertility and pre-implantation genetic testing, and lack of resources. We propose measures to address these needs, and list several fronts on which our
association, EVITA - Hereditary Cancer, works to improve these gaps raising the value in healthcare in Portugal

[G1 PROGNOSIS OF BREAST CANCER
ASSOCIATED WITH THE PORTUGUESE BRCA2
FOUNDER MUTATION c.156_157insAlu

[Portuguese Assocition of Research in Cancer] which

« Describe the overall and cancer specifc sural impl
cations of BRCAZ-P-associated breast cancer when
compared to non-BRCA mutated bresst cancer or un

« Descrive the demographic, clnical snd pathologicat
<haractristcs of BRCAZ-P- associated breast cancer.

[H] 5aBeR mais ContA (knowing more.
matters) campaign

Thiongoing campagn siart in May Bth 201, D Cancer
Workd Day 1 ams t ncrease awarenes amongst cmcans
and by pecpl of e imporiance of dentfing carers of BRCA
mutatlns. Thi is rlevnt in breast 5nd orarin cancer
paients, 35 i ectly impacts herapeuic decisions, 0d lso
hecause it llows the ident caton of other family members
\Who re healty cariers, hich shaud undergo Ught cancer
Sereaning3nd may opt o prevenatie surgeries

The saBeR mais Conh campaign i run together wih the
relerant medcal soceties.

[1] Breast Cancer in Men

Men can get breast cancer (BC) too. One in_overy
ane-hundred B occurs in males, and o male BRCAZ
mutationcarierhas 1004 higher risk to develop BC than

o the fact that thra i 2 gencratised lack of awareness
urrounding mate BC.

EVITA ran 5 media campaign, ncluding TV ads, in which
the fomous Portuguese male model twins Guedes
particpated.We continue 1o run posts on aur ocial media
Fegarding tistoic

1] *Tenho cancro. E depois'
cancer. Now what?") campaign

‘I have

The ward cance s stil someuat a tbaa i Portugal. Even
nowadays, we ofen hear i th news that‘s0and 50 ded afer

openly about cancer i th best way ta tat praveing and
curing i disease

EVITA s partof the bosrd ofcuatos ofrelsvant sakeholders
in this campagn.

[K] "0 Futuro Ji Comegou” (“The Future
Has Already Started”) campaign

The Foture Has Aiready Sarted” ims 1o aid resesrch on
cancer hased o precision medicine, This campaign is o
exension o the Srstegc pan for he mplamenaton of
prcison medicine in Partgal. s geals are 1o nform the
Public sbout precison medicine snc the need o personalized
reatments, gen thal each indivdual s umque. The
Portuguese Asociatonof Hosital Adminstrator APAHI and
EYareparners of EWTA n this campaign,

[L] Genetic diagnosis ontine inquiry

EVTA together with 1GUA have conducted an_anlne

S the ack of i mation avitie

The ful reslts wil be pubished in a scenic journl
Togeiherwith th resulsof  paralel auestonnairepromoted
by e Portuguese Oncology Soiey amongst HCPs.

[M] Financial Report of the Burden of He-
reditary Breast Cancer

Hereditary Breast Cancer (HBC represents up to 20% of
all BC, and has anormous mortalty and morbidity due to

powrs-that-beof the need to ptimis:

« ccess todlagnosis aviding underdiagnoses]
« treatment [avoiding overireatment]

« dolivery of high-qualiy health care Ihest pracice
guidelines)

Together with NOVA Schaol of Business and Econormics
(Lithos, Portugal, we are waridng on slsborsting 3
Financial Reportof the Burden of HEC.

~_Unmet Needs
in Hereditary Cancer

1. Lack of data

The Portuguese National Cancer Register [RON - Registo Oncolégico Nacional)
does not specify data about HC. There are small registries worldwide, but they are
not interconnected

Collection of data and its analysis is the way forward to understand the many as-
pects of HC and create solutions.

There is also the need to continue basic and clinical research on all aspects of HC.
« EVITA is creating an online platform for the self-registry of patients [A]
« EVITA is a part of ERN GENTURIS [8]

[A] EVITA platform

Together with Prologics,we ae warking o uild an nline
evidnced-based rgiiry orcariers o genetic mutations
wih high cancer risk in Portugal and, a tatr stages,

o il
«Holpptients and bty carrers, s well s thei frilies, o
ndorsand and manage thr i

uding 3 genesog ths heling ciicans avlutete sk
and leading 0 apersnalised preventve approach, el dg-

«Improvesunelance and gnerat knowiedga bout HC inc
dor enco o omponer opdemilogcal studes:
+incresse hetih oracywith elabl lormation sccosibl o
hely person,a wel o the HPs

O adiions services nd supprt o improve e ualy of
patients andhesty carners.

[B]ERN GENTURIS

« EVITA sponsors and supports continued research on HC [C, D, E, F] e—————

2. Unidentified mutation carriers

According to the coordinator of ERN GENTURIS, Nicoline Hoogerbrugge, only
20-30% of HC mutation carriers are identified. This can be due to lack of evident
family history [for instance, due to small family size and/or breast cancer muta-
tions inherited from the paternal side). However, there is a generalised lack of i
formation regarding HC in Portugal, and people with an abvious family history are
not aware that they may qualify for genetic testing.

There is a Portuguese c.156_157insAlu

ders and canives of eertse of hohly
spacalised healhcare o the purpose of impronng acess o
agnoss,reatmentand the povsionof high-quly hethcare
for patents with Rre and Complex Diseses ho morer whe
they re in Eurape Patient reresentaives e nvobed n the
guimance o RIS

ERN GENTURIS s an ERN o al pteswihonecf the gnetc
umeur ik smifomes [genturi].The aims f ERN GENTURIS

+improved deniicaton o pople iogwith  genetic tuue
sk yndrome

+Reduced ariotioninclincl pracice and outcomes.

« Derelapment of sidencebas cliical gideines

+ Derelopment and use of paient egisres, biotarks and
reseach tes

« Defined health car pathways o fcilteimproved access o
ntrnatonal. specialet cliical knawiedge for patents and

“To identify a woman as a BRCA2 founder mutation (BRCA2-P), hei s ng throughoutthe EU
carrier only after she which is missed in many genetic tests Ty i s 5y
develops cancer is a failure done abroad, and it is thus paramount ammeni s claaaionyth N GENTURS
of cancer prevention” to inform the Portuguese diaspora that et i GRS e o
Mo they should require this specific test
S8 \uhen undergoing genetic ! CIRISK
BREAST AND OVARIAN CANCER

« EVITA recommends that all Portuguese women over 25 years old be tested for I
BRCAZ-P Raros o K FAGTOR ANALYSs OF KEREOIARY
« EVITA co-sponsors the ASPIC study on the Portuguese founder mutation [6] e R b o simtetre ekl v 1
+ EVITA conducts awareness campaigns in the media and through social net- nsrstanng ok oo evlpmentf cner

) e Lz o T ¢

works [H, 1, J, K]

3. Waiting times
There are mutation carriers in Portugal who develop cancer whilst waiting for ge-
netic consultation, testing or prophylactic surgery.

« EVITA has recently conducted a survey to assess the reality of genetic testing
ting times in the Portuguese population [L]
is sponsoring a study on the economic burden of HBC, aiming to alert the
powers-that-be for this reality [M]

4. Gene panels
Around 30% of hereditary breast cancers are negative for BRCA1/2. Gene panels
are recommended to detect non-BRCA genes, and variants of unknown signifi-
cance need to be further tested.
+ EVITA recommends thorough studies on risk management for all the genes in
the panel

5. Pre-implantation genetic testing and oncofertility
Given the early onset of mast HC, preservation of fertility is often a key issue for pa-
tients. They should be informed of their fertility preservation options.

Furthermore, mutation carriers, regardless of their disease status, should be
made aware of the option of undergoing pre-implantation genetic testing if they
wish to conceive without the risk of passing on their mutation to their offspring.

« EVITA recommends that mutation carriers be advised of their reproductive op-
tions immediately after getting the genetic test result and/or cancer diagnosis

« EVITA is preparing an information leaflet about pre-implantation genetic diag-
nosis procedures

6. Lack of resources
There is a generalised lack of resources to support the rising number of identified
mutation carriers
« EVITA recommends the improvement of infrastructures and reinforcement of
human and technical resources to fight the increase in incidence and early
deaths from HC
« EVITA collaborates with all relevant stakeholders and constantly lobbies for the
importance of HC screening and prevention

worldwide multicentre study which has been running
ince the 19905 and has currently enrollsd almost 20000

[D] Risk stratification in response to
ionizing radiation in BRCA1- and
BRCA2-Associated Hereditary Breast and
Ovarian Cancer

EVITA s supporting tis study, undertaken by Prfessors

{o radition in cals carying mutations in BRCA genes
These cell wil be solsted from danor carrer i
non-carier healthy contros. This project wil help

o adiation commenly used i rouine medical procedures
using fonizing raiaton

[E] Exploring Glyco-mucin Biomarkers for
Serum Diagnosis of Ovarian Cancer
Patients.

EVIT supports this study by the group o Dr Leonor David
and D Sara Ricardo at IPATIMUP [Port, Portugall which
aims to develop 3 new serum biomarker for ovarian
cancer with higher specificty than he currently used one

I malignant serous ovarian tumours

Esrty detecton of avarian cancer is 3 maor issue for

propMytacic surgery

[F] The Portuguese BRCA2 founder
mutation: new tools to investigate the
molecular mechanisms underlying cancer
susceptibility

In colsboration with EVITA, the group of Prof Carmo
Fonseca (MM, Lisbos, Portugal is nvestigaing how the
Portuguese BRCAZ founder. mutation disrupts normal
celuar uncton, Using skin biopsies from hestiny carier
donors, this group has been' able o create induced
plripotentstem cell [PSC), which will b2 grown in the
aborstory and induced to cifereniate nto mammary
progenior cals This modl will alow the study of now
mammary cels respon o cancer inducing factors,
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Patient Registry and Follow-up System
for Turkish SMA Patients

Results
Lackor Based on several Up-to-date
up-to-date i atient data
patient data touchpoints P
: 2 Not a
Unlver5|ty:ba§ed Three main replacement for
small registries phases official patient
do not add value database
O/Smaturkiye /smabenimleyﬂrﬁ
O/smabenimleyuru Process / /smabenimleyuru
-
; Drug administration
Regulatory updates
track
New drug developments
% 150 type-1 patients . Total of 600 patients
. followed-up |

| |
'}t 200 type-2 patients

T‘ Almost half of
fM 250 type-3 patients

- national database
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