Knowledge Transfer Program: Project report
Step Zero – ANMAR Young: the first Italian meeting for Youth with RMDs
Milano 20-21-22 November 2015
Silvia Ostuzzi – EULAR Young PARE Liaison Person Italy

The Step Zero meeting – building ANMAR (Italian national association for people with RMDs) Youth Group,
has taken place in Milan on the 20th, 21st, 22nd of November 2015 involving 12 young patients, aged 18 to
35, reaching Milan from 8 different Italian regions; Linda Van van Nieuwkoop and Wendy Olsder, two
guest speakers from Youth-R-Well.com, our partner association from the Netherlands, Silvia Ostuzzi, Italy’s
liaison Person for Young PARE for the organization, planning, communication of the project and Sara
Severoni as the representative of ANMAR’s boards. The project has been made possible through the
support of EULAR’s Knowledge Transfer Program: the project got selected and EULAR’s support has been
announced during EULAR Conference 2015 in Rome.

• Learning of the organization
Starting from a real zero step, we raised and shared in the first place all the contacts ANMAR and other
Italian associations working in the field of rheumatology (especially parents’ associations) had with young
patients, and managed to get in contact over time with 12 young patients willing to be a part of this
project.
The meeting has consisted of one day of work. The group has met the night before the work day in order to
share a dinner altogether; this crucial moment, during which the participants have met each other for the
first time, has had a strong aggregative and socializing value.
The program of the meeting has been structured as reported in the attached file (Young Meeting Program).
The aim of ANMAR’s Step Zero Project focused in fact exactly on opening up and sharing an ice-breaking
experience of meeting and sharing for (and with) the Italian youth (18-35) suffering from a rheumatic
disease. ANMAR has long time aimed to involve youth in the association’s life, and has now taken the
opportunity to foster such an important part of its aim concretely. Once a link with a partner association
much more advanced in this field such as Youth-R-Well.com from the Netherlands fruitfully established, we
started working for organizing our first national meeting.
Through an extensive yet focused exchange (which has taken place both before, during and right after the
meeting itself) with our two expert guests, we have been able to go into detail about what the main
challenges are when fostering a youth group within a national association. A very crucial and positive
aspect of the kind of knowledge sharing that has taken place during the Step Zero Project is the fact that
this knowledge has been shared, put into open discussion and worked also directly with the young
patients who took active part in the meeting. The meeting saw a strong, engaged yet friendly and open
participation.
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One of our main learnings, not just on a theoretical plan but a rather on a very practical one, concerns the
attitude that a patients’ association needs to take when working in this direction: it is not about working
for the youth but rather working with the youth. This implies a very strong involvement of the young
participants and future volunteers from the very first steps of the creation of the group and requires
consistently, from the national level, the precise ability of listening, stepping back when necessary and
leaning in when required, approaching youth with RMDs as the main experts of their own needs and
desires. A major learning refers to finding a positive balance between being present and being supportive
and allowing youth’s free initiative while accompanying them through the steps that are required in order
to make things work properly. A crucial dimension of our learning consists in trying to develop best
practices for youth involving youth, supporting young patients in engaging themselves for reaching out for
other people of their same age-range. We find it very important and enriching that the learning has been,
from the very beginning, oriented on two different levels: directed both to the youth and to the national
association. We also realized that a youth group needs, especially during the first phases of its birth and
development, a reference person near to them in age range, working by their side while bridging between
the new born youth group them and the mother association

•Referencing project aims and objectives
-

Get started: our main aim was to identify, get in touch with and involve a first group of young
Italian patients through a meeting where they could meet each other, get to know the national
association and learn from our guest organization through an effective knowledge sharing
experience. A crucial aim was to inspire and motivate youth by sharing with them what happens
abroad with youth with RMDs and what can, consequentially, happen in Italy too, if they are ready
and willing to be on board for this experience by helping other young patients in their age-range all
over Italy and developing a network

-

Get inspired: the meeting had for us also an inspirational nature: by getting in direct touch with the
young experts from our partner association, our Italian participants could begin to see, imagine and
learn how an Italian youth group could be settled and nourished in the future – this being a midterm objective within our Step Zero Project. In working together about how this same experience
could take place in Italy, we worked on taking and sharing responsibility for the young patients that
still struggle with loneliness and exclusion. A major learning we gained through sharing knowledge
with Youth-R-Well.com concerns the inspiring experiences youth can put in place, always following
the philosophy of young people doing things with and for other young people. We focused on how
a youth group might promote activities which are not exclusively related to the experience of
illness, but which make possible for youth with RMDs to be active, involved, and have fun together
(for example: organizing trips, short holidays, concerts). For those learning, EULAR’s Young PARE
Report has been a fundamental tool and a truly basic reference for the start of our work, since it
has been shared with the participants long before the actual meeting, so that they could begin to
approach the problem through some effective data

-

Share knowledge on two levels: our need for some specific knowledge to be shared took place on
two different thus synergic levels – one takes place on the young participants level and the other
takes place on the “mother association level”. The first, frontal sharing of knowledge took mainly
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place with the young participants both during, before and right after the meeting. Before our
meeting, for example, the results of EULAR’s Youth Report were sent to and shared with all the
members, in order for them to start moving ideas and getting an overview before our meeting in
Milan. Both before and after our meeting, we took some time for sharing knowledge directly with
our experts guests from the partner association. The day after the meeting we shared a very fruitful
work session in order to make comments, discuss and evaluate the results and insights we collected
during the meeting with the young participants
-

Be aware of the common problems tied to the work of youth groups: in planning the further steps
of this newborn Italian youth group it has been important to know, from a much more experienced
group, which are the difficult aspects of the work, such as the challenges and risks to be faced in
terms of constancy of participation, engagement, effective communication within the youth group
and with the mother association

-

Learn how to move from Step Zero to Step One: a major learning concerns the challenge of keeping
the enthusiasm born from this first meeting alive. In order to do so and to move on towards the
next steps of the youth group development process, we created a youth group work page on
Facebook, a mailing list and a whatsapp group, meant to make our work easier, smoother and
truly shared

• Summarizing next steps for implementation of the learning
We ended our meeting by asking the participants to identify, among the priorities we focused on during our
workshops (see attached program), which our next practical steps would be. Here are the results we settled
for:
-

-

Get visible: the youth group will write a text presenting its aims and objectives. The text will appear
on ANMAR’s national website, on a dedicated area, as well as on the other sites of Italian
associations working in the rheumatology fields who will be willing to share it
Get viral: the youth group is working on opening a Facebook page in order to connect with other
young patients
Get in touch: the youth group will write a leaflet presenting its aims and objectives and will
distribute it in the different hospitals where many young patients are treated

Shortly after the end of our meeting an extensive report of the meeting have been shared during the Italian
national meeting for Rheumatology, in order to extend the results of our knowledge sharing experience to
a larger audience, in synergy with EULAR’s precise recommendations about reporting knowledge, sharing
best practices and implementing the learning we acquired on multiple levels.
The group is currently working on setting up next important steps, considering the opportunity of
developing a campaign to raise awareness about youth with RMDs across Italy, and broader the contacts
we actually have in order to reach a larger number of young patients.
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•

Partner association Youth-R-Well.com’s impressions: reporting the point of view of our partners

Impression from Wendy and Linda
We think the first meeting of the youth with an RMD in Milan was fruitful and inspiring. They have made a
great first step in starting a youth group. Our impression of this group of young people was that they were
all very enthusiastic and ready for action. We were very impressed by their contribution to the meeting.
They already had some great and specific ideas about how to improve lives of youth with RMDs in Italy and
how this new youth group should look like. By sharing our knowledge and experiences from our youth
organisation Youth-R-Well.com we tried to inspire them and help them get started with a youth group. By
also presenting YoungPare and the objectives of this new European youth network we tried to give the
group some ideas on how YoungPare could help youth organisations.
Most of the participants were fluent in English, but for some of them English was hard. However, they really
tried to do their best. We think that this also shows how motivated the participants are.
We think this meeting was a very good starting point for a youth group. We have full trust in Sylvia and the
participants to start a successful youth group. We see and think that they are ready. We hope that the
Knowledge Transfer will be fruitful and that the youth group will become a real success.
We want to thank Silvia for the good organization, everything was arranged very well and she made a great
effort in bringing together such a motivated group of young people. We also want to thank the participants
for the inspirational ideas and the beautiful meeting. We hope hearing from the youth group in the future.
We enjoyed our stay in Milan and for us it was also very interesting to learn more about how patient
organizations and healthcare is organized in another European country.

•

Approval rating from the young participants

Shortly after the end of the meeting the participants have been asked to rate their experience through an
online survey. Ten out of twelve participants filled the survey in. The results, as reported also in the
attached file (Approval rating.step zero), are the following:
100% of the participants found the meeting VERY USEFUL
100% of the participants found the organization of the meeting VERY GOOD
70% of the participants found the subjects and topics of the workshops VERY INTERESTING while 30% of
them found the subjects and topics of the workshops QUITE INTERESTING
These results show that a deeper analysis of the topics the young participants perceive as very interesting
should be deepened in the perspective of organizing new meetings.
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ANMAR Young - Step Zero Meeting
20-21 November, Milan - Hotel Crivi's
Friday
Time

Topic

15:00 - 19:00

Arrival + check-in Hotel Crivi's Milan

19:00 - 19:30

Meeting in the hotel lobby

20:00

Dinner - at restaurant "Le Zie"

Speaker

Saturday
Time

Topic

Speaker

8:00 - 9:00

Breakfast

9:00 - 9:15

Young meeting ANMAR: why a Step Zero?

Silvia

9:15 - 9:30

ANMAR official greetings and opening of the work day

Sara

9:30 - 9:45

Presenting EULAR Young PARE: Youth in action across
Europe
First workshop: what are the challenges and problematic
areas for youth with RMDs in Italy?

Linda

9:45 - 10:45
10:45 - 11:00

Break

11:00 - 12:00

Plenary/sharing results of group work + prioritizing the
critical areas + open discussion

12:00 - 12:30

Youth-R-Well.com, an inspirational case study / first focus:
Starting up
Lunch - at restaurant "Le Zie"

12:30 - 13:30
13:30 - 14:00
14:00 - 15:30

Youth-R-Well.com, an inspirational case study / second
focus: Keep growing
Second workshop: what can we create together for youth
with RMDs in Italy and how can ANMAR help?

15:30 - 15:45

Break

15:45 - 16:45

Plenary/sharing results of group work + setting goals +
open discussion
Final insights: from step zero to the next steps...

16:45 - 17:00

Linda + Wendy + Sara +
Silvia

Linda + Wendy + Sara +
Silvia
Linda

Wendy

Linda + Wendy + Silvia

Linda + Wendy + Silvia
Silvia

