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How to advocate with your
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How can we work together to
make engagements with
policy-makers fun?
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Why | got “infected” by the idea to join

Dominique Sturz
Pro Rare Austria
Disease area: Usher Syndrome
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Now, more than ever, we need to make sure that our
actions and policies are fit for the challenges of tomorrow.

pnie Claeys * Jana Popova
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Rare Disease Week in Brussels

Main objectives are
Raise Awareness on RDs with MEPs and other policy-
makers

Engage + expand Network of Parliamentary
Advocates for Rare Diseases oncefyear

Empower participants with knowledge about
advocacy in Brussels — > take back home

Establish EU/national network of people who can
readily participate in advocacy campaigns carried out
in Brussels
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https://www.eurordis.org/content/launch-parliamentary-advocates-rare-diseases

Th e g ame Of th ree What interest do they represent?

 The European
Commission represents the
interests of the EU as a whole.

 The European
Parliament represents the

Council of the . e
Cil:]:?ﬁii:ign s interests of European Citizens.
Union

e The Council of the European
Union (*Council or the Council
of Ministers”) represents
the member state
governments

European
Parliament
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HTA

* Health Technology Assessment;

* HTA evaluates new technologies
(medicines, medical devices, diagnostic
methods, etc.) compared to existing
ones;

* Very similar assessments are made in
most of the EU member states;

* Commission proposes to conduct a part
of the assessment at European level to
avoid duplication and waste of
resources.

EURORDIS.ORG

Health
Technology
Assessment
(HTA)
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... definitely a competition!

* European Commission staff (civil servants & contracts): 33.000
pers.

* Including European Parliament, Council, agencies...: 60.000
pers.

* Diplomats: 5.000 pers.
* Lobbyists: between 20.000 and 25.000 pers.
* Journalists: 1.000 pers.

» 14% of Brussels GDP in 2011!

(source: Bureau de liaison Bruxelles Europe)
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* Captivate
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Find a way to impress
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SOFT SKILLS: Which ones?

1. Communication — oral speaking capability, written,
presenting, listening, clear speech & writing.

2. Courtesy — manners, etiguette, business etiquette,
gracious, says please and thank you, respectful.

3. Flexibility — adaptabillity, willing to change, lifelong
learner, accepts new things, adjusts, teachable.

4. Integrity — honest, ethical, high morals, has personal
values, does what'’s right.

5. Interpersonal skills — nice, personable, sense of
humor, friendly, nurturing, empathetic, has self-control,
patient, sociability, warmth, social skills.
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SOFT SKILLS: Which ones?

6. Positive attitude — optimistic, enthusiastic,
encouraging, happy, confident.

7. Professionalism — businesslike, well-dressed,
appearance, poised.

8. Responsibility — accountable, reliable, gets the job
done, resourceful, self-disciplined, wants to do well,
conscientious, common sense.

9. Teamwork — cooperative, ?ets along with others,
agreeable, supportive, helpful, collaborative.

10. Work ethic — hard working, willing to work, loyal,
Initiative, self-motivated, on time, good attendance

(Source: EKU M Robles)
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