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Examples for intro-facts:
e Approximately 6,000 to 8,000 distinct
rare diseases (RD)
o Still difficulties in giving or getting the
correct diagnosis.
e Expertise is geographically scattered
e 27 to 36 million EU-citizens are affected,

300.000 (often children) in the Euregio
Meuse-Rhine (EMR)

Closing sentence ambition: Replace the placeholders, e.g.: To make substantive
improvements in integrated care for rare disease patients, University Hospitals, health
insurance funds, patient organizations and a University within the EMR have joined forces,
resulting in EMRaDi.

e Develop solutions for optimized RD patient
pathways

¢ Make the provision of relevant information
more effective

e Improve networking and training related to
rare disease care




Road to results: Please fill in your three main objectives at the top of the table. Then you can
explain your results and how you got there. For the objectives: Ask yourself, what your project set
out to change. For the results: Ask how you changed that. Tip: It can be helpful for you to double-
check your WPs for this exercise and ask what your project achieved within those WPs. What

were some key steps you took?
Example for road to results:

1. Increase transparency of needs and availability of services in the field of rare diseases:
e Evaluation of supply and demand in the field of rare diseases in the Euregio

Meuse-Rhine

v" Report on the demands and needs of patients (literature review)
v/ Evaluation of the number of patients with rare diseases Analysis of legal,
financial and reimbursement mechanisms of rare diseases for treatment costs

of EMR rare diseases patients
e Field analysis of existing rare disease patient pathways

v" Field analysis report of existing RD patient pathways in the EMR

2. Etc...
2 OUR ROAD TORESULTS

w 2] © i

I’ " EpaAR AN Bl 1 EMARGN gatl § Rt In goat

3 RESULTS AND DELIVERABLES :>

J main results:

L EKEK

for maang wnd -]
(i
52 e

Supporting materials: Below the line, you can also include some
supporting material, e.g. factsheets, helpful guidance for other
projects, a brochure you developed etc. In this section, please
focus on publications which may prove helpful for your neighbour/
Joe Bloggs, rather than scientific papers for a scientific
community.

Results and deliverables:
While you have outlined
your process above (how
did we get there?), you will
focus on the main
achievements in this
section. Think: Which are
the main outcomes from
our project? Try to focus on
hard facts, rather than
studies, that you may have
carried out. Think: What
did a normal citizen and
our region get out of your
project? How would |
explain to my neighbour/
Joe Bloggs why this project
is a good project?

Example results and
deliverables:

“EMRaDI has trained more
than 150 practitioners in
RD” rather than “EMRaDI
has studied the demand
and needs of patients”



Key milestones: Please indicate 4 milestones of the project. These can be events that you
organised or participated in, campaigns that you started, etc. In other words: When and how may
Joe Bloggs been exposed to your project? Tip: We recommend including your kick-off as well as
your closing event. Please keep the dates in the following format: DD/MM/YYYY

Example for key milestones: 18/01/2019 EMR Health Health Forum: networking and policy
event for hospitals, health insurance funds, universities and patient organizations. The first
recommendations of the pilot projects of EMRaDi were presented and discussed.

Key milestones
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Project Partners: Please include the logos of the project partners here.
Should there be too many spaces, please leave one open. Should there be too
little, please place a JPG yourself next to it.



