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Rare Disease

Any disease affecting fewer than 200,000 are considered rare. There are nearly 7,000 such

diseases affecting nearly 30 million affected persons. We also think that here represent all patients
and families affected by rare diseases.

We can find patient-driven alliance of patient organisations representing more than 469 rare
diseases patient organisations in over 45 countries.

Rare Disease Day




Rare Disease Video Porial e * § ) VT PO T

Rare Disease

® Affordability

® Access lo specialist

® Access o therapies

® Comparative Effectiveness research
® General recognition of rare disease

Some of this needs can be resolved by joining this families and patients together and promote the
communication, Youtube help in this way to find this needs.
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Rare Disease Video Portal (RD Video)

Rare Disease Video Portal (RD Video Portal) is a Portal web
were display all possible and existed videos using Youtube APIL.

Ea=—TT) Videos
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Top rated videos

This page is a demonstration of VotingdPls integration with the views medulz. It's set up to display nodes sorted by

percentage ratings, the style used by Fivestar module.
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Nour vote could mean 31 million for Duchenne research!
Vote on Facebook: http://apps.facebook com/chasecommunitygiving/ charities /301212

Duchenne muscular dystrophy is the most common, lethal, genetic illness of childhood. It is a progressive muscle disease that

robs young men of the ability to walk, the ability move their arms, & their independence. Duchenne is 100% fatal.

Approximately 0% of Duchenne cases are inherited, while the other 40% are due to a spontaneous mutation. This means that
anyone can have a child with Duchenne.

PPMD has a singular goal: to end Duchenne. No young man or family should have to endure the heartbreak of this devastating
disorder, We began as a small group of parents & grandparents sitting around a table wondering how to increase funding into
Duchenne research., Our grassroots origins, parent-lad focus & passion help us move quickly & stratagically, Winning the Chase
Community Giving contest would significantly increase our ability to move Duchenne research forward & leverage more funds for
similar programs.

Winning also reinforces with our families, friends & followers how vital their help is in our fight to end Duchenne. PPMD knows
that finding a cure is not an asy job. It is not one that will be tackled by one researcher, one organization or even $1MM, but
rather the efforts of an entire community. Mothing is impossible.

Our race is against time. Every day we lose at least two young men to Duchenne. $1MM buys us time which is everything for
these boys,

[ Share/Save B2 E - *

Average:
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Analysis & deployment

Youtube had near 100 millions videos on 2006, now in 2011 nobody can know this. YouTube
serves 100m videos each day.

®As of February 2011, YouTube has 490 million unique users worldwide per month,
®Estimated 92 billion page views each month.

®\\Ve spend around 2.9 billion hours on YouTube in a month — over 325,000 years.

Five Years of YouTube gﬂ:@l/
.

W@l | ) e . Youl Tl
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Youtube open it access through Youtube API, there we can recollect all metadata for exploring
videos an mix with other platforms

SFENE P WAL ARSI AP
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YouTube APIs: Overview
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Analysis & deployment

Drupal is a Content Management System is recommended for most new websites. A large number
of modules and themes are already available for it.

Its adaptability and great numbers of modules give to developers big flexibility for create adapted
frameworks for deploying with a minimal efford.

Click here to
specify pages
to display block

Select Region
| a contgurs

=| 0 = cenfsues

| wontent s:cto
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Analysis & deployment

- Get 379 videos

- From 12 channles of Youtube
- AlbinismUK

- CCFFadmin

- CysticFibrosisUSA

- Eurordis

- HFHealthcare

- MoreThanHemophilia
- NHFvideo

- NOAHAIbinism

- ParentProjectMD

- Rarediseaseday

- Raredisorders

- WFHcommunications
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We use Taskfreak project managment and subversion for control of version.

¢ TaskFreak! e
Task View Manage ~ Wl All Contexts
Project Title User Deadline Com. |Status J
1| B | Heatthvidsos Check Diff functionality on subversion ¢ Carlos Luis 08 Feb 11 g | | | R
H| B | Healthvideos Sprint meeting: Health videos status ¢ Luis 10 Feb 11 |. i
E| Bl | HealthVideos Search engine does not work corractly ¢ Carlos Luis |. ER
E1 | Healthvideos First code for module review on Drupal ¢ Carlos Luis |. i}
| Bl | Healthvideos Preparando eclipse en mhs ¢ Carlos Luis |. i
1| B | Healthvideos Health Videos Alpha 1 & Carlos Luis |. il
| Bl | Healthvideos Create library system ¢ Carlos Luis |. i}
1| B | Healthvideos Translate into english &1 Carlos Luis |. i
| B |Healthvideos wiki job documentation @ Carlos Luis |. i}
B Kl |Healthvideos Subversion commit of alpha 0.0.1 1 Carlos Luis |. ﬁ
| B |Healthvideos Subversion alpha 0.0.2 A & Carlos Luis |. i
H| Bl | Healthvideos Create a new drupal for Rare Diszase video model ¢ Carlos Luis |. i}
H | B |Healthvideos Select a theme style for ER drupal ¢ Carlos Luis |. i}
B | B |Healthvideos HTMLS Video Adapt € Carlos Luis |. i
| B | HealthVideos Rediract to grid display ¢l Carlos Luis | B
| B |Healthvideos Status report and documentation & Carlos Luis |. i}
(1] HealthVideos Introduce metadata @ Carlos Luis |. i
B B | Healthvideos Sprint for status ER ¢ Luis |. i}
H B |Healthvideos Sprint HealthVideos & Luis |. E R
n B |Healthvideos Correct fields Youtube API Drupal field Assignation ¢ Carlos Luis 21 Feb 11 |. i
B B |Healthvideos Template + design @ Luis |. iy
E K |Healthvideos Correct date information and user name on display one video ¢ Carles Luis |. i
| B |Healthvideos AddThis upload on mhs ¢] & Carlos Luis |. i}
Kl |Healthvideos Design of the website & Carlos Luis |. i
H | B |Healthvideos Install Marinelli Theme on ER. @ Carlos Luis |. i}
n Kl |Healthvideos Delete all facebook & twitter connect ¢ Carlos Luis |. ﬁ
B B |Healthvideos List panel related/popular View ¢ Carlos Luis |. i
B | [ |Healthvideos Sprint meeting ¢ Luis |. i}
Bl | Healthvideos Getting a better Search engine ¢ Carlos Luis |. il
ﬂ ﬂ HealthVideos Related videos / Videos by Channel & Luis |.
| B |Healthvideos Change theme for a similar skin like wiki € Carlos Luis |. i
H| B |Healthvideos phpmyadmin in mhs problems & Luis |. i
B B | Healthvideos Pr ext Meeting ¢ Luis |. i
n B |HealthVideos Get an stable version for bbd to ER & Carlos Luis 04 Mar 11 |. _ ﬁ
zotero & YSlow »
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We use dokuwiki knowledge management.

System

D Videos

| Table of Contents

Design

«System

~Design
_— -Port

sDetails to consider
-Applications

| =
&

Client

Port

-Indive & Drupal
Youtube embed on Drupal
+Other considerations
~Management
=Subversion
sRedmine
-Clients
-Standarization
sCommond Folder
-key Keychain
*1st option
-2nd option

bb4.itek. norut.no
(Stable Applications)

bbl.itek norut.no
myhealthservice.itek.norut.no
(Tested Applications)

= myhealthservice or bb1: 80, 443 (ssl), 8080 (tomcat), 8081 (tomcat), 22 (ssh), 110 (pop), 143 (imap), 25 (smtp).

= bb4: 80, 443 (ssl), 8080 (tomcat), 22 (ssh only intranet), 110 (pop), 143 (imap), 25 (smtp).

Details to consider

[Edt]|

= System considerations

Annliratinne
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Results & conclusions

* Strength
* The crawling take no more than 30 seconds to recover the
channles.
* Drupal flexibility make more easy the adaptation of RD Videos
-> Commodities on Drupal.
* Ajax objects in some modules of drupal make the portal
confortable -> usability.
* Weakness
* PHP languages need to improve for a real MVC framework.
Drupal has a complex way for a obsolete objects.
Drupal will need to promote on 7 version.
Complete accesibility: not only video html compliance.
Better design.
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