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Links to Our Social Media Accounts:

Instagram: https://www.instagram.com/ebeecure/
Youtube: https://www.youtube.com/channel/UC0ab27gBz--98ENh4DgvqNA
Twitter: https://twitter.com/ebee_cure
Spotify: https://open.spotify.com/show/0DLa4lpTPUByf9SfFWsoCm
Blogspot: https://kelebekhastaligi.blogspot.com/
Forum: https://groups.google.com/g/kelebekhastaligi

Number of Followers
Instagram: 346
YouTube: 77
Twitter: 76
Spotify: 5

The Layout of Our Social Media Accounts:
We arranged and shared our first posts to cover the basics of our team and the disease.
In our later posts, we included detailed information about the disease, its subtypes,
treatment approaches, etc. We included interesting details about EB on our posts so
that we can attract many people to inform about EB.

Post Updates:
Purpose: Raising social awareness by updating our social media accounts with new
posts including information from various aspects of Epidermolysis Bullosa.
Aim: Reaching as many people as we could by using hashtags in our post updates.
The titles of posts that were shared in our Instagram and Twitter accounts from the
first day onwards are listed as “Our Purpose”, “Our Logo”, “What is Epidermolysis
Bullosa?”, “Types of Epidermolysis Bullosa”, “Symptoms of Epidermolysis Bullosa”,
Diagnosis of Epidermolysis Bullosa”, “Wound Care”, “Care Tips for EB Patients”,
Epidermolysis Bullosa by the Numbers”, “Serious Complications Seen in
Epidermolysis Bullosa Patients”, “Recessive Dystrophic Epidermolysis Bullosa”,
“Treatment Trials of Epidermolysis Bullosa-1 Stem Cell Applications”, “Treatment
Trials of Epidermolysis Bullosa-2 Protein Replacement Therapy”, “Treatment Trials
of Epidermolysis Bullosa-3 Gene Therapy”, “Books About Epidermolysis Bullosa”,
“Films About Epidermolysis Bullosa”, and “What is DEBRA and What Do They
Do?”.

1

https://www.instagram.com/ebeecure/
https://www.youtube.com/channel/UC0ab27gBz--98ENh4DgvqNA
https://twitter.com/ebee_cure
https://open.spotify.com/show/0DLa4lpTPUByf9SfFWsoCm
https://kelebekhastaligi.blogspot.com/
https://groups.google.com/g/kelebekhastaligi


Post Title Total Likes

Our Purpose 65

Our Logo 64

What is Epidermolysis
Bullosa?

56

Types of Epidermolysis
Bullosa

58

Symptoms of Epidermolysis
Bullosa

51

Diagnosis of Epidermolysis
Bullosa

50

Wound Care 54

Care Tips of EB Patients 47

Epidermolysis Bullosa by The
Numbers

49

Serious Complications of
Epidermolysis Bullosa Patients

59

Recessive Dystrophic
Epidermolysis Bullosa

56

Treatment Trials of
Epidermolysis Bullosa #1 -
Stem Cell Applications

51

Treatment Trials of
Epidermolysis Bullosa #2 -
Protein Replacement Therapy

44

Treatment Trials of
Epidermolysis Bullosa #3 -
Gene Therapy

64

Books About Epidermolysis
Bullosa

34

2



Films About Epidermolysis
Bullosa

44

What is DEBRA? What Do
They Do?

47

Reels Updates:
Purpose: Short pieces of information about Epidermolysis Bullosa are turned into reels
for reaching the masses.
Aim: Both shared reels reach at least 500 views.
Result: “What is Epidermolysis Bullosa?” shared reels on 25.08.2021 reached 10.900
views. Furthermore, this video had 77 likes and 4 comments. “Wound Care for
Epidermolysis Bullosa” shared reels on 24.09.2021 reached 1.692 views. In addition,
this video had 23 likes and 1 comment.

Cocoon Talks:
Purpose: Organizing interviews with professionals on EB to provide information for
EB patients, their caretakers, and everyone we can reach.

A. Cocoon Talks 1 (26.06.2021): Epidermolysis Bullosa Treatment Projects with
Dr. Zafer Yüksel
Purpose: Informing our followers on genetic rare diseases, Epidermolysis
Bullosa, and its current treatment projects.
Aim: For the video uploads of the live stream organized with clinical geneticist
Dr. Zafer Yüksel on YouTube and Instagram to reach at least 200 views.
Result: The YouTube and IGTV videos of this talk reached 228 and 251 views,
respectively. Furthermore, the YouTube video of the talk received 33 likes and
1 comment while the IGTV video got 40 likes and 2 comments.

B. Cocoon Talks 2 (15.09.2021): Diet on EB with Nutirionist Zeynep Bardakçı
Purpose: Informing our followers on ideal diets and nutrient uptakes of EB
patients.
Aim: For the video uploads of the live stream organized with nutritionist
Zeynep Bardakçı on YouTube and Instagram to reach at least 200 views.
Result: The YouTube and IGTV videos of this talk reached 254 and 136 views,
respectively. Furthermore, the YouTube video of the talk received 48 likes and
3 comments while the IGTV video got 43 likes and 5 comments.

C. Cocoon Speeches 3 (17.09.2021): Epidermolysis Bullosa and the Treatment of
the Esophagus with Prof. Dr. İbrahim Uygun
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Purpose: Informing our followers about esophagus widening operation on EB
patients.
Aim: For the video uploads of the live stream organized with Prof. Dr. İbrahim
Uygun on YouTube and Instagram to reach at least 200 views.
Result: The YouTube and IGTV videos of this talk reached 290 and 172 views,
respectively. Furthermore, the YouTube video of the talk received 61 likes and
6 comments while the IGTV video got 41 likes and 2 comments.

Butterfly Talks:
Purpose: To convey the value gained information from patients and their relatives,
who are struggling with EB, to our followers. Participated patients and their relatives
shared the course of Epidermolysis Bullosa, wound care, the psychology and necessity
of patients, associations, and lots of unknown information with us.

A. Butterfly Talks 1 (08.06.2021): Epidermolysis Bullosa with Mehmet Kaçmaz
Aim: For the video uploads of the live stream organized with Mehmet Kaçmaz
on YouTube and Instagram to reach at least 200 views.
Result: The YouTube and IGTV videos of this talk reached 280 and 240 views,
respectively. Furthermore, the YouTube video of the talk received 30 likes and
1 comment while the IGTV video got 45 likes and 1 comment.

B. Butterfly Talks 2 (10.07.2021): About the Epidermolysis Bullosa with the
mother of three butterfly children  Arzu Sarıusta
Aim: For the video uploads of the interview with the mother of three butterfly
children Arzu Sarıusta on YouTube and Instagram to reach at least 200 views.
Result: The YouTube and IGTV videos of this talk reached 483 and 190 views,
respectively. Furthermore, the YouTube video of the talk received 77 likes and
5 comments while the IGTV video got 38 likes and 1 comment.

C. Butterfly Talks 3 (30.08.2021): About Epidermolysis Bullosa with Büşra Özay
Aim: For the video uploads of the live stream organized with EB patient Büşra
Özay on YouTube and Instagram to reach at least 200 views.
Result: The YouTube and IGTV videos of this talk reached 220 and 323 views,
respectively. Furthermore, the YouTube video of the talk received 40 likes and
14 comments while the IGTV video got 52 likes and 31 comments.

Posters, Brochures, and Billboard:

Brochures
Purpose of Design: The pale-coloured butterfly on the cover of the brochure was used
to support the idea of people not noticing the meaning of butterfly as a disease. The
idea was supported along with the title, “Can You See The Butterfly?”. Short info on
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EB including its symptoms, incidence, and common misunderstandings about the
disease was added on the inner part of the brochure. Moreover, the info was supported
with pictures for people to better visualize the disease. The QR code of our Instagram
account was also added so that people could get more info about EB.

Purpose of Deciding Where To Hand Out the Brochures: The brochures were handed
out in places that people visit often such as pharmacies, hospitals, and community
health centers. Furthermore, some brochures were also handed out in dental clinics,
theaters, shopping centers, cafés, hair salons, and beauty centers.
Aim: Handing out each one of the 200 brochures that was printed out.
Result: To raise awareness about the challenge and the disease, 200 brochures were
handed out in various places.

Posters
Purpose of Design: Posters were designed in two different formats. The design of the
first poster was aimed to draw attention to the wound by giving little information.
“Are You Aware of Butterfly Disease that Cause Wounds and Blisters on the Skin?” is
named under wound images, and social media accounts were given under the poster.
With the help of this poster, it was aimed to attract the people’s attention about the
disease and the competition. The design of the second poster was aimed to draw
attention to the disease with “You know the butterfly style swimming is. Well, do you
know about the Butterfly Disease, whose real name is Epidermolysis Bullosa and has
no cure?” and swimming emoji. With the help of this poster, it was aimed to attract the
people’s attention about the disease and the competition.

Purpose of Deciding Where To Hung the Posters: The posters were hung in places that
people visit often such as pharmacies, hospitals, theaters, shopping centers, cafés, hair
salons, bakeries, and community health centers.
Aim: Handing out each one of the 45 posters that were printed out.
Result: To raise awareness about the challenge and the disease, 45 posters were
handed out in various places

Podcast:
Purpose: Delivering podcasts of our video contents that were shared on YouTube and
Instagram for the people who prefer listening rather than watching.
Aim: Existing in multiple social media platforms to expand the number of people we
can reach.
Result: Our video content was converted to podcasts which were shared via Anchor,
Spotify, Google Podcast, Breaker.
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Butterfly Disease Info Platform:
Purpose: It was aimed to establish a website with the correct information for people
who are new to Butterfly Disease (Epidermolysis Bullosa) and want to learn more.
Aim: The goal was to create a constantly growing and contemporary resource with the
knowledge of people working in this field and the contributions of people who have
experienced Epidermolysis Bullosa in themselves or in their relatives.
Result: With the information gained from the Cocoon Talks, a blog website was
created.

Community of Butterfly Disease Info Platform:
Purpose: To bring patients together around the Community of Butterfly Disease Info
Platform that we created via Google Groups and for the patients to support each other
and exchange information about the disease.

Be Aware of the Rare with High School Students (10.06.2021):
Purpose: Informing high school students on genetic rare disease and Epidermolysis
Bullosa.
Aim: For the video uploads of this event on YouTube and Instagram to reach at least
200 views.
Result: The YouTube and IGTV videos of this event reached 50 and 269 views,
respectively. Furthermore, the YouTube video of the talk received 9 likes and 1
comment while the IGTV video got 43 likes.

Nancy Paton on Daisy (31.07.2021):
Purpose: To share the interview that we have done with Nancy Paton, the producer and
the director of ‘Daisy’, a short film telling the story of a little girl with EB, with our
followers.
Aim: For the video uploads of this interview organized with Nancy Paton via Zoom
on YouTube and Instagram to reach at least 200 views.
Result: The YouTube and IGTV videos of this event reached 227 and 272 views,
respectively. Furthermore, the YouTube video of the talk received 19 likes and 3
comments while the IGTV video got 47 likes and 3 comments.

Q&A Event with the Psychologist Yeşim Yenigül (24.09.2021):
Purpose: To deliver the answers of “Epidermolysis Bullosa and Psychology” to our
followers from whom we collected the questions to ask of psychologist Yeşim
Yenigül, via Blogspot.
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Monthly Work:

A. May:
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B. June:
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C. July:

D. August:
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E. September:
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