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Social Media

What we’ll 
cover:

• Social media platforms available
• Defining your target audience
• Creating your message 
• Creating dynamic content 
• Extending your reach
• Measuring you success

Getting the best out of your channels
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Available Channels

Support
Conversation

Privacy

Visual 
storytelling

Personalising
Fun 

Mostly visiting on mobile
53% female / 47% male
Even demographic split

Paid for advertising
Issues around ownership/snooping

14 million users in the UK
59% 18-29 

Hashtags and locations are key
Based on popularity of posts (70% 

don’t get seen!)
No allowance of links – brand 

awareness only
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Available channels

Connecting
Speaking 
Listening 

Engaging
Supporting 

Sharing

80% mobile 
13 million twitter users in UK – 45% 

of all online adults 
37% login daily

57% 30-49
85% of tweets produced by 20% of 

accounts

1/3 of all internet users use YouTube
62% male 38% female

44 and under make up 60% of users
500 hours of video uploaded every 

minute 
Additional upload to Facebook
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Others to consider

19 million 
users in the 

UK and 
growing 
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Who are you trying to talk to? 

Warm

Cold

Fundraisers

Media

NGO’s

Researchers

Funders
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Defining your message

What do you want people to know?

What do you want people to come away 
and do/think/feel?

How does that link through all 
communication? #

Be clear, what’s your one line? 
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Rare Disease Day 2018
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Creating dynamic content

Ø Gifs
Ø Infographics
Ø Videos 
Ø Graphics
Ø Boomerang

This GIFF was produced by Rare 
Disease UK for Rare Disease Day 
2018 – available to view at: 
http://bit.ly/2DGUmuG
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Creating a conversation

Photo 
challengePodcasts

Twitter take 
overs Webinars

Competitions
Live 

Facebook 
Q&A’s
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Extending your reach

User generated content

Conversational content

Join the conversation

Shareable content

Identify key influencers
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Measuring success
“I have been struck again and again by how 
important measurement is to improving the 
human condition.”

Bill Gates

REACH / 
IMPRESSIONS

How many people 
viewed your 

content
Were you trying to 

get the widest 
possible audience? 

ACTIONS
Click-throughs, 

retweets, shares
Were you trying to 

inspire action?

VIEWS
Was it watched 

for over 30 
seconds? 

How engaging was 
your video 
content? 

HASHTAGS
Your impact with 

a unique #
Who’s listening and 

joining your 
conversation?



A patient’s perspective 
on using Social Media

Pompe Disease Patient
Gemma Seyfang
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Social Media Groups
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Poem
The start of my 
social media 
campaign
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Response to my Poem
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Climbing Stairs

Please copy the link to view this 
short video on how my condition 
affect everyday things, like 
climbing the stairs 

https://www.youtube.com/
watch?v=Z1p-A9dfgjs
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Positive News
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Devastating News
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Going Out
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Smashed it again!
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Christmas Jingle

Please copy the link below to watch our 
Pompe Disease Christmas Jingle 

https://www.youtube.com/watch?v=OfDX
E7P1JKE
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Climbing the Stairs 1 year on



NIHR Think Research Rare Diseases Patient Day

Learning

1. Give it a go! 
I had zero experience but was amazed by the reaction and 
support I was shown.

2. Public profile
Either make a public profile or manage who your audience are.

3. Be honest
The good and the bad bits.
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Thank you

Questions? Comments? 
Time to share your own experiences!


