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Social media is always changing!



Facebook

Instagram

Twitter

LinkedIn

YouTube

TikTok
36,199 followers

7,399 followers

8,667 followers

3,628 followers

5,421 subscribers

436 followers



What should I post???



Goal for Community Pages is to 
connect with your community.
§ Share your story

§ Ask your community members to 
post individually and you can share 
to your page

§ Promote community events
§ Like an upcoming meeting or your 

local Walk
§ Make sure to include links, date, 

time, and place
§ Share Resources

§ Your local COE
§ Resource Library
§ Webinars

https://pkdcure.org/carecenters/
https://resources.pkdcure.org/
https://www.youtube.com/playlist?list=PLm8pivZkga9j4PxF2aIag_btCwqlbb3TT


Goal for Individuals is to raise 
awareness and build community.
§Share your story
§General posts about PKD

§ https://pkdcure.org/volunteers/social-media-guidelines/
§ https://pkdcure.org/what-is-pkd/

§Promote PKDF initiatives you are involved with
§ I’m advocating on virtual advocacy day
§ I’m participating in clinical research
§ I’m walking at the Walk for PKD

https://pkdcure.org/volunteers/social-media-guidelines/
https://pkdcure.org/what-is-pkd/


Examples



Share Your Story



Share Your Story



Carousel Posts



Reels & TikTok



Stories



Twitter, Threads, & Text Posts
§ Twitter

§ Primarily for text posts
§ Text & tweet limit for free Twitter 

users 
§ Threads

§ NEW
§ Meta’s rival to Twitter

§ https://www.nytimes.com/202
3/07/10/podcasts/the-
daily/threads-meta-twitter-
musk.html

https://www.nytimes.com/2023/07/10/podcasts/the-daily/threads-meta-twitter-musk.html
https://www.nytimes.com/2023/07/10/podcasts/the-daily/threads-meta-twitter-musk.html
https://www.nytimes.com/2023/07/10/podcasts/the-daily/threads-meta-twitter-musk.html
https://www.nytimes.com/2023/07/10/podcasts/the-daily/threads-meta-twitter-musk.html


Twitter, Threads, & Text Posts



Honorable Mentions

§YouTube
§ Long form video content

§ LinkedIn
§ Primarily for professional updates
§ Volunteers in the past have added their 

volunteer position to their LinkedIn.



Other General Best Practices



Responding to Comments / DMs

§Be respectful
§Good steward of customer service
§Point them in the right direction (may ask them to contact us)

§ pkdcure@pkdcure.org
§ 816.931.2600

mailto:pkdcure@pkdcure.org


Approach with Caution

§Don’t give out medical 
advice

§Use caution when posting 
research or medical 
content from other 
sources

§Watch out for scams



PKDF Branding

§Colors
§ Teal #00778b
§ Purple #25205d
§ Light Teal #6fb9c3
§ Light Purple #8f80ac
§ Green #a3cf5e

§Profile images
§ Font: Montserrat, free on Google

https://pkdcure.org/volunteers/social-media-guidelines/
https://fonts.google.com/specimen/Montserrat


Hashtags

§Are a feature on every platform except Threads
§ #endPKD
§ #pkdawareness, #polycystickidneydisease, #voicesofpkd, 

#pkdwillnotbeatme, #WalkforPKD
§ Follow specific hashtags on Instagram and TikTok



Upcoming Social Media Events



PKD Awareness Day

§September 4th
§ Goal is to raise awareness and get eyeballs on all things PKD

§PKD facts, will update by September
§Share your story, share an update
§Day in the life of someone with PKD
§Share a message of hope to others newly diagnosed 



Walk for PKD

§Walk Social Media Toolkit is live!
§ https://walkforpkd.org/social-media-toolkit/

https://walkforpkd.org/social-media-toolkit/


Resources

§ https://pkdcure.org/volunteers/social-media-guidelines/
§Canva: https://www.canva.com
§Adobe express: https://www.adobe.com/express/
§Contact me J

§ joyb@pkdcure.org

https://pkdcure.org/volunteers/social-media-guidelines/
https://www.canva.com/
https://www.adobe.com/express/


Q&A


