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BACKGROUND 

Social media use by the general public has increased as a common source of information. 
The National Council of State Boards of Nursing and American Nurses Association have 
provided advice and caution about use of social media.  Research indicates patients are 
using social media for:

• Information
• Support
• Comparisons
• Expression of emotions  

Evidence suggests that it can impact:
• Well-being
• Self-management
• Communication
• Healthcare choices
• Privacy
• Relationships

American Nurses Association. (2011, September). Silver Spring, MD

National Council of State Boards of Nursing. (2011, August). Chicago, IL
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PURPOSE

Observing families’ use of blogs, Facebook groups and 

web sites, we elected to utilize social media to enhance 

support, education, research, advocacy, and information.  
Results of these strategies were assessed.
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METHODS 

A Facebook page was created for the outreach nurse in 2013. 

Appropriate national and regional congenital and pediatric heart disease social 

media organizations (e.g. healthcare, policy, non-profit parent groups) were 

identified to follow. Examples:

• C.S. Mott Children’s Hospital

• American Heart Association

• Children’s Heart Foundation

• Sisters by Heart

• Mended Little Hearts

• Project ADAM

• Michigan Department of Health & Human Services

Six regional groups (average membership 325) were joined. 
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METHODS (continued)

Experienced parental input was provided. 

Professionals’ and lay individuals’ ‘friend’ requests were accepted although 

not all are ‘followed’ on Facebook to avoid losing focus. 

Education, advocacy, invitations, services and research posts were created 

on the page and shared with sites. 

Comments and private messages have been utilized to respond to questions 

or intervene when potential misinformation occurs.

• Opportunity to address confusing or misleading information – public and/or privately 

• Avoidance of posting private medical information on social media

• Different implications than what one encounters with using social media to 

obtain research information.
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RESULTS 

The Facebook page has garnered 175 friends, regularly reaches the 1948 

members of regional groups and posts to national groups. 

Regular posts initiated were 34 in 2015 (2.83/month), 109 in 2016 

(9.08/month), and 169 in 2017 (14.1/month). 

34

109

169

2015 2016 2017

Number of Posts Initiated/Shared 

on Outreach Page
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RESULTS (continued)
If a parent group leader posts a topic, attempts are made to avoid 
duplication on that site. Our center’s parent advisors collaborate and, if 
preferable, the message is delivered by a parent. 
Posts made by the outreach nurse from 12/1/2016 to 11/30/17 were 
evaluated. There were: 
• 159 posts on the individual page with 770 ‘likes’ (4.7/post).
• 243 shares or direct posts to the 6 regional parent group pages with 688 

‘likes’ (2.8/post)
• For the total posts there were 1458 ‘likes’ (3.6/post). 

• C.S. Mott page – general audience - >4000 ‘likes’ on some posts
• On group pages – updates on children are popular
• On our page health info posts which were not specific to ‘heart’ were 

less popular posts
• The three top 10 ‘likes’ lists (the outreach page, groups, and combined 

total) had 4 of the same topics 
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Top Ten List of “Likes/Loves”
Date Posted Topic of Post Total "Likes" on 

Outreach + Group pages

3/23/2017 Senior surgeon acknowledgement with HLHS* 94

7/17/2017 World Congress Pediatric Cardiology & Cardiac Surgery 

(WCPCCS) - opening*

66

7/28/2017 WCPCCS - C.S. Mott Children's presence* 65

12/15/2016 Legislation passed for CPR education in schools* 61

9/14/2017 Adult Congenital Heart Association certification of C.S. Mott 

Children's

43

1/30/2017 Single Ventricle Clinic at C.S. Mott Children's 41

2/13/2017 Thanks to Pediatric Congenital Heart Association for CHD 

Awareness Celebration

39

3/19/2017 ECMO strategies research by PC4 36

5/6/2017 Jimmy Kimmel - CHD and health policy 34

11/2/2017 American Heart Assocation - Innovations Forum 27

*were in the 'Top 10' on each: the Outreach Page, the Group Page totals, and with the 

2 lists combined.
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RESULTS (continued) 

• There were 80 ‘shares’ directly from the posts made by the 

outreach nurse. 

• Additionally, shares are made by other national and regional 

organizations as they choose and the outreach nurse comments 

on and ‘likes’ others’ posts, generating goodwill. 
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Tagging and hashtags 

• Our tags and hashtags

– #LittleHatsMI

– #CHDAware

– #conqueringCHD

– #CPRinSchools

– @SupportProjectADAM

– @TheCHF

• From others

– posts to our page

– Tagging us
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Additional Advantages

• When special messages are received they can be shared with 

appropriate individuals

• Comments from ‘friends’ tend to be very positive – having 

others see those reflections is advantageous for our center and 

supportive to families to see their team endorsed

• An opportunity to reacquaint with past families and to get 

updates

– Outcome in patient with a syndrome and palliative surgery

• Compliments about our team can be shared 

– Nobody is “too big” to not enjoy a compliment
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Announcements
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Sharing
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Research
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Advocacy
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Heart Group Events
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Fundraising
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CONCLUSIONS 

• Creating this social media outreach presence has provided families with evidence of tangible 

engagement by our center. 

• The ability to support shared missions of various organizations mutually strengthens all. 

• Advocacy, education, access to care, research enrollment, intervening to provide accurate 

resources, and guiding the use of internet information can be furthered. 

• A Facebook page establishes a unique avenue of communication to receive questions, 

constructive suggestions and treasured compliments and messages of gratitude that can be 

sent to our team. 

• This approach has been appreciated by families and has proven to be a valuable outreach 

strategy for our center.
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What’s next?????
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Thank you!


