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INTRODUCTION

METHODS

RESULTS

CONCLUSIONS
 DBs were identified using Google and Yahoo! internet search engines.
 Posts between January 1, 2009 and January 1, 2019 were collected.
 Posts were excluded if their focus was not on congenital upper

extremity anomalies.
 Codes were assigned to each post:

1. Parent authors: pre- or postnatal
2. Patients: pre- or post-surgery
3. Eliciting or providing information
4. Technical or emotional post

 Thematic analysis was completed by two researchers (T.C. and L.B.W.).
 This included three rounds of text coding using grounded theory:

1. Open coding
2. Axial coding
3. Selective coding.

 Voyant-tools was used to perform word analysis.

 83% of patients use the Internet to search for medical information.
 A discussion board (DB) is a website where users can post their

thoughts and reply to others. This allows for communication between
users and provides a more personal experience to acquiring medical
information.
 Analysis of text posted to DBs can help identify patients’ needs so

physicians can structure conversations accordingly.
 Researchers have investigated DB posts regarding HIV, IBS, breast and

prostate cancer, and other conditions.
 DBs for congenital upper extremity (UE) anomalies have not yet been

objectively reviewed.
 This study aimed to systematically analyze posts written in congenital

UE anomalies DBs to identify the thoughts, questions, and concerns of
patients with congenital UE anomalies and their families.

Figure 1: Breakdown of authors and posts by user characteristic

Figure 3: Quantitative breakdown of non-administrative posts

 163 unique authors, most (65%) were parents of children with
congenital UE anomalies, the majority of which were postnatal (91%).
 59% of posts were focused on pre-surgical patients.
 Of the posts written by a patient, 14 (48%) conveyed a negative

experience due to the anomaly while 5 (17%) portrayed a positive
experience. Of emotional posts written by a parent, 26% expressed only
positive feelings, 35% shared only negative feelings, 22% shared both.
 Administrators accounted for 15% more posts than authors. Patients

(self) accounted for 8% more authors than posts (Fig. 1).
 Thematic analysis revealed 43 axial codes encompassed by 5 selective

codes: 1) Connecting With Others, 2) Treatment, 3) Emotional Aspects,
4) Diagnosis, and 5) Function (Fig. 2).
 206 posts provided information while 106 elicited information (Fig. 3).
 Analyzed text included 41,954 total words. Most common were hand

(265), surgery (248), finger (159), know (144), and extra (133).

 Congenital UE anomaly patients and family members use DBs
primarily to connect with others online and to ask questions about
treatment.
 Patients were three times more likely to have a negative rather than

positive view of their anomaly and its impact on their self-confidence.
 Patients and their guardians not only seek technical information

regarding the anomaly, but they also seek support for their emotional
concerns.
 To adequately address the social and emotional implications of an UE

anomaly diagnosis, surgeons must realize that patients, and especially
parents, may desire advice from others who have had a similar disease
experience.
 Surgeons should direct patients and families to DBs for peer support.
 The accuracy of technical information posted was not assessed. We

recommend physician input for diagnosis and treatment
recommendations.
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Figure 2: Results of thematic analysis 
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