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Outline:

¢ Options for setting up a Facebook page and
making the best choice for your needs

* How to set up a Twitter account

¢ Using social media tools to recruit, engage and
follow up with research participants

* IRB, regulatory and other logistical issues in
using social media

Initial Steps in FB

-
Sign Up www.facebook.com
It's free and always will be. —_
First Name:
Last Name:
Your Email

~= Set-up a personal
New Password: account
lam; | Select Sex: =|
Birthday: | Month: =| | Day: =| | Year: =|

Why da | need 1o provide my

By clicking Sign Up, 0w 3g0ee 10 our Terms and
Ehat v have read Snd usdenitand sur Dsts Use
Pulicy. —

Create a Page




[

Choose your Page type

N
Local Business or Place Compasy, Organization or Brand or Pradust
Institution

Artist, Band or Pablic Figure Emtertainment Cause or Community
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Manage FB Accounts

Select this arrow to switch between
personal and page accounts

n Erin Winstanley ~Homu:

Use Facebook as:
Tron Dhio Citizen Advocates for Chemical Dependency Preventro d Tre.
@ Ohie Valley Node of the NIDA CTN
b Soles for Recovery

Account Settings
Privacy Settings

Log Out
The 3 Facebook Pages that |

Help have administrative rights to manage

Setting Up a FB Page P

Brief description
Wama | (b Valiey Node f the NIDA CTN that will appear
under your profile
Wsurss [ Add Hours | e Abwaya open or Ko hours ivalable

picture

Goneral informadion
Include a link to
your homepage

Misshon: | The gout of fhe YN €T HesL 8 ssast evidence. Bused tesment

omimaarity sattings; ) Seber repaarch fndings, ints e ha
clinicians and coher professionsit who can make the best wie of them -

Price Range: | Unspesited |

Froductss  Foow ui on Twmer BAQDIWarks

Parking: (| Streen o Parking Lot
Provide instructions on using public

transportation to your location .

-




Setting Up a FB Page e

e ey Lol Beiinaiins & ey =] Lacal Betbeuit
TR —

sk Senn ity A Bre

1210 peteruan e, Tt o8

Specify keywords PP
that can be
searched within FB
to find your page 0
Click button to show map of location Company Page B
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Setting Up a FB Page e

Community Pages

L cannot provide as much

basic information as a
company page

Ty

Community Page 8

- -
Soles for Recovery —
Cumgary. Oor i re——

Setting Up a FB Page £ con e

* Upload a profile picture, use your logo

Ohio Valley Node of the NIDA CTN

B Your Settings.

) Manage Permiasicns

4 Resources
&P Masage Adming
5 Aom =
B vt
B Imighes

B Take a Pieture

Company or Community Page

s/ -




65

FB Page Administrators S

See Likes

-

People who Ohilo Valley Node of the NIDA CTN a

People = From the Insights tab,
you can see who likes

Erin Klintworth Make Admin your page & chose to
give administrative

rivileges to other people
Denise L Adams Make Admin p 8 peop

# jennifer Ryan Lima Make Admin

that she can post info on
upcoming CCC webinars
n Lie Buttrey @

Make Liz an administrator so

Lori Cates-Addisan Make Admin
“Liking” a FB Page isn't like
being “friends”, you may not
Kris Harper Bawers —>
have access to any personal

information

.~ e -
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Adding Apps to a FB Page =

FB applications can be used to enhance your

& vour Sentings. page:
E Manage Permissions . NOteS
@ e * Videos
£ Featured * Link with LinkedIn Profile (My LinkedIn
Profile)
« Link with Twitter account (Tweets to Pages)
P * Contact Form (ContactMe)
B wsighes * PDF Tab
g e * Events calendar

* Polls

* Mailing list sign-up

Adding Apps to a FB Page P

Edn Semings

| Tweets To Pages

Sk

I | Poll
i | My Linkedin Profile
o App - K Samtings - Unk o this Tab

Click to change the name of this tab




Create a Group in FB
=~ [coenencon i

AL mavie nighs baddies, sparts team, silings or bock club.
AVORITES

[£] News Feed
5 Messages 61
Events 2
GROUPS
[22] Fix the Scioto Cou
[£] €POD (The Calleg...

Group Mame: |1 = NIDA CTN HSR SIG

; Select individuals to be in

your group

Only members can
see wall posts  race Cancal .
Poll!
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& Your Settings
[E} Manage Permissines
i) Basic Information Develop your page

i) Proie Ferure

| Featured T Best pracuices guides w make your Fage engaging

] Resaurees

[ Manage Admins
8 ao0s

£ mobite

B Insights
§ neip

£ Deals

Connect with people

= -

(i Tell your Fans

Once you have 25 likes,
you can chose a username

£ Link your Page to Twitter

FACEBOOK SETTING UP OPTIONS
FB Usernames
e -
www.facebook.com/OVNCTN gié&g?eaﬁ(?i:&m




Manage Privacy Settings  rersonalPage

[

There are multiple ways to
manage privacy

4_——””’<

Privacy Settings

Contral Privacy When You Post

Wou can manage the privacy of your status updates, photos and information using the inline
audience selector — when you share or afterwards, Remember: the people you share with can
always share your information with others, including apps. Try editing your timeline info to see
hiow it warks or learn more,

Manage Privacy Settings
b b~
You can manage the privacy settings for your posts, but not once it’s been
shared
Wwall Ohio Valley Node of the N... - Everyone (Most Recent) ~
Share: [5) Status Photo ¢ Link "% video =5 Question
What's on your mind?
( % m
N~——
v @ Public
("% Ohio Valley Node of the NIDA CTN
'é }::S??n:mu\ng debate of drug #depe % Location / fanguage
Personal or Professional Page Who should see this post? 1
Manage Privacy Settings e
L-’

Allow people to
post to your wall

Professional Page

2/28/2012




Keep it Clean e

You can set-up blocklists to prohibit the use
of profanity in comments or posts

#
M aigens

Maoderation Blocklist: | Comma separste

Moderation Blocklist

Vo cam add camma-yeparsted bepwords 1 the
Profanity Blocklist - “Maoserasion Bockiss’, When wsers inchude
gt th »

f U NIDA ETH

Dulete Page: Delete Ohia Valley &
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“Like” on Facebook

*“Like” other Pages to see their updates in your newsfeed

Featured pages “liked” by the OVN
o Edit Page Ohia Valiay Node of the KIDA CTN

Likes See AL

=M Dhbo Citizen Ad.

W samisa

Drug Facts

Select a group of pages that you would M CTH Tralning
to appear on your homepage

| sotes for Recow
20

Poll!

- TWITTER ACCOUNT SET UP «




Setting-up Twitter

Your name OR company name, limited

Join Twitter today. to 19 characters

st G 0 o

sctutaacos  USERNAME

Suggests
alternate
usernames
This will tell you whether your
username is available

Eé! ”
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Twitter Profile

—
- —
h Ere Winataniey Profile

—— T

) n | -
Post a personal

picture or
. N E Winstaniey company logo

/ P P —"
iy Viey Mok of e NI

Post a link to your ST e Pk AL
company so that followers

Fﬁ can learn more
23

- -

Will the Real Homer Please Stand Up?

Homer J. Simpson & o Follow | &~

i Homer Simpson

¥ Follow L~

3 Follow A=

A ) Homer Simpson

"T“‘G‘ erJ.&mmn ; ¥ Follow AL~

ver Simpson
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Select to change your
account settings

B2

=
“poll!
Managing Your Twitter Account
- =~
Create “lists” to i Erin Winstanley
organize the twitter T . Select this button to
accounts that you c D' manage your account
follow

Twitter Background

“ Enn Winstaniey Design

T ——
L Pick & premade thems

.
e
(4%

] ks
&=

You can upload your company logo or pictures as your

r,(_;- profile background

T—, AT

s’/ -




@ = use immediately before a username to
generate a link to the user’s profile

# = use to create keywords or topics (e.g.,
#nidactn)

DM = “direct message” between Tweeters

FF = “Following Fridays,” use #FF to recommend
Tweeters

RT = “Retweet,” post/share another user’s tweet

Getting 411 on Addiction
- -
#addiction Serch O
Lots of Fw.eets et %
on addiction,
20 new tw
before | could Al Jnzoern English
mkethe | () Emioaoee e e
screen shot c
i g A o Pt v A i O Wi i
Tean Substance Abuse
Substance Abvusa by Teenagers & Nascral Epidemic. Wa'd ve ta
Prer your oginion about thisl Faddiction fnarrting Bk 'abucph
APAHeal &
P Ragister 4 Braaking Paverty Cycla Grating Social & Economic
C unities G SAMHEAZOV webinar 2/28 bt iy walh
3 A, APAPsychiatric
Eg '.:c‘i_l-. SIGN Patition END altf ChsCrmination Maios 1A isabn
Twitter Terminology LV
b e

 poll/

- TIPS, TRICKS & HELPFUL HINTS

A~/
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Pinterest
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L b=
* Pinterest is an online pinboard 1 have a bulletin board called “drug
abuse”,
[ L
My presentation
|
1
Tweetdeck
s e

Select which account to post the information to

Click “Send” to post

Simultaneously view the newsfeeds across multiple accounts

Hootsuite

Select which account to post the information to

b

!re Simultaneously read your Twitter “Lists” 33

11



FB Insights

Click on this tab to see who “likes” your page

Prapis ke Liks Vour Page Semeprastics and Loceton)

ot i g
e
a2
[ o
T 11 G, o

& b uD

® s
2 Bamiorn

¥ Cormarmsen, b0
2 v dpring. WD

Click on this tab for aggregate data about people who “like” your page

2/28/2012

FB Insights

Click on this arrow for a particular person

e -
People who like Ohio Valley Node of the NIDA CTN
Node Allance of NIDA Clinlcal Trials
Click on this :
Kanned
tab to see oo Citizen Advocates for Chemical
micro-level DWOH Dependency Prevention and Treatment
data on who ATT
“likes” your % addiction Technology Transfer Center Network
FB page
. €T Training
i New England Institute of Addiction Studies,
Inc.
CTN Dissamination Library
b ==

N a cycling friend recommended th Hide story
some good recipes for alternativ Report story or spam
often; looks like there's quite a f

those inclined

Subscribed to Ta
All Updates
+ Most Updates

About the Book
feedzonecookbo
When Dr. Allen L
found a peloton
athletes had bee
processed bars,

Unsubscribe from Tedd

Unsubscribe from status updates by Todd

#]] Like - Comment - Share ,/about an hour ago

Filter the quantity of posts that appear in your newsfeed

&_,e Personal Page

12



Managing Yo

ur Newsfeeds 1

3 View your profile page

B e 1

>
I T =

Padlock sign means that the list is locked, it cannot be viewed by the public

ListS susscrined s torre
ADD Cliicisa/fish & u

Click to organize the
Twitter accounts
you follow

Universizy &
Professional Associations =

Joumnats. & n

NIDA CTN &

ADD tx facin
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gl

10,000

5,000

E:g " poll!
AODtxWorks Followers
s e

Mean Number of Tweets, Followers & Following (n=192)

Clinicians have a lot of followers

pd . 1ad ad . . 1
2 & & & > o ey
@°§°°@»9°¢pf:°ﬁﬁg @*“ie*‘“@*f S

|

Tweets N Followers
Following

Going Viral

[

Buzzed Driving
Counselor Magazine
Drunk Driving

Dan Petraglia

Sober Men USA

The Treatment Center

Norman Rosenthal
Jon Bennett

The Ark

RWIJF Human Capital

Ad campaign for the Nation#]

M. OF Highway Traffic Safety
FOLLOWERS Administration
7,372

7,510

8,200 Healthy lifestyle coach
8,281 —

9,823

10, 898

13,227 Psychiatrist, book author
6192 —

22,309

24,218 / AOD tx center, only 184

tweets
25,838

13



Monthly FB Reach
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Linked [l Maps

Sty ot (] g i it ikt

In order for this app to work:

* At least 50 connections

=l

* LI profile must be 75% complete . £

*Go to inmaps.linkedinlabs.com

Your professional world. Visualized.

200 Remmme

g s

il g

e —~ Peak386 - Posted slides in CTN -
24 @ Dissemination Library
g b |
f \
,"’ Presentations
=8 / in3statesin8 \ —
e e e i days e S
o
3 3 3 3 3 3
SOkt
< < ) < o )
. 40
E{g Poll!
Visualize Your Social Network in LinkedIn
e b~

Choosing the Right Platform

{

TIME COMMITMENT
®
il
.

Yearly

- Static

amic
LEVEL OF INTERACTION o

14
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Where should you post your status?
ou want aryona s
10 actually se0 17

...........

4
-

Yos N Yor
Would it be awkward to Would it be awkward 1o
axpiain 1o your boss? axpian 1o your parents?

f =

[ el
] ]
| —

Q w Kl £

Don't post it Linkadin Facebook Twrittor

How does anyone find us?

{
(¢
ﬁ

SOCIAL MEDIA TOOLS TO RECRUIT, ENGAGE
- AND FOLLOW UP WITH -
RESEARCH PARTICIPANTS

15



Recruitment

[

i,

* Who can you reach with social media? ’

b 4

2/28/2012

Facebook Ads ﬂ

[
¢ Pinpoint your reach

— Location, Language, Education, Work

— Age, Gender, Marital Status

— Zip code

— Interests
¢ Pay per click or per impression (how many

people see it)

— Set a budget for a campaign

— Per campaign/day Caps settings are available

Facebook Ads

v'For more information
check out the tutorial
information on facebook

oo targeting

v'Go to resources, getting
started guide ads cysrs

.
o Like Facebook marketing P. X t
solutions 9, )

16



Facebook Ads

Eallags piaza [ . . . [
Famiy pless Nine iy e . B amn an e
Bargain dines pin [T subes . W e e e
Totals frere s e n e

p

daity
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Facebook Ads

Top Tips for Ongoing Ads Management

Kaep testing and improving

Body taxt:

Image:

Dastination URL:

Targeting:

Examples of Facebook advertisements

e -

It's all about you Tell us what you think

Are you 16-25 years and live
in Victoria? We want to
know what you think about
health. Fill in a survey and
go in a draw to win prizes

<

Tell us what health issues
are important to you, fillina
survey and help improve the
health and wellbeing of
young Victorian women

Web-Based Recruiting for Health Research Using a Social Networking Site: An Exploratory Study

17



What Happens When You Click?
Ultrasound Techs Wanted o

U »
| o4 AB LITTLIE AS 1 MONTHE
}&m—.‘:; h‘ SRR | 5TARTAODRYTTH o e
o ULTRASOUND CLASSES

2/28/2012

w drug abuse affects the bady

G Q,i)Tweet Your Way to More
Participants

= Connect with other e
providers/agencies in your area

¢ Tweet about your study

¢ Include contact info, link to web H H
site with study information

¢ Use hashtags (e.g., #research
#addiction #women)

N/~ v

18



Other Approaches
N

= _~a

* Post on discussion boards == -

* Link on web sites
* Group page for “snowball —- —
sampling” p——

Engagement
\‘-_/
¢ Study page with updates (set up as a “like” or
group page)
¢ Send scheduled messages to participants

¢ Text to remind participants of appointments

o y

IRB, REGULATORY AND OTHER LOGISTICAL
o) ISSUES IN USING SOCIAL MEDIA .

2/28/2012
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Uncharted Territory

¢ Social Media is here to stay
* Still no guidelines from FDA or OHRP
* Look to standards

— E.g., “Guidance for IRBs and Clinical Investigators”
(e.g., DHHS 45 CFR 46)

— All written for print ads, but applicable to any ads

iy

Review of Advertisements
he \ 4

¢ Not unduly coercive

-
!
Do not imply favorable outcome or N
Ply ON
other benefits

¢ Do not communicate safety or effectiveness
information

¢ Avoid the therapeutic misconception

20



Review of Advertisements

-

=

\L_(
* Any direct advertisements or explicit info, -

about a trial \%7\}\'\

* FB page, tweets, text messages, blogs, etc.

¢ Sites that collect PHI

— Need to address how that info is gathered, what
happens to it after it’s collected, etc.

2/28/2012

Review of Ongoing Participant
Communications

— — |
¢ Mainly privacy and confidentiality concerns
¢ Reminders through email, Facebook
messages, text messages — could be about
appointments or reminders about adherence
— These may not typically be reviewed, but new

methods of communication may be subject to IRB
review

What Does Not Require Review?

* Communications between health
professionals or other researchers

* News stories

¢ Publicity intended for other audiences

— If not directed at potential research participants,
that it does not need review

¢ Anything a participant shares directly

¢ Web sites that contain general info on a study
(e.g., clinicaltrials.gov)

21



IRB Best Practices

2/28/2012

¢ Communicate with IRB — present your
situation and ask for guidance

¢ Include social media plan in protocol

¢ Include potential risks in consent form

— “There may be costs associated with text
messaging”

— “There may be increased risk to privacy”

— Include explicit description of how page is set up
and how social media will be used to
communicate

Best Practices in Creating a Study FB
N Page

* Use strictest FB privacy settings
 All privacy settings set to “friends only.” -
* Do not add “friends” to study page and i =
nor allow requests to be added
¢ Allow only basic study contact
information to be visible to others.
* Allow FB users only to send personal
messages to the study page (cannot
post to page)

FB Contact Procedures

¢ Cross-reference profile search results with other
locator information in order to confirm participant’s
identity.

¢ Do not message people whose identity can not be
confirmed due to insufficient information or
commonality of name

¢ Content of messaging may need to be approved by IRB

* Consider cut off to discontinue FB contact attempts
(e.g., 3 times).

¢ Consider, note and subscribe to participant’s preferred
method of communication

22
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4 \

CTN-0044: A CASE STUDY

S

2

Study Design
N ey
¢ Web-based intervention plus contingency
management in outpatient treatment
programs
e 10sites in 9 nodes
¢ 510 participants

e Original contact and locator forms included
email, cell phone and texting, but not social
media

Introducing Social Media as a Contact
and Location tool

e After study launch
¢ Three of 10 sites participated
¢ IRB amendments and changes to consent

¢ Requested social media contact info from
newly randomized participants and those who
returned for follow-up

¢ Gave sites flexibility to implement as they
chose

2/28/2012
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Results: Email and Text

(data collection ongoing)
3 b 4

| Email | Text
D n(%) n(%)
ol iR LIIEERE 280 (55) 261 (51)

Successful contacts of
those attempted 55(50)  74(72)

2/28/2012

-

Results (data collection ongoing)
e - — o
Vel redasmaly partiakemela,
[T e B [ - =1 T
[ 1] [ ]:°] [ ]-°] [ 1]
Elighsis pericipents ) 0 £ [
Agreadtinbasminsiadusingeadd  MTH RED RED MBS
exlix
Rassan nat agread
Pl S S T AR, _ER 2 EE asER SO
Refuwex 1 THE a g~ d
BiaTunsble i obislrinf 4 B BiTE a 28
Pauthal peniz. etz iaf thees
t2ES ooy BEn 2MEN
Sussseali| seniasis fof thase f-2 - [1.-.] ooy o g
ol |
Lessons Learned
e h %

¢ FBis a good tool for searching for and
locating participants

¢ Need staff and site buy-in and
systematic guidelines

¢ Variable use for follow-up
— Used as a “last resort”
— Used like email

¢ Set up profile to maintain |
confidentiality et pase vy vy sy’

24



A copy of this presentation will be available
electronically after the meeting

http://ctndisseminationlibrary.org

ook « Dhissenimat;

Drawse the Library

(o4

Shew i the Libeary G20

Search the Libirary

A

Comleremies & Trainings

hat's Mt Lilmary Hleg

Upcoming Webinars

\TE WEBINARS

MAY 9 Managing Emotions in Recovery

JUN 13 | Biological Measures & Specimen Handling

JuL18 Co-occurring Disorders: Integrated Treatment of Addiction and Mood and
Anxiety Disorders

AUG 15 | Personality Disorders and Addiction

SEPT 19 | Build Your Team for Research Success

OCT 24 | Managing Safety & Crisis Situations

NOV 14 | Practical Statistical Reasoning in Clinical Trials for Non-Statisticians

DEC 19 | Helping Patients with Substance Use Disorders and Pain

2/28/2012
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