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My SM Story

Rab Razzak @rabrazzak - 14 Dec 2014 v
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Pal Care Is Primed For Success

» Population we serve
» Promise to improve our healthcare system

» Meets triple aim- quality, cost and
experience of care



Challenges

> Relatively new fielo

» Confusion about what pal care Is

> Number in workforce



Extra Extra, Read All About It

THIRTEENTH EDITION
19th Edition

HARRISON'S SHARRISON'S

PRINCIPLES oF°F

PRINCIPLES INTERNAL
OF I\/IEDICINE

INTERNAL

S M

.gf‘ B

: Qf tvctt.'
G['ijGVzt
Ltﬁ

MEDICINE 47 ...

Isselbacher X FAUCI
Braunwald o R g HAUSER
WIS(X\ ; e ;
Martin

Fauci

Kasper

Voo

The NEW ENGLAND
JOURNAL of MEDICINE

7 capcs::..




v VvV VY V V VY

How we learn/teach now

Lectures

Journals
Experiential
Web-based

Social media forums

Books
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Socilal Media Forums
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Twitter

Rapid, scan-friendly content
140 characters or less

Hyperlinks, photos (up to 4) or videos (up to 30
secs) can be attached

Hyperlinks are attached as 23 characters

Automatically detects geographical location
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Twitter

> Atweet Is a post on Twitter

> Aretweet is a re-post of someone else’s post

Ul

Compose new Tweet X
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140
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Twitter

> Polls

Compose new Tweet

What's your favorite social network? #smm

Twitter
Facebook
Instagram

Pinterest

| I h Days|7 v | Hours 0 v | Min | O

G 9 @ ©

12

v

Remove poll
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Twitter

» Hashtags (#) - allow topics to be categorized
>#HPM
»#PalliativeCare
»#PalCare

»Note, please avoid PC or PallCare

cq c Center to
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Twitter - Collaboration

r Torrie Fields @TorrieKFields - 2m v
T3: In the last week I've talked to 6 caregivers, all saying they just wish they

could get a manicure..clinic-salon partnerships? #hpm

“ 1 93 2 95 ¥
renée berry !
@rfberry Folomg

Replying to @TorrieKFields

| LOVE this and it makes so much sense. |
would be obsessed with a hospice organizing
something like this!l #hpm

i Mo & e

9:59 PM - 31 May 2017

* 1 3 L v P

. Tweet your reply
' Torrie Fields @TorrieKFields - 1m
8 Replying to @rfberry

Let's do it #hpm

=3

S 3 P > ] Cq pc
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Twitter - Advocacy

Kathy Zwarick, PhD @kzwarick - Jul 28 v
' Coalition tactics: @AAHPM And #pcheta used social media to ask coalition mbrs

to tweet Congressional leaders. 8M impressions! #AAMSEL7

2017 Virtual Lobby Day
* We asked members to tweet the House Energy & Commerce
Committee leaders and ask for a markup, and use the AAHPM
Legislative Action Center to send emails.
~ Over 8 million impressions on Twitter by nearly 800 participants
- Over 200 individual activities on LAC
~ Added nearly 20 cosponsors

G lhpﬂb

Q (] Q 3 &

Alzheimer'sAssnCA-NV @AlzNorCalNorNev - Jul 28 v
2 Palliative care can improve the guality of life 4 those with #ALZ & their caregivers,
@5SenCortezMasto please co-sponsor #PCHETA

Q T 3 (WA &

Nancy Neel @heroofhope2015 - Jul 28 v
@5SenTedCruz we need your help, please sign on to cosponsor #5623 #PCHETA

help make life better for cancer patients .#MakeTodayBetter #ACSCAN

PN A — NN  pr—
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Twitter - Education

Rab Razzak @rabrazzak - Apr 11 v

’ #PalCareTip of the week: In challenging #conversations when people want a
#miracle, use #AMEN protocol. #hpm ascopubs.org/doi/abs/10.120...

Q {18 Q il

Rab Razzak @rabrazzak - 3 Aug 2016 v
' Replying to @LoriRuder

@drosielle @tsmitl36 #AMEN protocol jop.ascopubs.org/content/early/...

#Affirm

#Meet them where they r

#Education
#FNoMatterWhat

#HPM

3 g 1 QO 1 il
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Twitter - Education

T3 Dr. Amy Davis Retweeted

Eduardo Bruera, MD @edubru - Aug 3 v
Dexamethasone 4mg bid better than placebo for cancer fatigue at day 8 and 15
l.usa.gov/1cVWLRm #hpm

O 1 10 18 O 24 ™M

Christian Sinclair @ctsinclair - Aug 8 v
Leng-term persistent pain associated with long-term cognitive decline #hpm

Jjamanetwork.com/journals/jamai...

LA | Unadjusted mode! B Fully-adjusted model

10 T 10
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Journals and Impact Factor

» High journal impact
factor = highly
Influential

> Number of times articl
IS cited
> NEJM- 54.42

18

Jennifer Gabbard and 45 others follow

Symplur @symplur - Jul 25

Pediatric

The effect of social media (#50Me) on journal impact factor and parental
awareness in paediatric urology hcsm.io/2pQLIVE #he

Articles & owes - Far Aathors < Journal inte - Wedia - Mulimedla - CEVL  Sebsiribe  Sacety infmation

Ance Articies in Press

CIOT——

The effect of social media (#SoMe) on journal
impact factor and parental awareness in paediatric
urology

e
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Twitter — The Best

» Great analytics
» Can Interact with anyone
> News spreads fast

» Promotion and marketing

C q C Center to
Advance
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Twitter- Sample Page

Tweets Following Followers Likes Lists Moments
/ 4,365 1,156 1,197 4,004 1 0 =

Tweets  Tweets & replies  Media Your Tweet activity
Rab Razzak
@rabrazzak 13 You Retweeted Your Tweets earned 1,983 impressions
- Peter Pronovost @PeterPronovost - 18h v over the last week
Palliative care daczisskbros a Beyond patient education and med rec, we should seek more robust
@HopkinsMedicine & @JHUNursing,

#patientengagement strategies for medication safety ow.ly/emry30ecawl
health care advocate & amateur

comedian. Views are my own. RT # Ladder of Patient and Family Engagement
endorsement. and o Aug 10 Aug16
parh Susart v Gttt ot o e haekbcmr B
© Baltimore, Maryland 5 Integrate P ana Ry oo amiant oo ok o et View your top Tweets
hoalthcars.
Joined June 2009
Partnors wih pasents
thewr care. Patients are evohed i decaion makng. Patient nput
[ 279 Photos and videos i Partner g Patenss mavagn et s, ot s Who to follow . rerech - view 21

GRS IV DN, GO, DA ) LS OF DA R AT
ot 0 AOCHONIC MO rCOrs (Nvvae ovent reponing.
pationt repcried oufcomes): use tansiton coaches

Anna Dauer @DzauerHPM
MD:I:;:BMMIDMM . ‘ /m
3 Empower o8 Folete k\

PIOGraMS Suikd COMMUCANON SAMS 30 HECUSE MO M
pharmacist
2 Inform about E it " 9 oa questons
E . Rebecca Gagne @Rebecca...
Provides patients with information about medications. Pasents
‘ |"'°m .b°4" "“""ca" are mformed of haalih care but Aot about ways 10 bacome more @
imwvolved

Degrees of Engaging

Neaith care leam. Pabants are informiad about thesr Nealth case Follow
weh Clcsons s eor prevention

- J Kalweit Schmeling @Dr...
Encourages patents 10 @nQage and COMMUNCAe win o I
L 4 0.0 Pationts are given Nandouts. B0k, COMPUIOT DROGrams:
oot comunCtng
g Paberts arw givwn humdouts. bookiets, computer programy.
SOl MEBOSHONS

Q m 36 9 w7 =

22 Find people you know

Rab Razzak @rabrazzak - 2h v

Replying to @RebeccaAslakson

Trends for you . crange
Congrats! So proud of you! Well deserved. #HPM Rockstar!

capcs:
Advance
20 Palliative Care



21

Twitter - Analytics

3 Analytics Home Tweets Audiences

Events

More v

Rab Razzak v ' v Sign up for Twitter Ads

Rab Razzak @rabrazzak

28 day summary with change over previous period

Tweets

8 v77.8%

Tweet impressions

6,192 463.1%

Aug 2017 - 15 days so far...

Mentions

4 184.0%

Profile visits

361 425.3%

°

TWEET HIGHLIGHTS
Top Tweet eamed 1,100 impressions

Expert Call: What's next for the #ACA with
@ASIlavitt @haroldpollack via
@Drsforamerica #ProtectOurCare
docs.google.com/forms/d/1g82kC...

B2 92
| View Tweet activity \ View all Tweet activity

Top Follower foliowed by 25 5K people

e A~ R t] 2] )

e

@_mindawilson FOLLOWS YOU

Corporate Attorney & Affordable Healthcare Advocate |
@bizjournals "2017 Woman of Influence" | Author of

Top mention earmed 17 engagements
April

Fal el @mrs_amait2 - Aug 10

=

@DrSriram @kidoctr @namd4kids
@Dr_ScottK @dmarie208
@SeattleMamaDoc @DrJaimeFriedman
@yayayarndiva @freckledpedidoc
@rabrazzak @CongressmanRaja Why are
vaccines treated differently than any other
medication©

View Tweet

Top media Tweet eamed 479 impressions

Welcome @DraCruzOliver to
@HopkinsMedicine @Hopkins_GIM
#PalliativeCare Our newest faculty
member! #hpm
pic.twitter.com/V80d0aaTrW

Page updated daily

Followers

1,196 223

Get your Tweets in front of
more people

Promoted Tweets and content open up your
reach on Twitter to more people.

Get started

AUG 2017 SUMMARY

Tweets Tweet impressions

4 3.3117
2f0é96\l!3! S v39n 10Ns
19%/ iollowers

Center to
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Twitter - Analytics

Seven Myths
- it Palliatn

| don't want ey patient 1o lose hope 10 | don't want
my patart to see palative care {(PC)
Paciencs who recaive paliative care mamcain hope
and hape increases. There are no studes thas
Show passeres bave less hope. Hope i the samne o

| greater. Hope o reframed.
Searcr ) Pakar Med 2o g Showc alinss 1wy 2y
My pedistric patient i 1O0 young for PC

PC can be provded for sory matient weh secsoos
Hireass 3t any age and a2 sy stage and can Se
Provised with Cur Mive hersgies

Sewrie www cHBC WP

:l‘.-'lw-u-ymnbmWw

| Ao

|w“um-in-hnm
care s =

Emtﬂ«‘m“nm

| Hempvees o wl Loccet 3o 2309-elT

_Myth  Pallative cire is end of Ife care

End of e is 2 small pert of PC Paligtive care deais
wizh an srray of patiaras with varicus Symptonns.

Truth winich we 36m 10 becter comrol and help figure cut
the patient’s prefermnces Sor care
Sewrce wmw copc orp

yen 1 don’s want sl care 1o stop for my patent. 1o they
Cannon receive hospice T

Pationts on hosgice get COOrdnated care By & group
e
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Impact Is Measurable

Tweet activity X
Impressions 17,807
Rab Razzak @rabrazzak
7 Myth about #PalliativeCare #BetterCare
#hpm @HopkinsMedicine @JHUNursing Total engagements 1,162
@HopkinsMedNews _ 645
pic twitter.com/kHrfhipbAw Media engagements
Detail expands 142
Retweets 134
Reach a bigger audience Likes 120
W  Get more engagements by promoting this Tweet!
Link clicks 61
Get started Profile clicks 30
Hashtag clicks 6
Replies 3
Follows 1

vance
23 Palliative Care



Facebook - Groups

Treating Cancer:
Hope v. Hype

@ Public Group

Discussion
Members
Events

Photos

Shortcuts

@ Treating Cancer: Hope ...

& UPW New York 2017

20+

¢, Stand with Murthy - Viv...

¥ Slow Medicine

20+

& Life & Wealth Mastery F...

& March for Science

@ Physicians Against ...

& Date With Destiny FI...

24

8 Liz Szabo shared a link
1.. August 7 at 3:14pm

Ira Byock lists several examples of unnecessary treatment that increase
pain, suffering (and cost). One example is providing multiple doses of
palliative radiation for painful bone mets, even though one dose is just as
effective. Why do doctors overtreat and overtest?

Photoshop and Lightroom Z
s + Join
20/ UU3 membpers
English (US) - Espafiol - Portugués (Brasil) 5
Francais (France) - Deutsch
Terms - Advertising - Ad Choices [>

AR\

Why do we pay for bad health care?

With end-of-life care, second opinions or prior authorization for high-risk procedures
could help prevent useless and perhaps harmful interventions.

STATH AIS AR

Wo LUM

m

§8 Comment A Share

Center to
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Facebook Professional Page

Center to Advance Palliative Care (CAPC) Q

ol Liked v | X\ Following v =+ Create Fundraiser

ﬁ Center to Advance Palliative Care (CAPC)

August 14 at 2:53pm - @

Palliative care champions should be aware of the pressing issues facing
our health-care system today, and be prepared to discuss how we can
help decision-makers achieve their goals by improving care for those
with serious iliness.

Center to Advance The National Academy of Medicine (NAM) has long been committed to
S improving the care of serious iliness. Revisit this blog post by Marian
I(D(?:I;g\;e Care Grant regarding the NAM Vital Directions Initiative. hitp://bit.ly/2toQr4W
@CAPCpalliative =.
capc
Home . "To be effective palliative care

champions, clinicians and other

) stakeholders must understand

Events . how palliative care fits into the
priorities of policymakers and

About

Photos : : i
influential organizations.”

Community

Reviews By Marian Grant, DNP, ACNP-BC, ACHPN, FPCN, RN, Health Policy Consultant

FEEE Palliative Care Can Contribute to the National
Academy of Medicine’s Vital Directions Policy

reate a e b o
= Initiative

PALLIATIVEINPRACTICE.ORG

e Like #8 Comment
O

2 shares

ﬁ Center to Advance Palliative Care (CAPC)

A Share

Write a comment

@ @
& © @, |_~__u‘)

August 11 at 2:40pm - @

Use #CAPCSeminar17 to share your thoughts, insights and feedback
from this year's CAPC National Seminar 2017 on social media. Join us
this November in Phoenix at National Seminar 2017 _Reaister todav-

Send Messag

Nonprofit Organization in New York, New
York

5.0 %k kkk

Community Ses All
2% Invite your friends to like this Page

i 6,433 people like this

N\ 6,243 people foliow this

2L Megan Sipe-Mooney and 25 other friends like
this or have visited

“led 401

About See All
L +1212-201-2670

@ Send Message

@ www.capc.org

3 Nonprofit Organization - Medical & Health

Pages liked by this Page >

The American Geriatri... & Like

(N[Z|p]»] National Healthcare D... & Like

GeriPal GeriPal ol Like

English (US) - Espafiol - Portugués (Brasif) +
Francais (France) - Deutsch

Privacy - Terms - Advertising - Ad Choices [>
Cookies - More ~
Facebook © 2017

Center to
Advance
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Instagram

£9% aahpm
&{? Phoenix Convention... Following

e

aahpm Paul Bennet, Shoshana Berger, and BJ
Miller discuss redesigning the end of life
#hpml7

O Q

29 likes

cq C Center to
Advance
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Instagram - Advocac

Ny
Rt Segenay
Wa

nhpco .
Capitol Hill Folowing

nhpco Over 230 hospice advocates are in
Washington, D.C., for the Hospice Action
Network Advocacy Intensive to tell their
stories on Capitol Hill. We thank them for their
commitment to our community and to their
patients and families. #grassrootsadvocacy
#hpm #hospice #palliativecare #endoflifecare
#dc #capitolhill

lovefromatx Thank you for your hard work!!!
Yes!!

O Q

44 likes

capc
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YouTube

The Center to Advance Palliative Care (CAPC) is the nation's leading resource fc’ palliative care
development and growth. As a national, member-based organization, we provide hospitals, health

Featured Videos

Palliative Care Nurse Leadership: Community-Based Palliative Care Communicating with Frontline Goals of Care: Explaining Scaling Communication Skills
Have the Passion Needs Assessment: Step One Chmc;ans Encounter Codes Part 1 Training Part 1

( liative

+ 6 months ago

liative

oo

+ 6 months ago 27 vie + 6 months ago

Popular uploads

The Human Connection of Improving Palliative Care Across  Palliative Care — The "Aha" What is Palliative Care Working with Referring
Palliative Care Ten Steps for... the System Moment 238 Physrcsans "Walk in thelr shoes”
= i 3 ews s 3,102 views - 9 years ago .

Managing Growth

Paliiative care experts offer advice on how to deal with programmatic growing pains

.m |

Tips for Managing Growth: Find a Tips for Managing Growth Team Tips for Managing Growth: Tips for Managing Growth: Self Tips for Managing Growth: Put
Balance Wellness Educate Others in Palliative Car.. Care the Patient First
/ CAPC c lia

capc
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Y(]ll Tul]e ted talks palliative care

Home

My channel

e Q2

Trending
Subscriptions

Get YouTube Red

0 o

E® Get YouTube TV

_IBRARY
X History
© Watch later

Favorites

1§ Liked videos

SUBSCRIPTIONS

One Islam Produ... 1
Rob O'Reilly 1
Cutie Marxist

Influencive

o HERE

Browse channels

¥ YouTube Movies

What really matters at the end of life | BJ Miller

ED
s

Palliative Care, a Different Voice in Healthcare:
Timothy lhrig at TEDxDesMoines
TE

cc

Telemedicine - making palliative care better | Trina
Diner | TEDxThunderBay

TE

| See Dead People: Dreams and Visions of the
Dying | Dr. Christopher Kerr | TEDxBuffalo

TEDx Talks

How to Talk End-of-Life Care with a Dying Patient -
Atul Gawande
o

cticing su

Center to
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Podcasts

GeriPal PodcCasts Wills SOUNDCLOUD
Vicki Jackson and David Ryan: Living with Cancer @ (O share

GeriPal

Cara

Garbm

CarWel

Carvul

Carbu

S

PODCAST
[
&
> 214

GeriPal PodCasts - Vicki Jackson and David Ryan: Living with Cancer dfpe View track p 215
GeriPal PodCasts - The Battle For veterans' Healthcare: An Interview with Suzanne Gordon P 465
GeriPal PodCasts - Optimizing Aging Collaborative: An Interview with Anna Chodos P 445
GeriPal PodCasts - Life After the Diagnosis: A Podcast with Steve Pantilat P 611

GeriPal PodCasts - Making Friends with the Enemies of the People: an Interview with NY Times Reporter P...  p 499
GeriPal PodCasts - How to Recommend to Stop Cancer Screening: An Interview with Nancy Shoenborn P 430

GeriPal PodCasts - vanessa Grubbs on Hundreds of Interiaced Fingers p 491

Center to
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Palliative in Practice

A CAPC blog discussing pertinent issues across the full spectrum of palliative care

ALLIME

2 A HOSPICE & PALLIATIVE MEDICINE BLOG =<2

The Palliative Pulse
Home About Contribute Disclaimer Privacy

All Contributors Post Type Symptoms Setting

Home > The Palliative Pulse

Should Clinicians Be More (or Less) Politically Active? The Pq"iqtive PUIse, July 2017

Subscribe to Pallimed
- by Christian Sinclair Politics and

T healthcare are occupying much
T o ’
of the news cycle this summer with all of =
m c a t N A Pallimed
p the discussions around the possible repeal 16,243 fikes.
> of the Affordable Care Act (AKA p .. . . . .
July 26, 2017 Host: Obamacare). On one hand it can viewed as ; PART 2: Ways to Overcome Implicit Bias in Palliative Care
Dr. Christian Sincl : i v
: @:;::Im:ﬂc - gqnh:tbz(zi ;enzllzr;l';/av:g::!notfst&et:rama | B3 Like Page o In Part 2 of our interview with Dr. Kim Curseen, we discuss ways to overcome various types of
Should Clinicians Be Politically Active? i biases, and the methods she employs in order to reduce the harmful consequences of
passionate opposition. Late-night TV hosts i ploy: q

— 24 friends like this

WEDNESDAY. NIGHTS help turn the drama into satire and give =1
6P PT /9P ET everyone a good laugh and some g

unconscious bias for patients and families. read more

P = entertainment. Yet it is important to see that
HPMCHAT.ORG - @HPMCHAT
this will greatly impact the care of the . . . . .
patients we see every day. To be... Spotlight on Pediatric Palliative Care: National Landscape of
7 Wednesday, July 26, 2017 by Christian Sinclair Hospltul-Bused Progrqmsl 2015'16

In this post, Maggie Rogers, MPH, and Rebecca Kirch, JD, provide key findings on 52 hospital-
Choice: The Hidden Curriculum in Palliative Care P Pallimed based pediatric palliative care programs that participated in the National Palliative Care

By Paul Carr Thank you to Dr. Naheed Dosani and the G+ Follow

excellent team at William Osler Health Centre for

inspiring this post. What three words describe the essence of

paliiative care for you? When | asked my friends, family, and : Palliative Care Program Spotlight: Improving the Referral Process
colleagues, the most common answers are: pain management, P Hiolomer | with Grqdy Health systems

personal and spiritual support, and end of life planning....

Registry™ in 2015/2016. read more

% Monday, July 17, 2017 by Pallimed Editor
PEOPLE RECENT POPULAR

Recent Comments
Palliative Care & CHF: PAL-HF trial 4TimesAYear
"haloperidol and risperidone
The main results of PAL-HF - a randomized, controlled ™ (HIR from now on) worsened
trial of specialty palliative care team involvement in delirium in 'palliative care patients,' and

were associated with higher mortality,
compared to placebo.” Good heavens, |

capcs:
Advance
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advanced heart failure patients - have just been published in
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Soclal Media for Education

ORIGINAL STUDY

A Call for New Communication Channels for
Gynecological Oncology Trainees: A Survey on Social
Media Use and Educational Needs by the European
Network of Young Gynecological Oncologists
Kamil Zalewski, MD,*} Kristina Lindemann, MD, PhD,3§/{ Michael J. Halaska, MD, PhD,9#
Ignacio Zapardiel, MD, PhD,** Rene Laky, MD, 11 Elisabeth Chereau, MD, PhD,ii

David Lindquist, MD, PhD,§§ Stephan Polterauer, MD, PhD.Jff Viadislay Sukhin, MD, PhD,§Y##
and Polat Dursun, MD, PhDY§##

Objective: The aim of the study was to assess patterns in the use of social media (SM)
platforms and to identify the training needs among European gynecologic oncology trainees.
Methods: In 2014, a web-based survey was sent to 633 trainees from the European
Network of Young Gynaecological Oncologists (ENYGO) database. The 14-item ques-
tionnaire (partially using a 1- to S-point Likert scale) assessed respondents’ use of SM and
preference for workshop content and organization. Descriptive analysis was used to describe
the mean scores reported for different items, and the internal reliability of the questionnaire
was assessed by Cronbach ce.

Results: In total, 170 ENY GO members (27%) responded to the survey. Of those, 91% said
that they use SM platforms, mostly for private purposes. Twenty-three percent used SM pro-
fessionally and 43% indicated that they would consider SM to be a clinical discussion forum.
The respondents said that they would like updates on conferences and professional activities to
be shared on SM platforms. Complication management, surgical anatomy, and state of the art
in gynecologic oncology were identified as preferred workshops topics. The most frequently
indicated hands-on workshops were laparoscopic techniques and surgical anatomy. Consul-
tants attached a higher level of importance to palliative care education and communication
training than trainees. The mean duration of the workshop preferred was 2 days.
Conclusions: This report highlights the significance of ENYGO trainees’ attachment to
SM platforms. Most respondents expect ENYGO to use these online channels for promoting

educational activities and other updates. Using SM for clinical discussion will require Center to
‘ q ‘ Advance
Palliative Care
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Soclal Media for Research

OPEN ACCESS

"Marie Curie Palliative Care
Research Centre, Institute of
Cancer and Genetics,
Cardiff University School of
Medicine, Cardiff, UK
?School of Healthcare Sciences,
of Biomedical and Life
Sciences, Cardiff, UK
*Community Palliative Care
Services Team, Ty Hafan,
Vale of Glamorgan, UK
“Palliative Care Department,
Velindre Cancer Centre,
Cardiff, UK

Curie Palliative Care Research
Centre, Institute of Cancer and
Genetics, Cardiff University,
School of Medicine, Neuadd
Meirionnydd, Heath Park,
Cardiff, CF14 4YS, UK;
nelsonad@cardiff.ac uk
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To cite: Hopewell-Kelly N,
Baillie J, Sivell S, et al. BM/
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Palliative care research centre’s
move into social media: constructing
a framework for ethical research,

a consensus paper

Noreen Hopewell-Kelly," Jessica Baillie,” Stephanie Sivell, Emily Harrop,'
Anna Bowyer,? Sophia Taylor,! Kristen Thomas,! Alisha Newman,'
Hayley Prout,’ Anthony Byrne,' Mark Taubert,” Annmarie Nelson'

ABSTRACT

Background Sodal media (SM) have altered the
way we live and, for many, the way we die. The
information available on even the rarest conditions
is vast. Free from restrictions of mobility, time and
distance, SM provides a space for people to share
experiences of illness, death and dying, and
potentially benefit from the emotional and
practical support of others n similar positions.

The communications that take place in these
spaces also create large amounts of ‘data’ which,
for any research centre, cannot be ignored.
However, for a palliative care research centre the
use of this "data’ comes with spedfic ethical
dilemmas.

Methods This paper details the process that we,
as a research, went through in constructing a set
of ethical guidelines by which to work. This
involved conducting two consensus days; one with
researchers from within the centre, and one with
the inclusion of external researchers with a specific
interest in SM.

Results The primary themes that emerged from
the consensus meetings includes; SM as a public or
private space; the status of open and dosed groups;
the use of historical data; recruiting participants and
obtaining informed consent and problems of
anonymity associated with dissemination.
Concdlusions These are the themes that this paper
will focus on prior to setting out the guidelines that
we subsequently constructed.

INTRODUCTION

The online world is alive with the topics
of illness, dying and death' ? and for a
palliative care research centre this wealth
of communication has implications for
research practices. In a recent paper
‘Using social media in supportive and pal-
liative care research’,? its authors present

a dertailed overview of how social media
(SM) have evolved as a tool for research
within the field of palliative care, but
stops short of making any recommenda-
tions with regard to ethical and moral
stances. It concludes with a call for ethical
guidelines to be constructed for the use of
SM. This paper details the processes that
we followed when initiating the construc-
tion of our own set of ethical guidelines.

BACKGROUND
SM can be defined as any ‘web-based
applications that allow people to create
and exchange content’.? In this sense, SM
can be understood to include blogs,
microblogs, internet forums and social
networking sites.” The benefits of SM as
a research tool are potentally vast and
very tempting; they enable the opportun-
ity to cross spatial and time barriers that
exist in traditional research, they afford
direct access to potential research partici-
pants, and provide a means of accessing
vast amounts of data, quickly and effi-
ciently. As an academic unit attached to a
clinical trials unit, our research centre is
committed to mixed methods research,
and it has become clear that SM are an
area of research rich with potential, but
one which is also laden with ethical and
practical challenges. Whereas guidance
on the use of SM has been issued for
healthcare proft:ssi«:mals."_6 which takes a
view of SM as ‘new circumstances in
which established principles apply’,” no
clear guidance currently exists for
researchers interested in using SM.
Recent papers exploring the use of SM
in supportive and palliative care have
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Abstract

BACKGROUND: Social media describes technological applications which are used to exchange information in a virtual environment. The use
of social media is increasing, in professional and social contexts, on a variety of platforms such as Twitter; however, the scope and breadth of
its use to discuss end-of-life care has not previously been reporied.

AIMS: To determine the frequency, sentiment and trend of Twitter 'tweets' containing palliative care-related identifiers (hashtags) and/or
phrases sent by users over a 2-year period.

METHODS: A 2-year retrospective analysis of Twitter posts (tweets), between the 1 August 2011 to 31 July 2013, using a social media
analytics tool: TopsyPro. Thirteen search terms were identified and analysed for tweet volume, frequency, sentiment and acceleration.

RESULTS: A total of 683.5K tweets containing a combination of 13 palliative care terms were analysed. The tweet volume for all terms
increased by 62.3% between 2011-2012 (262.5K) and 2012-2013 (421K). The most popular terms include ‘end-of-life’ (210K), #hpm (114K)
and 'palliative care' (93.8K). Sentiment was high with 83% of tweets rated more positive than all other tweets sent on Twitter during this
period. The term 'Liverpool Care Pathway' experienced the highest percentage increase in tweets (55% increase) reaching a peak in July
2013.

CONCLUSIONS: A lot of discussion about palliative care is taking place on Twitter, and the majority of this is positive. Social media presents
a novel opportunity for engagement and ongoing dialogue with public and professional groups.

Palliative Care
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How-To Guide

> Purpose
» Audience
> Content
» Channel

Center to
Advance
Palliative Care



vV VYV VY VY Y VY VY

38

Content

Photo or sign

Name/handle

Brief bio- title, interests

Link to your page

Examples of your work, articles
Brief comment on the link
Schedule tweets
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> Follow

> lag

» Hashtag

» Engage

» Generosity
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Grow
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Caution

> Time
» Company
> Notifications

» Being overwhelmed
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Questions and Comments?

Please type your guestion into the questions pane
on your webinar control panel.

[Enter a question for staff]

@rabrazzak B
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