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2012:

Mourning becomes electric: Tech changes the way we grieve

http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-
mourning/55268806/17?sf4452458=1







- - aF ¥
L |

B OREGON
DEL - X Mational Hospice and Palliative Care
.'NDRTE o Organization

a0 Intro to Onelegacy:

[l O S Mopoc '

HUMBOLOT yyry /

' _ SHASTA

y LASSEN |
TEHAMA

MENDOCING ™
" GLENT

W * One of 4 Californian

SONOMB-. | % i NEVAR

L NAPAYOLORY T PLACER Y O P O
A .. EL DORADG s

MATED 3. ~CnQUIRS
Uy |sanTa SYANISLANS
L AR 3 3

OLUMNE, NEVEDA () Orga n’ Eye and Tissue

LS e donation organization
N Sl e Serve 21 million people

e (Cover 7 Counties
e LARGEST in the world

AN BERNARDING

RIVERSIDE

( SAM DIEGO :
: IMPERIAL .'

t 1o Seale



Onelegacy’s Mission Statement

“Onelegacy saves and heals lives
through organ, eye and tissue
donation,

‘comforts the families we serve, |

and inspires our communities to
Donate Life.”

ﬂm V OneLegacy saving lives through organ, eye & tissue donation



. 'pproximately 4000 new donors served/year
e 2to 10 family members per family

— up to 40,000 new donor family members
per year

 Follow each family for 3 years min




Donor families in:

Southern California Community - DIVERSE!

Every US state plus Puerto Rico (e.g., Hawaii,
Virginia, NY, Alaska, DC, Texas, lowa,
Michigan)

Some international (Haiti, Bahamas,

Philippines, South America, Europe,
Japan, etc.)




OnelLegacy On-
Line Grief Group
History

Things do not happen in a
vacuum!

- MP hired March 2007 "% *\
- Job Description = N r | .

online grief support
B e
L/ 1]

group?!?1?l
- Former Director
Soub Searching

heard Robin Cowherd
& Healingthespirit.org







Onelegacy Facebook Histor ®

+ Create A Page

MP took Website Design and
MP took DFSC course from Social Media Course from
Josie Flores of Life Alliance
(LAORA) March, 2011 at NAGC’s Symposium-
www.childrengrieve.org)

MP Began to research FB & OPOs June 24 2010

AR e 2 y £ L A - ) i | S,
‘4‘«';‘..:“,' ; ;;f,. £ . - SEELEE é % E ;/ Z : i

‘ P ‘ % -
“"ﬂ"ﬁé %ﬂ/ < %If %f;‘f Crts wntl e

Life Alliance (LAORA) Fan Page WAl RoscParade Float Fan Page October
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Transplant Buddies Fan Page

Feb 6, 2009

March 6, 2009



http://www.comfortzonecamp.org/




Potential Generational Challenges:

Michelle Post LMFT

9hrs- @ M'Dm “;gm
#Selfcare includes laughter... these texts < Messages .. SIDE
between parents and their kids made me
laugh out loud. Take 2 minutes for
#stressmanagement and #laugh What does DK, LY & TTYL
mean?
o
| gotan A In Chem! , &
WTE well donel | don't know, love you, talk
to you later.

Mom, what do you
think WTF means?

OK, | will ask your sister.
Well That's Fantastic.

BRIGHT SIDE

17 hilarious texts between parents
and their kids




OCIAL MEDIA

t how adults use social media, which made us wonder
how teens and adults stack up la use. Teenagers today grew up in a digital waorld,
50 it is no surprise that they are to all things online and technology. Surprisingly,
though, when it comes to early ado mediumes like Pimterrest and Instagram, adults seem to
hawve teens beat, if only slightl of how both teens and adults use social media.

RALL SOCIAL MEDIA
| USAGE

The Pew Research Center rece
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*97% of teens report going online daily

*Nearly 75% of teens have access to a smart
phone

‘The top 3 social media sites used by teens are
Facebook, Instagram, and SnapChat

*A typical teen sends 30 texts per day

Lenhart, 2015
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International
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KEY LEARNING POINTS (2010):

. Key to long term sustainability is being able to edit
the content.

. People already on it; check regularly (500 Mil+)

o Easy to share photos, videos, events, new info

. 2-way+ convo w your database

. Note: person who creates your fan-page, owns
your page, cannot be removed, admins can be

changed.

Website Design and Social Media Course from
at NAGC’s Symposium-

www.childrengrieve.org June, 24, 2010 (Kate)


http://www.comfortzonecamp.org/

O can delete posts/ban users if need to.
. Promote your org & connect fellow fans

. Connect w volunteers and ease family’s
minds

. CZC FB- no posts on threats of hurting self
or others on www.Hellogrief.org for 3 years
AND 1 person posted depressed and
community supported them

* FREEEEEEEEEEEEEEE!!!TITITI

Website Design and Social Media Course from
at NAGC’s Symposium-

www.childrengrieve.org June, 24, 2010 (Kate)


http://www.comfortzonecamp.org/

Benefits of an online grief support group

 Convenient Support easily
accessible

> Can be accessed at any time

> Those who don’t share can
still feel supported

e Reaches more people than traditional
support groups >> Not dependent on transport

Em C Q OneLegacy saving lives through organ, eye & tissue donation m



Online Resource since 2011

Facebook Group for Donor
Families

“OnelLegacy Donor Families”
secret group

Donor Families post 24x7

ﬂm V OneLegacy saving lives through organ, eye & tissue donation m



Michelle Post, LMFT & OnelLegacy/OnelLegacyNews
Facebook Group: 516 People (E & S)
Facebook Fan Page (OL): 3K to 1.5K followers
Facebook Fan Page (MP): 886 followers

MP’s “Psychotherapist Network Group”: 1104

, Twitter (MP): 2617 followers

@ Instagram (MP): 528 followers

Linked M(MP): 1739 connections




¥ Perceived Safe Space:
- Publically announce grief and event
- Ease of Sharing

Publically Memorialize the Death
- Space able to remember, honor or celebrate
- Facebook page of deceased digitally preserved

Support and Validation
- Millennials are “Digital Natives”
- Younger generation mourns where their peers are

Melissa Gillespe CZC 2016, June NAGC Conference




e 24/7 access to peers

* Online memorials bring those
grieving together

e Less calls/texts to the
bereaved while still recognizing
the loss

Melissa Gillespe CZC 2016, June NAGC Conference
T




Potential for deceased to become

“frozen in time”

e Memories pop up on feed when
unexpected

e (Can learn about the death online with
no support

e Potentially inaccurate information

 Expose to cruel or negative feedback

due to anonymity factor

o Y 7
e “Overshare” info
Melissa Gillespe CZC 2016, June NAGC Conference




Hilary Czarda
Donate Life America




e Storytelling

 Tools
e Tactics

Hilary Czarda
Donate Life America




e Visuals

e Strategy

Hilary Czarda
Donate Life America




 The 15t story you need to tell, is
YOURS.

—What story does your organization
want to tell?

—How do you want to tell it?
—Who are you talking to?

Hilary Czarda
Donate Life America




 To know your story and how to tell it, you
need to know:

What is your social media personality?

Hilary Czarda
Donate Life America




Personality

 Who you are on your social media channels
should match your organization’s culture and
mission/values in life.

— a feisty advocacy organization? Tweets/posts
should be feisty & fierce.

— Innovative medical organization? Be innovative
and cool.

— Work with grief/Hospice families? Be kind and
compassionate.

Hilary Czarda
Donate Life America




Know who you are. e T—

Think about why you are on social media and
who you are talking to.

- Who are your 3 audiences
- What are your 3 reasons to exist on social

Hilary Czarda
Donate Life America




‘Take 3 Minutes Mm®

- Who are your 3 audiences
- What are your 3 reasons to exist on social

Hilary Czarda
Donate Life America
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e Facebook

e Twitter
* |nstagram
e YouTube

e LinkedIn
e Pinterest

Hilary Czarda
Donate Life America




¥ Facebook

e 80% of US is on Facebook

e Age 25-34 is the most common
demographic (30%)

e 5 new profiles are created every second

e Onein5 web page views in the US
occurs on Facebook

e Business pages, easy to manage and
measure

 BIG new focus: Groups

Hilary Czarda
Donate Life America




Twitter

e 500 million tweets every day

e 65 million users in the US

e 1/3 of US teens, 42% 15-17 year olds
e 30% 18-50 year olds; 13% 50-64

e Mobile!

e 140 (280) character limit

 Quick response & engagement, RT

e Build on trending hashtags (e.g., #MondayMotivation,
#WednesdayWisdom)

Hilary Czarda
Donate Life America




700 million users; 77.6M in US

In US, 31% women, 24% men
32% of all internet users are on Instagram

59% of internet users 18-29; 33% 30-49

17% teens say it is most important site (growing)

Posts with at least one hashtag average 12.6%
more engagement. #cool

VIDEO

Hilary Czarda
Donate Life America




Organlzathon

" LinkedIn

- Professional networking
- SME/Innovation
- Leadership

Hilary Czarda
Donate Life America







Mational Hospice and Palliative Care

ZO O m https://support.zoom.us/hc/en-us/articles/2013%2033-
- _ _ _ _ _ Getting-Started-on-PC-and-Mac - .

Z00M rtmmes  we T JOR ARRETING ST A REETING = ,.-

#8'deo ConferREINg and WeblCORfe:crc ng Service

Start without video Start with video

You can:
*Group or private chat (learn more)
*Record your meeting (learn more)
*Manage participants (learn More)
*Mute and unmute your audio
*Select audio options (learn more)
«Stop and start your video

Schedule Join



https://support.zoom.us/hc/en-us/articles/200912909-Getting-Started-With-Group-Messaging
https://support.zoom.us/hc/en-us/articles/201362473-How-do-I-record-a-meeting-
https://support.zoom.us/hc/en-us/articles/201362603-Who-Is-The-Host-Of-The-Meeting-
https://support.zoom.us/hc/en-us/articles/201362663-How-do-I-join-by-teleconferencing-

National Hospice and Palliative Care @
Organlzathon

www.gotomeeting.com

| -

Professional Meetings.
Better Results

and attend web meetings anywhene, any time

Start My Free 30-Day Trial

Mo credit card required.
By chehang St} My Fies 55Dy Toul o ¢ e Teem ofUng e Prvsce Policy
-or-
Buy Now and Sav

M Q%
You can: Connect with anyone, anywhere. On any device.
*Group or private chat

*Record your meeting

Manage patrticipants

*Mute and unmute your audio

«Select audio options

«Stop and start your video




National Hospice and Palliative Care @
Organlzathon

| =
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Hilary Czarda
Donate Life America




— Consistency is key

— Proactive, not just reactive

— Track deadlines/timelines for planned content,
stick to them Ay
&

Hilary Czarda O

Donate Life America




Ta CtiCS BETH ’{Hlﬂ? r-'rmrur @
MEASURING
THE
NETWORKED

NONPROFIT

e Measurement

— 7 basic steps™ - define your:
e Goals
e Audiences
e Benchmarks
e Metrics, get buy in (what does success look like?)
e Time and costs
e Data Collection tools

Collect, analyze and turn into action

*Measuring the Networked Nonprofit — Beth Kanter




Current Participation
e 493 Members

e 24 in Spanish group

5 Aftercare staff are
Administrators & Moderators

e 491
Admins and Moder:
Liliana Quinonez
© Admin
View 3 r po
- Rebec fth
© Adm!
a View 3 nt posts 9 Moasa
o Jen ia ro
4 | OAd © Me
| ., Trac ang
\ O Admin M
essage
, View Nt post e -
Ann lano
©Q Admin
View po: L s
Mi




ﬂ '-!‘ ctics: How to maximize part|C|pat|on

Identity relevant topics to post




ﬁ—;‘ ctics: How to maximize participation




Liliana Quinonez created a private event for the group.
© Admin - Yesterday at 1:25pm

FEE  OnelLegacy Donor Family Aftercare grief support grou...
1 0 Feb 10 - Jun & - 221 5. Figueroa 5t. Los Angeles CA 90012
11 Going - 12 Maybe - 8§ Can't Go

il Like () Comment

@D You and Rebecca Lofthouse Msw

a Write a comment. ..

© @

Mational Hospice and Palliative Care

ctics: How to maximize participation

Anna Arellano Binder
2 Admin - January 24 at 4.35pm

Hello alll The Donate Life Run Walk will be held on Saturday, April 28th.
Team captains of the Donor Family Teams from last year's Run Walk should
be receiving their registration packets soon. They have been mailed out. If
yvou did not participate last year and would like to receive a packet. please let
us know and we can either mail or email a packet to you.

For those of you who have participated, how would you describe your
experience to a family who is thinking about participating for the first time?

|b Like D Comment

DD vou, Margarita Gonzalez, Carolyn Tomas and 25 others
WView 18 more comments

Desiree Tormez Pacheco Can you please send me a packet, we
would like to paricipate. Thank you

Like - Reply - 5d
- ﬁ Rebecca Lofthouse Msw replied - 1 Reply



, Michelle Post E3 recommended Donate Life Rose Parade Float.
© Admin - October 30, 20

Donate Life Rose Parade Float Announcement: As Tracy said earlier, the
shifts are full and we are only taking waiting list names or UPS Float
Decorators now. If you were a family who ALREADY registered to decorate
the float, you will be receiving an email to officially register with our float
company, Paradiso, online BY NOV 10th. If you wish to have button's made
to wear for your decorating shift, you will need to send a photo to Kari by
11/15. Please |ook for that email from Kari Kozuki this week.

THE GIFT OF TIME

[ﬂ} Like () Comment

DO Kari Lynn Lizana, Rebecca Lofthouse Msw and 12 others

View all 4 comments

Ictics: How to maximize participation

Mational Hospice and Palliative Care
ization

r , Michelle Post
© Admin - October 31, 2017

Super inspired about bringing a Family Grief Camp to WHITTER, CA for
Organ, Eye and Tissue donor families. Looking forward to seeing 65+
children, teens and families of OnelLegacy and Comfort Zone Camp this
coming Saturday, 11/4 starting at 11:30am. Just completed leadership call
with CZC staffl My heart is full. 99

il Like () Comment
DO You, Margarita Gonzalez, Carolyn Tomas and 11 others

View all 4 comments



Mational Hospice and Palliative Care
Organlzathon

ctics: How to maximize participation

o Michelle Post created a poll in OneLegacy Donor Families
10 March - [E]

Question of the Day: CLICK ON THE OPTION BELOW.
O S e a u re From a donor family perspective, if your loved one gave corneas that could
not be transplanted but the corneas could be used for research to train
cornea surgeons on how to perform the proceed (which could help 100s of

patients see in the lifetime of the surgeon's career), would you want a

e a S e O r thank you note signed by the surgeons who attended the training and
worked with your loved one's corneas? Even if your loved one did not do...
See more

Yes, this would be meaningful to me (and E +53
e e a C please post a comment about why below .
on the thread)
*  Maybe (explain why below) ﬂ.. +
OL Eye Bank Wet-Lab oo e &
comment below) -
Mo, | would not be interested in this (and

d D I:A C please post a comment about why below)
a l l (D Tami Christopher, Jami George and 8 others 32 Comments

il Like @ Comment




How to maximize participation

Rebecca Lofthouse Msw was live
2 Admin - January 12 at 11:24am

“l also think it is important to keep
providing the live feeds ...For a
society that has not been educated
about grief and loss, when | found
myself "in it" | was very hungry for
information on how to navigate
this traumatic event and OL was
there”

Kari Lizana

37200 - LB .7

Like [ J Comment
|

DL ==z You, Michelle Post and 3 others




Group Topics Live stream views

“Diversity in Grief, How different Cultures
Remember their Loved Ones”

Mational Hospice and Palliative Care

142 views

Organlzathon

ctics: How to maximize participation

“Planning for the Holidays”

86 views: opening
discussion &
45: presentation

“The Gift of Time” Onelegacy 2018 Float
Theme

85 views




g, Michelle Post
K ¢ © Admin - August 27, 2017 - Ladera Heights

If you are needing 24x7 support or concemed about a friend on Facebook or
someone in your home.. (877) TCRISIS, 8777274747

SUICIDE PREVENTION WEEK SEPT

IEDICATIONS

ook and limit.

Fh Towny wha pfinmpt wuicide
bt Dy mode Thas amy
o Ratned

[ﬂj Like (J) Comment

DL Jennie Alicia Axelrod and 3 others




“EVERYBODY HAS A DIFFERENT
STORY TO TELL ON FACEBOOK BUT
ITS ALL ONE MELODY WE ALL
LOST SOMEONE WE LOVE”
CAROL CURTIS

Iﬁ} V OneLegacy saving lives through organ, eye & tissue donation m



IN THE PPT

FOLLOW

\[€

1) TYPES O

- FB

WI

"H DIANE/NHPCO
THE Q&A SLIDE=

PAGES DESCRIBED
2) 13 STEPS FOR STARTING A FB GROUP
3) OTHER ONLINE RESOURCES
4) REFERENCES

(=0
V OneLegacy saving lives through organ, eye & tissue donation m



Questions T

?
? 2 [
It's QUESTION TIME !
\ v

Presented by Michelle A. Post, MA, LMFT
Facebook/Google+: Michelle Post LMFT
Twitter/Instagram: 1HeartHealerLA

www.Michelle-Post.com



g

Become A Fan

1) Fan Pages

Pros:

¢ Tracks stats
s “Like” it = less labor in adding people
\/

** Good for marketing, public education
¢ Fans can add other fans to the page

Cons: .
¢ Lacks control over who joins ﬂb Ll ke

¢ Lacks privacy
¢ Can create space for
DFs and RCs to meet without due process



http://search.aol.com/aol/imageDetails?s_it=imageDetails&q=facebook+fan&img=http://www.allamericanswim.com/images/FacebookFan.png&v_t=na&host=http://www.allamericanswim.com/&width=106&height=113&thumbUrl=http://images-partners-tbn.google.com/images?q=tbn:ANd9GcTJFp0W7sklzzGpHHnCtImWn_mFWfWvu9pBxH9FDYo1djyfNzaylYoTFg:www.allamericanswim.com/images/FacebookFan.png&b=image?s_it=searchbox.imagehome&v_t=na&q=facebook+fan&oreq=0229c805a77b41fdaad9f2364fcf97b2&imgHeight=273&imgWidth=256&imgTitle=a+fan+of+All+American+Swim&imgSize=32537&hostName=www.allamericanswim.com

Types of Facebook Pages

2) Group Pages

Create New Group

Group Manme:

e e e e e e e, e s = A e

National Hospice and Palliative Care

Members: | \pich peaple do wou want to add ko the group?

Privacy: " % 0pen

Organization

Anyone can see the group, who's init, and what members

posk,

" B Closed

Anyone can see the group and who's in ik, Only members

see posts,

{* (D 5ecret

ionly members see the group, wha's in ik, and what members

posk,

-

Cancel




a) Open = Anyone can see the group, who's in it,
and what members post. (Lacks privacy)

b) Closed =Anyone can see the group and who's
in it. Only members see posts.

c) Secret = Only members see the group, who's
in it, and what members pOSt. (The group is invisible and

donor families cannot search for it)




.i,, LifENEt 96 donor families as of June 2012

Saving Lives, Restoring Health “closed” group

Started by donor families
Administrators: 1 staff, 2 DFs

SRTE 92 donor families, as of June 2012
Ilﬁ LIFECENTER

NORTHWEST “closed” group
Saving Lives throwgh Organ Donation

Administrators: 5 Staff Members




2) Group Pages — Decide what kind you want.

b) Closed =Anyone can see the group
and who's in it. Only members see
posts.




+ Create 4 Page

Onelegacy Launch “Closed”
Donor Family Facebook
Group, June 2011

“OnelLegacy Donor Families”
150+ members as of May 2012
Administered — 2 staff

200

20167
400 Members
1 Admin, 5 people post

http://www.facebook.com/groups/206143099419312/?ref=ts



http://www.facebook.com/groups/206143099419312/?ref=ts

I is a place for me to go and share my feelings about my
daughter Sarah with people that have gone through what I
have. [ wouldn’t know what to do without my facebook page.

~ Rosanna [anderos

[ wish this had been here 12 years ago when my mom died. 1
don’t feel like I'm bothering anyone with my sad days! It feels

good sometimes just to write it down and vent!
-Kristine Croddy-Swertfeger

Michelle A Post, MA, LMFT OnelLegacy,



http://www.facebook.com/landerosrosanna
http://www.facebook.com/profile.php?id=609323473
http://www.facebook.com/profile.php?id=609323473
http://www.facebook.com/profile.php?id=609323473

. Research which Organizations (NAGC?
Hospice?) are running FB Fan Pages and Group
Pages or share this presentation with your
organization to establish interest.

2. Create buy in from your organization.
s*Facebook is free
s Staff time = administering, checking,
responding, adding people, document, etc.
E.g., 150+ people ~ 30-45m/day Mon — Fri + co-leader.
s Also IT remove your FB block?




"3. Create a FB Account w/ work email (Ethical
considerations: minimize self-disclosure, dual
relationships)

4. Recruit co-admin.
Note: For groups, if possible w/ licensed mental

health background (LCSW, LMFT, LPCC, etc)

5. Decide what type of page you want (Fan vs.
Group; and Open, Closed, or Secret Group).




6. Develop a process and/or P&P about:
- Who can join
- How to add someone
- Staff coverage
- Tracking disclosure/guideline agreements
- Staff use of Social Media (see 2 examples:
LAORA, LifeLink GA —MP can email you samples)

Michelle A Post, MA, LMFT OnelLegacy,




6. Example Process at Onelegacy:

- Open to all OL DF members & adopted DFs who
live in our DSA (Not a recipient group)

- DF must email 1) name of donor, and 2) name of
the DF (we verify already a part of our DB)

- We email disclosure to participant (Get
permission from APs to add additional DFs)

- Get written reply (& save emails in FB file)

- Note in DF electronic records.

- Staff coverage — 1 person checks daily & replies
when necessary. All admins get emails.




. 6) Process Improvements for
. Broup registration

Y ¥4 21
! | e I'l. w y ]
L i i
A bout cair TheOrden andTissue Ewtra ordinan zupportfor Rezources for Learn Ko
DR eAMIIATION DONATION FROCESE FECFLE DONOH FanILIES i ECIFIENTS Yol oM HELF
Cennecting with 3 e 5 = :
Recipient Daror Farmnii Face

Grief Support
Additonsl Resoarces

e
Lefemany @

Remembancs
Donor kemaorial Cuit

Share Your Siony

Your full name =

E-mai address associsted with your Facebook Account; =

Your phane mumbser *

Donce's full name

Mational Hospice and Palliative Care
Organlzathon



http://www.mycontactform.com/

7. Develop a disclosure/disclaimer/terms
and conditions form and run it by your
legal or QA

(see 3 examples: Life Alliance (LAORA) -
Onelegacy 2

Living Legacy Foundation (LLF)

MP can email to you)




8. Develop a plan for launching and notifying

families

- OL— Newsletter & Aftercare Mailings
- Announced at Aftercare Grief Support

Groups, Ceremonies, Events

- Fan pages
- Volunteer Distribution list
- 15t calls
- Add to all materials/website/emails







facebook

Michelle Post Mt

FAYORITES

[Z] News Feed

i5J Messages 8
E Ewvents [
GROUPS

@ Cnelegacy Donor Families

[£] Comfort Zone Camp ... 7
@ CMELEGACY-Crrgan & Tissu...
22| Pouchotheeapich fet ... 4

@ Branchout
30 MyCalendar - Birthd...
Apps and Games

/Z Pokes

¢

"“ & Michelle Post Mt Home

[=) update Status Add Photo / ¥ideo =5 Ask Question

1: Click Home ~

Wihat's an your mind?

Create Mew Group

Members:

Which people do wou want to add to the group?

Privacy: " 20pen
Arvone can see the group, who's init, and what members
piosk,

" B Closed
Anvone can see the group and wha's in it Only members
see posks,

* ) 5ecret
Cnly members see the group, who's init, and what members
piosk,

2: Click “Create
Group:”

E 3 events this week
'3;-0' 4 MyCalendar - Birthdays requests
20+ other app requests outstanding

Sponsored See

CA Professional Degrees!

Accredited Graduate
Studies in California
Psychalogy, Farensics,
Education, Eusiness &
Lawy

686 people like aliant Mexico City Campus.

Teach Plus
Lowve great keaching?
TEACH Lowve qgreat keachers? L
pl Ej S Teach Plus!

it lasn b Tk
e g L

g Like * 2,655 people like this,

La Playa T¥

Hok beach bodies on LA
PLAYS, a sexy new sho
airing daily on Skellar Th

&= Elvira
Remerr
3od Bl

3: This window pops up, select group name, don’t add
members until ready, but make sure you have a colleague you
can add or it won’t create the group, select “Privacy type” of
group you would like to add, and click “Create”.
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10) Consider adding FAQ, pages
- Aftercare Services and Events
- Disclaimer
- How do | contact My Loved One’s Recipients

- How to request Organ/Tissue update
- What Grieving Children Really Need

I




11) Decide when you respond publically vs. private
message (Ethics/Group Facilitation issues):

- Most often, OL publically. Transparency = key
especially when resolving a posted complaint

- Specific details of a donor case, privately (as
outlined in our disclaimer)

- Clinically urgent matters, both.
T




12) Calendar activity
- Friend people and once a week, announce to group.

- Tag to acknowledge birthdays on Facebook
reminders. Our group is so big now that we do one
a week and mention everyone with bdays.

- a few times a week post a comment, topic,
announcements, new book, quote about grief, or
donation related news whatever they might relate
to. Ask people to comment. (We do it daily now)




12) Continued... Example Topics. Post questions
that will get group talking to one another

Ex., In the beginning, have people tell their story.

d
C

Then, once people keep joining, start a thread for

| parents to post... all siblings... friends...
nildren of parents who died... spouses or

partners...all teens... all middle schoolers... cause
of death... etc.




12) Topics (Continued)

- What emotions have you felt since the person
died and how have you coped?

- What gets you out of bed in the morning and
helped give you energy to try?

- If you could have one more day with the person
who died, what would you do or say?

- What music reminds you of the person who died ?




This weekend is 2 years since David's death. He was
10. It's an emotional time, but we're hanging in
there. Any ideas on how to commemorate the
day? | don't want to sit around moping all day. I'd
prefer to do something uplifting. I'm thinking this
group might have some ideas.

- Make his favorite dinner
- Do something he would have enjoyed
- Volunteer in his memory

- “l will be thinking of you. If you need a friend, | am
here”




Thanks everyone. Here's what we chose...all things
David loved.

- going to his favorite breakfast place.
- make lunches for our homeless here in town.

- Also going to a football game where the league he
used to play for at halftime, they’ll run/walk a lap in
his honor... David was nicknamed "Lionheart" as he
never quit. Should be a nice weekend celebrating a
wonderful boy. May | continue to believe life is a gift
and move forward.




Kristine Croddy-Swertfeger

all btw!! Any suggestions or pictures?
E Uriike - Comment * Unfodow Post

£ You fike this,

Ragquel Lynn Gonzalez I am going to get one eventually, My
daughter loved dragonflies, so I think I am getting a Deagonfiy with
the green organ donor ribbon on the inside of my wrist. Just have to
come up with the design and courage to dajt. LOL

Yesterday at 4:31pm via mobie - Lke * ¢35 1

Kristine Croddy-Swertfeger Thats my problem too! My mom has
been gone for almost 13 years, Its time for me just to do it!

Yesterday at 4:32om via mabie - Like

that will honor my mom as wel. 1 have no tats too.
Like * €51

Yestar ;1 Ay at=: E 1om via Mmook

Ana Nolasco-Subias I ddnt like tattoos at al but T lost 3 famiy
members in harriole ways and now I have 5. On my ankle I got the
crown of thomns and all 3 names in surrounding the crown. From
what I understand dragon fies are things people get ta hanor loved
ones

‘" Alejandro Parajon I've been frying to figure out and plan a design

Yesterday at 4:53pm via mobie * ke *eH 1

Kristine Croddy-Swertfeger Alejandro what have you thought
of getting! Ana are the names big? I have heard about dragon flies
but ive always liked butterfiies and roses,
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12) Topics — Memorial Tattoos!!!

Organlzathon

Do any of you have tattoos in honor of your loved ones? Iwant to get on
on my foot in memory of my mom a butterfly! I dont have any tattoos at

My daughter Jennifer and I have the same grasshopper which represents
my late husband Jody. We each choose a flower that was significant to
us. The tattoo was done on the one-year anniversary of his death. We
were able to have some of his ashes added to the black ink. It is my first

= =] ]

Ha

@y

B OEA #AN

tattoo.

Ana Nolasco-
Yesterday at 5:

Robert Shepa
defjbass defin

couple months &
Yesterday at 5:

Alejandro Pan
thinking the sup
out her initials o
donate life writi
Yesterday at 5:

Maria Dolbin |
my stepdaughte
23 hours ago 1
Mikki Richardi
and his name fo
was always the
different places
23 hours ago 1
Mikki Richardi
23 hours ago - L
Rena Carson Shillings Yes, [ have a crown for Pat and an inital
'v'l'

23 hours ago - Unlike - ¢ 4

Debbie Solis I've got a heart with wings with my son's name and

the year of his birth and death.. On it too, it says, Farever in my
heart.” It was done 4 days after he was buried.. His father and ex

|




Anxiety about other people dying and how
to cope

Sharing about experiences with medication

Anniversary Reactions




Welcoming new group members/General
support

Dealing with finding things in the deceased
belongings

Books, movies, poems, plays and resource
materials




12) Topics/Threads

Keeping the deceased’s cell phone active/listening
to old saved messages

| know that this is probably not good....probably all the experts on death
would say | am wrong BUT it works for me, so why do | have to stop? My
Son was killed over 4 years ago but | still pay his cell phone bill every
month. Why?? So | can still call it and listen to his voice mail message
and also....l keep thinking he will call me. | will not shut off his phone. No
one in my family knows that | am doing this, or if they have called his
number, maybe they know and do not want to upset me so they say
nothing. This is my LifeLine to him, is that so wrong? | feel that my Son
would be saying: "MOM, you are wasting money every month" and he

would do his great laugh and | would smile :-)
Joan Ahern



http://www.facebook.com/profile.php?id=692446202

="
) Remember to say “Thanks”
e Click “like” to support people for sharing

e Share good comments with colleagues as
a thank you for their hard work

e Share group members’ Thank yous with
your Manager/Management team/Board




S
* Back up plan for staff changes?

e Digital fingerprint/will?
e Risk management?
e Reality is it’s happening with or

Without us
“Saved my life” ~ Nikki
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pvww.HealGrief.org
“www.WhatsYourGrief.com

e www.ChildrenGrieve.org (NAGC)

e www.ADEC.org — therapist look up

e www.ModernLoss.com

e www.SolaceClub.com — bereavement gifts instead of flowers
e http://www.deathreferencedesk.org/

e www.OpenToHope.com

e www.GriefNet.org — subscription listserves
e www.DyingMatters.org

e www.childbereavementuk.org

e www.Death Café.com

e www.Griefincommon.com (like match.com without dating
component)
e https://optionb.org/ - groups online



http://www.whatsyourgrief.com/
http://www.whatsyourgrief.com/
http://www.childrengrieve.org/
http://www.adec.org/
http://www.modernloss.com/
http://www.solaceclub.com/
http://www.deathreferencedesk.org/
http://www.griefnet.org/
http://www.griefnet.org/
http://www.dyingmatters.org/
http://www.childbereavementuk.org/
http://www.childrengrieve.org/
http://www.griefincommon.com/
https://optionb.org/

Mational Hospice and Palliative Care
Organlzathon

v should parents, teachers, and counselors react? Retrieved from
http://www.findingdulcinea.com/news/education/2010/march/Grieving-2-0--As-Students-Turn-to-
Facebook-to-Mourn--How-Should-Parents--Teachers-and-Counselors-React-.html

Falconer, K., Sachsenweger, M., Gibson, K., & Norman, H. (2011). Grieving in the internet age. New
Zealand Journal of Psychology, 40(3), 79-88.

Feiler, B. (2016, October). The Art of Condolence. The New York Times. Retrieved from
http://www.nytimes.com/2016/10/02/style/how-to-express-sympathy.html|?mwrsm=Email

Frost, M. (2014). The grief grapevine: Facebook memorial pages and adolescent bereavement.
Australian Journal of Guidance and Counselling, 24(2), 256-265.

Gillespie, M. (2016). Social Grief: How Teens are Using Social Media to Talk About Grief [PowerPoint
slides]. Retrieved from www.ChildrenGrieve.org.

Hortobagyi, M (2007). Slain students’ pages to stay on Facebook. USA Today. Retrieved from
http://www.usatoday.com/news/nation/2007-05-08-facebook-vatech_N.htm

**Hoy, W. G. (2016). Bereavement Groups and the Role of Social Support: Integrating theory,
research, and practice. Routledge. New York, NY.



http://www.nytimes.com/2016/10/02/style/how-to-express-sympathy.html?mwrsm=Email

Mational Hospice and Palliative Care
Organlzathon

James, L. (2014). Continuing bonds in a virtual world: The use of Facebook in adolescent
grief. Retrieved from UMI Dissertation Publishing. (UMI 3635630).

Lenhart, A. (2015, April 9). Teens, social media & technology overview 2015. Retrieved
from http://www.pewinternet.org/2015/04/09/teens-social-media-technology-2015

Moore, J. (2011). Facebook and the new face of grieving. The Denver Post. Retrieved from
http://www.denverpost.com/lifestyles/ci 18406452.

Petrecca, L. (2012, May). Mourning becomes electric: Tech changes the way we grieve.
USA Today. Retrieved from
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-
ourning/55268806/1?sf4452458=1

**Sofka, C., Noppe Cupit, I., Gilbert, K. (2012). Dying, Death, and Grief in an Online
Universe: For Counselors and Educators. New York, NY: Springer Publishing.



http://www.pewinternet.org/2015/04/09/teens-social-media-technology-2015
http://www.denverpost.com/lifestyles/ci_18406452
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-ourning/55268806/1?sf4452458=1
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-ourning/55268806/1?sf4452458=1
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-ourning/55268806/1?sf4452458=1
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-ourning/55268806/1?sf4452458=1
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-ourning/55268806/1?sf4452458=1
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-ourning/55268806/1?sf4452458=1
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-ourning/55268806/1?sf4452458=1
http://www.usatoday.com/money/industries/technology/story/2012-05-07/digital-ourning/55268806/1?sf4452458=1

P P [

It's QUESTION TIME!!
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