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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/55268806/1?sf4452458=1 

Where does this title come from? 
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Intro to OneLegacy: 

• One of 4 Californian 
OPOs  

• Organ, Eye and Tissue 
donation organization 

• Serve 21 million people  
• Cover 7 Counties 
• LARGEST in the world 

 
 



“OneLegacy saves and heals lives 
through organ, eye and tissue 

donation, 
 comforts the families we serve,  
and inspires our communities to 

Donate Life.” 

OneLegacy’s Mission Statement 



Introduction to OneLegacy 

• Approximately 4000 new donors served/year 
• 2 to 10 family members per family 

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

• Follow each family for 3 years min 

 
 



Introduction to OneLegacy 

Donor families in: 
Southern California Community - DIVERSE! 
Every US state plus Puerto Rico (e.g., Hawaii, 

Virginia, NY, Alaska, DC, Texas, Iowa, 
Michigan) 

Some international (Haiti, Bahamas, 
Philippines, South America, Europe, 
Japan, etc.) 

 
 



OneLegacy On-
Line Grief Group 

History 
Things do not happen in a 

vacuum! 
 
- MP hired March 2007 
- Job Description = 

online grief support 
group?!?!?! 

 
- Former Director   

heard Robin Cowherd 
& Healingthespirit.org 

 



OneLegacy On-Line Grief Group History 



OneLegacy Facebook History 

Donate Life California Fan Page 
Joined Facebook 
May 15, 2009 

OneLegacy Organ & Tissue 
Donation Group 

April 23, 2009 created by Glenn 
Matsuki (DDC/HD) 

Donate Life Ambassadors Fan Page 
Sept 9, 2009 
RoseParade Float Fan Page October Life Alliance (LAORA) Fan Page 

Joined Facebook 
July 8, 2009 

MP took DFSC course from  
Josie Flores of Life Alliance 

(LAORA) March, 2011 
MP Began to research FB & OPOs 

Donate Life America Fan Page 
March 6, 2009 
Transplant Buddies Fan Page 
Feb 6, 2009 

MP took Website Design and 
Social Media Course from 
www.comfortzonecamp.org 
at NAGC’s Symposium- 
www.childrengrieve.org) 
June, 24, 2010 

http://www.comfortzonecamp.org/




Potential Generational Challenges: 



Michelle A Post, MA, LMFT 
www.Michelle-Post.com 

Age of users 

http://elearninginfographics.com/wp-
content/uploads/How-Adults-and-Teens-Use-
Social-Media-Infographic-550x575.png 

https://s-media-cache-
ak0.pinimg.com/originals/fc/67/1a/fc671a0bd
33aa7417aee5444264c051b.jpg 
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Age of users 

http://elearninginfographics.com/wp-
content/uploads/How-Adults-and-Teens-Use-
Social-Media-Infographic-550x575.png 

https://s-media-cache-
ak0.pinimg.com/originals/fc/67/1a/fc671a0bd
33aa7417aee5444264c051b.jpg 



Teens and Social Media 



National & 
International 



Why did we go with Facebook? 
KEY LEARNING POINTS (2010): 

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

• People already on it; check regularly (500 Mil+) 
•  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 
www.comfortzonecamp.org at NAGC’s Symposium- 

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

http://www.comfortzonecamp.org/


KEY LEARNING POINTS (Cont):  
 

• 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!!!!!!!!! 
Website Design and Social Media Course from 

www.comfortzonecamp.org at NAGC’s Symposium- 
www.childrengrieve.org June, 24, 2010 (Kate) 

http://www.comfortzonecamp.org/


• Convenient Support easily                       
accessible  
 Can be accessed at any time 
 Those who don’t share can                              

still feel supported  
•  Reaches more people than traditional 

support groups >> Not dependent on transport 

Benefits of an online grief support group   



Online Resource since 2011  

Facebook Group for Donor Families 
 

“OneLegacy Donor Families”  
secret group 

Facebook Group for Donor 
Families 

“OneLegacy Donor Families”  
secret group 

Donor Families post 24x7 



Stats: Where are we now? 

Michelle Post, LMFT & OneLegacy/OneLegacyNews 
  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 
 
 
       (MP): 1739 connections 
 
 
 



Why Turn to Social Media 

Melissa Gillespe CZC 2016, June NAGC Conference 

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 



Advantages 

Melissa Gillespe CZC 2016, June NAGC Conference 

• 24/7 access to peers 
• Online memorials bring those 

grieving together 
• Less calls/texts to the 

bereaved while still recognizing 
the loss 



Disadvantages 

Melissa Gillespe CZC 2016, June NAGC Conference 

• Potential for deceased to become 
“frozen in time”  

• Memories pop up on feed when 
unexpected 

• Can learn about the death online with 
no support 

• Potentially inaccurate information 
• Expose to cruel or negative feedback 

due to anonymity factor 
• “Overshare” info 



Digital Voice 

Hilary Czarda 
Donate Life America 



Digital Voice 

• Storytelling 
• Tools 
• Tactics 
 
 

Hilary Czarda 
Donate Life America 



Storytelling 

• Words  
 
• Visuals  
 
• Strategy 

Hilary Czarda 
Donate Life America 



Storytelling 

• The 1st 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 



Storytelling 

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

 

What is your social media personality? 

Hilary Czarda 
Donate Life America 



Storytelling 

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 



Storytelling 

Know who you are.  
 
 
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 

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

Hilary Czarda 
Donate Life America 



Explore Current Data 



Tools 

• Facebook 
• Twitter 
• Instagram 
• YouTube 
• LinkedIn 
• Pinterest 

Hilary Czarda 
Donate Life America 



Tools 
             Facebook 
 

• 80% of US is on Facebook 
• Age 25-34 is the most common 

demographic (30%) 
• 5 new profiles are created every second 
• One in 5 web page views in the US 

occurs on Facebook 
 
• Business pages, easy to manage and 

measure 
• BIG new focus: Groups 
 

 
 

Hilary Czarda 
Donate Life America 



Tools 
                 Twitter 
 

• 500 million tweets every day 
• 65 million users in the US 
• 1/3 of US teens, 42% 15-17 year olds**  
• 30% 18-50 year olds; 13% 50-64 
• Mobile! 
• 140 (280) character limit 
 
• Quick response & engagement, RT 
• Build on trending hashtags (e.g., #MondayMotivation, 

#WednesdayWisdom) 
Hilary Czarda 
Donate Life America 



            Tools 
            Instagram 
 

• 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 



            Tools 

          LinkedIn 
 

- Professional networking 
- SME/Innovation 
- Leadership 

Hilary Czarda 
Donate Life America 



FaceTime 

 



Zoom https://support.zoom.us/hc/en-us/articles/201362033-
Getting-Started-on-PC-and-Mac 

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 

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-


GoToMeeting  www.gotomeeting.com 

You can: 
•Group or private chat 
•Record your meeting 
•Manage participants 
•Mute and unmute your audio 
•Select audio options 
•Stop and start your video 



Tactics 

Make a PLAN: build a content CALENDAR 
 
 

Hilary Czarda 
Donate Life America 



Tactics 

• Calendar 
– Consistency is key 
– Proactive, not just reactive 
– Track deadlines/timelines for planned content, 

stick to them 

Hilary Czarda 
Donate Life America 



Tactics 

• Measurement  
– 7 basic steps* - define your: 

• Goals 
• Audiences 
• Benchmarks 
• Metrics, get buy in (what does success look like?) 
• Time and costs 
• Data Collection tools 
• Collect, analyze and turn into action 

 
*Measuring the Networked Nonprofit – Beth Kanter 



Current Participation 
• 493 Members  
• 24 in Spanish group 

 
5 Aftercare staff are  
Administrators & Moderators  

Tactics: How to maximize participation 



 Identity relevant topics to post 

Tactics: How to maximize participation 



OneLegacy Donor Family Facebook Group 
Topics – Memorial Tattoos!!! 

Tactics: How to maximize participation 



OneLegacy Group &  
Event Announcements  

Tactics: How to maximize participation 



Tactics: How to maximize participation 



We asked for DF 
feedback  

OL Eye Bank Wet-Lab 
and DFAC 

Polls Feature  

Tactics: How to maximize participation 



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

Kari Lizana   

Tactics: How to maximize participation 



Group Topics Live stream views  
 “Diversity in Grief, How different Cultures 
Remember their Loved Ones” 

142 views 
 

 “Planning for the Holidays” 
 

86 views: opening 
discussion &  
45:  presentation 
 

“The Gift of Time” OneLegacy 2018 Float 
Theme 

85 views 
 

Tactics: How to maximize participation 



Platform allows us to 
Educate our 
community about 
prevention  



“ EVERYBODY HAS A DIFFERENT 
STORY TO TELL ON FACEBOOK BUT 

ITS ALL ONE MELODY WE ALL 
LOST SOMEONE WE LOVE”  

CAROL CURTIS  



IN THE PPT WITH DIANE/NHPCO 
FOLLOWING THE Q&A SLIDE=   

1) TYPES OF FB PAGES DESCRIBED 
2) 13 STEPS FOR STARTING A FB GROUP 

3) OTHER ONLINE RESOURCES 
4) REFERENCES 



Questions 
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Types of Facebook Pages  

1) Fan Pages 
 

Pros:  
 Tracks stats  
 “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  
 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


Michelle A Post, MA, LMFT OneLegacy, 
mpost@onelegacy.org 

Types of Facebook Pages  

2) Group Pages 
 



Types of Facebook Pages  

2) Group Pages 
 
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) 

 



96 donor families as of June 2012 
“closed” group 

Started by donor families 
Administrators: 1 staff, 2 DFs 

92 donor families, as of June 2012 

“closed” group 

Administrators: 5 Staff Members 

OPOs who had started FB  
“Donor Family Groups” 



OneLegacy Aftercare Chose: 
 

 
2) Group Pages – Decide what kind you want. 
 
 
 

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

posts.  
 
 *Contact Michelle to be a silent observer on OneLegacy or contact 

another OPO to see their page in action. 



OneLegacy Facebook History 

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

“OneLegacy Donor Families” 
150+ members as of May 2012 
Administered – 2 staff 
 
2016?   
400 Members 
1 Admin, 5 people post 

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

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


Michelle A Post, MA, LMFT OneLegacy, 
mpost@onelegacy.org 

OneLegacy Group Member Feedback: 
 

It is a place for me to go and share my feelings about my 
daughter Sarah with people that have gone through what I 
have. I wouldn’t know what to do without my facebook page. 
                                                ~ Rosanna Landeros 
 
I wish this had been here 12 years ago when my mom died.  I 
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 
 

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


TIPS for Getting Started  

1. 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.   
Facebook is free  
Staff time = administering, checking, 

responding, adding people, document, etc.  
E.g., 150+ people ~ 30-45m/day Mon – Fri + co-leader.  

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). 
 
 

TIPS for Getting Started  



Michelle A Post, MA, LMFT OneLegacy, 
mpost@onelegacy.org 

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)  

TIPS for Getting Started  



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. 
 

TIPS for Getting Started  



6) Process Improvements for 
group registration 

 http://www.thellf.org/support/facebook.html 

 www.MyContactForm.com (Free) 

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   
Living Legacy Foundation (LLF) 
MP can email to you) 

 
 

TIPS for Getting Started  



 
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  
- 1st calls  
- Add to all materials/website/emails 

 

TIPS for Getting Started  



Michelle A Post, MA, LMFT OneLegacy, 
mpost@onelegacy.org 

9) Create the Group!!!  



Michelle A Post, MA, LMFT OneLegacy, 
mpost@onelegacy.org 

Create the Group!!!  

1: Click Home 

2: Click “Create 
Group:” 

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”. 



Michelle A Post, MA, LMFT OneLegacy, 
mpost@onelegacy.org 

Create the Group!!!  

Notice the address.  This is 
your group address you can 
use in ads to link people 

You can access 
group here 

Click “about” to see members or add description.  And, you can 
remove admins or Makr Admins here 



Michelle A Post, MA, LMFT OneLegacy, 
mpost@onelegacy.org 

OneLegacy Group  

group address 

You can access 
group here 

Search for members here 



OneLegacy Group  

Add people here 
by typing a 
“friend’s” name 

Or approve or message those who have found you and are 
requesting to join the group.  We message them asking for 
donor name, check our records and send the disclaimer 
explanation before we approve an add. 



10) Consider adding FAQ pages 
 - Aftercare Services and Events 
 - Disclaimer 
 - How do I contact My Loved One’s Recipients 
 - How to request Organ/Tissue update 
 - What Grieving Children Really Need 
  Yes?  

No? 

TIPS for Getting Started  



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. 
 

TIPS for Getting Started  



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) 

TIPS for Getting Started  



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

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

Then, once people keep joining, start a thread for 
all parents to post… all siblings… friends… 
children of parents who died… spouses or 
partners…all teens… all middle schoolers… cause 
of death… etc. 

 

TIPS for Getting Started  



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 ? 

TIPS for Getting Started  



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? I 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 
- “I will be thinking of you. If you need a friend, I am 

here” 

12) Topics – What to do on 
Anniversaries/Special Days 



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 I continue to believe life is a gift 
and move forward.  

12) Topics – What to do on 
Anniversaries/Special Days 



12) Topics – Memorial Tattoos!!! 



Anxiety about other people dying and how 
to cope 

 
Sharing about experiences with medication 
 
Anniversary Reactions 

12) Topics/Threads 



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 

 

12) Topics/Threads 

I know that this is probably not good....probably all the experts on death 
would say I am wrong BUT it works for me, so why do I have to stop? My 

Son was killed over 4 years ago but I still pay his cell phone bill every 
month. Why?? So I can still call it and listen to his voice mail message 

and also....I keep thinking he will call me. I will not shut off his phone. No 
one in my family knows that I 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? I feel that my Son 
would be saying: "MOM, you are wasting money every month" and he 

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

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


13) Remember to say “Thanks” 
• Click “like” to support people for sharing 

 
• Share good comments with colleagues as 
a thank you for their hard work 
 
• Share group members’ Thank yous with  
your Manager/Management team/Board 

TIPS for Getting Started  



• Back up plan for staff changes? 
 

• Digital fingerprint/will? 
 
• Risk management? 

• Reality is it’s happening with or 
Without us 
“Saved my life” ~ Nikki 

Other Ethical Considerations? 



• www.HealGrief.org 
• www.WhatsYourGrief.com 
• www.ChildrenGrieve.org (NAGC) 
• www.ADEC.org – therapist look up 
• www.ModernLoss.com  
• www.SolaceClub.com – bereavement gifts instead of flowers 
• http://www.deathreferencedesk.org/ 
• www.OpenToHope.com 
• www.GriefNet.org – subscription listserves 
• www.DyingMatters.org 
• www.childbereavementuk.org 
• www.Death Café.com 
• www.Griefincommon.com (like match.com without dating 

component) 
• https://optionb.org/ - groups online 

Great online resources? 

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/
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