Creating a Facebook online group
Michelle A Post, MA, LMFT

AOPO DFSC Chair 2011-2012

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

1) Share the research/this presentation on OPO’s FB Fan Pages and Groups with your organization to establish interest & support (IT to remove your FB block, if approved).   Get an update on what other organizations are doing.  Let your agency know who else has already been successfully running one.   

Most OPOs and many agencies are running fan pages like U of Miami.  OneLegacy (started June 2011), LifeCenterNorthWest and LifeNet Health have a closed group support page, Living Legacy Foundation just launched theirs June 2012.  CZC launched a closed group for their volunteers in California and have 175 members after less then 6-12months.
2) Create buy in from your Organization.  Facebook is free, but it does take up staff time, administering, checking, responding, adding people, etc.  Now that we have 150+ people, I probably am on it about 30-45 minutes a day Monday – Friday, and I have a co-leader. 

3) Set up a Facebook account/page that is for your professional life only and linked to your professional email.  If you have another page set up that is mixed, try to create a hotmail, gmail or yahoo email to use for your personal page, and then use only your work email for your professional page.   (avoid self-disclosure, dual relationships)

4) Recruit a co-administrator  if possible so that multiple people are scanning all the comments.  Preferably, have at least one person with a licensed mental health person on staff at all (LCSW, LMFT, LPCC, etc).  It would be great to have this person involved so that they can scan comments for red flags (harm to self, others, etc).
5) Decided what type of page you want:

Fan Pages are open to the whole community with less control over who can post, join etc.  can be good if you want Donor Families and recipients to do this and want to use it for PR.  Josie and Yilian at Miami run this kind of group.  They can tell you about theirs or you can check it out.  

(OneLegacy chose not to do this because we wanted it to be a support style and for donor families only, not recipients.  We want to prevent people from meeting recipients via this method and we wanted a way to verify that people were connected to one of our donors in some way and not a lookie-lou. Miami can explain what they do about this or how to prevent it.)  

- OR-

Facebook Groups require someone who wants to join to send an add request or be added by the admins.  There are secret groups (no one can search for the group on the web, you have to search them out, but no one can see that the group members are group members) – I don’t recommend this.  It’s too hard to help people find you.  There are closed groups – their friends can see they are a member of the group, but they can’t see anything that is posted in the group, nor what the family member posts in the group.  This is what OneLegacy uses.  It’s been the best choice for us.  Then there are open groups – too open.  Not enough protection.

6) Develop a process… how will people get added?  People express interest, we send the disclaimer, we track when they agree to it, and add them.  We also add a welcome message in the group when we add people and encourage them to tell us about their donor when they join.  The disclaimer is also posted on our Facebook page as a notes/document.  Recipients are not allowed.  We also can’t add non-OneLegacy DFs because we have no way of verifying if they really are a donor family (unless like I said, we have adopted them and rec’d info from another OPO about them).


??? How to choose who can become a member of the group???  Who gets added?  What requirements if any will you have for this?  

- OneLegacy adds any friend or family member of a donor processed by OneLegacy (or one that we have adopted because their donor family lives in our area).  Most of the time, the people who ask to join are in our records as already being authorized for aftercare because they are the ones who have heard about the group from us.  If the person found us on the web, typically we reach out to the NOK or AP and ask if it’s ok to add them with the caveat that they will be getting grief support, not getting private information about the donor without their permission.  We haven’t had anyone refuse someone.  The AP or NOKs are often the ones adding additional family members.  We find this is helpful to keep lines of communication about events and support open to the family and allows us to provide a better rounded support of the family.
7) Develop a disclaimer that each member must read and confirm that they agree to the guidelines about.  That way, if you have to delete a post, you can refer to the disclaimer.  Track that they read the disclaimer and agreed on what date and that you added them to the group.  Run it by your QA or legal people.  I have attached ours as a sample.

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

9) Create the Group!  Create a name for your group or page that is easily recognizable and different from other groups on the web if possible (decreases confusion as people are looking for your group).
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10) Consider adding some FAQ pages.   These keep you from retyping the same thing over and over when people comment.  OneLegacy has 

- 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

11) RE: do you have any guidelines for your moderation or just use your professional judgment on when you need to speak to someone off line? When do you choose to publically respond/comment on a posting?
Decide when you respond publically vs. private message:

- 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.

(***Click like on each person’s thread/post so    
you get the comments on the thread emailed).

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

- Most often, respond publically because if something serious is said in the group, the group needs to know we are reading/listening and providing support.  But, we keep that response short or general, then use clinical judgment to talk further off line.  If there seems to be evidence of depression or potential harm to self or others, we reach out for phone support or provide referrals.  There was a minor break in our ability to post online due to some glitches with Facebook and Internet Explorer software.  I moved to using Safari and this fixed the problem.  I was able to go back and repost to many threads.
12)Calendar activity

- Friend people and once a week, announce to the group.

- Tag people to acknowledge any birthdays when they come up on your Facebook reminders.  Are group is so big now that we do one a week and mention everyone with bdays.
- a few times  a week post a comment, announcements, new book, quote about grief, or  donation related news whatever they might relate to.  Ask people to comment.

- click “like” on their posts so that you can get the emails coming into your inbox from people’s comments.  Otherwise, you will get the thread that is started, but not the follow up comments people post.

- example topics:

Post questions that will get DFs 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…cause of death… teens members… those in college…etc.

· What emotions have you felt since the donor 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 your loved one, what would you do or say?

· What music reminds you of your donor?
· Welcoming new group members/General support

· Dealing with finding things in the deceased belongings

· Books, movies, poems, plays and resource materials

· Anxiety about other people dying and how to cope

· Sharing about experiences with medication

· Anniversary Reactions

· Example they posted:  

· tattoos 

· Keeping the donor’s cell phone active/listening to old saved messages: 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 :-)

· and here is another:  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.   Replies from people.
· 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”
· 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. 

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 Donor Family Thank you’s with your Manager/Management team

Questions and Answers:

1)  I’m assuming you are the main administrator.  Are your co-administrators also mental health professionals?  We are having one of our OPC’s who is an RN but has more FB experience than I do, help create the page.  Are you the main person that checks the FB page?  What is the job of the co-administrators? 

I am the main admin.  My co-admins have a variety of backgrounds, but none are licensed mental health professionals.  There is one with a Masters in Education and a chaplaincy background.  There is one with almost a masters in Social Work.  The other has a masters in Thanatology from Hood, but no clinical background.  But, having an RN would be cool, in my opinion.  She might see medical things and have a set of knowledge that we are missing.

My co-admins do the Facebook duties when I am out for vacation or traveling for work (which I tend to do).  They could come on every day and comment on everything just like I do, but since we are busy, we decided that would decrease our productivity.  So, I do it each week, and they cover me when I am out.  But, like I said, they can go on at anytime and comment and post if they want.  It’s purely just a division of labor utilitarian thing.

2) Does the main administrator have to be the person to create the FB page?  We are having one of our OPC’s who is an RN but has more FB experience than I do, help create the page.  By creating this, does it make her the administrator? 

Just by being the one who clicks “create group” on the left hand side of your home page, makes you the admin.  I liked Mark’s idea of launching a dummy group (just call it “test group” or something) so that you can play around with it until you get familiar.  It only takes about 10 minutes to actually start the group page.  You just need to start it and add your OPC as a member so the group can launch.  But, it’s really easy.  I think the trial group will still show up on your left hand side of your home page, so just don’t name it anything you’d be embarrassed by.  
Or, when you are ready for that part, I am happy set up a time with you and I can walk you through it remotely.  It’s not hard.  A couple button clicks and it’s launched.

I am the main admin.  My co-admins have a variety of backgrounds, but none are licensed mental health professionals.  There is one with a Masters in Education and a chaplaincy background.  There is one with almost a masters in Social Work.  The other has a masters in Thanatology from Hood, but no clinical background.  But, having an RN would be cool, in my opinion.  She might see medical things and have a set of knowledge that we are missing.

That said, the main admin does not have to be the person to create the Facebook group.  They should be if you were doing a fan page.  In fact, (not that I suggest this), but I could create the group for you, add you and your colleagues as admin, then you could remove me as admin and I could leave the group.  I say this just to demonstrate that it is very flexible that way.  So, she could create the group page, add you as Admin, then you are both admins.  You could add 20 admins if you wanted.  Admins are the people who are given ability to add people, delete people, delete posts, etc.

My co-admins do the Facebook duties when I am out for vacation or traveling for work (which I tend to do).  They could come on every day and comment on everything just like I do, but since we are busy, we decided that would decrease our productivity.  So, I do it each week, and they cover me when I am out.  But, like I said, they can go on at anytime and comment and post if they want.  It’s purely just a division of labor utilitarian thing.

3) Clarification.. Does the administrator have to be the one who responds to families and monitors? My supervisor was thinking of having our PR person be the administrator but I would be the main person to respond and review

Answer: “Not necessarily.  You can set up your staffing plan and division of labor however you'd like.  
"Administrator" is just the Facebook title that allows you to add, remove people and remove comments, so I suggest you give several staff "administrative" Facebook power in case something happens to your primary person.  
But, of course, if your staffing plan is to have your PR person (or anyone) be the person who verifies if someone is indeed the AP or LNOK of a donor, or get permission from the AP or LNOK of a donor to add an additional person to the group.  That person could be the one to send the disclaimers, track that they have been read and agreed to, document in your donor family record system, then actually click "add" to the group.  That would take some of the business/admin aspects off of one person.
To reiterate, Facebook would allow you to make anyone and everyone in the group as an admin of your group.  LCNW has 5 staff.  We have 4 staff as admins and I just do it all each week that I am in the office.   LifeNet Health has 3 admins, one staff and two donor family members because it really started as a DF group.  Your staffing plan is totally up to you and what works for you OPO in terms of division of labor.”
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”.





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





group address





You can access group here





Search for members here





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.
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