
uses the present tense the possibility that 
such usage might create misunderstand- 
ings for children or for people who are not 
acquainted with the facts of the death. Bc 

This paper is based on a presentation made at 
the Sixth International Conference on Grief 
and Bereavement in Contemporary Society, 
Jerusalem, Israel, July 13, 2000. Ofthe 
interview quotations, 15 are drawn in whole 
or in part fiom Parent griefi Narratives of 
loss and relationship and are used here with 
the permission of the publishers, Brunner/ 
Mazel (Routledge). 
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Most bereavement counsellors 
respect the value that support 
groups can have and will be intep 
ested in the growing number of 
internet bereavement groups now 
available worldwide.While there 
seems little doubt that internet 

support is helpful for some people and has huge potential, 
it is important to understand how the various kinds of 
groups operate and to be aware that many are run without 
a professional facilitator. 

ome of the gains reported by 
participants in face-to-face groups S have included a deep awareness that 

they are not alone, realising that what they 
are experiencing is normal, feeling deeply 
understood, and having the chance to talk 
about their grief journey. Exchanging 
informal, typed messages can ease the 
isolation of grieving in a similar way, and 
we owe a debt of gratitude to those who 
have pioneered extending support groups 
to cyberspace. Some of these innovators 
have been professionals but others have 
been bereaved people themselves, reaching 
out to others. In some cases people have 
provided support groups at considerable 
financial cost to themselves. 

support are not run by professionals and 
even if a professional has developed the 
site, the actual contact with participants 
will be through volunteers. Usually, these 
will have received some training and often 
the comments of the volunteers/monitors/ 
hosts are insightful, understanding and 
helpful, as are many of the comments of 
other group members. Frequently, though, 
the comments tend to offer advice or 
practical suggestions when it would 
probably have been more therapeutic to 
be supportive and understanding. 

Little research has been done to examine 
how helpful such support is and under 
what conditions it is most effective. We do 
not know if it is as effective as meeting 
face to face in a group. The support of an 
internet group is more like that of peer 

However, many of the websites offering 

group, such as Compassionate Friends (a 
self-help organisation for bereaved parents) 
than that of a group led by a professional. 

Why would individuals want to partici- 
pate in such groups on the internet? There 
are probably as many reasons as there are 
individuals participating. Some may live 
in an area where normal support groups 
are simply not available, or be confined to 
the house. Others may want to have 
contact with other bereaved individuals 
frequently - perhaps every day. The 
flexibility of internet support groups is an 
attraction for many who can, for example, 
enjoy the option of posting or reading 
messages late at night. 

EMAlL GROUPS 
A good way to explore internet support is 
to use a means of communication which 
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may already be familiar - email. Support 
groups accessed by email go by such 
names as Email Support Group, Mailing 
List and Listserv, and work in a very simple 
way. You tell the provider (one is described 
below) that you would like your email 
address added to the list and you then 
receive, regularly, email messages that 
bereaved individuals have written to the 
email server. There might be a minimal 
charge for this but usually it is possible to 
participate for a limited period on a free 
basis. 

members who write frequently, there 
might be many emails every day - I have 
been a member of some groups where I 
have received as many as 100 emails in a 
single day. Members of smaller p u p s  
may only receive a few emails twice a 
week. An email support group for all 
bereaved parents would involve much 
more volume, for example, than a group 
for those whose child had died of suicide. 

Members of large and active email 
groups may find that their mailboxes 
become so full of messages, especially if 
they have not been checked for a few days, 
that it can be difficult to sort through mail 
and identify correspondence from friends, 
family and work. This problem can be 
solved by having a program that allows 
emails to be sorted into files, or by arrang- 
ing to have an email address specifically 
for support groups. If you adopt this last 
solution, it may be best to use an address 
that conveys limited information and 
protects anonymity; as you get more 
familiar with members, you can chose to 
convey more information about yourself. 

Another problem with email groups is 
that the messages arrive unsorted, with 
the resulting hodgepodge including 
recently written primary messages and 
responses to primary messages written up 
several days ago. The brief subject 
headings convey very little information. 
However, as you spend a longer time in the 
group, you will probably form bonds with 
certain members and give highest priority 
to reading emails from these people. 

There is usually about a 24-hour delay 
between the time that messages are sent in 
and the time they are sent out to the 
members. There may then be another 24- 
hour or more delay before individuals 
have the opportunity to make a response 
to the communication, and these time lags 
can be a problem. 

As a member of an internet group, one 
is usually expected to participate actively 
as a form of good ‘netiquette.’ However, it 
is certainly reasonable for a bereaved 

If an email group has a large number of 
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individual to just read others’ messages for 
a while before getting involved in sending 
any and, of course, just ‘listening’ to others 
can, in itself, be very helpful and supportive. 

Griefnet.org has over 35 email support 
groups. There are groups for bereaved 
parents, children, siblings, friends, 
survivors of suicide and others, as well as 
for children and teenagers. In order to see 
the wide range available, you simply click 
the “Join” button, making the long list of 
groups and their descriptions available for 
perusal. (There is another step before you 
actually become a member of any of the 
groups.) Sometimes it is helpful to become 
a member of two or more groups: one 
might be a large, frequently-used group, 
like a general group for all bereaved 
individuals; the second might be a lower- 
volume group specific to your unique loss. 

MESSAGE BOARDS 
These are known by such names as 
Message Board, Bulletin Board, 
Newsgroup and Usenet Group. At Death- 
dying.com, you will find several message 
boards. All of the messages are posted at 
the website. 

Message boards offer several advan- 
tages. First, the messages are categorised 
and arranged in a very efficient way. It is 
easy to see which are the original mes- 
sages and which are posted in response, 
and easy to scroll through the messages 
and identify the ones you wish to read. A 
person’s email box never becomes stuffed 
full because messages only enter the 
computer’s memory when downloaded. 
Messages are usually posted on a message 
board within minutes and this means that 
feedback often arrives in minutes, rather 
than days as in an email group. 

Alt.support.grief is perhaps the most 
widely used message board in the bereave- 
ment field. It can be complicated to reach 
this site. One way is to go to deja.com and 
register, then enter alt.support.grief in the 
search field. Once at the site, it should be 
bookmarked (or listed in your ‘Favourites’ 
catagory) for easy access in the future. It is 
worth the effort to reach this site because 
it can be supportive just to see the hun- 
dreds of messages from bereaved individu- 
als that arrive here on a daily basis. 

CHAT GROUPS 
This is the name usually given to real time 
groups. Members enter these groups at the 
same time and communicate with each 
other by typing messages. The chat group 
is the closest experience to meeting others 
face to face: you can give and receive 
instant feedback. However, there are some 

disadvantages. Messages tend to be very 
short. Several conversations might be 
going on at the same time among mem- 
bers. Some members might be talking one- 
to-one while others are addressing the 
entire group and it can be a little discon- 
certing to express deep emotions in the 
midst of this. As time goes on, most 
individuals become more comfortable with 
the situation. 

It is often more difficult to become a 
member of a chat group than an email 
group or message board. For example, 
some chat groups are only for AOL users 
while others require that the computer 
have the proper software like Java, IRC or 
Parachat. 

Gmww.org has over 20 chat groups, 
called chat rooms, some opening 24 hours 
a day and others meeting at specified 
times. In the 24-hour groups, there is 
usually someone present at all times. 
There are groups for bereaved parents, 
spouses, suicide survivors, caregivers, and 
many others, and chat rooms for seniors 
as well as teenagers and pre-teens. 

When you enter a chat group for the 
first time, you can experience considerable 
anxiety. New members will usually 
become the centre of attention with 
existing members wanting to welcome 
them and find out about their grief 
situation. You usually have the option of 
enjoying lots of ‘hugs’ - cyberhugs look like 
this: (((((((((( Your Name )))))))))). Some 
individuals would probably like to have a 
bit of time to observe the group before 
interacting and they can simply type the 
message that this is their first time in the 
group and that they want to observe for a 
few minutes before interacting. 

SUPERVISION AND OUTCOME 
Volunteers help to make the internet 
support experience a positive one. Email 
groups and message boards will usually 
have a monitor who scans the messages to 
spot someone who needs a response from 
them. Certain words like ‘help’ will alert 
the monitor that a response is needed. 
Monitors are also looking for situations 
where members may be sending or getting 
responses that are not helpful. However, 
for a number of reasons, a substantial 
period of time often lapses before moni- 
tors make appropriate interventions. Chat 
rooms are usually ‘hosted by a volunteer 
who is performing a similar service. An 
attempt is made to prevent ‘spam’ (junk 
email) and stop internet predators from 
sending messages, but no method is 1Wh 
successful. The possibility always exists 
that a person might pour their heart out in 
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a message only to have someone respond 
that ‘your loved one was a drunken bum 
and doesn’t deserve to be grieved.’ An 
internet predator might pretend to be a 
known group member and say outrageous 
things. Hopefully, we can forewarn 
individuals and minimise damage if this 
happens. 

INTERNET GROUP ADDRESSES 
The following is a list of a few of the 
internet support groups. These have 
sufficient members and activity to offer 
the best chance of positive interaction for 
bereaved people. 

alt.support.grief - message board 
compassionatefriends.org - chat groups 
death-dying.com - message boards 
fortnet.org/widownet/ - email groups, 

message boards, chat groups 
griefnet.org - email groups 
groww.org - chat groups 
jdiesplace.com - email groups, message 

boards (for teens and children who are 
bereaved siblings) 

petloss.com - one of the best support sites 
on the web (companion animal loss) 

webhealing.com - message boards (called 
message index and found 
on ‘discussions’ page) Bc 
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This article looks at the process of 
interviewing bereaved relatives of 
organ donors and the potentially 
painful nature of such research.The 
sensitivity of the topic made access 
to relatives difficult, while a central 
concern was the impact of the 

investigation and the possible threat that it posed to the 
participants and myself. I found that my background and 
personal approach influenced my interactions with the 
interviewees and the course of the research work. 

very year, of the 700,000 individu- 
als who die in the UK, only E approximately 900 will become 

‘major organ donors’.’ The relatively small 
number of donating families and their 
anonymity mean that little is understood 
about the experience of having a relative 
in a critical care situation that ends in 
donation. The purpose of this study was to 
elicit an understanding of the nature and 
meaning of the organ donation process for 
relatives of ‘major organ’ donors. I carried 
out audiotaped, narrative interviews with 
24 donor relatives. As most research could 
be regarded as sensitive to some party 
involved, I believe there is a special point 
to be made with researching topics that 
are expected to be both physically and 
mentally distressing for the individuals 
involved. 

There is another matter that must be 
made to contextualise the potently painful 
nature of the interviews I conducted. 
Within the context of bereavement, donor 
relatives are at high risk of aberrant 
bereavement outcomes because the tragic 
and sudden nature of donors’ deaths may 
be difficult for families to reconcile, 
especially as donors are relatively young 
and previously healthy. Families are 
necessarily approached about organ 
donation when their grief may be all- 
encompassing and when thinking and 
concentration is a problem. However, if 
donation is to take place, families need to 
make a number of decisions on behalf of 

their deceased relative. These decisions 
may be problematic because they concern 
an operation on another‘s body, yet the 
time to debate the issues is constrained. 

nonstereotypical death (brainstem death) 
as death. The implications of brainstem 
death transcend the usual experience of 
the lay individual. Potential donors 
maintained on a ventilator may not look 
dead and often have no external mani- 
festations of injury; they tend to be 
unscathed, resting, warm and florid, and 
their chest moves as if they are breathing. 
They may even move occasionally in 
other ways if a spinal reflex is activated. 
Their time of death becomes an arbi- 
trary decision made by the attending 
physicians. Not only are relatives asked 
to accept this situation as death, but 
they are asked to agree to the removal 
of the very vital organs that would 
normally maintain life. 

Relatives are asked to accept a 
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