
Internet 
savvy: 

Tips for 
Kids and 

parents

Getting young people to open up about their feelings is always 
hard. It can be further complicated if they have a chronic ill-
ness and have trouble discussing it with friends. 

But with careful supervision, the Internet can open up a 
whole new world of friendship and support. Online bleeding 
disorder groups can be a great way for young people to discuss 
what they�re hesitant to talk with their parents about. 

In online groups, children with chronic illnesses can chat 
with others who have the same disorder. �Other kids with 
bleeding disorders just �get it,�� says Phil Kucab, a former camp 
director at Hemophilia of Michigan for kids with bleeding 
disorders, and current NHF board member. �Children tell me 
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DO’S ANd DON’TS  
FOR KIdS ONLINE 
Parents should consider establishing  
the following online rules for kids:

Do watch for inconsistencies in what people say about 
themselves. Predators will tell you whatever they hope 
might create a bond. Discontinue online conversations 
with people you don’t trust.

	� Don’t accept invitations to chat by private e-mail with 
someone you don’t know. Never meet someone in 
person (or even speak by phone) without your parent’s 
permission. 

	�� Don’t share your phone number, address, school name, 
photos, or anything that might help someone ýnd you. 
Young people should never give this sort of information to 
anyone online.

it�s a relief to talk to someone without having to always explain 
it�s a relief to talk to someone without having to always explain 
themselves.� 

Talking online with someone in a similar situation makes 
kids feel like they don�t have to hide or feel awkward. This 
allows them to experiment with being more outgoing and 
gaining con�dence in social situations�even if they choose to 
use pseudonyms. 

FinDinG OnLinE SUPPORt
In some cases, online groups start in the real world. �Often, 
I�ve been part of e-mail groups that have come out of dis-
cussions at national meetings,� says Adam Wilmers, a former 

National Hemophilia Foundation (NHF) Youth Leader. 
�E-mail can be a great way to continue or �nish conversations.� 

Parents should encourage their children to collect the e-
mail addresses of friends they meet at conferences or camps. 
That way they both can feel comfortable knowing exactly who�s 
sitting at the other computer.

Joining an online group blindly can be a bit trickier. Kids 
with hemophilia should carefully review which online groups 
or Web sites might be appropriate. 

First and foremost, it�s important to ensure that younger 
people with hemophilia stay safe online. �Make sure the com-
puter is located in a central place at home so you can always 
keep an eye on what your kids are looking at,� Wilmers says. 
�Also, talk to your kids and ask them what they are doing on 
the Internet.� Using moderated groups, kid-friendly search 
engines and staying on trusted Web pages can go a long way 
toward ensuring safety.

If your family doesn�t have Internet access, you can access 
the Web through a computer at school, a library or a commu-
nity center.

COncERnS AbOUt MiSGUiDED 
MEDicAL infORMAtiOn

Many parents don�t trust medical content found on the 
Internet. Social workers worry about young people getting 
inaccurate health information from online discussions or 
thinking of them as substitutes for guidance from their 
healthcare team. While peer support has value, it�s also 
important to visit reputable sites for information and always 
verify �advice� from other kids.

�When searching for hemophilia info online, it�s best to 

“talk to your 
kids and ask 
them what 
they are 
doing on the 
internet.”
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Here’s a list of some online discussion groups that may be appropriate for families and/or young adults: 

Discussion Group Online Location Sponsor or Leader Description

NHF Discussion Groups
 Project Red Flag 
 Inhibitors Community for 

Consumers
 First Step for Parents of 

Newly Diagnosed Children 
and NHF chapters, asso-
ciations, HTC and parent  
coordinators.

Start at NHF’s home page, 
www.hemophilia.org, and click 
on “Discussion Groups” in the 
menu on the left to access the 
four groups.

National Hemophilia  
Foundation (NHF)

 Support group for women 
with bleeding disorders, espe-
cially von Willebrand disease.
 Support group for people 

with inhibitors.
 Connects families of newly 

diagnosed children and offers 
strategies and guidance. 

Bleeding Disorders Search by name from the Web 
at: groups.yahoo.com.
You can join by e-mail if you’re 
already registered with Yahoo 
Groups. Send blank e-mail to 
(no spaces): Bleeding- 
Disorders-subscribe@yahoo 
groups.com.

Tonya Conway, a Florida 
mother of two whose son has 
hemophilia A.

“For parents of children with 
bleeding disorders, such as 
hemophilia and VWD, to share 
information, thoughts, and 
support for each other.”

Hemophilia/Bleeding 
Disorders Message Board

America Online. From Com-
munities menu > Health 
Community > Illness/Condition 
Message Boards > Blood & 
Lymph Disorders

AOL group “hosts” are vol-
unteers who typically have per-
sonal experience with the topic 
of the group.

“Exchange info, experiences 
and support with others who 
know about or who suffer from 
blood and lymph disorders.”

ParentsPeopleHemophilia

Yahoo Groups:
Search by name from the Web 
at groups.yahoo.com. 
You can join by e-mail if you’re 
already registered with Yahoo 
Groups. Send blank e-mail to 
(no spaces): parentspeople 
hemophilia-subscribe@
yahoogroups.com.

Started by Aidan Penninger,  
of Blacksburg, South Caro-
lina, mother of a child with 
hemophilia. 

“For everyone dealing with 
bleeding disorders. We aren’t 
limited to hemophilia, even 
if that is the main focus. We 
try to help each other out and 
make a real difference for the 
people involved, and we wel-
come any who wants to join.” 

SibKids 

On the Web (no spaces): 
http://www.siblingsupport.org/ 
connect/connect/sibkids- 
listserv 

The Sibling Support Project. 
Adults who participate in Sib-
Net (see below) monitor this 
forum for children daily.

For young “brothers and 
sisters of people with special 
health, developmental and 
emotional needs.” 

SibNet 
On the Web (no spaces): 
http://www.siblingsupport.org/
connect/the-sibnet-listserv

The Sibling Support Project.

For adult “brothers and sisters 
of people with special health, 
developmental and emotional 
needs.”

Teens Lounge,  
Health section

America Online. Use “The 
Lounge” as key words, then 
click on Health section when 
you get to the lounge screen.

AOL group “hosts” are vol-
unteers who typically have per-
sonal experience with the topic 
of the group.

Very active. Although there are 
relevant discussions (depres-
sion, body image), there was 
no discussion topic speciýcally 
about hemophilia or bleeding 
disorders at last visit. You can 
start a topic, though.

Did we forget a Web site? If you know of another good online support group for young adults,  
please e-mail us! Contact: annb@themagazinegroup.com
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THE BEST PROTECTION IS 
GOOd PARENTINg

�Filtering software can be a good idea, but it is not fool-
proof. Tech-savvy kids may be able to ýnd ways around 
such ýlters. Parental control settings on networks such as 
America Online and Earthlink can help, but don’t rely on 
them solely.

	� Parents should tell children about online predators and 
have them promise that they will not talk with anyone 
theyôve met online or meet them ofþine without asking 
for permission ýrst. Convey to them that itôs acceptable 
to get to know someone online and, eventually, to want 
to talk by phone or meet in person but only with your ap-
proval. Parents should talk with the other child’s parents 
before a meeting and monitor the ofþine connection the 
ýrst few times.

	� Parents should keep the computer in a family room, 
not in a child’s bedroom. If it is in the child’s bedroom, 
parents should stop in often to casually talk about 
what’s onscreen.

compare the info you �nd with a 
hematologist or medical profes-
sional,� says Shelly Mattson, an 
NHF Youth Leader. �Parents and 
kids can also check information 
with one of the best sources: the 
National Hemophilia Foundation�s 
Education Department.� 

For families without access 
to computers, you can contact 
HANDI, NHF�s Information 
Resource Center where infor-
mation specialists are on hand 
to answer questions about bleed-
ing disorders�by calling 800-42-
HANDI. Medical information may 
also be available at a library, a hemo-
philia treatment center or through 
your local hemophilia chapter.

When it comes to online safety, 
or looking for the right chat groups, parents can �look things 
up with their kids, making it a game or a project that they can 
work on while they are together,� Mattson says.

PROtEctiOn fROM PREDAtORS
Although it�s rare, problems can happen when kids and young 
adults contact each other online. Parents must acknowledge 
and tell their children that when they enter online chat rooms 
and share e-mails, they might be contacted by salespeople, 
marketers, pedophiles, or even peers who might persuade 
them to make bad choices.

Trying to police Internet activity can be tough. Parents 
should be aware that with young people, who may be sensitive 
about privacy and independence,1 constantly watching over 
their shoulders when they are online is not practical. A bet-
ter strategy is for parents to think of the Internet as a public 
place, like a shopping mall or video arcade, and to teach their 
children to be wary of strangers and when to discontinue an 
online friendship (see sidebar for Do�s and Don�ts, page 67). 

Many of the same safety rules about online support groups 
apply to young people seeking medical information online. 
The best way to ensure that children read reliable information 
about bleeding disorders online is to encourage them to think 
before they type. 

A study conducted by researchers at the University of Michi-
gan2 showed that 70% of the 12- to 17-year-old students they 
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