
You lose
your privacy,

and sometimes, 
people don’t see 
you as human.

Shawn Wayans

My computer dictionary defines privacy as: “The 
state or condition of being free from being observed or 
disturbed by other people; the state of being free from 
public attention.” Privacy is important to all of us, in 
many different ways.

Most of us, for example, don’t want our medical 
information exposed to every Tom, Dick, and Harry. 
To that end, we’re all protected by HIPAA (Health 
Insurance Portability and Accountability Act of 1996): 
“The Privacy Rule sets rules and limits on who can look 
at and receive your health information.”

Parents of children with disabilities have further 
privacy protections for their children in the special 
ed system: FERPA (Family Educational Rights and 
Privacy Act of 1984) is “a federal privacy law that 
gives parents certain protections with regard to their 
children’s education records, such as report cards, 
transcripts, disciplinary records, contact and family 
information, and class schedules.”

Yet the privacy of many children with 
disabilities is violated 24/7/365 by those 
closest to them—their parents! The most 
intimate, personal, and private information 
overflows on social media, blogs, websites, 
comment areas, etc.

While the internet has provided valu-
able opportunities for parents to connect and learn 
from each other, the detailed sharing of our children’s 
lives has been going on long before the advent of social 
media. As a presenter in the disability arena for 25-plus 
years, I’ve witnessed parents meeting each other at 
conferences and within minutes, their conversations 
are focused on their children’s diagnoses and problems. 
This is duplicated in today’s “sharenting,” as it’s now 
called: parents seldom share anything positive about 
their children with disabilities. When I’m speaking at 
a conference, it’s common for parents to share with 
me, either in front of the entire audience or one-on-
one during a break. About 99 percent of the time, 
the parent begins the conversation with the child’s 
diagnosis and a laundry list of problems. I gently inter-
rupt and ask, “What is your child’s name?” “Oh—her 
name is Emma...” Then I ask, “Can you tell me three 
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wonderful things about Emma?” And the vast majority 
of parents say . . . nothing. They’re unable to readily 
share anything positive about their children. 

It’s important to recognize that parents are not 
being intentionally unkind about their children. We 
have been “trained” by the disability service system to 
focus on diagnoses and problems because those are 
the eligibility criteria for services. Further, seldom do 
professionals in Early Intervention, Early Childhood, 
Special Ed services, etc., help parents identify or focus 
on their children’s strengths. So we, as parents, may 
inadvertently adopt the deficit-model thinking and 
talking practiced by professionals. At that point, our 
children’s strengths and abilities become invisible to us!

How can our children be successful, today or in the 
future, if we don’t identify, believe in, and share their 
capabilities, talents, and potential? They see themselves 
through our eyes. What do they see?

Adding insult to injury, too many parents 
broadcast the “bad news” about their children 
to the world via social media. Again, they 
don’t intend to cause harm. Some parents are 
genuinely trying to learn or share information 
about therapies, interventions, treatments, 
and/or strategies that may be helpful for their 
children. Other parents, however, seem to use 

social media as a “woe-is-me” platform; competitions 
about whose life or whose child is “worse” or “better” 
are common.

Our intentions don’t matter; outcomes matter. Re-
member the axiom we’re all familiar with: “The road to 
hell is paved with good intentions.” So before posting 
one single word about our children have we considered 
the outcomes? Posting your child’s name and birth date, 
announcing a birthday party, or sharing about other 
activities could lead to identity theft or knowledge of 
where your child lives. Photos could be “stolen” and 
reposted by pedophiles, by cruel people who make fun 
of children with disabilities, or even by an unbalanced 
individual who may identify your child as hers! And a 
“closed” group is no guarantee: we have no idea what 
our “friends” may do with our information.
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Would you share that your partner recently started 
taking Viagra or that your burly 16-year-old son still 
needs a night-light in his bedroom? Can you imagine 
their pain if you violated their trust? If we agree that 
sharing this type of information is wrong, why is 
sharing intimate information about a child with a 
disability acceptable?

Have we considered that what’s been posted on the 
internet essentially lasts forever? By the time a young 
child with a disability is an adult, she might have an 
electronic footprint that extends far and wide. What 
might happen when she enrolls in post-secondary 
education or applies for a job, and her social media 
presence is reviewed? What about the possibility that 
people in the disability service system might search 
social media for you/your child and discover  informa-
tion that impacts your child’s services now and later?

Have we asked our children for permission to share 
their lives with the world? What if the positions were 
reversed? Would it be okay for your child to share your 
personal, private information or to post questions 
about “how to deal with a blabber-mouth mother”?

Are our children aware of what we’ve posted about 
them? Younger children maybe not so much; but older 
children? At some point, the child will see and/or hear 
about what parents/family members have posted. Will 
your child thank you for revealing her 
private details to others? When she’s 20, 
how will she feel about a lifetime of her 
parent’s blabbing? What can she do to 
regain her privacy? (Not much, sadly.) 
If we haven’t asked the child’s permission, we shouldn’t 
be surprised if the child is deeply hurt, embarrassed, 
ashamed, and/or angry! Trust between the child and 
parent may be irrevocably damaged. The benefits of 
social media to the parent seem to pale in comparison 
to the harm caused to the child. 

In my books, articles, and presentations, I do 
share lessons from my son’s life that might be helpful 
to others, but only if my son has given his permission. 
When “something new” happens in Benjamin’s life, I 
ask if I can share it, and if he says no, the story remains 
private.

That’s the first step parents can take: ask your 
child’s permission before posting anything on the in-
ternet. Would you consider removing everything you’ve 
posted about your child and then start again with a 
clean slate? When you ask your child’s permission, if 
she cannot understand because of age, communication 
issues, or how the disability affects her, err on the side 
of caution and assume your child would say no! You 
may decide to ask again at a later time, but a child’s 
inability to understand or answer the question doesn’t 
give us license to carelessly plow ahead.

If you use social media to learn about and/or to 
share about your child’s diagnosis, condition, or situa-
tion, mask your child’s identity to protect his safety and 
dignity. You should still seek your child’s permission 
and ensure that whatever you post will not be hurtful 
to your child at any point in her life.

Perhaps you could use social media only for an 
introduction to others, then conduct your “business” 
via email or phone, privately. And if your email signa-
ture or other identification is something like, “Linda, 
mom to Trisomy 13” or “Susan, autism mom,” please, 
please consider a new moniker that doesn’t reference 
the diagnosis. Your child does not want to be known 
by the diagnosis (it’s not the defining characteristic of 
your child) and she does not want you to be known 
that way, either.

Maybe you’ll decide that social 
media is taking up too much of your 
valuable time—precious time that 
could be spent doing wonderful things 
with your family, focusing on your 

child’s strengths and abilities, and making cherished 
memories. Our children’s childhoods are fleeting and 
every moment counts.

There’s much more to consider than what I’ve 
detailed in this brief article. Search for “sharenting” 
on the internet and you’ll find more on this topic to 
thoughtfully consider.

Under HIPAA and FERPA, parents have legal 
recourse if their child’s privacy is violated by profession-
als. What rights do children have when their parents 
are the violators? How do our children feel about their 
private lives being shared publicly? Shouldn’t we care?  

All violations of essential 
privacy are brutalizing.
Katharine Fullerton Gerould


