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hile some disabilities demand recognition via a 
wheelchair, hearing aid or portable oxygen tank, 

others are more subtle. But that doesn’t make them 
any less real. Known as invisible disabilities, they af-
fect 96 percent of people who have a chronic medi-
cal condition, according to one estimate. Caring 
for a child with any kind of disability presents extra 
challenges. For the parents of kids with invisible 
disabilities, those challenges often include the per-
ceptions of their communities — including friends, 
family, neighbors and teachers — perceptions that 
are uninformed at best and hostile at worst. 

I talked to parents of kids with invisible dis-
abilities including Autism Spectrum Disorder (ASD), 
Avoidant and Resistive Food Intake Disorder 
(ARFID), hemophilia and many others, to find out 
what they wish more people understood about their 
experiences. 

By Pam Moore
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Sensory processing issues are NOT discipline issues 
According to the American Occupational Therapy Associa-

tion, sensory processing affects virtually all aspects of a child’s 
daily life, including motor coordination, school performance 
and relationships. A child with sensory processing disorder 
could have 20/20 vision and perfect hearing, but when he is in 
a crowded mall, his brain is not able to manage all of the audi-
tory and visual information he’s receiving through his eyes and 
ears. While each kid reacts differently to overstimulation, some 
will scream or become physically aggressive. 

What may look like defiance is just a kid doing his best to 
manage a stressful environment. The assumption that a lack 
of discipline indicates a failure by the parent is totally without 
merit. Jaime has a five-year-old son with level one high func-
tioning ASD. She says, “discipline will not prevent him from 
being overwhelmed by his environment.”  Says Lainie Gutter-
man, the mom of a seven-year-old boy with ASD, when he is 
having a meltdown, “Staring, pointing and offering your two 
cents is NOT helping the situation and will most likely cause 
my son or myself to feel worse and [his] behaviors to escalate.”

Similarly, Jennifer Lynn, whose son has ADHD, wishes 
people understood she’s not being rude or indulging her 
children when she leaves a party abruptly. “It’s just that we 
see the warning signs and are trying to help our kiddo avoid a 
meltdown.” She says events like family gatherings or vaca-
tions, which are fun for most people, “are stressful for our 
family because it’s just too much everything.” 

A little compassion goes a long way
Regardless of their child’s diagnosis, virtually every parent I 

talked to described the pain of receiving judgment instead of 

compassion. Sarah Cottrell, whose son has hemophilia, is tired 
of challenging people’s assumptions about his diagnosis. She 
says, “He doesn’t have AIDS and hemophilia isn’t caused by 
incest. Enough with the wild theories because we need com-
passion and empathy for the unseen pain issues and unending 
fear and anxiety over covering his insurance.”

Most parents I talked to, particularly those of kids with 
sensory processing disorders, described organizing their days 
around their kids’ strict routines. Every parent understands how 
easily the best-laid plans for meals, naps and bedtimes can 
implode. What many parents don’t understand is how much 
higher the stakes are when your special-needs child depends 
on predictability for a sense of safety. Lisa Rosen says she must 
wake up 90 minutes before her kids in order to prepare for the 
non-stop mental and physical energy her son requires, “When 
adults look at my child, they see a happy kid... But I know that 
if ONE thing is off in our routine, I’m dealing with Hiroshima.” 

Her son Ezra, age three, has sensory processing disorder 
and is speech delayed. According to Rosen, something as 
seemingly minor as the smell of a classmate’s detergent could 
cause him to meltdown to the point where she must carry him 
out of the classroom. She described her family’s disappointing 
lack of understanding when she could not attend the funeral 
of a family member, due to a lack of childcare coupled with 
Ezra’s regimented schedule and complex needs. “Who knew 
compassion was so difficult to come by?” she asks.

The predictability some kids require doesn’t just extend 
to schedules and environments, but also to food. Brianna Bell 
and Jennifer Gregory each have a child with sensory pro-
cessing disorder that makes them intolerant of many foods. 
Because of this, Bell hates sharing meals with friends. She says, 
“There is so much pressure from others for her to eat this and 
that and not be so picky. I feel rude bringing my own food but 
she starves if I don’t. And people just don’t understand and 
assume she’s spoiled.” 

Gregory asserts that her family doesn’t often eat together, 
often serves alternative meals, and that they allow screens at 
the table, and that works for them. She wants people to under-
stand that for her family, “Mealtime is chock full of stress and 
anxiety and the goal is to get food into our son’s belly because 
he doesn’t eat enough. If an iPad distracts him from smells and 
texture and allows him to eat more, so be it.” 
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Parents described not only a short-
age of kindness from other parents, but 
also from other children. Lisa Beach 
recalled her son’s adolescent years as 
being particularly isolating. He is now 
20 and has Asperger’s. Beach’s advice 
to parents is simple: “Teach [your] kids 
to reach out and include rather than 
label and judge.” 

Just because you can’t see it doesn’t 
mean it’s not there

When a parent is struggling to find 
a diagnosis, pay for therapies, or just 
get through the day with a kid who has 
an invisible disability, it is not helpful 
to insist nothing’s wrong because their 
kid looks so “normal” or that her IQ is 
so high. What may be intended as a 
compliment may come as a slap in the 
face to the parent who has committed 
precious time, energy and money to her 
child’s disability. 

Samantha Taylor’s 13-year-old has 
high functioning autism, generalized 
anxiety disorder and an eating disorder, 
while her ten-year-old has dysgraphia 
and anxiety. Although Taylor is open 
with her friends and family about her 
kids’ diagnoses, because they appear 
“normal,” she says people are often 
shocked when her kids says something 
inappropriate or react in a way that is 
out of proportion to the situation. Says 
Taylor, “While it might look to every-
one in our lives that we are holding 
it all together, I worry about my boys 
every single day. I wake up thinking 
about what I can do to make their day 
easier, and go to bed wondering if I 
did enough.” In search of a supportive 
community, Taylor ended up creating a 
thriving Facebook group for moms of 
kids with special needs. 

One mother who prefers anonym-
ity describes feeling frustrated when 
people judge her for coming to her 
son’s aid. He is in his early 20’s and 
has has high functioning Asperger 
Syndrome. While she may appear 
overprotective, that is not the case. She 
says, “High functioning individuals are 

acutely aware that they are different and 
sometimes have self-confidence issues. 
Shaming them for needing help is not 
productive and can contribute to anxi-
ety and depression. Thoughtless com-
ments can sometimes ‘undo’ progress 
that has been made.”

You’re an advocate 
Parents of kids with invisible disabili-

ties are not just responsible for feeding, 
clothing, loving, disciplining and teach-
ing their kids. They must also advocate 
for their kids in a system that does not 
always have their best interests at heart. 

One mom, who preferred to remain 
anonymous, described the challenge of 
having a 12-year-old son who has ADHD 
and a learning disability. She described 
his teachers’ low expectations, recalling 
an Individualized Education Program 
(IEP) meeting where a teacher was clear-
ly impressed with her son’s “C”, “and 
how great that was ‘for a kid on an IEP.’” 
To compensate for his teachers’ low ex-
pectations, she says she always reminds 
her son “[he] is smart and his IQ reflects 
that. There is no reason he shouldn’t be 
able to get an “A”… if he is provided 
with the right services.” She also de-
scribed a general lack of understanding 
of her son’s ADHD diagnosis among his 
teachers, which she feels causes them 

to set unreasonably high expectations 
of him in other areas, such as his ability 
to get organized or follow a schedule. 

Delaina Baker, whose son is dyslexic 
and has auditory processing disorder, 
described similar struggles with her 
son’s school. She says she wishes teach-
ers were more accommodating of his 
IEP. Says Baker, “It is my right to fight 
for my child and if you challenge my 
knowledge of his disability, I can assure 
you, I’ll have a spreadsheet, charts and 
back-up data to prove it.” She says she 
is grateful to have found an ally in her 
son’s Exceptional Student Education 
(ESE) coordinator, whom she feels is her 
son’s only advocate beside herself. 

Parenting is hard enough without 
adding other people’s assumptions 
to the equation. Parents of kids with 
invisible disabilities just want the world 
to know, it’s only okay to assume one 
thing: They and their kids are doing the 
best they can. n

Pam Moore is an author, occupa-
tional therapist and certified personal 
trainer who helps women push through 
fear to become their best selves. To 
get her free guide to crushing Impostor 
Syndrome visit pam-moore.com. 
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inding healthy, effective approaches to gaining children’s cooperation, and improving their behavior isn’t always easy. The 
tried and true methods often turn out to be true but temporary at best, especially for children with behavior problems stem-
ming from attention deficit disorder or other behavior disorders.
One approach that works well is a token system. With this method, children earn tokens for a variety of good behaviors and 

lose tokens for misbehavior. Then they purchase rewards or privileges with the tokens they’ve accumulated.

Benefits of the token system
The token system has several advantages over other forms of discipline and behavior management plans. First, it can be 

carried out at any time and in any place. Children often act up in stores or public places, leaving parents with few options for 
immediately settling the problem. But with the token system, you and your child will carry a supply of tokens everywhere you go. 
Before you head out, just remind your child that good behavior will be rewarded and that inappropriate behavior will result in im-
mediate loss of tokens.

The second advantage is the token system teaches children how to save, budget and plan expenditures because tokens are 
used similarly to money.

Next, this system prevents inappropriate or useless measures that parents often utilize in the heat of the moment. The token 
system makes empty threats a thing of the past. Because your child is aware of the consequences and your ability to administer 
them immediately, he’s less likely to act up.

Fourth, the token system is a positive approach. It eliminates criticism, yelling, arguing and other unhealthy and ineffective 

By Kimberly Blaker

Try positive 

behavioral 

changes for 

special needs 
kids

Special Needs Guide



JUNE 2021 17PittsburghParent.com

Fun rewards for gaining your  
child’s cooperation

• a trip to the ice cream parlor
• a DVD or video game rental
• collector cards
• gel pen
• a trip to the park
• favorite fast food
•  play a board game with Mom or Dad
• a new book
• a pass to stay up late
• a friend overnight
• an hour of TV

Special Needs Guide

ways parents often get caught up in 
dealing with problem behavior.

Finally, the token system can be 
altered regularly to keep kids’ interest 

and thereby increase its effectiveness. 
The token system, or one of its varia-
tions, can be used from about the age 
of three on into the preteen years, de-
pending on your child’s level of maturity.

Getting started
Make a list of the behaviors you’d 

like to work on with your child. This 
should include positive behaviors you’d 
like your child to improve on, such as 
using good table manners or putting 
dirty clothes in the hamper. If your child 
is five or older, also make a separate 
list of problem behaviors you’d like to 
reduce, such as name-calling or hitting.

For children under five, the token 
system should be used only for reinforc-
ing positive behavior. The frustration 
caused by losing tokens for poor behav-
ior will not be helpful to the preschool-
er. That said, when a preschooler mis-
behaves, you can simply tell your child 
she will not be receiving any tokens as a 
result of the bad behavior.

Next, go through each list and 
prioritize and choose only four or five 

behaviors to work on at a time. Once 
your child has improved on a particular 
behavior, remove it from the list and 
add a new one.

Next, determine how many tokens 
to reward your child or to confiscate for 
specific behaviors. Your list might look 
similar to the one below. Keep in mind 
the number of tokens assigned to a 
particular behavior should fit the sever-
ity or difficulty of the behavior relative 
to the other behaviors on which you are 
working.

•  Hang up their book bag and 
jacket – Earn three tokens

•  Eat supper without complaining – 
Earn two tokens

•  Say please and thank you –  
Earn one token

•  Complete homework –  
Earn six tokens

• Hitting – Lose five tokens
• Tattling – Lose two tokens

Also, try to estimate the number of 
tokens your child is likely to earn and 
lose in a week. Your child should be 
able to earn enough tokens to pay for 
problem behaviors. It’s not a good idea 
for your child to go into debt. If this 
becomes a problem, adjust the distribu-
tion of tokens accordingly.

You’ll also need to choose rewards 
your child can purchase with the tokens. 
Determine what will be most enticing 
to your child. While a trip to rent a DVD 
might be a real winner with some kids, 
others won’t be fazed by it.

As you plan the rewards, include 
privileges your child asks for or does 
regularly and would be devastating if 
the opportunity were lost. Those re-
wards will be the strongest motivators. 
To make such rewards effective, you’ll 
need to place limits on those privileges 
unless your child has earned and pur-
chased it.

Be sure to set guidelines for rewards 
that require your time or attention. For 

example, a trip to the apple orchard 
might require a two-day notice. While 
for a board game, you might agree 
you’ll play within four hours of the 
request.

Set a variety of values to the re-
wards. That way, your child has the op-
tion to either make frequent purchases 
or to save for something big. Small 
children require frequent opportunities 
to purchase rewards to maintain their 
interest.

Poker chips make good tokens. For 
older kids, assign different point values 
to each color.

Finally, when handing out tokens, 
always verbally praise your child. Say 
you’re proud of his actions or appreci-
ate her thoughtfulness. When your 
child is no longer earning tokens for the 
behavior, continued use of praise will 
reinforce it.

Variations
If your child struggles to complete 

schoolwork and turn in assignments, 
use the token system for this alone. Ask 
your child’s teacher to send home a 
daily report of what your child has com-
pleted and turned in, then reward your 
child’s efforts. Use grade rewards only if 
your child is capable of achieving high 
marks without too much difficulty.

As your child approaches the teen 
years, tokens may be perceived as 
childish. If your preteen still struggles 
behaviorally and with completing tasks, 
offer a checkbook ledger for tallying 
points instead. When points are earned, 
your preteen should fill in the ledger 
with the specific behavior or task and 
the number of points earned. Then 
immediately initial to show you’ve ap-
proved the points. n

 
Kimberly Blaker is a freelance 

lifestyle and family writer. She’s also 
founder and director of KB Creative 
Digital Services, an internet marketing 
agency, at kbcreativedigital.com 
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n individualized education plan 
(IEP) is a key component of your 
child’s special education plan. 
By law, schools are required to 

provide services to kids who qualify.  
An IEP meeting is where goals will be 
set and which services will be provided 
are decided on by both educators and 
the child’s guardians. This can be very 
intimidating for parents. With prepara-
tion and research prior to the meeting, 
parents will feel more 
informed and confident 
during the meeting. 
The time spent before 
will lead them to be 
better advocates 
for their child while 
developing a plan 
that will help the child 
have more success in 
school while keeping 
everyone happy. Below 
you will find six steps 
to help best prepare 
you for your child’s IEP 
meeting.

Talk to the teacher
It is important to talk to your child’s 

teacher to determine how things are 
going at school. The teacher can help 
identify your child’s strengths and chal-
lenges and may suggest what services 
would be helpful to them. If possible, 
observe your child in the classroom to 
get a feel for how social interactions 
and classroom learning are going. 
Knowing this information, as well as 
their current math and reading levels, 
will help you assist in setting goals dur-
ing the IEP meeting.

Read up
The school should send home a 

notice of meeting that states who will 
attend the IEP meeting, the reason for 
meeting, and, if applicable, goals set 
in the previous IEP meetings. Carefully 
read the information sent home so you 
understand what to expect. You may 
also consider studying special education 
laws that pertain to your child’s needs 
so you know what services you can 
legally ask for. There are many websites 
and books available to help parents 
prepare for IEP meetings as well. The 
more knowledge you have, the more 
confident and comfortable you will feel 
during the meeting.

Set goals
Prior to the meeting, write down 

questions you would like to ask at the 
meeting. This is also a great time to 
consider what visions and goals you 
have for your child and make note of 
them. Bring your notes with you to 
the meeting so you can refer to them 
throughout the process. Having a list 

Bring an advocate
Because IEP meetings can be in-

timidating, it can be helpful to bring an 
advocate to the meeting with you. This 
could be a lawyer or, simply, a spouse or 
co-parent. Having a person there both 
for support and to be another advocate 
for your child can be a good boost of 
confidence for the parent to help ensure 
you meet the goals you would like for 
your child. Be sure to let your school 

know, in advance, who 
will be attending the 
meeting with you.

Be confident
 You know 

your child best and 
are the best person to 
represent their needs, 
challenges and suc-
cesses. While it can be 
emotional and over-
whelming to address 
issues your child is 
facing when it comes 
to learning, setting 
goals and ensuring 
the proper services are 

provided is the best thing you can do 
for your child’s success in school. Dress 
appropriately for the meeting, bring the 
documents and notes you prepared, 
and speak confidently and lovingly 
about your child. Your preparation and 
concerns will be apparent to everyone 
at the meeting and you will have the 
reassurance that you were prepared and 
did your best to help your child be suc-
cessful in school. n

 
Sarah Lyons is the mom of six chil-

dren and a freelance writer from Olathe, 
KS.

meeting

How to
prepare for your child’s

IEP
By Sarah Lyons

of questions and an idea of goals you 
would like to see your child reach will 
help you make sure that you cover 
everything you had hoped even if the 
emotions of the meeting make it more 
difficult to remember your questions 
and concerns. Don’t be 
afraid to ask for addi-
tional services for your 
child. The school may 
not provide everything 
you had in mind but it 
never hurts to ask. 

Get organized
Collect any pa-

perwork you need or 
would like to bring to 
the meeting and gather 
it in one place so it is 
neat and organized 
for the meeting. Bring 
your notes from your 
observation, your list of 
questions and goals you 
would like to set, and 
any medical paperwork 
that pertains to the IEP 
meeting. If you have 
had any private evalua-
tions done, bring copies 
of those as well. 

Books to help prepare for your  
child’s IEP meeting

Here are a few books to help you understand and 
prepare for your child’s IEP meeting:

•  The Art of Advocacy: A Parent’s Guide to a  
Collaborative IEP Process by Charmaine Thaner

•  Better IEP Meetings: Everyone Wins by  
Cynthia M. Herr and Barbara D. Bateman

•  Wrightslaw: All About IEPs by Peter W. D. Wright 
and Pamela Darr Wright

•  Wrightslaw: From Emotions to Advocacy: The 
Special Education Survival Guide by Peter W.D. 
Wright and Pamela Darr Wright

•  Your Special Education Rights: What Your School 
District Isn’t Telling You by Jennifer Laviano and 
Julia Swanson

•  The IEP from A to Z: How to Create Meaningful 
and Measurable Goals and Objectives by Diane 
Twachtman-Cullen and Jennifer Twachtman-
Bassett
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For UPMC Health Plan “best” information go to www.upmchealthplan.com/best.
Nondiscrimination statement 
UPMC Health Plan1 complies with applicable federal civil rights laws and does not discriminate on the basis of race, color, national origin, age, disability, sex, sexual orientation, gender identity,  
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1UPMC Health Plan is the marketing name used to refer to the following companies, which are licensed to issue individual and group health insurance products or which provide third party 
 administration services for group health plans: UPMC Health Network Inc., UPMC Health Options Inc., UPMC Health Coverage Inc., UPMC Health Plan Inc., UPMC Health Benefits Inc.,  
UPMC for You Inc., and/or UPMC Benefit Management Services Inc.
Translation Services 
ATENCIÓN:  si habla español, tiene a su disposición servicios gratuitos de asistencia lingüística.  Llame al 1-855-489-3494 (TTY: 1-800-361-2629).
注意：如果您使用繁體中文，您可以免費獲得語言援助服務。請致電 1-855-489-3494（TTY：1-800-361-2629）。

What is good health? Your answer is as unique as you are. Whatever it means to 

you, UPMC Health Plan is here to help you live your life in the best way. We give you 

award-winning customer service, in-network access to the world-renowned doctors  

and hospitals of UPMC, and the people, products, and programs you need to live the 

healthiest life you can. We can’t think of a better outcome. UPMCHealthPlan.com

The best doctors.  
The best hospitals.  
The best service.
 It’s how we help you  
 live your best life.
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