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As many of EP Maga-
zine’s readers know, planning for 
the future of a loved one with 
special needs is a daunting task. 
A multifaceted approach that 
factors in social, legal, medical 
and financial necessities can 
take years of careful considera-
tions to develop. As Bianca Farr 
notes in her article “Securing 
Your Child’s Future: The Importance of 
Special Needs Trusts,” “A parent’s wish is 
that their child grows 
to be an independent, 
productive member 
of their community. 
For parents with a 
child with a disability, 
a different approach 
may be necessary to 
achieve independence 
and inclusion within 
the community.” Hers is just one in a wide 
selection of articles that can help parents 
ensure a more secure future for their child 
in our Annual Financial Planning Issue. 

Our cover story, submitted by MassMutual 
Specialcare, recommends that caregivers 
host a meeting with their family and/or 
friends to discuss the future medical, edu-
cational, and housing needs of their depen-
dent with special needs. They suggest a 
range of topics for discussion to help develop 
a life care plan that best suits the needs of a 
person with a disability. In “Financial 
Planning Across the Spectrum,” Marta 
Chmielowicz of Autism Speaks focuses on 
planning concepts as they relate to the care 
of autistic loved ones. Partners4Housing 
founder Pam Blanton tackles tough ques-
tions like “What does my family member 
need to live outside our family home?,” “Who 
will they live with?,” and “How will we afford 
it?” in her article “Questions about Your 
Loved One’s Future Housing.” 

In “Three Options To Give Your Child 
With Additional Needs More Financial 
Security,” Graham Caldow writes “A life 

plan will enable your child 
to live their best life. Time 
has been taken to plan and 
prioritize what’s important 
for them, to consider what 
will give them a happy life, 
what will give them a sense 
of purpose and meaning, 
what will give them pride 
and self-respect, and what 

will give them a greater feeling of being 
independent, autonomous people.” 

In addition, we 
highlight related 
topics like ABLE 
accounts, special 
needs trusts, estate 
planning for col-
lege students, and 
dealing with over-
whelming medical 
bills. 

Follow us on facebook.com/exceptionalparentmag, 
Instagram @epmzine and twitter.com/epmzine and 
share our posts. Our mission is that every-
one interested will know they can read the 
valuable information for FREE! It’s easy to 
subscribe and receive “EP for Free” – just 
visit www.epmagazine.com and click EP for Free 
Sign Up!  
 

  
  

 

THE EDITOR IN CHIEF’S DESK    FAYE SIMON

For parents with a child with a disability, special plans may be 
necessary to achieve independence within the community.

“A life plan will enable 
your child to live their 
best life and to consider 
what will give them a sense 
of purpose and meaning.”

A Sense of Purpose

THE EDITOR IN CHIEF’S DESK 
 
Faye Simon is a certified pre-K—8 teacher with a 
wide range of educational experience. She has 
worked in deaf/blind and infant stimulation 
programs, taught K—2 in public schools, and was 
a Head Teacher and Parent Coordinator for Head 
Start. She is Founder and President of the 
volunteer-run IES Brain Research Foundation. As 
EP’s Editor In Chief, Faye sources and edits articles, 
creates partnerships with businesses and not-for-
profit organizations, and develops relationships with 
EP’s writers, corporate partners, readers and staff.

Faye Simon 
 
 
 
Editor In Chief
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One of the most popular video game systems is 
unveiling a new controller designed to be more 
accessible for people with disabilities 

Sony said it will make its Access controller available for 
PlayStation starting Dec. 6. The circu-
lar controller, which has been in the 

works for five years, features buttons that 
can be rearranged with various caps to 
allow users to select the shape and texture 
that suits them. It also includes a control 
stick that can be adjusted to the desired 
length for comfort. 

“Introducing the Access controller, a ver-
satile controller kit that can be customized 
to meet players’ diverse needs, designed in 
close collaboration with the accessibility 
community to help players with disabilities 
play more comfortably for longer,” PlayStation announced. 

Users can configure button and stick settings to meet their needs 
and the Access controller can be used alone or connected with 
other controllers and accessories. 

The accessible controller can be placed on a flat surface like a 
wheelchair tray and is intended to “help gamers with disabilities 
play more comfortably and for longer periods,” Hideaki Nishino, 
senior vice president of platform experience at Sony Interactive 
Entertainment, indicated in a blog post. “Our goal was to create an 
innovative design that’s adaptable to the needs of a wide array of 
players.” 

The Access controller, which will be available globally on Dec. 6 
and costs $90 in the U.S., features swappable buttons and sticks 
that allow players to arrange the controller to best suit their individ-
ual needs. 

The circular device is surrounded by buttons and an extending 
joystick, and other accessories can be added on in separate ports. 
According to CNet, it was designed for those with various gaming 
needs and includes interchangeable magnetic buttons, a box that 
can be opened with one hand and the ability to combine con-
trollers. 

“As someone who's disabled, you're given tons of accessible 
equipment that feels medical; it feels like something that's from the 
hospital,” accessibility consultant Cesar Flores told the outlet. “If 
you look closely on each of those buttons, there’s tiny X’s, squares, 
triangles – that’s so special. That’s the difference right there, 
because that really makes it so I feel like I’m just going to game.” 

 

Sony Interactive Entertainment’s senior technical program 
manager Alvin Daniel added that accessibility with a con-
troller is important if games and consoles are accessible as 

well. “Our PlayStation Studios have done an amazing job with each 

title and really pushing the boundaries as far as accessible gaming," 
he said. “The critical link in that chain is the controller.” 

Nishino said that the company tried out half a dozen concepts 
and worked with accessibility experts and testers with disabilities 
to identify the best option. Even the controller’s packaging is 

designed to be accessible, using loops to 
allow customers to unpack the item with 
just one hand. 

In addition to the Access controller itself, 
Sony said that Logitech G will offer an 
accessory kit beginning in January that will 
allow for even more customization. 

The PlayStation Access controller was 
first revealed at CES, an annual consumer 
technology trade show in Las Vegas, earlier 
this year, but it was still in development at 
that time. Sony rival Microsoft has offered 
an Adaptive Controller for Xbox since 2018. 

Sony is accepting pre-orders for the new Access controller, which 
runs $89.99.

WHAT’S HAPPENING
NEW PLAYSTATION CONTROLLER TO MAKE GAMING 
MORE ACCESSIBLE FOR PEOPLE WITH DISABILITIES

PHOTO COURTESY SONY

KayserBetten—A Name You Can Trust  

Since 1978 

A complete line of beds with innova琀ve designs and unique features.   

See the di昀erence! 

1-800-574-7880 

www.KayserBe琀enUS.com 

TAKING CONTROL:  The Access controller can 
be customized to meet  sdiverse needs 
and was designed in close collaboration 
with the accessibility community.
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BY COLLEEN DEGUZMAN  
Jodi Bobbitt, the school nurse 
at William Ramsay Elementary 
in Alexandria, Virginia, is 
always ready to see children 
with a wide range of injuries 
and illnesses. One day during 
the first week of school, the 
parade started before the first 
bell when a little girl walked in 
with red, irritated eyes. 

Then it got busy. A student fell from 
the monkey bars and another 
tripped while playing tag. Two kids 

hit each other’s heads with lunchboxes 
and needed ice packs. A young boy had a 
stomachache. Bobbitt also saw her regular 
kiddos: one who has special needs and 
uses a wheelchair and another who has 
diabetes and gets his blood sugar checked 
daily before lunch. 

“Every day, I’m seeing more and more 
[youngsters],” Bobbitt, who is a certified 
nurse practitioner, said with a smile. “I saw 
more today than yesterday, so we just have 
to wait and see what the year has in store.” 

As the only school nurse at this subur-
ban Washington, D.C., elementary school, 
Bobbitt’s responsibilities extend beyond 
treating scraped knees and sniffles for the 
school’s 600 pupils. At her under-the-sea-
themed clinic, she administers medica-
tions, teaches kids about health care, and 
conducts routine health screenings. As the 
school nurse, she also serves as a public 
health point person – tracking student vac-
cinations, linking parents to local health 
care resources, and communicating some-
times difficult messages to them, such as 
warnings about sexually transmitted dis-
eases and signs of depression. 

It’s a full plate, but Bobbitt considers her-
self lucky. In a previous school nursing job, 
she split her time between two buildings 
within the same school district – some 
years three. What hasn’t changed is that 

school nurses play a critical role in keeping 
students healthy and ready to learn, but it’s 
an often-unrecognized field for which 
schools struggle to attract and retain 
employees. 

More than a third of schools nationwide 
don’t have a full-time nurse on-site, 
according to a 2021 survey by the National 
Association of School Nurses. The schools 
that don’t have a dedicated nurse either 
share one with other campuses, or don’t 
have one at all. Meanwhile, the nation is 
facing high rates of chronic illnesses 
among K-12 students, such as diabetes and 
asthma, along with an unprecedented 
mental health crisis among youth, and 
school nurses are at the front lines — 
often, alone. 

School nurses’ roles were further com-
plicated by covid-19. Since the pandemic 
took hold, they’ve been tasked with track-
ing cases and tracing exposures. An 
“extreme load of work was put on school 
nurses’ shoulders during the pandemic,” 
said Kate King, president of the NASN. 

They got caught in the middle between 
anti-maskers and maskers and anti-vaccine 
and pro-vaccine parents, and were the 

point of contact whenever students had to 
quarantine. “School nurses are used to 
interacting with parents who are angry,” 
said King, but because of the pandemic 
“that anger just got to levels we had never 
seen before.” 

In general, kids’ attendance and learning 
can suffer when students don’t have access 
to a school nurse. “You’re going to see 
more absences,” she said, citing a study 
from the Journal of School Nursing that 
found students with illnesses or injuries 
were sent home 18% of the time when 
evaluated by an unlicensed school employ-
ee while only 5% went home after being 
seen by a school nurse. 

 

Teachers and administrators are 
shouldering some of the burden by 
learning how to handle injuries and 

illnesses themselves, but “it doesn’t take 
the place of having a school nurse who can 
respond immediately,” King said. 

Though there is no federal law requiring 
schools to have nurses on staff, the Centers 
for Disease Control and Prevention recom-
mends at least one full-time nurse for 
every 750 students enrolled — but most 

PHOTOS COURTESY ERIC HARKLEROAD/KFF HEALTH NEWS

A THIRD OF SCHOOLS NATIONWIDE DON’T HAVE A 
NURSE. HERE’S WHY THAT’S A PROBLEM. 

WHAT’S HAPPENING
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STRETCHED THIN:  Jodi Bobbitt is the only school nurse at William Ramsay Elementary in 
Alexandria, Virginia. In a previous school nursing job, she split her time between two 
school buildings — some years three. Now she has only one campus to care for. 

http:// epmagazine.com 
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states are missing the mark by miles. School nurses in California 
have one of the heaviest workloads in the country with a student-
to-school-nurse ratio of 2,410 students for every nurse, according 
to the Public Policy Institute of California. 

According to research organization Child Trends, California, 
along with 34 other states and the District of Columbia, requires 
schools to employ school nurses. Of those, 12 set required nurse-
to-student ratios. Seven states encourage schools to have nurses 
on staff. Eight states don’t have mandates on the books. 

Still, schools were scrambling over the summer to hire nurses. 
 Jessica Sawko, director of education for Children Now, a 
California-based nonprofit organization, said schools struggle 
not only to retain nurses but also encourage aspiring nurses to 

consider working in schools. Districts can’t compete with the 
salaries and benefits hospitals offer. The national median salary 
for school nurses is nearly $55,000 a year, but a registered nurse 
could make nearly $30,000 more annually working at a hospital. 

In some states, school nurses need special certification in addi-
tion to their nursing degrees. 

The lack of school nurses is a byproduct of a larger issue: the 
nation’s overall nursing shortage. Health organizations in general 
– even those that offer healthy salaries – are facing difficulties hir-
ing and keeping nurses. Around 40% of nurses who participated 
in a 2023 survey by McKinsey & Co. said they were considering 
leaving their position. 

As a nurse for junior high students, King said she is keenly 
aware that school nurses sometimes serve as students’ only con-
tact with a health care professional, especially at her campus. 

World Language Middle School in Columbus, Ohio, where King 
works, has a diverse student body and takes in many students who 
are new to the country. “So that requires school nurses like myself 
to have a very broad range of knowledge of diseases and symp-
toms,” she said. 

Robin Wallin, director of school health services for Alexandria 
City Public Schools, said that another layer of this issue is that 
school nursing “is an aging cohort.” The district has at least one 
school nurse in each of its 18 campuses – but this year it was a 
challenge to fill every spot. Many school nurses are aging out, start-
ing to retire, she said. “We need to start to replenish our cohorts.” 

Bobbitt said the nursing students who shadow her almost never 
imagine themselves working in a school. “They want to work in 
the ER, they want to work in the hospital, they want to work in the 
NICU, or somewhere where they can have that adrenaline,” 
Bobbitt said. “This is a little different,” she said, adding that it is 
fast paced in its own way. 

Robin Cogan is a clinical coordinator at Rutgers University’s 
School Nurse Specialty Program in New Jersey, and she said one of 
the biggest learning curves for nurses who opt to work in school 
settings is that they are “often an independent practitioner,” which 
involves juggling a lot of responsibilities. 

Meanwhile, Bobbitt, working in her brightly colored clinic, stays 
focused on her daily mission: to address the students’ needs as 
quickly as possible. “We don’t want them to miss very much 
school or much class work,” Bobbit said. “That’s our goal, right?” 

 
ABOUT THE AUTHOR: 
 
Colleen DeGuzman, Peggy Girshman Fellow, is based in Austin, Texas, and 
reports on a broad range of public health topics. Previously, she was a reporter 
for the Austin American-Statesman. She also was a reporting fellow for The 
Texas Tribune and reporter for The Monitor newspaper in McAllen, Texas. She 
has had internships at NBC’s “Weekend Today” and Ashoka’s Washington 
bureau, and is an NPR Next Generation Radio mentee. 

SURVIVING SHORTAGES:  Robin Wallin, director of school health 
services for Alexandria City Public Schools, says an aging cohort of 
school nurses has contributed to the nationwide shortage. As nurses 
retire, she says, “we need to start to replenish our cohorts.” 

http:// epmagazine.com 
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NEARLY 4 IN 10 TODDLERS DIAGNOSED WITH AUTISM 
NO LONGER HAVE IT BY AGE 6
A recent study in JAMA 
Pediatrics finds that some 
toddlers diagnosed with 
autism may outgrow the 
condition by age six. 

This is reassuring news given the star-
tling number of kids currently on 
the spectrum. 

Autism spectrum disorder is character-
ized by varying degrees of difficulty with 
social communication and social interac-
tions, repetitive behaviors, and sensory 
symptoms. It is four times more common 
in boys than girls, 

The prevalence of autism continues to rise 
and more efforts are being made to diagnose 
kids early so they can get prompt treatment. 

Researchers at Boston Children's 
Hospital wanted to know how many tod-
dlers continue to meet the criteria for 
autism as they get older. They looked at 213 
children who had been diagnosed with 
autism at 1 to 3 years of age and reevaluat-
ed them at 5 to 7 years of age after receiving 
some form of intervention.  

All of the children in the study received 
interventions based on the diagnosis. The 
most common intervention used was 
applied behavior analysis, which is a thera-
py that focuses on increasing helpful 
behaviors and decreasing unhelpful ones. 
Applied behavior analysis can teach people 
to improve skills in areas like communica-
tion, attention, focus, and socializing. 

They found that by around age 6, more 
than a third, almost 40%, of the children no 
longer met the criteria for autism. 

“I think what this shows is the impor-
tance of continuing to get developmental 
follow-up for all children with a young 
diagnosis of ASD [autism spectrum disor-
der],” said lead study author Dr. Elizabeth 
Harstad, a developmental pediatrician at 
Boston Children’s. “I don't want these find-
ings to imply that losing the diagnosis is the 
best outcome. Children can have a range of 
wonderful outcomes whether or not they 
have the diagnosis.” 

The findings were published this month 
in JAMA Pediatrics. The study included 213 
children who were diagnosed with autism 
spectrum disorder (ASD) when they were 
between the ages of 1 and 3 years old. On 
average, the children were diagnosed 
around 2½ years old, and 83% of those in 

the study were boys. 
The kids who outgrew their diagnosis 

were more likely to be girls or at baseline, to 
have better communication, self-care, and 
decision-making skills. But the researchers 
stress that it’s important for children with 
autism to have ongoing assessments 
throughout their development because the 
diagnosis may evolve over time and their 
treatment needs to evolve with them. 

“It is possible that children who no 
longer have autism at age 6 may have 
responded better to treatment than chil-
dren whose autism persisted,” study co-
author William Barbaresi, MD, chief of 
developmental medicine at Boston 
Children’s Hospital, said in a statement. 
“The findings of the study should cause a 
very frank reconsideration of the need for 
far more research to understand if current 
treatment for autism is working, or if major 
new efforts to develop treatment approach-
es are needed.” 

The findings in this latest study show 
that parents of children diagnosed with 
ASD need to remain open-minded, said Dr. 
Harstad. 

“It is important to recognize that diag-
noses can evolve as a child develops,” she 
said in a statement. “Our research shows 
how important it is that we monitor kids 
over time, because some children may real-
ly have changes in their social communica-
tion and behavioral function. This under-
scores the need for continuous assessments 
and adaptable intervention strategies.” • 

WHAT’S HAPPENING

THE LONG VIEW:  The study authors noted the importance of continuing to assess autism 
throughout a diagnosed child’s development.

“Our research shows how 
important it is that we monitor 
kids over time, because some 
children may really have 
changes in their social 
communication and behavioral 
function.” 

http:// epmagazine.com 
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Children will learn 
money management 
skills with the Wise 
Owl Teaching Bank. 
Children can insert 
coins into three dif-
ferent compartments, 
labeled “save,” “spend,” 
and “share.” There is 
also a random option – 
just insert the coin in 
the top slot and let the 
owl decide! Early 
money management skills take on a fun 
interactive element thanks to this cute owl. 
The compartments’ clear plastic construc-

tion makes it easy to 
keep track of progress 
towards savings goals, 
identify when one area 
is out of balance with 
the others, or remove 
“spend” or “share” 
money once kids meet 
their goals. When it's 
not teaching valuable 
money skills, this 
unique bank also 
makes an adorable 

decor item in kids’ bedrooms or playrooms.   
 
RAINBOW RESOURCE CENTER 
www.rainbowresource.com

POWER PEN: MONEY 
Here’s a super-fun way to build money 

skills – with instant reinforcement! Kids 
just touch an answer with the special pen, 
and the pen tells them if they’re right or 
wrong. Practice and reinforce important 
math skills. Identify coins and bills, and 
find the same amount in different 
denominations. Count to find what amount 
is shown and compare different amounts 
of money. Power Pen sold separately. 
 
LAKESHORE LEARNING 
www.lakeshorelearning.com

HAPE CHECKOUT 
REGISTER  

Thanks to this Wooden Cash Register 
Pretend Playset, your child can start 
learning about the value of money early 
on. This 37 piece wood toy set comes with 
a pretend cash register, as well as code 
scanner and card reader. With included 
play money, coins, and credit cards, your 
child can open their own pretend store and 
role play. Not only does the checkout 
register provide little ones with creative 
role-playing fun, but it also helps foster 
communication and math skills important 
to your child’s development.  
 
MAZIPLY 
www.maziply.com

TIME AND MONEY LEARNING MATS
Time & Money Learning Mats are a new 

fun way to lead children on the road to 
literacy. Colorful mats and word tiles make 
learning and practicing telling time and 
counting money fun – this kit helps 
children practice these key skills. Start 
building a foundation for academic 
success. Each mat features six analog 
clock images on one side and six groups of 
currency images on the other; students 
find the corresponding digital time tiles 

and numerical money tiles representing 
the images shown. Children can learn to 
tell time in hours, half-hours, quarter-
hours, and to the nearest 5 minutes using 
analog clocks. They will identify the values 
of coins and bills, find the value of 
different money combinations and add 
simple money amounts. 

concepts  
 
SCHOOL SPECIALTY 
www.schoolspecialty.com

WISE OWL TEACHING BANK

WHAT’S NEW   FISCALLY FUN
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ABLE today’s mission is to advance finan-
cial empowerment for people with disabilities 
by increasing the awareness of ABLE accounts.  

T
he National ABLE Program continues to be a transformative 
force for individuals living with disabilities across the United 
States, which allows individuals to save money while helping 

them to protect benefits like Medicaid and SSI.  
ABLE accounts offer eligible individuals with disabilities, a 

financial solution and sense of financial freedom to save, invest 
and spend resources in their accounts for disability-related 
expenses – all while maintaining important benefits like Medicaid 
and Supplemental Security Income (SSI). In this article, we will 
provide additional background on the National ABLE Program: 
how to use an ABLE account for short-term spending and long-
term savings, as well as how to partner with ABLE today to access 
additional ABLE educational opportunities.  

 
Understanding the National ABLE Program 

The Stephen Beck Jr., Achieving a Better Life Experience (ABLE) 
Act, was a legislative concept that took four U.S. Congresses and 
almost a decade to enact into federal law. The primary purpose is 
to enable individuals with disabilities to save and invest funds 
without jeopardizing their eligibility for critical government ben-
efits, such as, Medicaid and SSI. These tax-advantaged savings 
accounts are designed to cover expenses that enhance the quality 
of life for people with disabilities. 

 
How to Use an ABLE Account for Short Term Spending  

Qualified Disability Expenses (QDEs) are the cornerstone of the 
ABLE program. These expenses include a wide array of costs 
directly related to the disability of the account holder, such as 
housing, education, transportation, employment training, assis-
tive technology, personal support services, and health and well-
ness. The flexibility of QDEs allows account holders to significant-
ly improve their overall well-being. 

 
How to Use an ABLE Account for Long Term Savings  

The National ABLE Program is modelled after the traditional 
529 College/University Savings Program. Thus, in addition to sav-
ing for QDEs, individuals with disabilities are also able to invest 
their savings for the long-term, in their ABLE account, just like in 
a 529 account. Earnings on ABLE accounts grow free of federal 
income taxes, so long as account proceeds are used to purchase 
Qualified Disability Expenses. Many state ABLE programs also 
offer a state income tax deduction or credit for contributions to 
ABLE accounts.  

ABLE accounts offer eligible individuals with disabilities, a finan-
cial solution and sense of financial independence.•

BY ABLE TODAY  

ABOUT ABLE TODAY 

ABLE today is committed to sharing information on ABLE accounts directly 
to the disability community. ABLE today partners with disability organiza-
tions, government agencies, employers and other key stakeholders to share 
free resources and provide in-person / virtual educational webinars on ABLE. 
You can learn more ABLE today, please visit www.abletoday.org. To partner 
together on hosting an ABLE presentation for your organization or group, 
please email sara@abletoday.org.  

FINANCIAL 
PLANNING 
THE ANNUAL ISSUE

ABLE ACCOUNT HOLDERS  :  SUCCESS STORIES

To illustrate the profound impact of the National ABLE 
Program, here are some possible scenarios. 

 
MARIA’S PURSUIT OF EDUCATION 

Maria, a young woman with Down syndrome, dreams of 
pursuing a college education. With her ABLE account, she 
can save for tuition, textbooks, and other education-related 
expenses. This enables her to fulfill her academic aspirations 
while preserving her eligibility for Medicaid, which covers her 
essential healthcare needs. 

 
JAKE’S QUEST FOR INDEPENDENCE 

Jake is a wheelchair-bound professional who wishes to 
modify his living space to accommodate his mobility needs. 
Using his ABLE account, he can invest in home modifications 
like ramps and accessible bathrooms. These expenses directly 
contribute to his independence and quality of life while 
ensuring he continues to receive SSI. 

 
SOPHIE’S JOURNEY TO WORK 

Sophie has cerebral palsy and is passionate about working 
in a field she's truly passionate about. Her ABLE account 
allows her to cover transportation costs, personal support 
services, and job-related expenses, empowering her to main-
tain steady employment without risking her government 
assistance. 

 
DAVID’S PURSUIT OF HEALTH 

David, a man with a visual impairment, requires specialized 
medical equipment and services. His ABLE account enables 
him to pay for adaptive technology and support services, 
improving his daily life, while Medicaid continues to cover his 
essential healthcare needs.

EMPOWERING FINANCIAL PLANNING & INDEPENDENCE THROUGH ABLE ACCOUNTS  

HOW THE NATIONAL ABLE PROGRAM TRANSFORMS LIVES
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mailto:sara@abletoday.org


EXCLUSIVE  OFFER  

BANTEC DISINFECTING KIT 
Easy for anyone to use in multiple environments to 
protect themselves by disinfecting touch surfaces 
they encounter throughout the day. Perfect for use 
between cleanings. Featuring Enviro-Pro ® 
products which meet the EPA’s criteria for use 
against the novel coronavirus. Each kit contains: 
 
• 3 gallons CleanSmart Enviro-Pro 
• 1 1 oz. dispensing pump 
• 1 1/8 oz. dispensing pump 
• 2 each 32-oz. Enviro-Pro labeled spray bottles  
• 2 each spray bottles triggers 
• 1 box of disposable gloves 
• 1 pack of 12 machine washable microfiber cloths 
• 2 each disposable, non-medical face masks 
• 1 pack disposable dusting sheets 
• Directions, tips and more.  
www.bantec.store/products/bantec-disinfecting-kit 

INDUSTRY INNOVATOR  

BANTEC AUTONOMOUS SOLUTIONS 
Bantec Sanitizing has expanded its variety of products and serv-
ices to help facility managers, safety professionals, and mainte-
nance personnel to include autonomous health monitoring, sani-
tizing and teaching self-driving humanoid robots. Systems such 
as the Cruzr Health Monitor, below, can improve workplace 
safety and present helpful information. 
 
Autonomous Mobile Solution 

• Navigates autonomously 
• No manual repositioning needed 
• Up to 8 hours autonomy (6 hours 

to recharge) 
• Automatic docking and recharg-

ing  
Interactive and Engaging 

Humanoid Robot 
• Speaks multiple languages  
• Detects human presence 
• Deploys information 

(text, pictures, 
videos and more)  

Heath Monitoring Features 
• Body temperature measurement 

and notification 
• Mask detection and notification 
• Increases workplace efficiency  
• Engaging, reliable, systematic, 

tireless and user-friendly 
• Reduces infection rates and 

associated costs  
 

Learn more about our fully- 
programmable mobile robots for 
health monitoring, sanitizing 
and education: 

 
https://bantec.store/products/cruzr-health-monitor 

BANTEC  SANITIZING IS YOUR ALLY 
IN THE FIGHT AGAINST COVID-19  
 
With efficient and affordable solutions for cleaning and safely 
sanitizing residential, school and business settings, 
Bantec Sanitizing can help you prepare for living, learning 
and working in a safe and healthy environment. 

www.bantec.storeA   D I V I S I O N   O F

COMMERCIAL AND RESIDENTIAL CLEANING PRODUCTS & SERVICES 

HOME SCHOOL OFFICE

http:// www.bantec.store/products/bantec-disinfecting-kit 
http://https://bantec.store/products/cruzr-health-monitor 
http:// www.bantec.store
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COURTESY OF MASSACHUSETTS MUTUAL LIFE INSURANCE COMPANY (MASSMUTUAL) SPECIALCARE

Just as caring for a dependent with special needs is a family affair, so is the related planning.

It is recommended that caregivers host a meeting with 
family/friends to discuss the future medical, educational, and 
housing needs of their dependent with special needs. Share 
information about you and your dependent’s vision of the 

future and discuss any concerns and options for future care. 
A person-centered life care planning process focuses on the 

development of a Life Care Plan that will enable the person with 
a disability to obtain the best quality of life possible. You, your 
loved one with special needs, if applicable, and your team of pro-
fessionals should work collectively to help develop a life care plan 
that best suits the needs of a person with a disability – now and 
far into the future. 

FINANCIAL 
PLANNING 
THE ANNUAL ISSUE
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PLANNING MEETING WITH FAMILY/FRIENDS : TOPIC SUGGESTIONS FOR FUTURE NEEDS DISCUSSIONS

 
LETTER OF INTENT (LOI) 

(Recommended to be completed prior to meeting) 
• Explain what a Letter of Intent is. A Letter of Intent can be used as part 

of a special needs estate planning process. Although it is not legally bind-
ing, this document provides direction for the person(s) who will care for 
the dependent with special needs in the future. It should detail medical 
history, daily care needs, housing and services, as well as specific wishes 
and expectations as they relate to the dependent’s future. It is a working 
document for the future caregiver(s) to follow that is updated regularly. 

• Discuss the process of your Letter of Intent (written or video format) 
with your family/friends/professionals and make any necessary updates 
and changes (the LOI is a work in progress, it is never fully done and 
needs to be updated as situations change) 

• Advise your family/friends/professionals where your Letter of Intent is 
located, should it need to be accessed. 

 
GOVERNMENT BENEFITS 

• Inform your family/friends what government benefits your loved one 
with special needs is receiving, if applicable. 

• Government benefits may help to provide for the needs of a loved one 
with special needs in the form of medical treatments and supplies, 
equipment, financial assistance and more. Some supports they may be 
entitled to, while others they may have to apply and qualify for. Here are 
some examples, however, benefits vary by state and jurisdiction. 

For more information, visit www.ssa.gov 
• Communicate the importance of not having any assets in your dependent’s 

name over the $2,000 limit, in most states, for them to continue qualify-
ing for SSI and Medicaid, if applicable. Examples of such assets include: 

 Cash, art, jewelry, etc. worth more than $2,000 
 Inheritance and inherited assets 
 Insurance benefits 

 
BENEFICIARY DESIGNATIONS 

• Recommend everyone review their beneficiary, 
transfer on death (TOD), paid on death (POD) des-
ignations on their accounts, such as life insurance 
policies, bank accounts, and align with all legal doc-
uments (wills, trusts, etc.) to ensure money is not 
left directly to the dependent with special needs or 
it could disqualify their eligibility for government 
benefits. 

• There are distinct ways to leave money to individu-
als with special needs so that their government ben-
efits are not lost, such as through a Special Needs 
Trust or ABLE Account. 

 
SPECIAL NEEDS TRUSTS BENEFITS 

• If you have a Special Needs Trust already established 
or plan on setting one up, explain to your family 
that money can still be left to an individual with spe-
cial needs by listing your dependent’s special needs 
trust as the beneficiary. 

• Explain what a special needs trust is in general and 
how it can benefit your loved one with special needs: 

A special needs trust may offer a means of pro-
tecting a dependent with special needs’ eligibility 
for government benefits, while addressing their 
ongoing care and needs. 

In general, a trust is an arrangement by which 
property is held by one party (the trustee) to ben-
efit someone else (the beneficiary). Different 
types of trusts suit different needs and may have 
different tax implications. There are two main 
types of special needs trusts: first party and third 
party depending upon the source of the funds. 

A trust created to benefit a person with special 
needs can: 
 receive assets, such as an inheritance, a court 

settlement, an insurance claim payment, gifts 
of money, or life insurance proceeds,  

 protect current or future government benefits, 
and 

 pay for medical care, special equipment, educa-
tion, entertainment, transportation, and more. 

• Consult an attorney who has experience with spe-
cial needs planning. A financial professional with 
experience in working with special needs families 
can help with funding options for special needs 
trusts. 

You, your loved one with special needs, if applicable, and your team of professionals should work collectively to help develop a life 
care plan that best suits the needs of a person with a disability. Here are some recommended topics of discussion.

Entitlement Benefits Public Assistance

Social Security Retirement Income Supplemental Security Income (SSI)

Social Security Disability Insurance 
(SSDI)

Medicaid

Family benefits

Spouse and Survivor Benefits

Children’s Disability Benefit

Medicare

Public Supports 
 
Supplemental Nutrition 
Assistance Program (SNAP) 
 
Temporary Assistance for Needy 
Families (TANF) 
 
Children’s Health Insurance 
Program (CHIP)

http:// www.ssa.gov 
http:// epmagazine.com 


SpecialCare is a program created by MassMutual that provides access to information, 
specialists and financial solutions to people with disabilities and their families. For more 
information about Massachusetts Mutual Life Insurance Company (MassMutual) and 
its SpecialCare program, please visit www.massmutual.com/specialcare. 

The information provided is not written or intended as specific tax or legal 
advice. MassMutual, its subsidiaries, employees, and representatives are 
not authorized to give tax or legal advice. Individuals are encouraged to 
seek advice from their own tax or legal counsel. Individuals involved in the 
estate planning process should work with an estate planning team, includ-
ing their own personal legal or tax counsel.  

If your loved one with special needs has 
an ABLE account already, share this infor-
mation with your family/friends and 
explain what an ABLE Account is. 

 
What Is An Able Account? 

ABLE (Achieving a Better Life Experience) 
accounts allows eligible individuals with 
special needs who have a disability that 
manifested itself before the age of 26 to 
open tax-advantaged savings accounts. Only 
one ABLE Account can be opened per eligible 
individual. The account can be established 
by the eligible dependent with special needs, 
or their parent, legal guardian, or agent 
acting pursuant to a power of attorney. 
ABLE accounts are developed and managed 
on a state level. Most states allow deposits 
from out of state residents so even if your 
state does not have the program you may still 
be able to sign up for another state’s account.  

The funds can come from either the indi-
vidual with special needs or any third per-
son (including family, friends, co-workers, 
Special Needs Trust, or Pooled Trust).  

Income earned by the ABLE account is not 
taxed. Contributions must be made with 
post-taxed dollars and is not tax deductible 
for federal taxes, however, some states 
may allow for state income tax deductions for 
contributions made to an ABLE account. 

Funds in a 529 college savings plan can be 
moved into an ABLE account without incurring 

tax or penalties if both accounts have the same 
beneficiary or a qualifying member of the 
beneficiary’s family. The rollover amount 
must be within the annual ABLE contribution 
limit ($17,000 in 2023) and must occur by 
December 31, 2025. There are direct rollovers 
where the two programs transfer assets 
directly from one to the other. And there are 
indirect rollovers in which the account owner 
of the 529 plan would take possession of funds 
before they are transferred. The transfer 
must occur within 60 days of withdrawal. 

Money from the individual with a disabil-
ity’s special needs trust may also be moved 
into their ABLE account with no tax conse-
quences, again, while staying within the 
annual ABLE contribution limit. 

The funds can be used for a range of 
expenses related to the disability of the 
dependent, such as education, housing, 
transportation, health, prevention and 
wellness, financial management, adminis-
trative services, legal fees, personal support 
services, employment training, etc. In most 
states, upon death of the dependent with 
special needs or termination of the account, 
there is a Medicaid pay-back provision in 
most states regardless of who deposited 
the funds. Some states are doing away 
with the Medicaid pay-back provision. 

 
Annual Contributions 

A total of $17,000 for 2023, plus an addi-

tional $13,590 can be contributed from the 
earnings of the beneficiary.   

If the ABLE account owner is employed 
and does not participate in their employer’s 
defined contribution plan (such as a 401(k) 
plan, profit-sharing plan, 403(b) plan, or 
457(b) plan), they may make an additional 
annual contribution up to the lesser of: 
1. The ABLE account owner’s compensa-

tion from their employer for the tax year 
OR 

2. The United States poverty line amount 
in 2023 of $15,630 in Hawaii, $16,990 in 
Alaska, or $13,590 in all other U.S. states 

 
Total Account Limit Maximum 

The maximum accumulation amount in 
the ABLE account is subject to the individ-
ual state’s limit, based on the state’s cap for 
the traditional 529 Plans. The amount can 
range from $235,000 to $550,000 for 2023.  

For ABLE account owner’s receiving 
Supplemental Security Income (SSI), if the 
account combined with their other 
resources exceeds $100,000 there will be a 
suspension of their SSI until all their 
resources no longer exceed the $100,000 
limit. However, there is no effect on bene-
fits under the Medicaid program, even if a 
beneficiary’s SSI is suspended because the 
account exceeds the $100,000 limit. 

For the most current information and states 
that offer an ABLE Account, visit www.ablenrc.org

It’s important to pull together a support team of professionals 
that can help guide caregivers through the variety of options avail-
able to plan for the future care of dependents with special needs.   

The composition of the team may vary depending on your unique 
situation, but it should include you and your loved one with special 
needs, if applicable, working collaboratively with professionals 

who have experience in working with special needs families, such as: 
• Special needs financial professional   • Special needs attorney, and  
• Perhaps a health professional and a school guidance counselor, 

among others. 
Advise your family who will be on your “Team” to assist you 

with executing your plan for your loved one’s future.

PLANNING MEETING WITH FAMILY/FRIENDS : TOPIC SUGGESTIONS FOR FUTURE NEEDS DISCUSSIONS  cont.
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BY GRAHAM CALDOW  
 
The problems you currently face with how to 

give your child with additional needs more 
financial security are those we also faced as a 
family. We developed a way to make a life plan 
for our daughter and our life plan will work for 
you too.  

W e created the Red Giraffe Route Map by dividing the 
main aspects of her life into four categories which 
we liken to train lines: the Daily Living line, the 

Relationships line, the Purpose line and the Finance line. 
Everyone needs money for their long-term security, but our 

young adults may rely more heavily on others to help 
plan and manage this security. Financial security 
underpins their long-term future, and for this reason, 
careful planning of the Financial line is imperative. 
 
Disclaimer: Everything that follows is for educational 
purposes only. It is not intended to be financial 
advice and should not be used as such. 
You should seek professional 
advice from someone 
suitably qualified, who 
can tailor advice 
specifically to 
your circum-
stances. 

The central concern of the Financial line is how your child’s 
finances will be organized. It all starts with deciding who con-
trols their finances. Everyone wants to leave their children finan-
cially secure but the question is, how? At one end of the contin-
uum is a guardianship, where their finances are fully controlled 
by someone else. At the other end is complete autonomy where 
they control all their own finances. In between, are numerous 
other permutations. Each has advantages and disadvantages. We 
must decide the best way to offer our children financial security 
when we are not around to support them. For this, we need a 

vision of how their finan-
cial affairs will 

be organ-
ized. 

3 OPTIONS 
TO GIVE YOUR CHILD WITH ADDITIONAL 

NEEDS MORE FINANCIAL SECURITY

FINANCIAL 
PLANNING 
THE ANNUAL ISSUE
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Guardianships give complete control of their finances to some-
one else. There are many advantages, and for some, this is the best 
option, not only to protect your child financially, but also to look 
out for their best interests, both physically and emotionally. 

If your child is to live the life they want (and you want them to 
have), they must have financial security. Ideally, they should have 
as much financial autonomy as possible, because this encourages 
greater independence. But if you are leaving them money through 
inheritance, you have a right to expect it will be used wisely. Our 
children are disproportionately poorer compared to other groups in 
society; so, ensuring a sound financial future is imperative. 
Regardless of the exact solution or combination of financial 

options you elect to use, we need to organize their financial affairs 
to give them as much security as possible, for when we are not 
around to support them. 

Vision on the Financial line requires us to answer a key question: 
does my child need a guardianship to protect them? Often this is a 
matter of personal choice, but we should always allow them as 
much autonomy as possible. Not being financially literate is not, I 
believe, a reason to stop them from having control over their 
finances – many people aren’t that financially literate, and yet they 
manage to get by. However, that’s not to say you shouldn’t use the 
tools available to protect major assets or inheritances they might 
receive. 

Next to guardianships on the Financial line and close in terms of 
control, are Trusts. You may use something like a special needs 
trust to hold assets, which means finding a balance between the 
finances your child controls and those controlled by the trustees.  

Assets put in a trust do not belong to your child. This has impor-
tant implications when applying for government support, as the 
asset is not considered theirs and it cannot be regarded as money 
they have available. This is important if applying for means-tested 
benefits or other forms of financially assessed support, where hav-
ing too much money available can prevent a successful application 
for government support. This is often the main reason why parents 
set up trusts for their children. 

There are also other benefits to a trust. It can offer a degree of 
protection for your child, as well as financial security. For exam-
ple, if you leave the house in which they live to a trust, they will 

always 

have a place to live, but that house is not considered ‘theirs’. This 
means that even if they are not good at managing their own money, 
they cannot get into debt to the point where their home is taken 
into foreclosure. They can’t be defrauded out of it. If they became 
romantically involved and the relationship ends, a partner could 
not claim half the asset, because your child does not own it. 

Setting up a trust is not as difficult as people imagine. Trusts for 
the most part follow the same basic pattern. There is a ‘settlor’ (the 
person who starts the trust), a ‘beneficiary’ (the person who gets 
money and assets from the trust), and a number of ‘trustees’ (peo-
ple who run and administer the trust, and the legal owners of the 
assets held in the trust). Most trusts have at least two people as 
trustees, most likely starting with you. They can be set up by a 
lawyer or financial adviser, who will talk you through the process 
in more detail. 

From my experience, setting up a trust is a great deal easier to do 
than deciding who future trustees might be. You could use profes-
sional people as future trustees, but this will come at a cost. 
Lawyers and accountants charge for their time, and over the years 
these costs can mount up. However, this option will ensure that the 
trust is likely to be well-managed and meet its legal and regulatory 
obligations. 

If you choose nonprofessionals, there are certain things you 
should consider:  
• Are the possible trustees young enough to be around for your 

child well into the future?  
• Are they good money managers themselves?  
• Are they willing and capable of handling the responsibility?  
• Are they good administrators? Being good with money is not the 

same as doing the necessary paperwork each year after the trust 
becomes active. 

I would advise against any automatic assumption in favour of 
choosing family members as trustees. They may not be impartial, 
and may not always follow your instructions as closely as paid pro-
fessionals or slightly more distanced non-professionals might. 
Whoever is in control of their finances needs to know your inten-
tions, so they can facilitate the financing of it. 
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At the other end of the continuum is the option of letting your 
child have complete control over their finances. This can be a wor-
rying prospect for any parent, but do remember that our children 
are frequently more capable than we imagine, and safety nets and 
plans can be put in place to help. Fixed expenses can often be man-
aged by your child when you establish a workable system to control 
them, and many young adults are capable of working within clearly 
defined rules, if the purpose and rationale are explained to them in 
advance. 

While this is a huge milestone in the maturity of your child, this 
handover also signifies more. It is the start of you separating your 
finances from theirs.  

When they are a child, their finances could be visually represent-
ed like this:  

  
You have control over their financial affairs. You control income 

and manage all expenses like: housing, utility bills, clothing, food, 
and leisure. They have a small amount of control within this, pos-
sibly with only their pocket money to spend.  

As they get older, they may take on a greater degree of financial 
control. This might look something like this: 

 
Here they have taken over most aspects of their finances, from 

paying for housing to utility costs, from clothing to leisure spend-
ing, and all else in between. They are by far the biggest financial 
player, but you may still have control, perhaps via a trust and the 
assets you have put in the trust. Your protective ring encloses their 
circle of control, however large it might be. 

The size of the circle in the middle may vary from person to 
person. For example, a trust might pay their utility bills and 
housing costs, while they control all other aspects of their spend-
ing. The logic behind this could be to ensure they always have a 
home with the heating and lights on. The inner circle may be sig-
nificantly smaller if their ability to manage their finances is more 

restricted. But it should 
always be as large as can 
be safely managed. When 
you are considering 
options, you want to ask 
how large that inner cir-
cle can safely be made. 
How much financial inde-
pendence should we give 
them while, at the same 
time, maintaining their 
financial security? 

The Financial line is 
slightly different from the 
other lines, because so 
much of it is within your 
direct control. The more 
deeply you plan and 
organise, the greater the 
beneficial effect. The 
thing that sometimes 
stops people thinking 

about this, however, is that it relies on us thinking about our mor-
tality. We need to make decisions about how their finances will 
work long after we have died, and we also need to make plans for 
our own finances in our will. This can be difficult.  

 

A  life plan will enable your child to live their best life. 
Time has been taken to plan and prioritise what’s 
important for them, to consider what will give them 

a happy life, what will give them a sense of purpose and mean-
ing, what will give them pride and self-respect, and what will 
give them a greater feeling of being independent, autonomous 
people.• 

  
 ABOUT THE AUTHOR: 

 
Graham Caldow’s mission is to help parents of children 
and young adults with additional needs answer the ques-
tion: "What's next for my child?” As the parent of a 
young adult with additional needs himself, his ultimate 
goal is to ensure they are financially secure and live with 
dignity. Through his new book What’s Possible?, Graham 
is dedicated to helping other parents and guardians sup-
port their own young adults with additional needs 
through bespoke life plans, covering topics such as 
finances, building a community, developing independ-

ence skills and living with purpose. This is an adapted extract from What’s 
Possible? Plan a Better Future for Your Child with Additional Needs.  
www.amazon.com/Whats-Possible-better-future-additional/dp/B0CJLMV4B2

 
 

 
Your Financial Control 

 
 
 

Thieir Control

Your Financial Control  
 
 
 
 

Thieir Financial Control

 
3. PASSING OVER GREATER CONTROL TO YOUR CHILD

“A life plan will 
enable your child to 
live their best life – 
to prioritise what’s 
important for them, 
to consider what will 
give them a happy 
life, a sense of 
purpose and 
meaning, pride and 
self-respect, and a 
greater feeling of 
being independent, 
autonomous people.”
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The problem is many caregivers are already 
too overwhelmed with managing their child’s 
daily life to take the time to explore future sce-
narios and plan for those. As a mother to a 
seven-year-old with disabilities, I know that 
feeling all too well.  

A s caregivers we take on so many roles, including 
therapist, doctor, advocate, and let’s not forget…
parent. Also taking on the role of financial planner 
can be daunting and easy to put off. Like me, you 
might be tempted to wait to see how things look a 

few years down the road, so you can plan based on what develop-
mental and health level your child is at. But also like me, you 
might be paralyzed by the mountain of information you need to 
learn, and the hefty decisions you will need to make, in order to 
properly support your child’s future.  

But it’s important to educate yourself about the options you 
have to make for your child, and start putting a plan in place. You 
never know what the future will hold.  

Starting now will help alleviate stress levels that you may not 
realize are weighing you down, like a homework assignment 
you’ve put off, but will eventually have to complete. You are not 
alone in this feeling. I want to validate your experience and let 
you know, even just taking one step towards planning and educat-
ing yourself will help to propel you forward.  Here are three 
actions you can take to start the process: 
1. Schedule it on your calendar: Scheduling yourself a one-

hour block during the day will give you a concrete time to 
address planning, which will relieve the pressure of knowing 
you have to do something, but don’t know when.  

2.  Start small: Don’t tackle the whole task at once. Give your-
self time to look through resources and educate yourself, with-
out overwhelming yourself. Small bits of information are easi-
er to digest and remember, than large chunks.  

3. Talk to someone knowledgeable: Find a forum or a fel-
low parent that has been through the process. You might even 
want to consult a professional. Most disability attorneys will 
be able to explain the basics and start you on the right path. 
Once you talk to a person that is very knowledgeable, you will 
feel more at ease. You will be able to better understand the 
decisions you will have to make, and the small next steps in the 
planning process. Don’t let the unknown get in the way of tak-
ing action. 

To get you started on your path to educating yourself and for 
planning your child’s future, here’s a checklist and resources you 
can access now, to help jumpstart the process. Just remember, 
small steps can get you all the way there. You got this!  

 
ABOUT THE AUTHOR: 
 

Corey Briskey, MPH is a mom of two wonderful children, 
one of which is medically complex and has disabilities. 
Corey is a writer, blogger, and a neurodiversity-affirming 
advocate for children with disabilities and their families. 
Corey has written a memoir, not yet published, centered 
around raising a child with disabilities, among the crush-
ing pressures of society. She has a Master’s degree in 
public health from the University of Buffalo and a bache-
lor’s degree in psychology from The College at 
Brockport. You can follow Corey on Instagram (@corey-

briskey) or view her website and subscribe to her blog at coreybriskey.com 
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BEING A CAREGIVER TO A CHILD WITH 
A DISABILITY LEAVES YOU WITH A LOT 

OF WORRIES ABOUT YOUR CHILD’S 
CURRENT HEALTH AND WELL-BEING, 
AS WELL AS FEARS FOR THE FUTURE.

JUMPSTART THE PROCESS  :  CHECKLISTS & RESOURCES

 
KIDSHEALTH 

Checklist 
https://kidshealth.org/en/parents/needs-planning.html 

 
ABLE TODAY 

ABLE Account Information 
www.abletoday.org/overview 

 
THE ARC 

In-depth Planning Handbook 
https://futureplanning.thearc.org 

 
SPECIAL NEEDS ALLIANCE 

Special Needs Trust 
www.specialneedsalliance.org/the-voice/your-special-needs-trust-snt-defined-2  

ABLE account vs Special Needs Trust - How to choose 
www.specialneedsalliance.org/blog/able-accounts-and-snts-how-to-choose  

Finding a Financial Planner 
www.specialneedsalliance.org

http:// coreybriskey.com 
http://https://kidshealth.org/en/parents/needs-planning.html 
http:// www.abletoday.org/overview 
http://https://futureplanning.thearc.org 
http:// www.specialneedsalliance.org/the-voice/your-special-needs-trust-snt-defined-2 
http:// www.specialneedsalliance.org/blog/able-accounts-and-snts-how-to-choose 
http:// www.specialneedsalliance.org 
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As a parent of a child with medically complex conditions, I’m good at handling health emer-
gencies. My child is tracheostomy dependent, which means that several times a day, his breath-
ing tube gets blocked and I have to act quickly to clear it. When my son’s ventilator alarm 
sounds, I know how to troubleshoot and figure out what went wrong, so he can keep breath-
ing. Handling medical emergencies isn’t hard for me anymore, it’s just a part of life.  

OVERWHELMED WITH MEDICAL BILLS? 

IT HELPS TO THINK 
LIKE A DETECTIVE 

BY JENNIFER MCLELLAND

But handling all of the paperwork that the medical emergen-
cies create? That’s an entirely different skillset. Unlike with 
medical emergencies, parents get no training on how to 
deal with health care approval paperwork and bills. They 

must figure it out on their own. This used to be a huge source of 
stress for me, until I changed my mindset. Now, I’m no longer a 
frustrated mom sorting through bills and insurance denials – I’m a 
health care detective and I’m solving health care billing mysteries. 

In my first career, I was a police officer. Being a mom to a med-

ically fragile child is actually very similar. There are moments of life-
threatening danger where I have to act quickly and decisively, fol-
lowed by hours of paperwork. Being good at emergencies keeps my 
son alive. Being good at paperwork means my son gets the care he 
needs and the bills get paid. Some bills do end up being my respon-
sibility, but understanding the terms and the rules of his three health 
insurance programs: Medi-Cal (California's version of Medicaid), 
California Childrens Services and our private insurance) means that 
I don’t panic when I get a stray bill for more than my car is worth.  

FINANCIAL 
PLANNING 
THE ANNUAL ISSUE
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JUST THE FACTS  :  FIVE STEPS FOR TACKLING MEDICAL PAPERWORK LIKE A DETECTIVE

 
1. MOTIVE MATTERS 

To figure out how to fix a medical bill, you have to figure out 
why the bill exists. Providers are trying to get paid for the care 
they’ve already provided – that’s their motive. Insurance compa-
nies and Medi-Cal (California’s version of Medicaid) managed care 
plans have conflicted motives. At first glance, it might seem like 
they’re trying not to pay claims to save themselves money. But on 
an individual case level, it’s more likely they’re not paying the claim 
because the paperwork isn’t quite right. Never attribute to malice 
what can be adequately explained by bureaucracy. The people 
denying the claim don’t personally profit off of not paying your 
claim, they often just need someone to send them information 
that they don’t have yet.    

 

2. GATHER AND EXAMINE THE EVIDENCE 
This means sitting down at the kitchen table and spreading out 

all the paperwork you can find, related to the bill. When you 
receive a health care bill, you can match the information on the bill 
to the claim that was (hopefully) filed with your insurance compa-
ny. If you’re being asked to pay, it’s a bill. If the insurance company 
is being asked to pay, it’s a claim. If a claim wasn’t filed it can be an 
easy fix, just call the number on the bill and make sure the agency 
sending the bill has your correct insurance information. If you have 
private insurance, every claim that is filed generates an explana-
tion of benefits (a document that explains what insurance is going 
to cover). You can usually access this through your insurance com-
pany’s online portal, or you can choose to have them mailed to 
you. If you have Medi-Cal, you’ll receive a different document 
called a notice of action for any claim that is denied, but you gen-
erally won’t receive anything if the claim is paid. 

As you scour the evidence, keep in mind, if you have private 
insurance, you are generally responsible for copays, deductibles 
and coinsurance for covered, in-network services. Every policy is 
different, so you’ll need to look at the rules for your specific policy. 
The explanation of benefits paperwork will tell you why you are 
being asked to pay. If you’re confused by their reasons, you can call 
and ask for more details. If you understand their reasons but you 
still disagree, you can file an appeal.  

 
3. INTERROGATE THE SUSPECTS 

Once you’ve examined the evidence, you’ll probably have an 
idea of why the bill hasn’t been paid, but you’ll need to confirm 
your theory. In order to solve the mystery, you’re going to have 
to interrogate the suspects and try to get a confession. There 
are a lot of suspects: Separate bills can come from hospitals, 
doctors and laboratories for things that happened at the same 
visit. In California, the bills could legally be the responsibility of 
private insurance, Medi-Cal or California Children’s Services. 
They’re all going to blame the problem on each other. Use this 
to your advantage. For example, if you suspect the insurance 
company ignored a fax sent over by the doctor’s office, instead 
of accusing them of doing this, use your best customer service 
voice to ask if they can check to make sure the doctor’s office 
actually sent the fax. In the end, all you need the insurance 
company to do is admit that they got the fax, by giving them 
the option of blaming someone else for the mistake, and you 
get the problem solved.     

 

4. MAKE YOUR CASE 
To resolve your claim, you have to put all the information 

together and make your case. The provider may have submit-
ted their claim wrong or sent it to the wrong agency. 
Children with medically complex conditions frequently have 
multiple agencies covering their care – private insurance, 
Medi-Cal, California Children’s Services and Regional Centers 
are all potentially responsible for a bill in California. 
Sometimes the problem is that the agencies were billed in the 
wrong order. For example, if Medi-Cal is the secondary insur-
ance, then private insurance needs to either pay or deny the 
claim first. Sometimes the problem is that two agencies – 
commonly here: Medi-Cal and California Children’s Services – 
each say that the other agency is responsible for the bill. 
Once you’ve figured out where the claim went wrong, you 
can usually find a way to fix it either by making some phone 
calls or filing an appeal. The appeal can be intimidating — but 
when you’re a health care detective you’re not intimidated 
by paperwork. 

Thinking of myself as a health care detective who is solving a mystery, makes a frustrating process feel a little bit more interesting. 
You have to figure out the motive, gather the evidence, interrogate the suspects, and put together a case. Every health care paper-
work problem is slightly different, so any advice on how to solve these problems has to be broad. But if you can think like a detec-
tive, you too can solve medical billing mysteries. Here are my five steps for tackling medical paperwork like a detective: 

http:// epmagazine.com 
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My hope is that these steps will help all the harried care-
givers out there struggling with medical paperwork. 
Admittedly, I still get a knot of fear in my stomach 
when I open bill-sized envelopes from medical 

providers, even though I know we have good insurance coverage.  
But once I sit down at the table with my trusty yellow highlighter, 
I know I have the tools to figure out the problem. These same 
detective skills can work in advance of a bill too — you can trou-
bleshoot prior authorizations and pharmacy approvals using the 
same set of steps, you just have to do it before the bill arrives 
instead of after. 

Exciting, right? Who knows, maybe medical billing detectives 
could be the next crossover primetime show. Instead of hand-
some doctors performing surgery, it would show overworked 
moms sitting at the kitchen table, on hold with insurance com-
panies, and billing department employees, faxing prior author-
ization forms. I doubt anyone else would watch it – but I 
would.•  

 

ABOUT THE AUTHOR: 
 

Jennifer McLelland has a bachelor’s degree in public 
policy and management from the University of 
Southern California and a master’s degree in criminolo-
gy from California State University, Fresno. She worked 
for the Fresno Police Department in patrol for eight 
years. She is currently a stay-at-home mother and paid 
caregiver through the In-Home Supportive Services pro-
gram.  She is active in advocating for disability rights 
and home- and community-based services. 

JUST THE FACTS  :  FIVE STEPS FOR TACKLING MEDICAL PAPERWORK LIKE A DETECTIVE  cont.

 
5. CALL FOR BACKUP 

Knowing when to call for backup is critical. If you can’t figure 
out a health care billing problem on your own, there are agen-
cies that can help. Case management services are available 
through private insurance, Medi-Cal and California Children’s 
Service, in California. Think of case management services as a 
private detective that you’re hiring to do some of the legwork 
in your investigation. The Department of Managed Health Care 
Services regulates private health insurance companies and pro-
vides resources to help you understand the appeals process.  

The Health Consumer Alliance operates a hotline that can 
provide direct assistance with health insurance appeals and 
grievances.  

Children and youth with special health care needs don’t 
always qualify for Medi-Cal insurance, but if they do, there are 
special protections. Children with intellectual disabilities or med-
ically intensive care needs can qualify for Medi-Cal through waiv-
er programs, even if their family income is over the established 
limit. If you go to a provider who accepts Medi-Cal, they are 
legally required to accept what Medi-Cal pays them as payment 
in full, even if they’re not in-network with your Medi-Cal 
Managed Care Organization. That means they’re not legally 
allowed to bill the patient for anything. (If a provider does not 
accept Medi-Cal payments at all, this rule doesn’t apply). If you 
have a problem with a Medi-Cal provider that you can’t resolve, 
the Medi-Cal Managed Care Ombudsman can help.

This article was produced in collaboration with the California Health 
Report; Check in your state for corresponding organizations . 
 
Agency or Service                              Availability 

Medi-Cal (CA’s version of Medicaid)  Different names in other states 
California Children's Services             Doesn’t exist in other states 
Dept. of Managed Health Care         Every state has an equivalent 
Regional DD Center                           Each state has their own 
Health Consumer Alliance                 Each state has their own 
Managed Care Ombudsman              Some states have this, most don’t 
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“One solution that works 
beautifully for many families 
is a model called Shared 
Living. In this person-centered 
model, people with disabilities 
choose to live together, 
sharing the cost of housing 
and support services.”

QUESTIONS ABOUT YOUR 
LOVED ONE’S FUTURE 
HOUSING BY PAM BLANTON

PHOTO PROVIDED BY PAM BLANTON 
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L iving outside the family home poses 
many unknowns, including these 
three big questions: 

• What does my family member need to 
live outside our family home? 

• Who will they live with?  
• How will we afford it?  

These questions can be daunting. While it 
might be tough to think about now, it’s impor-
tant to plan for that day when your loved 
one may want to move out, or when you are 
no longer able to support your loved one at 
home. Many families find peace in explor-
ing what supported housing might look like 
for their loved one, especially if they are not 
in a huge hurry or experiencing a crisis. 

One solution that works beautifully for 
many families, and helps answer these 
three important questions, is a model called 
Shared Living. In this person-centered 
model, people with disabilities choose to 
live together, sharing the cost of housing 
and support services.  

 
PUTTING THE PIECES TOGETHER 

Unlike other housing models, the Shared 
Living model is completely family driven. 
Compatible individuals and their families 
work together to develop caregiver agree-
ments and job descriptions. They decide 
whether to rent or buy. They develop 
household budgets and guidelines for the 
home. They hire caregivers, develop family 
commitment agreements, and decide how 
to provide coverage during the caregiver’s 
days off or in emergencies.  

Putting all the pieces together can feel 
like a jigsaw puzzle. Below are some things 
you can start doing now to be ready for 
whatever the future holds.  

 
AVOID THIS COMMON “IN-KIND”  
MISTAKE TO MAXIMIZE YOUR LOVED 
ONE’S SSI 

The federal Supplemental Security 
Income (SSI) program (www.ssa.gov/benefits/ssi) 
pays benefits to adults and children with 

disabilities, who have limited income and 
resources. Once an individual turns 18, this 
benefit is based on the individual’s income, 
not the family’s income. The 2023 maxi-
mum benefit for an adult with disabilities is 
$914. Medicaid comes automatically with 
SSI, and Medicaid also funds state services. 

The amount the individual receives 
depends on the individual’s income; both 
earned income and “in-kind” income. SSI 
defines in-kind income as: “food, shelter, or 
both that you get for free or for less than its 
fair market value.” If your loved one is living 
in your family home and not paying rent, 
the SSI benefit will be reduced by one-third. 

The good news? Completing a simple 
rental agreement and submitting it to SSI 
will help ensure your loved one receives the 
full benefit amount.  

 
BE PREPARED FOR THE STATE 
ASSESSMENT FOR MEDICAID WAIVER 
SERVICES 

It’s important to be prepared for your 
loved one’s state Medicaid assessment, 
because this is how most state services are 
funded. Your local Arc (https://thearc.org/find-a-

chapter) or other advocacy organization may 
be able to help you prepare. Understanding 
what will be considered during the assess-
ment will help you present the right infor-
mation to maximize your loved one’s serv-
ices from the state. Doing this while your 
loved one is living at home establishes the 
need for the services your loved one will 
need to thrive outside your family home. 

 
GET ON THE WAITLIST FOR A SECTION 
8 HOUSING VOUCHER 

HUD’s Housing Choice Voucher Program 
(Section 8) (www.hud.gov/topics/housing_choice_vouch-

er_program_section_8) provides a valuable hous-
ing subsidy that makes rent more afford-
able. This is an important piece of the puz-
zle, if you are looking at a shared living 
solution. Section 8 waitlists are long, and it 
can take years to receive a voucher.  

GOOD CHEERS:  IDD residents 
Samantha Y., Erica A. and Clarise G. 
enjoy sharing time in the kitchen with 
their live-in caregiver. 

epmagazine.com | EP Magazine • November 2023  29

During my 30 years working in the field of special needs 
housing, I’ve met so many moms, dads, siblings and other family 
members who worry about the future. Many of them believe the 
only real option is for their loved one to live at home, forever.  
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http://https://thearc.org/find-a-chapter)
http:// epmagazine.com 


My advice is to start early, even if you and your loved one are 
not ready to make a move yet. Start by paying attention to wait-
list openings in your area and apply as soon as they open. You 
can sign up on Affordablehousing.com to be notified when your local 
housing authority opens their waitlist.  

To be eligible for a preference for Section 8, rent should be at 
least 50% of the monthly income. 

 
DON’T FORGET TO APPLY FOR SNAP 

Supplemental Nutrition Assistance Program (SNAP) benefits 
can help with food costs. Use this SNAP state directory 
(www.fns.usda.gov/snap/state-directory) to connect with the program in 
your state. Once your loved one is 18 and paying rent, they 
are considered the head of their own household. This is 
important to remember as your loved one transitions to adult-
hood, and you begin applying for benefits for them as an 
adult. 

 
START SEARCHING FOR COMPATIBLE FAMILIES AND 
POTENTIAL ROOMMATES 

Most young people, regardless of ability or special needs, have 
roommates when they move out of their family home. By sharing 
the cost of housing and services with compatible roommates, a 
Shared Living solution for your loved one will be more afford-
able. Roommates with common interests and lifestyles also offer 
friendship, which can prevent loneliness and isolation. You 
might start by looking at friends your loved one may know in 
community programs, school or work.  

BEGINNING THE TRANSITION TOWARD INDEPENDENCE 
While taking care of the details of applying for benefits, getting 

your finances in order and searching for roommates, don’t lose 
sight of the big picture. The reason you are going through all of 
this is to help your loved one launch into a meaningful, more 
independent life. 

 

Remember, housing isn’t just about bricks and mortar. 
Encourage your loved one to get involved in meaningful 
community activities before moving out. Help your loved 

one think about volunteer opportunities or find community 
groups to join. Guide your loved one on using public transporta-
tion to get around town. Make time to explore the community and 
help your loved one find ways to engage. When it’s time for your 
loved one to move into the new Shared Living home, you will all 
feel that much more confident. • 
 
ABOUT THE AUTHOR: 
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“When I’m gone, what will happen to my child?”

F
or families with autistic loved 
ones, this thought is never far 
from their mind. Many peo-
ple with autism require 

ongoing support throughout 
their lives, bringing up worries 
about what will happen when 
their parents or caregivers are 
no longer able to provide for 
them. Developing a long-
term financial plan is criti-
cal to making sure autistic 
individuals receive the 
care they need, no matter 
the circumstances.   

People with autism often 
have a variety of expenses 
required to meet their 
unique needs, including 
additional healthcare costs, 
insurance costs, special services 
and loss of income. According to 
Autism Speaks’ Autism by the 
Numbers dashboard,1 the average medi-
an cost of common therapies for privately 
insured people ranges from $75 to $253 per ses-
sion, while emergency care typically costs nearly 
$1,400 per visit (see Table 1). 

While some autistic individuals 
are able to attend college and/or go 
on to full time employment allow-

ing them to be financially inde-
pendent, many require other 
forms of financial support 

throughout their lives, both 
from government benefits and 

from private sources like 
family income.  

Fortunately for families 
worried about their child’s 
financial future, there are a 
variety of agencies and pro-
grams designed to support 
autistic people and others, 
who are facing hard times 
and need financial support.2 

Some of these are available to 
all who meet financial criteria, 
while others are specifically 
designed to support individu-

als with disabilities.   
“When it comes to benefits, you 

should look at what is available to you,” 
says Andrew Komarow, autistic certified finan-

cial planner. “Take advantage of every opportunity, 
every benefit, anything that you are eligible for. I find a lot of 
people are either afraid of doing so, or feel that somebody else 
might better need it, but these resources are there for everyone 
to use.”  

Below, you will find an overview of benefits and programs that 
could provide financial relief for your family. We encourage you 
to explore all of these different funding sources to determine 
what your family may qualify for. For more detailed information, 
download the Autism Speaks Financial Planning Tool Kit at autism-

speaks.org/financial-planning-tool-kit.  
For personalized assistance, contact the Autism Speaks Autism 

Response Team in English (888-288-4762 or help@autismspeaks.org) 
and Spanish (888-772-9050 or ayuda@autismspeaks.org). 
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Financial Planning 
across the sPectrum

BY MARTA CHMIELOWICZ

Table 1. Autism by the Numbers: Cost of Healthcare 
 
Service category Average median cost Highest charge  
Adaptive Behavior                             $82.25                      $780.60 
Developmental Screening               $165.95                      $933.81 
Emergency Department               $1,397.22                   $9,588.91 
Physical Therapy                               $74.99                      $512.36 
Psychiatry                                        $253.40                   $2,544.90 
Speech/Language                           $174.80                   $1,692.68 
Therapeutic Behavioral                  $175.44                   $1,006.76  

Curious about the cost of services in your state? Go to autismspeaks.org/ABN

http:// autismspeaks.org/abn 
http:// epmagazine.com 
http:// autism-speaks.org/financial-planning-tool-kit.
http:// autism-speaks.org/financial-planning-tool-kit.
mailto:help@autismspeaks.org
mailto:ayuda@autismspeaks.org
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BENEFITS AND PROGRAMS THAT COULD PROVIDE FINANCIAL RELIEF FOR YOUR FAMILY

 
medicaid 

Medicaid is a program that is funded in part by both 
the federal and state government. Medicaid pays for a 
wide array of services for people with disabilities, and 
provides government-funded health insurance for chil-
dren and adults with disabilities who have limited finan-
cial resources. Medicaid also provides government fund-
ing for long-term services and supports. An individual can 
qualify for Medicaid based on both income and disability. 
Eligibility rules vary widely across states.   

 
medicaid home and community-based services 

(hcbs) Waivers 
In the past, Medicaid funding was limited to those who 

live in certain types of facilities. But now, through the use 
of Medicaid HCBS waivers, people with autism and other 
disabilities can use these funds more flexibly.3 The pro-
gram enables states to serve people who wouldn’t nor-
mally be eligible for Medicaid, or provide services that 
aren’t offered as part of the regular Medicaid benefit 
package in that state.  

A Medicaid waiver is designed to provide support, 
services and care, allowing an individual to remain at 
home or in the community, rather than in an institution, 
nursing home or hospital. The benefits provided by these 
waiver programs vary by state. Generally, they provide 
coverage for medical treatments, respite care, trans-
portation, in-home support and more. In some states, 
children do not need to meet eligibility criteria for 
Medicaid in order to qualify for a waiver. However, just 
like insurance laws, waiver criteria and availability vary 
from state to state.  

 
suPPlemental security income (ssi)  

Supplemental Security Income is a monthly govern-
ment payment through Social Security, which is designed 
to support people who are aged 65 and older, as well as, 
blind or disabled. Individuals with autism may be eligible 
to receive SSI to help support them financially. 
Qualification for SSI depends on household income and 
resources. Information on this and other programs can be 
found at www.ssa.gov.  

 
social security disability insurance (ssdi) 

Social Security Disability Insurance provides income supplements to peo-
ple who are restricted in their ability to be employed, because of a disability. 
The SSDI program pays benefits to adults who have a disability that began 
before they became adults. SSDI is payable to adult children of parents 
who are receiving Social Security retirement or disability benefits, or who have 
died and worked enough prior to their deaths to qualify for Social Security 
benefits. The Social Security Administration considers this a “child’s” bene-
fit, because it is paid on a parent’s Social Security earnings record. These 
benefits continue as long as your child meets the definition of disabled.  

One important difference between SSI and SSDI is that SSDI payments 
are uniform in all states. SSI is different in each state, as sometimes the 
state supplements the federal payments.   

 
other entitlements 

Once you or your child is eligible for payments through SSI, you may 
also be able to access additional supports. In many cases, eligibility for SSI 
automatically qualifies you for other low-income assistance programs in 
your state. These can include, but are not limited to:   
• Supplemental Nutrition Assistance Program (SNAP)  
• Energy cost savings through the Low-Income Home Energy Assistance 

Program (LIHEAP)  
• Childcare subsidies through Temporary Assistance for Needy Families (TANF)  
• Head Start (school readiness programs for young children)   
• Housing assistance (contact your local public housing authority–often 

low-income housing will prioritize services for individuals who are dis-
abled or are receiving SSI)   

• Work Incentives Planning and Assistance (service to help you plan 
benefits in a way that enables you to work) 

 
able accounts 

A new type of savings option was made available for families of individ-
uals with disabilities through the Achieving a Better Life Experience (ABLE) 
Act of 2014.4 The ABLE Act, passed after years of advocacy from Autism 
Speaks, authorized the establishment of private tax-advantaged savings 
accounts that can help you save for long-term expenses, without sacrific-
ing eligibility for public benefits, such as Medicaid and SSI.5  

These accounts are modeled after the current 529 education savings 
plans that help families save for future college costs. Once an account is 
established for a beneficiary, account contributions will accumulate tax 
deferred, and any earnings will be tax free at the federal level, if the 
money is used for qualified expenses.   

We encourage you to explore all of these different funding sources to determine what your family may qualify for. For more 
detailed information, download the Autism Speaks Financial Planning Tool Kit at autismspeaks.org/financial-planning-tool-kit. 

state and Federal disability beneFits  

http:// autismspeaks.org/financial-planning-tool-kit.
http:// www.ssa.gov.
http:// epmagazine.com 
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BENEFITS AND PROGRAMS THAT COULD PROVIDE FINANCIAL RELIEF FOR YOUR FAMILY  cont.

 
community action agencies 

A great place to start, if you are in need of financial help, is 
your local Community Action Agency.6 Nearly every community 
in the U.S. has a Community Action Agency. These are non-profit 
organizations which receive state and federal funding. They 
administer many assistance programs for low-income residents, 
including rental assistance, energy assistance, food and nutrition 
programs, case management, education and literacy programs, 
and emergency assistance. Your local Community Action Agency 
will be able to connect you with various programs and sources of 
financial assistance that are available in your area.   

 
Family grant oPPortunities 

Autism Speaks maintains a Resource Library for families, 
which contains a list of Family Grant Opportunities.7 Each of 
these grants are designed to help parents pay for a variety of 
needs related to autism treatment and care. You can visit 
autismspeaks.org/family-grant-opportunities for each listing to learn more 
about how to apply.  

There also may be local grant opportunities listed in our 
online Resource Guide.8 Go to autismspeaks.org/resource-guide, then 
select your state and look under the category “Advocacy, Financial 
and Legal Resources” to find any available grant programs.  

community and state Financial resources

•  Involve the entire family: Agree on a budget up front and meet 
regularly to check your progress. 

•  Stay disciplined: Try to make managing your budget a part of 
your daily routine.   

•  Choose your timing wisely. Start your new budget at a 
time when it will be easy to follow and stick with the plan 

(i.e., start at the beginning of the year, as opposed to 
right before the holidays).   
•  Find a budgeting system that fits your needs (i.e., 
budgeting software).   
•  Categorize your expenses, distinguish between 
expenses that are “wants” (i.e., designer shoes) and 
expenses that are “needs” (i.e., groceries).   
•  Build rewards into your budget (i.e., eat out every 
other week).   
•  Build an emergency fund: Accumulate 3 to 6 
months of fixed expenses as an emergency reserve. 

This will make it easier to address life’s inevitable sur-
prises or emergencies and allow you to stay on track 

with your budget without having to utilize your credit 
cards. 

r
ead more in the Autism 
Speaks Financial Planning 
Tool Kit at autismspeaks.org/financial-

planning-tool-kit. • 
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tiPs to create and manage your budget
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Estate planning is an indispensable way to prepare for the uncertain future, and the value 

of this planning amplifies when you have a college student with special needs. 

BY MITCH MITCHELL  

A s parents, we juggle a lot already: medical appoint-
ments, educational accommodations, and daily 
life management. Given these responsibilities, it's 
even more crucial to ensure that our children are 

financially and medically secure for the future, especially when 

they step into adulthood and independence. 
This article includes considerations parents of college stu-

dents with special needs must weigh, when planning an estate. 
These considerations are vital to your child’s welfare and can 
provide a safeguard for those unpredictable moments.

FINANCIAL 
PLANNING 
THE ANNUAL ISSUE

epmagazine.com | EP Magazine • November 2023  35

http:// epmagazine.com 


36  November 2023 • EP Magazine | epmagazine.com

THE LAST LESSON: 
TEACHING ADULTHOOD 

Explaining  the importance of estate plan-
ning to your college-going child is invalu-
able. It demonstrates the essence of respon-
sibility and the need to prepare for life’s 
unpredictabilities. For a young adult with 
special needs, this is not just a life lesson – 
it’s a lifeline.• 
 

 ABOUT THE AUTHOR: 
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WHY ESTATE PLANNING IS UNIQUELY IMPORTANT 
FOR COLLEGE STUDENTS WITH SPECIAL NEEDS 
From the moment your child turns 18 and enters college, 

they’re exposed to new challenges and responsibilities. In addi-
tion to the usual adulthood responsibilities, like managing 
finances or making medical decisions, students with special 
needs often need to coordinate accommodations and supportive 
services. Estate planning can alleviate much of the anxiety sur-
rounding these concerns. 

It’s important to note here that a parent cannot create an 
estate plan for their special needs child. Instead, it is the par-
ent’s job to ensure their child has a plan in place. There are min-

imum capacities required for a child to create an estate plan. If 
a child’s needs are great enough that they lack capacity to create 
an estate plan, having a court appointed conservatorship may be 
required.  

When a child with special needs turns 18, parents lose many of 
their legal rights to intervene in medical or financial matters. A 
well-structured Estate Plan empowers you to continue advocating 
for your child when they most need it. Special Needs Trusts or 
ABLE Accounts can ensure that your child’s government benefits 
are not compromised, while powers of attorney can secure your 
ability to make timely medical and financial decisions on their 
behalf. 

HIGHER LEARNING  :  CREATING A WELL-STRUCTURED ESTATE PLAN 

DOCUMENTS EVERY COLLEGE STUDENT WITH SPECIAL NEEDS SHOULD HAVE 
1. Special Needs Trust or ABLE Account: Special Needs Trusts and ABLE Accounts protect 

your child’s assets without jeopardizing eligibility for government benefits like Medicaid 
or Supplemental Security Income. Consult an experienced estate planning attorney famil-
iar with special needs planning to determine the best choice for your family. 

2. Healthcare Power of Attorney (POA) or Living Will: This grants you the legal authority 
to make medical decisions for your child, a must-have given the unpredictable nature of 
health emergencies. 

3. Durable Power of Attorney (POA): Besides healthcare, you may need to manage finan-
cial accounts or tuition payments for your child. A Durable POA can enable you to act on 
their behalf in a variety of financial contexts. It's also important to ensure your child’s 
school has a copy on file to avoid administrative delays, if you need to act for your child. 

4. HIPAA Authorization: Necessary for you to have legal access to your child’s medical 
records and communicate directly with healthcare providers. 

5. Letter of Intent: Though not a legal document, this letter can guide future caregivers, 
trustees, or guardians in understanding your child’s needs and preferences. 

ADDITIONAL CONCERNS 
1. FERPA Waiver: The Family Educational 

Rights and Privacy Act (FERPA) waiver 
allows you to access your child's education-
al records, invaluable during emergencies. 

2. Advance Directives: These legal docu-
ments allow your child to express their pref-
erences for end-of-life care, which is partic-
ularly important if verbal communication is 
a challenge for them. 

3. Conservatorship or Guardianship: In 
some cases, especially where intellectual or 
developmental challenges are present, you 
may need to consider establishing conserva-
torship or guardianship to retain legal 
authority over decision-making. 

http:// 2.healthcare 
http:// 3.durable 
http:// 4.hipaa 
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SECURING YOUR CHILD’S FUTURE: 
THE IMPORTANCE OF SPECIAL NEEDS TRUSTS

A parent’s wish is that their child grows to be an independent, productive member of their 
community. For parents with a child with a disability, a different approach may be necessary to 
achieve independence and inclusion within the community. 

BY BIANCA FARR  

“W
hat will happen when I’m gone?” This is the 
universal question that parents and family 
members ask when planning for their child’s 
future – and especially when planning for the 

future of a child with a disability. Will their loved one be taken 
care of? Can their child receive an inheritance or life insur-

ance proceeds – and what will happen to those funds, if they 
do? How do families ensure that their child keeps their public 
benefits (Medicaid, Social Security, SNAP benefits, housing)? 
Will their loved one have a good quality of life? No one can 
predict the future, but proper planning can offer families 
some hope and security. 

FINANCIAL 
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RECIPE FOR SUCCESS:  A special needs trust is an important 
financial tool that may provide peace of mind that your child’s 
future is secure and that they will be well taken care of long 
after you are gone.  

http:// epmagazine.com


T
o assist families with understanding and setting up trusts, 
more than 100 pooled trust organizations exist across the 
United States. Pooled trust organizations may be specific to 
certain states, or regions, or may serve the entire nation. For 

example, Midwest Special Needs Trust (MSNT) is a pooled trust, 
nonprofit organization that offers each of these trust types (first, 
third, and inactive) and serves the Midwest region.  

A pooled trust organization maintains separate accounts for 
each beneficiary, but the assets are pooled for investment and 
management purposes. The pooled trust organization serves as 
trustee of the trust, but co-trustees can be designated to represent 
the beneficiary's interests. 

For families unsure of what route to take in their financial plan-
ning, an inactive special needs trust is an option. This type of 
trust may be established with as little as $200 and assumes that 
additional funds will be deposited later. It provides families with 
the time to plan for their child’s future. There are no fees for this 
type of trust while it is inactive.  

When using a pooled trust organization, a percentage of funds 
from each closed trust will be donated to that organization’s char-
itable fund. The charitable fund distributes funds back into the 
community to help other individuals with disabilities. 

A special needs trust may help answer the question, “What will 
happen to my child when I’m gone?” This important financial tool 
may provide peace of mind that your child’s future is secure and 
that they will be well taken care of long after you are gone. With 
careful planning and foresight, parents can help ensure that their 
loved one has the financial resources needed to live a comfortable 
and full life.• 
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A
special needs trust is one financial planning tool available 
to help parents plan for the future of their child with a dis-
ability. A special needs trust is established for the benefit 
of the individual with the disability, and allows individuals 

to receive funds without being disqualified from receiving public 
benefits. The individual can use the funds in the trust for their 
supplemental needs, such as: clothing, dental care, medical 

expenses, travel, entertainment, and personal needs. Some 
expenses cannot be paid for using funds in the trust, such as: 
rent or mortgage payments, basic utilities, and groceries. Cash 
cannot be provided to the beneficiary, nor can the beneficiary be 
repaid. Those expenses and scenarios could negatively impact 
public benefits. 

There are two types of special needs trusts: 
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TRUST IN THE FUTURE  :  TWO TYPES OF AN IMPORTANT FINANCIAL TOOL 

FIRST-PARTY TRUSTS 
• Are established by the individual with their own 

assets — or established by a parent, grandparent, 
guardian, or court for the benefit of the individual 
with a disability. 

• Are irrevocable. 
• Require Medicaid Payback.  
• Funded typically from back pay from Social Security, 

unplanned inheritance, and a settlement from a law-
suit.  

Here is an example of a first-party trust. At the age of 
15, Emily was injured in a car accident that left her para-
lyzed from the waist down. Tragically, her mother per-
ished in the accident. With funds from the personal 
injury settlement, Emily’s father established a first-party 
trust which ensures the protection of Emily’s public ben-
efits. She can access the funds for her supplemental 
needs like going to the movies with friends, taking a 
summer vacation, and shopping for new clothes.  

THIRD-PARTY TRUSTS 
• Are established by the donor, rather than the individual with a 

disability.  
• Are funded by the donor’s assets, life insurance policies, personal 

funds, or wills and estates. 
• Can be revocable or irrevocable.  
• Do not require a Medicaid Payback.  
• If the beneficiary passes away, any remaining funds in the trust 

will be re-distributed per the donor’s wishes. 
The following scenario is an example where a third-party trust is a 

good choice. Johnny was born prematurely at 32 weeks. He was diag-
nosed with Down Syndrome and other medical conditions. He is now 
10 years old and thriving, but still has several hurdles to overcome on 
his way to independence. The possibility that he may require lifetime 
support is a real and pressing concern. His family began talking about 
what they could do now to prepare for Johnny’s future. For Johnny’s 
family, a third-party trust may be a great option. His parents and/or 
other family members can leave an inheritance or monetary gifts to 
Johnny, that would not impact his public benefits.
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BY LAUREN AGORATUS, M.A. 
 

Many children1 and adults with complex 
medical needs, and their families, may have 
long lasting emotional effects from medical 
interventions. 

 
MEDICAL INTERVENTION AND TRAUMA 

Children, and adults, who have been involved with multiple 
medical procedures may experience this as trauma. For example, 
just being in ICU (Intensive Care Unit) is a risk factor 2,3 for up to 
20% of patients. Some procedures may be painful or prolonged. It 
was found that some adults 4 and children on ventilators suffered 
from PTSD (post traumatic stress disorder), which is usually associ-
ated with warfare, assault, or natural disasters. 1 of 3 patients on 
ventilators suffered from PTSD.5 Studies have shown that journal- 
ing is ineffective at preventing PTSD.6 This is of particular impor- 
tance due to the COVID pandemic and the use of ventilators. Being 
hooked up to medical equipment such as I-J’s, med-comps, PICC 
lines, broviacs, etc. can be stressful, as can procedures such as 
apheresis or temporary dialysis or transfusions. Some patients are 
put on TPN (Total Parenteral Nutrition) or feeding tubes for weeks 
or months. Regardless of the cause, it is clear that equipment, pro- 
cedures, and ICU stays can be traumatic for some patients. 

 
PREPARING PATIENTS AHEAD OF TIME 

Many times, just letting the person know what to expect ahead 
of time helps. For individuals with developmental disabilities, social 
stories may be helpful. Boston Medical Center’s “Autism Friendly 
Social Stories” includes: getting a shot, using an inhaler, etc. Rady’s 
Children’s Hospital Social Stories include EEGs, angiograms, etc 
(see graphic, right). There are even “toy” medical devices for 
patients to see and understand what will happen (see Resources). 
Many children’s hospitals have Child Life specialists who help 
calm the child using dolls, calming images, soundscapes etc. 

 
WHAT WORKS 

In addition to preparation and support from Child Life, there 
are other resources available from various pediatric and other organ-
izations. The National Child Traumatic Stress Network’s resources 
on medical trauma include: a toolkit for providers, and factsheets 
on self-care, and how families can help children after they have 
been in the hospital. 

Children’s Hospital of Philadelphia has assessment tools, as well 
as intervention strategies for pediatric traumatic stress due to 
medical trauma. The National Institutes of Health has information 
on bio-psycho-social processes. This means that biological events, 
such as: hyperarousal due to constant stress, psychological factors 
like the use of cognitive behavioral therapy, and social factors 

including environment (e.g. school absence), all play a role and 
must be addressed. Currently no models consider all three areas to 
maximize effective interventions. In addition, preventing PTSD and 
other sustained stress reactions, must be considered to eliminate or 
minimize medical trauma. It was noted that earlier intervention 
(i.e. timeliness), resulted in better outcomes. Families can contact 
their local NAMI (National Alliance on Mental Illness) if they need 
help finding mental health professionals (www.nami.org).

INDIVIDUALS WITH MEDICAL 
COMPLEXITY MAY EXPERIENCE 

MEDICAL TRAUMA

IMAGE COURTESY BOSTON MEDICAL CENTER
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Patients with medical complexity undergo a vari-
ety of tests, medical interventions, and hospital-
izations, which can result in medical trauma. 

Healthcare practitioners, mental health providers, and 
families can collaborate to mitigate the effects of med-
ical trauma in medically complex individuals, and 
improve resilience. 
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AFTER THE FACT:  The NCTSN’s Pediatric Medical Traumatic Stress Toolkit for Health Care Providers provides information and worksheets 
to children who have experienced medical trauma. 

IMPROVING RESILIENCE  :  MITIGATING THE EFFECTS OF MEDICAL TRAUMA

 
BOSTON MEDICAL 

Autisn Friendly Socila Stories 
https://bmcautismfriendly.github.io/socialstories 

 
RADY’S CHILDREN’S HOSPITAL 

Healthcare Social Stories 
www.rchsd.org/programs-services/autism-discovery-institute/hospital-visit-tips/social-stories 

 
THE BUTTERFLY PIG 

Toy Medical Devices Designed to Empower Children 
https://thrbutterflypig.com 

 
NATIONAL CHILD TRAUMATIC STRESS NETWORK 

Medical Trauma 
www.nctsn.org/what-is-child-trauma/trauma-types/medical-trauma 

 
CHILDREN'S HOSPITAL OF PHILADELPHIA 

Pediatric Traumatic Stress 
www.chop.edu/conditions-diseases/pediatric-traumatic-stress 

 
NATIONAL INSTITUTES OF HEALTH 

Posttraumatic stress following acute medical trauma in children 
www.ncbi.nlm.nih.gov/pmc/articles/PMC4319666 
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Veterans,
when you’re struggling,
soon becomes
later becomes
someday becomes
...when?

Whatever you’re going through,
you don’t have to do it alone.

Find resources at VA . G O V/ R E A C H

Don’t wait. Reach out .

http:// va.gov/reach
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BY MARGIE HARDING 
 
As the wife of a Vietnam veteran, I’ve wit-

nessed the dark moods of PTSD and depres-
sion, which made him angry or jumpy with-
out warning, causing him to lash out at the 
children or me. I’ve seen him get lost in his 
thoughts, warning those who recognized it, to 
just leave him be. I didn’t understand what it 
was back then; I suspect neither did he. 

H e often talked about the treatment he received after he 
got back from Vietnam, even while in the hospital recov-
ering from bullet wounds. He, along with other return-
ing veterans after that war, were treated badly, like they 

were criminals or horrid people who deserved nothing more 
than disdain and disrespect. It didn’t seem to matter that these 
men and women were not only fighting for their country, but 
for the very people who had the right to protest the war and 
treated them vilely. 

The saying “sticks and stones may break my bones, but 
words will never harm me” is wrong. Words can create scars 
worse than any physical beating. Physical injuries heal and 
eventually the pain subsides, even if you can still see the out-

DEPRESSION 
THE STRUGGLE IS REAL

MILITARY LIFE

A FRESH START:  Depression affects everyone it touches, but 
there is hope. When outside factors improve or circumstances 
change, along with medications and counseling, normalcy 
can once again reign.

http:// epmagazine.com 
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ward scars. Words rip a person to pieces on the inside, breaking 
the spirit, leaving scars that sometimes never heal. 

 
WHAT IS DEPRESSION? 

It wasn’t until my husband was diagnosed with PTSD that we 
recognized the connection to depression. PTSD can singularly 
cause intense and disturbing thoughts relating to the trauma a 
person has endured. The war was long over for my husband. 
But memories not only remained, they sometimes haunted 
him with tormenting flashbacks, and were reminders that 
turned up in dreams, compounding already tense emotions, 
and inciting fear and anger.  

Depression can cause significant physical problems accentu-
ating the mental state. Feelings of worthlessness and hopeless-
ness can cause fatigue, 
irritability, unexplained 
physical pain, sleep 
problems and even 
thoughts of suicide or 
thoughts of harming 
another. This can be 
difficult to understand 
for both the patient and 
family. 

When adding these 
elements together, then 
add ing  a  d i sab i l i t y  
component, the prob-
lem is greatly enhanced. 
Because of the war, my 
husband now had a dis-
ability. It wasn’t until 
years later, after working with a psychologist and getting the 
right medication, that we were finally able to live a much more 
serene life, despite knowing the Camp Lejeune contaminated 
water reports, potentially added new problems to the litany of 
medical issues he is facing. All of this causes him anxious 
moments and mental distress.  

 
CAREGIVERS NEED “CARE” TOO 

As a society, we need to accept depression as a disease. 
Additionally, just as my children and I were directly affected by 
my husband’s condition, it’s a factor that rings true with other 
families. Dr. Zaki explains, “When a family member is 
depressed, everyone dealing and living with the patient gets 
affected. It affects the relationships and reflects on everyone.”  

Caregivers need to give love, offer advice (especially as a par-
ent) and support loved ones as much as possible. But there is 
the need to take personal care, just from a good health perspec-
tive, especially for those who tend to the needs of a child (or 
spouse) with special needs. 

Taking the time to include activities and habits to help deal 
with and navigate the emotional stress, illnesses that com-
pound problems, unhappiness, and the “trapped and lost feel-
ings” are paramount. 

Mr. Hudson believes, “self-care is foundational.” He begins 
encouraging this from the first session. He explains, it directly 
correlates with symptoms decreasing. Patients struggle with 
finding any pleasure in living. This struggle is transferred to 
self-care, making any positive action “challenging, overwhelm-
ing, undesirable and even exhausting for someone already 
fatigued.” 

Self-care methods include doing something you enjoy, like 
quilting, reading, playing music or taking time for another kind 
of hobby.  Write about what is happening in your life; either in 
a personal journal, or create a blog and dialogue with others in 
similar situations. There are many ideas available. It’s vital, that 
as care-giver, you take the time to take care of you, as well! 

 

Depression steals natural abilities from its victims, and 
affects everyone it touches. Family structure is disinte-
grating, lifestyles changing, while communities are 
becoming more isolated. Anxiety, depression and other 

psychological diseases have found fertile places to grow. But 
there is hope. When outside factors improve or circumstances 
change, along with medications and counseling, normalcy can 
once again reign. • 
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Practicing good hygiene is a rewarding, 
mindful practice that will also help reduce 
stress and anxiety.   

T o some people, shaving is no big deal. They wake up, 
splash some water on their face; a bit of shave cream 
and zip-zam-zoom, see ya later! For many others, how-

ever, shaving is an intimidating, uncomfortable, downright 
painful task! Razor nicks, razor bumps, burn, rash, ingrown 
hairs…the list goes on. All of these are nasty things, and when 
not meticulously kept clean, can cause infection. Here are 
some tactics you can implement into your shave routine that 
will not only keep you looking and feeling good, but also pro-
tect your overall health. 

Skin preparation. The base to a good shave is preparing 
the skin, and this is as simple as washing your face! Use warm 
water with a washcloth and some mild soap. Lightly scrub your 
face. This will loosen and remove any dead skin, dirt and oil 
that may be present. This works best while taking a warm 
shower. Another way to maximize your skin comfort and pro-
tection is to apply pre-shave  Pre-shave oil can be purchased in 
different fragrances and essential oils to suit anybody’s senses. 
You also can easily make it yourself by mixing the following in 
a small container: 
• 3 shot glass castor oil 
• 1 shot glass of olive oil 
• 11 drops lavender essential oil (or any skin safe essential oil), 
• 5 drops Vitamin E oil 

BY JOE WADANOLI

Book Editor’s Note: Featuring self-help, mental health, and mind and body tactics from a variety of sources — veterans, 
former and active U.S. Marines, Navy, Army Rangers, Green Berets, family members and caretakers — The Resilient 
Warrior is collaborative collection providing needed wisdom for complete well-being for all of us. The first step to thriving is 
surviving, and the first step to surviving is knowing how to get what you need, when you need it. The following excerpt of 
this essential self-help guide to living a healthy, resilient, fulfilled and better life is the twelfth in a series that EP Magazine 
has featured over the last several months. 
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To use, add a dime-sized amount of oil 
into your hand and rub your palms 
together. Massage it into the desired area. 
The oil will further the softening of hair 
and add a layer of lubrication to the skin 
for your blade to glide smoothly across.  

Cutting edge razors: Chances are, 
you have seen the prices of razors! With 
an understanding of budget in mind, the 
adage “You get what you pay for” still 
reigns supreme. But that does not mean 
buying a $50+ razor will get you the 
best shave of your life. The professional 
opinion is that any double or triple blad-
ed major manufacturer disposable razor 
will do fine. With that said, you do want 
to have the sharpest razor you can have. 
The sharper the blade, the easier it cuts 
the hair, ultimately giving you the most 
comfort. When you feel the razor 
pulling, it’s time to replace the blade. The 
size of the area that you shave, coupled 
with the coarseness of your hair will 
determine your own blade’s life. For 
some of us, that means a new blade 
every shave, but the average rule of 
thumb is 2 to 3 uses. To help prolong the 
life of your razor, rinse it clean and shake 
it dry before storing in a dry place. 

Shave with the grain. Run your 
hand down your face. Feels smooth, 
right? Now run your hand up your face. 
Kind of like sandpaper, huh? That sand-
paper feel is “against the grain”. Avoid 
shaving this direction, it will cut the hair 
too short and as it grows back it can 
become ingrown and provide an open 
vector for bacteria to get inside the pore. 
This is most prone to be on the neck, but 
can occur anywhere on the body.  

Shaving cream: the main purpose of 
shaving cream is to lubricate the skin for 
the razor to glide with ease. Find one that 
has aloe or tea tree oil added, or else try 
substituting your shave cream with Shea 
butter, coconut oil, or aloe lotion. It will 
work just as well (if not better) than the 
regular stuff. Make sure you rinse off the 
razor well between strokes! Start with a 
quarter to half-dollar sized amount of 
shave cream, gel or lotion in your palm 
using your palm as a cup. Then, with the 
back of your other hand’s fingers, apply 
it to the skin in a circular motion. This 
will aid in standing the hairs up for a 

clean cut. You should have a thin layer of 
lather on your skin, not a full Santa 
beard of cream—a little goes a long way! 
Rinse the blade under warm water while 
tapping the razor head in the sink to 
knock out any hair caught between the 
blades. Never wipe the hair out of the 
razor with your finger. You will cut your 
finger. 

After-shave: Traditional aftershaves 
contain alcohol. Unfortunately, alcohol 
dries your skin out, which is counterpro-
ductive for our purpose. Tea tree oil will 
help with soreness and redness, and pro-
tect from infection, because tea tree oil 
contains anti-inflammatory and antimi-
crobial properties, which make it a per-
fect post shave option to penetrate the 
newly open pores and raw skin.  

Bumps and acne: If you are prone to 

razor bumps, press a cold wet washcloth 
on the bumps after shaving or whenever 
you feel the need. The cold water will 
help shrink the bumps down and sooth 
any discomfort related. Always keep the 
affected area moisturized. Lots of us also 
suffer from pimples. A great way to com-
bat acne is to dab a cotton ball with some 
apple cider vinegar. The acids in the 
vinegar will neutralize fungus and bacte-
ria found in acne. It will also help with 
acne scarring. Apply it to the area morn-
ing and night. Fresh aloe applied to the 
area has been known to soothe painful 
acne and help with scaring as well. There 
are aloe gels and lotions you can pur-
chase, or better yet, buy an aloe plant. 
Just cut inch sized ends off the plant and 
use the fresh aloe from inside. Just do not 
forget to water the plant! 

epmagazine.com | EP Magazine • November 2023  47

H U.S. MILITARY 

A CUT ABOVE:  “Make your shave become a favorite part of your routine. Shaving can 
be a rewarding, mindful practice that will also help reduce stress and anxiety;” Joe 
Wadanoli is a Master Barber and owner of Joe & Co. Barbershop in Madison, CT.
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R and R: Shaving is a violent act we put our skin through. 
That is why in between shaves, it is vital to nourish your skin 
with hydration, not only from drinking plenty of water, but by 
applying a moisturizing cream to your skin. Some jobs require 
a clean shave. If you can get away with it, shave every 2 to 3 
days. This will give your skin time to rejuvenate itself. There are 
certain waivers that can be obtained if your shaving-related 
skin problems become a doctor-treated medical issue.  

 

If only one thing sticks with you from my advice, let it be 
this. Do not rush, take your time, smell the fragrances. 
Make your shave become a favorite part of your routine. 

Shaving can be a rewarding, mindful practice that will also help 
reduce stress and anxiety. A good shave will leave you feeling 
invigorated. Shaving is profoundly good for the mind, body, 
and soul. •

Alex Hussey

“My victory is removing 
‘can’t’ from my vocabulary.” 
Alex was hit by an IED in 
Afghanistan. He lost both 
legs, his left hand and has 
a traumatic brain injury. 
With support from DAV, 
Alex is taking on mountains. 
DAV helps veterans of all 
generations get the benefits 
they’ve earned—helping more 
than a million veterans each 
year. Support more victories  
for veterans®. Go to DAV.org.

Alex Hussey

I AM A VETERAN
AND THIS  

IS MY VICTORY. 
I AM A VETERAN

AND THIS  
IS MY VICTORY. 

http:// www.joecobarbers.com 
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Helpful Resources Throughout November

Helpful resources 

In November, the Defense Department and Military OneSource are showcasing resources 
at the ready for military families and transitioning veterans on our National Veterans and 
Military Families Month webpage: https://www.militaryonesource.mil/parenting/family-life/
military-family-appreciation/. Our resources include topics on parenting, adoption and foster 
care, relationships, families with special needs, surviving family members, financial support 
and spouse employment. Look for special podcast episodes, a video featuring Sesame Street 
resources for military families and much more.

We'll also be highlighting resources on our Military OneSource and Spouse Education and 
Career Opportunities social channels. Follow along and share posts you think will be fun or 
helpful for families in your community. 

Giveaways for military families

We’ll be offering a free cooking book to military families to nurture family connections.  
Find stories and tips for planning nutritious meals, even with busy schedules. The book is 
available to military service members and their immediate family members, as well as to 
veterans within 365 days of their post-separation date.

Service providers, Military OneSource also has freebies to support the wonderful work you do! 
Order Military OneSource 6-in-1 pens, football stress balls, popper fidget wrist strap keychains 

and sticker sheets. Distribute these fun giveaways at installation events throughout November.

Support whenever it’s needed

Military OneSource consultants are available 24/7 all year long. DOD wants to ensure military 
families have the support they need to enhance their well-being. See all the ways we support 
military families at https://www.militaryonesource.mil/parenting/family-life/military-family-
appreciation/.

COMMITTED TO READINESS AND RESILIENCE

Every November, the Defense 
Department and the military 
community celebrate military 
families and transitioning 
veterans during National 
Veterans and Military  
Families month.

Join the celebration:

• Free cooking book  

for families

• Fun giveaways for  

service providers

• Resources to support  

your well-being

https://www.militaryonesource.
mil/media/toolkits/service-
provider/national-veterans-
military-families-month

National Veterans and Military Families Month – Fact Sheet

http://https://www.militaryonesource.
http://https://www.militaryonesource.mil/parenting/family-life/
http://https://www.militaryonesource.mil/parenting/family-life/military-family-appreciation/
http://https://www.militaryonesource.mil/parenting/family-life/military-family-appreciation/
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The Extraordinary and Unusual

Last week, after relax- 
ing on my couch after dinner, I decided to 
head into the kitchen and grab something 
sweet to eat. The pantry door was open. 
The silverware drawer was open and the 
cupboard door, where we store the plates 
and bowls, was open. My kitchen looked 
like it had been raided by bandits, “What 
in the world? Broden’s been in the 
kitchen.” Mark got off the couch, walked 
over and closed the pantry door while I 
was straightening up the kitchen. There 
were three spoons placed in a line along 
the edge of the sink. I examined the 
spoons like a detective in a Sherlock 
Holmes movie, “Looks like he grabbed 
the frosting out of the fridge and used 
three different spoons to eat the frosting”. 
Mark opened the fridge door and looked 
inside, “We are probably the only ones in 
the neighborhood who have four con-

tainers of Pillsbury frosting 
in their fridge right now. All 
four of them are the same 
flavor of frosting and are all 
75% full.” I reorganized the 
fridge and lined the frosting 
containers along the side of 
the top shelf, knowing that 
Broden would be looking 
for those again the next day.  

 

That night, “Huhtanen Land” con-
tinued to shift into a more unusual 
sense of reality after Broden’s bed-

time ritual. About 20 minutes after put-
ting Broden to bed, we heard the pitter 
patter of feet. Mark and I lifted our heads 
and rolled over to look at each other. Mark 
whispered, “Do you hear that?” The 
sound of water running in the bathroom 
echoed through the hallway. I whispered 

back, “Is he in the bath-
room? Didn’t he go to the 
bathroom before bed? Is he 
playing in the sink?” Under 
Mark’s breath I heard, “Are 
you kidding me?” He ripped 
the comforter off his body 
and jumped out of bed, 
“Broden, go to bed. Stop 
playing in the sink. It’s time 

for bed. Shut the door.” Broden yelled 
back, “Door!” I heard the door shut. Mark 
came back into the room and cracked the 
door so we could monitor the hallway. I 
crammed ear plugs in my ears, so I could 
try to sleep and pretend that I had no idea 
what was going on outside of the bedroom. 
I selfishly thought, “Mark’s got it. I’m out.”  

The next morning at 5 am, Mark and I 
slid out of bed and opened our bedroom 
door into the hallway. A pile of Broden’s 

Broden was experiencing change. Change is inevitable, but in Broden’s world it’s still a tough 
pill to swallow. 

OUR JOURNEY IN CAMO SHELLY HUHTANEN
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BROTHERS IN ARMS:  Hayden and 
Broden on the front porch. Hayden 
was able to come home from college 
for Fall Break. 
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blankets had been stacked on top of the 
dehumidifier near his door. Mark and I 
stood there staring at the bazaar specta-
cle. I turned and squinted in the direction 
of Mark, “Have you ever seen him do this 
before?” Mark slowly squatted down and 
picked up about five blankets, “Nope. 
This is some freaky stuff right here.” We 
slowly walked into Broden’s room, not 
quite sure what we were going to see. We 
looked down on the floor and Broden had 
lined up his “Troll” slippers and shoved 
his sequined slippers inside them. Both 
of us turned to examine Broden. He was 
passed out on the bed, wrapped in the 
remaining blankets. His body was in a 
diagonal position and one blanket was 
wrapped around one arm, almost like a 
snake squeezing the air out of its next 
victim, “He must be exhausted. He had 
quite a night.” Once we were downstairs, 
we shuffled our feet to the kitchen to 
make our coffee. I looked around to see if 
Broden had been there the night before, 
for one last spoonful of frosting. Due to 
all the cupboards and drawers still being 
closed, I assumed he stayed upstairs. At 
this point, after seeing the pile of blan-
kets stacked on the dehumidifier, any-
thing was possible.  

 

It was 7:20 am and I had delayed the 
infamous shower ritual long enough. I 
walked upstairs and stuck my head in 

his room. He was slowly rolling around in 
his bed with one blanket still snug around 
one of his arms, “Good morning, Broden. 
It’s time for your shower.” Broden slowly 
rolled his head towards me and struggled 
to open his eyes.” Yea, it was going to be 
one of those mornings. I played with his 
hair and rubbed his back, as he rolled 
around some more. Finally, he sat up, 
“Ok buddy. It’s time. We’re going to be 
late for clinic.” Broden stood up with his 
eyes half closed, “Broden, get your robe 
and walk into the bathroom.” He slowly 
moved over to his robe and pulled it off 
the hook on his closet door. His robe 
dragged on the floor as he walked into 
the bathroom. My standards for the 
shower slowly diminished that morning. 
The goal was for him to do as much as 
possible independently, and if I needed to 

do some hand over hand guidance, I was 
prepared to provide it quickly. He was 
tired. I was tired and the goal was to get 
out of the house at a decent time.  

Once Broden was downstairs eating, I 
gulped the rest of my morning coffee 
down and finished packing his lunch. 
Broden grabbed his drink cup and head-
ed to the car. On the drive, I tried to find 
all his favorites on Sirius XM. We played 

some Little River Band, Queen, and 
Boston. In our house, good music always 
seems to make things a little more man-
ageable. We finally pulled into the park-
ing lot at The Unumb Center. We were a 
few minutes late, but Nick was there wait-
ing for us at the door. He headed over to 
the car door where Broden was sitting, 
“How are you doing?” I kept my hand on 
the door handle before letting Broden 
out, “Nick, I honestly do not know how 
today is going to go.” I proceeded to give 
him the update on the last 24 hours. Nick 
looked perplexed, but said he would talk 
to the other Registered Behavior 
Technicians (RBTs) who work with him, 
and Amanda, his Program Manager, so 
they could keep an eye on him.  

 

A few hours later, I got a text from 
Amanda. She was tracking what 
happened at home and agreed 

that there had been a shift in Broden. 

That afternoon, when I picked him up, 
Cameron, an RBT who has worked with 
him for quite some time, was working 
with him that afternoon. After helping 
me put Broden in the car and telling him 
goodbye, we had a nice chat, “You’re 
right. Broden has been doing some 
interesting new things, but we think we 
know what it is. We have started the 
changes to his behavior plan that we dis-
cussed a few weeks ago.” After Cameron 
notified me of those changes, it was so 
clear to me now. Broden was experienc-
ing change. Change is inevitable, but in 
Broden’s world it’s still a tough pill to 
swallow. 

I thanked her for the update and told 
her I would continue to keep the team in 
the loop. After Mark got home from 
work, I told him what I had learned. He 
agreed. It had to be the change in his 
program. The plan was to push through 
to see if the behavior would subside. If 
not, we would go back to the clinic and 
ask for them to slow down a bit on the 
program changes. At least we had a plan 
forward. 

 

The other day, Mark grabbed the 
mail and brought it in the house. 
He laid it on the counter and told 

me that the results of my mammogram 
had arrived. I walked over to the kitchen 
and opened the envelop. Mark looked 
over at me and saw me smile and chuck-
le, “What’s so funny? What does it say?” 
I looked up at him, “It says my mammo-
gram was ‘normal.’ I couldn’t tell you the 
last time I had connected myself to that 
term.” Mark smiled and nodded his 
head, “You’re right, but we’ll take it in 
this circumstance.”  •

“Broden’s RBT told me 
‘You’re right. Broden 
has been doing some 
interesting new things, 
but we think we know 
what it is. We have 
started the changes to 
his behavior plan.’ After 
he notified me of those 
changes, it was so clear 
to me now. Broden was 
experiencing change.” 

OUR JOURNEY IN CAMO 
 
Shelly Huhtanen is an Army wife stationed 
at Fort Jackson, SC. She enjoys sharing her 
experiences of her day-to-day life caring for 
her son with autism. Shelly authored Giving 
a Voice to the Silent Many that encom-
passes many stories of raising a child with 
autism in the military. She also teaches 
Public Communication at the University of 
South Carolina and has contributed to EP 
Magazine for over 10 years.
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PRODUCTS AND SERVICES

ADAPTIVE/SPECIAL NEEDS 
BEDS  
KAYSERBETTEN-US 
P: 800-574-7880 
E: ruthann@kayserbettenus.com 
W: www.kayserbettenus.com 
Tall Rail and Home Care beds with 
unique designs to meet safety and 
medical needs.  

CLEANING/SANITIZING 
SOLUTIONS  

BANTEC SANITIZING 
www.bantec.store 
Easy to use disinfecting products and safe, 
environmentally friendly hygiene strategies 
that are efficient and cost effective. 
 

FINANCIAL PLANNING/ 
ESTATE PLANNING/ 
INSURANCE  
MASS MUTUAL SPECIALCARE 
www.massmutual.com/specialcare 
Financial planning products and services 
by a company that cares. 
 
THE AMERICAN COLLEGE OF 
FINANCIAL SERVICES 
www.theamericancollege.edu 
A private college focused on professional 
training for financial practitioners  

NON-PROFIT  

IRENE AND ERIC SIMON BRAIN 
RESEARCH FOUNDATION 
www.iesbrainresearch.org 
Helping to further research 
and find answers to addiction, pain and 
other brain diseases and disorders. 

TO LEARN MORE 
ABOUT ADVERTISING 

OPPORTUNITIES

ADVERTISE IN 
EP MAGAZINE

A PROVEN 
WINNER!

Exceptional Parent is an award- 
winning publishing and 

communications company that has 
provided practical advice, emotional 

support and the most up-to-date 
educational information for families 

of children and adults with disabilities 
and special healthcare for over 

49 years. 
 

Advertising in EP Magazine is an 
effective form of communicating both 
brand and product-specific messages 

to our targeted and motivated 
audience. EP’s specific demographic 

guarantees that you reach your 
intended customers.

ADVERTISE IN 
EP MAGAZINE

 Exceptional Parent Magazine,  
a print and digital publication 

for over 50 years, 
provides information on disabilities 
and special health care needs and is 

available for free (EP for Free) 
at www.epmagazine.com 

 
EP provides informative articles, 

resources and inspirational stories for 
children and adults with disabilities 

and special healthcare needs. 
The information covers all ages from 
infancy to elderly. EP Magazine also 

includes a military section dedicated to 
the unique challenges of military families 

caring for loved ones with disabilities, 
including returning veterans. 

 
EP Magazine has a varied and constantly 

growing readership of individuals, 
families, caregivers, education and 

medical professionals. Our partnership 
with various organizations and 

universities greatly increases our 
exposure nationwide. 

 
We offer digital and print advertising 

opportunities for companies whose PR 
plan includes corporate warmth and/or 

companies with products & services they 
would like to advertise to our readers. 
Custom advertising packages can be 

created to meet your needs. 
Contact Faye at 

epmagazinevp@gmail.com 

CALL 973-726-6218 
OR EMAIL EPMAGAZINEVP@GMAIL.COM

COMING NEXT MONTH IN EP: 

FAMILY AND COMMUNITY 
T H E  A N N U A L  I S S U E
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Massachusetts Mutual Life Insurance Company (MassMutual), Springfield, MA 01111-0001. Insurance products issued by MassMutual, Springfield, MA 
01111, and its subsidiaries, C.M. Life Insurance Co. and MML Bay State Life Insurance Co., Enfield, CT 06082. Securities offered through MML Investors 
Services, LLC, Member SIPC and a MassMutual subsidiary. CRN202012-222355

When you’re ready, we’re here to help. MassMutual’s SpecialCare program provides access to 

information, specialists and financial products and services to help families facing the financial 

responsibilities of raising a child with a disability or other special needs. To learn more about 

how a financial professional can help your family, visit MassMutual.com/SpecialCare

Special needs require 
SpecialCare.

http:// massmutual.com/specialcare 
http:// massmutual.com/specialcare 



