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THE TRANSITION

The 18th birthday is a critical juncture in the lives of our kids: It changes
the way they will access their medical and social services.

From a legal standpoint, the medical system now considers our 18-year-
olds to be adults, regardless of their ability to manage their own care, so
we no longer have automatic legal rights to view their medical records or
talk with their doctors. On the social-services side, different government
agencies will now be providing the funding and care that's so essential to
their quality of life.

Fortunately, the previous 18 years have prepared you well for the
transition. The advocacy skills you've honed up to this point are exactly
the skills you will be drawing on now, and the trusted agencies you're
working with now will guide you to the resources you'll need in the
future.

But, there are some critical tasks that must be accomplished, as well as
essential documentation that must be put in place. The purpose of this
guide is to ensure you don’'t miss them. The 18th birthday comes much
faster than you might expect.




THE CRITICAL TIMELINE

If you haven't already had occasion
to do so, now is the time to engage
the help of an attorney who
specializes in assisting families
with special-needs children. In the
year or so leading up to the 18th
birthday, first and foremost is
ensuring that you won't lose legal
access to participate in your child'’s
medical care.

Most of us will be applying for legal
guardianship of our children so
that we can continue to make
medical and legal decisions on
their behalf. However, the
guardianship process can’t be
initiated until after the 18th
birthday.

As a stopgap, you may wish to have
medical power of attorney or
healthcare proxy paperwork in
place. That will guarantee you will
always have access to their care.

Also at this time, you will need to
begin researching options for day
programs. Up until now, your child
has most likely been accessing

therapies and services through the
public-school system, and many
school districts do continue to offer
center-based programs for young
adults up to age 21. As your child
approaches his or her mid-teens,
begin exploring these options and
signing up for any waiting lists.
After 21, most day programs are
privately run facilities that vary
greatly in available activities and in
quality. You will definitely want to
start your research early here, too.

Get g State ID Card

A state-issued photo ID will be
required for both guardianship and
Social Security, so step one is a trip
to the Department of Motor
Vehicles. Most will allow you to set
up an appointment, which is
hugely helpful since it would be
difficult for our kids to handle the
DMV's legendarily long lines. Even
with the appointment, be
prepared for a challenging visit, as
our kids may struggle with sitting
still for the picture or looking
directly at the camera.



Apply for Legal Guardianship
Step two is applying for legal
guardianship through the state.
Information is widely available
online, and there are also local
agencies around the country that
can assist parents with the
paperwork. Many states do require
an attorney to be involved, so be
sure to determine if your state is
one of them.

The process itself is fairly
straightforward. First you fill out
the required paperwork and turn it
in to your county probate court.
Once the paperwork is processed,
the court will assign a visitor to
meet with your family, assess the
home environment, and confirm
that what you described in the
application is true. Shortly after
that, a court date is set, during
which you'll appear before a judge
who has the option of granting or
denying guardianship. In our
circumstances with CDD,
guardianship is all but guaranteed.

Apply for Social Security Benefits
As soon as possible after
guardianship is in place, you'll
apply for Social Security benefits.
Prior to age 18, our kids are
considered as part of our
households and are evaluated for
service benefits based on our
household incomes. After 18,
however, they become their own
households and are eligible to

receive Social Security income to
cover living expenses such as
shelter, food and clothing.

Make an appointment to meet
with a Social Security
representative, and bring with you:

e A letter of diagnosis from your
pediatrician

e Your child’s IEP from school

¢ Any bank statements that may
be in your child’s name
(although we really don’t want
to have any funds in our
children’s names as they will
count against them for
determining funding)

e Any trust documents in place
(more about trusts later in this
guide)

¢ A rent statement—divide your
mortgage payment or a Zillow
estimate of rent for your
property by the number of
residents in your home to
calculate your child’s portion

¢ Anything else the office requests
—there will be time to assemble
any missing documentation

It may take up to six months for
the agency to determine if your
child is eligible for SSI (Social
Security Insurance) or SSDI (Social
Security Disability Insurance), but
once the approval comes through,
he or she will receive back pay
from the date of the interview.

Note: If you first get a letter that



rejects your child from one of those
two fund types, don't panic—it
usually means approval has been
granted for the other and the
second letter will be forthcoming.

Social Security SSI funds currently
max out at $771 per month, which
is helpful but will obviously not
cover the full cost of caring for your
child. Funds can be used for
anything that directly benefits your
child, but you'll have to account for
how you spend it. Be sure to keep
meticulous records and all
receipts.

More information is available at
Social Security.gov.

Open a Basic Bank Account
Social Security funds are direct-
deposited monthly into a bank
account you set up in your child'’s
name. When the funds arrive, have
them transferred immediately into
your account to spend on his or
her care. Your child’'s account
balance can never exceed $2,000;
if it does, you will lose Social
Security eligibility. Be very diligent
about this—families have lost their
benefits when accounts were only
a few dollars above the $2,000
threshold.

Complete the Medicaid Survey
One more appointment must be
scheduled at 18, and this one is
both critical and difficult. The
Medicaid survey is a lengthy
interview that's used to determine

how much Medicaid funding will
be given to your child. Therapies
that may have previously been
provided by the school system will
now hopefully be covered by
Medicaid. The survey is a rigorous
process that goes into great detail
about how your child functions
from day to day.

This is important: While most of
the time we as parents try to focus
optimistically on our children’s
potential, this is the time for
realism. In this meeting, we need
to be honest about our children’s
limitations so that they will get the
funding they need to continue
their therapies.

If you were already receiving
Medicaid funds through a Home
and Community-Based Services
(HCBS) Medicaid Secondary
Insurance Waiver, those funds will
likely remain available to you but,
depending upon your state, may
transfer into a new adult version
that's called something different.

Medicaid surveys are coordinated
at the local level by a designated
social-service agency. Often, the
agency will learn about your child
through other agencies you are
already working with, and they will
reach out to you to schedule this
appointment. We recommend you
be proactive, however; ask your
current case managers to direct
you to the right agency.


https://www.ssa.gov/

Daily Activity

The public school system has most
likely been able to provide
therapies and services for your
child up to this point. At 21 you'll
be entering a whole new world. As
we mentioned previously, most
adult day programs are run by
private companies, and they vary
greatly in quality and services. It's
unlikely that you will find the
individualized care that you
received through the school
system, but there are excellent
programs that offer enriching
experiences for your young adults.

At this age, the focus shifts from
education to finding meaningful
activities. High-functioning young
adults may be able to participate
in job-preparation programs where
they assist with tasks like stocking
shelves and dusting. Our CDD kids
who are able to do this kind of
work find it to be very fulfilling.

Regardless of ability level, you will
need to find something to fill your
child’s day after he or she
graduates from the school system.
Hopefully by this age, you have
already begun researching options
to find the most appropriate
facility. There will, unfortunately, be
some facilities that charge high

fees to park participants in front of
videos all day.

Medical Care

Age 21 may also be a time of
transition within your child’s
medical team. Some Centers of
Excellence will continue to see
CDD kids into adulthood, while
others may not. Some individual
specialists will continue to treat
your child, and others will refer
them to adult providers. Either
way, your team will communicate
with new physicians and ensure a
smooth transition. The important
thing here is just to be aware of
this milestone and to begin the
dialogue in advance.

Up until now, your child may have
been covered by a combination of
Medicaid and your family's private
insurance. At age 26, however, all
children become ineligible to
remain on their parent’s private
insurance. Prepare for this age-
related milestone by verifying that
all your child’s doctors take
Medicaid.



PLANNING FOR THE FUTURE

The transition to adulthood is also
an opportunity to review your
family’s estate plans to ensure that
your CDD child will always have
access to care. This is difficult to
think about, but it must be
addressed: If parents die without
leaving a will, the state will

take all assets and the child
becomes a ward of the state.

A disability attorney can help you
explore the most appropriate trust
options for your family. These are a
few key issues you will need to
consider:

Appointing a Guardian

You may be fortunate to have a
family member who will take in
your CDD child after you are gone.
If not, you will still need to
designate a guardian who will
ensure that your child is placed in
a quality living facility and who will
oversee his or her ongoing care
according to the terms of your
will.

Assets

Parents of a special-needs child
essentially double up when
planning for retirement—as much
as possible, they accumulate assets
for their own retirements while
also planning for the long-term

care of the child. An experienced
attorney can help you protect
those assets in an appropriate trust
so that they will be available to
fund the long-term needs of your
child.

Letter of Intent

A Letter of Intent provides a
roadmap for your child’s future
guardian, offering as much insight
as possible into your

child’'s daily needs and wants.
Describe your child’s life in detail,
including:

e What makes them happy?

e What causes a lot of anxiety?

e What specific items, foods,
activities, etc. do they need on a
daily basis?

e What are their skills and
abilities?

Copies should be provided to your
attorney and to the future
guardian. You should also keep a
copy with your important papers at
home. And, because needs change
as your child grows, set aside
scheduled time annually or
semiannually to review and update
the letter.

More information is available
from The ARC.


https://futureplanning.thearc.org/pages/learn/future-planning-101

¥ IFcR

ABOUT IFCR

for

Our mission is to treat and cure CDKL5 Deficiency Disorder by funding
scientific research, while helping affected individuals and their families to
thrive.

We have chosen the starfish as our symbol, based on the story “The Star
Thrower” by Loren Eiseley.

In the story, a man sees a young boy walking along a beach, picking up
starfish that had washed ashore and throwing them safely back into the
sea.

“Young child,” the man commented, “do you not realize that there are
miles and miles of beach, and there are starfish all along every mile? You
can’'t possibly make a difference.”

The little boy throws another starfish back into the ocean and replies, ‘Il
made a difference to that one!”

We believe this story serves as a powerful reminder of how, by supporting
one another and learning together, we can make a difference in the lives
of everyone affected by CDKL5 Deficiency Disorder.

We are here to help. Please sign up for our newsletter and follow us on
social media.

Additional CDKL5 guides and resources are available in the "Resource
Library" of our website at www.CDKL5.com.



https://www.cdkl5.com/get-ifcr-newsletter/
https://www.cdkl5.com/cdkl5-resource-library/

