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If you are the parent of a newly diagnosed child, you are just now
discovering how much of our lives revolve around therapies and medical
appointments. There is much to learn about the symptoms of CDKL5
Deficiency Disorder and potential treatments, but that's not what we will
be talking about here.

This guide is intended to help you learn to navigate the medical system. 

Numerous medical specialists will, at various points in your child’s
development, become part of your multi-functional medical team - from
neurologists, to gastroenterologists, to an array of skill-specific therapists.

Here’s what you need to know to partner with them as your child’s best
advocate.

MEDICAL ADVOCACY

YOU CAN LEARN HOW TO BE AN ADVOCATE FOR YOUR
CHILD IN THE MEDICAL COMMUNITY



ORGANIZATION IS KEY

The first rule of advocacy is the
most difficult: Try to keep
emotions in check. We know, of
course, that’s easier said than done.
But, the more focused you are on
the objective tasks at hand, the
more effective you’ll be in your
interactions with your child’s
specialists.

So, how do you stay focused and
objective while trying to digest an
overwhelming amount of
information and managing a
demanding schedule of tasks? You
stay organized.

Preparing for appointments
Altogether, it may feel as though
you’re constantly seeing doctors
and therapists, each individual
appointment may be a significant
event. Some specialists are
scheduling six to nine months out,
and we may have to travel
considerable distances to see
them. With only so much time
allotted for our appointments, it’s
critical that we get what you need
from each one.

ORGANIZATION:
KEEPING CALM AND
CARRYING ON

Prepare a list of the questions and
issues you want to address with
the doctor, and make sure all
questions are answered before you
leave. Don’t be afraid to ask the
doctor to explain something again
in a different way - it’s essential
that you understand the advice
and instructions.

For some appointments, it will be
necessary to bring another adult
who can tend to your child while
you concentrate on talking with
the doctor. Sometimes you’ll need
to minimize distractions, so you
can cover everything on your list.

Make sure, too, that you have all
the necessary prescriptions before
you leave the clinic. CDKL5 kids are
often on medications that contain
controlled substances, and it can
be extremely difficult to refill
prescriptions outside of
appointments.

APPOINTMENTS AND
SCHEDULING

In addition to medical
appointments, you’ll also be
juggling a complicated schedule of
medication dosing, therapy
sessions, feeding schedules and
more. Add in the music lessons



and soccer games for siblings, and
your daily schedule can quickly
appear unmanageable.

Google and iPhone calendars can
be shared with multiple family
members, which makes it easier to
delegate care duties and keep
track of each other throughout the
day. Computer-based calendars
also allow you to set alerts and
reminders, which ensure you don’t
miss appointments and that you
remember to follow up on future
tasks when appropriate.

Paper day planners and wall
calendars are the solutions of
choice for many of us because they
allow us to look at everything at
once without having to click
around to view details. Obviously,
these calendars are best when all
the caregivers live in the same
house, or when one person
manages the schedule.

In some cases, a combination of
both paper and digital schedules
may be appropriate—for example,
if you follow a paper schedule for
feedings but track medical
appointments in a Google
calendar. Or, you may choose to
have medical appointments in one
calendar while using another for
school or enrichment activities. If
this is the case, designate a weekly
time to review and sync the
calendars to ensure nothing gets
missed. In fact, this weekly

calendar time can be invaluable for
everyone, no matter what type of
calendar system is in use, to center
the family and prepare everyone
for the week ahead.

Medical Records
As you go from doctor to doctor,
you’ll find that nearly every one of
them will ask you to recount the
same details about your child’s
birth, medical history, medication
history and more..

Yes, those details are available to
your child’s care team if they have
time to wade through the
Electronic Medical Record. It will
be much easier for everyone,
however, if you can provide your
own comprehensive history. Plus,
after a few years of adjusting
treatments and running tests, even
you will begin to get fuzzy on
which medications you’ve already
tried and what side-effects your
child may have experienced.

We strongly recommend you
develop a system for documenting
your child’s treatment and therapy
history. Consider storing it digitally
in a cloud-based location so it can
be easily accessed and quickly
shared with medical providers and
caregivers.

APPOINTMENTS AND
SCHEDULING

Documentation is particularly

https://www.medicare.org/articles/how-to-organize-your-medical-information-in-5-easy-steps/


critical in times of medical
emergency. In addition to the
comprehensive Natural History
Record discussed above, you’ll
need a quick reference to provide
to emergency medical personnel. 

Your epileptologist has probably
helped you establish a Seizure
Action Plan (SAP) that outlines the
approach you and other caretakers
should take when your child has a
seizure.

Next to the SAP, you should keep a
911 summary that caregivers can
provide to responding EMTs, which
will help them diagnose and
stabilize your child more quickly.
You may also be able to prepare
911 responders in advance by
tagging your listing in their system.
If this service is available, your local
EMS department will know when
they receive the call that they’re
responding to a house with a
special-needs child. 

A second copy of the 911 summary
should be attached to your child’s
car seat or transporter. In the event
of an accident, the summary will
assist EMTs and paramedics who,
for example, may incorrectly
assume a nonverbal child is
presenting as non-responsive due
to the trauma. The summary
should also provide emergency
contacts who can step in and
make decisions for your child in
the event that you have been

injured in the accident. We have
made examples available in the
IFCR appendix located at the end
of this guide.

You may also want to consider
purchasing a medical bracelet for
your child. Services such as
MedicAlert will engrave your child’s
most important information on the
bracelet, along with an 800
number and a code that is specific
to your child. Emergency
responders who see the bracelet
will call the number, give the
operator your child’s code, and in
return will receive detailed
information on your child, such as
exact conditions (epilepsy, etc.) as
well as medications and dosages,
and several emergency contact
names and numbers. You enter
this information online.

Remember, too, that your child’s
therapies and medications will be
changing throughout their
development. Whether you keep
your child’s medical 911 summary
on paper or online, you’ll want to
set aside time once or twice a year
to review the emergency
documents and ensure they
remain up to date.

https://www.cdkl5.com/seizureactionplan/


TRUST IS ESSENTIAL

Trusting Your Team
The concept of advocacy implies that sometimes your role
will become adversarial. Certainly, you’re not going to like or
agree with every doctor or case manager. But overall, you’ll
find that you get a lot further if you are respected by your
child’s doctors than if you become the proverbial thorn in
their side. Yes, occasionally you will have stand up for your
child, demanding a treatment modification or access to a
new service. Mostly, though, you will be working with
professionals who are on your side and who truly care about
treating your child. We’ll try to outline here how to tell
which scenario you are encountering.

Tempering Dr. Google
It’s common for patients in all realms to lock in on therapies
or treatments they discover on the Internet. Our doctors
know this, and they want to help us by providing context for
what we read online. Be honest with your child’s care team
about what you find during your search. They will explain
why the treatments may or may not be appropriate for your
child’s unique circumstances.

The same rule holds true for therapies you learn about from
other parents in support groups or online communities.
CDKL5 kids are all different, and their medical symptoms
and experiences are unique to them. What works for one
child may not work for another, so we must balance what
we hear from others with what our medical professionals
bring to the table. The best doctors will respect you for
“doing your homework” and understand that you may have
learned more about CDKL5 Deficiency Disorder (CDD) as a
parent than they were taught in medical school (there are
thousands of neurological conditions, after all). But parents
are wise to remember that doctors have years of education
in medicine and biology and bring tremendous knowledge
beyond anecdotally hearing that a particular treatment
works for several CDKL5 kids.



Centers of Excellence
If you are fortunate enough to live
near or can travel to one of the
several IFCR-sponsored CDKL5
Centers of Excellence (COE), your
child has access to the most up-to-
date research and treatments. On
the other hand, medical
professionals in smaller
communities may not have much
experience treating our children,
and here is where doubt
sometimes arises regarding quality
of care.

If possible, we recommend one
visit to a Center of Excellence for a
full evaluation. Those findings can
then be provided to your child’s
local care team to inform future
treatment, and the Center of
Excellence physicians will continue
to be ongoing resources for your
child’s doctors.

Please note, your child’s physicians
can consult with a Center of
Excellence at any time, regardless
of whether you’ve had an
assessment at a COE. But,
consultations are easier if the
Center of Excellence physicians
have actually seen your child. What
we don’t recommend is that you
call Center of Excellence
physicians directly. Physicians
prefer to talk with each other, and
this is one of those areas where it’s
usually best to work within the
system.

Find a Center of Excellence.

It’s also sometimes difficult to
distinguish a seizure from an
involuntary movement. The reality
is that sometimes the only way to
know is to visit an epilepsy
monitoring unit where video EEG
recording is done.

WHEN ADVOCACY
DOES BECOME
ADVERSARIAL

Occasionally, you will encounter a
care team member who is not a
good fit for your family. This is your
moment: You absolutely don’t
have to accept the first case
manager who is assigned to your
child or the physical therapist who
makes your child anxious.

Hospital environments can be
challenging, too, as you may be at
the mercy of resident physicians
who are unfamiliar with CDD and
you may be subject to standard
protocols that aren’t appropriate
for your child. If you’re facing a
hospital stay that is longer than
necessary, or a treatment regimen
that contradicts your established
treatment plan, call in a child
advocate. Hospitals employ them
to help you communicate with the
medical team, and they can be
invaluable resources to serve as
your child’s voice. If you can’t find
one easily in the hospital directory,
ask to see an in-hospital social
worker who can get you to the
right person. 

https://www.cdkl5.com/cdkl5-centers-excellence/


income, through a Home and
Community-Based Services (HCBS)
Medicaid Secondary Insurance
Waiver. The HCBS Medicaid waiver
picks up where private insurance
and need-based
Medicaid/Disability coverage leave
off and are not based on the
family’s income and assets. 

Also, Part C of the Individuals with
Disabilities Education Act (IDEA)
requires state school districts to
provide in-home Early Intervention
(EI) therapy services from birth to
age 3. Therapies continue in the
school setting under various
programs. Please see our guide,
Educational Advocacy, for more
information. 

Each state has a little different
framework for accessing Medicaid
and school-based services, and the
offerings differ from state to state.
It can also take months to secure
approval, so you’ll want to begin
right away. The school district is a
good first step; reach out to your
local school district, inform them
that you have just received your
diagnosis, and request a screening
for Part C services. Once you’re in
the system, your EI contact can
also help you navigate how to
access Medicaid waivers and other
services for which your child may
be eligible.

Finally, getting approval for
durable medical goods presents its
own set of challenges. You’ll be

Although it’s rare, you may
encounter a physician who isn’t
willing to invest the time to learn
about CDKL5 or consult with a
Center of Excellence. It may be
appropriate to make a change.
Beware, though, about changing
doctors just to find one with a
better bedside manner. 

“Some doctors are not my cup of
tea, but they do really well with my
daughter,” one parent noted. “What
does it matter what I think of them
if they take good care of her?”

FUNDING CARE: HOW
TO ACCESS
GOVERNMENT
SERVICES

Our children are eligible for
government-funded therapy
services as soon as they receive
their CDKL5 diagnosis, so most
likely you have already begun this
process. If not, here’s a quick
overview.

Private insurance does not cover
custodial care costs such as home
nursing, respite care and special-
needs modifications to the home
or vehicle, and it’s nearly
impossible for most families to self-
fund these expenses.  However,
financial assistance to cover the
cost of in-home nursing care and
medical equipment is available to
our kids, regardless of family



amazed at what insurance
companies ask you to try before
they agree to pay for a bath chair
or a lift. You will need to write a
medical letter of necessity to send
to your insurance company; if your
medical team cannot help you,
check with the equipment
manufacturers themselves as they
often can provide you with the
wording insurance companies
need to see.

Insurance funding informational
links are available in the appendix,
at the end of this guide.

speech therapy and feeding - you
can always start PT again at a later
time. As with so much about
CDKL5, there are no right or wrong
answers. What’s important is to
balance the available therapies
with the needs of your family. Work
toward your own priorities, and
don’t let anyone else set those
priorities for you.

QUALITY VS QUANTITY

At any given time, our kids may be
taking 3 or more medications and
receiving a rigorous schedule of
therapies ranging from PT and OT
to speech and vision. At some
point, we begin to measure our
kids’ quality of life and the extent
to which they may be burdened
with treatment. While we are
fortunate to have many therapies
available to our kids, there are only
so many sessions a child can
handle in a day and so many
medications a child can take at
one time.

How much is too much? Only you
can decide for your child. There
may be times when you choose to
pull back on physical therapy, for
example, so you can focus on

HOLISTIC AND
ALTERNATIVE
THERAPIES

In addition to the traditional
medications and therapies,
numerous holistic and alternative
treatments promise to alleviate
symptoms and make our kids
more comfortable. Some are well-
tested and inexpensive - lavender
essential oil diffused at bedtime
(aromatherapy) to help children
fall asleep, for example, or
therapeutic massage to relax tight
muscles. At the other end of the
spectrum, some families have
spent hundreds of thousands of
dollars on untested products and
services. 

Because children respond
differently to treatmen t, we can’t
advise each other on what
therapies should or should not be
tried. We can only recommend
that you carefully vet a new
therapy and ask your alternative
medical provider to offer evidence



about why they think it would be
beneficial for your child. 

Mostly, please make sure the
financial investment is
manageable for your family and in
line with a realistic outcome. If
there were an easy cure, we would
have found it by now, so beware of
promises of amazing results and
complete cures. And remember
that there are many possible
mutations of the CDKL5 gene, so
what works for one child won’t
necessarily have any benefit for
another.

PALLIATIVE CARE

Not to be confused with end-of-life
hospice care, palliative care focuses
on providing relief from the
symptoms and stress of a serious
illness. While your child’s other
physicians focus on treatment of
specific symptoms, the palliative
care team works alongside them
to keep your child comfortable and
happy.

Your nearest children’s hospital
can connect you with a palliative
care team. You’ll work together
with them to ensure that your
pediatrician, neurologist,
gastroenterologist and the rest of
your child’s multidisciplinary
medical team remain apprised of
your comfort goals.

EXTRAORDINARY
MEASURES AND DNARS

Fortunately, CDKL5 is not
imminently life-threatening and
severe medical emergencies are
not a constant threat for our kids.
There will, however, be times of
extremely acute illness. Your
advocacy preparation is especially
important here.

It is important and worthwhile to
consider your feelings and wishes
in regard to a Do Not Attempt
Resuscitation (DNAR) order or
comparable legal document. This
matter is best considered over a
period of time with all significant
information available, a clear and
rested mind, along with an
understanding of how the decision
affects all parties (patient, parent,
medical professional, rescue
personal, etc.) involved. No one
should judge you for the decisions
you make; they depend entirely on
your child’s individual symptoms,
experiences and potential
outcomes. And, your decisions may
change over time depending upon
how much aggressive intervention
your child has already endured.

The Pediatric Intensive Care Unit,
the ambulance, or the family room
in the Emergency Department is
not the ideal place to make this
decision; the environment is
already mixed with incredible



stress, lack of sleep, confusion and
urgency. This matter is very
personal and there are no correct
or easy answers.

The best time to consider the
possibilities is before the matter
becomes urgent and unavoidable,
when you have the gift of time to
reflect on your family’s wishes.
Discuss questions with your
Primary Care Physician, such as the
general success of CPR, the quality
of life you wish for your affected
child and the reality of the CDKL5
diagnosis.

In some states, if a minor child
passes away at home, it can result
in unintended consequences such
as an investigation. Importantly, in
this case the DNAR might be
necessary for protection in the
unlikely event of your loved one
passes unexpectedly. The necessity
of a protection like this will vary
from stat-to-state and you should
consult your medical team and
attorney for your state’s rules
surrounding this topic.
 
We also recommend that you talk
with your local hospitals and
ambulance services to determine
what other state laws may apply.
For instance, in some states, EMTs
must attempt resuscitation if
indicated, unless they are
presented with a DNAR form
signed by a physician.



APPENDIX

MEDICAID HOME & COMMUNITY BASED
SERVICES - 1915(C)
MEDICAID STATE WAIVERS LIST
STEPS IN EARLY INTERVENTION (IDEA PART C)

FUNDING ASSISTANCE FOR ADAPTIVE
EQUIPMENT
FUNDING EQUIPMENT SUPPLIES
FUNDING SOURCES FOR UNCOVERED SUPPLIES
AND EQUIPMENT
HOW TO GET A COMMUNICATION DEVICE FOR
YOUR CHILD
TIPS ON HOW TO WRITE A LETTER OF MEDICAL
NECESSITY
WRITING WINNING INSURANCE APPEAL LETTERS

MEDICAID AND EARLY INTERVENTION

INSURANCE APPEALS AND DURABLE MEDICAL EQUIPMENT
FUNDING - THERE ARE NO GUARANTEES WHEN FILLING AN
APPEAL WITH AN INSURANCE COMPANY OR REQUESTING
FUNDING FOR DURABLE MEDICAL EQUIPMENT. HOWEVER,
THESE RESOURCES ARE A GOOD START. 

https://www.medicaid.gov/medicaid/home-community-based-services/home-community-based-services-authorities/home-community-based-services-1915c/index.html
https://www.medicaid.gov/medicaid/section-1115-demo/demonstration-and-waiver-list/index.html
https://www.specialeducationguide.com/early-intervention/steps-in-early-intervention-idea-part-c/
https://www.rifton.com/resources/articles/2011/november/funding-assistance-for-adaptive-equipment
https://complexchild.org/articles/2014-articles/august/funding-equipment-supplies/
https://complexchild.org/articles/2014-articles/august/funding-equipment-supplies/
http://www.articles.complexchild.com/sept2008/00069.pdf
https://www.rifton.com/adaptive-mobility-blog/blog-posts/2015/may/how-write-letter-medical-necessity-tips
http://www.articles.complexchild.com/00012.html


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, “I
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.

ABOUT IFCR

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

