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Introduction

Receiving a diagnosis of a suspected inherited arrhythmia condition can be overwhelming and raise
many questions for patients and their families. These inherited conditions often affect otherwise
healthy individuals and can carry serious risks if left undetected or untreated. In addition, an inherited
arrhythmia diagnosis also raises important questions for other family members. This toolkit is 
designed to provide clear, compassionate guidance to help you understand what a diagnosis 
means, what steps to take next, and how to access the care and support you need. 

One of the most important tools in managing your condition is genetic testing. It can help confirm a
diagnosis, guide treatment decisions, and identify at-risk family members. However, navigating the
process – from finding the right specialists to understanding insurance coverage – can be complex.
This resource offers practical information on the role of genetic testing, how to access it, and tips

for working with your healthcare team and insurance provider to ensure you and your loved ones
receive the best possible care. 

About the Foundation for Inherited Arrhythmias (FIA)

FIA (formerly the SADS Foundation) has spent more than 35 years supporting families and saving

lives for those affected by inherited arrhythmia conditions – including LQTS, CPVT, Brugada

Syndrome, ACM, and other genetic conditions that disrupt the heart's rhythm. 

Through five core programs – Saving Lives, Patient Empowerment, Community Building,

Accelerating Research, and Provider Education – we work to improve care, accelerate cures, and

empower everyone affected to live and thrive beyond diagnosis, moving toward a future where

life is unlimited by inherited arrhythmias.



What You Will Find in This Toolkit

Understanding Your Condition: A brief overview of inherited arrhythmia conditions, including
common symptoms and the importance of early diagnosis, and treatment. 
Genetic Testing: Genetic testing can help confirm a diagnosis, guide treatment, identify at-risk
family members, and opens a gateway to research opportunities. 
Navigating Insurance Denials: Detailed instructions on how to understand the reasons for
insurance denials and the steps to take when filing an appeal. 
Sample Appeal Letters: Templates and examples of effective appeal letters to help you
communicate your case clearly and persuasively. 

We hope this toolkit serves as a valuable resource in your journey to better understand the role of 
genetic testing, to access it, and understand its results and what they mean for you and your 
family. Remember, you are not alone, many families have successfully navigated this process, and 
with the right tools and support, you can too. 

Part One: Getting Started
About Inherited Arrhythmia Conditions

Inherited arrhythmia conditions, including cardiomyopathies and channelopathies, are genetic heart 
conditions that can cause sudden death in young, apparently healthy, people. These conditions can 
be treated and deaths can be prevented.  

These conditions occur because the electrical system of the heart is not working properly, so that 
the heart beats with an abnormal rhythm. 

Warning Signs

Family history of unexpected,

unexplained sudden death

under age 40.

Fainting or seizure during

exercise, excitement or

startle. 

Consistent or unusual chest

pain and/or shortness of

breath during exercise. 

Inherited Arrhythmia Conditions

Inherited arrhythmia conditions encompass a group of genetic heart conditions that can cause
sudden cardiac arrest in young, apparently healthy individuals. These conditions include:

Arrhythmogenic Cardiomyopathy (ACM) – sometimes called ARVC
Brugada Syndrome (BrS)
Catecholaminergic Polymorphic Ventricular Tachycardia (CPVT) 
Dilated Cardiomyopathy (DCM)
Hypertrophic Cardiomyopathy (HCM)

Idiopathic Ventricular Fibrillation (IVF)
Long QT Syndrome (LQTS)  



Short QT Syndrome (SQTS) 
Timothy Syndrome
Wolff-Parkinson White Syndrome (WPW) 

Whether you suspect that you may have one of these conditions or have already been diagnosed
with one, it’s important to remember that they can be treated and effectively managed. 

Part Two: Genetic Testing
Genetic Testing

Inherited arrhythmia conditions are passed down from parent to child, each child of an affected
parent has a 50% chance of inheriting the condition. Because of this, genetic testing is the
standard of care for anyone who has a clinical diagnosis of an inherited arrhythmia condition. This
means that everyone with an inherited arrhythmia should be genetically tested.

If you are diagnosed with one of these conditions, genetic testing can help in four ways: 

Identify your family variant to help identify other family members who also have the same
condition. If your family variant is known (someone else in the family has had genetic testing),
then you can be tested for your family variant. 
If your diagnosis is unclear, genetic testing can help your doctor decide if you have an inherited
arrhythmia condition. 

Help your doctor guide the treatment for your specific gene variant. 
Knowing your variant can affect which medication is chosen and contribute to the decision
of whether or not to recommend an ICD. 
Participate in clinical trials and research if you wish. 

Who Should Be Tested

All patients who have a

clinical diagnosis of an

inherited arrhythmia

condition from their

healthcare provider. 

Family members of a person

with a known pathogenic

or likely pathogenic variant in

their family. 

Anyone who was tested in a

research study and not in a

commercial lab or if testing

was done more than 

10 years ago. 

If it’s been more than five years and your genetic test was negative, you should retest! 

How to Get Genetic Testing

Your doctor needs to order this test just like any other medical test. We recommend that you be
evaluated by an electrophysiologist or a cardiologist who can then order the test. If you need a
physician, the FIA Specialist Directory can help you find an appropriate specialist. 



The costs of genetic testing are minimal now. Insurance providers generally cover the cost. There are
several commercial CLIA-certified labs from which your physician can order your genetic test. As
with any healthcare service, it is always a good idea to be a wise consumer and research each

company to see which one might be the best choice for you. 

Once your doctor orders the test, the process typically starts with a conversation about your
personal and family health history to look for patterns that might suggest a genetic cause. Then, a
small sample of blood, saliva, or a cheek swab is collected and sent to a specialized lab. There,

scientists examine specific genes linked to heart rhythm conditions using advanced technology. 

Once the results are ready, your healthcare provider or a genetic counselor will explain what they
mean – whether a gene change was found, how it might affect your health, and what it could mean
for your relatives. These results help your care team decide on the best treatment plan and whether
other family members should also be tested. 

Understanding Your Results

If You or a Family Member Test Positive: A disease-causing genetic variation (you may

also see this called a pathogenic or likely pathogenic variant) was identified. 

If You or a Family Member Test Negative: With genetic testing, a negative result (also

called benign or likely benign) could mean any of the following: 

You still have an inherited arrhythmia condition but your variant has not been discovered

yet this is true for 25% of confirmed LQTS patients, for example, whose EKGs,
symptoms, and family history are sufficient to make the diagnosis).

You may have a different condition than the specific one for which you received genetic
testing.

You may not have an inherited arrhythmia condition. This needs to be determined very

carefully by a knowledgeable physician because there are many people with inherited
arrhythmias whose condition may be “concealed” on a resting EKG and whose genetic
variant has not been discovered – so they test negative with genetic testing, but still
have the condition.

If your test showed Variant(s) of Uncertain Significance (VUS): A VUS is a genetic
change that hasn't been studied enough yet to know whether it causes a condition.

The identification of a VUS does not confirm or rule out your diagnosis on its own.

A VUS should not be viewed as a positive result. 

As more research is conducted and more data becomes available, the classification of a
VUS may change to either a benign, likely benign, likely pathogenic, or pathogenic
variant. 

It is important to note that VUS findings alone should not be used for treatment
decisions. 



Who In My Family Should Get Tested?

Your doctor – and genetic counselor if you speak to one – will be able to help you determine if other
family members should be tested. In general, if your test is positive, your children, siblings, and
parents should be tested, too. This means they will have an ECG and then be tested for your specific
genetic variant. This more focused test is often less expensive than the initial test. 

Based upon the test results of your close family members, others in your family (grandparents,
aunts/uncles, nieces/nephews, etc.) may need to get tested, too. You should compile a family health
history for your extended family in order to make sure that a physician evaluates everyone who
might be at risk for your condition. 

Part Three: Navigating Insurance
Some insurance companies are good at covering heart-related genetic testing and treatment, but
many are not. It is not unusual for particular claims to be denied or for insurers to say they will not
cover a test, procedure, or service that your doctor orders – including genetic testing. If
this occurs, it is important to have a working relationship with a customer service representative or
case manager at your insurance company with whom the situation can be discussed. This is your

insurance – even if your employer pays for it – and you are the best person to get your company to
pay for needed tests or services.

Getting Started

Two or even three appeals are just part of the approval process for some carriers. Most carriers also
have the option to request an outside review company for your appeal. It is only when enough
appeals are filed – and won – that policy is affected, and carriers stop automatically denying
coverage. For that reason we always encourage every family to begin the approval process with their
company and appeal high co-pays or denials. 

A first step should be to resubmit the claim, sent with a copy of the denial letter. It may be necessary
for the patient’s doctor to explain or justify what has been done or is being requested. Sometimes
the test or service only will need to be coded differently. If questioning or challenging the denial in
these ways is not successful, then you may need to: 

Postpone payment until the matter is resolved. 

Resubmit the claim a third time and request a review. 
Ask to speak with a supervisor who may have authority to reverse a decision. 
Formally appeal the denial in writing, explaining why you think the claim should be paid. This
toolkit gives you template letters and other resources to help with this.  
Request a written response. 

Keep all originals of correspondence. 
Keep a record of dates, names, and conversations you have about the denial. 
Seek help from the consumer services division of your state insurance department or
commission. 
Be persistent in trying to resolve the matter. 
Consider legal action. 

Common Reasons for Insurance Denials



Not Medically Necessary (NMN)

This is one of the most common reasons for denial. The insurer may claim the test isn’t

essential for diagnosis or treatment.

✔️ Best addressed with a formal appeal: Ask your doctor to provide detailed

documentation explaining why the test is medically necessary for your care.

Experimental or Investigational (E/I)

The insurer may argue that the test is too new or lacks enough evidence to support its 

use.

✔️ Best addressed with a formal appeal: Include clinical guidelines, research, and a 

letter from your provider explaining how the test will impact your treatment.

Clerical Error or Missing Information

Sometimes denials happen due to simple issues like missing paperwork, incorrect

billing codes, or lack of pre-authorization.

✔️ Usually resolved by resubmitting: Contact your provider's office to correct and

resubmit the claim with the necessary information.

Out-of-Network Lab

If the testing lab isn't contracted with your insurance company, coverage may be

denied.

✔️ Can often be resolved: Ask your provider to use an in-network lab or request a

network exception if no suitable alternative exists.

Policy Exclusions

Some insurance plans exclude certain types of genetic testing, especially if they're not

tied to a specific diagnosis.

✔️ May require legal or advocacy support: Review your policy carefully and consider

contacting a patient advocate or legal expert if the exclusion seems unfair.

No Pre-Authorization

Some plans require approval before testing is done.

✔️ Can be fixed: Your provider can submit a retroactive authorization request or appeal

the denial.



Review Authorization of Benefits

Should you need to formally appeal your denial, the Explanation of Benefits (EOB) is a critical source
of information. An EOB is a document provided by your health insurance company after you receive
medical services. It is not a bill. An EOB summarizes your insurance claim, explains why something
was denied, and outlines how to appeal. 

When reviewing your Explanation of Benefits (EOB) to appeal a denial, it's important to look for the
following key elements: 

Reason for Denial: Identify the specific reason(s) why the claim was denied. This information is
usually found in the remarks or notes section of the EOB. 
Service Details: Ensure that the details of the services provided are accurately listed, including
dates, descriptions, and codes. Any discrepancies can be grounds for an appeal. 
Coverage Information: Check what portion of the costs were covered by your insurance and
what remains your responsibility. Understanding the coverage limits and exclusions can help you
address the denial effectively. 
Provider Information: Verify that the healthcare provider's information is correct. Errors
in provider details can sometimes lead to claim denials. 
Patient Responsibility: Review the amount you are expected to pay out-of-pocket. If this
seems incorrect or higher than expected, it may be worth investigating further. 

Your health plan cannot drop your coverage or raise your rates because you ask them to
reconsider a denial related to care!

One of the most important elements of the EOB for our purposes are the Appeal Instructions. These

instructions are required by law and include guidelines on how to appeal any denial. This will
include deadlines, required documentation, how to submit your appeal, and contact information. 

By carefully examining these elements, you can gather the necessary information to build a strong
case for your appeal and ensure you receive the coverage needed for your genetic testing. 

Drafting Your Appeal

Once you have reviewed your Explanation of Benefits (EOB) and identified the reasons for the denial,

the next step is to prepare your appeal. This process involves gathering the necessary

documentation and crafting a compelling appeal letter. 

Gather Documentation

Collecting the right documentation is crucial for a successful appeal. Here are the key documents
you should gather: 

Medical Records: Obtain copies of your medical records that detail your diagnosis, treatment
history, and the necessity of genetic testing for inherited arrhythmia conditions. 
Physician’s Letter: Request a letter from your healthcare provider explaining why the
genetic testing is medically necessary. This letter should include specific details about your
condition and how the test will impact your treatment plan.  

Insurance Policy: Review your insurance policy to understand the coverage terms and any
specific criteria for genetic testing. 



Denial Letter: Keep the original denial letter from your insurance company, as it outlines the
reasons for the denial and any specific information they require for the appeal. 

Writing Your Appeal

Your appeal letter is your opportunity to clearly and persuasively explain why the denial should be
overturned. Here are the key points to include: 

Introduction: Start with a brief introduction stating who you are, your policy number, and the
purpose of the letter. 
Summary of Denial: Summarize the reason(s) given for the denial as stated in the EOB or denial
letter. 
Medical Necessity: Explain why the genetic testing is medically necessary for your condition.

Include details from your physician’s letter and any supporting research. 
Impact on Treatment: Describe how the genetic testing will influence your treatment plan and
improve your health outcomes. 
Policy Review: Reference specific sections of your insurance policy that support your case for
coverage. 
Conclusion: Conclude with a polite but firm request for the denial to be reconsidered and the
genetic testing to be covered. Include your contact information for any follow-up. 

By carefully preparing your appeal with thorough documentation and a well-crafted letter, you
increase your chances of overturning the denial and securing the coverage you need for essential
genetic testing. 


