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Genetic testing immediately before or after patient death requires consideration of 
unique issues. The following is intended to function as an appendix to a laboratory test
stewardship policy to improve patient care and safety by reviewing laboratory test orders 
to ensure clinical necessity.  This also complements and cross-references the PLUGS 
Insurance Preauthorization Policy for Genetic Testing.

Genetic testing is not considered medically necessary for a patient when death is imminent.  
• In this situation, genetic testing does not meet clinical utility criteria because the test 

results will not significantly alter medical management of the patient. (Refer to Appendix
I-A of Insurance Preauthorization Policy for Genetic Testing.)  

o In many cases the diagnosis has been made reliably based on other testing such 
as pathology findings, biochemical results, or clinical criteria. 

• Genetic testing may be useful to parents in determining whether or not an undiagnosed 
genetic disease in their child will recur in subsequent pregnancies, however current 
policies exclude genetic testing for future reproductive planning (See exclusions in 
Appendix I-C.). 

o In these situations, genetic testing may still be performed but the patient’s family 
will be financially responsible for the cost of such testing.

• An exception to this statement is if genetic testing of the patient is needed to confirm a 
molecular diagnosis to guide informative medically necessary testing of a 
presymptomatic relative who is at high risk to have inherited the same genetic condition.
(Refer to Appendix I.B.1. Medical necessity, Special circumstances.) 

• DNA banking is an option for families who wish to defer decisions of genetic testing.

Genetic testing is not considered medically necessary for a patient who has expired. The 
patient’s family will be financially responsible for the cost of such testing.

In some cases, a family may consider consenting to an autopsy for patients with a suspected 
genetic condition that was not definitively diagnosed prior to demise.  This examination may 
provide important information about the patient’s health as well as identifying the cause of 
death. However, genetic testing is not included in a routine autopsy. 

• Autopsies may provide additional phenotypic information that can alter the pre-mortem 
differential diagnosis. 

o If an autopsy is performed and the family wishes to proceed with genetic testing, 
it is recommended to wait until the final autopsy report is verified before sending 
out genetic tests. The patient’s family will be financially responsible for the cost of 
such testing.

• Additional tissues (typically liver) may be sampled at the time of autopsy that may be a 
more suitable sample than blood for DNA extraction for genetic testing.  For example, if 
the patient has had multiple transfusions or has been on ECMO, then other sample 
types may be preferred.

o Skin can also be collected at autopsy for fibroblast culture.
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Considerations for Genetic Testing in the 
Perimortem Period 

Provider Notification Template

Subject: Perimortem Genetic Testing Policy notification

Dear Colleagues,
We respectfully request that you share the below information 
with your respective teams.

Situation: Genetic testing immediately before or after patient 
death requires consideration of unique issues that have 
caused confusion amongst Seattle Children’s providers.
Background: The Seattle Children’s Hospital Laboratory 
Stewardship Committee approved a Perimortem Policy 
addendum to the Lab Test Stewardship Policy in summer 2017.
Assessment: The Perimortem Policy provides consistent and 
fair process for genetic testing of patients in the perimortem 
period (immediately prior to or after death).
Recommendation: Educate medical teams to be aware of 
Policy prior to discussions with families regarding genetic 
testing options to avoid compliance issues and avoidable 
stress for families. 

You may choose to use the attached slide deck for this 
communication. It includes a  flow sheet for inpatient genetic 
test coordination because that is the primary setting in which 
perimortem genetic testing is considered.  
We are also very glad to answer any questions or give a short 
presentation to your team upon request.

With best regards,
The Laboratory Test Stewardship Program
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Inpatient Genetic Test Coordination Flow

Inpatient Genetic Test Coordination

Is test medically necessary?

Before discussing a plan to perform a test with patient/family, consider
•	 Test should impact patient’s care by providing management guidance or preventing other unnecessary procedures/care.
•	 Genetic testing is not considered medically necessary for patient when death is imminent or has already occurred. Could autopsy provide information to better guide 

genetic testing?
•	 Current SCH policies exclude genetic testing for future reproductive planning and inpatient genetic testing requested with sole purpose to prevent possible loss of 

follow-up.
•	 Refer to policies for exceptions: Seattle Children’s Hospital Genetic Testing Policy http://child.childrens.sea.kids/Documents/Policies_and_Procedures/ 

Administrative/11544.pdf  and Lab Test Stewardship Policy Perimortem Addendum   http://child.childrens.sea.kids/Documents/
Policies_and_Procedures/Clinical/12159.pdf 

YES

Determine if Genetics or Biochemical Genetics team 
should be involved in test recommendation and 
coordination. 
If unclear, contact geneticist or biochemical geneticist on 
call to discuss.
Some genetic testing is coordinated by other specialists.

Genetic Test is Medically Urgent

Contact Lab Genetic Counselors to discuss option for 
inpatient testing and/or insurance preauthorization for 
outpatient testing.

Genetic Test is Medically Urgent

Contact Lab Genetic Counselors to discuss 
option for inpatient testing and/or insurance 
preauthorization for outpatient testing.

UNSURE

Consult with Genetics or Biochemical 
Genetics team. Some genetic testing is
coordinated by other specialists.

NO

Stop. If test has utility for family genetic  
counseling or closure regarding etiology 
consider:
•	 Autopsy (may be limited in scope)
•	 Postmortem test coordination (often out of 

pocket expense for family)
•	 Out of pocket advance payment for medically 

unnecessary testing
•	 DNA banking
•	 Research options may be available.
Consult with Lab Genetic Counselors for 
discussion prior to contracting with family. 


