Frequently Asked Questions about Research Brain Autopsies
Why is autopsy participation important to the ADRC?
Much like organ donations of the heart, kidneys, or eyes can help sustain the health and/or life of persons in
need, the donation of brain tissue for research is also a unique and precious gift. This donation will help
doctors and scientists better understand the nature of Alzheimer’s disease and other related disorders.
What if I don’t have Alzheimer’s disease?
As a matter of fact, donations from people who do not have Alzheimer’s disease are very important to us. We
need much more information about what changes occur in the brains of healthy people as they age. Most
studies of the brain in healthy persons have been focused on younger people; however, without being able to
compare tissue from older persons without memory problems to tissue from Alzheimer’s disease patients, we
cannot determine which changes are related to the disease and which are due to normal aging. For this
reason, we urge healthy older people without dementia to consider brain donation.
Will having an autopsy affect funeral arrangements?
No. The autopsy procedure is done without leaving any apparent marks. It is still possible to have an open‐
casket funeral. Please note that the ADRC does not provide cremation or burial services.
Who is legally able to authorize an autopsy for research?
Consent for postmortem examination of the brain must be given by the legal next of kin of a person with
Alzheimer’s disease. In all cases, the doctors need assurance from the next of kin that the family is in
agreement on allowing the autopsy. It is the policy of the University of Washington Alzheimer’s Disease
Research Center and Harborview Medical Center to call the legal next of kin for final approval before doing a
research‐related autopsy.
Will there be any additional costs to my family if I agree to a research autopsy?
The will be no charges from the UW ADRC or the medical center where the autopsy is performed; free autopsy
is offered to all eligible research subjects. The ADRC provides transportation from the place of death to
Harborview Medical Center. Your funeral home will provide transportation from the medical center to the
mortuary. This means the mortuary will only be covering the cost of one trip, which would also be the case if
you were not participating in a research autopsy. Therefore, there ordinarily would not be any extra charges
from the funeral home. If the mileage from Harborview Medical Center to the funeral home is much more
than originally planned, there may be an extra charge from the funeral director. You and your family may want
to make sure this is clear ahead of time.
How long will it take for the deceased to be released from Harborview Medical Center?
In most cases, remains are available on the afternoon after the autopsy. Delays sometimes occur due to
difficulty in reaching the next of kin. If the death occurs on a weekend, the deceased is usually released the
following weekday afternoon. Delays may also occur if there are serious staffing limitations.
Will my family get an autopsy report?
In all cases where we are able to examine the brain, we will provide the family with a letter that lists findings
and provides a brief discussion of the neuropathology diagnosis. You may feel free to ask questions about this
letter and discuss the findings with our staff.

When are autopsy results available?
The research neuropathology examinations take quite a while to be performed for a number of technical
reasons. Therefore, although it may be done sooner, the neuropathology examination can take four months or
more to be completed. Be assured that we will provide your family with the results as soon as they are
available.
Who provides the death certificate?
If the participant is an inpatient at a UW medical center at the time of death, death certificates are issued by
Harborview Medical Center (HMC), UW Medical Center (UWMC), and/or the HMC/UW attending physician.
Otherwise, the death certificate will be provided by the facility where the person died.
If I participate in the research autopsy, can I still be an organ donor?
You may still express a wish to be an organ donor. The criteria for organ donation are very strict. In most
cases, participants will not meet criteria for organ donation when they die. Organs are not accepted from
anyone who has an infection, cancer, or any type of dementia at the time of death. You may indicate your
wish to be considered as a possible organ donor by giving advance directive to your next of kin, your personal
physician, and hospital. Organ donation would precede the brain autopsy and would take place as soon as
possible following discontinuation of artificial respiratory and cardiac support.
Why can’t people with dementia make organ or tissue donations?
There are some rare but especially severe forms of dementia that are caused by microorganisms which can be
transmitted to other people. The “mad cow disease” that you may have heard of is an example of one of these
microorganism diseases. And because there is no way to know definitively what caused the dementia until
someone has been autopsied, tissue from people with dementia cannot be accepted for transplant.
Can I also donate my body to research?
It is possible to coordinate your brain autopsy with the donation of your body to science. However, it is
important to note the following:
1. Brain autopsy is a time sensitive procedure and ordinarily takes priority over a willed body donation.
We will provide you with a wallet card that reflects this priority.
2. Donating your body to research will not guarantee that you will have a research brain autopsy. In fact,
research brain autopsies will not be done on donated bodies if arrangements have not been made in
advance through the ADRC. An advance arrangement with the Willed Body Program (UW Biological
Structures) is required for body donation (Contact Mavis Montgomery at 206.543.1860).
3. Some people have left their body and/or brain to the university in their wills or final directives. This is
not adequate unless prior arrangements have also been made with the ADRC and/or the Willed Body
Program.
4. Sometimes the Willed Body Program is unable to accept a body. Therefore, people donating to the
Willed Body Program are required to make advance, alternate arrangements with a funeral home or
mortuary to provide services in the event that a body is not accepted. Even in cases where the Willed
Body Program does not accept body donations, the ADRC will still obtain brain tissue from participating
ADRC research subjects.
5. The remains of a deceased person accepted by the Willed Body Program may not be available for
internment/cremation for as long as two years following the date of death.
Can I make skin and/or eye donations?
Having dementia makes a person ineligible for skin and eye donations. Having cancer makes a person ineligible
for anything but eye donations. If you wish to donate skin, you should indicate this in your advance directive.
We will also note it on your autopsy consent form.

If you wish to be considered for eye and/or cornea donation, you need to arrange this in advance with the
Lion’s Eye Bank (206.682.8500). You will also need to provide the ADRC with a copy of your Lion’s Eye Bank
consent form. We will keep a copy of this consent form and send a copy to the UW Medical Center admitting
office, where it will be filed with your autopsy consent. Please note that eye tissue must be taken within 8
hours of the time of death.
How will my family or doctors know what to do at the time of my death?
Once you have signed a form consenting to brain autopsy, we will do the following:
• Provide a copy of the consent form to the transportation service we use (First Call Plus) and place a
copy of the form in your UW ADRC medical record.
• Make copies of the consent for you to give to your doctor, funeral home, and relatives.
• Provide you with a wallet card that has the telephone numbers to call at the time of death.
• Provide you with “alert stickers” that have the telephone numbers to call at the time of death. Most
families keep one of these stickers by their telephone. You should also have one of these stickers
placed in your medical chart every time you are admitted to the hospital (even for day surgery) or if
you move into a nursing home (even for rehabilitation or respite care).
• Periodically contact you to update our records and to schedule follow‐up research visits.
Once I have given consent for a research autopsy, what else do I need to do?
If you have any changes to your address or telephone number, you need to notify us so we can update our
records. We also need to know whenever the address or phone number of your next of kin changes or if you
change the person who is your next of kin. If you are the caregiver of a person with dementia, we ask that you
keep us up to date so we can be sure that any adult care centers, nursing homes, et cetera know what to do if
the person with dementia dies while under their care.
If a significant change in your physical or mental health occurs, please call us with an update. Likewise, if you
are a caregiver or the next of kin of a person with dementia and a significant change in the person’s health
occurs, please call us with an update. If health changes occur, we may wish to schedule an extra clinic visit or
to contact other health care providers in order to keep our information up to date.
If you or the person for whom you are the caregiver moves out of the Puget Sound area, please contact the
ADRC about making alternate arrangements.
Future generations will benefit from this gift, which could lead to successful treatment and prevention
of Alzheimer’s disease and other dementing illnesses.
For more information, please call:
Manard Stewart, (206) 277.1494

