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Differences between Japan and the U.S. in the way families of deceased organ donors
are supported: What do we have to learn from you?

Japan Organ Transplant Network
Tomoko ASAI

I have been working as an organ transplant coordinator in Japan, currently
going into my ninth year. Although Japan-U.S. population ratio is 1:2, the annual
number of deceased donors is at a ratio of 1:70, showing a major disparity between the
two countries. In short, this gap comes from the difference in the system of organ
donation.

Despite such a significant difference in the number of deccased donors,
feelings of the family members of donors would be the same. Organ donation is an act
of altruism on the part of a deceased donor’s family who are in the midst of their
deepest grief at the time a decision is made to donate. The family members who choose
to donate their loved ones’ organs approve the donation based on the intention of the
donors themselves or their sympathy with the patients who suffer from organ failure.
Donated organs are transplanted into the patients with organ failure and serve once
again to sustain life. For the families who consented to organ donation, this means
creating something positive from death, the absolutely unavoidable ending of existence,
through fulfilling the donors’ will or helping others.

In the U.S., the number of organ donations is 70 times higher than in Japan
while population is only twice as large. Each family goes through the process of
considering donation in the midst of the greatest sorrow of losing loved ones. How are
so many donor families supported in the U. S.? T wanted to know the answer to this
question, so I visited and conducted research at Gift of Life Donor Program (GLDP),
the Organ Procurement Organization (OPO) in Philadelphia, which handles the highest
number of organ donations and the National Donor Family Council (NDFC). This visit
was made possible with Health and Labour Sciences Research Grants from the Ministry
of Health, Labour and Welfare.

In GLDP, the social workers specialized in family support service follow up
with the donor families after the organ donation. The transplant coordinator who was in
charge of a donation process at hospital once writes a letter to the family after the
donation, which is, in principle, the end of the interaction with the family. In contrast, in
Japan, the coordinator who supported the donor family at hospital continues to follow
up with them. In both countries, the support basically continues for a year after the
donation, but it can last longer depending on the individual case.

In GLDP, two social workers follow up with approximately 400 organ donor
families annually by telephone and mail. We, coordinators in Japan, usually visit the
homes of the donor families in addition to contacting them by telephone and mail. We
usually visit them one and a half months after the donation. We take a moment and pray
for the deceased donor, hand over the certificate of appreciation from the government to
the family and report the recipient’s conditions. We also enquire how they feel after the



loss and how they think they will be able to return to life. In GLDP, even for the
follow-up of donor families, social workers never visit their homes due to issues of
security. It can be said that even its security conditions are changing, Japan is still safe
enough that there is little perceived risk about visiting anyone’s home.

Another major difference is found in the process of handling donors after their
organs were recovered. During my visit to GLDP, I was involved in the care of a brain
dead organ donor. This donor donated tissues including bone and skin as well after
donating abdominal organs. We, Japanese coordinators, usually stay at the hospital
while tissue donation operation and after that we would clean the donor’s body with
nurses, dress them and provide families time with their loved one’s body after organ and
tissue recovery. Then, we would have the donors’ body transported to a mortuary of
hospital and see the donor off to their home or a funeral hall. Instead, after the organ
recovery, the coordinators of GLDP told the tissue recovery team to contact the funeral
director after they finish everything, let them take over the care of the donor and left the
hospital. I guess it’s true that they only have to be involved in the organ donation
because they are the organ transplant coordinators. In Japan, however, division of duties
has not been completely implemented to that extent and it is considered natural for
coordinators to continue to be involved in the care of the donors and families until the
end because they took the responsibility of obtaining the informed consent from the
families.

In GLDP, counseling is provided upon families’ request and counseling rooms
with a warm atmosphere are set up in its facility. There is a volunteer organization
comprised of donor families and if a donor family wants to talk with other families,
trained members of this organization who are donors’ family members can fulfill their
request. NDFC has published books on how to respond to bereavement and grief as well
as newsletters and pamphlets on how to write a letter to the recipient and on creating a
memorial quilt. These materials would also serve as a good support for the families.

Apart from the individual support I mentioned above, there are some group
support systems. For instance, following the practice in the U.S., Donor Recognition
Ceremonies are held in Japan as well. The first ceremony in Japan was held in 1999
under the auspices of Japan Organ Transplant Network and followed by other
community-based ceremonies which take place once every few years. These ceremonies
mainly provide an opportunity for participants to pay tribute to the donors and allow
donor families to get together. In early November 2005, 1 attended the ceremony held by
GLDP in Delaware. The process of paying tribute and getting-together were the same as
those in Japanese ceremonies, but what was striking to me when I heard the video
message from people in national-level positions and the speech by the “predecessor”
donor family members was that they emphatically told the families “you did the right
thing”. I am sure that these messages strengthen the family members’ feeling that their
decision was right.

Furthermore, GLDP plans seminars on how to cope with bereavement and grief.
Especially during holiday season including Christmas, these seminars are held
frequently because family members remember and miss their loved ones more. In Japan,
a support system of this type hasn’t been developed to this extent.

In GLDP, the donor families and the recipients can directly interact with each
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other under certain conditions. In Japan, the guideline established according to Organ
Transplant Law prohibits the disclosure of the personal information of a particular
donor family to the recipient of the organ from them and vice versa. In my experience, |
came across some donor families who want to meet the recipients and some recipients
who want to meet the donor families and in some cases, it was considered beneficial to
both of them to let them meet each other. However, this cannot be done under current
law. If there is an increasing demand for the opportunity to meet donor families or
recipients, we have to consider how to respond to it. In that case, I think that the
conditions GLDP applies to the interaction between donor families and recipients and
the procedure GLDP takes would provide us with useful information.

I think that both support by the social workers specializing in family support
service and support by the coordinators in charge have their own advantages and
disadvantages.

First, when a small number of the family support specialists follow up with
donor families, they can provide support which is stable in both quality and quantity. In
contrast, in Japan, the content of support largely depends on individual coordinators’
ability and its consistency in terms of quality and quantity cannot be assured.

Furthermore, in GLDP, the social workers in charge of family support can also
provide counseling and they can appropriately offer psychological support such as
counseling on bereavement and grief. In Japan, it is doubtful that the coordinators have
this specialized knowledge and ability. The majority of the coordinators in J apan have a
background in nursing. However, not everyone with such background had been trained
in responding to bereavement and grief and it is unfortunately not the case that they go
through systematic training regarding bereavement and grief once they become
coordinators. Some coordinators are studying counseling or bereavement and grief care
on their own, but this does not guarantee quality of practice.

On the other hand, in Japan, because the coordinator who is in charge of
informed consent continues to follow up with the family throughout the whole process,
the family members would have a sense of reassurance by having the same
professionals whom they already know after the donation. In addition, there would be
fewer incidents of miscommunication or misunderstanding because the coordinators
know the circumstances of the families well.

To begin with, there are 70 transplant coordinators throughout Japan for a little
less than 100 organ donors annually. One coordinator is therefore effectively in charge
of 1.4 donors. In contrast, in GLDP, approximately 25 coordinators are in charge of 400
donors annually, therefore, one coordinator is in charge of 16 donors. In terms of sheer
numbers, it would be difficult for the coordinators to follow up with the donor families
after the donation in addition to their designated tasks at hospitals. In contrast, in Japan,
coordinators can follow up with the donor families because the number of organ
donations is small.

Moreover, the abundance of the tools for family support in the U. S. was a
great surprise for me. Different families would have different needs. In dealing with
such diverse needs, having a great number of options for support leads to the diversity
and flexibility of the support. I would like to implement such development and creation
of the tools into practice in Japan.

In the region where T work, Donor Recognition Ceremonies are planned every
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four years. There are about 25 organ donors per year, which is not considered enough to
hold a ceremony every year. The ceremony held last November was attended by 53
donor families and 28 recipients. The recipients were volunteers and not directly related
to the donor families. In the get-together, donor families and recipients talked with each
other in a friendly atmosphere and seemed to share their feelings. The donor families
seemed to empathize with the hardship involved in organ failure and appreciate the
tremendous benefit of medical transplantation. Some recipients were happy to finally
have a chance to thank donor families even though they were not the family of the
actual donor of the organ they received. This is not a direct personal interaction between
the donor family and actual recipient of the organ, but I think it is important for donor
families and recipients to have the opportunity to interact with each other.

As a coordinator, I always make sure to be respectful and be empathetic when I
encounter donor families. I think it is the coordinators’ role to provide the support that
makes the families who chose organ donation feel “it was a good thing that we decided
to donate”. I would like to make use of what I have learned during my research in the U.
S. for the progress of the donor family support in Japan.
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