The Clergy’s Role in Organ Donation

Overview by Charles H. Chandler, D. Min.

While serving as a parish minister in a major university city, the head coach for the university’s men’s basketball team was my neighbor. We became good friends, and I learned a lot about life, especially about teamwork, from observing his approach to coaching. Much of the success of the team was dependent upon each player fulfilling his role. All players did not excel in the same area. Some were recruited for their shooting ability, some for their ball handling and some for their defensive potential. When each player learned his role and gave 100 percent to fulfilling that role, the team functioned like a “well-oiled machine,” and it usually resulted in a winning season.

The clergy is part of the healing team. Surgeons, primary physicians, nurses, medical technicians, procurement coordinators and clergy all have specific roles to play. Each profession’s training and expertise are needed. The clergy is an essential member of the team for various reasons. Why?

They have a role as a spiritual leader: The clergy person can clarify theological and ethical questions which the family may have. They can also provide comfort to the family by affirming their decision. The clergy person’s presence represents the presence of God. This, within itself, provides comfort.

They have a relationship to the family: The congregational clergy person knows the family and usually will have earned their trust. They often look to him or her for guidance in making decisions at this stage, being too frightened or too overwhelmed to stand-alone. The clergy’s responsibility is to the family. He or she becomes their advocate. Since the clergy person is often already with the family, he or she can restate and interpret what the medical staff said. The clergy is the member of the team with the most training in relating to the family.

They have an ability to create awareness: The clergy can address subjects such as organ and tissue donation in sermons, lectures, and in pastoral counseling. This helps prepare families in advance. Clergy can be attitudinal change agents. The clergy person may know the donor3s wishes because of previous discussions with him or her. Sharing that information can lighten the burden of the family’s decision.

They have a relationship to the medical staff: By working together, the entire team can develop trust and a spirit 0t cooperation, with all members learning their roles and carrying them out to the best of their abilities.

To better fulfill your clergy role, you will need preparation. Please absorb this guidebook carefully. Read some of the suggested resource materials. Learn the common concerns that families have about donation. Study the ethical considerations. Understand the characteristics of acute grief and shock. Become aware of the myths and facts surrounding many culturally diverse groups as they relate to organ and tissue donation. A part of becoming a member of a team is earning the right to be on the team. This takes your commitment.
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On those nights when I am “on call” for emergencies at the hospital, I will always say a final prayer before going to bed, “Oh Lord, not tonight…let me sleep!”

A few years ago, in the early hours of Good Friday morning, the answer to my prayer was, “Get out of bed. Someone at the hospital wants you.” It was 3:30 a.m. when the Intensive Care Unit called and asked me to quickly come to the hospital. Heidi, a 15-year-old girl, had been in an automobile accident and was brought to our hospital for emergency surgery. Heidi’s mother, father, brother and sister, as well as some of her friends, were waiting. I anticipated the tears, angry prayers, plaintive questions and listless pacing. Heidi’s head injury was severe, and the staff expected that she would die. At 10:00 a.m. Heidi’s mother stopped me in the hail and asked if I was the one with whom she should talk about organ and tissue donation. She said that she felt her daughter was not going to survive. I told her that I would be able to answer questions, but it might be a little premature to begin. I reassured her that I would be available whenever she wanted to discuss donation.

At 1:30 p.m. the first electroencephalogram (EEG) was performed, and there was no brain activity. Another EEG was scheduled for later in the day, but the other tests for brain activity had already indicated Heidi was dead. At 2:30 p.m. the mother again asked if Heidi could donate her organs and tissues and if so, would I please begin the process. At 5:45 p.m. the results of the second test were studied, and the lovely young girl was declared dead. The respirator continued filling her lungs, causing her heart to function, so that she was still warm to the touch of her family and friends. A short time later the necessary donation papers were signed, and Heidi’s belongings were gathered together. Shortly after 7:00 p.m. on that Good Friday evening the family kissed Heidi good-bye and returned home.

After spending a short time with some of the nurses, who were still very busy, I completed some of the paperwork and decided to go home. On the way out of the hospital around 9:30 p.m., I met the transplant team that had arrived from New York by jet to recover Heidi’s heart. They were hoping to return to New York in time to transplant the heart into a young teenage boy who was having a cardiac arrest while the team was leaving the East Coast. At 10:30 p.m. in the evening another recovery team arrived to recover Heidi’s kidneys. At 1:30 a.m. in the morning a third recovery team, this one from Chicago, arrived to procure Heidi’s bone tissue. And after this was all completed, Heidi’s corneas were recovered for transplantation.

On Easter Sunday, while I was making preparations for morning services, I received a call from New York telling me that the heart had been successfully transplanted and the young boy was already hungry. After my Mass, I received a call from Madison, WI indicating that both kidneys had also been transplanted. Later on in the week I was also told that the corneas were successfully transplanted, and the bone tissue would be used for a number of people in the Midwest.

That Easter weekend was a special event in my career as a hospital chaplain and in my efforts in the organ and tissue donor programs. It helped me feel more personally both the sadness and despair of the Good Friday tragedy and the joy and the awe of the Easter Sunday miracle. 

Heidi’s mother permitted me to share her feelings and her story during my Easter sermon.  I wanted to spread those feelings to my peers in the ministry. I wanted them to know that there was another way for them to participate in the healing miracles of Jesus Christ.  I wanted them to know that clergy have a vital role in the donation/transplantation issue.

Not all clergy feel as I do about transplantation. Some are not convinced of its value. As I speak to pastors, rabbis, counselors, deacons, elders and chaplains, legitimate questions are raised about justice and equal distribution. Concerns regarding the cost of transplantation, selection of recipients, body mutilation and resurrection are also raised. My response to many of these questions is that we, as clergy, can and should begin to discuss organ and tissue donation and transplantation from a theological perspective. Organ and tissue donation and transplantation are not merely medical in nature, but profoundly theological. If one looks at the definition of theology, reads the transplantation articles and listens to the reasons why some people will volunteer to become donors while others are reluctant, one will quickly realize the theological implications.

Clergy as Theologians

Themes such as resurrection, justice, charity and equality of persons come to the surface. If we consider some of our theological language—sacrifice, redemption, gift, brotherly love, stewardship, ethics, creation and free choice—we see an easy crossover into the transplantation language. In our ministry, we must deal with human dignity, fatal diseases and appropriate allocation of resources. Each of these issues stands as both a worldwide drama and a local reality. Each can affect our counseling, teaching and healing efforts. Each can effect a change in our prayers, sermons and personal funeral arrangements. Organ and tissue donation and transplantation invite and compel us, as clergy, to become involved.

Clergy as Ethicists

We need informed clergy to assist the medical, legal and political professions in creating ethical guidelines so that we all might make appropriate and just decisions. Numerous ethical and moral issues and questions emerge:

1)
What is brain death?

2)
Is there full and informed consent?

3)
Is human experimentation involved?

4)
Is there an invasion of privacy?

5)
Is there equitable distribution of limited resources?

6)
Should we transplant organs and tissues from anencephalic infants, from aborted fetuses, from indigents, from death-row convicts or retarded individuals? -

I suggest that we inquire about our local policies and protocols regarding procurement and transplantation. Ask how decisions are made and who makes them. Volunteer to participate on a board, panel or committee. When it comes to legislation, ask questions and express your views.

Clergy as Healers

Clergy are participants in the “healing ministry.”  We participate in “emotional healing” through our words of comfort, our embrace, our presence in crisis, our listening and our counseling.  We participate in “spiritual healing” through our prayers, sacraments and rituals of reconciliation. And now we can further our healing ministry by indirect participation in “physical healing” through transplantation.

Clergy as Teachers and Preachers

What do our sacred texts and traditions say about death, after-life, justice, charity and compassion? Transplantation pertains to these issues, and clergy can use their position to nourish one’s faith, to mold a value system and to encourage justice, charity and compassion. As preachers we have numerous opportunities e.g., my opening remarks regarding Easter Sunday to educate and encourage parishioners about considering organ and tissue donations. Whether we are telling stories about Old Testament characters like Elisha (Kings 3:17) and Tobias (Tobias 11), or reading about the healing miracles of Jesus from the New Testament, we can relate ancient cures to modern miracles. A perfect occasion arises during a funeral eulogy if the deceased is a donor. (Other specific examples are given in the section below “Before the Crisis.”)

Where Should Clergy Begin?

Begin by reflecting on your own response to transplantation and your choice about being a donor. Gather data, discuss them with a friend or someone in a transplantation program, and then with your family. Hopefully, you will perceive the value of transplantation and begin to support and promote the programs. Many families turn to a spiritual counselor in times of serious illness or death, or in a potential organ donation situation, and sometimes we clergy are the most appropriate individuals to handle their questions. Quite candidly, we have no vested interest. By requesting donation, we will not receive any remuneration. We will not receive any prestige. We are really neutral with respect to donation and are professionally educated to be sensitive to the needs of families during times of acute grief. Often families may not accept the physician’s suggestion of donation because they sense a conflict of interest and get a very mixed message about the physician’s role in the care of their loved ones. Families need emotional support at these times. They want to be assured that they are doing the “right thing.” If your parishioners are turning to you with questions, it would be wise (whenever possible) to have the answers.

I would also suggest that you look for circumstances in your everyday ministry which might lead to a discussion of organ or tissue donation and transplantation. Begin to raise the issue and offer the people the option at the appropriate time. When is that time? I suggest that the right time is BEFORE, DURING and AFTER a medical crisis or death occurs.

Before the Crisis

Why not write a sermon? (A few samples are found in Section VI of this Manual). How appropriate it would be to incorporate transplantation into the Easter mystery!  A tragic and sad death (of Good Friday) leads to the glorious new life (of Easter Sunday) through the miracle of transplantation.

Eulogies and sermons for memorial services are often very difficult to write. What if one of your parishioners had decided to become a donor before his death and had signed his donor card, or his family had agreed to donation upon his death? Would not this act of generous love and self-sacrifice, which resulted in saving lives, become a perfect theme for death, resurrection and new life? We could say, “Life has not ended.. .life has merely changed.” And through the decision of this generous family, the recipients of the organs and tissues have been saved from death.

In those religious traditions that have sacraments or para-liturgies for the sick, any number of stories about the healing aspects of transplantation could easily be incorporated into the liturgy. In children’s liturgies about generosity and sharing, newspaper articles and stories about the many young people who have been saved through transplantation could be an addition to the theme. It could become especially significant if those stories involved children who are the same age as the youngsters participating in the children’s liturgy. Even the prayers at the death bed of a donor could incorporate the concept of neighborly love and charity.

In addition to liturgies and homilies, a significant portion of our activity involves catechetics. We can teach the people in our parish through bulletin announcements, brochures in the church vestibule or guest speakers from an eye bank or kidney foundation. Bible classes and adult education courses provide another opportunity. Transplantation fits perfectly with a confirmation class which focuses on stewardship, love, sharing, sacrifice and making adult commitments. When the children’s Bible classes or the adult scriptural study course discusses the healing miracles of Jesus Christ, organ donation, which helps cure people, can become an appropriate application to the texts.

Your parish organizations are always looking for interesting guest speakers. The organ procurement organizations, transplant programs, Lions Club and National Kidney Foundation are more than willing to send representatives to not only inform your congregation of the benefits of transplantation but also to inspire them to donate. There are several attractive and delightful posters of children who have benefited from organ and tissue transplantation—posters that could be placed in the classrooms, library and church. Undoubtedly, these simple and subtle posters could promote inquiry. If you are apprehensive about receiving questions you are unable to answer, learn to rely upon your resources. Find out which people in your community or congregation are recipients or families of donors and are, therefore, knowledgeable about the various programs.

In addition to the religious approach of transplantation, the entire issue can easily be incorporated into elementary or secondary classes about healthcare, history, economics or other social topics. Contact your local organ or tissue procurement organizations for worksheets and classroom discussion aids that can be utilized in grades 1 through 12.

The opportunity for clergy to use organ and tissue donation and transplantation as part of the catechetical work is almost limitless. Equally limitless seems to be the supply of informational brochures available from your local organ procurement organization or the organizations listed in Section I.

During the Crisis

Most of us make hospital calls and home visits to the sick.  Listen for clues.  If a parishioner or family member starts to talk about death, funeral arrangements or wills, use that opportunity to broach the subject of organ donation. I have inserted something like this into the conversation: “It’s a good idea to make all those detailed decisions now. It’s too bad that more people do not make their wishes known while they can. I have done the same thing. My will is complete, my funeral plans are filed, and I have decided to donate my organs and tissues for transplantation if it is possible. Maybe someone can be helped.” Their response to the mention of donation might be negative, or they might be positive and want to know more. They may ignore your statement, but at least you have alerted them to one of their options.

After the Death

We are regularly called to the hospital after a death occurs. We are usually familiar to the family, are usually trusted and seen as a comforter, and are looked upon to assist in making decisions. At present all hospitals in the United States are required to approach the family of patients who die and offer them the opportunity to donate their loved one’s organs. Our support of the programs could be significant at this time. If the option of becoming organ and tissue donors is not raised by the hospital staff, we might be the ideal ones to do so.

Let us say the family has gone to the patient’s room, said their good-byes and a last prayer and returned to the waiting room for some final decisions. You as their pastor might say, “I know, Mrs. Smith, that this hospital does support the organ and tissue program. Have you considered this option? Your husband seems to have been a very giving person. How do you feel about this”? Or you might say, ‘Would you be willing to donate your husband’s organs and tissues for transplantation”? There are numerous workshops and educational videos available that teach the appropriate ways to raise the issue with family members and respond to their questions and fears. Check with your local hospital or transplant agency.

Again, you would be allowing the family to respond in whatever way they choose. And it is important to remember that whatever choice is made, that is the right choice. If they ask any questions you are unable to answer, there should be doctors, nurses, OPO personnel or other chaplains who would be able to respond with the appropriate answers.

A question that you might be asked is whether a loved one should be buried whole. Unless you know what the family members believe about the afterlife, the best way to handle this question is to ask a question. You might ask the person to describe or explain what he or she believes about what happens after death. This might give you an indication of how to proceed.

After he or she has expressed his or her views, you may simply reflect upon what the afterlife, death and resurrection mean to you personally. In this way you are not pressuring the person to participate in the donor program, but merely sharing with them your faith context.

There are many other questions about organ and tissue donation that might be raised at this particular time. If you are able to answer them, then do so. If, however, you are unsure about their concerns, the most prudent thing to do is to ask members of the staff to assist you.

We discussed earlier the “required request legislation” which is designed to increase the supply of organs and tissues by requiring hospitals to give relatives of patients who die the option to donate.  The laws were designed to overcome the traditional reluctance of physicians and members of the hospital staff to “intrude” on grieving families. For some, this bill in itself raises other ethical questions: “Is a donation request indeed an intrusion, and is it appropriate to ask at the time of death? Can a grieving relative make an informed decision”?

From my perspective and experience, required request is not an intrusion, nor is it inappropriate. From my 20 years as a hospital chaplain, I have frequently witnessed families making vital and long-term decisions during the time they were dealing with the recent death. Granted, the time is stress-filled, and the emotions can be intense. But at those times—maybe as a defense mechanism or a distraction—people do think clearly and make sound decisions. Obviously, if a family member is in hysterics, that is not the right time to ask any questions. I feel, though, that the question about organ and tissue donation is just as vital and risky as inquiring about funeral homes, personal belongings, the contacting of relatives and clergy or autopsy requests. Enough options have already been taken away in time of crisis so that the more opportunities we GIVE the family to process information and to make a decision, the better total care we are providing. And very importantly, by asking certain questions, including one about donation, we will have a better indication as to the family’s understanding and acceptance of the reality of death.

Clergy as Counselors

We would be negligent if we did not include here a brief discussion on the counseling approach to members of the medical and nursing staff who are involved in recovery and transplantation. The nursing staff, particularly the nurses in the emergency room, the intensive care unit and the operating room, often find donation and transplantation very difficult. One nurse who is involved with an organ and tissue recovery team made this comment: “It is gruesome work. If you didn’t have it in the back of your mind that you were giving life, donor surgery would be very depressing. You are dealing with young lives snuffed out—sons, daughters and young parents with children of their own. It is always a case of unexpected death. It is very sad.” One of the procurement coordinators in Chicago admits it can be very stressful for a medical team to work in the operating room removing organs from a brain dead patient. Most of the nurses will be regular scrub nurses who have never before done organ recovery, and they are the ones who get upset.

The patient looks alive, the body is warm and the lungs are filled with air, and although they know the patient is dead, some of the nurses still become upset. Many of them say, “This was really strange. I hope I don’t have to do this again.” The recovery of bone tissue seems to be one of the most difficult donations for the nursing staff. One nurse remarked, “They actually take the long bones out and replace them with wooden rods, so the patient still has form to his/her body. It is the hardest type of procurement that anyone can witness.” Nurses often have a difficult time accepting the concept of brain death. They often wonder if this person is really dead.

Those who are involved in organ and tissue removal often experience depression and anxiety based on three moral problems. A recent article in the New England Journal of Medicine discusses these three issues.

“First of all, although medical and surgical interventions are sometimes painful, invasive and even disfiguring (e.g., amputation of limbs), they are justified as being necessary to the achievement of the primary goal—the patient’s welfare. During removal, the donor’s welfare no longer provides the rationale for these aggressive procedures. Secondly, the organ and tissue recovery process seems to violate a more general respect for persons, which obligates us to treat human beings as ends in themselves rather than mere means to other ends.  Thirdly, organ removal may be viewed as being disrespectful to the dead.  Our cultural and moral traditions demand that we respect not only recently dead bodies, but also graves that are centuries old.” (Youngner, et al., 1985)

Much more needs to be done to assist the hospital staff in coping with the stress. Letters of appreciation from the procurement agencies and transplant centers to the hospital staff are gratefully received and do offer an element of consolation. Here is another example of a situation in which the pastor-counselor can make a contribution to the staffs emotional well being. Being aware of the emotional stress in donation is the first step. We might create a prayer for the operating room staff, compliment the work of the programs from our pulpits and acknowledge and comfort those involved in transplantation in our private conversations. They need tender loving care just as much as those who are in the hospital bed. But let us now return to the aspect of counseling the donor and the donor’s family.

Potential donor families are in an obvious state of crisis and impending grief. The treatment of these families by the medical and healthcare professionals requires a sense of timing, empathy and compassion. Two very important aspects of this treatment involve both feedback and support to the families. Feedback to families is variable. Centers with formal programs that report the outcome of the donation by letter or telephone, help the grieving family, which in turn is likely to create more advocates for the transplantation programs. But feedback to the families is typically not within the realm of the clergy. The issue of supporting the families once they have made the decision to donate is part of our realm. Many families may not need help until many weeks or months after the donation. This is where our training in “grief work” might be of great benefit. Support groups have been found to be helpful for other grieving families with the focus on sudden infant death, cancer, suicide, etc. Could donor family support groups likewise be of help to grieving families? Could we as clergy use our training in these support systems?

The family of a deceased donor usually exhibits a great deal of interest in knowing who has received their relative’s donated organs. In order to protect the recipient’s privacy, transplant coordinators can provide very limited information about the recipient to the donor’s family. I have found in a number of cases the donor families feel that the information provided them was too limited and too generic. A more extensive study on the reactions of donors and recipients to the information provided is long overdue. But in those situations where the information about the donor is known (such as a living related donor kidney transplant), a crisis may arise when the recipient’s body rejects the donated organ. The donor or the donor family may experience disappointment, anger or loss, as if a part of himself or herself had proved inadequate or been wasted or destroyed. An awareness of the phenomenon may help us as clergy in counseling and grief work.

As clergy, we often wear many hats (or collars) and with almost all of them we have the ideal opportunity to both educate people and promote organ and tissue donations. A quotation uppermost in my mind when I face another death scene—a quote which encourages me in my work with donation and transplantation-is, “DON’T TAKE YOUR ORGANS AND TISSUES TO HEAVEN. HEAVEN KNOWS WE NEED THEM HERE.”

