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Twelve Ways to Support Your Dying Loved One
by Suzanne Fox
Over a four-year period, I had the painful yet profound opportunity to care for both of my parents in their final years. Through this experience, and in speaking with friends, colleagues, and Hospice contacts, I took the first steps in the journey of learning how to support those who are seriously ill or dying. These twelve strategies share some of those lessons. 
I want to emphasize that I am in no way an expert on dying or caregiving. I offer these perspectives from a personal rather than a professional viewpoint, speaking from a lay person’s experience with a lay person’s knowledge (or lack thereof). 

It’s also important to emphasize that while these strategies were helpful to me, my family and my loved ones, they might not be appropriate to everyone. The process of caring for my own terminally ill loved ones constantly reminded me of the uniqueness of each one of us as human beings. No two people die the same way, no two people give care the same way, and no two people grieve the same way…and these differences are magnified further by the variations within families, nations of origin, religions, and cultures. In the face of this monumental, astonishing journey, we are all different, and we are all just learning.

1. Give the dying person choice whenever and wherever possible. Long before experiencing it with my own family members, I had the opportunity to observe people caring for seriously ill, debilitated, disabled or dying loved ones. It always struck me how quickly the patient could lose control over their lives once a terminal diagnosis was made or a serious debility incurred. One moment an independent adult, the patient would suddenly become dependent on many levels. Treatment options were often summarized rather than really discussed, their home might be invaded by people or equipment they would not choose, and many decisions they had always made themselves could be taken out of their hands. 
Having now lived through it, I understand exactly why this happens. There is so much to do, and we as family members and friends so much want our loved one to be comfortable and unburdened. We are so eager to make things smooth and comfortable for the dying person that we make choices they could make themselves. 
Though there are situations where taking over is required, I think it is crucial that we not do it unthinkingly or unnecessarily. The fact that they are ill or dying does not make a person less entitled to choice, respect, and dignity. Assuming that they were an adult at the time their diagnosis or disability occurred, we want to remember that they likely retain much of their capacity for thought, preference and choice. 
2. Ask questions. “What would feel most helpful right now?” “Is there anyone you would especially like to see?” “Is there any unfinished business you would like my help in resolving?” Nonjudgmental, open-ended questions make room for a seriously ill or dying person to tell us what they want. This is especially important given that what they want may or may not be what we expect. After many years of enjoying the warmth of books and memorabilia around her, for example, my mother strongly wanted things cleared out when she received the news that she was dying. Her journey was too short to permit this to happen, but I know that it was important to her at least to feel heard. When my nephew had cancer, in contrast, his needs and feelings changed over the many months of treatment. The pineapple pizza that tasted good last week did not taste good this week; one medication would stop working well while another began to kick in; new worries would arise or old ones would ease. As caregivers, we do not help our “patients” or save time by making assumptions.
3. Don’t ask constant questions. This sounds like a contradiction to the suggestion above, but it’s really not.  When the mother of one of my friends was dying, a well-meaning daughter-in-law asked question after question about what she desired, often in very trivial regards. “I hate to say this, but all her questions really tire me out,” Elizabeth said.  “I would speak up if I wasn’t comfortable—and I’d really rather not to have to be asked about every little detail. To be honest, I have more important things on my mind.” It may be helpful to think before making minor queries, or at least being guided by any preferences on this your loved one expresses.
4. Resist offering advice. We have all offered unsolicited advice at some point (well, many points) in our lives. Sure, we want to help the recipient. But mostly we do it because it makes us feel better--because we don’t want to feel helpless, see someone we care about in distress, or accept that we can disagree with someone we love about the best course to take. 
Naturally, the urge to give advice only becomes stronger when someone we love is sick or dying, but for the reasons already listed, it may not feel helpful to them as much as it does to us. For me, really taking the time to figure out when to respect their way of doing things, when to offer some advice, and when, much more rarely, to override them became a learning experience I value deeply. It forced me to listen thoroughly, to have the patience to sit with an issue or challenge rather than offering a simplistic answer, and to respect that sometimes the best solution is one someone works out for themselves.
5. Trust in the profound power of your presence. For me, one of the biggest surprises of caregiving for my parents in their final days was how powerful just being there was. It was tempting and sometimes necessary to work around the clock getting things done for and around them. But I also remember just lying next to my mom in her bed on her final nights, talking about inconsequential things with total tenderness and peace. Similarly, the memory of just sitting by his bed, holding my dad’s hand, in the emergency room after he broke his hip is vivid in my mind. 
Both times, I was not “doing anything” but being there. This was not productive time on any practical level, but my parents each made clear how grateful they were for these moments, and I treasure them as well. These times are among the gifts that the dying process gives us: moments when time stops, jobs are put aside and only the joy of love and connection exist. 
When we get so caught up in the work of caregiving that we miss out on these opportunities, we cheat both ourselves and our loved ones. In truth, a few minutes can always be found just to be present with them—and a few minutes is all it takes to experience profound connection and enduring love.
6. Consider music, scent, and light. Much as we all would love to, it is not always possible to die—or help our loved ones die—in a beautiful, serene, and private setting. Medical facilities are sometimes where the process must take place. Most elements of such settings can’t be controlled, but some can. 
Scent in the form of essential oils dabbed on wrists or damp washcloths can be pleasurable and even healing. Warm light from a lamp or just plain darkness can be more comfortable for the patient that the constant glare of florescent bulbs. Soft music of a kind the patient particularly likes, played from a recorder or MP3 player, can create a mood of serenity or beauty and perhaps help distract from or drown out the sounds of medical care going on beyond the bed. All of these small things can help both the sick or dying person, and the loved ones that gather around.
7. Invite the sharing of memories and stories. A person who is dying may be thinking hard about the meaning of their life, the memories they share with others, the expressions of love they have made or not made, and the unfulfilled wishes they have for themselves or others. If they have sufficient time and health to do so, they may find it comforting to share thoughts like this. 
When she could not sleep in her final week, my mom would sometimes talk to me quietly about the memories, wishes, and even worries that she had. It was difficult at first to invite these confidences, because they brought up my sadness over her impending death very powerfully. Yet once I could move my grief aside and remain calm enough to question and listen, I learned things that are precious to me to this day, and I think, gave her comfort as well. 
8. Don’t be afraid of laughter. My family has always had an ironic, some might say warped, sense of humor. I am grateful that we all—including my mom herself—allowed ourselves to laugh during my mother’s final days and beyond. One family friend was shocked by this, feeling that laughter was inappropriate at this sacred and painful time. 
While I understand and respect her different “take,” the truth was that our “in” jokes and references bonded us, and got us through some very difficult moments. What’s important, I think, is to avoid simply assuming that smiles, laughter, and lighter pleasures are always inappropriate at times of illness or impending death. Honor the preference of your loved one and the unique approach of your particular family and friends, whatever that may be.
9. Remember the “simple” power of touch. Just as your presence alone is a very powerful source of support for someone who is dying, so too is your touch. Words are not needed to make the touch of your hand or the warmth of your embrace deeply comforting—and in fact, words can sometimes actually weaken the comfort that touch has to offer. 
When my dad broke his hip, the injury that led to his death, he was in great pain and did not want to be stroked or held closely. But I, and later my siblings, could sit with our hands lightly placed on his arm, leg, shoulder or even foot as he lay in bed. Even when we were not speaking, our hands made a connection that was powerful and warm.
10. If the family or circle of friends is large, help the dying person choose an “updater.” When my friend Dave died, there was a very wide circle of family, friends, and colleagues who wanted to be kept apprised of what was happening. The fear that they were not feeling involved or appreciated distressed him, but also overwhelmed his wife Alison, especially when the news was painful. Email helped avoid a constantly ringing phone, but it created yet another task on already monumental “to do” lists. 
Alison told me that things became much easier for everyone when she and Dave “officially” assigned the job of keeping everyone updated to Dave’s brother—with his consent, of course! Donald wrote a daily blog that kept everyone up to date, while Alison and Dave were able to feel connected without feeling as overwhelmed.
11. Work to ensure your loved one a comfortable level of privacy. The hospital in our community has open visiting hours for all rooms except those in the critical care and other special units. Visitors are not checked in, but rather just proceed up to the room. 
The good news, during my parents’ illnesses, was that my siblings and I could “pop in” whenever we were needed. The bad news was that my parents did not always have appropriate privacy or quiet thanks to this policy. Neighbors or friends would sometimes arrive when a procedure was being done, bathing was taking place, bedpans were being used, or mom or dad just didn’t feel up to company no matter how much they valued the person visiting. Unless one of us was already there to “guard the door,” they got visited anyway. The constant ringing of their room phones also became a problem for them given their need to rest. They, and we, felt bad and unhospitable refusing visits or saying “it’s not a good time to talk”; everyone involved ended up uncomfortable. Others report that the exact same issues can arise in nursing facilities or even in private homes when those homes are overrun by friends and family trying to help.
Over time, we kids got better at making sure Mom and Dad’s need for privacy was balanced with their closeness to friends, colleagues, and more distant family members. For example, we asked that friends arrange visits with us rather than just dropping in and let us call them rather than phoning in. Back at home, we turned off the phone ringer in the bedroom and let it sound only  in the kitchen, keeping us reachable but ensuring that mom or dad was not constantly interrupted by it. It felt scary to set these limits at first. But because they were set with love and respect, the vast majority of our “guests” embraced rather than feeling offended by them, and appreciated the better quality and comfort of the calls and visits that were made. And because, say, “please don’t just drop in” was now a general policy for which everyone was prepared, no one’s feelings got hurt when it was enforced.
If quiet and privacy are already, or could become, an issue for you, our experience illustrates that it’s worth taking a bit of time up front to establish preferences, strategies and even “ground rules.” What is right for you and your loved one(s) might be completely different from what my family wanted, but the benefits of having clarity remain the same. Ask your loved one what works and doesn’t work, then communicate the answers fairly, lovingly, and as early on as possible.
12. Keep yourself supported. If you are caring for an ill or dying loved one, you have already heard many times that you need to take care of yourself as well—and you may wonder how the heck you are supposed to act on this advice. When I was caring first for my mom and then my dad in their final illnesses, I certainly grew tired of hearing from well-intentioned but clueless friends that I should take more time for myself. Sometimes, being good to myself felt in that moment like bopping the speaker right on the head. 
Nevertheless, they were right. Eventually, I found that the key was finding small actions that were nurturing or refreshing. Watching a movie on DVD, getting a massage at my home, taking five minutes to do some yoga stretches, asking friends to pick up good food for my fridge when I couldn’t, temporarily cancelling what outside obligations I could—all were helpful even when I didn’t have the time or energy for larger acts of self care.
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