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Spiritual care as an integrated part of holistic hospice care

Background

In an article with this title:”The physical, the spiritual: can you meet all of your patient’s needs?” (Petersen, 1985), the author claims that nurses are more inclined to meet physical needs than spiritual needs. She discusses the problem for example by saying, that the physical needs are more visible than other kinds of needs. The spiritual needs are maybe the most hidden of all needs. The author also claims that nurses desperately want to give answers or to make things better, but she sees it as a pitfall to focus more on the doing aspects than on the being aspects. The health care staff is recommended to be present with the patients and share their struggles and changes in their lives.

Although this is a quite old article, the problem discussed in the article sounds very familiar to me. The literature – articles in newspapers as well as journals, describes that especially spiritual care in several places is thrust into the background and concrete physical activities (or you can say more hard core evidence based nursing procedures) are of much higher priority. This is substantiated by patients, relatives, and from students and nurses around me. Evidence based practice has made its entry into the healthcare system, and control mechanism, standard plans and efficiency among other issues have increased. 
The fact that some needs are of higher priority than other needs is shown by The Danish Cancer Society. In 2006 they published a comprehensive research report based on quantitative as well as qualitative methods(Grønvold et al, 2006; Kræftens Bekæmpelse, 2006; Johnsen et al, 2006). In their research they bring evidence for the fact that what they call human needs are not met in a sufficient way. There is a need for attention on mental, social and spiritual circumstances to develop a culture where the health care staff has the ability and the will to deal with their patient’s thoughts and feelings so that the patient can feel to be seen as an individual. The informants in their study called for talking about life and dead, and for time, openness and presence. The informants also experienced existential needs related to hope, meaning, dignity, guilt, punishment and anger. 

Other studies show a lack of awareness of the psychological, social and spiritual dimensions in caring for seriously ill patients. Research in faith and health shows, that religious as well as existential issues have a roll regarding to seriously illness (Hvidt 2007; Grønvold & Sjøgren 2007). Additional literature describes that nurses find it both important and difficult to provide spiritual care (Gunhardsson, Svensson & Berterö 2008; Westman, Bergenmar & Andersson 2006; Rydahl-Hansen 2005; Lundmark 2005).

Research problem

Spiritual issues seem to be important to seriously ill patients and there is a lack of knowledge about what nurses are doing, when they take care of the patients’ spiritual needs and what that means to the patients. My concern about these issues leads me to study the following research question
· What does it mean to the seriously ill cancer patients when spiritual care is integrated in a holistic practice 
Existential as well as religious matters are included in the spiritual dimension according to the literature. I find it important to emphasize that both existential and religious matters could appear independently even though the two dimensions in some people’s view of life will be intimately linked. In my research, spiritual care means every way of being aware of patients’ existential or religious concerns and proactively addressing these concerns.
I wanted to study the atmosphere where the caring relationship takes place and what was going on between the seriously ill and dying cancer patient and the professional health care staff in hospice. I wanted to study how the nurses see, hear, smell and feel their patients and how they react on what they perceive.  And in the end – knowledge about what spiritual care means to the cancer patients must be provided by giving voice to the patients themselves. 
Method

I was guided by James Spradley’s step by step models for ethnographic observations and interviews to generate data (Spradley 1979; 1980). I went to two hospices for doing my fieldwork. Dressed as a nurse I followed the other nurses the days through. It was an awkward situation in my first days when I was just an observer. It felt like being a kind of an audience starring at seriously ill people. When I gradually became a participant observer it felt much more natural. Acting as the nurse’s assistant and as a kind of an errand boy I was able to observe what was going on between the patient and the nurse. 

In addition to field observations I made different kinds of interviews. I had brief conversations with the nurses about details of their practice and I had planned interviews with patients, relatives and staff members. The most of my data are generated from observations and interviews but to a lesser extent I also picked up different kinds of documents in the form of descriptions of procedures, instructions, letters, guest book notes and reports. 

To get an idea of how the field work was conducted I will give an example. One day I had a specific focus on how to sense the patient. In the following conversation I asked the nurse to express some reasons for acting like she did. She just said: “It is a feeling”. That wasn’t enough for me. I wanted to get deeper by asking such as: “What is that kind of feeling like”, or more detailed: “You held your left hand under her head, you put your hands around her face, you looked into her eyes – what did you see or what did you feel” – questions that made the nurse reflect on and explicate her practice regarding to perceive the patient’s actual situation. Gradually the nurse put into words her considerations and reflections. I asked further: “Give me your hand” – and when touching her I asked: “You took the patient’s fingers, you touched her arm slowly and after a while you have guided so to speak her arm down under the duvet. What did you perceive while touching her”? 

In scheduled interviews my focus changed continually according to the steps in the ethnographic step-by-step-model. In the beginning I had a very broad scope and could ask: “Please tell me about how you have experienced to move in to this hospice”. Later I narrowed my scope to focus on special details such as “Could you please in as many details as possible tell me about that day when you arrived here” and I could follow up by asking “What was your first impression” or “Who was the first person you met” or “What did you see when entering the door”. In other interviews I asked for some specific events such as “You went to the whirlpool yesterday – please tell me about it”. One patient needed to be sure of what to tell about this event. I clarified my question by saying “If you should tell your friend or daughter about being in the whirlpool how would you describe it then”. 
I have not conducted full narrative interviews, but I strived to include a narrative element in almost every interview. Inspired by Andrew Sparkes (2002) a narrative approach will also be a part of my analyses. I intend to create narratives based on interviews and field notes and it will also be part of my representations.
Preliminary findings 
I have selected a few findings to present in this paper. These are preliminary findings because my field work has just finished a few months ago. They are based on the analyses I made during my fieldwork where I identified a number of cultural domains. Every domain consists of a number of included terms. At the first glance some of them are quite conspicuous, and I will elaborate on a few of them here.
Ways to be seen as an individual

Many patients express that in hospice you are seen as an individual human being. Christian, a man age 60 told it this way: 
“From the very beginning they learned my name and it went very quickly, just from the first handshake. They really attached importance to welcome me as Christian and not just as a new patient in room number 3. It is very important to me to feel recognised as an individual human being.  It is important to be recognised because it says something about that they really care for you. By using your first name from the beginning, they ensure that you are seen as an individual and so on. I applaud that very much”. 
On the basis of several interviews this domain seems to be of great importance and maybe even an overall theme in the study. Anyway I think that there is a link to the following domain. 
Characteristics of self-determination
In the interviews patients emphasized that in hospice it is the patient who decides what they want to do.  “I am the one in charge her”, one said. Another patient explained it by saying: 
“If I want homemade oatmeal porridge at 4 o’clock in the morning then the nurse makes it for me. And if I want it again at nine o’clock, she will do it again. And if I want fresh-squeezed orange juice, she will make it. If I want a shower bath she will help me, and if I do not want a bath it is also okay. They really do not know all the good things they can do for you. They wait on my hand and foot”. 
Even small details are considered such as making an agreement about whether the nurses must knock on the door before entering the bedroom or just quiet tiptoe into the room to inspect if everything is okay. An older woman asked the staff not to enter the bedroom at all unless she called them.

Also the staff members gave examples on how to comply with the patients’ self-determination. A nurse told this story: 
“A dying woman had been inactive. She was very withdrawn and my colleague had a feeling that she couldn’t reach her. The patient was apathetic, a kind of sad and she was a very unassuming person. One day my colleague asked me to see the patient and try to get through to her. It was one of the last days she was expected to live and I said: “You are the director of your life. What does the director want the employees to do today?” She was very surprised and asked me about the meaning with such a question. I was silent and after a while she said in a low voice: “The chief title was taken away from me long time ago” and I answered: “Okay then – today I want to give it back to you”. This exchange of words opened up for a long conversation. She could not understand what to make decisions about. I suggested her to decide how to be washed and offered her a tub bath, I told her about the opportunities to do different things at hospice and that she could select or deselect these offers. You can talk to our chaplain, you can get massage from our physiotherapist, and you can sit in the garden or lay in your bed in the garden. Just tell us. Your arms and hands will not always cooperate – tell us how to be your arms and hands. I went out to have a cup of coffee and when I went back the patient asked for a shower bath. After that I suggested her to come out into the sunshine. She refused that because she never used to enjoy the nature, but instead she wanted the physiotherapist to come. For me the goal in spiritual care is to be oneself or to become oneself. She learned to be a director of her life; she learned to tell us what to do – and to say yes and no – to decide what was important to her in the rest of her life.”
This story illustrates that concepts such as human existence  and patient-centered care are of paramount importance in the hospice care. Another characteristic of the hospice settings is about the food and meals.
Ways to arrange food
A man age 50 told me how the supper took place in the evenings. Some of the patients who were not confined to bed and some of the staff members and volunteers ate together in the living room. 
“As you can hear I am very keen on the food here. At half past six in the evenings I do not have more time for visitors. Then they can walk out because I had to go to the dining room to have supper. I appreciate the supper much more than having guests. It is like at home in your family. The food is displayed on dishes and bowls. Everyone can take just the amount of food he or she can eat. It is a very private atmosphere and everyone speaks freely. We talk about anything such as the political situation or other topics from the newscast, we talk about the snow or the food and lots of other things. Yesterday we had preserved fruit with whipped cream for dessert and one of the patients said: “Last time I had preserved fruit was in my grandmother’s house when I was a little boy.” and suddenly we were all connected in memories about visiting our grandparents – or you can say “We were at our grandparents for a moment”. One evening a relative sat down eating his own food at the small table over there because every seat at the dinner table was occupied. One of the patients said: “Come over here, we make space for you. No one has to eat alone”. And then we were all together”. 
Another perspective at dinner or food arrangement appeared in the study. I had observed that a nurse often just served a very small portion of food but she served it on a normal plate. She called it an optical illusion. A patient with a poor appetite can feel it more manageable if the portion really looks like a tiny portion. Another patient who can not manage to eat very much but really need a successful experience with eating could benefit from the opposite situation – serving a small portion of food on a very small plate. She can get a feeling of having managed to eat a whole portion of food. The nurse emphasized that the choice of which way to arrange the food is based on empathy and knowledge of the patient. There are no universal rules available to guide you.  
Kinds of events
Hospice offers a lot of opportunities for making the patients comfortable in different ways. One of these opportunities is going to the whirlpool. I call it a kind of event, because the patients explicate the spa-trip in ways similar to the ways of telling about a walk in the forest, attending a concert or go to the service, celebrate ones birthday in the living room or other kinds of events. 
Tom is a man in the sixties. I will tell you some extracts of his story. He says: 
”You can say that the spa-trip in every way is a holistic experience – to enter the room with the warm temperature, the music, the warm water, the bottle of chilled white wine and all the tea lights with their flames reflected upon the glossy tiles on the wall – it really was a comfortable and pleasant experience. I was transported from my bedroom to the spa room in my bed. I was lifted from my bed to the spa bath and slowly lowered into the water. And there you are – totally relaxed – oh yes one day I was such in pain but nevertheless I felt relaxed. It is not just the water or the surroundings – it is a mix of the inflow of light through the curtains, the tea lights, the temperature, the massage, the movements of feet and legs, the music – you can say the hole atmosphere and of course the water too. You get a feeling of floating, swimming, flowing away – a feeling of letting go without knowing exactly what to let go. But it feels like letting something go and in fact you do so in the water – something like floating – and mentally you have a feeling of being released from weight. Anyway that’s my experience”. 
Theoretical frame work – shortly

At this point in my research I have gained a lot of accounts from patients and relatives as well as staff members. The next step is to analyse the material.  Even though existential perspectives are described as included in the spiritual dimension in the literature, there is a tendency among nurses to understand spiritual care in a religious perspective. It is a future challenge for me to unfold the concept of spiritual care as a basis for addressing my research problem. 

There is no doubt that the accounts I got from the informants are about life – they are about existence. But to reach a deeper understanding I intend to get some help from a theoretical framework. From the very beginning I was convinced that the work of the Norwegian nurse and philosopher Kari Martinsen could be relevant. Her thoughts about caring and perception seem to be meaningful related to perceice the patient in the meaning of touching and being touched by the patient as well (Martinsen 1998). These thoughts have in a way guided me in my field observations. Regarding to the spiritual dimension Martinsen says that spiritual care is to esteem the body. For example – a spa-trip is not just like taking a bath. In addition to the bath the health care professional provides an atmosphere where the patient experiences to be sensuously embraced. In the light of Kari Martinsen I tend to think that this is spiritual care in the meaning to esteem the body – not only the biological body but the body as a whole – or you can say in a holistic perspective.
However, as my fieldwork went on it became clear to me that the traditional holistic perspective is not adequate to grasp the spiritual dimension. In this perspective there is a risk of seeing the spiritual dimension as opposed to the physical dimension, and this view makes absolutely no sense in regard to hospice care. Medard Boss, a former psychiatrist and existential psychotherapist, was inspired by Heidegger and described some fundamental traits called:  Spatio-temporality, attunement, bodyhood, coexistence, openness and unfolding inherent potentialities into existential freedom (Boss 1994).
These fundamental traits make up a whole – not an objective and static whole but understood as a continuous healing process to become one self. Regarding to Medard Boss you can’t really understand a disease from a biological perspective. You need to understand how the disease reduces these fundamental traits – how does the cancer disease affect the patient’s space, how does it affect the patients view on the past, presence and future, how does it affect the whole persons being in the world. 
For now these are just incipient considerations about theoretical perspectives. The future readings and analysis must show whether they are fruitful or not. 
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