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Abstract: 
BACKGROUND: Advance care planning (advance care planning) is not well implemented in Belgian hospital practice. In order to obtain successful implementation, implementation theory states that the adopters should be involved in the implementation process. This information can serve as a basis for creating better implementation strategies. 
AIM: For this study, we asked hospitalized palliative patients and their families what they experienced as good advance care planning. 
METHODS: 29 interviews were taken from patients and families, following the Tape Assisted Recall (TAR) procedure of Elliot. These interviews were analyzed using content analysis based on grounded theory. To improve reliability, three independent external auditors audited the analysis. 
RESULTS: Results show that hospitalized palliative patients and families want to have advance care planning communication about treatment and care throughout their disease, and about different aspects: social, psychological, physical, practical and medical. They prefer to have these conversations with their supervising physician. They report four important goals of advance care planning communication: establishing a trustful relationship with the physician, in which they feel the involvement of the physician; giving and receiving relevant information for the decision process, making a personal decision about which treatment and care are preferred and finding consensus between the preferred decision of the physician, the patient and the family concerning treatment and care policy. 
CONCLUSION: This study can contribute to advance care planning implementation in hospital practice, because it gives in insight into which elements in advance care planning patients and families experience as necessary and when advance care planning is necessary to them.

Introduction
Since the origination of advance care planning in 1994 1, advance care planning has received more and more attention in health care in many countries 2–7. Advance care planning can be defined as an ongoing process of communication between patients and (in-)formal caregivers to help them reflect upon, identify, discuss, and express their values, beliefs, goals, and priorities in order to guide treatment and care decision making, when confronted with a life-threatening condition 8–11.                                                                                                                                           Leading health care organizations have a mission to implement advance care planning as much as possible in routine health care for palliative patients 12. Findings suggest that advance care planning is better implemented in the home care and nursing home care settings than in hospital 13. This also is the case in Belgium 4,14–16. Belgian studies on implementation, show that there is a lack of advance care planning documentation in the hospital setting, compared to the home care setting 4,15, because of governmental campaigns focused in this setting. Given the important questions that hospitalized  patients have to face within the hospital, this might be an experienced need for palliative patients and their families 17. In this setting, patients and families have to make decisions about treatments which can drastically impair quality of life, like chemotherapy, amputations, resuscitation orders et cetera 18–21. Furthermore, the context for decision making is particular. Patients and families often find themselves making important decisions under time and moral pressure: “What is the right decision to make (for my beloved one)?” 22–24. Moreover, as in many other countries 25, in the Belgian hospital setting, advance care planning is important to a large group of palliative patients: many Belgian patients reside and die in hospital 25.                                                                                                         Implementation theory shows that, before implementing any changes to a way of working, the adopters of the novel strategy should be consulted in order to know why they think this working strategy is valuable 26–29. In order to better understand what this particular population of hospitalized patients and their families see as important advance care planning characteristics, their experiences are explored in this study. The knowledge of what palliative patients and families expect from advance care planning conversations, might be a good starting point for novel implementation strategies in this particular setting.                                                                                                                               This study is trying to give a better understanding of what advance care planning is to hospitalized palliative patients and their families and what they hope to find in advance care planning conversations. Palliative patients, in this study, are defined as patients who are incurably ill and still have prospects of months or weeks to live. This leads to the exploration of the research question: “What is good advance care planning communication according to hospitalized patients and their families?” This knowledge will contribute to a thorough understanding of what kind of advance care planning conversations hospitalized palliative patients and their family hope to receive. This, will be valuable information, when implementation strategies (e.g. educating caregivers) are developed.
Methodology
Design
An explorative design was chosen, as studies on patient-family perspectives concerning advance care planning in hospital are scarce and because it allowed an in-depth understanding of their perspectives. 
Setting
The setting of this study was the University Hospitals Leuven in Belgium, one of the largest hospitals in Belgium 30. This setting was chosen because of the diversity in pathology and many care units. This variety contributed to the theoretical sampling of participants. 
Recruitment of participants  
Theoretical sampling was chosen for the recruitment of patients and families: participants were of different ages, socioeconomic backgrounds and educational levels. Selected patients resided in one of the three main care trajectories: organ failure, oncology, or gerontology (see Table 1). This approach was chosen, because the typically differing courses of the three disease trajectories may play a role in the way advance care planning is experienced by patients and families. Furthermore, patients were selected from different care units, because the culture of a care unit may also play a role in communication. Family members were purposefully sampled if they were one of the main care persons of the patient. Only close relatives were included: parents, partners, and children. 
Table 1.
Data collection
Data were collected following the Tape Assisted Recall (TAR) Procedure 31. For this procedure, every patient and his/her family member were first interviewed together to gather in-depth information about their interactions and then again separately31. From every patient-family dyad, three interviews were taken. For all interviews, an interview topic guide consisting of open questions was used which was modified throughout the data collection phase, in line with grounded theory principles. All conversations were recorded with a video camera following the TAR procedure 31. 
The in-depth, semi-structured interviews with patient and family together, lasted about 45-60 minutes. Afterwards, the researcher (BV) used the interview to explore non-verbal interactions, which could help to decide which topics were relevant for further exploration in the interviews still to be had. Those 'second-round' interviews, which separated the patient and family, each lasted approximately 30 minutes. Following the theoretical sampling method, the decision was made to include a patient that did not have any caring family members. The interviewer (first author, B.V.) collected two consecutive interviews from this patient, following the TAR procedure. So, in total, not 30, but 29 interviews were taken from 10 patient-family dyads until saturation was reached. The interviews were all conducted on the ward where the patient was hospitalized, either the patient’s private room or in a room designed to have private conversations with patients and/or family members.                                       By interviewing the patient and family separately, both participants were able to voice personal wishes concerning care and treatment that they may not have shared with their loved ones.
Data Analysis 
Every month for six months, the research group (all authors) met to discuss the collection and analysis process. The data were analyzed using content analysis based on grounded theory. The 29 interviews were transcribed verbatim. In order to structure the analysis, the QUAGOL approach for qualitative analysis was used 32. First, a summary of the interview and an overview of the main themes was made. Secondly, using MAXQDA software, a line-by-line analysis was conducted. Potentially new categories were constantly challenged by trying to seek opposite information in subsequent interviews. The process was stopped by the research group when the theory that had emerged from the data could not be challenged. After saturation, the coding process was audited by three independent external auditors. 
Results
The participants gave us an insight into how they experienced advance care planning in their medical trajectory. Throughout the interviews, we discovered that the participants systematically distinguished between the treating physician in hospital (from here forward, referred to as the hospitalist) and the other health professionals when it came to the importance of the conversation partner (see Figure 1). For example, a patient said: “In the end it’s only the treating physician who knows what’s going to happen to you. He should be the first person to talk to about my treatment wishes when I get very ill.” This soon became an interview topic for further exploration (see 1. Main and mediating actors). We also noticed pragmatism in the stories of participants: if there were health professionals around with the necessary information, patients would contact them first. “I have learned that the social worker knows more about what kind of care is possible when my father returns to his house. That is valuable information in order to life longer and better.” Professionals working outside the hospital were more easily approachable (e.g. a nurse caring for the patient at home or a pharmacist nearby) and therefore contacted first. A husband said: “The nurse who takes care of my wife at home, comes over everyday. So she knows most about her wishes concerning care.”                                                                                                                                  Patients and families described different reasons for advance care planning. Four reasons were mentioned by several participants (see 2. Goals of advance care planning communication). Since the most important information was to be delivered by the hospitalist, patients and families were forced to have these conversations with him (see 3. advance care planning transcends the hospital walls). Another important outcome of this study was that patients and families valued an atmosphere of trust, involvement and safety during these conversations ( see 4. on the importance of engaged communication). All topics that are described below, were revealed throughout discussions with the research group and the constant comparison method. Only those themes that were described by (almost) all participants were included.
1. Main and mediating actors 
Participants describe three main actors in the advance care planning process in the hospital: hospitalists, patients and families (see Figure 1). Participants report that they long to have advance care planning conversations with the hospitalist. The hospitalist is seen to be a key player in the advance care planning process because of his/her knowledge concerning the disease and treatment, because of his/her mandate to make treatment and care decisions, his/her experience with other patients with the same disease and because (s-)he decides if other professionals of the care unit are allowed to have advance care planning conversations with patients and families. Given the context of a university hospital, in which the supervising physicians are not the first point of contact on the care unit, the participants notice that they either wait to have these conversations until they see the hospitalist, or that they have these conversations with other persons. These other persons are called mediating actors (see Figure 1), because they are seen as a bridge for information transference between the patient, the family, and the hospitalist. Furthermore, they provide information and support that participants don’t receive from the hospitalist. There are two kinds of mediating actors: other health professionals and companions. The health professionals that are seen to be important in advance care planning are trainee physicians, nurses (at home), psychologists, social workers, the general practitioner and the pharmacist. They can provide information concerning possible physical and psychosocial consequences of living with the disease and treatment, practical solutions, emotional support and advice. They are seen to be more reachable, because they can just make an appointment with the general practitioner, whereas in hospital they depend upon the initiative of the physician. Also, participants say they know them better and feel their involvement more. Participants know that these professionals are often in contact with the hospitalists, and they use them as a messenger: “If I ask something to the nurse, the physician comes to give an answer.” Next to professionals, companions are also a source of information and support. Companions are other patients and families having to live with the same disease, facing the same daily struggles. They mostly serve as an example of how the patient and family would or would not want to live (in the future). For example, a patient said: “I don’t want to end up with hemodialysis. I met a couple of hemodialysis patients in a companion group. They cannot live an active life, they lie down all day. This is not how I want to live.” 
Figure 1
2. Goals of advance care planning communication 
Participants all have different expectations concerning the quality of advance care planning communication: some want practical information, some want a lot of information and still others don't want to be involved in the decision making process at all. Additionally, what patients and families expect from advance care planning, changes throughout the evolution of the disease. 
By using the constant comparative method, we noticed that all participants talked about one of the four possible goals in advance care planning communication. The first goal for patients and families is to obtain and give information about the treatment and care options and about the physical and psychosocial impact of the disease evolution. For example, a son mentioned: “It’s important to us to know what is still possible at home… without this information, how can we make decisions?” This information is necessary to assess if and how treatment and care can be adapted to their wishes. The second goal is to make a personal decision about which treatment and care are preferred. A patient said: “I’m often thinking about… the goal of all this… how far do I want to go? It’s hard, but it’ necessary.”
The third goal, finding an agreement between the physician, the patient and the family concerning differing wishes was perceived as difficult by patients. Patients were afraid of disappointing their family and physicians and may not have voiced their true wishes in order to avoid this. A patient said: “I’m afraid what my children are going to say when I say I want euthanasia.”
The fourth goal of advance care planning, is to avoid crisis and diminish fear throughout the illness. “I want to talk about what’s going to happen, because it gives me peace of mind to know that they will take care of my wishes in case my illness progresses.”
3. advance care planning transcends the hospital walls
The participants show that they find support and information outside the hospital care unit, and even the hospital walls. If the social worker of another care unit, the general practitioner or the (palliative) home care nurse is an approachable and involved partner in advance care planning decision making, they will be the first point of contact for advance care planning. Participants are however faced with the limitations of their choice: decisions concerning in-hospital treatment and care still have to be made by the hospitalist. 
4. advance care planning communication is not so different from other forms of engaged communication with the hospitalist
When participants describe what they find important in advance care planning communication, they often refer to “ a humane physician”. They say that what is important in advance care planning, is also important in other forms of day-to-day communication with hospitalists. They want a hospitalist who is friendly, involved and who treats them as a person, not as a number. Next to that, a hospitalist should be a trustful partner: he should be open, honest and transparent concerning the disease evolution. Furthermore, participants feel more trust when they can have these conversations with the same hospitalist. They also think it is important that the treatment and care decisions don’t change when the hospitalist is temporarily not in charge (e.g. because of vacation or change of care unit). These characteristics of the hospitalist and organization of the hospital system become even more important when the end of life is nearing and decisions have bigger implications. 
Next to these four often mentioned topics, participants sometimes stated that it was easy for them to ask the hospitalist difficult questions about care and treatment. “I’m not afraid of the hospitalist, I ask whatever question I want!” They also stated that it was easy to say to the hospitalist that they wanted the treatment or care to be changed. However, they often hadn’t done so until now. When confronted with this difference between words and reality, they said they didn’t know why they hadn’t asked. They often seemed to only realize within the interview that there were at that moment, difficult matters worth discussing. Because the TAR procedure enabled to interview patient and family separately, it became also clear that advance care planning conversations were not initiated often by patients and family. They were afraid to hurt one another with differing convictions concerning treatment and care. 
Participants felt that the most impactful time to discuss advance care planning when they find themselves in a situation which is perceived to be threatening, like receiving the information that they could die, being in a lot of pain, or understanding that they cannot live at home anymore. These are triggers for them to start talking with the physician about their goals and preferences. When there is no acute danger of perceived threat, they often don’t feel the necessity to have advance care planning conversations. advance care planning ends when all parties involved have found an agreement on how to cope with the threatening situation. A patient said: “For the moment being, I don’t want to talk about it! I’m better now, there’s no use.” It is however important to stress that patients and families find themselves often more than once in a threatening situation during the course of a disease trajectory, also at the utter end of life. In contrast to the linearity of the disease process, the advance care planning process is not a linear process. Often, the patient closes the conversation process for a while, or reconsiders previous opinions.  
Discussion
This study gives an insight in how hospitalized palliative patients and their families experience advance care planning and what they experience to be good advance care planning. A main finding is that participants expressed a desire to have ACP conversations with their hospitalists and tenuous points in their disease process. Often, patients don't initiate these conversations because of a lack of information of their disease and disease course, as well as a fear of hurting their relatives. But they don’t initiate these conversations, because of lack of information and fear of hurting relatives. This shows that it is important that the hospital implements strategies that are focused on helping the hospitalist to initiate the conversations. This is in line with international literature that shows that conversations on dying should be started by the physician  33,34. Maybe a care unit could invest in appointing a dedicated person who notifies the hospitalist when he is perceiving the need for an advance care planning conversation by the patient or a family member or vice versa. (S)he might also help initiating and/or establishing a high-quality conversation.                                                                                                        Patients and families show that advance care planning is a process in which information is gathered, emotional support is provided and consensus is sought. Most definitions focus on the results of advance care planning: creating an AD or written agreements, or putting the patient’s wish central. This study shows that advance care planning is also valued because of the process that is necessary to create decisions.  Patients and families are actively looking for a partner in advance care planning communication (preferably the hospitalist), who is easily reachable throughout the disease process. Maybe this is why patients and families don’t make a division between health professionals working in or out of hospital; they are just looking for the right advance care planning partner who is easily available to them. These findings illustrate that ACP should transcend hospital walls, and occur early in the disease course with people who know them well, such as their general practitioner or their home care nurse. For example, agreements should be transferred from one care setting to another, along with the patient. Furthermore, strategies to include the preferred multidisciplinary professionals across care settings would be valued by the patients and families. And it would help to involve them in decision making with the hospitalist when necessary. This contrasts with studies about hospital professionals, who often seem unaware of the advance care planning partners outside the hospital 35,36.                                                                                                                                                                                                                                                                                This study used a broad definition of advance care planning, which sees advance care planning as a process of decision making, not only to ensure respect for the patient's preferences in times of impaired decisional capacity, but throughout the disease process, concerning medical, physical, practical and psychosocial topics 1. Participants all showed that they valued this broad definition; more than once throughout their disease process they wanted to attune their treatment and care to what they found important in their lives on different areas of their lives. Moreover, participants did not make a clear distinction between what they called good advance care planning communication and what they called good general communication with the physician, receiving kindness and tailored information. It only seemed to become more important the more they neared death. This insight is quite valuable, because it shows that the advance care planning relationship is established long before the patient and family are actively looking for advance care planning and it is interwoven with other moments of interaction that should also have the same quality.                                                                                                                                        Finally, this study shows that participants don’t always need advance care planning conversations throughout their disease process. Conversations are most impactful and end in relevant decision making when they perceive a situation as threatening for the future well-being of the patient and family. This insight can help overcome two main difficulties in advance care planning for health professionals: finding time to have advance care planning conversations 37 and finding the right moment in the disease process for advance care planning conversations 35. 
Generalizability
This study was conducted in an academic hospital. An academic hospital is different from regional hospitals, because trainee physicians are the first point of contact for patients and families. Hospitalists are involved from a distance. The reported lack of continuity and approachability of the responsible hospitalist might be explained by this specific characteristic of the university hospital. Keeping this in mind, most study results can be generalized to other hospital settings. 
Conclusion
This qualitative study provides insight into which parts of ACP hospitalized patients with terminal illnesses and their families experienced as valuable. It shows that advance care planning to them is a continuous process of communication with the hospitalist and other important mediating actors, with four goals: giving and receiving tailored information and finding tailored emotional contact, making a personally favored decision concerning treatment and care and finding consensus with the other actors involved. It is seen to be especially necessary when they perceive a situation as threatening for their wellbeing. When patients and families are positive and hopeful, advance care planning conversations are less impactful. advance care planning ends when the patient dies. advance care planning in hospital exists by the grace of the actors involved in the specific case. This study can contribute to advance care planning implementation in hospital practice, because it gives an insight in what elements in advance care planning patients and families experience as necessary and at which moment advance care planning is necessary to them. 
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