
Supplementary Appendix 1: Decision-makers’ understanding of PCC 

The conceptual model of Scholl et al. [3] was used to identify codes that denoted the decision-

maker`s understanding about PCC activities related to patient’s needs (see Appendix Table 3). 

Appendix Table 3: Adaption of the conceptual model of Scholl et al. (2014) to identify 
codes that denoted the decision-maker`s perspectives about the understanding of patients’ 
needs and PCC activities  

DECISION-MAKERS’ UNDERSTANDING OF PCC 

PCC perspectives of patient needs  

Psychological/Psychosocial needs Ways in which psychological needs of patients are identified and addressed in a care 
situation (e.g., emotional support) 

Physical needs Ways in which physical needs of patients are identified and addressed in a care 
situation (e.g., individualized therapies) 

PCC activities  

Patient empowerment 
Ways in which patients are actively empowered in a care situation (e.g., self-
management). This does not include the provision of medical or non-medical 
information. 

Involvement of family and friends 
Ways in which family and friends are actively involved in the care process (e.g., 
teaching care skills, providing support, taking treatment decisions) and extent to 
which organizations facilitate such involvement 

Patient involvement in care 
Ways in which patients are actively involved in the care process (e.g., teaching care 
skills, providing support, taking treatment decisions) and extent to which organization 
facilitate such involvement 

Patient information Provision of tailored information while taking into account the patient’s information 
needs and preferences 

 

In the following, summaries and example quotes (Appendix Table 4) are presented to describe 

decision-maker`s perspectives about the understanding of patients’ needs and PCC activities. 

PCC perspectives of patient needs  

Psychological and psychosocial needs: The decision-makers pointed out that PCC is 

characterized by taking the patient seriously and minimizing stress. Individual anxieties and 

concerns of patients should be respected. Considering the patient’s environment was described 

as central to an adequate planning and successful implementation of the best possible individual 

care. Environmental aspects cover support by relatives, housing, and general living conditions.  



Physical needs: Individual characteristics, such as medical indications, secondary diagnoses, 

allergies, and how quickly someone recovers, were considered as crucial for the planning and 

structuring of care. In terms of PCC, it was mentioned to look at the individual in a holistic way 

and to not only focus on their symptoms and diagnoses. Some interviewees described it as a 

challenging task to consider and use the patients’ resources in order to maintain or regain skills. 

Particularly in acute care contexts, clinical concerns are prioritized, which, according to some 

statements, could only be reliably assessed by the providers themselves. It was emphasized that 

communication is the most important key to identifying physical needs before resources for 

technical tools or diagnostic procedures (such as radiography) are used to no avail.  

PCC activities 

Patient empowerment: Interviewees described self-management of patients and relatives as a 

relevant aspect of PCC. Examples for implementing this dimension of PCC were rarely brought 

up. The few that were mentioned included the formulation of individual care goals, as well as 

the encouragement of patients to take on responsibility in the care process. However, taking 

over all tasks for patients was regarded as providing too much care that is beyond the scope of 

the provider’s role. 

Involvement of family and friends: Involvement of family and friends in the care process was 

mentioned in a wide range of contexts. It was described as an important pillar and resource of 

the patient, a source of patient-related information (e.g., about the personal preferences or 

history), and as a source of support in the care process. Different activities were explained that 

targeted at initiating or upholding the connection with family and friends, such as evenings 

organized for relatives, possibilities to participate in case meetings, or discussion groups. While 

successful involvement of the family or friends helped to leverage benefits in the care process, 

several factors determined its success in practice (e.g., quality of relationship between the 

patient and the relative). The involvement of family, relatives, or legal guardians was 



particularly emphasized in long-term inpatient care, but was less pronounced in outpatient 

settings. 

Patient involvement in care: Interviewees described patient involvement in care in terms of 

continuous patient counseling and support during the care process. Interviewees took different 

institutionalized approaches to the possibilities, advantages, and disadvantages of patient 

involvement along the care process (e.g., for shared decision making, in tumor boards or case 

meetings). The involvement of patients was perceived as particularly important when the goals 

of care were defined, since these were patient specific. In long-term inpatient care, involvement 

was fostered in specific care arrangements (e.g., living groups) and appreciated in general. Still, 

actual involvement was described as largely dependent on the patient’s specific resources (e.g., 

cognitive or physical abilities) and the individual attitude of the care giver. 

Patient information: Informing patients was seen as a basis for involving them and enabling 

them to participate in decisions. Interviewees described that information is provided to patients 

personally (e.g., during consultations to find therapeutic consent) or via information materials 

such as brochures. Independent of the format used, the provision of information was considered 

being dependent on resources (e.g., time, available staff) and the caregiver’s situational 

awareness for the patient’s needs. Medical information needs of patients were described as 

various and the style of information delivery to the patient (e.g., positivity, honesty) was 

described as influential for their well-being. In order to ensure that patients are adequately 

provided with information, the interviewees stated that they should be reassured at the time of 

leaving whether questions still exist and whether the patient is satisfied. Using patient surveys 

was proposed to find out whether patients feel sufficiently informed. 

 



Appendix Table 4: Decision makers’ understanding of PCC  

PCC perspectives of patient 
needs Quotes 

Psychological/Psychosocial 
needs 

On the day of admission, [we determine] the guests’ demands and needs. This is not even primarily about medical things; all of that is 
very important as well [...]. But then, of course, we look at the family unit and so on. Like... are there some things that you would still 
like to arrange, that are important to you. That just often goes in the direction of psychosocial needs as well. 
Patients tend to come in then because they are not seriously... or do not feel taken seriously. Or because they sometimes report having 
been curtly brushed aside. I think that tends to be more of an emotional rather than a truly treatment-related problem. 

[…] the qualitative view of my care is the other. And I say, quality does not only mean that I have cured someone, but I can also 
accompany someone very well when dying. 

And that's our job to see who needs what. What do we have to do in terms of care and what does the individual need to be happy? 

Physical needs 

Well, first you have the purely medical dimension. So you say, the patient comes in to the hospital with this and that disease if it has 
been diagnosed, or the patient comes in as an emergency, and you find out what is wrong. And then there is a medical guideline, a care 
pathway, or something that you can still objectively measure quite well I think. [...] And then at some point, a medical status is reached 
where you tell the patient, well, now you are fit enough to be able to go back home. That is one dimension. 
So many things may be noticed then that may otherwise be missed if you basically only have the focus. Someone comes in with kidney 
pain, urine is tested and antibiotics administered, and you do not look left or right. 

I think […] the most important thing is to accept the patient, to accept him where he is, with the pain, with the aches, with that “I'm 
here for nothing and I'm sorry that I disturb you”. These are crucial key sentences: Telling the patient at this point, […] “You have a 
worry. And that's the worry we're going to look at here. There is no evaluation of worry. There is no evaluation that this is a big worry 
and that is a small one. You don't always have to come in here with a heart attack”. 

PCC activities  

Patient empowerment 

Well, generally, I think it is always good when patients can do it themselves, in the spirit of self-management, I am always for that 
actually, that they take care of themselves. 
I would not call somewhere on behalf of a patient if I felt that the patient can do it himself, right? [...] I would consider that excessive 
care. 

But, the patient is actually very alone and must be basically an expert for his disease pattern and the possibilities, which the health 
service offers, so that he reaches his goal quickly. 

If there aren't relatives to care, it's very, very difficult. [...] they're [hospitals] also badly staffed, no question. But nevertheless, I think, 
the resident cannot do anything about this [...] if someone cannot eat independently, then immediately comes the subject, that he should 
get a stomach tube and we say, no. If you sit there, pass the food, it works. 



Involvement of family and 
friends 

Particularly on the ground, in nursing care itself, a key point is certainly the willingness to talk as well. That family and friends are not 
a bothersome evil or, well, the annoying [...] son, husband, whatever, but actually, well, an attachment figure. First of all, an appreciation 
of the importance of this family member or friend to the person in need of care. Determining that plays a role as well of course. 
Well, from a purely technical perspective, simply supporting us. And that is, sometimes it makes things easier, these family members 
or friends who come in, but sometimes, well, it is like an additional resident who is very time-consuming too and needs to talk a lot 
and even needs psychological support. 

Patient involvement in care 

Well, patient orientation means that the patient is guided through the entire treatment and from the physician or medical side does not 
have to make an effort regarding the progress of treatment. That the patient’s needs are responded to. And the treatment is discussed 
and conducted together with the patient. 
[...] [I] would almost call that cruel, that is...that would be much too difficult, I would not want to advise my family and friends either 
to sit in on a tumor board. I believe I would not sit in on the tumor board that decides on my own fate either if I ever had cancer. 

[…] well, then there are things where a guest with a brain tumor, for example, absolutely wants to have a ... [prosthesis] implanted. 
That makes no medical sense. In terms of nursing care, it makes no sense either, it only causes the guest discomfort, right? [...] then 
we can only inform, and ultimately, the final decision must be made by the guest. 

We are already trying to find goals […] most of them interdisciplinary and very close to everyday life. And of course the patients have 
to join in. Well, they are also asked... Most of them say first, […] “I want to be the same as before,” right? And then to concretize that 
[…]. Then you can check it better at the end. 

Patient information 

But about your question on psycho-oncology, there is at least something offered [...] And we offer the corresponding information 
materials on our counter too. [...] I think I may not point those out to my patients enough. [...] [Y]es, that often falls between the 
cracks a little bit in the, let’s say, in the rush of treatment. 

[…] we are asking about the friendliness of the staff and whether information is provided before interventions and so we are already 
trying to find out a bit, if the patients have the feeling that they are being informed about the things that are important. 

[...] [You] can have the best medicine on the one hand if the patient does not... is not reasonably communicated with the patient, then 
he will not have felt this as patient-oriented. Then he'll go home and say “I don't know what's wrong with me”. 
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