



[bookmark: _GoBack]Supplementary file 2: The thematic map of the generation of themes with examples of findings at macro, meso and micro level.
	Data extracts
	Coded data extracts
	Sub-themes
	Themes

	Macro 
	
1a: Negotiating the meaning and definition of patient involvement.


	








1: Determining the purpose of patient involvement and measurement alignment


	” We had to talk our way into what is it [patient involvement] all about? Well, it actually took some time to find out: how do we view it and what do we think is important? (…) When we ask “what is patient involvement?” then you mean something, I mean something, everyone means something different”. #16 (policy maker, macro level)
	Patient involvement in healthcare (PI) lacks a shared understanding at macro level
	
	

	”Patient involvement is part of the region’s policy, and it is on the top of the list that it takes place on the patient’s terms.…meaning that it has to be part of our DNA”. #20 (regional strategic leader, macro level)
	PI is a top priority in the policy of the healthcare system
	
	

	Meso
	
	
	

	“When we in our everyday practice work with patient involvement it is not linked to any particular intervention or action, it is only that we as health professionals work in an involving and inclusive manner. For that we may be able to find some generic approaches but it requires that we agree on what the aim and indicators are”. #13 (research manager, meso level)
	PI is a generic approach in health care practice. 
	
	1. 

	”There are also the complaints, which we ought to have a system for to detect patterns that are common”. #8 (research manager, meso level)
	PI is related to patient complaints
	
	2. 

	Micro
	
	
	3. 

	”I just don’t think we always labelled our activities as patient involvement, but looking back we can only say, well, it is actually patient involvement we do, we just have not always been aware that this was the goal”. #5 (researcher, micro level)  
	PI is not found essential for the clinical  intervention
	
	4. 

	”What are the patients’ experiences? Perhaps, we have an idea of what they think and mean – but they might have a totally different perception of what happened in the consultation”. #9 (researcher, micro level)
	PI is about patient experiences
	
	5. 

	Macro
	
	
1b: Deciding if patient involvement is a means or an end.
	6. 

	”The benefit [of patient involvement] should be that patients to a greater extent only request what they need”. #20 (regional strategic leader, macro level)
	PI is means to reduces health service utility of the patients.
	
	7. 

	“It does make sense to measure the effect [of patient involvement]”. #19 (regional strategic leader, macro level)
	PI is considered a measureable end
	
	8. 

	Meso
	
	
	9. 

	” Should we measure patient involvement or should we measure it as a mean to achieve it? We actually aim for increased health literacy, increased self-efficacy and increased self-management and so on. So, in terms of patient involvement they are means to get there”. #10 (research manager, meso level) 
	PI can both be means and end, which challenges measurement. 
	
	10. 

	”Is our patient engagement good enough? We haven’t really looked into that and it is really difficult to measure”. #2 (service manager, meso level)
	PI is difficult to measure 
	
	11. 

	Micro
	
	
	12. 

	“Retrospectively, I wish we had sat down and decided, which expectations we actually had to this intervention in terms of what it could change. Instead I think we were more preoccupied with testing it than to consider what difference the intervention could do”. #9 (researcher, micro level)
	PI is not considered as means or ends.
	
	13. 

	“In many ways, I see a tendency to people ranking higher in the system think that the more outcome measures, the more surveys and the more we can tic of, the happier we think the patients become, the better we are and the better treatment, we think, we provide”. #7 (clinician, micro level)
	Measurement do not improve patient involvement
	
	14. 

	Macro
	
1c: Identifying the coherence between indicators and measurement tool  


	

	“The national goals consist of eight superior goals and underneath there are indicators of either rights and some on quality, some of it is process goal. It can be indicators for pathways…they are different but the indicators tell a lot about that this is what we need to do, because we care about the patient and their pathway”. #20 (regional strategic leader, macro level)
	PI is one the national goals for the healthcare system, which have specific indicators. 
	
	

	”Should we spend a million a year on calling patients when they get home because it is nice…well we need to prioritize”. #19 (regional strategic leader, macro level)
	Indicators have to be relevant to get priority in measurement
	
	

	Meso
	
	

	”Have you at all used a tool that can change the parameter you are measuring?...if the hypothesis is that it should improve people’s quality of life, well, then it is important first to have determined what defines quality of life, and which parameters can improve quality of life”. #17 (research manager, meso level)
	Interventions and measurement tools must be linked specifically.
	
	

	“It is rather essential to be aware of which instruments you choose. They are very different”. A lot of projects are simply not sharp enough about their primary outcome. What is this intervention meant to do? (…) It is not the measurement tool that defines the interventions. It ought to be the intervention that define what kind of measurement approach you should zoom on to”. #14 (research manager, meso level)
	Instruments need to be selected carefully. Research is not clear about indicators and outcome measures
	
	

	Micro
	
	

	” I sometimes worry how it [measurement] translates. I think there is a tendency that persons raking higher in the system in different ways find that the more measures and the more questionnaires…the happier we think the patients become and the better we think the treatment were. I am afraid we are “going to flush the baby out with bathwaters” if too many standards are going to be measured and documented in a specific way and at a specific time…it comes crawling and fills out so much when I am talking to my patient (…) It can be hard to prove to yourself or others how you specifically put effort in to being present and involving”. #7 (clinician, micro level)

	Standardized measures may not be equally valued at different organisational levels. 
More measures should benefit the patient
	
	

	"After all, it’s hard to measure well-being and somehow it becomes so a bit subjective”. (clinician, micro level) 
	It is challenging to measure well-being
	
	

	Macro 
	
2a: Choosing a tool that makes sense

	








2: Reflecting on the qualities, fit and usefulness of measures


















































	” What is the value for the patient? What are the cost of the society? And are these two matching then we are using the money available to give the best value for the patients (…) Ask the patients and they will say: it is really nice that someone called me when I got home. Do we want to spend 100 million a year on that”. #19 (regional strategic leader, macro level)
	PI must benefit the patient but it is conditional on the cost-effectiveness and efforts.
	
	

	”Which value does it have for the patients? What is the cost for society? And do they match?”. #19 (regional strategic leader, macro level)
	Measurement much provide value for money for the patients
	
	

	Meso
	
	

	”If it doesn’t make sense, then we have to change our system because we are here for the patients”. #2 (service manager, meso level)
	Measurement has to make sense to the patients
	
	

	”In the future we want to focus more on ”patient wisdom”, which includes communication and relations instead of a lot of PRO data”. #11 (research manager, meso level)
	Measures should capture more than patient-reported outcome data allow for
	
	

	Micro
	
	

	” Maybe because you think it can be entailed in something you can tic off and document after a standard and worst case I actually think it can lead to the opposite of what you want…if it costs me the ability to see the unique situation, when I am sitting with someone [in the consultation]”. #7 (clinician, micro level)
	Standardized measuring can have undesirable effects.
	
	

	We looked at our results [of the survey] but we did not publish them anywhere, because it is a Danish instrument. Actually, we did not know how to publish it”. #5 (researcher, micro level)
	The results were not meaningful to publish
	
	

	Macro
	
2b: Questioning the use of outcome measures
	

	“If you are conducting qualitative investigations properly – because sometimes you are presented to, well, 10 randomly asked people, who says this- which I can’t use for much. We need to have something bigger and more systematic”. #19 (regional strategic leader, macro level)
	Qualitative research does not provide enough systematic data for prioritising in the health system. 
	
	

	”Now we are trying to take the long and tough move on working with the culture in different ways, therefore we do not focus as much on results”. #16 (policy maker, macro level)
	Focus has changed from outcome measures to cultural changes
	
	

	Meso
	
	

	"The problem is that none of them [tools] are very good (…) all of them have ceiling effect. A lot of those measurement tools within shared decision making and probably also patient involvement and also the LUP, are in the top”. # 14 (research manager, meso level)
	The quality of the tools is criticized for having ceiling effect. 
	
	

	“Perhaps we are measuring it wrong or we measure too much on hard outcomes”. #12 (research manager, meso level)
	Doubting if measuring outcomes is right.
	
	

	Micro
	
	

	"There could be a difference between whether a specific tool makes sense when you are in a research setting (…) what you use in terms of research and what is used in clinical practice”. #5 (researcher, micro level)
	Different measures are valued for clinical and research purposes.
	
	

	”We would like to make a user-dialouge again asking: what do you think? What has happened with the quality of our treatment course? Has anything changed in your experience of getting in touch with us?”. #15 (clinician, micro level)
	Dialogue with patients are prioritized over measurement.
	
	

	Macro
	2c: Reflecting on the qualities of generic and disease specific measurement tools

	

	” It makes sense [to measure the effect of patient involvement] …it [is] reasonable to have it evaluated. How is the “tool” working? You can make a system for that”. #19 (regional strategic leader, macro level)
	Measuring PI is possible and makes sense
	
	

	“I think the patients’ quality of life is very important, so that would be interesting to assess”. #16 (policy maker, macro level)
	Measuring health-related quality of life is considered relevant
	
	

	Meso
	
	
	

	”I don’t have any better [tool than the questions by DEFACTUM] anyway…but the fact that it must be generic and cover everything. Well, the question is how much sense that makes”. #10 (research manager, meso level) 
	Questioning the meaningfulness of a generic tool.
	
	

	“ I have read a lot of studies, where I find that they have just used some generic measures without considering the intervention at all. That is not meaningful. You have to select the right instruments, which are aligned with the intervention you are planning”. #13 (research manager, meso level)
	Tools must be selected to match the intervention
	
	

	Micro
	
	
	

	” Well, we have been kind of raised with that when you do this [research] then you make both a generic questionnaire and a little more disease-specific questionnaire”. #12 (researcher, micro level)
	The type of tool is selected based on research standards rather than on function and fit. 
	
	

	”We have this instrument, which has been developed in the region by DEFACTUM with such generic questions about patient involvement. Perhaps we could use them to get an idea of to which extend patients feel involved and then you could make a before and after measurement”. #5 (researcher, micro level)
	Reflecting on how to assess patient involvement in a generic way
	
	

	Macro
	3a: Defending qualitative or quantitative inquiries


















	








3: Recognizing conflicting stakeholder paradigms

	” You have to raise the doctors right from their training that it is a different goal you have to have. You must have the best patient pathways and no the longest life, and it requires that you become better at talking with the patients”. #18 (policy maker, macro level)
	Resources for PI interventions is an issue as not all is possible in the health care setting.

	
	

	“There is always a risk for measuring what’s easy to measure in the system and we really need to strive not to…it is dangerous to focus on the easy measurement and it often becomes very reductionist”. #19 (regional strategic leader, macro level)
	There is a risk of choosing the easiest type of measurement. 
	
	

	Meso
	
	
	

	“I am often put under pressure by clinicians because they come from a different research tradition, where they want RCTs…and they do not have very much scam in such qualitative studies. So what I experience is paradigm-clashes right now. It the old positivistic natural science paradigm clashing with the more humanistic one”. #8 (research manager, meso level)
	Clinicians and researcher value different scientific methods
	
	

	“The thing about getting it [measurement] in as a holistic perspective in the health service, that’s what I think we’re still struggling a bit with figuring out how to do in practice” # 13 (research manager, meso level)
	Aiming for a holistic perspective in measurement 
	
	

	Micro 
	
	
	

	”They [researchers] say that it’s such a questionnaire something, and that is not the same quality as those biomarkers…implicitly meaning that it is inferior research. I become so angry”. #1 (clinician, micro level)

	Questionnaires may be perceived as scientifically inferior to biomarkers in health research.
	
	

	”To a very high degree, we would like to suggest that we also need to have some more qualitative data”. #5 (researcher, micro level)

	Qualitative data need to be added
	
	

	Macro 
	
3b: Adapting to the specific setting

	

	” A lot of the governance in the health system is conditioned by the resources we have or do not have. And the management team has to deal with it. If the money isn’t there, if the staff isn’t there, then we will have to do our best within the frames there are and will have to prioritise. This also means that there are things we do not prioritise and cannot offer”. #19 (regional strategic leader, macro level)
	Measures are influenced by whether the health professionals health objectives are qualitative or quantitative grounded.
	
	

	“How do you do it? It can be done in a lot of ways. You can do it with PRO, shared decision making, or in communication”. #20 (regional strategic leader, macro level)
	Choice of measurement tool depends on the activities of the specific setting. 
	
	

	Meso
	
	

	” Measures are not just such a context free thing, where we can just find a tool and then it is perfect. We have to think about what we want to achieve with it and what it is the measurements should inform (…) there is a huge tendency to use measurement tools, which are developed in the hospital setting…”. #13 (research manager, meso level)
	Measures are contextual grounded and must fit the purpose of an intervention and the use of data.
	
	

	”We are measuring if they adhere to their medication, if they stay at their living institution and is not falling into abuse”. #3 (service manager, meso level) 
	Combination of different measures is relevant in clinical practice
	
	

	Micro
	
	

	“It must, of course, make sense in the context you find yourself in. However, there are also sometimes in research contexts where you have to swallow some things in order to take on what you know is usually used in your setting (…) there could be a difference between whether a specific tool makes sense when you are in a research setting (…) there could be a difference between what you use in terms of research and what is used in clinical practice”. #5 (researcher, micro level)
	Differences between clinical or research settings may result in a compromise on the measurement tools. 
	
	

	”We need to make function descriptions. In fact, the municipality demands that”. #6 (clinician, micro level)
	Different needs for documentation in the cross-sectoral collaboration
	
	

	Macro
	
	
3c: Ensuring implementation of measurement in clinical practice
	

	” So it is such things that bubbles up from below, which we try to pick up”. 
# 16 (policy maker, macro level)
	Implementation is a bottom-up process which is supported by managers.
	
	

	”It could be an improvement project to get it implemented in depth, so you get rid of the old ways of working, and replaced with the new one, right? But that presupposes that knowledge is present”. #20 (regional strategic leader, macro level)
	Implementation of measurement should be based on knowledge
	
	

	Meso 
	
	
	

	” The hospital owners, the administrators have an expectation of it can be implemented immediately. That is not how it works (…) if you mean it seriously you have to set aside resources for it to implement it properly. Currently, we have such “dedicated individuals-model” going, which will not work, because when the dedicated individual is gone you forget (…) the Danish regions own the hospitals…if you want it to affect important parameters, then you have to work systematically and rigorously and evidence-based on it and it requires resources”. #17 (research manager, meso level).
	The macro level must acknowledge that it is time consuming to develop rigorous tools prior to implementation and avoid unsustainable bottom-up processes. 
	
	

	”I sometimes find that people want to measure a really, really lot, without really thinking about whether it actually adds value. Is it on the measurement side we need a lot of resources or should you perhaps measure a little less and then put a lot of resources into the implementation phase?”. #8 (research manager, meso level)
	Measurement can overtake the resources for successful implementation
	
	

	Micro
	
	
	

	“The five generic questions [by DEFACTUM] …are meaningful to use in clinical practice. It is five quick questions, and you can get an indication of whether patients feel dressed for the task before and after a specific intervention”. #5 (researcher, micro level) 
	Generic measures may be successfully implemented in clinical practice. 
	
	

	”I actually think the implementation problem is big (…) that it also has clinical relevance, otherwise it dies when it has to go out into the wards". #12 (clinician, micro level)
	Implementation of measurement must have clinical relevance
	
	





2

