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Evaluation aims

Understand how the PAM is being used in practice and how 
this develops over time

Explore the impact of using the PAM in participating 
organisations at a range of organisational and individual levels

Explicate the mechanisms of change and contextual 
influences on the use of the PAM

Provide formative feedback to the PAM learning set

Provide generalisable, practical evidence for the future, share 
knowledge and learning, and disseminate findings



• WP1: Surfacing programme theory and understanding the logic of 
change as this evolves through time

 Focus on ‘core teams’ over project duration

What are they doing, how, why, and how’s it going? 

• WP2: Understanding implementation and experiences at the frontline

 Focus on 6 purposively sampled projects

 Explore the understanding and use of PAM, and wider concept of 
patient activation, in practice

The evaluation: two work packages



Data collection
• The fieldwork used ethnographic methods and explicitly sought to be 

pragmatic in ensuring that all relevant data sources were accessed

• 109 interviews

• 111 hours of observation

• ~ 180 documents



Organisations’ use of the PAM
• The PAM was seen as a tool that aligned well with sites’ work in progress, or 

planned, in response to the Five Year Forward View 

• It fitted a gap in the toolkit needed to enact person-centred care at the 
strategic and frontline levels

• It offered the chance to be able to quantify soft process-orientated qualitative 
constructs and changes linked to person-centred care

• Endorsement of the PAM by NHS England encouraged its use, and it had 
broad appeal as it was not disease specific

• It was thought that the PAM could be used in a range of ways:
 As an outcome measure at the population, service and individual level
 As a tailoring tool at the population and service level
 To tailor within and between services at the individual level 
 As a blend of both outcome and tailoring tool



Implementation
• It was important to be flexible and to take a responsive approach 

when designing and implementing projects

• Alterations to plans occurred because:
 The scale of interest had been underestimated 
 More active approaches to engagement were needed
 Information governance requirements needed to be negotiated 

• Many felt that an online system for depositing and sharing 
information and more opportunities for networking would be desirable

• Integrating PAM into existing services vs developing new services 
around PAM



Implementation: governance, data and systems
• Issues with governance, data and systems hampered 

implementation. Information governance arrangements took time to 
resolve especially when data was to be shared with third parties for 
analysis or as part of an intervention

• The PAM and the information it generates is not currently easily 
integrated into electronic health records and many sites had to 
develop their own workarounds

• Making PAM compatible with existing systems (information 
governance, data collection, record retrieval) took time, work and 
ingenuity



Administering PAM: mediated completion
• PAM was not always straightforward to administer - mediated completion 

often occurred and might, in some cases, be beneficial

• Efforts to avoid mediated completion may have negative unintended 
consequences 

• Mediation occurred in a range of circumstances:
 when apparent extreme responding was noticed by professionals 
 when problems arose with translation 
 when responses were incomplete 
 when others were present during administration
 when patients asked for clarification of the questions

• It was not always obvious who would need help with completing the PAM, 
nor how long it would take

• Translation is challenging because of cross-cultural conceptual differences 
and the range of languages spoken in the UK



Fidelity and validity
• It is unclear to what extent fidelity to the tool should be prioritised 

• The need for fidelity may be related to the quality of data needed for 
the logic of use to which the PAM is put

• With some logics of use, the need for valid metrics may be 
subordinate to the PAM’s role in shaping the therapeutic encounter 
or type of service in a more person-centred way

• More research is needed to understand if, and how, more varied 
approaches to administering the PAM affect data quality



Patients’ perspectives
• For many, it didn’t stand out from the other forms they complete

• Some though had issues with it, e.g. questions about their ability to 
safeguard or improve their health and uncertainty about how to 
interpret and respond to questions

• Assumptions of individual agency are embedded within the concept 
of activation and some individuals’ social contexts and conditions 
constrain agency making change difficult to achieve, irrespective of 
their level of activation

• Generally, patients were keen to make sure that their responses 
were seen by health professionals in the context of their specific 
condition(s) and wider circumstances

• Patients wanted clarification of what activation meant so they could 
relate their responses to their behaviours



Professionals' perspectives
Professionals’ views of the PAM and its potential value varied
• Those who were negative or ambivalent:
 thought the PAM offered little additional value 
 had concerns that patients would respond negatively to it, including 

potential stigmatisation
 feared too great a focus on metrics at expense of delivering true PCC 

• Those more positive believed:
 PAM aligned well with their existing approaches to patients 
 patients’ responses helped them identify where problems might lie 
 it embedded person-centred care by highlighting psycho-social issues 
 it gave legitimacy to the new ways of working amongst clinicians 
 changes over time useful as a marker of a patient’s progress
 it could be a shortcut to better understanding a new patient 



Engagement: challenges
Many sites encountered challenges when trying to engage 
stakeholders with their person centred care work:

• How PAM fitted in to broader PCC shift often unclear to many 
frontline staff and stakeholders 

• Practices needed clarity as they had little capacity to take on 
anything new that did not have a clear value 

• The range of possibilities that the PAM offers were not always 
obvious to frontline users 

• ‘Gatekeepers’, usually powerful individuals, could hamper 
engagement

• Resistance sometimes reflected deeper issues associated with 
professional boundaries. Self-management was not perceived as 
something especially ‘medical’ 

• Incentives alone were not enough to secure engagement



Engagement: tackling challenges
• Incentivisation paired with support worked well, but resource 

intensive
• Identifying and mobilising all potentially relevant stakeholders at all 

levels
• Tapping into existing professional networks 
• Using champions, but not a panacea
• Perception that alignment with what service users wanted 

could/should be greatest driver of engagement, but not always 
straightforward

• Perception that investment made by NHS England in licences and 
the person-centred care CQUIN has helped encourage 
engagement 



Discussion
• Activation perceived to align well with the person-centred agenda 

and the PAM as offering a means to measure impact and 
demonstrate effectiveness

• While activation and the PAM are believed to have fulfilled some of 
their promise, residual challenges and uncertainties remain

• Tension between PAM as means to generate robust comparative 
outcome data and tool to provide more immediate benefit to 
individual patients - consider the fidelity/validity trade-off

• Implementing and embedding the PAM took more time, work and 
ingenuity than many anticipated – need for workarounds!



• Mediated completion may be difficult to avoid if the PAM is to be 
used in a truly inclusive way. If fidelity is prioritised, then there are 
likely to be implications for how inclusive the PAM can realistically be 
and creating or re-enforcing health inequalities may be a risk

• Patients views of PAM were varied – work needed around 
language/explanation/narrative

• Professionals’ views also varied – need to recognise and address 
concerns

• Extent to which Learning Set’s pilot work can add to quantitative 
evidence base, at least in the shorter term, is not clear 

• However, many feel ‘proof of concept’ has been achieved and that 
potential utility of activation and the PAM should be pursued



Thank you

Questions and 
comments? 
sec55@le.ac.uk
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