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Executive Summary 
Background 
This review is to inform the update of the Monash Health Consumer, Carer and Community Participation Framework. 
This is in line with the Safer Care Victoria “Partnering in healthcare” framework that will be implemented in Victorian 
public hospitals.  
Objective 
Using evaluations of consumer/patient, carer and community participation frameworks, the scoping review aims to 
inform the development of an effective and updated consumer engagement framework for Monash Health by answering 
the following questions: 
a) What evidence is there on effective consumer/patient, carer and community participation frameworks within a large 
health service? 
b) What does an evaluation framework for consumer/patient, carer and community participation in a health service such 
as Monash Health look like? 
Search Strategy  
A preliminary scoping search was performed in Google. Subsequent grey literature searches were performed in seven 
selected databases and Google according to the inclusion criteria detailed in Table 1. Details on search terms and 
results are found in Appendix Table 3. 
Summary of findings 
Six documents were identified for objective a) effective participation frameworks. Five were excluded as the frameworks 
included in the articles were not evaluated. Evidence was scarce and one 2015 literature review from the Women’s and 
Children’s Health Network (WCHN) in South Australia was included as it provided best available evidence and insight 
into effectiveness of consumer and community engagement strategies in health services [1]. One systematic review was 
identified that met the inclusion criteria (Table 1) [2] to meet objective b) for effective evaluation frameworks.  
The review identified two key publications that described a) methods of engagement [1] and, b) methods and tools to 
evaluate consumer/patient, carer and community participation [2]. An overview of what these publications reported is 
depicted in the diagram below and is described in detail in the ‘Full Review’.  

 
 

mailto:CCE@monashhealth.org


 
 

Consumer participation and engagement framework in health services  Page 2 
 

Effective framework in evaluating consumer/patient, carer and community participation 

In certain healthcare contexts, significant emphasis may be placed on whether patient, public, consumer and community 
engagement demonstrates positive impact via quantitatively-measured outcomes (such as improving individuals’ 
knowledge or improving healthcare service quality, among others). In those contexts, two tools were identified as being 
most comprehensive in the area of outcomes. 
 
Regarding processes, agenda-setting and time allocation decisions, which are considered key aspects of patient, public, 
consumer and community engagement that help mitigate power imbalances, were evaluated in only five tools, and 
patient, public, consumer and community participants’ involvement in finalising decisions was evaluated in only one. For 
process measures, two evaluation tools were significant and are identified. 
 
The Arnstein’s “ladder of participation” is an approach used to organise engagement activities and suggest the essential 
components of engagement and how to advance engagement over time. The eight levels of community engagement, 
starting from the least engaged is manipulation.  As engagement activities become more and more engaged with the 
community and power is shared, engagement moves through the remaining levels including therapy, informing, 
consultation, placation, partnership, and delegation, with the highest form of engagement being citizen control. 

Conclusions 
Effective consumer/patient, carer and community participation frameworks  

There is no ‘one size fits all’ approach to consumer and community engagement. Methods and techniques should be 
selected in response to the issues being addressed. Different methods and techniques will be needed at different stages 
and multiple approaches to engagement will be necessary for health services to be effective in their engagement 
strategies.  
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Background 
This review is to inform the update of the Monash Health Consumer, Carer and Community Participation Framework. 
This is in line with the Safer Care Victoria “Partnering in healthcare” framework that will be implemented in Victorian 
public hospitals.  

Objectives 
Using evaluations of consumer/patient, carer and community participation frameworks, the scoping review aims to 
inform the development of an effective and updated consumer engagement framework for Monash Health by answering 
the following questions: 

a) What evidence is there on effective consumer/patient, carer and community participation frameworks within a large 
health service? 

b) What does an evaluation framework for consumer/patient, carer and community participation in a health service such 
as Monash Health look like? 

Definitions and scope 
Due to the complex and inter-related concepts, approaches and methods related to consumer and community 
engagement in health services, effective strategies will also be included for consideration of the development of a larger 
overarching Consumer, Carer and Community framework.  

Inclusion Criteria 
Table 1. Inclusion criteria 

Types of participants Consumer, patient and community 

Concept Frameworks for engagement and participation that were evaluated for effectiveness 

Context Hospitals and health services 

Types of information Synthesised literature  

Date  2015 – 2018  

Search strategy 
A preliminary scoping search was performed in Google, and six documents were identified. Five of these documents 
were excluded as the frameworks included in the articles were not evaluated. A 2015 literature review Women’s and 
Children’s Health Network (WCHN) in South Australia was included as it provided best available evidence and insight 
into effectiveness of consumer and community engagement strategies in health services. In a subsequent grey literature 
search, performed in seven selected databases and Google, only one systematic review was identified that met the 
inclusion criteria (Table 1). Details on search terms and results are found in Appendix Table 3. 

Methods of the report 
Extraction of results 
Included studies 

Johnston (2015) literature review reported evidence in accordance with a higher order structure for presenting the 
findings about methods of engagement based on a synthesis of the National Safety and Quality Health Service 
Standards [3] (NSQHS) and was used as the framework to present the findings. 

Durkanin (2018) systematic review of metrics to evaluate patient, public, consumer and community (P2C2) engagement 
in organization-, community-, and system-level healthcare decision-making. [2] 

Full Review 
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Results 
In order to inform the development of an effective and updated consumer engagement framework for Monash Health, 
results are categorised according to two parts: 

a) Evidence on effective consumer/patient, carer and community participation in health services 

b) Evaluating consumer/patient, carer and community participation  

a) Effective consumer community participation in health services [1] 
Johnston literature review sought the best available evidence and insights into effectiveness of consumer and 
community engagement methods especially in the area of child and youth participation. The scope of the review utilises 
a higher order structure for presenting the findings about methods of engagement; this is based on a synthesis of the 
National Safety and Quality Health Service Standards which was used as a framework to present the results. The 
authors categorised the synthesis according to:  

Table 2. Methods of engagement 

Higher order structures Methods of engagement 
Partnerships in direct care • Shared Decision Making 

• Participation in Communication Processes and Open 
Disclosure 

• Information Provision 

Partnerships in organisational design and 
governance 

• Organisational Governance 
• Safety and Quality Improvement 
• Review and Development of Information 
• Partnerships which Reflect the Community and Support 

People from Diverse Groups and Vulnerable Populations 
• Supporting and Informing Consumers who Partner with the 

Health Service 

Organisational requirements • Foundational organisational requirements to support 
partnerships with consumers and the broader community 

• Organisational attributes and processes that are facilitators 
for making care more patient-centred 

Each of the methods are explained in more depth below 

Partnerships in direct care  

Methods of engagement for Partnerships in Direct Care included 

Shared Decision Making 

Consumers who reported a role in shared decision making were most satisfied with the consultation and the information 
about treatment and the emotional support provided. 

Practical methods on how to achieve this include: 

Appropriate policies, regulation and standards, availability of tools and information, tools for monitoring progress, 
training, clinical and patient champions, evidence of effectiveness, incentives and implementation plans; giving the 
health professionals feedback and decision aids (i.e., tools such as pamphlets and videos which provide structured 
information about health options); health professionals to ‘speak less, listen more’, effective two-way communication; 
checklist to guide parents in considering how to encourage their child’s participation in consultations, empowering a 
child to participate with the parent’s support. 

A summary of tools related to shared decision making can be found discussed in two papers: 

(i) Sarrami Foroushani P, Travaglia J, Eikli M, Braithwaite J. Consumer and Community Engagement: A review of 
the Literature. University of New South Wales: Centre for Clinical Governance Research, Australian Institute of 
Health Innovation, Faculty of Medicine, University of New South Wales, Sydney NSW 2052 and the Agency for 
Clinical Innovation, New South Wales, 2012 [4] 

(ii) Scholl I, Koelewijn-Van Loon M, Sepucha K, Elwyn G, Legare F, Harter M, et al. Measurement of shared 
decision making - a review of instruments. Zeitschrift fur Evident Forbidding Lund Qualitative Jim Gesundheit. 
2011;105:313-24 [5] 

Participation in Communication Processes and Open Disclosure 

2.1. Transparency 

Effectiveness: True transparency will result in improved outcomes, fewer medical errors, more satisfied patients, and 
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lowered costs of care. 

Recommendations on how transparency is achieved: 

• Provide every patient with a full description of all of the alternatives for tests and treatments, as well as the pros 
and cons for each. 

• Provide patients with relevant, neutral, third-party information (e.g., patient videos, checklists) and expand the 
availability of such resources. 

• Provide patients with full information about all planned tests and treatments in a form they can understand. 

• Include patients in inter-professional and change-of-shift bedside rounds. 

• Promptly provide patients and families with full information about any harm resulting from treatment, followed by 
apology and fair resolution. 

2.2. Effective two-way communication 

Effective communication as part of the Victorian Auditor-Generals report into consumer participation in Victorian health 
services include: 

• hourly nursing rounds, providing more opportunity for interaction between nurses and patients 

• use of whiteboards and communication books to facilitate two-way communication between patients, family 
members and clinical staff 

• a strong culture of empowering staff to resolve complaints directly and encouraging open disclosure of errors 

• a personalised post-discharge information pack to assist ongoing treatment and recovery, including the 
individual’s health record, personal care plan, information about their health condition or medications, and 
relevant local support services and groups 

2.3. Communication and ward rounds 

A qualitative study revealed parents’ perspectives about the importance of communication via rounds, parental inclusion 
in rounds, and of seeing teamwork in the care of their child. 

What this entails: Having a protocol for orienting parents to morning ward rounds, focusing on improving communication 
with parents outside of morning ward rounds, and the preservation of a forum for professionals to have private 
discussions as a team. 

2.4. Communication and bedside handover 

Consumers perceived bedside handover positively; patients reported greater satisfaction with care, improved 
perceptions of safety during handovers, experience fewer patient falls at shift change and fewer medication errors; staff 
reported support from shift coordinators and team leaders; improved patient safety; and improved patient outcomes 
through discharge planning. 

2.5 Communication and open disclosure 

The Australian Commission on Safety and Quality in Health Care (ACSQHC) (2013) have published an Australian 
Framework on Open Disclosure which provides a nationally consistent basis for communication following unexpected 
healthcare outcomes and harm. The ACSQHC also provides an extensive range of information and resources for 
clinical staff and consumers. [3] 

Information Provision 

Evidence that shows that providing information that is accessible, understandable, and relevant can improve 
consumers’ knowledge, understanding and recall about their health and care. It can also increase consumers feeling of 
empowerment, improve their ability to manage and cope, increase satisfaction and reduce anxiety. 

Health information can be communicated through: 

• Printed information (e.g. written and visual formats such as consent forms, fact sheets, posters, brochures, 
written instructions and medication information) 

• Electronic media (e.g. visual formats such as web sites, email, podcasts, Facebook, DVDs, blogs, twitter feeds, 
apps) 

• Interpersonal communication (e.g. exchange of information in a combination of written, oral and visual formats 
from person to person) 

These three subthemes are discussed in more detail in the document. 
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Partnerships in organisational design and governance 

Key themes identified include organisational governance (nine sub-themes), safety and quality improvement (six sub-
themes), and the review and development of information (three sub-themes), partnerships which reflect the community 
and support people from diverse groups and vulnerable populations (three sub-themes), supporting and informing 
consumers who partner with the health service (three sub-themes). Each of these themes and sub-themes are detailed 
in the review [1] 

Key themes and sub themes identified in Partnerships in Organisational Design and Governance are: 

1. Organisational Governance 

The nine sub themes addressed in this section are: 

• Functional Organisational Chart mapping 

• Formal Organisational Committee Structures 

• Partnering for Hospital Design and Building Initiatives 

• Determining and Embedding Consumer Centred Values 

• Experience-Based Co-Design Method 

• Open Access Board Meetings 

• Community Collaborative – Implementing Policy-Relevant Programs 

• Community Level Methods 

• Consumer Engagement Population-Level Interventions 

2. Safety and Quality Improvement 

The six sub themes addressed in this section are: 

• Methods to engage children and young people in safety and quality improvements 

• Consumer Feedback and Complaints Management 

• Consumer Stories 

• Real Time Feedback 

• Quality of Care Reports to the Community 

• Consumers Involvement in Staff Selection 

3. Review and Development of Information 

The three sub themes addressed in this section are: 

• Need for Strategic and Coordinated Approach 

• Good Practice Guidelines 

• Methods for Engaging Consumers 

4. Partnerships which Reflect the Community and Support People from Diverse Groups and Vulnerable 
Populations 

The three sub themes addressed in this section are: 

• Strategic Approach 

• Cultural Safety and Formalising Links with Community Groups and Organisations 

• Community Development Approach 

5. Supporting and Informing Consumers who Partner with the Health Service 

The three sub-themes addressed in this section are: 

• Consumer Training 

• Support and Capacity Building 

o Strategic Leadership 
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o Facilitator/Coordinator Support 

o Mentoring 

o Reimbursement 

• Communicating with Consumers 

o Develop a Database 

o Develop and Implement a Communication Plan 

 

Organisational requirements  

The Australian Commission on Safety and Quality in Health Care have identified as foundational organisational 
requirements to support partnerships with consumers and the broader community: 

• Leadership and strategic vision 

• Governance framework 

• Skilled and informed workforce 

• Environment (physical and policy) 

• Evaluation and monitoring 

• Access to records. 

The organisational attributes and processes that are facilitators for making care more patient-centred are: 

• Strong, committed senior leadership 

• Clear communication of strategic vision 

• Active engagement of patient and families throughout the institution 

• Sustained focus on staff satisfaction 

• Active measurement and feedback reporting of patient experiences 

• Adequate resourcing of care delivery redesign 

• Staff capacity building 

• Accountability and incentives 

• Culture strongly supportive of change and learning 
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b) Evaluating consumer/patient, carer and community participation [2] 
 
Durkanin (2018) and colleagues conducted a systematic review of metrics to evaluate patient, public, consumer and 
community (P2C2) engagement in organisation-, community-, and system-level healthcare decision-making. [2] 
 
Before evaluating consumer/patient, carer and community participation, it is important to understand that the strength of 
the consumer engagement activities determines the level of engagement of consumers. Authors of the systematic 
review refer to the Arnstein’s “ladder of participation”, an approach used to organise engagement activities and suggest 
the essential components of engagement and how to advance engagement over time. [2] The eight levels of community 
engagement, starting from the least engaged is manipulation.  As engagement activities become more and more 
engaged with the community and power is shared, engagement moves through the remaining levels including therapy, 
informing, consultation, placation, partnership, and delegation, with the highest form of engagement being citizen 
control. (Appendix Figure 2) [6] 

Durkanin (2018) and colleagues published evidence that compared existing P2C2 engagement evaluation tools against 
a P2C2 engagement evaluation metrics. The review found 21 publications containing 23 evaluation tools. 

Outcomes Metrics 

44 unique outcome metrics forming six distinct subdomains which were then clustered into three domains:  

• Internal outcomes- metrics most relevant to, and evaluated within, a healthcare organisation or system,  

• External outcomes- metrics most relevant beyond the organisation or system itself and requiring evaluation 
outside the organisation, and  

• Aggregate outcomes- cost effectiveness of engagement.  

Process Metrics 

72 unique process metrics forming 16 subdomains which were clustered into four domains:  

• Direct process metrics- the degree of real control that P2C2 participants have over the decision-making process 

• Surrogate process metrics- formal attributes of the process or organisational commitment to engagement 

• Preconditions for engagement metrics- factors necessary for engagement 

• Aggregate process metrics- metrics that evaluate cross-domain aspects of engagement and provide an overall 
summary assessment as a result. 

 
Choice of tools in measuring outcomes 
 
Regarding outcomes, improved trust in the organisation may be widely perceived as a potential benefit of P2C2 
engagement, but it was only measured by two tools. Neither did any tool measure sustainability of engagement 
(understood as the ability to maintain engagement with specific P2C2 participants over time) or the capacity to increase 
or scale engagement in other parts of the healthcare organisation or system. 
 
In certain healthcare contexts, significant emphasis may be placed on whether P2C2 engagement demonstrates 
positive impact via quantitatively-measured outcomes (such as improving individuals’ knowledge or improving 
healthcare service quality, among others). In those contexts, two tools discussed within each paper stand out as being 
most comprehensive in the area of outcomes: 
 

(i) Walid El Ansari, Ceri J. Phillips (2001) Interprofessional collaboration: a stakeholder approach to evaluation of 
voluntary participation in community partnerships, Journal of Interprofessional Care, 15:4, 351-368, DOI: 
10.1080/13561820120080481 [7] 

(ii) Stephen M. Shortell, Ann P. Zukoski, Jeffrey A. Alexander, Gloria J. Bazzoli, Douglas A. Conrad, Romana 
Hasnain-Wynia, Shoshanna Sofaer, Benjamin Y. Chan, Elizabeth Casey, Frances S. Margolin; Evaluating 
Partnerships for Community Health Improvement: Tracking the Footprints. J Health Polit Policy Law 1 February 
2002; 27(1): 49–92. doi: https://doi.org/10.1215/03616878-27-1-49 [8] 

Choice of tools in measuring processes 
 
Regarding processes, agenda-setting and time allocation decisions, which are considered key aspects of P2C2 
engagement that help mitigate power imbalances, were evaluated in only five tools, and P2C2 participants’ involvement 
in finalising decisions was evaluated in only one. Debate intensity, which was proposed in the 1970s as a measure of 
consumer input, was completely absent. 
 

https://doi-org.ezproxy.lib.monash.edu.au/10.1080/13561820120080481
https://doi.org/10.1215/03616878-27-1-49
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For process measures, two evaluation tools were significant and are identified in the following citations:  
(i) Draper, A. K., Hewitt, G., & Rifkin, S. (2010). Chasing the dragon: developing indicators for the assessment of 

community participation in health programmes. Social science & medicine, 71(6), 1102-1109 [9] 

(ii) Consumer Health Quality Council Health Care For All, Massachusetts. Health Care for All: Patients and 
Families Improving Care. Patient and Family Advisory Councils: A Review of 2011 PFAC Reports. 
http://www.ipfcc.org/bestpractices/Review-of-PFAC- 2011-Reports.pdf. [10] 

Tools that measures both outcomes and process 

Use of tools together: The Participant questionnaire and Organisation questionnaire of the Public and Patient 
Engagement Evaluation tool together provide a mixed method evaluation that is capable of assessing the perspectives 
of both P2C2 representatives and organisational leaders in different contexts. 
 

(i) Abelson J, PPEET Research-Practice Collaborative. The Public and Patient Engagement Evaluation Tool. 
https://fhs.mcmaster.ca/publicandpatientengagement/ppeet.html. Accessed September 5, 2015. [11] 

Implicit in Figure 1 is the idea that systems or organisations should endeavour to progress from Level 1 (basic maturity, 
i.e., ready to involve P2C2 participants) to Level 2 (intermediate maturity, i.e., some experience with P2C2 engagement) 
to Level 3 (fully mature, ie, significant experience). 

 

Figure 1: Organised activities and proposed essential elements as progressed over time  
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Nearly twice as many process metrics (72) were identified compared to outcome metrics (44). Among outcome metrics, 
more addressed internal outcomes than external outcomes. Surrogate engagement process metrics, such as 
attendance or formal organisational commitment to engagement, may or may not evaluate the engagement process 
meaningfully. Aggregate metrics, such as whether P2C2 participants feel generally respected in the engagement 
process, may be useful as starting points but provide little insight into why this is the case or how to improve the P2C2 
engagement. Similarly, evaluations employing a general ladder of participation approach (which ranges from 
“manipulation” of P2C2 participants by the organisation to “partnership” to complete P2C2 “control” over the process) 
may guide an overall engagement approach but fail to provide specific actionable feedback on engagement. 

Any evaluation must solicit the P2C2 perspective on engagement, and when systems or organisations evaluate cost-
effectiveness, they should include the time and resource costs accruing to P2C2 participants. As organisations become 
more mature, relative emphasis on different process and outcome metrics changes. For instance, mature systems and 
organisations should shift away from surrogate measures of P2C2 participants control over decision-making toward 
direct control measures; likewise, they should be more attentive to external outcomes.  Finally, as systems and 
organisations mature, they should consider using external evaluators, who could yield additional insights into the P2C2 
engagement process. 
 
Measuring outcomes of engagement is difficult in part because there may or may not be a proven causal connection 
between engagement and outcomes of interest. Consequently, many tools rely on measuring perceived benefits of 
engagement.  

Conclusions 
Effective consumer/patient, carer and community participation frameworks  

There is no ‘one size fits all’ approach to consumer and community engagement. Methods and techniques should be 
selected in response to the issues being addressed. Different methods and techniques will be needed at different stages 
and multiple approaches to engagement will be necessary for health services to be effective in their engagement 
strategies.  

Methods of engagement, based on a synthesis of the National Safety and Quality Health Service Standards which was 
used as the framework, include three main components: 

1. Partnerships in direct care through shared decision-making and participation in communication processes and 
open disclosure. 

2. Partnerships in organisational design and governance which include safety and quality improvement, review 
and development of information, and that which support the community and people from diverse groups and 
vulnerable populations. 

3. Organisational requirements for supporting and informing consumers who partner with the health service. 

Effective framework in evaluating consumer/patient, carer and community participation 

In certain healthcare contexts, significant emphasis may be placed on whether P2C2 engagement demonstrates 
positive impact via quantitatively-measured outcomes (such as improving individuals’ knowledge or improving 
healthcare service quality, among others). In those contexts, two tools were identified as being most comprehensive in 
the area of outcomes. 
 
Regarding processes, agenda-setting and time allocation decisions, which are considered key aspects of P2C2 
engagement that help mitigate power imbalances, were evaluated in only five tools, and P2C2 participants’ involvement 
in finalising decisions was evaluated in only one. For process measures, two evaluation tools were significant and are 
identified. 
 
The Arnstein’s “ladder of participation” is an approach used to organise engagement activities and suggest the essential 
components of engagement and how to advance engagement over time. The eight levels of community engagement, 
starting from the least engaged is manipulation.  As engagement activities become more and more engaged with the 
community and power is shared, engagement moves through the remaining levels including therapy, informing, 
consultation, placation, partnership, and delegation, with the highest form of engagement being citizen control. 
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Appendix 
 
 

Figure 2. Arnstein’s “ladder of participation” 

 

 
Grey literature search performed on 9 November 2018 
 
Table. 3 
Resources Search terms  Results Include 
NICE consumer 71 0 
ARHQ consumer 28 0 
NHMRC Consumer AND evaluation 32 0 
The King’s Fund Consumer AND evaluation 15 0 
SIGN Consumer 19 0 
Cochrane Library Consumer AND partner* AND evaluation 63 0 
TRIP (title:consumer)(title:evaluation) 68 0 
Google Terms related to consumer, evaluation, and 

engagement 
 2 

 


