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INTRODUCTION

[bookmark: _Hlk211093025][bookmark: _Hlk206367869]This review explores evidence from the academic research (scholarly) literature and the policy and practice (grey) literature focusing on Quality Standards Frameworks and Quality Indicators for post-diagnostic dementia services and the range of approaches that can be taken to coproduce them. The review has been conducted for the Supporting Staff to Deliver Compassionate Care/Improving Support for People with Dementia and their Families Facilitator Project, which aims to support the continued growth of welcoming, inclusive meeting spaces for people living with dementia and their families by developing a co-produced national-level standards framework to ensure consistency in person-centred dementia support across its network. This review synthesises and provides a descriptive overview of the evidence available that is helpful for thinking about what such a framework may look like and how it can be developed. 

Context

‘Dementia’ is an umbrella term used to describe a progressive condition, resulting from over 100 different types of syndromes, that commonly results in degenerative brain function, memory loss, difficulties with communication, and declines in reasoning, analytical abilities and other cognitive thinking skills that interfere with daily life and functioning (Abrams et al. 2024). Dementia mainly affects older people, but can develop earlier (NHS England, 2025). In Scotland, least 90,000 people are currently living with dementia (Alzheimer’s Scotland, 2025). 

Meeting Centres are a recognised type of Post Diagnostic Support (PDS) for people affected by dementia and as advocated in the Dementia Strategy for Scotland – Dementia in Scotland: Everyone’s Story (Scottish Government, 2024). PDS is highly valued by people with dementia and their unpaid carers and typically includes information, emotional support, practical advice, and access to relevant services (Scottish Government, 2024; Bamford et al., 2021). Meeting Centres offer on-going warm and friendly expert support to people with mild to moderate dementia and their families to help them adjust to living with the symptoms and life changes that dementia brings (Meeting Centres Scotland, 2025). They also encourage peer support to lessen isolation and support connections with the wider community to achieve better understanding of dementia (ibid). Scotland has 19 Meeting Centres, with the first opening in 2019 (ibid). 

Standards for practice are routine in many funded PDS settings to provide a clear and structured framework to guide professionals and people when engaged in care and support practices. Standards provide a clear outline of an agreed level of what ‘best practice’ looks like that will consistently provide high-quality support when followed. Standards also allow weaknesses to be identified for improvement. Meeting Centres Scotland currently does not have a set of national-level standards to guide their expansion into new areas and settings. While Essential Features (University of Worcester, 2022) contains a set of interventions that if followed can help to reproduce some of the benefits that can be found in other meeting centres, it does not act as a set of standards for practice. Moreover, Essential Features was also developed and tested outside of Scotland and has since been said to be limited in terms of its capacity to be scaled out across larger areas (Stephens et al., 2025). 

[bookmark: _Hlk204252622]Objectives and Review Questions

As this review was conducted for the Supporting Staff to Deliver Compassionate Care/Improving Support for People with Dementia and their Families IMPACT Facilitator Project, its first objective was to identify existing examples of Quality Standards Frameworks relevant to dementia services and to identify evidence of recommendations as to what a new framework should include. Its second objective was to identify evidence of relevant approaches that could be helpful for co-producing a new national-level framework. 

This led to two questions:
1. [bookmark: _Hlk206375138][bookmark: _Hlk204607192][bookmark: _Hlk211100560]What examples of quality standards frameworks and quality indicators exist in dementia care services, and what are the recommendations for what these should include?
2. What different approaches are available for co-producing new standards frameworks and quality indicators, and what are their key strengths and limitations? 

Key Definitions

Quality standards frameworks are sets of guidelines and principles that can be used to set out what constitutes quality care, support, or service provision. 

Quality indicators (QIs) are identifiable and measurable elements of service delivery and outcome to assess the quality of support. 

Structure of Review

This review has been divided into several sections. The section below presents the methodology used to conduct the searches, review, and synthesis of the evidence. This is followed by a description of the findings for each of the questions. The final section presents a concluding discussion that draws together key findings from all available evidence for consideration for coproducing a new Standards Framework for Meeting Centre Services in Scotland. 
DESIGN AND METHODS

The review methodology consisted of four parts: 1. Initial scoping to explore the amount of evidence already synthesised in the published systematic review literature; 2. Full search and review of the evidence captured in these syntheses (systemic reviews, scoping reviews, evidence reviews, and rapid realist reviews) 3. Search and review of evidence from other academic research studies (primary research); and 4. Search for relevant policy- and practice-based evidence reports and policy reports not available through the academic research literature databases. 
[bookmark: OLE_LINK72]
[bookmark: OLE_LINK9][bookmark: OLE_LINK71]Keyword searches were undertaken using Google Scholar and the general Google web. Keywords included combinations of the following: quality indicators dementia care; dementia care standards; quality indicator methodology; quality indicator participatory; participatory Delphi; dementia Delphi. Given the questions and limited nature of available evidence, the criteria for inclusion was broad. This allowed a range of relevant evidence to be included from health care services and from community-based service settings beyond health and social care, but which nevertheless be useful for applying in the dementia services context. To be eligible for inclusion, publications needed only to address one or more of the research questions and be published in English between 2005 and 2025. Quality assessment was undertaken: academic literature was assessed as high quality based on peer-review, while grey literature was deemed high quality when peer-reviewed or published by government departments or reputable third-sector organisations. A total of 22 documents were included in the final selection.
[bookmark: _Hlk206549184]FINDINGS

[bookmark: _Hlk211204090][bookmark: _Hlk206505321][bookmark: _Hlk205147621]Examples of Quality Standards Frameworks and Quality Indicators in Dementia services and Recommendations for what they should Include

[bookmark: _Hlk213976793]Four examples of quality standards frameworks and standards indicators were identified: the All-Wales Dementia Care Pathway of Standards (Improvement Cymru, 2021), the NICE Dementia Quality Standards (NICE, 2019), the Greater Manchester Dementia and Brain Health Quality Standards (NHS Greater Manchester, 2024), and the Standards of Care for Dementia in Scotland (Scottish Government, 2011). 

A summary of the key characteristics of each of these is provided in Table 1. 

Table 1: Key Characteristics of Examples of Quality Standards Frameworks and Indicators for Dementia Care Services
 
	Example
	Type 

	Development

	All Wales Dementia Care Pathway of Standards (Improvement Cymru, 2021)
	National standards framework
	Coproduction approach involving people with dementia, unpaid carers, health and social care practitioners and researchers.

	The Standards of Care for Dementia in Scotland (Scottish Government, 2011)
	Rights-based national standards framework that is part of Scotland's National Dementia Strategy
	Coproduction process that involved gathering evidence, reviewing other frameworks, and consultation with people living with dementia and their families.

	NHS Greater Manchester Dementia and Brain Health Quality Standards (NHS Greater Manchester, 2024)
	Standards framework for health and social care organisations in Greater Manchester
	Developed coproductively with input from people with lived experience and unpaid carers.

	
NICE Dementia Quality Standards (NICE, 2019)
	National level quality standards with 7 quality statements for health and social care
	Developed by a multidisciplinary committee with review of research evidence and collaboration with practitioners and service users.



According to these examples, quality standards and indicators should be developed with a national or service-focused strategy in mind to guide development. For example, the All-Wales Dementia Care Pathway of Standards is a post-diagnostic dementia service standard’s framework that contains a set of 20 quality standards and indicators which were developed with the aim of promoting partnership between agencies and stakeholders to support the Welsh Dementia Action Plan (DAP). 

[bookmark: _Hlk214002359]Standards should also be based on evidence about what people with dementia and their families want and value and provide a clear rationale for each quality standard or statement included (Improvement Cymru, 2021; NICE, 2019). For example, development of The Standards of Care for Dementia in Scotland Framework was guided by The Charter of Rights for People with Dementia and their Carers in Scotland and what people with dementia and their carers in Scotland identified as being important to them. The importance of drawing on evidence from people with dementia and their unpaid carers is further underscored by the NHS Greater Manchester Dementia and Brain Health Quality Standards framework (NHS Greater Manchester, 2024) which adopted a co-production approach to facilitate partnership working and promote diversity and inclusion with people with lived experience of dementia and their unpaid carers. As such, they provide helpful examples of how the voices and experiences of people with dementia and unpaid carers can be incorporated into overarching frameworks.

Another key point is that frameworks should contain standards applicable to all people with dementia and their unpaid carers and contain clearly defined quality indicators for each of these standards (Improvement Cymru, 2021; Scottish Government, 2011). Quality frameworks should also promote the inclusion of people from socially marginalised groups (Improvement Cymru, 2021; NICE, 2019; Scottish Government, 2011). The All-Wales Dementia Care Pathway of Standards provides a helpful example of how this can be promoted as each standard can be applied to all people being assessed, diagnosed and living with dementia and their unpaid carers and families. In addition, this example is also helpful for thinking about ways to enhance the inclusion of socially marginalised people as the standards can also be applied for those from Black, Asian and Other Minority Ethnic groups (BAME) with standards being clustered within four previously agreed overarching themes of accessibility, responsiveness, journey and navigation, and partnerships and relationships. Also of particular interest to this evidence review are their standards about accessibility which include ensuring that community meeting places, centres, or hubs are accessible and offer a safe, friendly environment that connects people with each other, with the wider community and with relevant services. 

In addition, the Scottish Government (2011) recommends quality standards be designed to promote and protect the rights of people with dementia and their unpaid carers and families and The Standards of Care for Dementia in Scotland Framework is unique in terms of its focus on promoting and protecting the rights of people with dementia and in ensuring that people with dementia are treated with dignity, respect and understanding (Scottish Government, 2011). Another unique and helpful feature of this set of standards which distinguishes it from the others is that the standards are written in person-first language from the perspective of someone with dementia or an unpaid carer for someone with dementia, which can help to promote a person-centred approach that encourages others to see the person first rather than to focus on their diagnosis or condition. 

[bookmark: _Hlk213880153]Standards frameworks should also provide clear guidance about how each quality standard or statement can be promoted and about how outcomes can be evidenced and measured. For example, the NICE (2019) Dementia Quality Standards contains clear guidance of how quality outcomes can be evidenced. 

[bookmark: _Hlk213887306]Four other documents reviewed presented additional recommendations for good practice for developing new quality standards frameworks and quality indicators in the dementia care and support context (Dequanter et al. 2020; Joling et al. 2018; Heckman et al. 2016; Bakker et al. 2022). Importantly, these documents all highlight the limited amount of evidence of the inclusion of service users in the development process of the majority of QI indicator sets and recommended greater involvement of service users in the development process. Also, according to Dequanter et al. (2020) and Heckman et al. (2016), who reviewed the available research literature on quality indicator development for dementia care, the best quality indicators are those developed using a participatory Delphi technique to obtain consensus and those that considered service user views. 

Another important recommendation was the need for ensuring that QI sets consider the efforts required to collect the necessary data to complete evaluation of the effectiveness of the QIs (Dequanter et al. 2020). Further recommendations for the development of a quality standards framework and QIs for post-diagnostic care and support drew upon evidence from the early-onset dementia context for implementation at the national and local levels and which suggested the establishment of a national knowledge centre with affiliated regional centres to coordinate coproduction with service users, their families, and service providers during the development stage and to help support translation of standards to the local context and improve collaboration (Bakker et al. 2022). 

Further details of the specific recommendations provided by each of these articles or the development of National Quality Standards, quality indicator frameworks and quality indicators is available is provided in Appendix 1.

Different approaches for co-producing new standards frameworks and quality indicators and their associated strengths and limitations

Fourteen documents outlined evidence about the different types of approaches that could be used to co-produce new standards frameworks and quality indicator sets and information about their associated strengths and weaknesses. While none of these evidenced approaches were used specifically in the context of dementia support services, approaches used in the health care service context and in the community development context beyond that of health and social care that could potentially be adapted for taking a bottom-up co-productive approach for dementia services have been included here. It also important to note that relatively little of the evidence available has involved adopting a co-productive approach with service users, particularly those with dementia and their unpaid carers. Each different type of approach identified and details of their associated strengths and weaknesses are discussed in turn below. In addition, a full summary of the different approaches identified in each of the articles reviewed, their key strengths and limitations (where identified) and on the facilitators and barriers to their implementation (where included) is also available in Appendix 2.

Participatory Delphi Approaches (Traditional Participatory Delphi)
[bookmark: _Hlk214003230]One type of participatory approach that can be used to co-produce quality standards frameworks and indicators and which involves combining the input of an expert advisory panel with systematic review of existing indicators is the participatory Delphi approach (Martin-Khan et al. 2013; Tate et al. 2022). This is often referred to as the ‘traditional’ participatory Delphi approach (Martin-Khan et al. 2013). Application of this approach, which has been widely used in the context of older people’s health care and transitions in care, first involves conducting a systematic review of the literature to develop a preliminary set of standards or indicators for expert review. In phase 2, 12-18 experts are invited to participate in an iterative consensus building process consisting of a series of face-to-face panel meetings to discuss the preliminary standards and indicators and rate each of them using a scale against agreed criteria, such as feasibility and relevance (Tate et al. 2022). After this, another meeting then takes place but an agreed percentage of the standards and indicators which receive the lowest scoring in the previous round are excluded from this round of discussion. According to Bieler et al. (2020), only the top 60% should progress to the next round. At the end of this next round, the experts vote on ones they would like to include. The chosen set can then be piloted, and the experts can review and revise their choices accordingly. 

One clear strength of this approach is that existing indicators can be drawn upon and used to form the basis of a new coproduced standards framework and associated indicators (Barrington et al. 2021). Another strength is that review of existing indicators can help identify weaknesses with and gaps in the existing indicators, which can be revised and addressed accordingly in the production of new ones (ibid). A key limitation of this approach is that because it tends to involve multiple rounds of panel meetings, the process can be time consuming and dropout rates can be high (ibid). To maintain continued engagement between meeting rounds, feedback should be provided between meetings (Tate et al. 2022). 

Moreover, the vast majority of the evidence available is focused on using professional experts in the participatory Delphi panel rather than including people with lived experience and/or experience using services (sometimes referred to as lifeworld experts) (Martin-Khan et al. 2013; Tate et al. 2022). Nevertheless, the more limited body of available evidence of including people who draw on care and support  suggests that it can also work well when using panels of people with lived experience only (Barrington et al. 2021) or in instances where panels consist of both professionals and those with lived experience (Niederberger and Sonnberger; 2025). However, an important consideration and barrier to involving people with lived experience alongside professional is that relatively few participants tend to feel comfortable openly debating and discussing their ideas alongside health professionals (Kötter et al. 2013).

When including people with lived experience in participatory Delphi approaches, care must also be taken to ensure that the language of the materials and survey rating forms is appropriate for the range of people involved and that they are given training to understand their role (Barrington et al. 2021; Niederberger and Sonnberger, 2025; Guillemot et al. 2024). This helps to prevent confusion and avoid the risk of participants rating too many outcomes highly (ibid). Strategies which may be helpful include ensuring that people agree what the standards and indicators mean prior to completing their ratings (Martin-Khan et al. 2013). This is particularly important when panellists may be unfamiliar with the language used to define standards and quality indicators (ibid). Care should also be taken to ensure that the wording does not unintentionally influence responses (Niederberger and Sonnberger, 2025). Recruitment through existing organisations/ services is also associated with lower drop-out rates (ibid). 

Furthermore, to ensure the final selection of quality standards and indicators are inclusive of the views of and relevant to a diverse population, it is important to explore response rates after all rounds of the process. If using a combined approach involving professionals and people with lived experience, Niederberger and Sonnberger (2025) recommend comparing responses between the two groups at each stage to ensure the views of those with lived experience are fully represented. Moreover, while it can be difficult to recruit participants from underrepresented population groups, the evidence suggests that, once recruited, retention of members of these groups remains high (ibid). Purposive sampling of panellists can ensure that the panel contains a diverse range of experts (Martin-Khan et al. 2013). Another way to ensure relevance to the wider community and other stakeholders, is to adopt Sheth et al.’s (2023) recommendation for all new quality indicators to be published for a 30-day public comment period and using feedback to revise indicators accordingly. It is also recommended that indicators should reflect the diversity of population who might access the service and the diversity of location and resources of services (ibid).

Participatory Delphi with QUALIFY Methodology
A variation of the traditional participatory Delphi approach that, although previously used in the professional expert context but which may also be particularly helpful for when drawing upon evidence from individual lived experience, is the use of the QUALIFY methodology. This was adopted to develop new quality indicators for the TraumaRegister DGU of the German Trauma Society (Bieler et al. 2020). Like with the traditional participatory Delphi, a review of existing indicators can be undertaken to identify helpful existing indicators as well as weaknesses and gaps. However, during the panel meetings, panellists are asked to evaluate the indicators individually based on their experience by completing an anonymised survey questionnaire. The results would then show which indicators were rated highly by the majority of people.

Mixed Method Participatory Delphi
[bookmark: _Hlk213958834][bookmark: _Hlk213970375]The approach uses a wider range of methods for capturing peoples’ views to further improve the representativeness of the agreed resulting standards and indicators (Kötter et al. 2013). This approach uses a combination of at least two of the following methods: focus groups; self-administered questionnaires; and individual interviews, prior to participation in panels and rating and voting on standards and indicators as part of the consensus building process. It has been successfully used with older people, unpaid carers, and family members regrading health care services (Kötter et al. 2013). Interviews are especially useful for obtaining participant ideas for new indicators and it is recommended that these be conducted early in the development process; and that an open-ended question format is used to ensure participants’ views can be collected independently of the interviewer’s agenda (ibid). While using closed questions is less time consuming, it also carries the risk of not allowing participants to contribute their own ideas in their own words. Self-administered questionnaires can be cheaper to implement but can lead to a greater risk of misunderstandings unless there is a possibility for participants to clarify questions immediately. Focus-groups can be particularly beneficial for sharing ideas amongst a diverse group, which can foster empathy but also comes with the risk that strong opinion holders will dominate discussions and influence the contributions of others (ibid). However, while each method comes with particular strengths and weaknesses, the most promising type of approach involves a combination of these methods to balance out the shortcomings of the individual strategies (ibid). 

Enhanced Participatory Delphi Approaches
Enhanced Participatory Delphi approaches can help overcome barriers associated with traditional Delphi approaches and further enhance inclusivity. An example of an enhanced participatory Delphi approach is provided by Brush et al. (2024) who describes how participants involved in developing new indicators completed two online surveys to provide feedback on the potential indicators. Survey findings were reviewed before a two-day face-to-face panel meeting. This meeting allowed experts to convey their perspectives and offer additional interpretations that could not be uncovered using the online surveys. Panellists were then presented with a range of indicators to rate, while the qualitative comments provided in the meetings were drawn upon to modify certain indicators or to decide whether some should be discarded. Panellists were then asked to rate the remaining items as “reflective” or “not reflective” of what the indicators on their own, and then another meeting to discuss the remaining indicators. 

This approach celebrates diversity by valuing mutual respect, power sharing, co-learning, and balancing research and action in the development process (Brush et al. 2024). It also helps bring perspectives together to create novel coproduced solutions (ibid). Unlike the traditional Delphi method which is limited in the extent to which diverse opinions can be expressed and discussed, the enhanced Delphi can be helpful for achieving a more in-depth, nuanced, and collective understanding of what participants find most meaningful and relevant (ibid). 

A different variation of this enhanced approach was outlined by Guillemot et al. (2024) where the approach was designed to include panel participants in the design of the knowledge sharing and consensus building activities too. Providing participants with the choice of deciding which methods to use and in what combination is therefore associated with greater empowerment as well as greater relevance of the outcomes chosen.

Virtual Combined Focus Group and Participatory Delphi Approach
Another version of the participatory Delphi approach that takes place online and which also enables people to participate in the consensus building process to a deeper degree is the Virtual Combined Focus Group and Participatory Delphi Approach described by Lamoureaux et al. (2024). Although it has not specifically been applied within the dementia support service context, the approach has been successfully used with a diverse range of non-professional participants and can be particularly beneficial for including people from across a vast geographic area (ibid). The approach involves three consecutive virtual focus groups in combination with surveys at the end of each iterative round. The surveys used in this approach also provides people with an opportunity to express their opinions in their own words too (ibid). However, a key barrier to using an online virtual approach is that it is dependent on participants having access to and confidence /support in using the required technologies. 

Participatory Action Research (PAR) Approaches
Participatory Action Research (PAR) approaches can be used when involving diverse stakeholders within the wider community context for collectively developing new quality indicators and standards and are associated with helping generate and enrich participant learning as well as devise outcomes for improving local services (Schulz et al. 2021). Participatory action approaches are especially helpful for bringing together multiple diverse voices to work together. A helpful example of a PAR approach is provided by Schulz et al (2021) who used a three-cycle workshop-based process as part of local community planning. Each workshop ran for 3-4 hours with a 1–3-week period between each. During these workshops, participants were asked to write responses, answers and comments on handouts provided during activities designed to draw out their perspectives, ideas, and concerns about the particular issues relating to the standards in question. These were collected at the end of each session and presented back to participants at the next workshop. The three workshops helped sensitise participants to the needs of other participants, as well as facilitate deeper engagement in the development process through greater critical discussion of the suggestions shared (ibid). 

PAR approaches can also produce a greater feeling of collective ownership over the outcomes generated (ibid) and better understanding of other stakeholder groups. However, one significant barrier to adopting such an approach for developing standards or indicators is that the amount of resources and time required to undertake the activities can present a barrier to continued involvement. 

Q-Method of Public Participation
The Q-Method is another participatory method that has been successfully used where participants include both professionals and members of the public with expertise from lived experience within the sustainable development context and offers an approach that could also be used in the dementia services context. The Q-Method helps combine public opinion with professional expertise to create a list of standards or indicators that are relevant to both groups. The approach first involves collection of opinions of those with lived experience from online meetings and analysis of these responses. From this, professional experts produce a list of preliminary indicators. Those with lived experience then evaluate these to select a final list of indicators that are meaningful and relevant for professionals and members of the public. 

This approach is associated with developing high quality, relevant indicators that meet the needs of both professional and non-professional experts (Doody et al. 2009). An important key strength of this method lies in its potential to overcome difficulties associated with both ‘top-down’ and ‘bottom-up’ approaches by elements of both. It also helps stimulate an inclusive approach by helping to bring together stakeholders from different sectors of society with different experiences to discuss standards and indicators from their own perspectives (ibid). However, this approach can be particular time consuming as additional time is required to prepare for interviews, complete data entry and arrange follow up work (Doody et al. 2009; Fairey et al. (2024) Outcomes can also reflect bias when population diversity is not sufficiently represented, while professional expert bias can also occur during the synthesis of responses (Doody et al., 2009)

Additional Strategies for People with Lived Experience 
Additional strategies recommended for when applying participatory-based approaches with diverse groups of members of the public were also identified during the review. Although no specific evidence was available of their use within the dementia support services context, these may nevertheless prove helpful for working with diverse groups, including those with memory, literacy and learning difficulties. The use of additional visual and non-visual methods to aid engagement, such as the use of photovoice and narrative storytelling using photographs, can be helpful for facilitating understanding of the participatory process and associated activities (Fairey et al. 2024; Gomes et al. 2023). This can also help draw out and make visible different understandings of a situation to help construct a more holistic picture of what matters most to participants (Fairey et al. 2024). The use of visual aids can also be used to facilitate the questionnaire during participatory Delphi round discussions to enhance understanding in situations where reading may present difficulties. All questionnaires and materials should also be provided in participants’ preferred language and format (Gomes et al. 2023). 
CONCLUDING DISCUSSION 

This review has explored the evidence around how to create quality standards frameworks and indicators. There is limited evidence for different methodological approaches in the dementia care and support context and particularly of involving people living with dementia as experts. Overall, however, the evidence available shows that the inclusion of people with lived experience is associated with the development of more meaningful and relevant standards and indicators. While no single approach exists for how best to develop new quality standards frameworks and indicators using coproduction processes, the evidence reviewed contains the following recommendations for how standards and quality indicators should be developed: 

· With a national or service-focused strategy in mind to guide development. 
· Using evidence about what people with dementia and their families value to provide a clear rationale for each quality standard or statement.
· In co-production with people with lived experience of dementia and unpaid carers as well as professionals.
· Containing standards applicable to all people with dementia and unpaid carers.
· Containing clearly defined quality indicators for each standard that can be evidenced and measured in ways that are not onerous.
· To promote access to services and support for people from socially marginalised groups and protect their rights, and 
· Be written in person-first language from the perspective of someone with dementia or an unpaid carer for someone with dementia.
The evidence in the review also highlights a range of methods that can be used to co-produce a quality framework and indicators. In selecting methods, consideration should be given to:

· The time and resources available.
· Keeping in touch with participants between activities, e.g., providing feedback between meetings.
· Presenting materials that are clear and understandable for the people who will be involved.
· Providing ongoing guidance about what is involved. 
· Recruiting participants through existing organisations/ services to improve diversity and retention.
· Consider using additional visual and non-visual methods to aid engagement and understanding, if appropriate.
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APPENDICES

Appendix 1

Summary of Recommendations from the Articles Reviewed for Developing Quality Standards Frameworks and Indicators

	Focus
	Recommendations

	[bookmark: _Hlk213887650]Developing National Quality Standards Guidelines (Bakker et al. 2022)

	· Establishment of a national knowledge centre to facilitate development and disseminate information to regional/local centres
· Establishment of communities of learning facilitated by the knowledge centre to translate findings to the local level
· Improve collaborative relationships at the regional/local level to facilitate a co-productive approach
· Use of a consensus-based approach to identify quality criteria and indicator sets
· Organisations affiliated with the knowledge centre can obtain hallmark recognition

	Establishing a Quality Indicator Framework (Heckman et al. 2016)
	· Use a consensus-based approach
· Use of Delphi methods
· If using surveys as part of the Delphi method include space for open-ended comments
· Clarify specific organisations’ roles and the need for collective responsibility
· Use of shared electronic data collection and management systems

	Developing new Quality Indicators (Joling et al. 2018, and Dequanter et al. 2020

	· Use of Delphi method as a consensus-building approach
· Inclusion of people with lived experience, including people with dementia, in the design and development process and in the process of evaluating the quality of services
· Documentation of how QIs were decided upon
· Explore whether existing QIs can be revised for inclusion
· Include QIs focusing on end-of-life care/support and continuity of care
· QIs for meaningful activities in the community should focus on optimising perception and reducing stigma, and on enhancing social participation and relationships. 
· Measurements of outcomes should include service user and carer perception and wellbeing measures. 
· All selected QIs should adhere to quality standards
· QIs should be well defined, specifying their purpose, the scientific and other evidence they are based upon, and be underscored by justification for their inclusion. 
· QIs should provide consistent and credible measurement quality
· Adoption of a risk adjustment process to account for case mix differences
· QIs should be measurable using readily available data or data that can be collected in way that is less resource and time intensive 
· Avoidance of generic QIs for measuring outcomes
· QIs should be piloted and reviewed before being formally endorsed. 
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Appendix 2
[bookmark: _Hlk205825764]Summary of the Approaches evidenced in each Document and the Key Strengths and Weaknesses and Important Facilitators and Barriers to their Implementation Identified. 
	Source
	Methodological Approach
	Strengths
	Limitations
	Facilitators
	Barriers

	Martin-Khan et al. 2013
	Traditional participatory Delphi approach
	· Consensus-based and evidence-based
	· Panel did not include those with lived experience
	· Use of Quality Standards to guide QI development
	· Not identified

	Bieber et al. 2020
	Traditional participatory Delphi approach, plus assessment via systematic QUALITY methodology
	· Consensus-based and evidence-based
· Consensus reached for most indicators
	· Not evidenced how it was implemented in practice
· Not inclusive of lived experience
	· Not identified
	· Not identified

	Sheth et al. 2023
	Traditional participatory Delphi approach 
	· Standardised approach that is easy to adapt and implement
	· Threshold for inclusion of potential indicators was very high
· Not inclusive of lived experience
	· Publication of new QIs for 30 days to invite comment from the wider public
· Use of risk adjustment to ensure validity
	· Not identified

	Kotter et al. 2013
	Mixed Method participatory Delphi approach
	· Inclusive and supports representation and capturing of all voices and perspectives
· Included evidence from lived experience
	· (In this study): lack of early involvement of participants in the process
· Retaining participants throughout the process
	· Information provision to improve participant background knowledge
· Ensuring participants represent population diversity 
	· Potential discomfort of people with lived experience in discussions on panels with experts

	Barrington et al. 2021
	Traditional participatory Delphi approach
	· Consensus-based
· Surveys can be widely electronically distributed
· Inclusive of lived experience/service users
	· Participants tend to rate survey options very highly
	· Recruitment of participants through formal organisations for improved rates of continuity
· Involvement of and efforts to recruit representatives from the most marginalised social groups
	· Not evidenced

	Tate et al. 2022
	Traditional participatory Delphi approach
	· Large panels (20 participants) to represent diversity 
· Systematic approach to achieving consensus
	· Panel did not include people with lived experience
	· Use of standardised reporting measures
· Providing feedback to participants between survey rounds 
	· Not evidenced

	Brush et al. 2024
	Enhanced participatory Delphi approach 
	· Enhances inclusivity of participation 
· Incorporation of face-to-face meetings allows participants to offer views and contributions 
· Panel involved professionals and those with lived experience
	· Not identified
	· Having a heterogeneous group of panellists according to ethnicity, geography, socio-economic background, and interests rather than a more uniform group.
· Use of broader interpretation of who counts as an ‘expert’
	· Not evidenced

	Schulz et al. 2021
	Participatory action approach combined with a House of Quality framework
	· Provides greater stakeholder ownership of outcomes
· Reduces siloed thinking 
	· Different organisations can require different performance indicators
	· Use of a workshop facilitator with knowledge of the context and the locality
	· Length of time required can present a barrier to continued involvement. 

	Doody et al. 2009
	Q-Method of public participation
	· Inclusive 
· Overcomes difficulties associated with both top-down and bottom-up approaches to indicator development
	· Not discussed
	· Not discussed
	· Not evidenced

	Fairey et al. 2024
	Mixed participatory methods approach, including the use of Photovoice
	· Fully inclusive and responsive to different ways of knowing
· Uses participants' perspectives of what is meaningful
	· The step between data gathering and analysis can lead to the risk of researcher bias and loss of intended meaning
	· Not discussed
	· Not evidenced

	Gomes et al. 2023
	Traditional participatory Delphi approach
	· Responsive to local needs
· Facilitates inclusion of a values-based approach to design
	· Risk of researcher bias during the synthesis stage
	· Use of visual aids can facilitate participant engagement
· Materials available in multiple languages
	· Can be time consuming and costly to implement

	Guillemot et al. 2024
	Traditional participatory Delphi approach but where participants coproduce the design from the bottom-up
	· Participants contribute to the study design
· Empowering approach
	· Not discussed
	· Training for participants
· Use of preferred means of communication
	· Not evidenced

	Lamoureaux et al. 2024
	Virtual (online) participatory Delphi approach
	· Inclusion of greater diversity of stakeholders and from a vast geographic area
	· Not discussed
	· Facilitators selected on basis of local and cultural familiarity and ability to speak the languages of participants
	· Requires access to internet technologies and confidence in or support for using these technologies

	Niederberger and Sonnberger 2025
	Traditional participatory Delphi involving participants with lived experience (lifeworld participants)
	· Inclusive
· Empowering
· Produces outcomes that are meaningful to participants in the context of their lives
	· Not discussed
	· Clear wording of processes
· Avoidance of content framings that can influence responses
· Making questions understandable to all participants 
	· Perception of institution conducting the process
· Timing of the study
· Contentiousness of the topic in question
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