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Abstract 

Background: There is a lack of an up-to-date body of evidence and a comprehensive 

overview concerning literature on quality indicator development for dementia care. 

Therefore, we systematically reviewed recent literature and formulated recommendations for 

future research. 

Methods: PubMed, CINAHL and The Cochrane Library were searched for studies describing 

quality indicator development or redefinition for dementia care (from first symptoms until 

admission to long-term care), published from 2008 to May 2019.  

Results: We included a total of seven articles, comprising of 107 quality indicators. The 

majority of publications originated from Europe. These applied to outpatient care, primary 

care and end-of-life care. Most quality indicators referred to care processes. Several care 

domains were determined by the authors, ranging from screening and assessment to end-of-

life care. The methodological quality of the quality indicator sets differed considerably. The 

quality indicator sets with the best methodological quality were developed using expert 

evaluation or a Delphi technique. 

Conclusions: It can be concluded that a reasonable amount of quality indicators for assessing 

and optimising community dementia care exists, however further development and 

methodological improvements of these quality indicators are necessary. Involvement of 

people with dementia and caregivers in the development process and a broader focus 

including community oriented next to medically oriented quality indicators are examples of 

potential improvement measures. 

Keywords 

Dementia care, quality indicator, quality assessment, systematic review.  
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Introduction 

With nearly 10 million new cases every year, dementia prevalence is growing in fast pace1. 

Since no curative treatments are currently available, policy emphasis should be on living well 

with dementia2. To effectively achieve this, dementia care needs to be optimised. Accurate 

detection and diagnosis, treatment and rehabilitation, and orientation towards home care and 

end-of-life-care are examples of health-care services that must be taken into account when 

optimising care3. 

To improve the quality of dementia care, the quality of care needs to be effectively assessed. 

Quality indicators (QIs) are measurable elements of practice performance that offer the 

possibility to gain insight into the quality of care, and to optimise it4. These indicators are 

based on evidence or consensus, are explicitly defined and evaluate the quality of care in a 

consistent (reliable) and credible (valid) manner. Moreover, high-quality indicators are 

acceptable, feasible  and sensitive to changes in the quality of care4. Depending on the focus, 

three types of indicators can be distinguished5. Process indicators describe the care activities 

undertaken, e.g. the patient’s activities in seeking and carrying out care, as well as 

practitioner’s actions in making a diagnosis or implementing treatment. Outcome indicators 

denote the effects of care on the patient health status, e.g. improved quality of life or 

satisfaction with care. Lastly, structure indicators measure elements of the settings in which 

care occurs, including material resources, human resources and organisational structure. The 

development of QIs should be based on systematic methods including scientific evidence 

from empirical studies4. 

In the domain of dementia research, literature concerning QI development for dementia care 

is not new6, 7. Solomon et al. (2003) even generated QIs specifically for assessing the quality 

of care of people with severe or advanced dementia8. However, to our knowledge, no recent 

reviews on this subject have been conducted in the last decade. The lack of an up-to-date 
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body of evidence and a comprehensive overview of this field is a potential barrier for QI 

implementation and thus, for dementia care optimisation. Hence, continuous development 

and refinement of QIs is important for practice. In Belgium, the Flanders Centre of Expertise 

on Dementia (FCED) has recently extended the global action plan of the World Health 

Organization (2017)(WHO) to a reference framework of qualitative practices for quality of 

life, housing and care for people with dementia9. To facilitate efficiency of evidence-based 

care and joint-decision making, dementia care pathways need to be developed for this 

specific population10. Therefore, systematic identification of QIs for care processes ranging 

from early symptom detection to institutionalisation is important. Accordingly, the present 

study’s goal is to systematically review recent literature on the subject of QI development or 

redefinition for dementia care and to formulate recommendations for future research. 
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Methods 

Search strategy 

This systematic review was performed according to recommendations in the Preferred 

Reporting Items for Systematic Reviews and Meta-Analyses [PRISMA] statement11 

(Supplementary file S1). Two reviewers independently searched PubMed, CINAHL and The 

Cochrane Library to identify relevant studies published from January 2008 to May 2019 

based on a combination of the following search terms: ("Quality Indicators, Health Care" OR 

"Quality Measure" OR "Quality Criterium" OR "Quality Assessment" OR “Healthcare 

Quality Indicator” OR “Quality Indicators” OR “Health Care Quality” OR “Process 

Assessment” OR “Treatment Outcome” OR “Quality of Nursing Care” OR “Care 

Performance” OR “Care Outcome” OR “Quality”) AND ("Home Care Services" OR “Home 

Care Services/Organization and Administration” OR “Community Care” OR “Primary Care” 

OR Home Care Services” OR “Domiciliary Care” OR “Formal Home Care” OR “District 

Nursing” OR “Home Care” OR “Domestic Health Care” OR “Home Care Agencies” OR 

“Home Care Aides” OR “Home Health Aides/Organization and Administration” OR “Long 

Term Care” OR "Community Health Services" OR "Genetic Services" OR "Mental Health 

Services" OR "Nursing Care" OR "Patient Care" OR "Preventive Health Services" OR 

"Delivery of Health Care" OR "organization  and  administration" OR “Health Services for 

the Aged” or “Ambulatory Care Facilities”) AND ("Dementia"). Furthermore, included 

studies were manually searched to identify additional relevant references. 

Eligibility criteria 

Studies were considered based on the following criteria: (1) written in English, French or 

Dutch (2) focused on the development or redefinition of QIs for the evaluation of care for (3) 

persons with dementia (≥50 years old), from first symptoms until total care support 
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(institutionalisation). Studies were excluded if they (1) described QIs for residential or 

inpatient care, (2) were of the following publication types: letters to the editor, comments, 

conference abstracts or notes, and/or (3) were published before 2008, to focus on the most 

relevant and recent literature and minimize outdated publications. 

Data extraction 

Data was extracted independently by two authors (SD, MF) to an evidence table. In case of 

conflicts, a third reviewer (RB) could be consulted to reach consensus. The evidence table 

was based on Joling et al. (2018) and consisted of the following categories: author, year, 

country, setting, care domain (if applicable more than one domain per QI was accepted), 

description, numerator, denominator, indicator type (structure, process or outcome) and if 

applicable: exclusion criteria, performance standards and original sources. 

Methodological assessment 

The methodological assessment of the QIs was performed using the Appraisal of Indicators 

through Research and Evaluation (AIRE) Instrument12. This instrument includes 20 items 

addressing four quality domains of QIs: purpose, relevance and organisational context; 

stakeholder involvement; scientific evidence; and additional evidence formulation and usage. 

Each item is scored on a 4-point Likert scale ranging from 1 (the criterion has not been 

fulfilled or no information was available) to 4 (the criterion has been fulfilled). Two 

reviewers independently performed the scoring. Mean domain scores, reported as 

percentages, were calculated for each domain. using the following formula: ((total score - 

minimum possible score) / (maximum score - minimum possible score)) x 100%. Scores 

above 50% demonstrate good methodological quality. Although these domain scores are 

good indicators of the methodological quality of the studies, they were not used as a formal 

exclusion criterion. 



QUALITY INDICATORS FOR COMMUNITY DEMENTIA CARE   
 

7 
 

Results 

Selection of articles 

A total of 2932 publications were identified. After removing duplicates, 2344 publications 

were eligible for screening. Figure 1 depicts the PRISMA flow diagram of the systematic 

selection process. Of these 2344 records, 2305 were excluded based on title or abstract 

content. A total of 39 records were screened by full-text on eligibility. Thirty-three were 

excluded because no QIs were defined (n=24), another population (n=3) or setting (n=4) was 

targeted, or because of the publication type (n=2). One additional publication was identified 

through reference tracking. In total, 7 publications were included in this review consisting of 

7 QI sets comprising 107 QIs. 

[ Insert Figure 1 here ] 

Characteristics of the quality indicator sets 

Table 1 shows an overview of the included publications with their most important 

characteristics. The majority originated from Europe, more specifically from The Netherlands 

(n=3), Belgium (n=2) and Denmark (n=1). One study originated from Canada. In our 

selection, primary care (n=2) and memory clinic outpatient care (n=3) are represented. Two 

studies generated QIs for a broader range of dementia care services. Of these studies, two 

were specifically oriented towards quality assessment for end-of-life dementia care13, 14. The 

QI sets of two studies were partially based on QIs developed in another study of our sample: 

the QI set of Draskovic et al. (2008)15 was used by Perry et al. (2010)16 which in turn was 

used by Heckman et al. (2016)17. Therefore, considerable overlap in QI set content existed. 

The QI sets were developed based on guidelines18-23, QI development studies7, 15, 24-27 and on 

a few intervention studies28-30. One of the selected publications developed their QI set based 

on expert clinical opinion31. The QI set generated by De Schreye et al. (2017)13 formulated 
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QIs using retrospective medical health record data (i.e. number of people with Alzheimer’s 

disease who died). All other studies generated QIs that measure dementia care quality using 

data that can be collected prospectively. We classified QIs into one or more of the following 

six domains: (1) screening and assessment; (2) diagnosis and treatment; (3) psycho-social 

aspects; (4) follow-up and continuity of care, (5) structure of care and (6) end-of-life care. 

[ Insert Table 1 here ] 

Characteristics of the quality indicators 

The Excel spreadsheet (Supplementary file S2) shows the 107 QIs including their main 

characteristics. The majority of QIs referred to processes of care (n=94 or 87.9%), followed 

by structure (n=10 or 9.3%) and outcomes of care (n=3 or 2.8%). Therefore, the majority of 

total assigned domain labels (total n=169) were allocated to process QIs (n=150, 88.8%), 

followed by structure (n=14, 8.3%) and outcome (n=5, 3.0%) QIs (Table 2). One fifth of the 

indicators (n=33, 19.5%) were associated to ‘screening and assessment’, including cognitive 

and physical examination of the older adults, as well as assessment of caregiver burden. A 

quarter of the QIs were assigned to the domain ‘diagnosis and treatment’ (n=42, 24.9%). 

These QIs concerned disclosure and communication of the diagnosis, as well as 

pharmacological and psychosocial interventions and the registration of personalised care 

plans. ‘Psycho-social aspect’ labels (n=21, 12.4%) occurred most frequently associated to the 

domains ‘screening and assessment’ and ‘diagnosis and treatment’, and served to assess the 

degree of involvement of the older adult or caregiver in these processes, as well as formal 

examination of their emotional well-being and satisfaction levels. Another fifth of our QI 

sample was associated with ‘end-of-life care’ (n=33, 19.5%). The majority of these QIs were 

reported in the study of De Schreye et al. (2017)13. Indicators related to ‘follow-up and 

continuity of care’ (n=30, 17.8%) and ‘structure of care’ (n=10, 5.9%) were the least 

prevalent in our sample. Follow-up and continuity of care mainly denoted patient-
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centeredness of care and cooperation between outpatient and primary care. Structure of care 

denoted policy and staff related aspects of care. Table 2 also presents the QIs per domain 

across the different care settings. No important differences with regard to total QIs or to 

allocated domain labels emerged between the different settings.  

[ Insert Table 2 here ] 

Methodological quality of the quality indicators 

The QI sets differed considerably on the level of information provided on the methodology. 

Table 3 presents the methodological characteristics of the QI sets as assessed with the AIRE 

instrument. Overall, the QI sets scored best on the quality domain ‘Purpose, relevance and 

organisational context’ with scores within the high quality level (i.e. a score of 50% or 

higher) for all publications. In this domain, items 1 (the purpose for which the indicator has 

been developed is clearly described), 2 (the criteria on the basis of which the subject of the 

indicator has been chosen have been specifically described) and 3 (the organisational 

relationship to which the indicator relates is specifically described) obtained particularly good 

scores, ranging from average to high, in contrast to item 4 ( the quality domain to which the 

indicator relates is specifically described) and item 5 (the nature and extent of the care 

processes to which the indicator relates are specifically described and defined) for which 

differences exists between high scoring studies13, 17, 32 and low scoring studies15, 16, 31. With 

regard to the domain ‘Stakeholder involvement’, clear differences exist for items 6 and 7 ( 

‘the group developing the indicator includes individuals from relevant professional groups’ 

and ‘all relevant stakeholders have been involved at some stage of the development process’ 

respectively) between low-scorer Johannsen et al. (2011)31 and the high-scoring other 

publications13, 15-17, 32. The QI set developed by Miranda et al. (2018)14 scored high on item 6 

because an international expert panel was involved, but scored low on item 8 because the its 

composition was not further specified. Formal endorsement of the indicators (item 8) was 
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absent in all QI sets. With the exception of Miranda et al. (2018)14, all QI sets scored 

relatively poor on the domain ‘Scientific evidence’. This is reflected in the average to below 

average scores for items 9 (the use of systematic methods to search for scientific evidence) 

and 10 (the indicator is based on an evidence-based guideline), especially for Johannsen et al. 

(2011)31 and Heckman et al (2016)17. In contrast, De Schreye et al. (2017)13 and Miranda et 

al. (2018)14 scored high on these items. Moreover, only the more recent publications13, 14, 17 

contained a critical appraisal of the supporting evidence (item 11). Methods used to develop 

the QI sets included a Delphi procedure13, 15-17, 32, suggestion31 or evaluation by expert 

opinion14. Regarding the domain ‘Additional evidence, formulation and usage’, most of the 

publications clearly defined the numerator and denominator of the QIs (item 12). However, 

only two publications13, 14 considered strategies for risk adjustment (item 14). With the 

exception of Johannsen et al. (2011)31, the QI sets scored above average to high on validity 

(item 15) but only three studies14-16 reported on reliability (item 16). Moreover, only half of 

the studies14-16, 32 considered the discriminative power (item 17) of the QIs and have 

sufficiently piloted their QIs in practice (item 18). Efforts needed for data collection were 

only considered by three publications13, 31, 32 and specific QI presenting and interpretation 

instructions were only present in four publications13-15, 31. To conclude, none of the included 

QI sets scored high on all domains. The highest obtained domain scores were observed for 

domain 1 and for studies that used a Delphi procedure13, 15-17, 32 or evaluation by expert 

opinion14.  

[ Insert Table 3 here ] 
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Discussion 

The present study identified seven QI sets consisting of 107 QIs for community dementia 

care. QIs were generated for outpatient care, primary care, end-of-life care and dementia care 

in general. Similarly to other reviews, most QIs referred to processes of care33. No consensus 

exists about the preferred QI type to assess the quality of care33, 34, since all types of 

indicators have the potential to provide valuable information about the quality of care. The 

selection of the indicator type mainly depends on the study perspective5, 34. It is assumed that 

a broader perspective (not only targeting care providers but patients/payers as well), results in 

more useful outcome indicators. This can explain why certain studies involving informal 

caregivers in the QI development process generated outcome QIs15, 16 whereas other studies 

did not13, 17, 31, 32.  

The identified QIs covered most dementia care domains as defined in the global action plan 

by the WHO3, with the majority of them referring to processes of screening of cognitive and 

physical functions and of caregiver burden. QIs referring to diagnosis and treatment made up 

the majority. These referred to diagnosis disclosure, discussion of pharmacological and 

psychosocial intervention options and the registration of personalised care plans. A 

reasonable amount of QIs focused on psycho-social aspects of dementia care, such as the 

degree of involvement of the older adults and caregivers in the care processes, and the 

assessment of their well-being and satisfaction with care. Although previously developed QI 

sets have already focused on caregiver support and screening for depression in people with 

dementia6, 7, it is important to keep implementing these in practice3. Ambulatory end-of-life 

care for people with dementia was also covered in our sample. Indicators that referred to this 

care domain mainly concerned practices for withdrawing unnecessary life-sustaining 

interventions (e.g. diagnostic testing, pharmacotherapy, surgery, reanimation), continuity of 

care (e.g. hospital admissions and transfers to specialised end-of-life care facilities), comfort 
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care (e.g. pain management) and family communication and support. Despite the limited 

emphasis on formal registration of needs and preferences of people with dementia, only one 

explicit reference to advance care planning was made17. However, end-of-life care is 

considered a core component in the dementia care continuum3 and should therefore be 

integrated in QI sets for community dementia care as well. QIs referring to follow-up and 

continuity of care and structure of care were amongst the least common in our sample. 

However, in order to realise a coordinated and efficient care pathway, dementia care should 

be person-centred and integrated3. Therefore, these care domains should not to be neglected 

when optimising dementia care. Furthermore, we were able to identify a few QIs highlighting 

the importance of supporting meaningful activities15, 32. From a community care perspective, 

other objectives could be of value for the practice of good dementia care in addition to 

personalised care plans9. These include focusing on optimising perception and reducing 

stigmatisation, stimulating social participation, supporting social relationships and ensuring 

an autonomy facilitating and culture-sensitive environment. When generating or applying QIs 

for dementia care, these community-oriented care aspects should be considered as well. 

The methodological quality of the included QI sets varied considerably. Overall, the included 

studies succeeded in sufficiently describing the purpose, aim and relevance of the presented 

QI sets. However, the scientific evidence on which the QI sets were based was mostly poorly 

described. Only the more recent studies subjected the scientific evidence base of their QI sets 

to critical appraisal. This evaluation is highly recommended to maximise the validity and 

reliability of QIs, and therefore, to enhance the value of the implementation of the QIs in 

practice. The studies with the best methodological quality were these using expert evaluation 

or a Delphi procedure to develop their QI sets. This last procedure is currently considered the 

golden standard to select QIs and classify them based on relevancy35. Despite the presence of 

more relevant stakeholder groups in the selected Delphi studies, only two of these studies 
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involved informal caregivers in the QI development and none of the studies included people 

with dementia themselves. This is not in line with guidelines on the inclusion of people with 

dementia and their informal caregivers in design, development, provision and evaluation of 

care services18. Further research targeted at QI development for dementia care should focus 

on including these stakeholder groups. Only a limited number of studies formulated QIs that 

are ready for implementation, e.g. due to the lack  of defined numerators and denominators. 

Although these could be deduced from the descriptions of the QIs, this impedes the direct 

implementation of the QIs. Moreover, the lack of risk adjustment strategies to account for 

case-mix differences is an important limitation for the implementation of outcome indicators, 

because patient outcomes are also determined by certain patient characteristics such as 

impairment level34. Since people with dementia are a heterogeneous group, the lack of 

strategies for risk adjustment could result in incorrect conclusions when evaluating the 

quality of care. Lastly, the included studies insufficiently focused on the efforts needed for 

collecting the necessary data for the QI evaluation. Specific interpretation instructions (i.e. 

through use of performance standards) were also missing in most of the identified 

publications. These limitations can result in additional barriers to implement these QIs in 

practice.  

Overall, it can be concluded that the QIs generated by the studies with the best 

methodological quality are the most likely to be successfully implemented in practice36. The 

QIs generated by the methodologically poor studies still have the potential  for 

implementation, but should first be developed further. Future research and development of 

these QIs should involve people with dementia and caregivers as experts in Delphi-consensus 

procedures, and incorporate more community oriented care domains. Since considerable 

overlap in QI set content exists, it is recommended to adapt and further develop existing QI 

sets.  Inclusion of risk adjustment strategies for outcome QIs needs to be encouraged as well. 
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Lastly, after successfully piloting the QIs, their formal endorsement should be a next step 

towards implementation. 

This systematic review is the first to provide a comprehensive review of the more recent 

research on quality of community dementia care. Next steps could consist of integrating the 

present study’s findings into the systematic development, implementation and evaluation of a 

dementia care pathway. However, some limitations must be acknowledged. Although we 

used relatively unrestricted inclusion criteria and reference-checked all included publications, 

some QI sets could have been missed, e.g. those written in languages other than English, 

French or Dutch, or those that were not included in the literature databases. However, we 

assumed that most well-validated and reliable literature would be published in peer-reviewed 

scientific journals. Moreover, we used a publication date filter to select for the most recent 

and relevant publications, which also might have led to missing some relevant QI sets. 

Furthermore, the AIRE instrument mainly stresses developmental aspects of QI sets. Since 

these aspects were frequently underreported in our sample, this might have led to the 

underestimation of the methodological quality of these studies. Lastly, the observed overlap 

between QI sets could have led to selection bias.  

To conclude, the present study was able to contribute to the research on dementia care quality 

assessment. It provided an overview of the most relevant peer-reviewed studies in the field of 

QI development for dementia care and resulted in recommendations for future dementia 

research. Despite the overall moderate methodological quality, our findings show that a 

reasonable amount of QIs covering most of the dementia care domains exists. These QIs can 

be implemented in practice on the condition that they will be developed further. People with 

dementia and their caregivers could substantially contribute to QI development and should 

therefore be involved as stakeholders. QIs that are more community care oriented could have 
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added value, but are currently lacking. The results of this study can be integrated into the 

further development, endorsement and implementation of a dementia care pathway. 
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Key points 

• This review identified 107 QIs for community dementia care. 

• The methodological quality of the QI sets was moderate. 

• People with dementia and informal caregivers are insufficiently involved in QI 

development. 

• Most of the dementia care domains are covered, however, less medically oriented QIs 

are lacking and need to be developed. 
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