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Editorial on the Research Topic
Improving the quality of outcome measurement for adults with disabilities receiving community-based services



Most of us, regardless of whether we have a disability, desire to live lives that are characterized as being of high quality. The extent to which people with disabilities are able to live the types of lives they desire is often far more dependent on the availability and effectiveness of the paid and unpaid support they receive from others than for the general population. The capacity to monitor the extent to which the quality of life of people with disabilities reflects their personal goals and dreams and is comparable to that of individuals without disabilities is critical if we are to understand the extent to which community-based services are doing what they are intended to do. Outcome measures are needed that are person-centered and longitudinal to assess various aspects of life as well as the quality of support service recipients receive. These measures need to be sufficiently sensitive to change that the impact of policy, funding, and programmatic changes on the outcomes people experience can be determined over time. They would also preferably have the capacity to be used with different disability populations who receive community support, including people with intellectual and developmental disabilities (IDD), physical disabilities, mental health challenges, traumatic brain injury (TBI)/acquired brain injury (ABI), and age-related conditions.

To be confident that outcome measures associated with community-based services can adequately assess both quality of services and the outcomes people with disabilities experience, data are needed with respect to their reliability, validity, and sensitivity to change. Indicators of quality and unmet support needs as directly perceived by service recipients must be considered paramount when developing, administering, and interpreting results based on these measures. Attempts to formulate frameworks to guide measure development and measure evaluation have not been restricted to the United States and have been underway in many countries for some time now. However, there has been limited collaboration between measure developers internationally.

This special issue of Frontiers in Rehabilitation Sciences: Disability, Rehabilitation, and Inclusion is designed to fill this gap in understanding the current landscape of measurement approaches used to assess the quality of services and life outcomes of adults with disabilities in the context of community-based services and support. In this special issue on Improving the Quality of Outcome Measurement for Adults with Disabilities Receiving Community-Based Services, we focus on different components and approaches to outcome measurement in 12 original articles from the United States and worldwide.

Utilizing a global perspective, Swenson provided a historical and philosophical context for outcome measurement targeting people with disabilities. She reminded us of the importance of measuring the outcomes from a human rights perspective, understanding that outcome measurement is inherently holoscopic or carefully focused on a certain aspect of the person's functioning or support and therefore in many ways biased.

Several articles highlighted the importance of measuring the quality of community-based services using specific outcome measures. Using data from the US-developed Personal Outcome Measures and Basic Assurances, Friedman investigated how the quality of service provision at different levels (individual, organizational, and environmental) contributes to personal outcomes people with IDD. Bradley and Hiersteiner provided a historical overview of the US-based National Core Indicators-IDD In Person Survey, a tool that most US states use to measure service quality and point out the need for periodic evaluation of such measures to determine their continued utility and validity.

In Ireland, Burke et al. reported on using the Personal Outcome Scale with people with intellectual disabilities (IDs) receiving services in community-based settings to examine the psychometric properties of the measures and the quality of life outcomes experienced by this population.

Articles from Norway, Germany, and the United States point to the shortcomings of the current outcome measurement approaches to service quality. Tøssebro et al. reported the results of their study in Norway on the motivations for outcome measurement, highlighting administrative needs and demands and the ambiguous impact of such measurement on service quality. Rohrmann and Schaedler discussed outcome measurement for people with disabilities in the context of Germany's rather rigid system of services and propose to conceptualize quality assessment as “local quality dialogues for collective learning.” Riesen et al. pointed out the inadequacies of traditional outcome measures when assessing employment outcomes for people with the most significant disabilities.

Several articles provide concrete suggestions for modernizing and improving outcome measurement for people with disabilities. In the United States, Bogenschutz et al. reflected on their Virginia Costs and Outcomes Project to point out the importance of utilizing existing linked large datasets, using advanced data analytic techniques, and including the voices of people with disabilities themselves for a comprehensive measurement approach. Caldwell and Machledt made policy-guided recommendations on improving outcome measurement in the context of Home and Community Based Services (HCBS), including establishing a regular stakeholder input mechanism, improving the approach to data collection, and requiring transparent public reporting. Roberts and Abery discussed the historical absence of person-centered approaches to measuring the outcomes of people with disabilities, largely due to the application of the medical model to this population. They described the importance of and ways in which measures can and have recently been designed to reflect the person's experiences with and perspectives on their services and life outcomes.

Two articles take on specific topics within the theme of outcome measurement. Beadle-Brown et al. reported on the results of their mapping of outcome measures of service quality onto transition domains for youth with disabilities. Houseworth et al. discussed the role of risk adjustment in HCBS outcome measurement, identified commonly used risk adjustors, and proposed risk adjustors for consideration when measuring the outcomes of people with disabilities to increase measurement precision.

The topics of this special issue were authored by professionals with extensive experience in policy and practice across different service systems and contributed to the field of outcome measurement in several ways. Some articles focused on defining service quality and the life outcomes people with disabilities experience as part of a broader community. Other articles provided a historical, geographic, and/or policy context for outcome measurement and pointed to existing issues and areas for needed improvement. These include the need for person-centered measures , are capable of being used longitudinally and have adequate sensitivity to change, can be used with multiple disability populations, and possess sufficient psychometric precision (i.e., reliability and validity) to be used in the context of their intended decision-making contexts, and minimize bias.
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Background: Quality of life is multidimensional—influenced by individual, organizational, and environmental factors. As such, when examining personal outcomes, it is also important to consider meso and macro factors that contribute to people with intellectual and developmental disabilities' (IDD's) quality of life. While it is widely acknowledged that organizational factors contribute to people's quality of life, there is less research directly examining how the quality of human service providers contributes to people with IDD's personal outcomes. For these reasons, the aim of this study was to explore the relationship between provider quality and people with IDD's personal quality of life outcomes.

Methods: Using a multilevel linear regression we analyzed secondary Personal Outcome Measures® (personal outcomes) and Basic Assurances® (provider quality) data from 2,900 people with IDD served by 331 human service providers.

Results: People with IDD's personal outcomes, regardless of their support needs or other demographics, were significantly impacted by the quality of the human service providers they received services from—the higher the quality of the provider, the more personal outcomes they had present. In addition, the following demographic covariates were correlated with personal outcomes: gender; race; complex support needs; residence type; and organizations that offered therapy services.

Discussion: While quality improvement initiatives may require a great deal of cost and time commitment from providers, our findings suggest the effort translates to improved personal outcomes among people with IDD. The ultimate goal of service providers should be improvement of quality of life among those they support.

Keywords: people with intellectual and developmental disabilities, personal outcomes, quality of life, quality improvement, human service providers


BACKGROUND

Quality of life is based on “common human experiences and unique, individual life experiences” [(1), p. 462] while also giving “sense of reference and guidance from the individual's perspective, focusing on the person and the individual's environment” [(2), p. 2]. Disability quality of life measures were originally developed to examine the “burden” of disabilities (3); however, in recognition that the person, family, community, and society all impact quality of life, disability quality of life measures have since broadened to examine physical, material, and emotional well-being, relationships, personal development, rights, inclusion, and self-determination (4). As such, in contrast to process measures that often focus on compliance and regulations, disability quality of life measures should focus on an individualized person-centered definition of quality of life, also called personal outcomes (5). In fact, the Centers for Medicare and Medicaid Services (CMS) reinforced the importance of personal outcomes with the implementation of the Medicaid HCBS settings rule (CMS 2249-F/2296-F); CMS (6) explained, the HCBS Settings Rule would “establish a more outcome-oriented definition of home and community-based settings, rather than one based solely on a setting's location, geography, or physical characteristics” (p. 2).

Quality of life is multidimensional—influenced by individual, organizational, and environmental factors (7–10). Therefore, it is important when examining personal outcomes to also consider meso and macro factors that contribute to people with intellectual and developmental disabilities' (IDD's) quality of life. In fact, Simões and Santos (7) note, “it can be said that quality of life may have less to do with a presence of an ID [intellectual disability] and more to do with the opportunities that improve individual's participation in community-based settings. Thus, the supports have a crucial influence on individual's quality of life” (p. 391).

Organizational characteristics and factors, related to the services people with IDD receive and their human service provider/s, contribute to people with IDD's quality of life (10, 11). Examples of organizational factors that can impact people with IDD's personal outcomes include: staff qualifications, satisfaction, leadership, and turnover; residence types and sizes; day activities; organizational culture; person-centered practices; organization size; and locations of service delivery (7, 8, 11, 12). For example, Claes and Van Hove (10) found when staff involved, included, and empowered people with ID, their personal outcomes improved. Moreover, Gómez et al. (8) found differences in personal outcomes among people with disabilities based on not only their individual characteristics, but also the types of services they received. In addition, Flynn et al.'s (11) meta-analysis revealed Active Support—staff training about engagement, independence, and self-determination—lead to increases in the overall engagement of people with ID.

In fact, quality IDD services can be defined by the degree to which human service organizations promote and maximize personal outcomes (5, 13, 14). While quality IDD services used to be defined in relation to compliance, regulatory standards, and organizational processes, there has since been a shift to recognizing quality as “responsiveness to people's outcomes… [and] the continuous discovery and fulfillment of [people with IDD's] needs and desires” [(13), p. 295–300]. Moreover, the United States Department of Health and Human Services notes, “Quality is directly linked to an organization's service delivery approach or underlying systems of care… resources (inputs) and activities carried out (processes) are addressed together to ensure or improve quality of care (outputs/outcomes)” [emphasis original; (14), p. 1].

While it is widely acknowledged that organizational factors contribute to people with IDD's quality of life (4, 7–9, 13), to our knowledge, there is little research directly examining how the quality of human service providers contributes to people with IDD's quality of life—their personal outcomes. For these reasons, the aim of this study was to explore the relationship between human service provider quality and personal quality of life outcomes of people with IDD. To do so, we analyzed data from 2,900 people with IDD served by 331 human service providers.



MATERIALS AND METHODS


Data and Participants

This was a secondary data analysis. All data were originally collected from between January 2015 to August 2021 from organizations that provide services to people with IDD, including: residential services; employment and other work/day services; family and individual supports; behavioral health care; service coordination; case management; non-traditional supports (micro-boards and co-ops); and human services systems. The data included 2,900 people with IDD served by 331 human service providers.

Two levels of data were included in the study: level 1 was individual people with IDD, while level 2 was human service providers. In terms of level 1, the average age of people with IDD was 44.79 (SD = 16.26; Table 1). Slightly more than half of the people with IDD were men (54.7%). Most participants were White (75.7%) and communicated primarily through verbal/spoken language (84.7%). The most common form of decision-making authority (guardianship) was full/plenary guardianship (41.9%), with fewer people having independent decision-making (32.4%), assisted decision-making (22.9%), or other forms of decision-making (2.7%). In terms of complex support needs, 9.3% of people with IDD had complex medical support needs (12+ h of skilled nursing care), 18.2% comprehensive behavior support needs (24-h supervision due to risk of harm), and 7.0% both support needs. About half of participants (47.5%) lived in provider owned- or operated-homes; the next most common settings were their own home (22.5%), and family homes (16.6%).


Table 1. Demographics.
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In terms of level 2 demographics, the 331 providers supported an average of 796.52 unduplicated people (SD = 1,163.32). About half (51.8%) provided services in both urban and rural areas, 34.1% in only rural areas, and 14.0% only urban areas. The most common types of services they provided were: community-based employment (85.6%); staffed residential supports (76.3%); community-based day activities (69.6%); and, in-home supports (66.6%). All of the individual (level 1) and provider (level 2) demographic variables served as covariates in the analyses.



Measures and Variables
 
Personal Outcomes: Personal Outcome Measures® (Level 1: Individual)

Data about people with IDD's quality of life—their personal outcomes—came from the Personal Outcome Measures® (15). The Personal Outcome Measures® is a validated, person-centered quality of life tool (16). The Personal Outcome Measures® was developed in 1993 based on focus groups with people with disabilities, family members, and other key stakeholders about what really mattered in people with disabilities' lives. The tool has since been refined through pilot testing, commission of research and content experts, a Delphi survey, feedback from advisory groups, validity and reliability testing, and 30 years of administration (13, 15, 16). For example, the most recent validity testing used a principal component analysis to indicate construct validity and internal consistency (16). In addition, interviewers are required to pass interrater reliability tests with expert interviewers with scores of 85% or higher before being certified to conduct interviews.

The most recent version of the Personal Outcome Measures® (2017) includes 21 indicators (areas of quality of life; see Table 2) organized into five factors: My Human Security; My Community; My Relationships; My Choices; and, My Goals. Personal Outcome Measures® administration occurs in three stages. During the first stage, a certified reliable interviewer has an in-depth conversation with the person with IDD about each of the indicators, following specific open-ended prompts. Next, the interviewer speaks with someone who knows the person with IDD well and knows about their organizational supports, and asks them questions about individualized supports and outcomes to fill in any gaps. In the third and final stage, the interviewer may participate in observations or conduct record reviews if needed; otherwise, they complete decision trees [see The Council on Quality and Leadership (15) for decision-trees] based on all information gathered to determine if outcomes are present (1) or not (0). The 21 different indicators are then summed to represent the total number of personal outcomes present for each person with IDD.


Table 2. Quality indicators.
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Provider Quality: Basic Assurances® (Level 2: Organizational)

Data regarding the quality of human service providers came from the Basic Assurances® (17). The Basic Assurances® is an organizational assessment of non-negotiable requirements for service and support providers, including health, safety, and human security metrics; the “Basic Assurances® looks at the provision of safeguards from the person's perspective. While the Basic Assurances® contain requirements for certain systems and policies and procedures, the effectiveness of the system or the policy is determined in practice, person by person” [(17), p. 8].

The Basic Assurances® was developed in 1971 (originally called “Standards for Services”) based on feedback from practitioners, providers, government personnel, advocacy organizations, people with disabilities, and parents about high quality service standards. Since then, it has undergone numerous revisions based on reviews by experts, pilot testing, a Delphi survey, development of a conceptual framework, stakeholder interviews, and 50 years of administration (17–20). To promote reliability, reviewers are required to pass interrater reliability tests with expert reviewers with scores of 85% or higher.

The most recent version of the Basic Assurances® (2015) contain 10 factors: Rights Protection and Promotion; Dignity and Respect; Natural Support Networks; Protection from Abuse, Neglect, Mistreatment and Exploitation; Best Possible Health; Safe Environments; Staff Resources and Supports; Positive Services and Supports; Continuity and Personal Security; and, Basic Assurances® System (a quality assurances monitoring system). Within the 10 factors are 46 different sub-topics, called indicators. For each of the 46 indicators (Table 2), both the system—“organizational supports that provide the structure for organizational practice” (e.g., policies and procedures)—and actual practice—“what is observed in daily operations… how an organization's supports are put into action” (i.e., implementation)—are examined and measured [(17), p. 9]; as a result, the total possible number of indicators present for a provider is 92.

To determine if systems and practices are present for each indicator, expert reviewers collect a number of data points. Sources of data include: interviews with organizational leadership; interviews with people with IDD; focus groups with people with IDD; focus groups with direct support professionals; reviews of the providers' data and records; reviews of organizational policies and regulations; and, observations of a variety of the provider's settings. Using all of these data, the expert reviewers, often working in teams of 2–4 for interrater reliability, determine if each of the indicators are present (1) or not (0) for each system and each practice [see The Council on Quality and Leadership (17) for probes for each indicator]. The 92 different indicator items are then summed to represent the total provider quality for each provider.




Analyses

We first analyzed descriptive statistics (missing data were excluded from all analyses.). Then, to examine the impact of provider quality on the personal outcomes of people with IDD, we used a multilevel linear regression (linear mixed model; all assumptions were met). This method was used to account for the nested structure of the data between individuals with IDD (level 1; n = 2,900) and providers (level 2; n = 331). We first ran an intercept-only unconditional (null) model with only the total personal outcomes from the Personal Outcome Measures® serving as the primary outcome and the random intercept to examine variation in personal outcomes by providers; maximum likelihood estimation was used. In the second model, we entered all demographic variables—the covariate individual-level and provider-level demographic variables were added as fixed-effects. In the third and final model, provider quality from the Basic Assurances® was also added as a fixed-effect variable. Intraclass correlation coefficients (ICCs) were calculated for each model to indicate variance in personal outcomes attributed to different providers; ICC were calculated by dividing the intercept variance by the sum of the intercept and residual variance. Cohen's f 2 was calculated (21) for effect size for the final model.




RESULTS


Descriptive Statistics

The people with IDD in the study had an average of 9.85 out of 21 possible personal outcomes present (SD = 5.09). Of people with IDD, 1.5% had 0 outcomes present, 18.8% between 1 and 5 outcomes, 34.8% between 6 and 10 outcomes, 27.9% between 11 and 15 outcomes, 13.9% between 16 and 20 outcomes, and 3.1% all 21 outcomes. Providers in the study had an average of 69.71 out of 92 possible total Basic Assurances® indicators present (SD = 11.66). Of the providers, 3.5% had between 30 and 42 indicators present, 10.1% between 43 and 55 indicators, 31.6% between 56 and 68 indicators, 39.7% between 69 and 81 indicators, and 15.1% between 82 and 92 indicators.



The Relationship Between Provider Quality and People's Personal Outcomes

To explore if personal outcomes differed depending on provider quality, linear multilevel models were utilized. In the first unconditional (null) model, which was calculated without any covariates, the ICC indicated 35.0% of the total variation in personal outcomes is attributed to differences between providers (Table 3).


Table 3. The impact of organizational quality on personal outcomes: multilevel linear regression models.
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Model 2 incorporated the individual-level and provider-level demographic characteristics (Table 3). After adjusting for demographic covariates, the variation in intercepts between providers (ICC) was 34.7%. A number of demographic covariates were significant. Controlling for all other demographic characteristics, women with IDD had fewer personal outcomes present (10.41) than men with IDD (11.07). Controlling for all other variables, people with IDD with assisted decision-making had fewer personal outcomes present (10.36) than people with IDD with independent decision-making (11.07). Controlling for all other variables, Indigenous (9.95), Asian (8.17), and multiracial (8.63) people with IDD had fewer outcomes present than White people with IDD (11.07). Controlling for all other variables, people with IDD with comprehensive behavior support needs (10.08) and both complex medical support needs and comprehensive behavior support needs (10.25) had fewer personal outcomes present than people with IDD without any complex support needs (11.07). Controlling for all other variables, compared to people with IDD who lived in provider owned- or operated-homes (11.07), people with IDD who lived in their own home (12.97), family homes (12.57), and host homes or family foster care (13.58) had more personal outcomes present.

Model 3 incorporated provider quality metrics (total Basic Assurances® Table 3). After adjusting for provider quality in Model 3, the variation in intercepts between providers (ICC) reduced to 23.8%, suggesting provider quality partly explains the variation in personal outcomes of people with IDD. The model indicated the more Basic Assurances® indicators their providers had present, the more personal outcomes people with IDD had present—the better the quality of their provider, the better people with IDD's quality of life. For every one Basic Assurance indicator present (out of 92), people with IDD's quality of life increased by 0.07, regardless of their or their providers' demographics (Figure 1). For example, controlling for all individual and provider demographics, a person with IDD served by a provider with a score of 35 on the Basic Assurances® is expected to have 8.5 personal outcomes present (out of 21; 40.3%). Whereas, a person with IDD served by a prover with a score of 70 on the Basic Assurances is expected to have 11.0 personal outcomes present (52.4%).


[image: Figure 1]
FIGURE 1. The relationship between provider quality and people with IDD's personal outcomes. Model controls for individual and provider demographics.


In addition to provider quality, several demographic covariates were also significant in Model 3. Controlling for all other variables, including provider quality, women with IDD had fewer personal outcomes present (5.32) than men with IDD (5.93). Controlling for all other variables, people with IDD with assisted decision-making had fewer personal outcomes present (5.03) than people with IDD with independent decision-making (5.93). Controlling for all other variables, multiracial people with IDD had fewer outcomes present (3.56) than White people with IDD (5.93). Controlling for all other variables, compared to people without complex support needs (5.93), people with IDD with comprehensive behavior support needs (4.92), and people with both complex medical and comprehensive behavior support needs (5.10) had fewer personal outcomes present. Controlling for all other variables, compared to people with IDD who lived in provider owned- or operated-homes (5.93), people with IDD who lived in their own home (7.53), family homes (7.37), and host homes or family foster care (8.41) had more personal outcomes present. Controlling for all other variables, people with IDD who received services from providers that offered therapy services had more outcomes present (7.42) than people with IDD who received services from providers that did not offer therapy services (5.93).




DISCUSSION

Reinders and Schalock (22)s recognize, “quality of life… equals the actualization of discovered potentialities” (p. 293). People with IDD's quality of life is significantly impacted by micro, meso, and macro factors; individual, organizational, and systemic factors simultaneously impact people with IDD's experiences and lives (23). As such, it is important to not only draw attention to people with IDD's personal outcomes, but also the organizational supports they receive to promote those outcomes (3). For these reasons, the aim of this study was to examine the relationship between human service provider quality and people with IDD's personal quality of life outcomes. To do so, we conducted a multilevel linear regression with data from 2,900 people with IDD supported by 331 human service providers. Our findings not only mirror past research which indicates that organizational factors—in additional to individual factors—impact people with IDD's quality of life (10, 22), but also suggest that provider quality in particular plays a significant role in people with IDD's personal outcomes.

People with IDD's personal outcomes, regardless of their support needs or other demographics, are significantly impacted by the human service providers they receive services from, and the quality of those providers. As such, provider quality improvement initiatives can significantly improve people with IDD's quality of life. While quality services are multidimensional, people with IDD will not have quality outcomes without a number of foundational elements, including safety, health, and protection from abuse, neglect, and exploitation. Attending to health and safety is particularly important as people with IDD not only face disparities in health, but are also significantly more likely to experience abuse, neglect, mistreatment, and exploitation (24, 25).

Yet, while health and safety are important, they alone do not represent quality services or equal quality of life. Quality services must aim higher than compliance and regulations related to health and safety; instead, quality service provision for people with IDD moves beyond custodial models of care, toward one of a culture that is person-centered, balances duty to care with dignity of risk, promotes informed choice, and honors people with IDD's rights. Provider quality hinges on its commitment to services and supports being responsive to the person—person-centered services and supports. According to self-advocates, “making choices and decisions… is fundamental to having control over our own lives and important for securing all other rights: if we are not allowed to make our own decisions, how can we have a voice in anything else that is important to us?” [(26), p. 65]. Therefore, to ensure services are truly person-centered, providers must have high expectations for all people and ensure people with IDD not only have choices, but also that those choices are informed choices. Informed choice requires people have a variety of life experiences and array of options to choose from.

People with IDD in our study also had better outcomes when their provider offered therapy services (e.g., psychology, occupational therapy, physical therapy, speech language pathology, etc.) as part of the service menu. This finding requires further research, especially as our data did not have information if people with IDD were receiving therapy services or which therapy services they were receiving; we believe it would be especially fruitful to explore if this relationship may be related to trauma-informed care practices. Trauma-informed care not only recognizes a significant number of people with IDD face and experience trauma, but also works to create a “culture that emphasizes safety, trustworthiness, choice, collaboration, and empowerment among service providers and service recipients” [(27), p. 37].

In addition, quality services cannot be provided without adequate and efficient business acumen and processes of human services providers; financial stability of providers is paramount as instability is one of the leading reasons for provider collapse (28). Furthermore, a lack of a consistent and well-trained workforce is a threat to organizational quality, quality improvement initiatives, and, ultimately, the personal outcomes of people with IDD (29).


Demographic Characteristics and Personal Outcome Disparities

In addition to provider quality, there were a number of individual factors that impacted people with IDD's personal outcomes, which suggests a need for targeted supports. For example, people with assisted decision-making had fewer personal outcomes present than those with independent decision-making. Moreover, women with IDD had fewer outcomes present than men with IDD; this finding mirrors past research which has found women with disabilities, including IDD, experience disparities in quality of life compared to men with disabilities (8) due to the interaction between ableism and sexism. In our study, multiracial people with IDD also had fewer outcomes present than White people with IDD. In fact, controlling for all other variables, multiracial people with IDD only had 16.9% of personal outcomes present on average. Targeted supports are needed for multiracial people with IDD to counter the systemic inequities they face (30).

People with complex support needs—those with comprehensive behavior support needs, and those with complex medical support needs and comprehensive behavior support needs—also had disparities in personal outcomes compared to people without these needs. Past research has suggested that the disparities people with higher support needs face are in large part due to a lack of individualized person-centered organizational supports (31). Problematically, a lack of adequate supports and community infrastructure for people with higher support needs often results in re/institutionalization (32).

In addition, there were a number of differences in people with IDD's quality of life based on where they lived. Regardless of support needs, people with IDD had significantly better outcomes when they lived in their own homes, family homes, and host homes/family foster care than in provider owned- or operated-homes. These findings mirror past research about the advantages of these settings, even compared to other community-based settings (7, 33). In fact, in our study, these settings produced better outcomes even when the quality of the providers was controlled. Those settings people with IDD prefer—individualized settings, like their own homes or family homes, rather than congregate settings, such as group homes and institutions—are also the ones that produce the best outcomes (33). As such, providers should make efforts to ensure people with IDD are able to live in individualized settings, should people with IDD wish to do so.




LIMITATIONS

When interpreting the findings of this study, a number of limitations should be noted. This was a secondary data analysis; as such, we did not have the ability to ask participants follow-up questions or add additional variables. There was a large amount of missing data among the variables, which represents a limitation. There may be other individual or organizational factors which were not explored which may impact people with IDD's quality of life. In addition, while it was outside of the scope of this study, there may also be state or regional factors that impacted people's personal outcomes (9). During the COVID-19 pandemic, the use of virtual data collection was more prevalent; the impact of which is unknown and thus represents a limitation of this study. We did not explore interactions in this study. Finally, it should be noted that this is a cross-sectional, correlational study; as such, no causal relationships have been demonstrated.



CONCLUSION

People with IDD face a number of disparities in quality of life compared to other populations, largely due to systemic inequities and social determinants of health (25). In this study we found people with IDD who were served by higher quality providers had significantly more personal outcomes present, regardless of their demographics or complex support needs. While quality improvement initiatives may require a significant investment of both time and financial resources from providers (5), our findings suggest the efforts translate to improved personal outcomes among people with IDD. The quality of life of people with IDD demands quality person-centered services and supports. The ultimate goal of service providers should be improvement of quality of life among those they support.
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Objectives: Quality of life (QoL) is a multi-dimensional phenomenon composed of core domains that are influenced by personal characteristics, values, and environmental contributions. There are eight core domains of QoL aligned with both the United Nations and the International Association for the Scientific Study of Intellectual and Developmental Disabilities (IASSIDD). The Personal Outcome Scale (POS), is a semi-structured self and proxy instrument that specifically measures these aspects of QoL for people with an intellectual disability.

Methods: A total of 85 people with an intellectual disability and their primary keyworker (n = 85) took part in this study. A convenience sample recruitment strategy was employed to recruit participants during the calendar year from January–December 2020. Participants completed the self-report and proxy POS, and clinic-demographic data was also considered.

Results: QoL is higher in those who have a dedicated service planner and also for those with a less severe to profound disability. People who were in gainful employment reported significantly higher QoL as did those availing of outreach and residential services, over and above local services.

Conclusions: This research shows that there are distinct and specific factors that relate to QoL for people with an intellectual disability community-based services in Ireland. Future research could aim to investigate these longitudinally, and specifically how QoL relates to cognitive and functional outcomes.

Keywords: quality of life, intellectual disabilities, community-based services, personal outcome measures, psychological wellbeing


INTRODUCTION

Ensuring people with intellectual disabilities receive proper care and support in society requires a thorough consideration of the individual quality of life (QoL) since an intellectual disability has the potential to hinder one's independence, well-being, and ability to fully engage in the community (1). Fulfilling one's professional responsibilities in the field of intellectual disabilities involves understanding and applying best practices based on relevant conceptual models and frameworks regarding human functioning and disability, QoL, and individualized supports (2). Clinical practice and research in the field of intellectual disability have shown the importance of focusing on a person's QoL, and the mediating role that individualized supports can play in ameliorating the impact of one's disability, enhancing human functioning, and improving QoL overall (3). QoL is a multi-dimensional phenomenon composed of core domains that are influenced by personal characteristics, values, and environmental variables (4). Inherently, QoL is multifaceted and unique to an individual with some constructs that may resonate with many individuals and some with varying value and importance at the individual level (5, 6). As such, QoL can be a challenging concept to measure accurately, psychometrically (7).

There are eight core domains of QoL which are aligned with both the United Nations Convention on the Rights of Persons with Disabilities (4, 8) and with the Quality of Life Consensus Statement from the International Association for the Scientific Study of Intellectual and Developmental Disabilities (IASSIDD). The personal outcome scale [POS (9)], has been developed specifically to measure these eight aspects of QoL for people with an intellectual disability, as outlined in more detail below. These core domains of QoL are: personal development; self-determination; interpersonal relations; social inclusion; rights; mental well-being; physical well-being; and financial well-being (10). These eight core QoL domains, measured by the POS, have been assessed across several countries and cultures due to the potential impact of culture on QoL (11–13).

The POS assesses QoL using a semi-structured self-report interview format, as well as a secondary observer report which is used in conjunction with, and not in replacement of, the self-report. The POS is somewhat unique in its measurement of QoL for people with an intellectual disability, as it: (1) is based on a QoL-specific theoretical framework; (2) assesses personal outcomes with guided support in a semi-structured format; and (3) considers multi-informant reporting. To date, studies to test the reliability and validity of the POS have been conducted in the Netherlands (14), Portugal (15–18), Spain (19–21), and Italy (22). In terms of clinical outcomes within these studies, in Portugal it was found that living circumstances were related most to outcomes on the POS (16). Similarly, in the Netherlands, greater independence was associated with higher scores on the POS. As such, the first aim of this study was to investigate the psychometrics of the POS in an Irish sample, and secondly, to consider outcomes for people with an intellectual disability who attend a community-based service in Ireland. A final aim of this study was to investigate clinical- and service-based factors which may relate to QoL, as measured by the POS.



MATERIALS AND METHODS


Setting and Sample

This study took place in a community-based service for people with an intellectual disability in Ireland. A total of 85 people who attend a community-based service for people with an intellectual disability and their primary keyworker (n = 85) were the participants. A convenience sample recruitment strategy was employed to recruit participants during the calendar year from January–December 2020. Within the host organization, members of the Quality Assurance Team (QAT: SB, MV, RB, MK, and WM) approached potential participants and informed them of the POS study, following ethical approval. Participants were then invited to take part and provided consent for their data to be used. Members of the QAT are not directly involved in the clinical care of the participants or service users, which may have reduced response bias, i.e., socially desirable responding. The mean age for the total group was 40.08 years ±14.20; 18.8% attended outreach services, 37.6% attended residential services, and 43.5% attended local (day) services. In brief, outreach services can be best described as a flexible and tailored support service for people who have an intellectual disability and high levels of independence, but lower support needs. Local services provide recreation, leisure, and specialized healthcare for people with an intellectual disability during the day. Local services support people with an intellectual disability to live in their communities and promote independent living. Residential services are provided for people with an intellectual disability who are unable to live at home, and they typically live there full-time.

Of the total cohort, 61% had a planner to support them; 52% of the group were in gainful employment at the time of completing the POS. There was a relatively equal gender distribution (52% female); 86% of the total cohort presented with a mild or moderate intellectual disability (29.5 and 56.5%, respectively). This research has been approved by the principal investigators host academic institution's research ethics committee (RECREF: HS-E-21-62).



The Personal Outcome Scale

The personal outcome scale (9) was developed through an iterative process of expert consultation and focus groups with key stakeholders (including clients, family, direct support staff, and experts). The POS can be summed into a “Total Score” comprised of three subdomains (independence, social participation, and well-being), for both self-report and the observer/proxy report. Within these subdomains, there are 8 individual factors associated with the aforementioned QoL framework e.g., physical well-being, with an acceptable psychometric factor structure (19). These eight core domains of this model and measure have been assessed across several countries and cultures due to the potential impact of culture on QoL (11–13). Each QoL factor is broken down into corresponding domains. The Independence factor is broken down into personal development and self-determination domains; the Social Participation factor is broken down into interpersonal relations, social inclusion, and rights domains; and the Well-being factor is broken down into emotional, physical, and material well-being domains. There are six questions related to the domain presented under each section, resulting in a total of 48 questions. Under each question, the person is given 3 answers to choose from. They choose the most appropriate option depending on the extent to which each question applies to them. Under the self-determination domain of the self-report scale, for example, the question, “Can you decide not to do something asked of you?” is followed by the answer choices “always,” “sometimes,” or “seldom or never,” and the person may choose an answer based on their own experiences. The person's answers are then converted into scores using a 3-point Likert scale, with the total score out of a potential 144. The POS is always administered in both formats (self-report and observer/proxy report) to gather QoL data from both the subjective and objective perspectives.



Data Processing and Analysis

Within the group, demographic characteristics were comparatively analyzed using independent samples t-tests with χ2 used for dichotomized variables, where relevant. MANOVA were used to compare multiple dependent variables (total self-report, total observer-report, and the cumulative total score). Classification for “good” internal validity, using Cronbach's alpha (a), remains at the internationally accepted value ≥0.71 and the acceptable was set at ≥0.6. Split-half reliability was also assessed using Spearman-Brown coefficient for equal length measures, to complement analyses of internal consistency. Correlations were used to investigate the relationship between self- and proxy-reported outcomes on the POS, and the relationship between age and outcomes. The threshold for statistical significance was set at p < 0.05. Statistical analyses were conducted using SPSS (Version 26.0).




RESULTS


Scale Reliability and Correlates

Internal consistency was assessed using split-half reliability on the POS, with an unequal length analysis completed due to the varied number of items per subscale. Overall, the split-half reliability for the POS is 0.857. Scale reliability was completed by measuring the associated Cronbach's alpha on many levels. To investigate the reliability of the POS, the total observed, total self-reported, and a total scale (the summed total of the two aforementioned scales) were investigated. Furthermore, scales and subscales (a: independence, b: social participation, and c: wellbeing); and their subtotals (a: personal development and self-determination; b: interpersonal relationships, social inclusion, and rights; c: emotional wellbeing, physical wellbeing, and material wellbeing) were investigated. Figure 1 outlines the Cronbach's alpha and correlations of each of the subtests for both self and observer reports.


[image: Figure 1]
FIGURE 1. Outcomes relating to the [Cronbach's alpha] and between-within scale (correlations). The left side of the figure relates to the self-report POS outcomes, and the right, demarked by the dashed vertical line, relates to the observer report. Note, a Cronbach's alpha are reported in chain brackets [ ], and ≥60 is considered acceptable. Correlations are reported along the line which relates to the variables in question and significance is represented by *p ≤ 0.05.


Considering the self-report first, there was a good scale validity reported for the total scale (a = 0.79), the independence (a = 0.76), and social participation (a = 0.75) subscales. The wellbeing scale (a = 0.64) was considered to have acceptable validity as a subscale. Each of the three subtotals within the wellbeing scale i.e., emotional wellbeing (a = 0.42), physical wellbeing (a = 0.56), and material wellbeing (a = 0.49), had reliability scales that would not be considered acceptable as unitary constructs. Similarly, the three constructs of interpersonal relationships (a = 0.64), social inclusion (a = 0.62), and rights (a = 0.52), which make up the social participation subscale, were below the recommended value of a = 0.7 for good reliability, with only the first two measures reaching an acceptable validity. Lastly, the independence subscale comprised of the personal development (a = 0.70) and self-determination (a = 0.63) subtotals, with both meeting the statistical threshold for acceptable reliability.

In terms of the between–within scale correlations, there were significant moderate to strong positive correlations between the total scale and the three subscales of independence (r = 0.674, p < 0.05), social participation (r = 0.726, p < 0.05), and wellbeing (r = 0.684, p < 0.05). There were also significant moderate positive correlations between the subscales, and between the subscales and subtotals, as seen in Figure 1. Of note, there were two non-significant correlations on the self-report outcomes. The first was between physical wellbeing and material wellbeing (r = 0.182); the second was between emotional wellbeing and material wellbeing (r = 0.272), despite each being contained within the wellbeing subscale. The remaining variable set was significantly correlated i.e., physical wellbeing and emotional wellbeing (r = 0.341, p < 0.05).

Regarding the observer-report and the scale validity, a similar pattern to the self-report was identified. The total scale score (a = 0.80) has good internal consistency, as did the independence (a = 0.80), and social participation (a = 0.76) subscales. Similar to the self-report, the wellbeing subscale (a = 0.66) had an acceptable, but not a good, validity. A similar pattern for the subtotals was also reflected with the wellbeing subscale i.e., emotional wellbeing (a = 0.49) and physical wellbeing (a = 0.41), achieving an unacceptable reliability coefficient. The material wellbeing subscale was reported to have acceptable psychometric properties (a = 0.69). The three constructs of interpersonal relationships (a = 0.64), social inclusion (a = 0.63), and rights (a = 0.58), which make up the social participation subscale, reached an acceptable, but not a good, validity. Lastly, the independence subscale comprised of personal development (a = 0.75) and self-determination (a = 0.70) subtotals, with both meeting the statistical threshold for acceptable reliability.

In relation to the between-within scale correlations for the observer-report, there were significant moderate to strong positive correlations between the total scale and the three subscales of independence (r = 0.787, p < 0.05), social participation (r = 0.780, p < 0.05), and wellbeing (r = 0.707, p < 0.05). There were also significant moderate positive correlations between the subscales and the between the subscales and subtotals, as illustrated in Figure 1. Each of the individual subtotals and subscales correlated positively and significantly (p < 0.05), with the exception of material wellbeing and emotional wellbeing (r = 0.131, p < 0.05).



Quality of Life Outcomes

The age of the participants at the time of completing the POS was correlated with the total outcomes to investigate whether a relationship existed. There were no significant associations between participants' age and the total self- or proxy- outcome on the POS. There were also no significant differences noted when participants outcomes were compared on the total self-report POS (p = 0.575) or observer-report (p = 0.445) when stratified by gender. No significant difference was noted when participant's outcomes were compared when stratified by those who had a planner (n = 52), compared to those who did not (n = 33) for the self-report measure. However, observer-reports indicate that QoL was higher in those with a planner (p = 0.006).

Level of disability was considered categorically using MANOVA with Bonferroni post-hoc corrections made for multiple comparisons. Outcomes were stratified based on whether participants were within the mild, moderate, or severe/profound range historically i.e., not assessed or confirmed as part of this study. Participants with an intellectual disability in the mild range were reported to have a significantly higher total self-report than people with a severe/profound disability (p = 0.001) and not those with a moderate disability (p = 0.501). Individuals with a moderate disability were also found to have a significantly higher self-reported total score (p = 0.021). A similar pattern was reported for the total observer-report score (mild and severe/profound: p < 0.001; moderate and severe/profound: p = 0.014). When stratified based on whether a person was in gainful employment or not, there was a significant difference on both the self- and observer-report (p < 0.000001, respectively).

Participants were stratified based on the type of service they availed of e.g., residential, local, or outreach services; considering these groupings categorically using MANOVA with Bonferroni post-hoc corrections made for multiple comparisons, there were significant differences noted. Participants availing of local services had the lowest QoL for both the total self- and observer-report outcomes (117.32 ± 12.10 and 116.37 ± 11.17, respectively). This was significantly lower than those availing of outreach services (127.06 ± 7.98 and 126.68 ± 8.72: p = 0.007; p = 0.006), and residential services (123.09 ± 9.20 and 123.40 ± 11.19: p = 0.027; p = 0.025). There were no significant differences between those availing of residential compared to outreach services. In terms of living arrangements, each person availing of residential services resided at the host institution (n = 32; 100%); most participants availing of local services were living in the family home (n = 36; 97%), with 1 person living independently; and there was a near-even split between those living in the family home (n = 9; 56%) and those living independently (44%; n = 7) who attended outreach services. There were no significant differences in self- or observer-reported total outcomes on the POS when stratified by living arrangement. A breakdown of the mean and standard deviation for the total sample on the POS can be seen in Table 1, including the above stratifications.


Table 1. Outcome on the POS for the total group (N=85), with outcomes reported based on demographic and service-specific information.
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DISCUSSION

The purpose of this study was to investigate outcomes on the POS from both a QoL and psychometric perspective in a community-sample of individuals with an intellectual disability in Ireland. Evidence would suggest that though proxy-report and self-report scores on measures of QoL demonstrate correlation, they do not provide identical information, and comparability may be reduced by external factors such as disability severity or instructions given to proxy respondents (18, 21, 22).

In this study, the correlation was both positive and strong between the total self-report and the total observed scores on the POS (r = 0.800; p < 0.01). Strong positive correlations were also observed between the self and observer reports on the subdomains (independence: r = 0.913; p < 0.01, social participation: r = 0.711, p < 0.01, and wellbeing r = 0.693; p < 0.01). While the outcomes relate significantly to each other, a key consideration is that information from each respondent should be considered individually and as a complementary yet distinct data. Consequently, as a clinical consideration, the POS self-report interview should always be done where possible, and both outcomes should be considered independently from each other, rather than as a summed total score. Furthermore, our psychometric findings, based on the Cronbach's alpha of the individual eight QoL domains measured, would suggest that the three subdomains (independence, social participation, and wellbeing) should be considered as more reliable psychometric scales rather than the individual components themselves for both the self-report and observer-report. This may be particularly useful to consider if measuring change over time or the impact of an intervention. Each of the well-being components has a low Cronbach's alpha and low intra-factor correlations. This would suggest that well-being interventions should be considered holistically, and that supports need to be multifaceted to maximize the potential positive impact on well-being i.e., incorporating multi-element intervention e.g., emotional and physical well-being together (23).

Our findings are congruent with those from previous studies, which suggest that observer reports may score people with more severe intellectual disability lower on certain QoL domains than the person would score themselves (20); this may also be a reflection of family input for people who have more severe-to-profound intellectual disability. This is demonstrated in Table 1. This further highlights the importance of both self-report measures of QoL and the integration of proxy reports.

Simões and Santos (16) compared QoL for people with and without an intellectual disability in Portugal and found that living circumstances had a strong influence on QoL in terms of the rights domain, which is in line with our reported study. Also in line with our findings were those by a group in the Netherlands who reported that people who live more independently and are employed have a higher QoL (14). Specifically in our cohort, people who lived independently had the highest self-reported total score on the POS, as well as the highest total observer-report score. Additionally, adults availing of local services reported the lowest QoL scores, and 97% of these adults were living in the family home. These findings have clinical implications and suggest that living circumstances may have a strong impact on QoL for people with an intellectual disability. The correlation between living more independently and having a higher QoL may be due to enhanced independence and more opportunities to make personal decisions. This could be prospectively measured in the future. Furthermore, a family-based approach to improving QoL (24) could be a consideration for local (day) services, when considering QoL interventions for people with an intellectual disability who avail of their services (25–27).

A strength of this study is the consecutive recruitment, within a calendar year, of a large, well categorized, community-based sample, inclusive of many areas i.e., participants who avail of residential, local, and outreach services. This study is not without limitations. Firstly, the cross-sectional nature of the study does not allow for inferences to be made as to the degree of fluctuation in outcomes over time. Without clinically discreet categories, there is limited information at present as to what represents a “good” QoL or an outcome score or indeed what would represent meaningful or statistical change, both positively or negatively over-time or after specific intervention. A further limitation of the study and scale is the universal administration without modification for severity of disability, and so a person's outcome may be lower due to functional limitations, over and above a reduced QoL per se.

There are several prospective avenues for future research with this measure. The POS would benefit from the development and validation of clinically useful outcome ranges, which a baseline and follow-up intervention could be benchmarked against. Currently, in the interim, one could consider a 1, 1.5, and/or 2 standard deviations from the mean scores outlined in Table 1 as a mild (small), moderate (medium), or severe (large) deviation from this community-based normative sample. Further longitudinal measurements would be of benefit to further elucidate the test–retest reliability of the measure. Research could also investigate the clinical (mood), cognitive, and/or functional (activities of daily living) correlates of the POS, not only to better understand the relational properties of QoL to these outcomes, but to also consider potential avenues to improve, support, or maintain QoL (28). Based on the current study, the POS is shown to be a valid tool for measuring QoL for people with an intellectual disability, within the Irish healthcare system, when the total and subdomains are considered.

To conclude, this research investigated QoL outcomes on the POS and highlights that the subscales and total score are reliable indices. More research is needed to consider the clinical utility of the measure. This research shows that there are distinct and specific factors that are related to QoL for people with an intellectual disability in a community-based service, and future research could aim to investigate these factors longitudinally and specifically to determine how QoL relates to functional outcomes.
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The purpose of this study was to review and evaluate existing research that used risk adjusters in disability research. Risk adjustment controls for individual characteristics of persons when examining outcomes. We have conducted a systematic review and an evaluation of existing studies that included risk adjusters for outcomes of people with disabilities receiving services (home or community based). The process included coding each study according to the type(s) of risk adjusters employed and their relation to the specific population and outcomes within a framework. Panels were utilized to prioritize the risk adjusters. Findings indicate that four risk adjusters can be tentatively recommended as potential candidate risk adjusters: chronic conditions, functional disability, mental health status, and cognitive functioning. Holistic Health and Functioning far outweighed other outcomes studied to date. Further, there is a need for testing recommended risk adjusters across multiple outcomes and different populations of people with disabilities.

Keywords: risk adjuster, disability, home and community based services, National Quality Forum, outcome measurement


INTRODUCTION

Risk adjustment refers to the practice of identifying and including known or potential factors that could be significantly associated (positively or negatively) with the outcome of interest and are only indirectly related to the research/evaluation question under scrutiny (1) and are a type of covariate. Like a risk adjuster, a covariate is a variable associated with target outcomes but may not be of interest or only of interest to the extent to which it interacts with another variable. A risk adjuster can be thought of as a covariate that is included as a control to decrease the chances of making an error in interpreting the associations between variables one does care about. Risk adjusters are often incorporated into analyses to adjust results (e.g., magnitude estimates, etc.), and are not reported. Figure 1 represents this process. Largely, risk adjustment seeks to level the playing field by eliminating variance in an outcome due to individual characteristics or contextual factors outside of the control of the people being assessed or compared. When appropriately used, this adjustment can lead to enhanced equity in decisions when interpreting the results in question.


[image: Figure 1]
FIGURE 1. Representation of risk adjusted models.


Risk adjustment is increasingly recognized as crucial to health care reimbursement and comparing provider performance in terms of the quality and outcomes of care (2). In practice, risk adjusters are not selected randomly. Risk adjustment for insurance reimbursement purposes is different than for outcome-based research. Risk adjustment for insurance reimbursement focus on creating risk scores, scores that adjust based on expectations of costs for care. Risk adjustment for outcomes research are driven by theory after consideration of factors potentially related to outcomes of interest (3). Appropriately implemented, risk adjustment allows for fair comparisons among service providers by accounting for factors beyond the purview of those delivering supports that may affect patient outcomes (e.g., person's age, and severity of disability). Within the healthcare field, risk adjustment research focuses on the complexity and difficulty of accounting for risk adjusters and making statistically-appropriate adjustments (2, 4). While this process is ubiquitous in medical reimbursement, it has the potential to improve measurement and analysis of the quality of life outcomes of recipients of home and community-based services (HCBS). Beyond these methodological benefits, the practice of risk adjustment in HCBS has the potential to lead to increased equity in both policies and decisions regarding service provision and consequently the outcomes experienced by beneficiaries.

When assessing differences in outcomes between groups of people or individuals, it is often necessary account for the characteristics of those under study (5). Research, for example, has demonstrated that age, health condition, and level of disability as well as more malleable factors (e.g., levels of service) may have an impact on the effectiveness of supports and the outcomes people experience (6).

Because a risk adjuster can influence the relationship between a predictor and an outcome, if it is not considered we may mistakenly interpret statistically significant results as indicating the presence of a relationship that in reality does not exist (Type 1 error) or miss a relationship that is of consequence (Type 2 error). The inclusion of risk adjusters not only increases the accuracy of results lowering the probability of Type 1 and Type 2 error, but is critical in terms of ethical considerations. In the absence of its use, for example regulatory agency could erroneously conclude that one support provider is underperforming when the real factors underlying perceived differences between groups are associated with one or more of the characteristics of those receiving services.

The present study considers the role of risk adjustment in the field of disability research, as related to quality of life outcomes for people with five types of disabilities (physical, intellectual and developmental, age-related and psychiatric disability as well as traumatic brain injury). In addition to summarizing current risk adjustment practices in this field, we make recommendations based on our findings as to future risk adjustment practices.


The National Quality Forum and Risk Adjustment

The National Quality Forum (NQF), identifies risk adjustment as a critical step in evaluating outcome measures to empirically ensure threats to validity are addressed. Sociodemographic status (e.g., income, race) has been explored as a potential risk adjuster by the NQF with the goal of setting guidelines for risk adjustment. In 2017, the NQF reviewed 303 measures submitted for its endorsement to assess their suitability to risk adjust social risk factors potentially associated with specific health outcomes. The NQF panel ultimately recommended these social risk factors meet the same criteria for inclusion as clinical or health risk factors [see (7)] noting, however, the lack of a conceptual basis for including social risk adjusters.

Of particular interest to the broader topic of risk adjustment for purposes of the current study, the NQF panel recommended that sociodemographic factors included should have: (1) a conceptual relationship with the outcome of interest, (2) an empirical association with the outcome, (3) variability, (4) presence before any intervention (or care), (5) independence from any intervention or policy change, (6) resistance to change, (7) accurate data that can be feasibly obtained, (8) unique contribution to variance to the outcome, (9) potential contribution to the overall model, and (10) potential face validity and acceptability [(7), pp. 9–10]. We consider these as guidelines in differentiating risk adjusters from covariates.

More recently, the NQF (8) conducted an environmental scan and technical expert panel (TEP) on risk adjustment in an effort to develop guidance for measure developers. This work considered conceptual and statistical methods for risk adjustment identifying that the social factors used in risk adjustment were largely at the person and community level. Community factors were found to come from a variety of socioeconomic and demographic indicators. Comparatively, functional risk factors were all at the individual level and often based on survey information from the people assessed. Fewer functional risk factors were identified with a lack of consensus as to how to define functional status. In terms of statistical methods, regression analyses were most common, however other approaches (e.g., hierarchical linear modeling) were used to better incorporate a range of risk factors.

Other models of risk adjustment share common themes with the NQF panel recommendations. The Centers for Medicare and Medicaid Services (CMS) sought expert recommendations on risk adjustment. The Health and Human Services (HHS)-Operated Risk Adjustment Methodology Meeting reviewed and consolidated these recommendations into a set of ten Principles of Risk Adjustment (9). Five of these are similar to the NQF guidelines with recommendations that risk adjusters: (a) be clinically meaningful, (b) predict medical expenditures, (c) have adequate sample sizes, (d) encourage specific coding, and (e) “be internally consistent.”

Further support for some of the NQF guidelines comes from the Research Agency for Healthcare Research and Quality (10) who recommend that (a) risk adjustment does not include variables affected by the outcome, (b) the selection of variables be based on background knowledge about the relationship between the variable and the outcome, and (c) the risk adjusters have statistical associations with the outcome.

While we consider these guidelines when selecting risk adjusters, we caution against a “one size fits all” conception of a risk adjuster. As can be seen in the guidelines reviewed, risk adjustment is dependent on theoretical knowledge of the outcome assessed, target population and study aims. It should also be understood that the focus of the NQFs review and its expertise are in the area of health care. This is a decidedly different field from that of home and community-based services where outcomes are not as black and white and can rarely be validly assessed on the basis of single items or frequency counts.



The National Quality Forum HCBS Outcome Measurement Framework

In 2006, the U.S. Department of Health and Human Services (HHS) through CMS contracted with the NQF to convene a panel to develop a framework that would guide measurement of HCBS outcomes for people with disabilities. The framework developed by the NQF committee ultimately included 11 domains (e.g., Community Inclusion, Choice and Control, etc.) and 40 subdomains. In our exploration of risk adjustment, we focus on these domains in order to explore how current risk adjustment practices can be used in evaluation and research related to these important quality of life outcomes for HCBS recipients. It should be noted, that the NQF has not engaged in any research in an attempt to validate its framework with stakeholders. However, the authors, as part of the Research and Training Center on HCBS Outcome Measurement, have conducted research with stakeholders that provides evidence of content validity of the framework (11).



Risk Adjustment and Home and Community-Based Services Outcomes

In the field of HCBS outcome measurement, research has demonstrated that outcomes related to choice-making and job attainment are associated with both individual (12–14) and system-level factors (12, 15) suggesting that risk adjustment maybe a useful procedure to consider when examining these outcomes in this area. Even though HCBS outcomes for people with disabilities have been studied extensively, including the influence of covariates, risk adjustment has, to date, not been a common practice.

Risk adjustment in HCBS can be used to enhance informed choice when selecting providers and services and as a way to monitor system quality [see for example (2)]. The failure to take in to account important individual and systemic differences between providers (e.g., age and gender of clients served), may result in ratings providing consumers with information that is neither reliable nor valid. If such efforts at transparency and consumer choice can be combined with risk adjustment, models such as Gressel's (2) can be expanded to support more informed and equitable decision-making.

Challenges of capturing individual level variance that are result of relatively stable individual characteristics can be seen in the experience of disability itself. Conditions that are disabling differ qualitatively as well as with respect to their magnitude. In addition, some of these characteristics (e.g., cognitive capacities) can fluctuate over periods of time. In addition, disability itself entails both human factors as well as those present in the environment (16). The characteristics of person-level factors include disabilities that traverse the domains of physical and mental health, cognitive and functional conditions. Specific disabling conditions can co-occur. An individual may experience intellectual disability as well limitations associated with chronic illness. The combination of person-level factors with challenges people with disabilities experience in the environment (e.g., lack of accessibility), raises the question as to which factors to meaningfully include in risk adjustment. Monitoring disability over time adds another consideration, as disabilities may have different onset, cycle and evolution.



Risk Adjustment and Statistical Methodology

Risk adjustment requires sophisticated statistical techniques. Generally, multivariate methods are used, including analysis of covariance (ANCOVA), regression, structural equation modeling (SEM), as risk adjustment involves evaluating the relationship between variables of interest and outcomes, while simultaneously accounting for risk factors. Used appropriately, these methods allow one to statistically account for the effect of individual factors (that play a role but are uncontrollable) permitting assessment and understanding of those effects separately from the primary factors of interest (6, 17).



Cautions With Respect to the Use of Risk Adjustment

Although risk adjustment techniques have the capacity to improve the interpretation of results related to the outcomes experienced by HCBS beneficiaries, there are caveats. Murtaugh et al. (18) compared simple risk adjusted models for home health care quality to more complex models that employed a stepwise approach. They found similar results but noted there are advantages to simpler models that use risk adjustment to a lesser extent. These trade-offs are particularly important to consider when dealing with small datasets as the inclusion of too many risk adjusters can obscure relationships by spreading variance across multiple variables. It is also important to consider that one loses explanatory power when increasing the number of risk adjusters included in a model (18).

It must also be acknowledged that risk adjustment can be misused. States, managed care organizations, and providers could potentially employ this information as an excuse for poor outcomes. Used appropriately, however, risk adjustment can instead be used to help identify those relatively unchangeable conditions or characteristics of beneficiaries that require the need for additional supports or services if positive HCBS outcomes are to be achieved.

Despite these considerations, the use of risk adjustment techniques in assessing outcomes related to HCBS warrants exploration. Herman et al. (19) in an meta-analysis of risk adjusters found that diagnostic (e.g., illness severity) and demographic (e.g., age) risk adjusters accounted for 6.7% of variance on average and up to 22.8% in models maximizing the use of adjusters. These findings clearly indicate that risk adjustment can make a significant difference in results and their interpretation.



Study Purpose

This study sought to identify and assess individual level risk adjusters of HCBS outcomes for people with several different types of disabilities. In order to reduce complexity and because the majority of the studies identified included individual-level factors, systems-level risk adjusters are not a focus of this article. Study efforts first focused on the identification, cataloging, and evaluation of risk adjusters used in current research within HCBS. A set of risk adjusters common across disability populations was then used in the data collection process. In the final step of the process, the relevance of risk adjusters in relation to HCBS outcomes for people with disabilities, as specified in the domains and subdomains of the NQF's (20) conceptual framework, were reviewed. Based on the study purpose, the following research questions were addressed:

1. What is the population of existing individual risk adjusters used in examining the outcomes of people with disabilities who are HCBS beneficiaries and the frequency of their use?

2. What is relative importance of existing individual risk adjusters in HCBS outcome measurement as determined by experts in the field?

3. With what frequency have the reviewed risk adjusters been used to better understand outcomes in NQF HCBS measurement domains experienced by people with different types of disabilities?




METHOD

Although a systematic review of the literature is a step toward creating a more reliable scientific-basis for confirming or refuting ideas about the use of risk adjusters in disability related-outcome research, this approach suffers from several shortcomings (21). In and of themselves, such reviews do not utilize a systematic tool for combining the results of multiple studies and lack methods necessary to merge findings together to provide a more reliable understanding of outcomes. Their focus is often on statistical significance rather than the magnitude of effects and rarely are critical factors including sample characteristics and study design features factored into outcome evaluations.

While a systematic review aims to provide a comprehensive literature search with pre-defined eligibility criteria, a meta-analysis combines and synthesizes findings with statistical models (22). In doing so it statistically assesses effect sizes and models the effect sizes with study characteristics focusing on the magnitude of the effect size (23, 24). Effect sizes are weighed by their precision and in addition to the ability to determine average effect size, one can also estimate the consistency of effects across different studies. The approach also lends itself to the use of moderators to explain observed variations in effect size.

However, a meta-analysis is not always the best solution to understand the impact of one set of variables on others. Research extracted from the extant literature may not include sufficient information to calculate the effect sizes needed for a meta-analysis. A more elementary question is whether there are a sufficient number of primary investigations for a valid meta-analysis to be undertaken in the first place. Although it is theoretically possible to conduct a meta-analysis with only a few studies, drawing conclusions on the basis of small, less than robust and representative samples is likely to lead to unstable results. Another potential reason for using a methodology other than meta-analysis is when the existing research consists of studies with decidedly different objectives, designs, measures, and samples that make it conceptually difficult to combine studies (25). The availability of only a small number of well-conducted empirical studies with representative samples may also indicate that the field is not mature enough to yield useful findings utilizing this approach.

Although there has been a considerable amount of work undertaken in order to better understand the impact of HCBS on beneficiaries, well-designed studies that have utilized risk adjustment remain limited. For this reason, as well as limitations of the existing research in relation to requirements for valid meta-analysis, it would be pre-mature at this time to utilize this approach. As described in the following section, as an alternative we employed a process believed to be more appropriate for the current state of the field. It entailed: (1) the identification of risk adjusters in published HCBS outcome research and their frequency of use; (2) ratings of the importance of the risk adjusters that have be used in HCBS outcome research by technical expert panels; and (3) assessment of the extent to which these risk adjusters have been used to explain HCBS outcomes as specified by NQF HCBS outcome domains (20).


Literature Search and Study Selection

The first phase of the study consisted of a systematic review of literature on potential risk adjusters associated with the outcomes experienced by HCBS beneficiaries with five different types of disability including intellectual and developmental disability, physical disability, psychiatric disability, age-related disability, and traumatic brain injury. We worked within our project team and technical experts to develop a comprehensive list of keywords. Keywords included combinations of the following words and phrases as Boolean operators: quality of life, outcome, community, risk adjustment, risk factor, covariate, disability, intellectual disability (ID), developmental disability (DD), intellectual and developmental disability (IDD), aged, residential support, independent living, transition, Assertive Community Treatment (ACT), mental health, HCBS, physical disability, traumatic brain injury (TBI), mobility disability.

Searches were conducted across disciplines and research areas, including disability, mental health, social work, gerontology, policy, and public health using the following databases: the Cochrane Database of Systematic Reviews, Google Scholar, JSTOR, Academic Search Premier, PsychINFO, Social Work Abstracts, The National Rehabilitation Information Center, CINAHL, Ovid Medline, Social Sciences Citation Index (Web of Science), and PubMed. In addition, the most recently published research was directly reviewed in a variety of disability-focused journals including the American Journal on Intellectual and Developmental Disabilities, Disability and Health Journal, Disability Studies Quarterly, Journal of Community Health, Journal of Community Practice, Journal of Mental Health, Journal of Healthcare for the Poor and Underserved, Journal of Aging and Health, Journal of the American Geriatrics Society, Journal of Aging and Social Policy, Social Work Research, the Gerontologist, the Journals of Gerontology Series B, and Journal of Gerontological Social Work. Using the keywords listed above in the stated databases resulted in an initial set of 263 studies.

Two sets of evaluative criteria to identify high-quality studies were applied. The first seven criteria listed below are based on previously established standards (26). To these criteria three additional standards developed by our research team: recency (i.e., studies published after 2000), quantitative data and statistical analyses used, and samples with adults with disabilities (i.e., individuals ages 18 and above) were added.

The final selection criteria required that: (a) the reviewed study question/objective was described in sufficient detail, (b) study design was clearly described, (c) outcome and exposure measures were well defined, (d) analytic methods were described, (e) study controlled for confounding variables, (f) results were reported in sufficient detail, (g) conclusions were supported by results, (h) study included a targeted disability population aged 18 and older, (i) there was a quantitative aspect to the investigation that was not merely descriptive, (j) analysis included potential risk adjusters via covariates or predictors, and (k) publication date was 2000 or later. After applying these criteria to the initial set of 263 studies, a final dataset of 29 investigations focused on HCBS outcomes associated with the NQF's (20) conceptual Framework for HCBS Outcome Measurement met inclusionary criteria for the present study. Figure 2 provides more detail in our selection process.
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FIGURE 2. Flow diagram of literature search and selection process.




Identification of Risk Adjusters

Each study that met inclusion criteria was assigned a unique ID and coded by two coders who kept detailed notes for each risk adjuster identified. In addition, measurement instrument(s) used, response options/scale of measurement, and target population were coded. Following the selection of that portion of the research literature that met the required criteria, all variables included in statistical models within each of the selected articles were independently identified and cataloged by two coders. These variables included all predictors, covariates, and outcomes. Table 1 shows a snapshot of the cataloging process. The two coders met weekly with a third team member to compare their coding and confirm that each variable had been entered correctly. Any discrepancies between coders were discussed. The final decision regarding risk adjuster inclusion or exclusion was achieved by consensus between all three researchers.


Table 1. Process of cataloging studies and variables.
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Using this method, variables were extracted from all studies in the data corpus. Coders identified and listed all variables included in each study, sorted them as either potential risk adjusters (predictors and undefined covariates that could be risk adjusters) or outcome variables and entered them into the study database. Variables were coded as outcomes if they were identified by the study author(s) as such and included in a statistical model as an outcome. All variables that were not outcomes included in a statistical model as having a statistically significant relationship with an outcome were coded as potential risk adjusters1.



Research Question #1: Coding of Risk Adjusters

Once potential risk adjusters had been entered into the database, they were reviewed and grouped into categories based on their concept of focus and characteristics. Categories are higher order concepts that subsume lower-order concepts that share observations or properties (27, 28). In our case, categories were developed by grouping together shared concepts or characteristics. For example, several studies included depression as a risk adjuster. Although these studies used various instruments to measure depression, the intent to control for depression was the same across studies. Therefore, although depression was measured differently across studies, the risk adjuster that each study identified was the same, and consequently each risk adjuster was labeled using the same code. Using this method, the team grouped all extracted risk adjusters into categories.

New codes and definitions for groups of risk adjusters were developed and updated by coders, a third tiebreaker, and with assistance from the research team at weekly meetings. Any risk adjuster that did not fit an existing category was discussed at weekly meetings with the research team and reviewed to determine whether a new code was justified. Once the codebook was updated to accommodate any new information, final decisions for codes to be applied were determined by consensus. Each risk adjuster received a single code based on the final version of the codebook. The formation of “new” categories ceased at a point at which saturation was reached and new risk adjuster types were not being found. Table 2 shows the definitions for the final group of risk adjusters developed for the purposes of this study. Once this process was complete, frequency counts could take place indicating the number of eligible studies in which each identified risk adjuster was employed.


Table 2. Internal definitions used to categorize risk adjusters.
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Research Question #2: Expert and Internal Ratings of Risk Adjusters
 
Expert Panel Ratings

The number of times a risk adjuster is included in the literature is not necessarily an indication of its quality. The second phase of this study therefore entailed the convening of TEPs to evaluate the importance, feasibility, and usefulness of the risk adjusters found in the literature.

For our expert panels, we collaborated with scholars in the field of disability and HCBS, including representatives from the field of intellectual and developmental disabilities, traumatic brain injury, physical, psychiatric and age-related disabilities. Technical experts (n = 16) were selected from a variety of sources including the leadership committee for the Rehabilitation Research and Training Center on HCBS Outcome Measurement, The National Advisory Committee of the Center, provider agencies, The Association of University Centers on Disability, and state HCBS programs. Members from university settings and/or research centers affiliated with universities were selected not only due to their knowledge of HCBS but on the basis of their work with target populations. The experience of panel members in HCBS and their disability-specific fields ranged from 14 to 35 years. Each TEP member expert was asked to independently rate the quality of the HCBS relevant risk adjusters identified in the literature.

TEP ratings were obtained using the Qualtrics survey platform. Panel members were asked to prioritize which risk adjusters should be included in future research by independently rating them on multiple dimensions (described below) which were submitted to and agreed upon by the TEP prior to administration of the survey.

TEP members rated the priority of each risk adjuster by independently considering its: (1) feasibility, (2) usability, (3) importance, and (4) accuracy. For this study, feasibility was operationally defined as the extent to which information for risk adjustment could be captured without undue burden to participants and/or those collecting and using the data. Usability was conceptualized as the likelihood that information provided by the risk adjuster in question would be understandable and useful to its intended audience and lead to either quality improvement and better decision making in HCBS. Importance was defined as the relevance of the risk adjuster to the lives of HCBS beneficiaries and how likely the risk adjuster would be helpful in explaining outcomes in multiple domains. Accuracy was conceptualized as the ability of the risk adjuster to reliably provide the valid information over time and across data sources.

After the initial rating by TEPs, data were compiled and presented to panels for discussion. Based on the feedback provided, operational definitions and dimensions of quality (feasibility, usability, importance, and accuracy) were modified and a final version of the survey re-submitted. This revised survey included suggested new risk adjusters and improved operational definitions. After administering this survey, data were summarized and presented back to the panel. Summary data consisted of frequency counts, mean ratings, and standard deviation calculations to determine the average importance and level of agreement for each risk adjuster. After reviewing results, TEPs engaged in discussion and worked toward achieving consensus on a final ranked list of risk adjusters and definitions. In this way, widely-used risk adjusters viewed by TEP members as most critical to develop a better understanding of the outcomes experienced by HCBS beneficiaries were identified.



Internal Ratings With Respect to Target Populations and Outcomes

Following the input of TEP members, an internal panel of research staff independently assessed the selected risk adjusters in terms of their suitability for use with different populations and outcomes. These ratings were undertaken to control for the difference between general covariates (or predictor variables) and variables better suited for risk adjustment (NQF). Utilizing the guidelines provided by the NQF [(7), pp. 9–10] each rater independently assessed the list of risk adjusters. These ratings, in conjunction with TEP evaluation were used in order to: (1) clarify differences between risk adjusters and other covariates, and (2) identify risk adjusters that would be appropriate for use with multiple disability groups and HCBS-related outcomes and to further guide our recommendation process.




Research Question #3: Risk Adjusters and Study Outcomes

A third round of coding was utilized to classify outcomes included in the reviewed studies into conceptual groupings and determine their correspondence with NQF HCBS outcome domains (20) as well as organize outcomes into interpretable categories for analysis. This process entailed two coders independently coding each outcome into NQF outcome domains, plus two additional domains (employment and transportation) identified as of critical importance by stakeholder groups. Following initial coding, the two coders met with a third researcher who served as a mediator and ultimate tiebreaker with respect to outcomes in which there was disagreement between raters.




RESULTS


Research Question #1: Summary of Risk Adjusters by Populations

In order to address the first research question and determine the distribution of existing quantitative risk adjusters used in disability-related research associated with the NQF's (20) HCBS Outcome Measurement Framework, we calculated frequencies both for the overall use of each risk adjuster and separately for each targeted disability group (see Table 3).


Table 3. Individual-level risk adjusters by population group.
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The most commonly included individual-level risk adjusters were functional disability and chronic conditions, whereas the least common risk adjusters were caregiver characteristics and number of children. Demographic risk factors, such as age, sex/gender, ethnicity/race, and education level were frequently used as individual risk factors in all likelihood due to their accessibility and known ability to predict variance in outcomes. Physical and mental health-related risk adjusters (e.g., mental health diagnoses), risky behavior (e.g., drug use, smoking), and health indicators (e.g., BMI, BP) were also commonly utilized. This finding reflects the medical nature of much of the research on individuals with disabilities and the large number of studies on aging included in our sample. The described individual-level risk adjusters were identified across all population groups with the most frequently targeted population people with age-related disability (n = 401; 50% of total studies). People with psychiatric related disability was the least frequently covered population (n = 33).

With regard to the variables overlapping with the internal ratings based on NQF risk adjustment guidelines, we note that age, ethnicity/race, and sex/gender have been commonly used in many fields and population type specific to studies targeting multiple disability populations (e.g., aging and IDD groups).



Research Question #2: Survey Importance Ratings

In order to evaluate the importance, feasibility, and usefulness of existing risk adjusters used in HCBS-related research focused on outcomes included in the NQF framework, a TEP was convened and the ratings of reviewed risk adjusters analyzed. Ratings of risk adjusters by TEP members are shown in Table 4. For brevity and to highlight the top-rated risk adjusters, Table 4 only includes those risk adjusters that were rated in the top half of those found in the literature with respect to importance. Bolded risk adjusters were also rated highly by our internal group of RTC/OM research staff based on NQF guidelines.


Table 4. Average ratings by expert panel of top half of rated individual level risk adjusters.
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As can be seen in Table 3, a variety of individual characteristics (e.g., cognitive status, functional disability and age), contextual factors (e.g., living arrangement, formal supports and services), and health conditions (e.g., diabetes) were rated as having a high level of relevance. Note that some of these variables can be outcomes themselves, namely income and employment.



Research Questions #3: Risk Adjusters and Study Outcomes

In order to address our third research question on the alignment of the reviewed risk adjusters with outcomes identified in peer reviewed articles and organized by NQF domains, we calculated the frequency of use of each risk adjuster. This frequency was based on the percentage each risk adjuster was utilized within each NQF domain across identified outcomes (Table 5) provides a summary of these results. Risk adjusters listed in Table 5 are in the same order as in Table 2, from most commonly to least commonly used across reviewed studies.


Table 5. Percentages and frequency of risk adjusters used across NQF domains.
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As can be seen in Table 5, studies with outcomes in the NQF domain Holistic Health & Functioning included the largest number of risk adjusters, followed by those addressing out-comes across multiple domains and Community Inclusion. The remaining NQF domains were found to have four or less risk adjusters. NQF domains not included in Table 5 were found to have no studies that included the use of risk adjustment. The most frequently included risk adjuster corresponding to the Holistic Health and Functioning domain was age, followed by gender, functional disability and ethnicity/race. Studies with outcomes across multiple domains included functional disability as most frequent risk adjuster, followed by age sex/gender, mental health and length of stay. Functional disability and age were the most frequently used risk adjusters among studies focused on the Community Inclusion domain of the NQF framework.




DISCUSSION

People with disabilities who receive HCBS experience a variety of outcomes based on their disability and the quantity and quality of services they receive. In the US, presence or absence of needed services, the quality of these supports, and their match to the person's needs vary dramatically between states, regions, and cities (29). When states or agencies evaluate the effectiveness of HCBS these efforts typical focus on directly examining the personal outcomes an individual experiences with covariates sometimes used to control for confounding factors. Unlike the healthcare field, risk adjustment has not been routinely used in HCBS evaluations to adjust results. The need for such adjustment is a result of inequalities that may exist as a result of gender, type and level of disability, quality, type, and intensity of supports, etc. at an individual, organization, or state level. Failure to take such differences into account when interpreting results can lead to an exacerbation of service and outcome inequities.

The purpose of this study was to contribute to the efforts toward making evaluations of service provision more accurate and equitable by conducting a systematic review and expert ratings of using risk adjusters in HCBS. The study was designed to: (a) identify, catalog, and evaluate risk adjusters used in recent HCBS-related research; (b) prioritize a set of risk adjusters that are useful in HCBS-related research across disability populations and, (c) identify the types of risk adjusters used in studies focused on various NQF domains.

Based on the results of this study, we recommend that four primary risk adjusters be tested in future investigations for use in HCBS outcome measurement. These risk adjusters include: (1) chronic conditions (presence of long-term physical conditions that may have implications for mortality); (2) functional disability (level of functionality in daily life in the presence of short or long-term limitations due to a disabling condition or health problem); (3) mental health (indicators of mental health functioning, including mental health diagnoses); and (4) cognition (current intellectual functioning, including the ability to remember, recall, learn, concentrate, or make decisions). These four risk adjusters have been recommended for future testing because they: are not specific to a particular disability population, were rated highly by members of TEPs, matched recommended NQF guidelines for risk adjusters, and included under at least two NQF domains. We excluded demographic risk adjusters from our recommendations since they are commonly used as covariates and we wish to highlight other factors with potentially confounding effects when studying particular outcomes.

The recommendation presented are consistent with the findings of several previous investigations that identified similar factors that control for confounding variables in explaining HCBS-related outcomes. Based on their analyses, the National Core Indicators—Aging and Disabilities (NCI-AD) data collection program, for example, has identified 15 characteristics they recommend as risk adjusters including: the amount of assistance needed for everyday activities and for self-care, overall health, level of hearing, level of vision, presence of a mental health diagnosis, and whether a person forgets things (30). Tichá et al. (31) in the summary findings of predictors based on studies using the NCI – In Person Survey (NCI-IPS) found that at the individual level, challenging behavior, psychiatric diagnosis, and level of ID, had significant explanatory power in accounting for outcomes among people with IDD. Herman et al. (19) identified severity of diagnosis, substance abuse, baseline functioning and quality of life as significant factors in clinical outcomes in their review of literature of risk-adjusting outcomes of mental health and substance-related care. The result of these studies support the four constructs put forth as recommended risk adjusters for further study.


Prioritized Risk Adjusters

This next section summarizes information on the recommended risk adjusters of chronic conditions, functional disability, mental health and cognition based on previous research within the context of risk adjustment in HCBS.


Chronic Conditions

A chronic condition is a persistent or otherwise long-lasting human health condition or disease that lasts for more than 3 months. In the US, 25% of adults have at least two chronic conditions (32). Two frameworks conceptualizing the effect of chronic conditions on disability are the Disablement Process (33) and the International Classification of Functioning, Disability, and Health (34). Both frameworks posit that health conditions intersect with the environment to lead to activity limitations (35). This intersection is exactly how chronic conditions function as potential risk adjusters in disability research. Some disabilities can be considered primary chronic conditions (e.g., arthritis), while others (e.g., mild arthritis) experienced by a person with IDD could be considered a secondary condition. The accumulation of such conditions among members of a population can make it difficult to disentangle the differences between service delivery approaches when conditions are not evenly distributed between individuals or groups. Research has demonstrated that limitations in role performance due to chronic conditions (e.g., diabetes etc.) can lead to difficulties in performing valued activities (36). Thus, when assessing outcomes, risk adjusting for the prevalence of chronic conditions may capture variance unrelated to the primary disability of interest, thereby improving estimates of other factors (e.g., an intervention) being studied.



Functional Disability

Functional disability has been conceptualized as one's functional status, capacity, limitations, and/or disability status (37, 38) and has been used to better understand physical frailty, fatigue, Activities of Daily Living (ADLs), Instrumental Activities of Daily Living (IADLs), and mobility (39, 40). Currently, however, there is not a uniform definition of functional disability, with each set investigators drawing conclusions based on their own, personal perspectives on the construct.

Risk-adjustment may not always be meaningful with respect to functional disability as it can vary from a long-term limitations to those that are episodic or co-occurring along with other conditions. For example, whereas physical frailty was found to be associated with risk of mild cognitive impairment (39), cause and effect are not known (41). The use of functional disability as a risk adjuster therefore depends on whether the assumed type of a functional disability is a stable trait. For some sub-populations (e.g., people with TBI or age-related disabilities) functional ability is likely to change over time. For others (e.g., people with IDD) this is not as likely to be the case. Thus, risk-adjusting for the IDD sub-population makes sense whereas it does not for persons with TBI or age-related disability.



Mental Health

The World Health Organization (WHO) defines mental health as a state of well-being in which people realize their own abilities, can cope with the stresses of everyday life, work productively, and are able to make contributions to their communities (34). People with disabilities often experience disadvantage that contributes to poor mental health (e.g., poverty, etc.) (42–44).

Although studies have attempted to appraise mental health in persons with disabilities, this has been challenging due to the heterogeneity among studies with respect to samples, range and type of disability, and mental health interventions under study (45). In addition, the scientific quality of studies at times falls short in terms of incomplete reporting of analyses, lack of clear definitional criteria, and the risk of bias (45, 46). These limitations as well as the myriad of formal and informal factors potentially contributing to mental health outcomes have, thus far, precluded establishing robust evidence as to risk adjusters that would likely generalize to all groups with disabilities.

Risk-adjustment for mental health also requires accounting for both type and severity of mental health conditions as manifested in various disability groups. For example, risk-adjusting for depression and/or anxiety due to congenital disability (e.g., cerebral palsy) may make more sense than adjusting for time-limited depression associated with an injury or stress that can be alleviated by adjustments in the environment.



Cognition

Cognition refers to the mental processes involved in gaining, retaining, and effectively using knowledge to adapt to ones' environment. Cognitive processes include thinking, knowing, remembering, judging, and problem-solving (APA Dictionary of Psychology, 2018). They are higher-level functions that include language, imagination, perception, and planning and can be measured in terms of both cognitive ability and disability. Cognitive disability has been associated with greater risk for less self-efficacy (42), and lower quality of life (47) not only among people with IDD but those with age-related and/or physical disabilities. It is related to the duration a person with age-related disability spend in hospital-level care (48, 49) and has been shown to mediate the relationship between physical activity and lower blood pressure (50). Among individuals with IDD, level of intellectual disability, a measure directly related to cognitive ability, has been associated with lower levels of self-determination (51), less choice-making (12) and lower levels of community-based employment (52–55).

The use of cognition (ability or disability) as a risk adjuster has the potential to help control for a significant amount of variation in outcomes within and between different disability groups. Considering cognition as a risk adjuster can potentially increase the accuracy of comparisons between groups on these outcomes. However, researchers must consider that some groups (e.g., people with age-related disabilities and TBI) can experience significant natural decreases or increases in cognitive capacities over extended periods while others (e.g. people with psychiatric disability) may demonstrate fluctuating capacity over periods as short as a day. Both of these situations can have a significant impact on the reliability of results.





CONCLUSION

The main aim of this study was to review and evaluate risk adjusters currently used in disability-related outcome research. Based on the findings, we have provided recommendations for potential risk adjusters that would appear to merit further empirical investigation that are: (a) not specific to a particular disability population, (b) rated highly by expert panels, (c) matched to the suggested NQF guidelines for risk adjusters, and (d) included under at least two NQF HCBS outcome domains. Based on what we have learned we can conclude that:

1. Demographic characteristics (e.g., gender, race, education level) are the most commonly used risk adjusters suggesting that both their known associations and feasibility are strong factors to consider in risk-adjustment selection. Such risk adjusters can be appropriate to control for unmalleable characteristics, which in turn can increase accuracy of conclusions and comparisons within HCBS.

2. Risk adjustment has most commonly been used in research related to health outcomes. Based upon existing investigations as well as ratings of our TEPs, chronic conditions, functional capacities, mental health condition, and cognition would appear to have the potential to be useful as risk adjusters in models assessing the outcomes experienced by individuals with disabilities. Through the consideration of risk adjustment at the individual level within HCBS, it is likely that the precision with which we are able to match services and supports to the needs of individuals with disabilities and thus improve their outcomes, will increase.



FUTURE DIRECTIONS


Outcome and Population Specificity

Risk adjustment is outcome dependent. Future research is needed to explore the impact of the recommended risk adjusters within the context of specific outcomes and populations within HCBS. Most of the risk adjusters considered in this study were associated with the NQF's Holistic Health and Function domain with few using risk adjustment found to address Human and Legal Rights, Caregiver Support, and Employment; and no risk adjusted observed with respect to Person-Centered Planning and Coordination, Equity, Workforce, or Consumer Leadership in System Development.

In a similar manner, it cannot be expected that a risk adjuster that works effectively with one population with specific levels of support needs will necessarily work well with others. The recommended risk adjusters need to be tested with different populations based on their disability type and intensity of support needs, age, gender, race, etc. to determine whether they function in ways intended and expected.



Level of Risk Adjustment

Although the purpose of this manuscript was to review broadly the state of risk adjustment in the field of disability research and HCBS, we focused on identifying potential risk adjusters at the level of the individual. There are, however, also factors beyond the individual (e.g., at the systems level) that need to be considered when evaluating HCBS outcomes. Such factors include, but are not limited to, available residential opportunities for people with disabilities, levels of support funding, expenditures of supports and services as well as employment policies and availability in different states or regions. Future research should therefore focus of a review and evaluation of system-level outcomes within HCBS.




LIMITATIONS

An extensive search of the literature was undertaken as part of this study, using specific key words and databases to locate studies that utilized risk adjustment. This approach could have led to leaving out relevant studies. In addition, the process used to code risk adjusters used in the existing research associated with various NQF outcome domains and subdomains ended when project staff used specified criteria to make a determination that construct saturation had been achieved. This approach could also have inadvertently led to leaving out relevant studies and risk adjusters.

Another limitation relates to the operational definition used for the construct of “risk adjuster.” The difference between a covariate (an explored variable in relation to an outcome) and a risk adjuster (an intentionally controlled variable in relation to an outcome intended to improve the estimation of relationships in a model) is by no means clearly defined within HCBS or by researchers who investigate outcomes of people with disabilities.

It must also be noted that the distribution of NQF-relayed HCBS outcomes identified in the studies reviewed were limited. The dominance of studies focused on Holistic Health and Functioning demonstrates the medical/health focus of the literature identified for the purposes of this investigation. The lack of studied outcomes that fell into other NQF domains and subdomains could be a result of these outcomes being more often treated as mediators or moderators of health outcomes as opposed to important in their own right. These non-medical and non-service constructs, however, have been identified by the NQF, the University of Minnesota Research and Training Center on HCBS Outcome Measurement as well as a wide variety of stakeholders including people with disabilities themselves as critical and relevant for high quality of life, and should be a focus of study in future research.
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FOOTNOTES

1The distinction between covariates vs. risk adjusters was therefore not made in the present study, and all variables included in statistical models that were significantly associated with an outcome variable were included as potential risk adjusters for the purposes of this study.
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The essay examines some problems and opportunities of outcomes measures from a philosophical, political, and human rights perspective. Two suggestions for further effort are included: establish a person-centered outcomes research entity to help make outcomes measures more useful in decision-making and use a human rights framework to understand the impact toward which projects and programs aim.
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Although he was often mischaracterized as an Aristotelian because he edited the “Introduction to Aristotle” for the University of Chicago Press, Richard McKeon was a strong proponent of pluralism. His commitment was to understand the principles, methods, and interpretations used by any thinker, to understand their work in its own terms, and to escape from the processes of attack and negation that had evolved in academic circles, forcing academics into ever-smaller defensible subject areas. He developed a systemic schema to explain how thinkers might evaluate and appreciate another's project even if it was at odds with their own project. Among the distinctions he made was that between holoscopic first principles, which looked at the part from the perspective of the whole and meroscopic first principles, which looked at the whole from the perspective of the part's simple elements (1). The latter is identified sometimes with Aristotle and the so-called scientific method and involved a separation between the knowers (and their biases) and what is known in a subject matter. I will attempt to identify some of the problems and issues that arise in systems of knowledge about disability when the first principles are universally meroscopic. We need to look up.

Born in medical randomized control trials, expanded in interdisciplinary efforts to prove that social sciences are just as rigorous as medical ones, relied on for decades to help sort proposals for research grants as well as plans and accountability measures for public funding of supports, and required in legislation that authorizes programs, outcome measures are inescapable in modern systems that serve persons with disabilities. They are ripe for rethinking.

Some of the problems of outcomes measures are inherent in the science or the math. Some are moral or ethical. Outcome measures may be the last redoubt of a medical model of disability, rejected by many disability thinkers in favor of the morally acceptable social model. The medical model locates the problems of disability in the person. It is meroscopic. It is supposedly dialectically opposed by the holoscopic social model, which locates the problems of disability in a non-inclusive, non-accommodating society. Even so, most disability services and supports are focused on the individual. This individual focus makes sense if you think of services and supports as something extra to which people are entitled by virtue of their disability. It would be difficult to imagine how the US system of social security disability payments could function without an individual focus. But the focus on the individual can also be a neoliberal fantasy or nightmare of bootstrapping, as if the person alone is responsible, say, for not being able to get or hold a job or for not being “able” to be included and educated in school with everyone else. These are only two examples of activities where the individual clearly must rely on a larger system to become inclusive to achieve goals. But our devotion to individual plans persists. The perseverance of the focus on an individual plan is potentially psychologically destructive to the individual who comes to blame himself or his child for not being able to achieve their goals in the face of systemic denial. That makes it immoral.

Outcome measures are reductive by nature as part of their effort to be “scientific,” reducing the topics of interest in a human life down to measurable facts and indicators, just as a clinical trial of a treatment might measure blood levels of an important marker of progression of disease. But a person is not just an organism, and even medical science is now recognizing that an organism might have fundamental differences from others based on genetic codes. Medical science seems to be recognizing that its abundance of outcome measures does not necessarily help clinicians, patients, caregivers, employers, or others who need to make decisions about treatments. The Patient Centered Outcomes Research Institute (www.pcori.org) was created by Congress in 2010 to address this.

PCORI makes grants of about $2.5 billion per year, and its operating budget is around $105 million with a mission of mediating the utility of NIH research, budgeted at about $52 billion, with around $700 million of that being directed to medical rehabilitation research. The rest of the US federal investment in non-medical rehabilitation, habilitation, special education, and accommodations research is probably <$1 billion dispersed through several departments. A person-centered outcomes research institute in rehabilitation designed to help provide information that supports decision-making of disabled persons and their supporters might be imagined, then, in the $50 million range. Of course, the size of the health care market in the US at about 20% of GDP far outstrips the size of the market for rehabilitation: there is certainly more at stake in healthcare in terms of money.

Because the rehab investigator's points of interest are carefully delineated (meroscopic), rather than taking people as they are in the wild, outcome measures represent a truncated model of responsibility, measuring only the consequences of a program or intervention while ignoring the freedom, knowledge, capabilities, and sense of duty of the participants. Functioning much like genetic codes but with a much more direct and constant impact on the evolution of human society, these could be called the mimetic codes (2). As modern medicine is beginning to understand that outcomes of medical interventions may be mediated by the genome of the person, it may be important for rehabilitation researchers to recognize that compared to a genome, a person's gestalt (or the sum of all of their mimetic evolution) is even more complex and subject to learning and change, and probably more difficult to define.

Outcome measures focus only on the intended results and outcomes of a program without having the capability of identifying or reporting unintended consequences. The unintended consequences of behavior interventions can be severe and lifelong, but outcome measures often frame temporary compliance as success. In fact, the goal of a particular intervention may be defined as compliance with a specific instruction but the lifelong implications of entrained or enforced compliance might well include increased vulnerability, loss of a sense of self, and severely impaired self-efficacy.

Outcome measures of interventions and demonstrations seldom report actual financial results and costs. If a project is designed for a specified cohort but only half of the people identified as the target cohort ultimately participate, then the cost of the intervention is twice what was proposed. Likewise, in-kind contributions and opportunity costs of the intervention are generally not included as inputs or results. If a person spends most of their waking hours in treatment or therapy, what has been lost? Especially for children, the loss of opportunities for free play is not trivial. If an intervention requires a parent or family member to implement the intervention “at home,” the loss to the child may be especially significant. Such a child may cease to see their parent as a comforting and nurturing presence always on their side and instead see them as another therapist with performance demands.

Outcome measures of social interventions focus on the person of interest and seldom consider what happens to others in their circle of support. Did the mother forgo employment to enable her adult son or daughter's independence or employment? Have her human rights been affected? Did a family experience divorce because of the stress of a “therapy” protocol? Is a personal assistant working at minimum wage and without health insurance? Is a caregiver required to ignore OSHA lifting standards at personal risk? Or worse, is the person with disabilities essentially abandoned to an overwhelmed family caregiver who may be depressed or abusive? The “outcomes” of new funding models like self-determination or self-direction require a closer look.

Outcome measures of systems already in place, rather than interventions or research studies, have responsibilities to the public, framed sometimes as diversity or intersectionality. It is possible to argue that in a public system meant to serve “the public,” system outcomes should consist of a sum of outcomes of services and supports provided plus (or minus) the outcomes in the lives of others who received no support or services even though they would be eligible. In other words, an ethical system measures the outcomes for the persons served as well as the persons who should be served. Without this commitment, public services are at risk of overspending on a few people while ignoring many others and counting only the positive outcomes achieved by the few.

Sometimes, too, guardians are praised for the outcomes of their advocacy when they maximize the use of available funds, even when overspending may be negatively impacting the person's ultimate outcomes. This is analogous to a medical patient who does not understand that overtreatment can be as dangerous to their health as under-treatment. For example, if a State requires that all self-directed waiver funds go to direct support wages, a person may be in a position where they are staffed for every waking moment of their day. A man with intellectual disability described this to me as “one person to do the cooking and another to sit on the couch and control the remote.” By the way, this man wanted nothing more than to do his own cooking, as he previously had been employed as a cook. He knew how to make hamburgers the way he liked them, but his funding plan meant he could never have that. He knew what he wanted to watch on TV, but he could not have that either. He enjoyed his solitary time, but that was always denied to him. And meanwhile, while this man is overserved, there are others with the same disabilities whose only supports come from their families as they live their lives on a waiting list. A holoscopic view is needed.

Outcome measures are part of an ongoing effort to construct an evidence base and protocols to guide how a person with a disability might be supported. This is especially obvious in educational environments, where recognized evidence is often limited to published peer-reviewed studies. There are several problems that accrue.

First, demonstrations may be carried out in separate or segregated environments for purposes of keeping “clean” data on individuals (a meroscopic goal). Often, schools attempting to duplicate these outcomes will copy the setting because they are trying to “demonstrate fidelity.” And yet, a segregated environment is a violation of the human rights and the educational rights of the student, which must be prior to any considerations of intervention fidelity. Why should an intervention ever be tested in a segregated environment in the first place?

Second, students who have multiple or complex disabilities—who live their lives three standard deviations from the mean—are not included in statistical studies of interventions. They simply do not fit the definition. Thus, there is no specific evidence for supports that would “work” for them. Unfortunately, the absence of evidence may be interpreted in cash-strapped educational and human services settings as an excuse to do nothing. Worse, artificial intelligence may ignore or misconstrue their existence completely (3). There is often not a recognized floor of standard treatment or standard of care in education or human services as there is in medicine. This should be an ethical requirement and presumption in all systems that serve people with disabilities given that people with the most complex disabilities might appear nowhere in the hierarchy of evidence other than in the foundation of expert opinion and then again in epidemiological (or systems) studies. Without minimum standards of treatment for all people, I do not understand how reports of the outcomes of any targeted intervention can be ethical.

Third, educators are often not trained or supported to carry out and report their own outcome measures. If a teacher notices that a child is calm, focused, and happy when included in a small reading group, and tense and lashing out whenever they are taken into the little room for “direct service,” that is an important outcome measure. It should stand up in planning meetings just as well as more incongruent published evidence does. It is important to remember that expert opinion is the foundation of evidence, and teachers and parents are often the only persons who have expertise about a particular child.

Fourth, outcome measures asserting evidence in favor of a particular intervention may be rigged through political processes that organize academic departments or they may slip through the cracks of peer review. No matter how carefully a peer review team is constructed, bad actors can infiltrate and carry their personal animosities or material interests into the review.

A plethora of seemingly positive studies for a single approach may make it seem like this is the only possible intervention. But just because something “works” for a selected sample does not mean it would work for everyone. Likewise, just because one study demonstrates that an approach “does not work” for one or more people does not mean that it cannot work for anyone. Those are both misconstructions of the meaning of statistical studies. And what if a set of studies were all conducted or even funded by persons who engage as professionals in the delivery of that intervention? What if some of them actively agitate to reduce funding to studies of alternative methods, or to deny academic appointments to persons who study alternative methods? This is not, strictly speaking, a problem of outcomes measures alone. It is a problem of research and of universities, and holoscopic. Nevertheless, outcomes can be where bad actors hide.

Fifth, the owners of interventions, whether they can legitimately claim intellectual property or are simply recognized experts in a topic, can use outcome measures in a kind of marketing sleight of hand to convince others that an intervention promises more than it really delivers. Some of these others may be naïve. Some, especially family members, are under enormous pressure or even duress. Some find themselves in a situation where they hope too much or are under pressure to find solutions. These include legislators, administrators of federal, state, and local programs, insurance executives, employers, educators, and families. This marketing is a meta-outcome of outcomes research which provides the tools and rhetoric to people who have their own enrichment as their only goal, or those who believe their own PR. I wish I knew what the answer to this problem could be. As a trained professional marketer, I used to say that you cannot sell a face cream with the same minimal level of evidence that most disability interventions demonstrate. Alas, the US Food and Drug Administration has proven itself quite incapable of regulating even recognized torture perpetrated on people with disabilities in the name of “treatment” with the same brio as it regulates cosmetics.

Outcome measures for human beings are typically not framed in terms of an intervention's likelihood to support or advance the human rights of the person being studied or others who are instrumental. It may be seen as “soft” to do so. Human rights are often reduced to the standards used by an Institutional Review Board where that exists, but these are not likely to be comprehensive enough and they do not touch every situation where outcome measures are used. Indeed, an IRB is more concerned with discovering how the process of a study may itself intrude on human rights, more than it seeks to know whether the ultimate outcome of the study might allow a person to better enjoy or expand their human rights.

A human rights framework is not a requirement of funding designs, but it is easy to see that a human rights framework would provide some of the necessary thinking to compare outcomes across two or more interventions. One intervention may be aimed at creating an outcome of reliable communication support for a person who does not use their voice to speak; simultaneously, another may be designed to help a person practice making sounds that may someday facilitate using their voice to speak. The conflict should be clear: pursuing communication support is a more direct way to achieve self-direction and independence, participation in meaningful education, better health care, the exercise of political, civil, economic, and social rights, and a host of other outcomes that directly impact the human rights of the person.

Perhaps we should make more effort to frame the interventions research we conduct in terms of the human rights the intervention is intended to achieve. Perhaps we can engage in a method of inquiry within an established framework of universal rights consistent with the Universal Declaration of Human Rights (UDHR) and the Convention on the Rights of People with Disabilities (CRPD). Besides being able to explain how the outcomes sought by a research project or program are pertinent to the physical or medical problems faced by the research sample or population, we would be able to discuss not just why we are doing no harm to the persons and their communities but also how these outcomes would help attain or secure their human rights or the human rights of everyone.

None of this is meant to impugn the rigor or intention of social sciences research. People struggle mightily to bring forth new ideas within the strict requirements of government grant applications. It may take more than one effort of inquiry and more than one run at asking why before we arrive at a statement of why a program or intervention supports human rights, or perhaps it will be immediately obvious that there is no connection to human rights at all. If the latter, why should the research or the program be funded with public money?
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Medicaid Home and Community-Based Services (HCBS) for people with intellectual and developmental disabilities (IDD) are vital for supporting people with IDD to live well in their communities, but there are not set standards for monitoring quality outcomes related to HCBS. In this paper, we propose promising practices for improving the quality of HCBS outcome measurement, based both in the literature and our own experience conducting an extensive U.S. state-level study. Specifically, we discuss: (1) using merged administrative datasets, (2) developing high-quality psychometrics that attend to ecological issues in measurement, (3) using advanced statistical analyses, and (4) creating immersive, user-friendly translational dissemination products. We conclude by suggesting what we see as important new frontiers for researchers to consider in order to enhance the quality of HCBS outcome measurement for people with IDD in the future.
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PROMISING PRACTICES IN THE FRONTIERS OF QUALITY OUTCOME MEASUREMENT FOR IDD SERVICES

For people with intellectual and developmental disabilities (IDD) living in the United States, Medicaid Home and Community Based Services (HCBS) often provide access to vital supports for community living. While advocates, researchers, and policymakers have lauded the benefits of HCBS as a part of supporting deinstitutionalization and community integration for people with IDD, little empirical evidence exists to directly link HCBS service usage and expenditures to tangible outcomes for people with IDD or the overall service systems that administer HCBS.

In an era when the focus of policymakers has turned to the need for evidence to tangibly support public expenditures, outcome measurement in HCBS, one of the main mechanisms by which U.S. states provide supports to people with IDD in their communities, is increasingly important. Though there are controversies and critiques about use of evidence-based policymaking [e.g., (1, 2)], the use of evidence to measure HCBS outcomes and effectively disseminate those outcomes to policymakers and advocates is essential for compelling states to adequately resource HCBS as a means of promoting community living for people with IDD.

In this conceptual paper, we (1) outline a rationale for better outcome measurement in Medicaid HCBS for people with IDD, (2) examine four pressing challenges to better outcome measurement and how we have sought to address them, and (3) propose new frontiers for consideration in order to move HCBS outcome measurement into the future. We specifically focus on application to our work's approach to merging administrative datasets, using advanced statistical analyses, centering stakeholder voices, and creating immersive dissemination products. It is important to note that this paper is about a U.S. based study and suggestions may not readily apply in service and policy contexts outside the U.S.



BACKGROUND


Quality Measurement in HCBS

HCBS enables people to live and work as part of their communities instead of residing in costly and segregated nursing homes or institutions (3). In fiscal year (FY) 2017, ~860,500 people with IDD in the United States used Medicaid IDD HCBS with estimated expenditures totaling $38.71 billion (4).

States that operate HCBS programs are required by the Centers for Medicare and Medicaid Services (CMS), the federal entity that governs Medicaid and Medicaid waiver programs, to measure and improve performance, assure that individual support plans meet the needs of waiver participants, and have effective systems in place to monitor participant health and welfare (5). States monitor compliance with these rules by using self-selected performance measures (6). Although flexibility in choosing performance measures has allowed states to be responsive to their individual needs and priorities, it has also created challenges with conceptualizing and measuring HCBS quality on a national level and for comparing outcomes across states (7, 8).

In recent years, discussions about HCBS quality and the need for national quality measurement standards have intensified (9). From 2014 to 2016, the National Quality Forum (NQF), contracted by the U.S. Department of Health and Human Services (HHS), convened a national stakeholder committee to develop measurement recommendations for monitoring HCBS quality (10). In September 2020, CMS issued a request for comment on a recommended standard measure set for Medicaid-funded HCBS (11). These recommended measures, organized based on quality domains identified by NQF, included the areas of service delivery and effectiveness, person-centered planning and coordination, choice and control, community inclusion, caregiver support, workforce, human and legal rights, equity, holistic health and functioning, system performance and accountability, and consumer leadership in system development (12).



Stakeholder Input in IDD HCBS Quality Measurement

Stakeholder input, including gathering information directly from HCBS program participants with IDD, is fundamental to the CMS quality management strategy (13). In fact, CMS described their approach as “customer obsessed” with considerable participant outcome information integrated into their quality and performance standards (14).

To this end, multiple survey instruments have been used to assess participant experiences and outcomes associated with IDD HCBS. An early example was the Participant Experience Survey for people with intellectual and developmental disabilities (PES-DD). The PES-DD, which was designed to be administered in an interview format, measured IDD program participants' experience with HCBS services and focused on the four priority areas of access to care, choice and control, respect and dignity, and community integration/inclusion (15). A valid and reliable cross-disability HCBS participant survey was later created, which obtained the Consumer Assessment of Healthcare Providers and Systems (CAHPS) trademark and the NQF's endorsement (16). This tool, the HCBS CAHPS, includes questions about access to needed services, providers, case managers, choice of services, medical transportation, personal safety, community inclusion, and empowerment (17).

At the same time, measures outside of CMS were developed to assess user perception of IDD HCBS quality. For example, the Council for Quality and Leadership (CQL) constructed the Personal Outcome Measures (18) and the Human Services Research Institute (HSRI) and National Association of State Directors of Developmental Disability Services (NASDDDS) co-developed the National Core Indicators (19). Measures from the NCI have since been endorsed by the National Quality Forum (20). Both of these surveys are widely used in the United States to measure personal outcomes for people with IDD, including choice, health, safety, community participation, relationships, rights, and employment. The POM is often used to assess service provider quality, while the NCI is primarily used to assess the quality of state-level IDD service systems (19, 21).



Aim and Scope of Paper

Considering the large outlay of public funds and the centrality of HCBS in the lives of many people with IDD and their families, improving the measurement of HCBS outcomes is an essential step toward monitoring system quality across the United States' myriad approaches to disability service provision. In addition, expectations of centering the experiences of people with IDD in the outcome measurement process have become increasingly prominent. Against this background, the current paper outlines four important emerging frontiers in HCBS outcome measurement, each punctuated by real-life applications from our work. We conclude by proposing additional actions that may be taken to improve HCBS outcome measurement and quality assurance in the future.




METHODS

The present article uses the example of one research team's experience, working to improve the quality of HCBS outcome measurement in their state. The research team members come from five academic disciplines (public policy, social work, education, evaluation, and rehabilitation counseling), have a variety of expertise (disability policy, advanced statistics, data management, etc.), and bring a wealth of lived experience as self advocates, family members, allies, service providers, and researchers. The research team has been assembled since 2016, when they began working on a pilot to merge three major datasets (as described below) in order to help policymakers in their state's DD agency and Medicaid agency come to a better understanding of how Medicaid HCBS expenditures related to important life outcomes for people with IDD. Over time, the research team's experience and approach has evolved, leading to the observations presented in this article.


Overview of Virginia Costs and Outcomes Project

Much of this paper is based on the author's experience conducting their Virginia Costs and Outcomes project, which will be described in this section. Broadly, the Costs and Outcomes project is meant to help state-level policymakers, advocates, and other researchers understand how HCBS service expenditures relate to personal and system-level outcomes for adults (age 18+) with IDD, while accounting for individual support needs. Since 2015, we have been working on this project in stages, as described below. Before describing the phases of our project, however, it is necessary to emphasize the importance of careful pre-planning before endeavoring to look at HCBS outcome measurement in progressive new ways.

First, prior to starting our pilot work, there had been extensive relationship building with state DD and Medicaid agencies, which ultimately facilitated access to important datasets. We have continued to maintain close relationships with these agencies as our work has progressed, disseminating white papers for our state stakeholders, briefing them on the project process, and engaging them for input about specific research questions to pursue. We also had to think proactively about matters of research ethics, especially around using administrative data for research purposes. This included inserting explicit statements on the state DD agency's consent documents before we could use administrative data for our purposes, and working with our university's institutional review board to navigate the ethical oversight and review process for a complex administrative dataset that contained potentially sensitive data. Finally, our pre-work required strategy, particularly around our data management and integration process. We needed to ensure that we could link our key datasets at the level of the individual service user with IDD, which we accomplished by including a unique identifier that could be present on all of our data sources. The three datasets we use in our work are as follows:


Medicaid HCBS Expenditures

Furnished to us the state's Medicaid agency, Medicaid HCBS expenditures capture the array of long term services and supports (such as residential, employment/day program, and many other smaller services that people with IDD use long-term). Every HCBS user in Virginia has a Medicaid record.



SIS-A

The state's DD agency allows us to use SIS-A data, which the state uses with every HCBS user in order to assess their support needs. Every HCBS user in Virginia has a SIS-A on record.



NCI-IPS

The state's DD agency, which provides this dataset, randomly selects about 800 HCBS users annually to participate in the NCI-IPS, which measures a wide array of factors related to service usage, personal outcomes, and system-related outcomes. The annual sample of NCI-IPS users provides the base sample for our work and we obtain and merge SIS-A and Medicaid data based on the presence of a person's NCI-IPS record.

Second, our initial pilot work, funded by the Association of University Centers on Disability (AUCD) took place in 2015 and 2016. In this work, our main aim was to establish the feasibility of creating a large combined dataset from three sources with IDD-specific information merged at the individual level: (1) the state's Medicaid HCBS expenditure data for adults with IDD, (2) the state's data from the National Core Indicators - In Person Survey (19), and (3) the state's data from the Supports Intensity Scale-Adult version (22). The Medicaid HCBS data provided us with information about state expenditures per person on a plethora of services and supports, including various types of residential services, day habilitation and employment support services, respite, and case management. These data were available at a minute level of detail, so it was helpful to bundle them into usable units for analyses. The NCI-IPS provided a variety of outcome variables related to health, health service access, social inclusion, relationships, work or other day activities, choices, and rights that we have used as outcomes in our work. The SIS was useful to explore support needs, both overall, and in more specific domains such as medical support needs or behavioral support needs. Results of our pilot are available in Dinora et al. (23), and include findings about patterns of association between extraordinary medical and behavioral support needs and costs and some surprising findings related to residence type and community inclusion.

Third, following our successful pilot, we secured a 3 year research grant from the National Institute on Disability, Independent Living, and Rehabilitation Research (NIDILRR) to merge the same three datasets for an additional 2 years, and to link those two cohorts of data to begin the construction of a longitudinal linked dataset. As part of this work, we focused on improving psychometrics, specifically by attending to ecological issues that have troubled prior HCBS outcome measurement endeavors, and gave additional focus to the use of advanced statistical analyses.

Finally, in the current fourth phase of our project, funded by a NIDILRR grant running through 2024, we are adding two additional years of data to our merged dataset with linked cohorts, which will enable us to begin exploring the effects of the COVID-19 pandemic on HCBS outcomes and expenditures. In this phase, we will also be merging a fourth dataset, Medicaid managed care medical encounter data, which will help us understand how the frequency and intensity of medical service usage plays a role in personal and system outcomes for people with IDD. In this phase, we are also placing additional attention on stakeholder involvement and translational dissemination, and will have access to the NCI-IPS COVID-19 supplement, which provides information about the impact of the pandemic on people's lives.




Identification of Promising Practices

In preparing to write this manuscript, the project team met to reflect on our experiences with the Virginia Costs and Outcomes project over the past seven years. Our aim was to identify the principal contributions of our work relevant to HCBS, with particular attention on what others may be able to learn from our work, how our progress was supported by prior research, and also where we still feel our project can grow in the measurement of HCBS outcomes within our context.

The vignettes in the promising practices section to follow are the result of that reflective discussion session and focus on four main aspects of our work that we believe are relevant to a wider audience: (1) using merged administrative datasets to improve HBCS outcome measurement for people with IDD, (2) developing high-quality psychometrics that attend to important issues of data and service system ecology, (3) using advanced statistical analyses, and (4) developing engaging, user-friendly dissemination products. For each of these topics, in the sections below we give a brief overview of the literature on the topic, before sharing a synopsis of our experience, which we hope will serve as a starting point for others to consider when engaging in their own efforts to improve HCBS outcome measurement.




PROMISING PRACTICES


Using Merged Data Sources

The best HCBS outcome measurement requires high quality data that are capable of answering questions relevant to policymakers and advocates. However, the quality of data that has traditionally been used to track HCBS outcomes for people with IDD has been challenged by a number of factors, including inability to match fiscal and personal outcome data, and difficulty constructing robust datasets specific to people with IDD.

A number of authors [e.g., (23–25)] have called for better use of large administrative and linked datasets in the IDD field in order to generate a more nuanced portrait of the factors that may promote or inhibit particular outcomes. Though merging administrative datasets has been rare to date, there have been efforts, for example, to merge smart home and wearable technology data with Medicaid data to help understand safety and other personal outcomes for people with IDD (25). Despite such efforts, a national workgroup of leaders in the IDD field recently conducted an assessment of the potential to use administrative data to better understand health outcomes for people with IDD, including by potentially merging datasets, and concluded that current opportunities are limited, in part due to challenges in harmonizing definitions between datasets (26).

The use of administrative datasets to enhance the quality of outcome measurement in HCBS for people with IDD has other limitations as well. After examining several population-based datasets, Havercamp et al. (24) concluded that most datasets had severe limitations, related both to difficulty specifically identifying people with IDD in the dataset (IDD is conflated with other conditions as “cognitive impairment,” for instance), and to inadequate inclusion of people with IDD in population-based survey sampling. Wagner et al. (25) noted that many IDD-specific datasets are not robust enough to conduct advanced analysis, providing another significant barrier to using extant datasets to enhance the quality of HCBS outcome measurement for people with IDD.


Application to Virginia Costs and Outcomes

To begin to address some of the known challenges with using administrative and secondary datasets in outcome measurement, the Virginia Costs & Outcomes project endeavored to merge three major IDD-specific administrative datasets at the individual level. UsingVirginia's data from the National Core Indicators-In-Person Survey, the Supports Intensity Scale-Adult Version, and state Medicaid claims we created a large dataset, merged at the individual level and integrated across multiple annual cohorts, to create a robust randomly sampled dataset of people with IDD. The randomness in the sample comes from the state's NCI-IPS sampling method, which contacts about 800 randomly selected HCBS service users annula to solicit participation. We then merge in Medicaid expenditure data and SIS-A data for users with a valid NCI-IPS on record, since all HCBS users have those two datasets available (thus, our sample is bounded primarily by the availability of NCI-IPS records). With this dataset, we have been able to simultaneously account for two of the major drivers of service planning for adults with IDD: the need to carefully steward public funds, and the need to continuously monitor and improve outcomes for people with IDD who use HCBS.

Despite the success in being the first known team to successfully merge these three major datasets, we have continued to find that not all of our most important questions can be answered. Therefore, we are working with state partners in Virginia to obtain and merge Medicaid Managed Care acute encounter data, which will allow for a more granular understanding of healthcare utilization patterns and how they relate to outcomes. Additionally, we are exploring potential opportunities to layer additional, smaller datasets into our analyses, such as records for critical incidents, which would enable us to understand how outcomes and HCBS expenditures are affected after a person with IDD experiences a major traumatic event (e.g., abuse, injury, hospitalization, etc.).

All of this suggests that there are a multitude of possibilities to pursue in terms of merging extant administrative datasets, which each have some utility individually, but which hold significantly more potential for helping us understand HCBS outcomes when merged. In our experience, however, significant work needs to be done before any mergers take place, so researchers may wish to consider merging datasets as a years long investment before fruitful results emerge. Relationships must be built with state agencies, people with disabilities, and their families, processes for ethical compliance must be established, merger processes and unique keys to guide construction of the dataset need to be created well in advance, and a team with specialized skill sets must be assembled. It is also worth noting that conditions need to be right for open collaboration with state agencies, and often a defined policy window will open to facilitate collaboration. In our case, this window opened largely due to a consent decree between the state and the U.D. Department of Justice that was transforming much of the DD system in Virginia, including HCBS. If researchers can make significant initial commitments of time, however, the potential for merged datasets to transform outcome measurement for HCBS for people with IDD is significant.




Developing High Quality Psychometrics

HCBS programs are influenced by both federal and state policy. Therefore, it is essential that we develop measures that can be used in both federal and state contexts. We will summarize our efforts to develop measures for tracking wellness and social outcomes across both federal and state-level ecological contexts.

The need for high-quality, psychometrically sound measurement tools in the IDD field has been well established, as mentioned previously (7, 8). A 2013 review of quality of life assessments for people with intellectual disabilities found that most of the identified instruments were not well validated (27). While most scales reported good to excellent validity, the majority did not report validation with people with varying levels of ID, floor and ceiling effects, or the factor structure of the scale (27). Similarly, Townsend-White and colleagues (28) reported that most quality of life measures had not been replicated and had only been validated by the developers.

Shogren (29) called for researchers to go beyond controlling for contextual factors to actively considering the role of political, cultural, and individual factors in quality of life outcomes for people with IDD. Prior literature on wellness and social outcomes for people with IDD has established the importance of considering the ecological context in which people use services. For example, research using the NCI-IPS found that the state in which people lived was a significant predictor of everyday and support-related choice (30). Similarly, Lu et al. (31) analyzed Medicaid claims data and found significant differences between states in level of adherence to diabetes care guidelines.

Other researchers have specifically examined the impact of state-level policy on outcomes for people with IDD [e.g., (32, 33)]. Sannicandro and colleagues (33) used advanced analytic techniques with a large administrative dataset to explore predictors of employment for adults with IDD. The authors found that people who participated in postsecondary education and lived in states with a higher employment rate for people with disabilities had better employment outcomes than people with the same level of education living in states with lower employment rates (33). Additionally, people who lived in states where a higher percentage of people with IDD were served by vocational rehabilitation had better employment outcomes than people who lived in states where fewer individuals were served (33). These findings reinforce the idea that state political and economic factors impact outcomes for people with IDD.


Application to Virginia Costs and Outcomes

Early in the Cost and Outcomes project, we found that most previously established measurement scales that had been developed from NCI-IPS variables did not perform well with our state's data, potentially due to the ecological issues discussed above [see (34, 35)]. Based on this poor statistical fit of previously developed scales to our data, we decided to develop new scales on our own. Our goal was to create variable clusters from the NCI-IPS that were statistically sound both in our state and using the NCI-IPS national dataset. To date, our team has used NCI-IPS data to create and test two scales: one to measure personal opportunities outcomes and another to measure wellness factors.

Our work began by using Virginia's merged NCI-IPS cohorts from 2017 and 2018 (total n of 1,608). Items from the NCI-IPS were initially selected based on their face validity to the relevant construct (wellness or personal opportunities) then examined using polychoric correlations to determine the strength of association between variables. Finally, confirmatory factor analysis (CFA) was used to test various factor structures for the models. This step is noteworthy, given that most scales identified by Li and colleagues (27) did not report testing multiple factor structures for their final model. Our preferred model for wellness included three variable clusters (mental health, behavioral support needs, and cardiac health indicators) and our preferred personal opportunities model contained four clusters of variables (relationships, community participation, rights, and daily choices).

Because we wanted to avoid the ecological issues that have been observed with previous measures developed from the NCI-IPS, we did not want to simply proceed with analyses based solely on state-level data, which may or may not apply in a national ecological context. To address this need, we obtained the NCI-IPS national dataset for 2018 from HSRI and NASDDDS. With their permission, we tested the fit of the two models we developed in our state data on the national dataset to see if they remained statistically sound. Finding good model fit in the national dataset, we tested the models as outcome variables in a series of linear regressions to check their utility and predictive validity. A full accounting of our methods and results may be found in Bogenschutz et al. (36) and Prohn et al. (37).

By using a rigorous method to develop scales to measure key HCBS outcomes for people with IDD and then testing those scales in both state-level and national datasets, we attended to the ecological challenges that have often troubled HCBS outcome measurement and attended to concerns raised by Li and colleagues (27) about statistical rigor in IDD measure development. In doing so, we created measures that have utility both to monitor our state's progress in achieving outcomes, and the ability to look at important outcomes for the nation as a whole.




Using Advanced Statistical Analyses

The way we think about data analytics is shifting rapidly. Researchers in the field have been calling for use of more advanced analytic methods for some time, in a variety of applications such as using algorithms to identify people with IDD in population based or administrative datasets (38), innovating by using state or local level administrative datasets in novel ways (26), or using artificial intelligence in disability research (39, 40).

This last innovation, use of artificial intelligence in IDD research may have the power to be particularly transformative. For instance, while typical statistical methods commonly used in the IDD field are deductive, and therefore subject to the biases of past theory and literature that guide researcher's development of questions to be tested, machine learning is inductive, and driven entirely by the data. Although the potential for bias still exists due to flaws in datasets (especially when using historical data to predict present-day outcomes), the application of machine learning (and related methods such as propensity score matching) in the IDD field could potentially transform our evidence base for policymaking and advocacy, by generating truly data-driven evidence to support HCBS outcome measurement and system transformation.

Though tremendous potential for the use of artificial intelligence and machine learning methods in HCBS outcome measurement exists, so, too, do controversies. In some fields of social science research, most notably criminal justice (41), machine learning has come under scrutiny for potentially enabling the persistence of racial bias in, for example setting bail or determining eligibility for parole, since historical, racially biased samples, have sometimes been used to predict current outcomes. For IDD researchers to use large datasets ethically to help us better measure HCBS outcomes, we will need to find or create large datasets that more adequately represent the experience of HCBS users with IDD, avoid the use of historically biased datasets, be fully transparent about the predictive algorithms being used, and intentionally include the voices of HCBS users with IDD in our study design, implementation, and dissemination processes.


Application to Virginia Costs and Outcomes

In our work, we have employed machine learning to explore patterns of employment and day service utilization outcomes for HCBS users with IDD. To do this, we obtained the entire national NCI-IPS dataset for 2018 and constructed eight empirically-derived profiles of employment and/or day program participation that commonly occurred in the NCI-IPS dataset. Then we used all other variables from the NCI-IPS to train and test an algorithm to predict those eight employment and day program status outcomes. In order to avoid potential bias from past datasets, we did this by training the algorithm based on a randomly selected 80% training sample from the full dataset, and then testing the algorithm against the remaining 20% holdout sample. We tested both classification tree and random forest models, finding best fit based on the random forest algorithm. A full accounting of our procedures may be found in Broda et al. (42).

Our algorithm successfully predicted employment and/or day program participation outcomes with excellent accuracy (92% on the training sample, 82% on the holdout sample). Based on our analysis, the strongest predictors of employment and day program participation were (1) having a goal for employment in one's individual service plan, (2) having volunteer experience, and (3) being able to make one's own daily choices. This study was among the first in the IDD field to examine HCBS outcomes with machine learning, and showed both the feasibility and the practicality of doing so, since the results suggested that employment outcomes may be amenable to improvement with common-sense policy shifts.




Creating Immersive, Accessible Dissemination Products

Outcomes research has a fundamental application to the lives of people with IDD and their families. It can also be a valuable tool for decision-makers when making IDD system investments. Whether at the “person-referenced level” (i.e., quality of life, self-determination) or at the “system-focused level” (i.e., characteristics of the system, services provided), outcomes research can provide valuable information to help inform decision making and service planning (43–45).

However, an ongoing challenge is the availability of clear and accessible information in formats that work best for people with IDD, families, and system-level decision makers (46–48). How we use language, image, audio, and video to convey research findings is a critical consideration when trying to enhance understanding and utility for stakeholders (49).

Social media tools such as Facebook, YouTube, Instagram and TikTok have become an increasingly common way that researchers communicate findings to constituencies (50). In the US, seven in ten people in the general population use some form of social media (51). Just like the general population, people with IDD reportedly are regular consumers of social media (52, 53). With social media there are concerns to consider such as acces, safety, accessibility and availability of support, possible misunderstandings of cyber etiquette, and communication and literacy skills (54). However, social media can be a powerful tool available to researchers to reach important stakeholders.

Additionally, for IDD outcomes research, making findings accessible and actionable to national and state IDD system managers is critically important. Despite this, often there is a considerable gap between researchers and policymakers when research is not clearly and expeditiously translated (2). One strategy with particular promise is distilling primary findings into a brief or summative format. Briefs, that summarize complex information in an accessible format, have been shown to be an effective tool for facilitating the use of research findings in policy decisions (55, 56)].


Application to Virginia Costs and Outcomes

Even the best outcome measurement is worth little unless it reaches policymakers and advocates in an understandable and actionable form. To that end, we have dedicated effort to the use of social media (Facebook Live events, TikTok videos, etc.) to translate complex findings into accessible and immersive products. These social media events regularly reach thousands of people with IDD and their families. Likewise, we have created easy to follow briefs and white papers that decision makers can use to drive program development and implementation in our state.

Through social media we have reached and engaged with new audiences that have posed specific questions about how our research can be used for real-life decision-making. We also are exploring how tools like TikTok, which generally attract a younger audience, can be employed to create conversations with youth as they enter service systems and bring with them new values and expectations about what they want from HCBS and how HCBS can support them to live good lives. Though use of TikTok has become more common among older users, we have also disseminated via Facebook and Instagram, in order to appeal to a broader spectrum of social media users.

We routinely engage with key stakeholders in the quest to get the right type of information to the right people in an accessible and useful way. The self advocate on our research team works directly with a statewide alliance of people representing a number of IDD advocacy groups across the state. They meet regularly to talk about ways that our research can help meet their needs, and they respond to our ideas and findings in a continual feedback loop. Using evaluative strategies, we continue to learn about what people want and need and recognize that flexibility is paramount, as information needs routinely evolve and change and are best addressed when customized for specific audiences (57).





NEXT FRONTIERS

We are proud of our work to date in the Virginia Costs and Outcomes project, and have seen the impact that the above practices can make in the improvement of HCBS outcome measurement and monitoring for people with IDD. Still, we are continually looking for ways to improve, and the items in this section represent ways in which our team, as well as the field of IDD researchers generally, can continue to innovate to improve the quality of HCBS outcome measurement.


Centering of Lived Experience

“Nothing about us, without us,” a central adage in the disability community, asserts that concerns that are integral to the lives of people with disabilities must be grounded in the voice of lived experience. This is especially true for research. People with disabilities are primary stakeholders in disability research, either as participants or as recipients of the policies and practices that are shaped by research findings (58). Despite this, people with disabilities, particularly people with IDD, have often been excluded from meaningful participation in research (59–61).

Integrally involving people with IDD in every aspect of the research process has demonstrated benefits. It can result in more relevant research questions grounded in lived experience; data collection methods and protocols that have greater feasibility, more nuanced and informed analyses of data, and improved dissemination strategies that reach end-users (62, 63). The “how” is where it can get more challenging. Co-researchers with IDD have reported challenges with securing needed accommodations to fully contribute to research design and development and have experienced power differentials with other researchers that affect their full participation (64–66).

We, as a field, need to continue work in partnership with people with disabilities so that every stage of the research process is infused with the voice of lived experience. Additionally, our findings must be authentically and accessibly communicated to people with disabilities and their families. Research that is focused on outcomes for people who use community-based services should be a tool that has utility for state or national decision-makers and in planning meetings where decisions are made about which services and supports would work best for people with IDD.

Our primary stakeholders, people with IDD, can be incredible assets to outcomes research in supporting these efforts. We must continue to support and strengthen inclusive research teams so that our research can have the greatest utility, reach, and impact.



Scaling and Testing in Other States

Although promising in many regards, our work is limited by its narrow geographic scope, being confined to just one state. Because state systems vary widely, and since state-level policy and program changes may occur in a particular state but not in others, it is very important to take what we have learned in the Virginia Costs and Outcomes studies and apply it to other states. Doing so would help policymakers, researchers, and advocates come to a better understanding of how HCBS outcomes vary as a function of the policy environment in each state, and would help to gauge the quality of HCBS outcomes within a large national context.

Merging Medicaid HCBS expenditure claims, the SIS, and the NCI-IPS has been a productive exercise in HCBS outcome measurement for our team and for key stakeholders in our state, who have contributed to and benefitted from the work. Plans are currently underway to engage a similar process to merge the same datasets in five additional states, which we believe is an important step toward scaling our data integration method and eventually testing it in additional states. It will also be an opportunity to test our measurement scales for wellness and personal opportunities in other states in order to continue to address ecological issues in HCBS outcome measurement for people with disabilities that have posed such challenges in the past.

Scaling and testing in other states will likely take time and planning, as we have learned from our work. For instance, building relationships with state DD and Medicaid agencies is an ongoing process, developing procedures to embed a matching variable on all datasets to be merged takes coordination with state agencies, managing informed consent issues requires advanced planning and collaboration with ethics review boards, and data sharing agreements can take considerable time to secure. Researchers and state DD service managers in other states would be well served to plan longitudinally before undertaking a data merger process, but if such planning can be done intentionally, the scaling and testing of our (or similar) procedures for merging administrative datasets stands to be transformative for HCBS outcome monitoring for people with IDD.



Translating Findings to Policy Action

Our greatest hope for our work, especially the work to longitudinally merge major administrative IDD datasets, is that it will provide a tool for state policymakers to use to both monitor the IDD service system in our state and to make fiscally responsible improvements to the HCBS system that will support high quality outcomes for people with IDD. Eventually, it is our hope that other states will see such impacts as well. In short, it is our hope that our work will help provide a solid empirical foundation for evidence-based policymaking.

Evidence-based policymaking is, however, unlike evidence-based medicine. Whereas, evidence-based medicine is premised on taking prudent action based on science from carefully planned clinical trials, evidence-based policymaking relies as much on emotion as it does on the rationality of empirical evidence (1). Policymakers and researchers come from different cultures, where policymakers often lack the technical knowledge to read and digest research reports that they often must act upon quickly as a policy window opens, and researchers often do not have the time, resource, or skill to distill technical findings in a meaningful way on tight timelines, leading to a disconnect between research evidence and policy making (2).

Given this disconnect between research evidence and policy making, in our continuing work, we are endeavoring to make greater investments in creating timely, short, and accessible bits of information that are actionable by policymakers. It is our intention that these pieces of information will also be accessible to advocates who influence policymakers, as we have been, and will continue to disseminate them via a variety of social media platforms as well as to advocates and policymakers directly. By making our findings accessible, actionable, and briefly summarized, we are hoping to bridge the research/policy gap, while continuing to conduct research based on innovative analyses and robust merged datasets that illuminate HCBS outcomes for people with IDD. Increasing use of personal narratives that use lived experience of people with IDD and their families to illuminate our empirically derived findings is also on our team's dissemination agenda. Although the effectiveness of narrative-based policy advocacy is not entirely clear (67), it is very much in line with our commitments to center lived experience in our work, and we are hopeful that it will be impactful in bringing voice to empirical findings.




CONCLUSION

Medicaid HCBS provides essential services and supports to help people with IDD live well in their communities, and high quality outcome measurement is crucial to the process of continuously improving HCBS. By looking to promising practices from the field, such as using merged administrative datasets, addressing ecological issues in measurement, and engaging advanced statistical analyses, researchers can contribute to the enhancement of HCBS outcome measurement. Bringing the lived experience of people with IDD and their families directly into the research process, both as co-researchers and as consumers of accessible research results on HCBS, is also essential, as bringing lived experience to the forefront may be highly effective in the evidence-based policymaking process to strengthen and expand high quality HCBS services and supports.
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Background: Performance measurement is growing in importance as a management tool in services for disabled people.

Aim: The aim of this article is to add to the existing literature by exploring (a) the motivation for the introduction of such measurements, (b) the reasoning behind the choice of current indicators, and (c) the impact of performance measurements on service delivery.

Methods: (1) A study of documents (national and, if available, also local) on the motivation for, choice of, and implementation of quality measurements, and (2) interviews with top and middle managers in community services for people with intellectual disabilities or mental health difficulties.

Results: A varied set of motivations have been identified, including the intention to introduce a more facts-based and transparent governance, the need for information that supports the management of scarce resources, and as a tool in the development of service quality for users. The motivation appears to be dependent on level of government, and the attitude among service unit managers tends to be ambivalent; they want performance measurements but cannot see how to measure the important aspects of service quality. The choice of actual indicators is subject to a process bias; that is, one measures what is easily available in administrative systems. The results concerning impact on services are less clear and also context dependent. We have identified usage in the search for cost-cutting possibilities, defense against critique, and that reporting runs the risk of reinforcing routinization of services.

Discussion: The possible impact on services is discussed. Layers of ambiguity are outlined, as measurements can be tools both for quality development and in the defense of current services against “unrealistic demands” from the media or stakeholders. The measurements tend to be used more as sources of governance information than tools for quality development.

Conclusion: The impact of quality measurement is rather ambiguous. On the one hand, it functions as a tool for budget control, whereas on the other hand, unit managers call for better measurement of user outcomes and expect that such measurement can balance the current preoccupation with input indicators, such as expenditures.

Keywords: performance measurement, community services, disability, management, quality


INTRODUCTION

Performance and quality measurements are increasingly used for a wide range of purposes in disability services and policies. This includes increasing importance as a management tool—for monitoring, reporting, evaluation, comparison, accreditation, and as input to service development. In this context, one important issue is whether measurements are reliable and relevant to service quality. Studies of national standards for accreditation suggests that this is not always the case (1, 2). A substantial effort is being made to improve these types of measurements, among others, by making them more oriented toward outcomes for service users (3, 4).

The measurement of service quality can, however, also be viewed as a part of a more pervasive trend in the management of health and care services to use a wide set of performance measurements. In this broader perspective, it is important to ask what is measured in practice, how performance measurements are used as management tools, and how this impacts the services and the everyday lives of service users (i.e., the “doing” of performance measurements). This is about intended purposes, but equally important, whether there are unintended consequences. This issue has not been given much attention in research on disability services (5), but it has been explored in more depth in general studies of public governance (6, 7).

The introduction and widespread use of performance measurements can be seen as a “child” of the so-called New Public Management (NPM) (8, 9), including, but not limited to, the marketization that in many cases followed such reforms in governance. The motivation for the introduction of performance indicators within NPM is linked to principles like transparency, accountability, and benchmarking. Transparency means among others that (a) politicians should know whether one gets value for money, (b) that users should be informed before making choices on service provider (whether they have a choice or not), and that information on quality should be publicly available. Accountability concerns the “purchasers” need to evaluate whether providers deliver according to the agreed-upon contract, and the need of management to document the performance of the services they are heading. It is thus part of quality assurance systems. Benchmarking has to do with monitoring developments over time and determining how a service compares with other similar services, as a means of uncovering needs for action. Overall, the measurement of facts is intended to make the whole process less reliant on the discretion or opinions of professionals.

Although the arguments for performance measurements appear, at least partly, both reasonable and timely, it has been launched heavy criticism regarding the practical consequences for public services (6). One has pointed to the risk of goal displacement (7, 10, 11) as a possible consequence of among others:

• Tunnel vision: one sees what is measured, and aspects of care that are not measured lose importance— “what is counted is what counts.”

• Target fixation: a complex goal structure is reduced to a few easily measurable aspects (10).

• Strategic behavior: staff and management adapt their behavior to the indicators rather than to the mission of the service— “indicators replace goals.”

• Process bias: one tends to measure what is easily measured. In practice, this easily slips into input factors (such as staff education) or process descriptors (such as completion of duties/tasks) (12), whereas social aspects and quality of care are given less attention (10, 13).

In current practice, the terms quality indicators and performance measurements are sometimes used interchangeably, but sometimes does the former primarily refer to user outcomes, while the latter is wider and includes a number of input (production) factors and process descriptors. These are very different kinds of measurements used for different purposes but are nevertheless part of the same trend in public governance. In Norway, where this study is conducted, the term “quality indicators” is typically used as an overall concept, but with the risk that a possible process bias transforms the concept from user outcomes to the measurement of input and process indicators. In this article, such a possible transformation will be addressed. We therefore use performance measurement in a broad sense as our main concept and look into the employment of many types of indicators, including user outcomes as well as process and input descriptors.

It is an empirical question whether intended aspects or more questionable side-effects will dominate the “doing” of performance measurements. The impact obviously partly depends on the quality, accuracy, and orientation of the indicators in use as well as how it is used as a management tool and the extent to which one is able to minimize the possible impact of pitfalls. Determining the impact of performance measurements is thus an empirical task, but this can hardly produce simple or generalizable answers, as the impact is dependent on the context and the practical use of the indicators. Thus, what we will outline is more like a landscape where one needs to be aware of contradictory and ambiguous processes. The aim of this article is thus to add to the existing literature on quality measurement in disability services by exploring this landscape in one country: Norway. In this study, we aimed to (i) address the intentions or motivation behind the introduction of performance measurements, (ii) describe the indicators currently in use (i.e., the choice of indicators), and (iii) broaden our understanding of the “doing” of performance indicators.


The Norwegian Setting

This empirical study took place in Norway. Many countries introduced performance measurements in response to the marketization of services (2), but this was slightly different in Norway. Although some private providers exist, their role is negligible in community disability services. The main service provider is the local authorities (municipalities). A purchaser-provider split was nevertheless introduced, partly to prepare for possible marketization and partly to professionalize decisions about levels of support (i.e., to protect decisions against the potential self-interest of people involved in service provision). The introduction of performance measurements was linked in some cases to this purchaser-provider split, but there was also a general shift from a social-policy reasoning focused on living conditions to a reasoning that addressed the role of quality issues in the internal control systems that became mandatory in health and care services in the 1990s (14). In 1995, the Norwegian Board of Health Supervision launched an action plan aimed at the introduction of quality development and management as core components of such internal control systems (15).

Performance measurement did not initially play a vital role in this. Instead, theories on quality development in organizations, with explicit reference to Deming's cycle (16), was influential. This theory is based on ideas such as continuous development, involvement of all parties, reflection, and management engagement. Indicators played a minor role compared to reflection among managers and employees and their actions to improve on identified shortcomings. After 2000, the approach of the national government gradually transitioned away from a “reflective process” and assumed a “measurement” orientation. Peoples' opinions came to be viewed as subjective and should be replaced by facts. In the early phases, the shift was accompanied by a warning: the measurement of hard facts should be a supplement, not a replacement, for professional discretion (17). Some years later, this warning was forgotten, and quality quantification came to the forefront. In 2011, the Directorate of Health was given the task of developing national quality indicators for the entire health and care sector. This includes state-run hospitals and specialized medical services, and a range of services organized by the local authorities, including nursing homes, care for elderly people living at home, general practitioners, child health centers, services for people abusing substances—and community services for disabled people. Thus, community services for disabled people tend to be organized as a part of this large and rather mixed local health and care sector.

The local authorities were in 2011 by law obliged to have a quality assurance system for local/municipal health and care services, but it was—and still is—optional to use the national indicators. Local authorities in Norway have substantial autonomy in how they organize and perform their duties, including whether they use performance measurements and which they adopt. The practical consequence was a rather uneven development between local authorities and across service sectors. The system is much more elaborate, for instance, in education or employment services than in care. Within the health and care sector, it is more developed in short-term treatment services, such as hospitals, while in community care for disabled people, it is less developed. According to a 2014 overview (18), 60% of Norway's more than 400 municipalities, including all the larger municipalities, had introduced performance indicators in their governance system. Among municipalities using such indicators, more than 80% had introduced them into the health and care sector. The study found, however, that there was general agreement among respondents from local authorities that quality measurement was particularly challenging in the community care sector, as there were few available indicators that actually measured quality. Despite reservations, local authorities nevertheless aimed to make performance measurement a core tool in the management of local health and care services.




METHODS

The data employed in this article is from a qualitative study of the “making” and “doing” of quality indicators in parts of the community health and care sector in Norway, including nursing homes, services for people with mental health difficulties, and people with intellectual disabilities. The data used in this article are from the running of group homes/clustered housing and activity centers for people with intellectual disabilities or mental health challenges. Data from nursing homes or personal assistance schemes are not included. The data comprises policy documents, indicator-based quality reports, interviews with two levels of management, focus groups with people working on the implementation of performance indicators, observations at a meeting between developers of performance measurements and stakeholders, and a dialogue conference. The data sources vary with the above-listed sub-objectives of this article (motivation, choice, and “doing”) and is outlined accordingly.

The data on motivation for the introduction of performance measurements differs between levels of the governance system: the national level, the local authority level, and the service unit level. At the national level, data on motivation is primarily extracted from policy documents, such as white papers, circulars, and recommendations from the government or the Directorate of Health. Relevant documents from 1995 to 2020 are studied with a special focus on arguments related to governance principles, quality assurance, and performance measurement. The issue of performance measurement was rarely raised in disability policy documents but primarily in documents addressing the local health and care sector in general, including community care for disabled people.

At the local authority level, few or no documents exist that convey the motivation behind performance measurement. Our primary data source at this level is management interviews. We have conducted interviews with directors (top managers) for the entire local health and care sector in five local authorities, one medium-sized and four large—by Norwegian standards. We also conducted an interview with a former local health and care director that had the reputation of being an innovator in the introduction of performance measurements at the local level. Two focus group interviews were conducted with professional civil servants working on the development and choice of performance indicators as well as interviews with seven service unit managers. All interviews were conducted in 2021.

The service unit managers were at the middle level (the level above first-line managers) and responsible for several community settings (mainly group homes/clustered housing and activity centers) and a staff of 100–500 people. These managers are in a key position regarding performance measurement, as they prepare reports for top management and initiate possible actions to improve quality at the service level. They are accountable for performance and for keeping the budgets. Five of the informants headed services for people with intellectual disabilities, and two services for people with mental health difficulties.

The interviews addressed all the sub-objectives (motivation, choice, and “doing”). The motivation questions addressed why performance measurements were introduced, what they were meant to achieve, and the purpose for which they were used (monitoring, reporting, comparison, etc.,). The interviewees were also asked to share their personal opinions about and experiences with these types of indicators. The data on motivation collected from the interviews were supplemented by points raised during the dialogue conference (see details below).

The data sources on choice of indicators were partly a mapping of actual choices (existing indicators), partly interviews on the reasoning behind choices, and partly issues service units were expected to report on. The mapping included proposed national indicators (Directorate of Health) and indicators used locally. There also exist a collaboration among larger municipalities to establish common indicators in order to facilitate comparisons with each other (benchmarking)—the so-called ASSS collaboration (Aggregerte Styringsdata for Samarbeidende Storkommuner—aggregated performance data for collaborating large municipalities). The indicators used in this collaboration was also included in our mapping. Interviewees were the same individuals as mentioned above. The interviews addressed which indicators were chosen and why, what service units reported on, and reservations they held about the quality and validity of the chosen measurements. We also observed a meeting between developers of performance measurements and representatives of disability associations about the choice of indicators in services for people with intellectual disabilities. The meeting occurred because the city council had asked for regular reports on the quality of services for this group of users and that stakeholders should be involved in the choice of indicators. Representatives from three user associations and three civil servants who work for the local authority participated in this conversation.

The question about the “doing” of performance measurements is primarily addressed at the service level. The main data source for this issue is thus interviews with the same service unit managers that were mentioned above. Interviewees discussed what they saw as the positive and more problematic effects of performance measurements, including what they believed was the future potential of such measurements. The informants were given opportunities to raise issues that they found relevant and to express their opinions. We also organized a one-day dialogue conference on the impact of performance measurement on services (November 2021). Participants represented six local authorities (two large, two medium-sized, and two small), one labor union, one professional organization, three associations for disabled people, and one non-governmental organization (NGO). There were 36 participants in total. The people from local authorities represented top management in the health and care sector (n = 2), professional civil servants involved in systems for quality assurance (n = 8), service unit managers (n = 7), first-line managers (n = 7), and representatives for direct care staff (n = 2). The conference covered the types of performance measurements currently in use, their perceived benefits, potential problems, and how they can be improved.

One limitation of the current study is a lack of data from street-level staff. To account for this, we have added data to the “doing” section that comes from an earlier study that took place in group homes for disabled people (2017). We employ data from three focus groups with 14 experienced staff members working in group homes (19).

The interview data was analyzed as follows: Interviews were recorded and transcribed verbatim, and the software package NVivo version 12 was used to support data management and retrieval. The authors began by carefully reading the transcripts to gain an understanding of the content. Transcripts were analyzed with an inductive approach through thematic content analyses to identify common patterns and themes (20). All authors examined and revised the themes and responses related to the sub-objectives (motivation, choice, and “doing”). Interview data were compared, clustered, and placed in preliminary themes. This process continued iteratively until a set of themes, each containing sub-themes that captured the range of experiences and views, were identified.



RESULTS


Motivation
 
National Level—Facts-Based and Transparent Governance

Initially, in the 1990s, the motivation for creating quality assurance systems was rather implicit. The objective was simply to increase awareness and pay more systematic attention to quality and systems for quality assurance (15, 21). The arguments for more systematic use of performance measurements emerged gradually and was linked in the beginning to the need for measurable standards if the local authority decided to purchase services from private providers. This was followed by the recommendation that the municipal council should establish standards on sufficient quality of services, purchased or not, that could be used as a benchmark in the evaluation of current services (17).

More elaborate arguments for quality/performance measurements were introduced in the 2011 law on local health and care services (22) and developed in a follow-up white paper (23). The arguments were highly influenced by New Public Management and can be summarized as follows:

• Facts based governance: There is a need to base evaluations, monitoring, and reports on facts. The role of opinions and discretion should be reduced, not necessarily in the day-to-day delivery of services, but for purposes of governance.

• Transparency: Policymakers (the municipal council) should be able to monitor whether one gets value for money, whether services are of a sufficient quality, and that the level of non-conformance is acceptable. Furthermore, users and the public should be informed about the quality of the services.

• Benchmarking: When monitoring whether services perform well, it is necessary to have a benchmark. The standard for comparison could be explicit local standards, changes over time, other service units under the same local authority, or services in other jurisdictions.

• Governance: The performance measurements should be employed as input to the local system of governance. This applies to a) reporting, b) input to performance reviews, such as regular review meetings between top management and unit managers, and c) be the basis for internal evaluation and plans for quality development.

• User focus: Although the focus is on the governance system, sensitivity to user needs is addressed in all policy documents, and in the context of performance measurement, this is transformed into a recommendation to employ user surveys.

These points relate to the explicit discussion of quality indicators, but because the need for data related to governance purposes is linked to the introduction of quality measurement, some duality exists. Thus, there was also introduced statistical reporting to the national government on number of users, services and expenditures in local health and care. This information is meant for national planning and governance purposes and discussed as part of the performance measurement system (24) but is not subject to the above guidelines.



Local Authority Level—Management of Resources

The attention paid to performance measurements varies considerably between local authorities depending on the population size of the municipality. Larger municipalities tend to view performance measurements as important in the development of the health and care sector, for monitoring, planning, and funding of services. Smaller municipalities find the situation more transparent and feel less of a need for quantification: “I do not see the need for such indicators. The service users are our neighbors” (unit manager).

For larger municipalities, the need for indicators is perceived in the context of governance of the service sector and efficient management of resources. There is a need to monitor the current state of services, assess use of resources, and evaluate to what extent one gets value for money. This is partly related to transparency. Numbers are seen as an efficient way of creating an overview and communicating information, both internally amongst administration and externally to the municipal council and the public:

It would be good if we could illustrate as much as possible with numbers. This is about communicating to the municipal council. To explain issues based on a few tables is easier and makes it easier to understand. (Unit manager)

However, issues related to benchmarking or comparison appear to be more important. The larger municipalities participate in the ASSS-collaboration and thus cooperate when it comes to performance measurement. The use of common indicators is intended to provide an opportunity to learn from each other, as the municipality can analyze areas where it, for instance, spends more (or less) than comparable municipalities. This is seen in the context of self-assessment (“how do we perform?”) and applies to expenditures, use of resources, and, in principle, the outcome or quality for users. However, measuring quality for users is viewed as complicated and, in general, one misses better quality-relevant measurements.

A few directors in the local health and care sector and one unit manager were explicit that performance measurement could also be a tool in the management of expectations. They argued that an important challenge is (what they perceive as) increasing expectations of families, which exceed what is possible to deliver within the current resource situation. The municipalities face criticisms about the level and quality of services from media, politicians, families, and user organizations. The management believes that performance measurement could be helpful in sorting out “fair” from “unfair” criticisms, for instance by showing statistics on consumer levels of satisfaction or levels of expenditures compared to other municipalities.

Quality improvement was also an issue, but it was less striking in the interviews with top management when it came to use of indicators. One should, however, note that the majority of the top manager interviewees expressed reservations about performance measurements due to the lack of or dubious relevance of user outcome measures. The input and process indicators were generally considered to be of sufficient quality, but some expressed concerns about the reliability of comparisons between municipalities.

In summary, the top management of local authorities pointed to quality development, transparency, and the need to assess performance, but issues related to the efficient management of resources and the governance of the sector were at the forefront of their motivation.



Service Level—Tools for Quality Development of Services

At the service level, unit managers are ambivalent to performance measurement. On the one hand, they ask for more systematic use of such indicators, but on the other hand, they doubt that the complexity of the service can be adequately represented by a limited set of indicators:

It is difficult to develop good indicators of quality. I think it would be good to have more indicators. We should measure more. (Unit manager)

One cannot really measure quality, only whether a task is done and documented or not. (Unit manager)

The unit managers' arguments for performance indicators addressed the need to monitor service quality and access more hard facts, better tools for the identification of areas in need of improvement, data on changes over time, and input to quality improvement. Unit managers also argued that more measurement of user outcomes could facilitate a shift in focus in their annual reviews with top management because such indicators could strengthen the focus on topics other than budget issues. They see user outcome measurement as a tool that can be used to increase the focus on service quality. Like the top managers, some of the unit managers recognize the communication advantages of numbers (i.e., communication to the municipal council, top management, and user representatives). They also believe that performance measurement would be a useful communication tool in service development talks with staff. Furthermore, they look for opportunities to learn from others and see the potential of comparisons across units.

Their ambivalence is related to the relevance of performance indicators. Unit managers do not see how quality can be measured in a simple, reliable, and valid manner. Their general approach to quality development is more qualitative and in keeping with the logic of quality cycles, and they fear that measurement by numbers will be biased, irrelevant, or of no use. They are especially skeptical about the possibility of measuring the quality of everyday life issues in long-term (often life-long) care, whereas it would be more relevant in short-term units with more clear-cut treatment goals. In keeping with this, we note fewer reservations in the more treatment-oriented units for people with mental health issues. One should, however, keep in mind that among our interviewees, only one unit manager concluded that performance measurements are unwanted since they are based on a type of logic that conflicts with the ethos of the service. Most unit managers expressed ambivalence about this point and asked for the tools that quality indicators eventually can become. A representative statement is:

What are actually good indicators or measurements of the quality of personalized in-home services? Can some-one please provide me the book of answers to that? (Unit manager)

There are some similarities between motivations at the local authority and service levels but in a context that is strikingly different. The meaning of performance measurement for unit managers is mainly about outcomes for users (i.e., the quality of services) rather than efficient management of the local health and care sector.




The Choice of Measurements
 
National Level—The Need for Better Measurement of User Outcomes

The approach to the choice of measurements at the national level is dual. Municipalities are expected to report on a fixed set of variables that are plugged into the national monitoring system (mainly statistics on users, services, and expenditures). However, when it comes to performance measurements employed at the local or service levels, national documents are less specific. In keeping with the general principles in the division of labor between levels of government in Norway, the national government can decide which tasks the local authorities should deliver but not how this is performed or organized. Thus, the choice of indicators or measurements at the local or service levels is up to the local authorities, and the same applies to the extent to which local authorities use measuring as a part of their quality assurance system. One should, however, note three recommendations from the national government:

• Existing performance measurements tend to rely mostly on input and process indicators, and there is a need to develop more indicators on user outcomes.

• User surveys should be among the measurements.

• The Directorate of Health should develop a set of national quality indicators that the local authorities can chose to employ.

The national indicators proposed by the Directorate have been gradually developed and consisted of 174 indicators in 2020. The majority address specialized treatments in hospitals. Only 31 apply to local health and care. These local level indicators are heavily biased toward nursing homes, and only nine indicators are relevant for community disability services. Among these nine indicators, two address staff (% with relevant education, sick leave statistics), two are on waiting lists, and five on numbers receiving specific services. There appears to be agreement that the nationally proposed indicators for community care need improvement and that current indicators do not align with general guidelines for quality indicators (i.e., more on user outcomes). Therefore, for the next planning period, the Directorate of Health is asked to prioritize the development of indicators for this service sector.



Local Authority and Service Levels—the Back-Door of Administrative Systems

There appears to be two general “principles” guiding the development of indicators at the municipal level. The first is that one hardly looks to the national indicators, and unit managers were generally not even aware that these indicators existed. Sick-leave statistics and the proportion of staff with relevant education are frequently used locally and recommended nationally, but this similarity appears to be by coincidence rather than because municipalities employ national indicators. Second, the preferred indicators are those that can be automatically produced through the current administrative systems, which are primarily input and process indicators:

It is rather homemade, and we sort of approach indicators through the back-door of our administrative and accounting systems. (Top management)

We are mainly using what could be generated from our existing administrative and accounting systems, and in a few cases, we count manually what cannot be generated automatically. (Top management)

There is currently some optimism about what can be retrieved through this back-door in the near future, as this region of Norway is establishing a new comprehensive administrative IT-system for the health and care sector. This system is supposed to provide more possibilities, but so far, the extent to which this includes measurement of user outcomes remains unclear.

The two general “principles” do not tell the full story. There is choice involved in what is generated from the administrative systems, and this type of data includes “feed-back mechanisms” such as registration of complains or other types of non-conformances (e.g., accidents, deviation from expected delivery according to individual plans/statements). Some municipalities publish this type of data as part of a transparency policy, while for others, the data is part of internal quality assessments. Furthermore, both user and employee surveys are common tools among performance measurements.

The larger municipalities tend to have a more systematic and elaborate approach to performance measurement than the small municipalities where the system is more “trust-based.” The larger municipalities participating in the ASSS-collaboration tend, on a regular basis, to discuss what measurements to include in which service sector. People from different service sectors participate in working groups that outline the indicators that could be compared between municipalities. The interviewees express a reasonable level of influence on choice of ASSS-indicators, but they also argue that indicators of user outcomes are difficult to establish. The main body of indicators are thus centered on input and process variables, such as expenditures, expenditures per user, number of recipients, number of recipients with intellectual disability, proportion of staff with relevant education, and sick-leave statistics. In short, they are performance measurements strongly linked to the “management of resources” logic. Such indicators appear to be viewed as vital for top management and the municipal councils. This is because they are struggling with limited budgets and fiscal problems. Furthermore, top management appear to be fully aware that these are resource management indicators rather than indicators of quality for users. However, the indicators are still frequently referred to as quality indicators.

At the local authority level, the ASSS-indicators are used, but municipalities also tend to have a more elaborate set of indicators. There is, however, variation between service sectors, and community care appears to lag behind. One large municipality is currently working on a quality report system for services for adults with intellectual disabilities inspired by the current system in nursing homes. This system includes measurement of user satisfaction, staff formal qualifications, the proportion of part-time staff, medication, incidences of non-conformance, nutrition, and waiting lists. The intention is to measure quality of service provision, not outcomes for users, as user outcomes are believed to be too difficult to measure and strongly dependent on individual preferences. The type of measurements included in these reports are less about “management of resources” and more related to structural dimensions that may impact quality. So far, such reports are in the emergence state in services for disabled people.

Another source of information about current indicators at the municipal and/or service levels is the interviews with unit managers. When first asked about existing quality indicators, the unit managers (with a few exceptions) were rather reluctant to answer and even evasive. They felt that they should do quality measuring but had no system in operation. However, when we changed the question to what their unit has to report on and are measured by, the response tended to be: “Everything”.

We report on sick leave, use of restraint – there is frequent auditing on use of restraint – user surveys, staff surveys every other year, economy of course. We must report on almost everything; thus, we are measured in a large number of areas. (Unit manager)

Disregarding details, the issues that are frequently mentioned by unit managers can be grouped into four categories: (1) budget and economy, (2) human resources, (3) employer policy, and (4) compliance with procedures. Human resources are indicators such as sick-leave, part-time work, proportion with relevant education, turnover, etc. Employer policy is concerned with reducing part-time employment, the number of staff members with minority backgrounds, climate footprint, and whether the employer is viewed as attractive. Compliance with procedures includes the number of employee development interviews, checklists for completion of activities listed in the users' daily schedule, checklists of performed administrative tasks, counting instances of non-conformance, and deviations in medication handling (in brief, ticking of boxes about whether a procedure was complied with or not). However, when it boils down to what is most important, the rather uniform answer from unit managers is versions of this:

If I should rank the ten most important things the unit is measured on, it is budget and economy from number one to ten. (Unit manager)

This does not mean that unit managers oppose performance measurements or that they are stuck with an unsatisfactory measurement system. Their attitude to measurement is ambivalent; they want it but cannot quite grasp how to measure or quantify issues of importance. They also feel that they can influence what is measured, for instance through the dialogues with top management on strategy, aims and measurement. Some are invited into working groups proposing indicators which should be possible to retrieve from the new administrative IT-system. The main problems from the perspective of unit managers appear to be two, (i) that they cannot grasp how to measure or quantify the issues of importance (i.e., the quality of care for users) and (ii) that they hardly get any feedback on what they report to superior levels of the organization. This means that there are not many efforts to establish performance measurements at the service level and that local authority and service levels are not easily distinguished regarding choice of indicators. The local indicators tend to be chosen by the top administration of the local authority for the purpose of governance. This does not mean that unit managers have little involvement in quality assessment and development, but the activities in the service unit are based on qualitative assessments and discussions among staff, rather than quantification and performance measurement.

In brief, with respect to the choice of performance indicators, data clearly supports the hypothesis of a process bias as well as a bias toward measurements of importance for the management of resources rather than outcomes for users. So far, we conclude that there is an obvious risk of goal displacement, i.e., that measurement of quality is transformed into governance data. Thus, the national recommendation about stronger focus on measurement of outcome for users appears timely.




The “Doing” of Measurements

Our data does not provide the opportunity to identify clear impacts of performance measurements on services, and it is likely that these types of measurements do not in themselves have dramatic effects. The point is rather how they interact with or strengthen other mechanisms. Thus, our analytical strategy was to identify clues in the interviews that are likely to impact on services together with other mechanisms, with special attention paid to unintended or potentially aversive effects. With respect to intended effects, interviewees did not talk about actual experiences but rather emphasized what they hoped for, and their hopes aligned with the motivation for wanting performance measurements. In this section, we will only address the local and service levels because the main issue at the national level is monitoring and policy rather than “doing.”


Local Level—Performance Measurement as a Tool in a “Race to the Bottom”?

Performance measurements at the local level primarily center on resource management, sector governance, and input/process indicators. The doing of such indicators appears to be related mainly to the monitoring of how the municipality compares with other municipalities. The logic of this type of benchmarking is to look to others to learn, and it is the political context of benchmarking, rather than the benchmarking as such, that is likely to impact services since the benchmark can be used both for increasing and decreasing ambitions. For instance, in the 1990s, Norwegian municipalities looked to Sweden and argued that “we should do at least as good as them” (25). The point was to learn from someone that presumably offered quality services. The same reasoning applies when municipalities compare the proportion of staff with relevant formal education. If the proportion is low, this is an incentive to recruit more people that have completed higher levels of education. However, according to unit managers, the main current issue is the costs. The local authorities experience fiscal strain, and there is a constant search for cost-cutting opportunities. If a sector spends more than the same sector in other municipalities, it is treated a candidate for cost-cutting initiatives. Thus, one learns from those who spend less on the sector. Several Norwegian municipalities that look for such possibilities have engaged consultancy companies that specialize in analyzing variation in expenditures across municipalities, and the result is frequently cost-cutting proposals (26).

This result is not in itself a consequence of measurements, benchmarking, or learning from others, but in the context of a search for cost-cutting, the outcome resembles what economists term “the race to the bottom.” This refers to countries or companies that cut wages, taxes, labor standards, or social security to improve their competitiveness, and those cutting most will lead the development. In the case of benchmarking of costs for community care for disabled people, municipalities learn from those who spend the least. This is not caused by performance measurements, but the measurements provide facts and arguments for cost-cutting efforts. One consequence is that the main “ten issues” that emerge in the development talks between top management and unit leaders center on budget and costs. At the dialogue conference, representatives from user organizations also claimed that “quality indicators” end up in being used as cost-cutting instruments.

As suggested above, one motivation for the use of performance measurement is the management of expectations. We see no clear cases of such “doing” in our data, but the phenomenon can be observed in local newspapers when they publish criticisms from users, family, or disability organizations that tend to be illustrated by the situation of a specific individual. A typical response from the local authorities is that they cannot comment on the specific case; instead, they refer to statistics showing that they spend as much money as other municipalities or they point to user surveys that show reasonable levels of satisfaction. Thus, the performance measurements are not directly used to manage expectations but rather to defend the current level and quality of services against criticisms.

These results point to adverse effects of performance measurement. This does not mean that local authorities only use performance measurement for “bad” purposes. Measurements are also used for identification of problems or service units that need to improve and above all monitoring for the purpose of planning and resource management within the sector. However, this monitoring goes on in the central administration and primarily affects service delivery in the form of budget decisions. According to unit managers who attended the dialogue conference, there is limited communication across organizational levels about performance measurement results.



Service Level—The Impact of a Process Bias

The issues that unit managers report on, excepting budget, staff, and costs, concerns compliance with procedures (i.e., ticking boxes to show whether a task is done or not). The logic of this as part of quality assurance, is that it safe-guards that expected activities or tasks are performed. These tasks could be related to resident activities or different types of staff documentation, such as completing an annual review of a user service plan, organizing meetings with families, reporting instances of non-compliance, etc. The documentation of performed resident activities is important in services that involve a number of part-time staff and extensive use of substitutes. Parts of the reporting is supposed to function as milestones where one reflects on how things are going and possible needs for change. This is, for example, the purpose of the annual review of the user service plan. Ticking procedural boxes is thus unlikely to have any adverse impacts on services because this process is meant to ensure that certain activities are completed. None of the interviewees were skeptical about this, but they did recognize that checking whether a report was delivered or not was an incomplete method of quality assurance. They saw the need to address the content of the report to assess whether it was really used as a milestone. Presently, this did not usually occur unless unit managers received other types of information that suggested a need for action.

Our critical analysis at this point is based on focus group interviews with direct care staff from the earlier study that examined extensive services in other peoples' home. When describing their work, the direct care staff present it as predetermined by the daily schedule for each user and that they have established a set of routines and must-do-tasks that ensures that expected tasks are done. When asked about the reason behind these routines, the typical answer was a variation of the following statement:

I do not know. They were here before I started to work here. I do not know who has written them. But we need them. There is a lot of people working here, and if we do not follow strict routines, things may be forgotten. (19, p. 170)

The professional discretion and reasoning that this type of documentation is meant to ensure, slips into routinization and an unreflective performance of required tasks. This is similar to the criticism of performance measurement raised by those who point to the risk of “indicators replacing goals”, with professional discretion and individual tailoring losing ground. Some informants suggested that they are trapped in certain ways of doing things: “and we have done so for 20 years” (19, p. 170). The intention of some of the process measurements, such as ticking off that “review of individual plan is finalized,” is intended to counteract the possibility of being caught in these types of traps. However, the totality of ticking off boxes runs the risk of reinforcing this routinization trap, because what is measured is what's scheduled. The documentation is just another administrative task to be completed, more than a milestone, and most unit managers were fully aware of this risk.

There are, of course, some reservations to this rather depressing image. First, there is variation across services with respect to whether the “milestone procedures” are simply routine (19). Some services use such milestones to actively to reflect on the current service. Second, there is a distinction between short-term services for people with mental health issues and long-term services for people with intellectual disabilities. To a large extent, the unit managers involved in mental health services did use the milestone procedures as intended; that is, for goalsetting, evaluation, reflection, and, if needed, for change.





DISCUSSION

This article has addressed i) the motivation behind the introduction of performance measurement in community services for disabled people, ii) the choice of indicators in actual use, and iii) the possible impact on services. In the empirical context of Norway, indicators of outcome quality for users are a subset of a wider movement toward performance measurement, and one question has been to what extent measurement of service quality slips into the measurement of service production factors.

The findings show that one can identify multiple motivations for the introduction of performance measurement. At the national level, policy documents explicitly refer to the need for a facts-based and transparent governance, tools for quality assurance, and to provide local and national authorities information needed for the management and planning of the sector (24, p. 22). Measurements are expected to be sensitive to user needs and quality outcome for users. To improve the quality of outcomes for users is also a motivation at the local authority level, but this appears to be overshadowed by needs concerning the management of the sector. At the service unit level, the motivation for performance measurements is foremost as a tool for the development of service quality. Unit managers welcome more use of performance measurements, but they cannot really grasp how the important issues (i.e., quality outcomes for users) can be measured or quantified. Their attitude can be summarized as ambivalent, including a call for better measurement of outcome quality for users.

In practice, local authorities chose which measurements are in operation at the service level. The national government offers some guidance, but in the context of community care, even guidance is underdeveloped. The national authorities do, however, require that local authorities report on a set of measurements relevant to national monitoring and planning. Regarding community services for disabled people, this reporting is basically statistics on service provision (i.e., the number of users and expenditures), whereas for other parts of the health and care system, the reporting also comprises quality indicators, such as regularity of medical checks in nursing homes. At the local authority level, the main driver of choice of measurements is practical—the measurements are what can be retrieved from administrative systems. These measurements are mainly input and process factors, and the most attended indicators appear to be related to expenditures, followed by other information of relevance for the management of the sector. Service units also report on a set of process factors, some of which have potential utility for service quality. This includes reporting on milestones, such as annual reviews of individual service plans, and non-conformance. This reporting is potential tools to uncover shortcomings that need to be acted upon. Many local authorities also conduct user surveys.

As for the “doing” of performance measurements, our data suggests a clear distinction between “up-stream” and “down-stream” information. The up-stream model means that lower levels are providing governance information to higher levels (from local authorities to the national level and from service units to the municipal administration). This information is used for planning, budgeting, management of the sector, and for reporting to political bodies. In community care for disabled people, less information appears to be going “down-stream” to the practical delivery of services. The role of performance measurements in the development of service quality appears to be limited. We do, however, see some indirect impact that is partly related to the local authorities' use of expenditure data and partly related to practices of documentation. The local authorities operate in a context with fiscal strain and have strong incentives to look for cost-cutting strategies. Thus, when comparing themselves with other municipalities, local authorities search for sectors where they spend more than average to identify candidates for cost-cutting. This mechanism resembles the so-called “race to the bottom” and is, at the service level, likely to be experienced as budget cuts. We have also identified a mechanism where routinised reporting on process indicators may turn out to be, not a milestone for evaluation and reflection, but rather part of a general routinization of the service at the expense of professional discretion and individual tailoring. However, this finding is uncertain and may easily be counteracted by a more active practice in the use of such reporting.

The most common user-oriented quality tool is user surveys where reasonable levels of satisfaction tend to be used by local authorities as defense against criticisms. There is, however, reason to ask whether this is a valid and reliable measure. Unit managers comment that they do not trust these measurements because users frequently do not respond independently, many respondents are reluctant to criticize services that they are dependent on, and response rates are very low. This comes in addition to the general homeostatic effects on responses to satisfaction surveys (27), that is, one adapts expectations to the factual situation. The consequence is that, in general, such surveys end up with satisfactions rates of 70–80%, irrespective of the actual situation. Measurement of user satisfaction by surveys thus runs the risk of being insensitive to the quality of care (and that is maybe why they are so popular?).

This study set out to analyze how performance measurement was used in the quality assurance of community services for disabled people. It was inspired in part by studies of the Norwegian Work and Welfare Administration that show there is no correlation between doing well on service quality indicators and success regarding the real goal—to support people into employment (28). This appeared to be a typical case of “indicators replacing goals” due to the strategic behavior of staff. We thus searched for clues about whether the points referred to in the critical literature on performance measurement were in operation and whether the intended benefits were present. We can clearly identify motivations related to transparency, accountability, and benchmarking, and these types of mechanisms also appear to be present in the “up-stream” part of the “doing.” As such, this resembles another key point in New Public Management: managerialism. From the point of view of the national government, the performance measurement provides hard facts input to the monitoring and planning of the sector, and for the local authorities, the data is useful tools in budgeting and planning processes. From the perspective of users, however, this is hardly beneficial.

As for the main critical points, such as tunnel vision or target fixation, we have observed few signs of strategic behavior from staff that may lead to this. This may be because the art of performance measurement is underdeveloped in community services for disabled people in Norway and is generally not used at the staff-member level. Our lack of findings should thus not be seen as evidence for the non-existence of such mechanisms. What is evident in our data, however, is the process bias—that one uses indicators that are easily retrievable from administrative systems and that such indicators tend to be input and process factors rather than outcomes for users.

One should note (i) that there appears to be differences depending on the size of the municipality, as smaller municipalities measure less and operate more qualitatively, and (ii) that some of the dubious effects appear to be more evident in long-term services for people with intellectual disabilities, and that the employment of outcome indicators are more used and more useful in short-term services for people with mental health problems. Furthermore, it is essential to highlight that the findings of this study hardly are effects of performance measurement per se, but rather dependent on the context, practical use, and orientation of the indicators in use. The dominance of production indicators does something to the “doing” of indicators. In keeping with this, unit managers tend to expect clear benefits if the measurement of outcome quality for users is introduced. This is among others because such measurements can be used by unit managers to balance the current focus on budget issues in their annual reviews with top management, and possibly also have an impact in budget discussions in the municipal council. They also see potential use in internal quality development efforts.

Our preliminary conclusion is not that one should refrain from performance measurement, but that there is an urgent need to help unit managers with the tools they need to introduce better and more useful indicators of outcomes for users. We do, however, also want to issue a warning that in real-life contexts where quality development meets the economic worries of local authorities, a transformation of well-intended measurements is not unlikely. As a managerial tool, the impact of performance measurements is likely to be context dependent and ambiguous. It is tempting to argue the case of a more qualitative approach to quality development based on user involvement and co-production, professional discretion, and managerial leadership. In principle, this will be a return to the use of Deming's cycle (16). However, performance measurements appear to have gained an irreversible position in the management of health and care services, and the dominance of measurements related to governance information needs to be balanced by more user-oriented measurements. However, at the service level, this should be a supplement rather than a replacement of professional discretion and individual tailoring, and employed as a part of a qualitatively oriented quality cycle.

Finally, one should note a set of reservations about the results presented in this article. First, our study is based on a limited set of interviews with informants, and the narratives from people in the same position were unusually varied. Second, our data primarily comes from documents and interviews at the management level, not hands-on staff or users/user representatives. The missing user perspective is a clear limitation. It is, however, not likely that users or their family have much insight into the current use of performance measurement, but representatives from user associations could add to the current data like they did during the dialogue conference. First-line staff could also contribute to perspectives on their reporting, and to what extent they experience that the reporting affects their doing or is fed back as part of the efforts to identify areas in need of development. To include user and first-line staff perspectives would be a task for future research. Lastly, this study was conducted in a system that is still in the making, as the use of performance measurements are underdeveloped in community care for disabled people. This means (i) that uncovering unintended consequences due to strategic behavior of staff or unit management was less likely than in a more established and elaborated system and (ii) that existing measurements are dominated by administrative indicators that can potentially be applied in any sector, whereas sector-specific measurements play a minor role or no role at all. Thus, the potential of user-oriented measurements to balance the impact of the dominant production-oriented measures has not been studied.
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Employment agencies and funding systems commonly use distal outcome measures such as employed or not employed, full-time or part-time, and continuous measures such as wage, hours worked, and type of job to document the employment status of individuals with disabilities. These measures continue to demonstrate that individuals with disabilities fall behind individuals without disabilities in all employment outcomes. While there is utility in distal outcome measures, it is difficult to determine what intervention or program variables were responsible for a specific outcome. Moreover, outcome measures do not provide sufficient information about the quality of employment supports and services an individual with disabilities receives. One way to improve accountability in employment support programs is to link outcomes to specific processes for obtaining and maintaining employment. The purpose of this manuscript is to describe how employment programs can link short-term (proximal) and long term (distal) outcomes measures to specific processes for employment. A customized employment framework is used to illustrate how systematically linking outcomes and processes improves accountability in programs that support job seekers with most significant disabilities.
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INTRODUCTION

The health of economies is often measured by the number of individuals who are attached to the workforce and who are actively employed. An examination of current economic outcome measures in the United States suggest that the U.S. is currently in a changing and robust labor market with unemployment hovering around 3.5% at the end of 2021 (1). Unfortunately, employment outcome measures indicate that the economic and employment realities for individuals with disabilities is quite different. The unemployment rate for individuals with disabilities is two times that of individuals without disabilities (7.9%) (1) while the American Community Survey (ASC) reports that only 37.8% of non-institutionalized individuals with disabilities between the ages of 21–64 are employed (2). When outcome data are drilled down by disability, individuals with the most significant disabilities (MSD) are even less likely to be employed. In fact, only 21.1% of individuals receiving day supports from state intellectual and developmental disability agencies are employed in competitive integrated employment (3).

These data are discouraging because research consistently demonstrates that when individuals with disabilities are engaged in competitive integrated employment (CIE), they experience improved outcomes in economic, psychological, and physical health factors (4). For example, individuals who participate in CIE earn more money (5, 6), tend to work more hours than their counterparts in sheltered work or group integrated work settings (7), and have more personal independence and self-determination (8, 9). Given what we know about the benefits of CIE, there has been a U.S. federal priority to increase high-quality job and career opportunities for individuals with significant barriers to employment, which includes individuals with MSD [e.g., (10–12)]. Despite these amendments, rules, and corresponding funding provisions to support individuals with MSD to find and maintain CIE, changes in employment outcomes remain slow and, in some cases, stagnate. Agencies and programs typically use distal employment outcome measures (i.e., employed or not employed, full-time or part-time, and continuous measures such as wage, hours worked, and type of job) to determine the success of employment programs and supports for individuals with disabilities. Unfortunately, relying exclusively on employment outcome measures does not provide sufficient information about what variables positively or negatively effect valued employment outcomes. Researchers, policy makers, and practitioners must adopt robust measurement strategies to ensure employment programs who support individuals with MSD formally link the taxonomy of an intervention or program to short-term (proximal) outcomes and long term (distal) outcomes. Ongoing adjustments to employment programs or interventions should be made based on evaluation of the process which in turn ensure practitioners are using validated strategies that help job seekers with MSD obtain and maintain meaningful work. The purpose of this article is to describe how employment programs can link proximal and distal outcomes to specific processes for employment. A customized employment framework will be used to illustrate how systematically linking outcomes and processes improves accountability in programs that support job seekers with MSD.



DESCRIPTION OF CURRENT OUTCOME MEASURES

Both proximal and distal outcome measures are used to determine the impact of a program or intervention. Both measures attempt to answer, “what happened” after an intervention or program is implemented. Proximal outcome measures include data that is collected during program implementation and provide information about the most immediate and observable outcome of a program or intervention. Distal outcome measures include data that is collected after program or intervention implemented and are designed to determine the outcomes the program or intervention was intended to achieve (13). Policy makers, researchers, agencies commonly use distal outcome measures such as employed or not employed, type of job, benefited or not benefitted, hourly wage, monthly income, and hours worked per week to determine the success of an employment program.

The American Community Survey (ACS) is an example of a distal outcome measure that is used to inform policy. The ACS is an annual supplement to the U.S. Census and provides large-scale, aggregate distal outcome measures. The ACS provides information about demographics and social and economic statistics that serve as a base for the administration and evaluation of U.S. government programs (14). For disability related demographics, the ACS compiles data on six disability areas related to functional limitations in hearing, vision, cognition, ambulation, self-care, and independent living. For employment measures, the ACS examines employment status, number of weeks worked, and number of hours worked per week. According to Erickson (14), an individual is considered employed if one of two conditions are met. First, the individual works as a paid employee, works in his or her own business, works on his or her farm, or works 15 or more hours as an unpaid worker on a family farm or business. Second, the individual has a job but is not at work during the reference period (i.e., the individual was not working because of illness, bad weather, vacation, or other personal reasons). The ACS defines the reference period as the week prior to the ACS questionnaire being completed. The ACS also measures full-time/full-year employment. Full-time employment is defined as working 50–52 weeks in the previous 12 months and at least 35-h per week.

The Rehabilitation Services Administration (RSA) 911 data is an example of an agency specific distal outcome measure. The RSA-911 data is mandated by the Rehabilitation Act as amended by the Workforce Innovation and Opportunity Act (10) and is used to describe the performance of the vocational rehabilitation (VR) and supported employment (SE) programs in the annual report to the U.S. Congress (15). State VR agencies are required to submit RSA-911 data on a quarterly reporting period. RSA-911data submitted by each state VR agency is aggregated employment outcome data based on VR service recipient outcomes. Among many items, states report on demographics, service interventions (i.e., supported employment, customized employment), the hourly wage at the time an individual exits the program, hours worked, employment status (i.e., employed, not employed, registered apprenticeship), benefits received, and primary occupation using the Standard Occupational Classification.



PROCESS MEASURES

Process measures attempt to answer and document “how something happened” and provide a robust assessment of how well or the fidelity to which practitioners implement a program or intervention (16). The early use of process measures can be traced to improving manufacturing during World War I to monitor the quality of the manufacturing process (17) and the measurement construct has been adopted and is commonly used in the medical field to measure quality in specific medical procedures and treatments (18). Process measures help practitioners obtain actionable information to understand (a) what was done, (b) whether the action was done well (to fidelity), and (c) whether that action was implemented in a timely fashion (17). Using process measures requires systematic analysis of each process for a program or intervention and should be developed using empirical information rather than anecdotal observations of a specific process. Process measures should have demonstrated reliability and validity before they can be used as measures to improve performance and they should be connected and applied to both proximal and distal outcomes (19). Process measures may include information about what services the individual received, the fidelity to which the provider implemented a specific intervention or service, and whether the intervention or service aligns with validated practices. These measures do not guarantee change in outcomes, but they allow programs and practitioners to determine how a program or intervention is directly impacting proximal and distal outcomes. Systematically gathering process data allows programs to make meaningful adjustments to individualized employment programs and interventions that will increase overall distal outcomes. Unfortunately, the use of process measures in human services and rehabilitation fields is limited.



ACTIONABLE RECOMMENDATION: APPLICATION FOR JOB SEEKERS WITH MSD

For most working-age adults, the pathway to meaningful employment occurs over the lifespan (20), is based on a congruence between personality types and work environments (21), and is based on mutual interaction between the individual and the work environment (22). Finding and maintaining meaningful work is based on experiences and unfortunately, individuals with disabilities, especially those with MSD are more isolated and segregated (3, 23, 24) and are engaged in activities and supports that do not represent the demands of integrated community environments (25). As a result, individuals with MSD do not always engage in the full range of experiences that we know help build career identities and pathways and they need individually tailored interventions and supports to navigate, find, and maintain CIE (26). When employment programs measure distal outcomes only, they cannot be sure if changes in practices occurred and that job seekers with MSD are engaged in validated activities lead to CIE. Therefore, employment programs can ensure consistent and validated employment supports are implemented by adapting Donabedian's (27) approach to quality evaluation. Donabedian suggested that improvements in outcomes are made when a combination of measures including structure, process, and outcome measures are used to measure the quality of care. Using both process and outcome measures is important because they help connect a program or intervention to a specific outcome. Employment support programs can ensure program success by measuring and formally linking employment process measures to proximal and distal employment outcome and related measures.


A Customized Employment Framework for Linking Process and Outcome Measures

Customized Employment (CE) represents a departure from traditional employment support methods and is designed to support individuals with MSD to find and maintain competitive integrated employment. CE is a sequential, cumulative process consisting of discovery, customized job development, and ongoing training and support. CE begins with discovery, which is psychosocial rehabilitation process used to determine an individual's strengths, interests, skills, and support needs to obtain and maintain customized employment (28). The discovery process includes interviews, observations, documentation review, and interactions with the job seeker (29). Discovery also uses observations of the employment seeker engaged in familiar and less familiar activities and requires interviews with family members and other influential persons in the job seeker's life. This information is used to develop well-coordinated customized job development activities. Customized job development activities use an informational interview framework to learn more about employers, working conditions, and other potential employers who engage in similar work. Jobs are then negotiated based on an employment proposal that accounts for the job seeker's unique skills and interest and the qualified employment specialist creates a job site analysis and plan.

Effective implementation of CE requires the qualified employment specialist to understand each component process of the discovery and customized job development. While it appears that qualified employment specialists are trained to implement critical components of CE, they are not implementing the components to fidelity (30). Integrating process measures with proximal and distal outcome measures can be used to ensure fidelity to intervention, evaluation, and adjusting components of the CE process. One way to measure the CE process is by using validated fidelity scales that have operationalized descriptions of what constitutes high-quality implementation for each element of the CE process. The Discovery Fidelity Scale (DFS) (31) and Job Development Fidelity Scales (JDFS) (32) are designed to operationalize the process for CE. The DFS was designed to measure fidelity to CE discovery best practices at both the systems and services levels. The systems fidelity measure examines processes for authorization and access, financing, and qualification of providers while the services fidelity measure examines the alignment of CE best practice to service implementation such as home and community observations, discovery activities, informational interviews, vocational profiles, and plans. The DFS has undergone several validation studies. First, Riesen et al. (33) used a three round, modified Delphi process to generate consensus about what experts believe are acceptable and not acceptable tenets of the DFS. The Delphi panel reviewed and rated the fidelity descriptors for discovery systems and services. The information obtained from the Delphi study was used to further refine the scale and Riesen et al. (28) conducted a study to determine the internal consistency of items on the DFS and the respective constructs. Results suggest that both the systems and services constructs have acceptable internal consistency. The final DFS consists of two subsections: discovery systems fidelity and discovery services fidelity. The systems section consists of five discovery system tenets and corresponding scaled fidelity descriptors. The services section consists of ten discovery services tenets and corresponding scaled fidelity descriptors. The scaled fidelity descriptors for each of the systems and services tenets represent levels of fidelity to the discovery process for each respective tenet.

The JDFS was designed to measure how to engage businesses that align with the job seeker's strengths and vocational interests. The JDFS consists of two sections: job development systems fidelity and job development services fidelity. Systems fidelity tenets cover the foundation for customized job development referrals; the incorporation of information gathered during discovery in the job development plans; and elements related to customized job development personnel, provider responsibilities, and transportation. Services fidelity tenets include building job-development plans based on discovery findings; using an informational interview approach to contact businesses; analyzing workplace cultures to ensure ecological fit; negotiating mutually beneficial and customized employment opportunities, including job creation through resource ownership or self-employment as appropriate; and maximizing opportunities for long-term career development and growth. Riesen et al. (34) used the Delphi method to build consensus among CE professionals about items on the JDFS and found that customized employment experts believed the fidelity descriptors had value when measuring fidelity to customized job development practice.

A conceptualization for integrating and linking processes and corresponding proximal and distal outcomes for CE discovery and job development are outlined in Figure 1 and specific descriptions for the processes, process measures, and proximal and distal outcomes are in Table 1. As illustrated in the figure, discovery is the initial CE process with two components: systems and services. The systems processes ensure that discovery is appropriately authorized and financed while the services process ensures that discovery is appropriately implemented by a qualified employment specialist, the critical components of the discovery are followed, and the process accurately determines an individual's strengths, interests, skills, and support needs to obtain and maintain customized employment. For example, a critical discovery services process is to conduct home and neighborhood observations and observe the job seeker engaged in task-based activities. From the information gathered during these observations, the qualified employment specialist and the job seeker identify emerging vocational themes (i.e., career identity). Once themes are identified, the qualified employment specialist develops a list of potential employers that align with the identified vocational themes. Informational interviews are subsequently conducted with several employers to confirm if the type of work performed at the workplace aligns with the job seeker's interest and needs. The proximal outcome for this process is a fully developed vocational profile with an operational plan for customized job development. Linking process measures to proximal outcomes for both systems and service level discovery provides the necessary information to evaluate each process to determine whether specific adjustments to the process need to be made. If the process did not produce the desired proximal outcomes, adjustments are made to the process until the desired proximal outcome is achieved. If adjustments are not needed, the next service level process is implemented, evaluated, and adjusted.


[image: Figure 1]
FIGURE 1. A conceptualization for integrating and linking processes and corresponding proximal and distal outcomes for CE.



Table 1. Process, process measures, and proximal and distal outcomes for CE discovery.

[image: Table 1]

After the discovery process is completed, a job seeker begins the process of customized job development. There are two components involved in the customized job development process: systems and services job development. Table 2 outlines the measures for customized job development. The job development systems process components ensure that customized job development is accurately funded, community partners necessary for successful employment are identified, and the jobseeker has access to adequate transportation at the same rate as other services provided. The services process and measures ensure that customized job development activities align with the job seeker's ideal conditions of employment and career identity. They also ensure that the employment specialist and job seeker are engaging meaningfully with businesses and documenting the types of tasks and activities performed at the business. The proximal outcomes for customized job development are a completed worksite and job task analysis, developed proposal for a customized job, and a fully developed job site training plan. Finally, distal outcome data is collected and examined to determine the overall efficacy of the CE process.


Table 2. Process, process measures, and proximal and distal outcomes for CE job development.
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DISCUSSION

The perennially low employment rates for individuals with MSD underscore the importance of expanding, connecting, and balancing measures used to determine the quality and success of employment programs for individuals with MSD. The most common framework for determining success of employment programs relies on distal outcome measures. Unfortunately, relying only on distal employment outcomes as an indicator of program success is problematic because distal outcomes are often influenced by other non-intervention/program factors (16, 35). Without objectively measuring fidelity to the process and linking the process to proximal and distal outcomes, we run the risk of agencies and practitioners believing they are implementing effective programs when they are not. Therefore, as researchers, policy makers, funding agencies, and practitioners examine how to improve outcomes for individuals with MSD, they should adopt more balanced measures to determine the efficacy of employment support programs and interventions. From a research and policy prospective, using both process and outcome measures ensures that employment support practices are operationalized and replicable. From a funding perspective, a balance set of process and outcome measures provides funding agencies a mechanism to continually evaluate the efficacy of the programs and invest in programs that demonstrate positive process and outcome measures for individuals with MSD. Finally, from a practitioner perspective, linking process and outcome measures allows practitioners to continually assess the program or intervention so that meaningful adjustments can be made.
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This policy brief highlights recent developments and future directions in the Medicaid Home and Community Based Services (HCBS) quality policy and practice within the US. Background is provided about the structure of Medicaid HCBS within the US, the changing landscape of payment and service delivery, and implications for HCBS quality measurement and use. An overview of a HCBS quality framework is provided that was developed with stakeholder input. Frequently used survey tools, existing quality measures, and measure development are discussed. Actionable recommendations are made, including establishment of stakeholder input mechanisms, enhanced federal guidance on a core set of measures, improved data collection and stratification to address equity, multiple mechanisms to assess quality, and increased federal investment in HCBS quality infrastructure.
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BACKGROUND

Long-term services and supports (LTSS) refers to a wide range of health and social services provided to individuals who need help with personal care tasks or activities of daily living, such as eating, bathing, and dressing, or with instrumental tasks, such as medication management, meal preparation, and supports for community participation and employment (1). The US lacks a coordinated and comprehensive finance and delivery system for Long Term Supports and Services (LTSS). Though an estimated 14 million US residents need LTSS, the vast majority do not receive paid services and supports (2, 3). Most rely on unpaid supports from family and friends. Among individuals with LTSS needs residing in the community, only approximately 13% receive any form of paid assistance (3).

Medicaid is the primary funder of formal LTSS in the US (4, 5). It is a joint federal (national) and state medical assistance program for low income individuals. Medicaid has strict income and asset eligibility limits. Many people with disabilities have to limit their income or spend down assets just to obtain needed services and supports. Moreover, because the program is a federal-state partnership, eligibility and benefits covered vary considerably across states.

Historically, Medicaid's structure generated an institutional bias for LTSS. Institutional care was the first type of LTSS that Medicaid covered and remains mandatory for states to provide. Over the decades, Medicaid has been a major source of funding for innovations that provide services in homes and other community-based settings. People with disabilities and older adults almost universally prefer Home and Community-Based Services (HCBS) to institutional LTSS, and they are also typically cheaper to provide and lead to better outcomes. But they remain optional Medicaid services. Moreover, the principal authority states use to design their HCBS programs – the 1915(c) HCBS waiver – permits states to impose enrollment and budget caps that other optional Medicaid services do not have. Section 1915(c) allows states to “waive” certain general Medicaid requirements to target HCBS toward specific populations, so long as beneficiaries have an institutional level of care need. Also, unlike other Medicaid eligibility categories, 1915(c) also allows states to cap enrollment and cap individual service budgets. State governments like these features because they make it easier to manage Medicaid costs, though that may come at the expense of providing access to needed services for all their residents. Some states maintain long waiting lists for these programs, meaning that some people with disabilities and older adults must wait years to access HCBS even though they could enter a nursing facility immediately (6).

Over time the share of Medicaid LTSS expenditures spent on HCBS has increased. HCBS expenditures exceeded institutional expenditures in 2013 and reached 59 percent in 2019 (4). Despite significant expansion and innovation in Medicaid HCBS over the past several decades–from promoting self-directed services, where individuals can hire and train their own care workers, to supporting competitive-integrated employment–access to HCBS for people with disabilities varies widely between states and across populations. As a joint federal-state program, Medicaid allows states substantial discretion to define their LTSS programs (6). States typically operate multiple HCBS programs targeted at different populations (e.g., developmental disabilities, acquired brain injury, physical disabilities and older adults) through a patchwork of different Medicaid authorities that each have different requirements. States utilize different delivery systems and cover different services (7). Even among those already receiving HCBS, substantial unmet needs remain common (8).



BUILDING QUALITY INTO MEDICAID HCBS PROGRAMS

Medicaid's federal-state partnership and historical institutional bias have also shaped approaches to measuring and monitoring quality within Medicaid HCBS programs. The federal government has long regulated nursing facilities and has created a fairly robust national system for reporting on health and safety, staffing hours, and quality metrics (9). But the infrastructure around Medicaid HCBS quality has received far fewer resources and, consequently, is much less developed. Though the Centers for Medicare and Medicaid Services (CMS) has issued federal regulations and guidance, states still largely determine how they approach quality within their HCBS programs. The resulting variability complicates the creation of a coordinated federal approach to HCBS quality.

Quality oversight in 1915(c) waivers amounts to states attesting to six broad assurances in their waiver application, three of which relate to care quality:

1. The state ensures that all waiver services are provided by qualified providers (through licensure or certification standards, monitoring, and oversight over training methodologies).

2. The state shows it has an effective system for reviewing the adequacy of participants' service plans (including choice of providers, regular updates, comprehensiveness).

3. The state shows it has an effective system for assuring participant health and welfare with mechanisms to prevent abuse and neglect, regulate use of restrictive interventions, manage critical incidents, and establish overall health care standards (10).

Since these assurances were added to the 1915(c) waiver approvals in 2004, states have managed their own oversight systems for 1915(c) HCBS programs, with CMS stepping in occasionally to implement corrective action plans if the state has not met its assurances. Most of the state-reported measures focus on whether appropriate processes are in place. CMS reviews the state systems during waiver renewals or applications, and asks its regional offices to conduct onsite reviews at least once over the course of each 3–5-year waiver period. Prior reports and investigations from the Government Accountability Office (GAO) have found that even CMS's limited quality reviews showed that many states did not have adequate systems to meet all three quality assurances, and some received reapprovals despite failures to correct the problems CMS identified (11). More recent GAO studies found similar shortcomings in HCBS quality in capitated managed care (see below) (12).

Other HCBS covered outside 1915(c) programs receive even less scrutiny. While acute care and preventive services like emergency room care, immunizations, and diabetes control are well represented in Medicaid's core measure sets for children and adults, HCBS long lacked any nationally-reported measures. Until 2014, there was not even a meaningful federal Medicaid definition of what can qualify as home or community-based setting.



QUALITY AND ACCOUNTABILITY IN MANAGED LONG-TERM SERVICES AND SUPPORTS

The landscape of HCBS has rapidly changed over the past two decades. Many states have shifted away from fee-for-service (FFS) payment models to new LTSS delivery systems. The FFS system pays providers for each service provided, and has been criticized for rewarding duplicative or unnecessary services. Managed care claims to deliver care more efficiently by improving coordination and information management and restricting provider networks. The most common managed care delivery system replaces FFS with a risk-based, capitated model, where managed care organizations (MCOs) receive a fixed per member/per month payment. This incentive structure financially rewards managed care plans that spend less on care (at least in the short term). If a plan's health care expenditures are lower than the fixed monthly payment, the MCO keeps the remainder as profit. Importantly, without effective mechanisms to monitor and evaluate care quality and access, capitated managed care replaces the perceived fiscal excess of FFS with a system that could encourage plans to denying or delaying medically necessary care to save money.

The managed Long-Term Services and Supports (MLTSS) model has grown rapidly in the US (13). In 2004, only eight states had any MLTSS program, and enrollment of MLTSS users barely exceeded 100,000 individuals nationwide (14). By July 2019, 24 states had implemented capitated MLTSS programs, with several pending (15). Total enrollment has surpassed 1.8 million individuals (16). The most common populations served in MLTSS programs have been older adults and adults with physical disabilities. However, more recently some states have incorporated individuals with intellectual and developmental disabilities (I/DD) in statewide MLTSS or developed MLTSS programs specifically for this population (13, 17).

The growth of MLTSS has fueled renewed interest in HCBS quality measurement. With proper design and oversight, states and advocates can use quality and performance measures as one tool to achieve desired outcomes. Contracts increasingly include payment incentives tied to quality outcomes. For example, some states withhold a portion of the capitated rate contingent upon an MCO meeting certain performance metrics. Many states have incentivized shifting expenditures from institutional LTSS to HCBS through MLTSS programs (18, 19). Others have attempted to incentivize community employment outcomes through MLTSS (17). But effectiveness of these “pay for performance” incentives is contingent on valid and reliable HCBS quality measures. Moreover, these approaches alone are insufficient to ensure consistent access to high quality care.

The 2016 CMS Managed Care Rule–the first major update of Medicaid managed care regulations since 2002–issued new requirements for states and MCOs in the area of quality. This included new requirements to validate provider network adequacy annually, to describe the state's plan to reduce health inequities, and to create a new Quality Rating System for Medicaid managed care plans. The update also incorporated new protections specific to MLTSS. As of July 2017, states with MLTSS programs are required at a minimum to report measures related to quality of life, shifting expenditures from institutional to HCBS, community integration activities, and whether beneficiaries receive the services and supports set forth in their care plans.

Unfortunately, many of the 2016 regulations have taken years to implement. The proposed Quality Rating System has not yet been released for public review and comment. States still await CMS guidance on how to implement network adequacy validations, and so have not been required to do it. Annual reports of each managed care plan, including MLTSS plans, that will detail grievances, financial performance, and other metrics will only finally be required beginning after July 2022 (20). So while the regulations have taken steps to advance quality reporting and accountability for Medicaid HCBS, many gaps remain (21).



HCBS QUALITY FRAMEWORK

As more states shifted to MLTSS, advocates expressed concerns about the MCOs' frequent poor understanding of the person-centered, non-medical nature of HCBS (22). Moreover, the field of HCBS quality measurement lagged far behind measure development and implementation for acute care and medical settings. By 2015, the National Quality Forum (NQF) – an independent organization that brings stakeholders together to review and endorse performance measures used by the government, states, and private-sector organizations–had endorsed at most a handful of quality measures specific to HCBS.

In response to these concerns, the Administration for Community Living (ACL) and CMS sponsored NQF to convene a multi-stakeholder workgroup to develop a HCBS quality framework, identify gaps, and make recommendations for new measure development. Twenty-two participants, including individuals with disabilities, aging and disability advocates, researchers, and representatives from providers, states, and health plans routinely met for over a year and developed an operational definition of HCBS and a quality framework consisting of 11 domains and forty subdomains (23). The University of Minnesota then conducted follow-up focus groups with 320 participants to assess the framework, including perspectives from across the disability community (24, 25). They generally validated the NQF framework and recommended inclusion of some additional subdomains (See Figure 1).


[image: Figure 1]
FIGURE 1. National Quality Forum Framework on HCBS Quality (25).


In addition to the HCBS quality framework, the NQF Committee identified potential measure concepts within each domain and made recommendations for measure development. This spurred additional federal investments through ACL and CMS. While the HCBS quality framework is specific to the US system, many domains are in alignment with the core components of the World Health Organization Building Blocks for health systems, particularly the areas of service delivery and workforce (26).



STATE OF HCBS SURVEY INSTRUMENTS AND MEASURES

The Rehabilitation Research and Training Center on HCBS Outcome Measures (RTCOM) at the University of Minnesota developed a database of over 130 instruments that have been used to measure HCBS outcomes (https://rtcom.umn.edu/database). The database was organized around the NQF domains. Most of the instruments are survey tools that cover a wide range of domains. Four of the most frequently used instruments that measure experience and person-reported outcomes are detailed in Table 1. Each has advantages and disadvantages: they differ in target populations, rules for use of proxy responses, survey administration method, and response rates.


Table 1. Most frequently used HCBS instruments.
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Despite these differences, some factors affecting quality measurement apply across instruments. For example, in-person interviews require more resources than measures using administrative or claims data. This can deeply influence the extent to which states use these instruments to improve quality. For example, NCI and NCI-AD (the most frequently used instruments) have typically been implemented with small sample sizes, around 400 individuals. This can flag general areas of strength or concern at a state or systems level, but may not provide the state with detailed data to inform corrective actions or to identify inadequate service quality for individuals or subpopulations of interest.

Some states MLTSS programs have used these survey tools and HCBS CAHPS with larger samples to enable valid analysis at the MCO level. Minnesota, for example, conducted over 2100 surveys of roughly 20,000 HCBS recipients with developmental disabilities for its last in-person data collection in 2019 (37). The CQL POMs instrument, on the other hand, has mostly focused on the provider level. This can provide very actionable data, but may not generate a representative sample to learn about trends or problems at the plan or state level. Either way, the cost and time involved in conducting surveys has definitely limited some of the impact of these early HCBS measures.

The federal government has funded additional measure development to fill gaps identified by the NQF Committee. CMS contracted to develop eight measures that include LTSS assessment, care planning, falls prevention, and rebalancing (reducing admissions to institutions, minimizing length of stay, and transitions from institutions to the community) (10). Several of these measures have now been formally endorsed by NQF and included in CMS's proposed HCBS Recommended Core Set. Some are now being used by the National Committee for Quality Assurance (NCQA) in their accreditation of MCOs providing MLTSS (32). CMS is currently contracting to re-specify some of these measures for broader application and develop additional measures in other domains where there are gaps, such as workforce and caregiver support. The RTCOM, funded by the National Institute on Disability, Independent Living, and Rehabilitation Research (NIDILRR) within ACL, is also developing new person-reported measures in areas including employment, meaningful activity, transportation, social connectedness, and choice and control.



POLICY AND PRACTICE RECOMMENDATIONS

While substantial progress has occurred over the past decade in HCBS quality measurement, there is still a long way to go. While maintaining the federal-state partnership that promotes innovation, we call for a stronger federal role in reporting, oversight, transparency and investment in meaningful use of measures to enhance quality and address equity.


Establish Regular Stakeholder Input Mechanisms for HCBS Quality at the Federal and State Levels

At the federal level, the Secretary of Health and Human Services should establish a multi-stakeholder HCBS Quality Committee that centers representation on the diverse array of people receiving, or in need of Medicaid HCBS and representatives of aging and disability advocacy organizations. Other stakeholders should include the major players in quality measurement, such as health plans, measure developers, measure steward organizations, provider representatives, and states and relevant national associations representing state officials. The quality committee could help define and regularly update a core HCBS quality measure set (discussed below), inform measure development to fill gaps in measures, and act as an advisory body for other elements of HCBS quality at the national level.

States should also be required to establish their own HCBS Quality Committees based on a similar structure as the federal committee. A handful of states have already established such entities indicating feasibility. States would have flexibility to build upon existing committees and coordinate with other requirements, such as those in the managed care regulations. For example, every state has a Medicaid Medical Care Advisory Committee (MCAC) that includes beneficiaries, advocates, providers, and state officials that could be a basis for an HCBS Quality committee. Alternatively, in MLTSS programs, each plan is required to establish and maintain a member advisory committee with a representative sample of the LTSS population that could be a source for a state quality committee. Of course, the existence of quality committees should not supplant opportunities for public comment on selecting reportable measures, developing quality strategy priorities, and so forth. However, this structure would allow states and health plans to benefit from sharing the lived experience of people who use the HCBS system, while improving transparency and allowing beneficiaries to build up expertise in a technical field that plays a vital oversight role in HCBS quality.



Establish a Core Set of HCBS Quality Measures and Require Transparent Public Reporting

The federal government should issue guidance on a core and supplemental set of HCBS quality measures. CMS began work on this in 2020 through issuing a public request for information (33); additional work is needed to finalize and incentivize rapid state implementation of both core and supplemental sets. Ultimately, states should be required to publicly post annual reports on all the core measures. Recent legislation has already mandated reporting on Medicaid and CHIP core sets for children (34) and for behavioral health measures (35) starting in 2024. Required core measures should set a federal minimum for quality oversight of HCBS to facilitate the creation of national benchmarks and apples-to-apples comparisons across states. However, CMS should continue to support state innovation to develop and use additional HCBS measures that fill gaps or allow for easier administrative reporting.

States should also publicly report HCBS quality data in ways that allow beneficiaries to compare quality across HCBS programs, managed care plans, and even providers. Public reporting on HCBS quality at the plan (and eventually provider) level could help individuals and families to make informed choices to suit their care needs.



Improve Data Collection and Require Stratification to Address Equity in HCBS Quality

The COVID-19 pandemic has reemphasized the longstanding structural inequities in the US healthcare system. Moreover, the pandemic has exposed major holes in our data systems that make it hard to even identify health disparities, let alone inform effective remediation. The pandemic has reenergized a push to build data systems that can collect, report, and verify data stratified by key demographic factors including by race, ethnicity, disability status, age, sex, sexual orientation, gender identity, race, ethnicity, primary language, rural/urban environment, and service setting. The systems must permit analysis across multiple demographic categories, such as race and disability, so we can track compound disparities and then focus resources on improving them. Stratification should not only apply to HCBS core measures, but also allow us to know more about disparities people with disabilities may experience accessing preventive and acute care services, such as diabetes-control or vaccinations.



Enhance Oversight and Accountability Through a Multi-Faceted Quality System

An effective quality control system for HCBS systems must include multiple pathways to evaluate services. Though performance measures provide important insights about HCBS quality and access, they cannot provide a complete picture across the range of services and providers covered. Survey samples may not be big enough, or the time lag from data collection to reporting may be too great to catch incipient problems. For this reason, HCBS quality systems must include other accountability mechanisms that use different methods, For example, each state should designate an HCBS Ombuds office charged with both helping beneficiaries troubleshoot problems using the HCBS program and with rapidly identifying and publicly reporting common problems to direct system improvements. States and plans could also track and report data on grievances and appeals to flag potential problems that may not be reported in the array of performance measures. A similar approach has already been piloted in multiple states that participated in a Medicare/Medicaid integration demonstration focused on older adults and people with disabilities (36).



Increase Federal Investment to Improve HCBS Quality Infrastructure

The growth of MLTSS only sharpens the urgency for Congress to significantly increase the federal funding for administrative activities related to adoption of HCBS quality activities. This includes consumer and other stakeholder engagement, data and quality infrastructure, expanding the sample size for beneficiary experience surveys, and facilitating public, stratified reporting of quality measures. Additional federal funding, such as an enhanced federal match for expenditures related to HCBS quality improvement, could accelerate development of new quality measures to fill gaps, such as workforce and employment metrics, that could help to overcome the institutional bias in Medicaid quality measurement. CMS must provide ongoing technical assistance activities to states in meaningful use of measures to improve community living and health outcomes for recipients of HCBS.




CONCLUSION

The US may still be a long way from reckoning with the need for a comprehensive, well-funded system to provide LTSS. But as the population quickly ages and the pandemic creates millions more people who need LTSS and cannot rely on family members to fill in the gaps, there is an urgent need and opportunity to strengthen the piecemeal systems already in place. Medicaid HCBS continue to expand and evolve, and the need for a robust, multi-layered, beneficiary-centered oversight and accountability system has never been greater. Many new tools are just coming on line to vastly improve states' ability to evaluate HCBS quality, but states need resources and impetus from the federal government to make meaningful use of these measures to enhance the quality of HCBS for individuals with disabilities and older adults.
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This article provides historical context on the evolution of performance measures for system improvement, examines the perspectives and insights of state public managers on the use and utility of NQF-endorsed outcome measures from the NCI®-IDD In-Person Survey (IPS) for quality improvement, and discusses the necessity of ensuring that outcome measures align with public policy goals.
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Introduction

There is a growing understanding among public administrators of services and supports to people with intellectual and developmental disabilities (IDD) that the best way to assess quality is to ask service participants about their experience. As a result, surveys assessing quality of life and service outcomes based on participant report are increasingly being used to analyze service quality and system performance. The purpose of this article is to explore the use and utility of 14 National Core Indicators®-Intellectual and Developmental Disabilities (NCI®-IDD) measures to the promotion of contemporary public policy goals based on the rankings of state public IDD managers in states across the United States.


TABLE 1 Survey responses.

[image: Table 1]

In addition to methodological and psychometric evaluation, reviews of the attributes of outcome measurement systems should also include an analysis of the utility of data collection to inform system improvement. Because policy goals change over time, it is also necessary to periodically review measures to determine their alignment with current policy evaluation needs, research findings, priorities, and aspirations (1).

This article provides historical context for the evolution of performance measurement for system improvement in the United States, examines the perspectives and insights of state public managers on the use and utility of National Quality Forum (NQF)-endorsed outcome measures from the NCI®-IDD In-Person Survey (IPS), and discusses the necessity of ensuring that outcome measures align with public policy goals. While the discussion relies primarily on experiences and practices in the United States, it is hoped that the findings will bolster efforts internationally to ensure that outcome measure remains dynamic and responsive to changing priorities.


Historical perspective


Process standards

To understand the prominence of outcome measurement in the performance of systems of support for people with IDD, it is necessary to reflect on the evolution of quality monitoring in recent decades. As community-based systems expanded in the 1980s and 1990s, public managers developed highly specific process standards intended to embed promising clinical and practice developments into routine practice. This change appeared in state standards for individual habilitation plans, the composition of planning teams, and means to measure progress toward identified goals. Thus, evaluation and monitoring of these standards involved assessing whether certain strategies, steps, processes, and practices were implemented, and did not focus on outcomes experienced by the individual or measurement of progress towards individual goals. The concentration on treatment strategies and planning were especially evident in the design of original regulations governing Intermediate Care Facilities for People with Mental Retardation (ICFs/MR).



Critique of process standards

As providers became more sophisticated, services and supports less facility-based, and residential arrangements more varied, critics in the field began to chafe under the constraints of rigid and prescriptive process standards. Frustration with ICF/MR standards persisted well into the 1990s (2–6). Researcher Tecla Jaskulski summarized these concerns in a report to the Health Care Finance Administration (7):


	•Compliance does not equate with quality

	•Standards are not focused on outcomes

	•Processes that are reviewed are not sufficiently linked to desired outcomes

	•Yes/no dichotomy (i.e., in or out of compliance) ignores individual differences

	•Adversarial approach of the survey creates an atmosphere of fault-finding

	•There is no focus on continuous quality improvement

	•Survey process itself is intrusive in the lives of people with mental retardation



Dissatisfaction with prescriptive process standards led to an exploration of ways to incorporate outcomes into quality assurance assessments. An early examination of the multiple facets of quality monitoring (8) noted that, “Outcome measures are generally seen as the most telling measures to use and as the ultimate basis for legitimizing other approaches to measuring service quality” (p. 17). Authors went on to state, “ … in our analysis of 22 quality assurance systems … few concentrated on outcome measures, and some have not client outcome measures at all” (p. 90).



Clinical/functional outcomes

Initial models to better incorporate client or consumer outcomes focused primarily on the extent to which individuals acquired skills or achieved goals, relying on functional scales such as the Scales of Independent Behavior (9) and the Vineland Adaptive Behavior Scales (10). This form of “outcome measurement” was informed by objectives set in individual plans, which in turn reflected expectations of professional providers or caregivers. By the early 1990s, the emphasis again shifted to individual goals such as choice-making, satisfaction, quality of life, and empowerment, moving the locus of assessment from the team to the individual. Rather than focusing primarily on improvement in adaptive skills (or reduction in maladaptive behavior), criteria for the effectiveness of services and supports underscored those outcomes most valued by the individual (11).




Emergence of quality-of-life outcomes


Early initiatives in the United States

A factor that shaped the emerging emphasis of quality-of-life outcomes was the changed expectations and aspirations of people with IDD and their families. These changes could be seen in the advent of self-determination and consumer-directed services in the 1990s. An evaluation of self-determination projects under the Robert Wood Johnson Foundation (12) explored how self-advocates felt about the importance of autonomy in their lives. Self-advocates cited the following key factors enhancing quality of life:


	•I am a person like all people: my life is my own.

	•I speak for myself. I speak up. I stick up for myself.

	•I make my own choices.

	•I am the boss of my own life.

	•I make my decisions in my own life.

	•I do for myself … and not depend on others so much. (p. 4)



These statements reveal that quality of life is a construct that is best understood from the perspective of people receiving services and supports and their family and friends.

An example of this shift from reliance on process and functional outcomes to quality-of-life measures can be seen in the revamped standards published by the Accreditation Council on Services for People with Disabilities (13). Instead of 817 process standards (14) (e.g., advocacy, information and referral, individual records, and plan coordination), the Council proposed a set of ten outcome measures for people and four performance indicators for organizations. Consumer outcomes were (ACDD, 1993, p. 11):


	•Personal goals

	•Choice

	•Social inclusion

	•Relationships

	•Rights

	•Dignity and respect

	•Health

	•Environment

	•Security

	•Satisfaction





Emergence of National Core Indicators

By the late 1990s, tying performance to outcomes experienced by system participants was widely accepted among advocates, stakeholders, and public managers in the U.S.. What was missing, however, was a common standard tool to canvass participant experiences in a valid and reliable way. Several factors led to the realization of such a tool. First, at the helm of increasingly complex community systems, public managers in IDD sought ways to assess the conduct and impact of supports without actual field observation. Second, improvements in computer capacity made it possible to aggregate and analyze large datasets. Third, state IDD budgets had swelled as the community system expanded, and thus expenditures needed to be justified through results. Finally, an emerging consensus in the field regarding the importance of listening directly to the perspectives and opinions of people receiving supports opened the door for the use of a face-to-face survey administered directly with people receiving services. These factors resulted in the formation of the National Core Indicators® (NCI®) system performance initiative.

In 1997, representatives of 13 state IDD agencies launched an unprecedented effort to create an interstate collaborative for the creation, collection, and analysis of uniform key performance indicators. Since its founding, NCI® has expanded to 48 states, the District of Columbia, and 21 regional developmental disabilities centers in California. NCI® has also grown in its capacity to develop and administer surveys to measure performance of state aging and physical disability systems, measure outcomes experienced by families of people receiving IDD system services and assess the stability and quality of the workforce of direct support professionals. NCI® data make it possible for participating states to track changes in performance, compare outcomes across states, and monitor national trends.

NCI® performance indicators used to measure IDD system performance (heretofore called NCI-IDD) provide a macro-level view of system performance to gauge trends and identify potential gaps. They are intended for use in tandem with other state-administered quality assurance processes under broader quality management systems (e.g., critical incident and reporting systems, risk assessments, provider monitoring, etc.).

To establish the core indicators, state developmental disabilities policymakers identified key criteria to accomplish vital program outcomes. These were designed to: (1) be directly relevant to major organizational or systemic goals; (2) reflect activities that can be influenced by the organization or system; (3) have face validity and should be relevant to the major constituencies served by the organization or system; (4) have directional qualities to reflect changes over time; (5) be expressed as rates or proportions; and (6) include a standard or goal for the desired level of attainment of each outcome (11).

Domains and subdomains within which the indicators are organized reflect major areas of outcomes that affect the mission of public developmental disabilities systems. They include:

Domains and Subdomains:


	•Individual outcomes

	oEmployment, Community Inclusions and Belonging, Community Participation, Choice and Decision-Making, Relationships, Satisfaction




	•System performance

	oSelf-Direction, Service Coordination, Workforce, Access




	•Health, wellness, and rights

	oSafety, Health, Medication, Rights and Respect




	•Family experience

	oInformation and Planning, Access and Support Delivery, Workforce, Choice and Decision-Making, Community Connections, Health, Welfare and Safety






As outcome measurement has become an integral component of oversight in public state IDD systems, outcome measures have increasing been accepted as national benchmarks. The Centers for Medicare and Medicaid (CMS) Adult Core Measure Set and the CMS Medicaid and CHIP Scorecard both reflect this important approach (15). The challenge going forward is the extent to which this rich information about participant experience reflects information needed to evaluate the impact of public and in turn is used for both quality improvement and to evaluate the impact of public policy.




What's next

The previous review of the historical context for the evolution of performance measurement in IDD systems underscores the importance and prominence of quality-of-life measures in conducting oversight of public services and supports for people with IDD. The challenge going forward is to find ways to ensure that measures such as NCI-IDD continue to align with the immediate policy aims of public IDD systems and that they are consistent with the changing context of the provision of services. Lombardi et al. (16) have argued that while the overarching principles that should govern service provision have remained constant over many years, the context within which services operate changes over time as more is learned about best practice and the policies need to achieve those larger system aspirations. Measures therefore need to be reassessed periodically to determine whether they are capturing important contextual elements.

Further, Shogren et al. (17) have described public policy goals as inputs to systems of services and supports, and outcomes as the outputs. According to the authors, this framework (or logic model), allows public managers “to identify core processes that reengineering, quality improvement, and enhanced performance can improve.” Because outcomes or outputs shed light on the efficacy of public policy, it is important to periodically assess whether those results continue to align with public policy goals, as well as whether they are incorporated in the process of quality improvement.




Method


NCI®-IDD In Person Survey (IPS) measures endorsed by the National Quality Forum

In 1999, the U.S. government created the National Quality Forum (NQF) to advance accountability, patient protection, and quality of care using a variety of measurements and public data reporting. The federal government relies on NQF to review, study, and endorse healthcare-related measures and processes to define government-backed performance and quality measurement strategies. The process for NQF endorsement is rigorous and comprehensive, and measures that achieve endorsement can be relied on to demonstrate strong psychometric properties.

In 2016, NQF released the report, “Quality in Home and Community-Based Services to Support Community Living: Addressing Gaps in Performance Measurement,” calling for increased attention to measures to assess the quality of home and community-based services (HCBS). In the report, NQF defined a measurement framework that included 11 domains and 40 subdomains as areas for quality measurement within HCBS.

In January 2022, NQF approved 14 NCI®-IDD measures following meticulous review of scientific methods, consensus panel analysis, and a public comment period. NQF recognized the high demand for quality measures in home and community-based services, acknowledging the compelling evidence underlying NCI®-IDD measures. The 14 measures are:

 

Domain: Person-Centered Planning (PCP) and Coordination

• The proportion of people who express they want a job who have a related goal in their service plan

• The proportion of people who report their service plan includes things that are important to them

• The proportion of people who express they want to increase independence in functional skills (ADLs) who have a related goal in their service plan

• The proportion of people who report they are supported to learn new things

• The proportion of people who report satisfaction with the level of participation in community inclusion activities

 

Domain: Community Inclusion

• The proportion of people who reported that they do not feel lonely often

• The proportion of people who reported that they have friends who are not staff or family members

• The proportion of people who report adequate transportation

• The proportion of people who engage in activities outside the home

Domain: Choice and Control

• The proportion of people who reported they chose or were aware they could request to change their staff

• The proportion of people who reported they could change their case manager/service coordinator

• The proportion of people who live with others who report they can stay home if they choose when others in their house/home go somewhere

• The proportion of people who report making choices (independently or with help) in life decisions

Domain: Human and Legal Rights

• The proportion of people who report that their personal space is respected in the home

 

The 14 measures are part of the NCI-IDD In-Person Survey (IPS) which assesses participant outcomes. The survey has three parts. The background section includes sociodemographic, health, employment, and other information that is collected directly from existing administrative records. Section 1 covers more subjective, opinion-based questions that can only be answered by the participant (e.g., Do you like your job? Do you like where you live?). Section 2 contains questions that can be answered by a proxy if the individual is unwilling or unable to respond. This final section relates to more concrete, objective facts, such as the number of times a person went shopping in the community in the past month. In the more than two decades that the survey has been used, approximately two-thirds of respondents have been capable of answering questions without the assistance of a proxy.

The IPS has undergone a number validity and reliability tests and is accompanied by a comprehensive training package. The survey process also includes protocols to detect acquiescent response or “social desirability” including training surveyors to understand whether people are “acquiescing” and if so to rephrase the question in different ways to gather more accurate information. In addition, there is a “proxy determination” section that is designed (and tested) to help surveyors assess whether a proxy is needed (and whether section I should be skipped). This section guides the surveyor to ask non-service-related questions to ascertain the respondent's comprehension and ability to respond accurately.

Each state collects information on and completes a survey with a random sample of individuals that reaches the 5% margin of error and 95% confidence level, based on the total eligible addition population in the state. Individuals are eligible if they receive at least one service from the DD system in in addition to case management. To compare results from state to state, some data are risk-adjusted based on the functional characteristics of individuals served to reduce the impact on aggregate results of differences by state. In addition to recent endorsement by NQF, measures from the IPS have been included in the Medicaid and Children's Health Insurance Program (CHIP) Scorecard and are included in the Medicaid Adult Health Care Quality Measures Core Set (18).



Survey of public managers

The authors designed a survey to be completed by state public managers to assess their perspectives on the utility and applicability of the NCI®-IDD 14 IPS measures endorsed by NQF. The survey was sent to state DD systems staff who were the state-designated NCI®-IDD liaisons, with instructions suggesting that the initial respondent could consult with other staff in the IDD agency or elsewhere to arrive at the rankings and determine whether the measure was being used for quality improvement.

The survey asked respondents to apply two of the “Criteria for Evaluation” used by NQF (19) for measure endorsement to the 14 endorsed measures. The two criteria were “importance to measure” and “usability and use” and respondents were directed to rank each statement on a five-point Likert scale: 1 = very important, 2 = important, 3 = somewhat important, 4 = not very important, 5 = not important. The survey instructions included definitions of the rating criteria:


	•Importance to Measure and Report: Extent to which the specific measure focus is consistent with best practice in the IDD field, is necessary for significant gains in the quality of home and community-based services and improves the quality-of-life outcomes for a specific high-priority aspect of the IDD system where there is variation in or less-than-optimal performance.

	•Usability and Use: Extent to which potential audiences (e.g., consumers, purchasers, providers, policymakers) use or could use performance results for accountability and performance improvement to achieve the goal of high-quality, efficient, home and community-based services for people with IDD.



Respondents were then asked, “Is the measure used or planned to be used for quality improvement? If not, why?”




Results

Twenty-seven (27) responses were received by the close of the survey on April 15, 2022. Of those, two were incomplete, and two were from one state. Respondents to the survey listed a variety of positions and departments, including quality assurance, waiver management, IDD program management, NCI®-IDD liaison, quality improvement, strategic planning, and health planning. State staff that responded to the survey included state home and community-based waiver managers, quality assurance staff, NCI® liaisons, strategic planners, and IDD program consultants.

Table 1 shows results by measure and domain. Measures within domains are ranked based on the proportion of respondents who scored the indicator “very important” or “somewhat important.”


Important to measure

At least three-fourths of respondents rated all measures as very or somewhat important and four measures were rated very or somewhat important by all respondents. This suggests that public managers believe this subset of measures in the IPS aligns with public policy goals and can be used to assess the performance of services.



Usability and use

With few exceptions, scores for the usability and use of each measure were likewise fairly high but were lower than the initial rating of importance to measure. Several reasons for this differential may include:


	•Current wording of the measure does not adequately reflect the service context

	•Results of the measure are not seen as immediately actionable

	•Results are not as important to key constituencies





Measure is used or is planned to be used for quality improvement

While respondents rated the importance of the measures highly, a number indicated that some measures were not currently being used for planning and enhancement, nor were there plans to use the results from that measure in the future. This does not necessarily undermine the measure's potential utility, but rather indicates a need for more intentionality in public systems regarding how to use outcome data to shed light on the achievement of policy goals and to identify elements of service that influence or can influence performance.

If respondents reported that the measure was not being used for quality improvement in their state, respondents were asked to explain why. The following reasons were given:


	•New staff were unsure how to use data

	•Have not concentrated on that aspect of a particular subdomain

	o“We [use] several questions about level of participation in community inclusion activities, however we do not specifically [use this measure] about satisfaction [with community inclusion].”




	•Considering use of the measure in the future

	•Has been used inconsistently in the past

	o“[This measure] has been used for QI initiatives but is not consistently used year over year.”




	•Measure is of value but not a high priority for strategic planning or quality improvement

	•Only so many initiatives that can be managed

	•Getting the information from other sources

	o“We ask many questions related to service plans already in a separate QI process, however we do not use this specific [NCI-IDD measure].”




	•Do not think the measure is actionable

	o“For [State] this is not an actionable question. It is not clear what the measure would tell us or how we would be able to use the data.”




	•Does not reflect what people want

	•Do not know how to address, there are other ways of getting at this

	•Difficult during COVID (i.e., a measure of the level of engagement in activities out of the home)

	•Good for providers and organizations but not for waiver management

	o“[State] HCBS feels that this measure will be useful for providers and organizations in the state, but it won't be useful for HCBS at the state level.”




	•Do not use because ratings are high

	•Difficult to implement given staff shortage

	•Measure is not relevant to state practice

	o“[State] does not focus on this.”




	•Could be helpful for settings rule verification



These responses indicate that more general explanations for not actively using particular measures were due to a measure not reflecting state priorities, limited capacity for utilization, and/or COVID-related obstacles to use or relevance. Some respondents also noted that measures were being considered for future analysis, and still others commented on the actionability of the measure, limited avenues for remediating poor results, and lack of alignment with individual goals. It will be important to determine whether these are idiosyncratic problems or serve as a broader critique of the measure and/or its applicability to state quality improvement processes.




Discussion


Implications

The results of this preliminary survey suggest that the subset of NCI®-IDD IPS measures endorsed by NQF are seen by public managers as important to measure and, to a slightly lesser extent, are seen to have utility. Fewer respondents, however, note that the measures are actively being used for quality improvement. Obviously, there are only so many measures that can be intentionally tracked and analyzed given limited time and resources. Further, each state's system context may give rise to different priorities. However, some respondents suggested that certain measures do not reflect state practice/policies or there are not realistic ways of remediating negative performance based on the measure.

This survey of state public managers is a first step in a periodic “audit” to determine the viability of outcome measures and their utility to performance and quality measurement. A next step would be an analysis of reasons why some measures were rated lower than others in order to understand the differences in utility, as well as to understand the possible need for more technical assistance to aid public managers in applying survey outcomes to quality enhancement.



Limitations

This study should be viewed as a qualitative rather than a quantitative examination of the alignment between quality-of-life outcome measures and the current service and policy context. It is meant to start a serious discussion about how to conduct periodic reviews of quality-of-life indicators regarding their useful life and to justify the resources invested in the multi-faceted process of conducting individual interviews. More comprehensive studies of the connections between context and policy on the one hand and outcome indicators on the other will be necessary to avoid measurement for its own sake delinked from public purpose.




Conclusion

Though Peter Drucker may have never said, “What gets measured gets done” or, alternatively, “What gets measured gets managed,” there is still wisdom in the statement. The outcomes that get measured in the IDD system signal to the field that those outcomes reflect of the values of the system. However, measurement of outcomes should not just signal policy priorities but should be used to evaluate the success of current policies and the need for future policy reform. Outcome measurement should be part of an iterative process that reveals the impact of policies plus the efficacy of elements of the system context – an aspect of the system that Shogren et al. (17) term “influencing factors.” Therefore, it is important for public managers to periodically review whether there is continuity between policy goals and outcomes measurement as well as a collateral review of the processes and practices that are in place to implement those goals. Additionally, it is critical for measure developers to ensure that measures align with policy priorities and are usable.

The challenges highlighted by these results are first, there is a need to work with states to suggest ways to integrate outcome measures into systemic evaluations of state system performance. Secondly, periodic review of outcome measures is important to ensure that they continue to reflect the desired outputs of policy initiatives. Third, negative performance should be accompanied by a more in-depth examination of the system context and the presence or absence of known best practices or “influencing factors.” Shogren et al. (17) use the phrase “outcomes-driven policy” to describe a more comprehensive and robust measurement structure. To ensure the continuing relevance of outcome measurement, it is time to strive for “policy-driven outcomes.”
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This article reviews the German discourse on quality of life, quality assurance, and outcome measurement in services for persons with intellectual disabilities. Following institutional assumptions of path dependencies in organizational development, it is argued that concepts such as quality assurance must be understood in the context of the national support system development. For the Federal Republic of Germany, it can be noted that previous approaches to quality assurance of services based on measurement and evaluation tools have not been the drivers of innovation for inclusion. The driving forces behind reforms in the field of disability originated from the three angles of the social service structure (people with disabilities, statutory welfare agencies, and service providers). Policies of key actors were not part of a consistent reform strategy. However, the main elements of the inclusive philosophies of the disability rights movement became hegemonial and led to national legislation that prioritizes person-centered support arrangements in inclusive settings. With regard to governance arrangements in Germany and the idiosyncrasies of local disability fields, it is suggested that there should be a conceptualization of quality assurance in a multilevel approach as “local quality dialogues for collective learning.”
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Introduction

Quality development measures are often expected to provide strong impulses for improving the life conditions of people with disabilities, especially for people with intellectual disabilities. In this context, the focus of attention is exclusively directed to the quality of support practices within single-service organizations. The UN Convention on the Rights of Persons with Disabilities (CRPD), particularly the requirements of Article 19, has provided an effective international impulse for many countries toward political and professional measures to promote independent living. Nevertheless, its implementation in each national context is based on the respective developmental paths of social welfare systems and differ from country to country. This ground must be understood in the international discourse on concept development for improving the quality of life of people with disabilities.

The development in the Federal Republic of Germany is characterized by the fact that there is a legal entitlement to social benefits for people with disabilities. This is regulated at the federal level and services are financed by governmental agencies. But, in the field of service provision, non-governmental associations, such as those of churches, dominate. They are called intermediary organizations because they combine the characteristics of state organizations, of enterprises, and of organizations of the voluntary sector. They are granted a high degree of autonomy in the design of assistance and traditionally have a strong influence on how society deals with the target group they support. They often claim to represent the rights of people with disabilities in an advocatory manner.

Regardless of the federal legal basis, there are very large regional differences in the infrastructure of support services for people with disabilities. This is related, for example, to the tradition of large institutions, the regionally varying activities of lobby groups for inclusion, and the policy of municipalities and other regional stakeholders.

The example of the development in the Federal Republic of Germany shows that an isolated discussion of quality in service organizations in general cannot make a substantial contribution to improving the quality of life for people with disabilities. Such a perspective would focus on only on the interaction between professionals and beneficiaries and would ignore the context of this relationship. If, on the other hand, looking at the drivers of innovation to comply with the requirements of the UN CRPD, albeit hesitantly and sometimes contradictorily, it becomes apparent that the structures of the support system become crucial for change. The structures refer to the financing of services, the management of services in individual cases, the rights of the beneficiaries, and the integration of support services into the regional community. Reviewing the development of the support system in Germany, therefore, is to contribute to the understanding of the structural dimension in the quality debate.



The governance context of the German service system for persons with intellectual disabilities

In order to understand how the discourse on “quality of life” and “quality of services” and “outcome measurement” has been received in the field of services for people with intellectual disabilities in Germany, it is necessary to look at the governance system in this field and its developmental paths until today. When speaking of “fields,” we relate to neo-institutional approaches in organizational analysis (1–3). An organizational field can be defined as “those organizations that, in the aggregate, constitute a recognized area of institutional life: key suppliers, resource and product consumers, regulatory agencies, and other organizations that produce similar services or products” (4, p. 64). On this basis, it can be assumed that single disability services are interconnected with other disability service organizations in their region and thus form a field. Such fields share conceptual assumptions, knowledge, have specific forms of interaction, power structures, and are aware of a common purpose. With regard to the developmental paths of organizations and their fields, it seems plausible that history matters, i.e., “initial choices preclude future options, including those that would have been more effective in the long run (…) Altering institutional rules always involves high switching costs, thus a host of political, financial and cognitive considerations mitigate against making such changes” (5). Recognizing path dependency can explain why paradigmatic changes of given institutional practices in disability services are so hard to realize in practice.

Therefore, in the following, key aspects of the development of services for people with intellectual disabilities in Germany will be summarized.

Intellectual disability services that Germany developed in the 19th century in the framework of religious organizations that rather early formed umbrella organizations: the protestant actors established the “Innere Mission” (1848), which later became the “Diakonie,” and on the catholic side in 1898, the “Caritas” was founded as a joint association of catholic initiatives (for the deeper political context, see ref. 3, pp. 21–94). At the turn of the 19th to the 20th century, there were approximately 80 religiously run “imbecile institutions” in Germany, each one often caring for more than 1,000 people (6). The running of the large facilities was mostly supported by order sister and brothers, i.e., voluntary and unpaid workforce of unmarried women and men who acted with a strong religious orientation focusing on physical care, work, and religious education.1 In the early 1920s after WW I, the political system in Germany changed from monarchy to republic and the religious welfare organizations were joined with other welfare organizations from the labor movement (Arbeiterwohlfahrt, Workers' Welfare Association) Deutsches Rotes Kreuz, Red Cross, the Paritätische Wohlfahrtsverband, Independent Welfare Association, and the Zentralwohlfahrtsstelle der Juden, Jewish Welfare Organization)2 to form a powerful overall third sector umbrella organization “Liga der Freie Wohlfahrtspflege” (“League of non-statutory welfare”).

Since then, the relation between the state and the non-statutory welfare organizations is defined by the so-called “principle of subsidiarity,” which in simple terms means that whatever the individual, family, group, or organizational body can do for themselves is not to be left to the responsibility of the government. This principle became a structural element of later German social legislation with far-reaching consequences. Until today, it obligates the German government agencies to leave the provision of all kinds of social services to the non-statutory, free voluntary welfare organizations, while the state remained responsible for meeting relevant costs. All service (8) providers at the local level were expected to be a member of one of the six welfare associations listed above. As a result, the provision structures in social work in general are shaped by non-governmental associations that run most3 of the various services, whereas the main role of governments is that of the funder. Moreover, the non-statutory welfare sector still has a legally guaranteed conceptual autonomy on how to provide services as long as this remains within the framework of the legal prescriptions of the Social Code Book (SGB).

The field of intellectual disabilities is structured just like this, whereby the religious organizations nationwide are still the biggest players in disability service provision, followed by parents' organizations and others. Which provider association is dominant in a certain region differs according to given local developmental paths with origins in local social milieus and religious traditions. Despite marketization policies that had started in the mid-1990s, in the field of intellectual disability, there are almost no private service providers with a for-profit orientation (8).

For the context of this article, it is important to note that governance structures and financing of services for persons with intellectual disabilities in Germany are shaped in a triangular relationship between the individual persons as the beneficiaries, the state, and the service providers. The national government regulates eligibility conditions of beneficiaries for the different service areas through the national Social Code Book IX that have to be implemented by the sixteen federal states and by local governments. In order to receive the services they are legally entitled for, people with intellectual disabilities have to go through an application procedure that is based on the assessment of their individual needs. This application procedure leads to a legal claim of a beneficiary against the government to pay for eligible services provided by non-governmental welfare organizations. Healthcare and long-term care needs of people with intellectual disabilities are covered by social insurance schemes and are part of the general social protection system. Most other services for persons with intellectual disabilities that offer support, e.g., in day-to-day living, employment, or leisure time are part of the social assistance system under the “Integration Act” and therefore means-tested; in reality, private funding or out-of-pocket payment plays only a marginal role.

When in the 1970s the debate on deinstitutionalization in mental health services received high public attention, also the large care institutions for persons with intellectual disabilities came under growing critique. With some delay, the Scandinavian principle of normalization as conceptualized by Bank–Mikkelsen, Grunewald, or Nirje (see all their contributions in 9) was intensively discussed in the 1980s. However, in practice, it affected the German service system for people with intellectual disabilities only in a “moderate” way, i.e., primarily as a professional guideline, thus widely ignoring both its dimension of citizen rights and its sociopolitical ambition to improve the living conditions of persons with disabilities. Roughly speaking, the appropriateness of segregating facilities such as special kindergartens, special schools, residential homes, or sheltered workshops was not generally questioned. Instead, contradictions between concepts and institutional practice in the field were often summoned under unprecise normalization wordings, i.e., that services should allow persons with disabilities “obtain an existence as close to the normal as possible” (Bank–Mikkelsen). Still, especially parents' associations all over Western Germany, felt supported by the principle of normalization and engaged successfully in establishing group homes (with mostly 24 places in three groups) as an alternative to large institutions. As a result, gradually more of such residential homes for persons with intellectual disabilities were added to the traditional institutional system, but often based on the assumption that people with severe and profound disabilities were better off in large institutions.

While as in other Western countries, also in Germany, the disability rights movement became stronger and conceptual critique on large institutions and the segregating support system for people with disabilities also became more influential. However, the high autonomy of voluntary welfare organizations from governmental influence was still unanimously defended by most relevant actors from across the voluntary welfare sector. For principal reasons, it was requested that the state should remain in the role as a funder for social welfare and governments should not interfere in conceptual issues such as service models. Moreover, approaches of governments to make providers to report on the quality of their services were branded as an illegitimate element in the legal system (10). Even though when pressure on policymakers, e.g., from disabled people's organizations campaigning against segregating institutions and for new inclusive service models had mounted in the early 1990s, many government actors tried to avoid conflicts with the non-governmental service sector. Also because of corporatist structures reflecting the strong influence of the voluntary welfare sector in social politics, there was not much public political interest in substantial reforms for systematic dismantling of large institutions and building a community service system.

Following neoliberal ideas from the US and UK in the 1990s, both government actors and welfare organizations also in the disability sector came under the influence of new public management philosophies. While culture and routines in services became more “managerial” in nature, government actors on different political levels attempted with new legislation to release themselves from the role of the mere funder in order to make the system more cost-effective. According to the slogan “value for money,” concrete steps were undertaken by policymakers to implement market elements such as purchasing and commissioning in social service provision and to implement a financing system based on contracts with service providers (11). As part of the contract conditions of the new funding system for the disability services of 1994, service providers were expected to provide high-quality services and to document these by establishing internal quality assurance schemes.

It was a widespread assumption of bureaucrats in the welfare administration and among service providers that such instruments for quality assurance would have the potential to function as motors for modernizing the institutionalized system of services for persons with intellectual disabilities. In search of orientation on how to conceptualize the quality assurance in disability services, two main routes were taken:

The direction of one route led to an international discourse on quality of life (QoL) and quality of services (QoS) that had reached the German intellectual disability field via publications of the International League of Parents Organizations (ILSMH).4 Approaches to measure QoL were rather regarded as a contribution to the value base of service providers and were conducted with a strong ceremonial interest but not for systematic development of the service organizations. The issue “quality of services” was received in the tradition of Wolfensberger's instruments PASS or PASSING (12), which claimed to measure “how normalizing are current human services” (13). With some adaptions, comprehensive instruments for large institutions5 were developed by German provider organizations, often with a strong focus on staffing issues (14). These instruments were mostly regarded as part of a strategy to improve the position of service providers in the funding negotiations with the government (11).

An exception was the so-called “LEWO- instrument,” which became widely used as a method to develop the quality of services in group homes (15). It followed the idea of guided self-evaluation, providing professional standards for good support and management of services that were to be matched in a multistakeholder evaluation team with given practices in order to come to internal recommendations for developing the quality of life of users.

The other direction, in which actors look for conceptual orientation on how to assure the quality of services for persons with disabilities, was led by quality management systems. These approaches were inspired either from quality assurance schemes in the industrial sector or from corresponding models in other fields of human service delivery, mainly healthcare in hospitals. In the context of upcoming managerialism in services for people with disabilities, approaches such as “Total Quality Management” (TQM) were used to install quality management systems in many service organizations. These QM systems were based on a “quality-handbook” in which key processes of service provision were described as a compulsory orientation for staff. Services were expected to perform with better quality and higher cost-efficiency when establishing such QM systems with regular audits and certification according to industrial norms. In the same context, Donabedian's model of assessing of service quality (16) obtained a leading function also in the field of intellectual disability services. The model was originally developed for rating and ranking the quality of US hospitals and discriminates between “structure,” “process,” and “outcomes”:


Structure refers to the resources used in the provision of care, and to more stable arrangements under which care is produced; process refers to the activities that constitute care; and the outcomes are the consequences to health that were referred to in the proceeding section. (16, p. 6)



Donabedian's dimensions are still of use when it comes to describing and analyzing services for people with intellectual disabilities in Germany. Also, in some disability services, QM systems are still existing. But in practice, both approaches have lost relevance and generally speaking, often led to rather technical approaches. This was due to the fact that the implementation of quality assurance schemes could not effectively support the claims of service providers for better staffing in negotiations with governments. Also, the QM approaches failed to be consistent with regard to quality standards for structures. While focusing on processes in services, they tended to ignore the crucial meaning of the institutional setting itself for people with intellectual disabilities being at risk of institutional discrimination. Thus, quality assurance concepts as such could not contribute to substantially transforming the widely specialized residential care system for persons with intellectual disabilities into service models that comply with the inclusive paradigm.

This does not mean that during this period no progress toward inclusive services models was achieved. Indeed, in the early 2000s, new service models based on individual support arrangements for persons with intellectual disabilities living alone or with a mate in their own apartments were initiated by innovative service providers all over the country. This process contributed to the development of a parallel system of institution-based care and community care. It followed the logic of an additive pattern of change, i.e., more and more inclusive services were established, while residential homes and institutions widely remained as they were, which seems to be typical for reforms in corporatist governance arrangements such as in Germany.6

Reformers again were rather optimistic when policymakers introduced concepts like “self-determination” and “equal participation” of people with disabilities in the national Rehabilitation Law 2001. Also, new funding options for services for persons with disabilities such as “personal budgets” were established in order to give beneficiaries more choice and strengthen their position as service users. However, the expected effect, that people with disabilities in great numbers would vote with their feet, i.e., against care in larger institutions and go for self-directed care arrangements, has not been realized. This can be attributed to bureaucratic hurdles to utilization and restraint on the part of provider organizations, but also raises the question of whether market control can replace the systematic planning and development of services (18, p. 136 f.).

Progress for more inclusive service models was achieved through local initiatives from the disability rights movement who took the impulses from the UN CRPD after its German ratification 2009 and campaigned against discrimination and for new inclusive service models also for persons with intellectual disabilities. The Federal Participation Act (Bundesteilhabegesetz, BTHG) that came into force in 2017 can be seen as another political effort to reform the services and assistance provided for persons with disabilities. The Participation Act has been constructed “in the light of UN-CRPD” and aims at putting the beneficiary at the center of service provision. It intends to overcome the parallel system of institutional and community care by prioritizing the development of inclusive services across the lifespan, e.g., for family support, for inclusive education, for supported living, or for supported employment. At the same time, the Participation Act again wants to increase the possibilities of government actors to steer service delivery processes and strengthen the position of governments in the triangular system of service provision.

Summarizing the documented reform efforts, it can be stated for Germany that the institutional cornerstones of the triangular governance structure of services for people with intellectual disabilities have remained stable over time. The inherent institutional persistence of the corporatist setting has made modernization policies difficult but has also protected the sector from neoliberal austerity policies that could have led to major cuts in the funding of services. Still, existing large institutions find themselves under continuing critique and are trying to compensate their massive legitimation deficits with various organizational strategies. However, in the last few decades, inclusive services offering support in inclusive education, supported living, supported employment, various forms of personal assistance for independent living, etc., have been established all over the country serving people with all kinds and degrees of impairments.

As has been shown, approaches for quality assurance in services based on measurement and assessment instruments have not been the motors of this overall development toward inclusion. But then, what have been its drivers and what relevance could fall on quality development approaches?



Drivers of innovations

As has been explained, the governance structure in the field of services for people with intellectual disabilities in Germany is characterized by a remarkable persistence against institutional change toward inclusive models. However, in addition to institutional care in large and small residential facilities over time, new service models have been implemented across the country that allow people with intellectual disabilities to live independently and be included in their communities. The driving forces behind this development have been very different and are not part of a consistent reform strategy. They rather result from activities in all the three angles of the social service triangle (beneficiaries, statutory welfare agencies, and service providers) with very different motivations and policies. We think the following “drivers” can be identified, which are only loosely coupled with quality.


Disability rights movement and user control

Despite many setbacks, the disability rights movement has succeeded in gaining public support for a non-discriminative policy. That has been institutionalized step by step, e.g., in a ban on discrimination against people with disabilities in the German constitution and individual entitlements for inclusive services and legal requirements for accessible environments. The disability rights movement has also had a strong impact on the support system for people with disabilities (19). This was achieved on the basis of new rights-based assumptions and philosophies on the purpose of support services with consequences for assessment and measurement of their outcomes:

As has been outlined above, over years, beneficiaries have been demanding more influence in the development and design of services, so that they allow more user control and higher flexibility with maximum self-determination. In many services that were founded in the last two decades by innovative service providers (20, p. 7), the importance of people's own home became the focus and was also developed for people with intellectual disabilities. By separating the rental relationship of a client with disability from the support relationship, the right for privacy was to be realized and maximum user control ensured. This puts structural criteria for the organization of services in the foreground, while professional considerations on quality of services become second in importance. In this perspective, professional concepts for measuring quality of life even with general indicators tend to be viewed critically because they might call the individual autonomy of persons with disabilities into question. It is believed that in weighing user control against the limitations of organizational practices, services should respect people's rights for participation and support individual lifestyles even when considered as undesirable or even risky by experts.

According to the new Participation Act, all services should enable independent living. This also sets a new orientation for the discussion on quality standards. Positive outcomes of support are not primarily to be measured by the quality of the work processes in facilities but by the facilitation of participation and independent living of persons with intellectual disabilities. Thus, the structural features of support services such as flexibility, local availability, and avoidance of dependency become more important. Moreover, when reflecting about standards, the safeguarding of user control and self-determination also become most relevant.

The conceptual assumptions of inclusive services, however, are based on individual rights but do not agree with mere market philosophies. The latter do not adequately understand the fact that services cannot be established only when an individual need is articulated, but in a welfare state, arrangements must be available as part of a public social infrastructure. This shifts the focus of the quality discussion away from the individual service organization to the development of a local service system with different services and support offers.



Government's steering by contract management and individual service planning

With all inherent contradictions, it can be stated that government welfare agencies have successfully claimed more influence and control on the provision of services in the field of intellectual disability in Germany. This development can be seen in the context of the economization of the provision of social services, which oriented policymaking toward independent living that constrained the institutional power of large care institutions and their political networks. It also offered incentives for institutional change for traditional service providers and support for new social entrepreneurs with innovative concepts.

Government actors have chosen two different approaches for this: (a) contracts with service providers and (b) individual planning procedures with beneficiaries.

Ad (a): In 1994, the national government changed the funding basis of social services supporting people with disabilities. Earlier, service providers could bill the government welfare agency for their costs after providing services, whereas since then, they must enter into a contract for a future period. The contract also contains an agreement on quality assurance measures. However, no inspection requirements were placed on the measures, and control effects remained limited. Nevertheless, it can be assumed that the use of instruments for contracting and quality assurance has contributed to increasing the transparency of the service provision.

Ad (b): Governments have started to exercise more control on the assessment of individual needs as part of the application procedure of beneficiaries for services. The aim is to ensure that person-centered assistance is granted rather than standardized care packages, e.g., a place in a group home. For this purpose, welfare agencies have developed instruments for individual service planning and such “planning procedure” (§ 117 SGB IX) has to be carried out as a compulsory part of each application procedure. For the planning procedure, an impressive list of quality criteria was specified by the legislator: accordingly, the procedure must be transparent, interagency, interdisciplinary, consensus-oriented, individual, lifeworld-oriented, social space–oriented, and oriented to individual goals.

Only the beneficiaries and statutory welfare agencies are to be involved in this process of needs assessment and service planning, while service providers are not to participate in order to avoid conflicts of interests. However, the beneficiaries can consult a person they trust, so service providers might have access to the process this way. In the case of children and adolescents, the public youth welfare agency is tob be involvedand in the case of long-term care needs the long-term insurance agency is to be involved. At the center of the procedure is a systematic needs assessment, which refers to all nine domains of life of the International Classification of Functioning, Disability and Health (ICF). On this basis, needs are identified and a plan is drawn up that is binding on service providers. In their service agreement, the services commit to aligning their support with the support plan. The implementation of the plan is monitored and updated via the agreed objectives.

At the time of writing, the new individual planning process has not yet been fully implemented. Many statutory welfare agencies lack qualified staff to carry out this challenging task. In practice, therefore, individual planning is often re-delegated to service providers. Also, as before the reform, service contracts with service providers are still based on standardized service packages, which often are not related to individual goals. Notwithstanding these difficulties, the implementation of the new procedures for service agreement and individual support planning has already had a significant impact on the quality discussion. Procedural questions of correctly assessing needs, setting appropriate goals, and negotiating appropriate services have become main challenges.

With regard to measuring the effectiveness of support, the individual support plan and its objectives to improve participation become the key document. The monitoring of individual objectives for equal participation implies a conceptual departure from measurable indicators of quality of life. Following assumptions of what is called the “the capability approach” (21), the purpose of reflection, given service practices, is about enabling participation in different areas of social life. It should be noted, however, that the possibilities of equal participation cannot be achieved through quality support of one service alone. Participation is possible only if the structures of the housing market, the education, and the socioeconomic system offer opportunities for equal participation at the local level.



Development of services and isomorph processes

The traditional providers of services have also taken up the reform impulses from professional debates and diversified their service structures. Almost all have now added counseling and supported living services to their portfolio. They have modernized their profile from charity organizations to social enterprises. How come? One explanation can be found in the fact that the providers of service providing organizations depend on resources from their external environment. In order to ensure that resources are continuously provided on a safe basis, service organizations are interested in meeting the expectations of other relevant actors. Such legitimation, of course, must come from government funding agencies but also from other stakeholders of the field and from the general public. As Richard Scott from the perspective of organizational sociology put it: “In institutional environments organizations are rewarded for establishing correct structures and not for the quantity and quality of their outputs” (2, p. 167). Therefore, service organizations must make sure that they are “acting on collectively valued purposes in a proper an adequate manner” (5, p. 185) which makes them sensitive for changing expectations in their environment concerning how modern services for people with intellectual disabilities should operate. Certainly, traditional care organizations will be interested in stability, in maintaining their internal power structure, and in avoiding transition cost and therefore use their autonomy to avoid change. However, when service organizations become aware that other service organizations in their field offering inclusive models gain positive attention and public recognition for reasons of legitimation, they will tend to go with their practices isomorphic in the same direction as the “successful others.”

To sum up the argument, the more the inclusive paradigm in providing services for people with intellectual disabilities became hegemonial, the more even very conservative service providers were forced to change their service models. This process supported the diffusion of innovative service models, and today, it can be observed that some forms of segregating institutional facilities, i.e., large institutions or group homes, are being retained. Service providers also offer apartments for small groups of people with disabilities, for couples or individuals, where the tenancy is linked to the provider. This development must be viewed critically with regard to the requirements of the UN CRPD, especially with regard to Article 19 and its interpretation by the Committee for disabled persons of the United Nations (22). However, an altogether developmental dynamic toward decentralized flexible support services can be seen.

With regard to the quality discussion, it is significant that again the dimension of structural criteria (16) is gaining importance. Smaller units with rules that are conceptually oriented to private housing are supposed produce higher quality of services. With the shift from focusing on structures and not on processes of client–staff interaction, an improvement in the quality of life of the users is expected.

These developments, which focus in different ways on the position of users, government agencies, and service providers, are by no means free of tension to one another. What they have in common is that they shift the focus away from services as self-containing units to service systems and accessible environments. This seems to require a redefinition of what exactly should be the subject of quality assessment. When services are seen in the perspective of the UN CPRD as a part of “appropriate measures” for people with intellectual disabilities to enable participation and inclusion on an equal basis with others, the focus of assessing and developing outcomes should be widened from the single service organization to local service fields and community infrastructure. Approaches to this will be outlined in the following.




Measuring and assessing quality in a community development perspective

It can be assumed that the purpose of quality development is to improve the living conditions of people with intellectual disabilities and to further develop the day-to-day routines of service provision in a given local region. Thus, the main function of measuring the outcome of given practices is to allow a reflection on their strengths and weaknesses in order to identify steps for improvement. This needs suitable methodologies for assessment of services and of the living conditions of their clients, but it also has implications on which actors should be involved in what formats. With regard to the highly structured governance arrangements and the idiosyncrasies of local disability fields, we suggest a conceptualization of such processes as “local quality dialogues for collective learning.”

In the following, three levels will be distinguished at which a new impulse for quality development can start: the individual level of enabling self-determination and independent living, the level of quality management in services, and the level of local networks and infrastructure for enabling participation. We feel that on each level such quality dialogues should be based on quality standards and indicators that allow assessment, and this assessment should be done in multistakeholder settings in which people with disabilities have a strong voice. Furthermore, quality standards and assessment procedures on the different levels should be closely coupled with mechanisms to translate recommendations into practice. Moreover, altogether, they should follow a consistent policy of raising the living conditions of people with disabilities, a policy that is coordinated by local governments.


The individual level

The quality of services for people with intellectual disabilities is determined in particular by the extent to which they allow independent living. In the German welfare state system, beneficiaries must apply for legal entitlements in order to gain access to services. While earlier the application procedure was about finding a place in an institution, the procedure now starts with assessing the will, wishes, and needs of a person. This leads to an individual support plan that forms the basis for both public financing of the service arrangement and the measurement and monitoring of its effectiveness with regard to the given objectives.

Such individual assessment procedures are very complex endeavors and need high professional expertise. Particularly when connected with diagnoses, they can cause shaming and stigmatization of people with disabilities seeking assistance. Therefore, quality criteria are needed to define how the procedures for needs assessment can be carried out in a non-discriminatory manner. Following the UN CRPD, disability can be understood as a result of interaction between people with impairments and barriers in the environment. The assessment of support needs can, therefore, no longer be based on the characteristics of a person with impairments only. It also must also consider the context factors in the environment of the person that hinder or promote active participation in all domains of day-to-day life. Therefore, quality standards and indicators are needed to relate to such procedural requirements. They should also create a basis for the joint evaluation of the given support arrangement. Furthermore, it seems necessary for improving the quality of the service provision to establish an institutional link between individual planning procedures for a person with disabilities and the development of an inclusive social environment in the given community.



The level of services

From what has been said, we argue that quality development at the level of service organizations should be based on professional standards that comply with the human rights model of disability and the prescriptions of the UN CRPD. These standards should be discussed and negotiated in a participatory manner with all relevant actors to promote ownership on compliance with the standards in use. This should also include a reflection on needs for further development of the residential service organizations themselves. For the development of suitable standards and criteria it is possible to use existing concepts and approaches (see contributions in ref. 23).

The formation of user interest groups has widely become a standard in housing services that is increasingly safeguarded by corresponding legal requirements. When establishing quality circles or evaluation teams for quality development in service organizations, the participation of users should become a standard. The assessment of practices should not be limited to internal processes within the service organization. Of course, strategic decision-making, e.g., about the future profile of the organization, will remain the preserve of management and supervisory bodies. However, participation practices and even peer evaluation by users can contribute to reproducing a segregating framework of institutions if they do not reach the level of service development.

The UN's Committee for Disabled people recommends “a strategy and a concrete plan of action for deinstitutionalization” (22, p. 11) for the development of service organizations in the direction given by Article 19 UN CRPD. Such action plans for continuous inclusive development of services are to be developed in a participatory way. This can become a part of structural quality management of services. This would shift the focus of quality assurance to overcoming segregating practices in residential facilities for persons with disabilities. Experiences show that quality measurement activities focusing only on single services probably soon reach their limits. The main quality criteria are, when single services understand themselves as part of a regional network of support services and locate their activities in the context of a coordinated effort to develop inclusive communities. In the US context, some decades ago, similar ideas were discussed under the term “communitization” (24).



The level of local support networks and infrastructure

A self-determined life is realized in social relationships. The accessibility and usability of the local social environment is of particular importance when people have to cope with disabilities and major social dependencies. Their locality with its very concrete conditions is where participation in everyday life, in education, in leisure time, or in employment is realized. This is also true even when decisions about, e.g., education systems or inclusive labor markets are made at other levels. Since some time, it can be observed that the use of digital media and assistive technology is becoming increasingly important for social participation. Gaps in digital participation lead to new social divisions with high risks for people with intellectual disabilities (25).

In Germany, there is a widely developed legislation regulating support services for people with disabilities in the form of Social Code Book IX. However, these contain only weak specifications for the planning of service systems at the local level. While in many municipalities and districts local action plans exist to develop accessibility and inclusive infrastructure, this is still not well linked to the field of disability services. However, both the accessibility and usability of the physical infrastructure and the accessibility of digital technology are critical for inclusion and full participation of people with disabilities. Quality standards for a local infrastructure that enables people with disabilities to live self-determined lives should relate to the following aspects:


	•Appropriate housing, educational and employment opportunities, and recreational activities to meet diverse needs without discrimination.

	•The accessibility of public space for all.

	•Self-advocacy and support groups to represent interests in the community.

	•Counseling services, including peer counseling, to assist in organizing an independent living in all areas of life.

	•Decentral organized services for support in everyday life.



With these standards, the focus of quality discourse changes. It is not only the quality of a single service that is relevant for opportunities to live a self-determined life included in society but the structures and living conditions in the community. This brings local governments in an important position as they represent the political level closest to the citizen and are responsible for providing quality services and inclusive infrastructure in their territory. Systematic planning processes at the community level that are coordinated by local governments become a central quality requirement for the implementation of a rights-based approach for disability services. This also refers to the United Nations' Sustainable Development Goals where Goal 11 calls to “Make cities and human settlements inclusive, safe, resilient and sustainable” (https://sdgs.un.org/goals/goal11).

There is already knowledge and practical experience on the methodologies that can be used to assess and develop the quality of services and local infrastructure in the context of inclusive community planning (26, 27).




Conclusion

As we have shown, the governance structure in the field of services for people with intellectual disabilities in Germany is characterized by a remarkable persistence against institutional change toward inclusive models. However, in addition to institutional care in large residential facilities, over time, new service models have been successfully implemented across the country that allow people with intellectual disabilities to live independently and be included in their communities. Approaches for quality assurance in services based on measurement and assessment instruments have not been the motors of this development toward inclusion. Rather, the driving forces behind this development stem from activities in all the three angles of the social service triangle (beneficiaries, statutory welfare agencies, and service providers), but they were not part of a consistent reform strategy. This does not mean that approaches for quality assessment are generally regarded as ineffective, but we suggest a widening of their focus from single services to local service fields and inclusive infrastructure. With regard to the highly structured governance arrangements in Germany and the idiosyncrasies of local disability fields, we also suggest a conceptualization of quality assessment as “local quality dialogues for collective learning.” These local dialogues should be initiated on three levels: (a) the individual level of enabling self-determination and independent living, (b) the level of quality management in services, and (c) the level of local networks and infrastructure for enabling participation. When developing standards and indicators for assessing the quality of a given local situation, we argue that with reference to Donabedian's model, the dimension of “structures” is crucial if person-centered support arrangements are to be realized.
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1During the Nazi regime, they failed to counter the eugenic movement and the euthanasia crimes (7).

2After having been dissolved like the other welfare umbrellas by the Nazi regime, the Jewish Welfare Association had already been reestablished in 1951, and today, it has a nationwide network again (see https://zwst.org/de).

3The exemption is the field of long-time care services for the elderly, where private-for-profit providers count for ca. 50% of services.

4Later, its name was changed to Inclusion International.

5For an overview see (17) SYLQUE (System zur Entwicklung von Lebensqualität in Einrichtungen für Behinderte) or GBM (Gestaltung der Betreuung von Menschen mit Behinderungen) see (17).

6On the other hand, as being persistent against institutional change, the corporatist settings did not allow the implementation of neoliberal austerity policies that have led to major cuts in funding of services in countries with more marketized social sectors.
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In the United States, over 2.5 million people with disabilities are recipients of supports through the Center for Medicare and Medicaid Services (CMS) Home and Community-Based Services (HCBS) program. Recent decades have seen a growing focus on providing HCBS in a person-centered manner thereby supporting outcomes that are both important for and to the person. HCBS outcome measurement, however, has not kept pace with advancements in person-centered thinking as it relates to providing supports to people with disabilities. The concept of person-centered outcome measurement has been inadequately defined and is frequently misunderstood including by those in the measurement field. The authors first operationally define person-centered measurement and establish its importance within the context of HCBS and the recent CMS's Final Settings Rule. The important role that person-centered measurement has to play in quality improvement efforts in this area is then explored. A discussion is subsequently provided as to the challenges that are faced in person-centered measurement specific to the disability field. In addition to further conceptualizing and defining this form of measurement, recommendations are provided for moving the field forward.
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Introduction

Over 2.5 million people with disabilities in the United States receive Home and Community-Based Services (HCBS) through the Centers for Medicare and Medicaid Services (CMS) Long-Term Services and Supports (LTSS) program (1). The program is intended to support people with disabilities living in more inclusive settings that offer greater access to and integration within the community. Enrollment and HCBS program spending has increased significantly over recent decades as more people with disabilities prefer receiving support in their community in place of institutional settings (1). Unfortunately, in far too many cases HCBS results in a person living physically within the community but failing to experience being part of the community in a psychological and social sense [e.g. (2–4),].

The Medicaid program, including HCBS is jointly funded by the federal government and states. The federal government provides approximately fifty-six cents for every Medicaid dollar spent with states providing the balance (5). Because states are required to partially fund HCBS, they are allowed a significant amount of flexibility in how they design and administer HCBS programs. This includes the capacity to determine, (1) who to cover (i.e., target populations, eligibility criteria), (2) what to cover (a variety of waiver benefit packages), (3) how services are delivered (e.g., self-directed supports, through Managed Care Organizations (MCOs), and (4) how providers are reimbursed. Unlike Medicaid, HCBS waivers allow states to both choose and limit how many people are served under each waiver and which services are covered for which populations. Although HCBS programs vary significantly between states, some of the most common populations eligible for services include people with intellectual and developmental disabilities (IDD), physical disabilities (PD), psychiatric disabilities (psychD), traumatic and acquired brain injury (TBI/ABI), and age-related disabilities (ARD). The ability of states to limit HCBS waiver enrollment has resulted in extremely long waiting lists in most of the country because the number of people seeking services far exceeds the number of waiver slots available (6). Home and Community-Based Services are further complicated because of the extremely diverse and varied support needs of HCBS recipients. Supports range from those that are limited to periods of transition or a single context to services needed on a continuous basis. This has led states to develop and implement a wide variety of programs, services, and supports, aimed at meeting the unique support and service needs of the populations served.

As a result of the variety of programs and diversity of recipients, measurement of the quality of supports that the recipients of HCBS receive and the outcomes these individuals experience is far from a simple process. A nuanced approach needs to be taken that is responsive to a wide variety of personal and contextual factors. This process needs to be decidedly different than that currently used in medical/healthcare contexts due to the dissimilarities in the constructs measured. Unlike many outcome measures related to health (e.g., the number of urinary tract infections or falls experienced by a person, blood pressure, etc.) outcomes associated with HCBS (e.g., the extent to which people with disabilities experience a sense of social connectedness) are both more complex and difficult to assess. A second set of critical contextual factors for which one needs to account are the policies and regulations under which HCBS is implemented which vary significantly between states in the U.S.

In 2014 CMS published the Final Settings Rule for HCBS; thereby, establishing a set of requirements for the qualities that needed to be in place for HCBS settings to be eligible for reimbursement through CMS under sections 1915(c), 1915(i) and 1915(k). The provisions established an outcome-oriented definition of home and community-based services that firmly supports the self-determination and choice of recipients. Through their emphasis on person-centered services and supports, as well as service plans developed through a person-centered approach, the regulations require that planning processes reflect individually identified needs, goals, and preferences. Additionally, it strongly supports the achievement of the unique desired life outcomes of each HCBS recipient. Since its initial publication eight-years ago, states have been granted a number of extensions with respect to the date when they are required to be in compliance with the Final Settings rule. At this time, the deadline has been established as March 17, 2023. After this point, federal reimbursement for HCBS providers will be contingent on their compliance with the Settings Rule and the provision of services in a truly person-centered manner.

Long before implementation of the Final Settings Rule (7), the focus of home and community-based services had begun to move away from custodial-like care to the provision of supports that reflect the uniqueness and desired life outcomes of the recipients of support. No longer is it sufficient to focus services on what's important for the person. Rather, supports must reflect both what is important for and what is important to the person (8). For decades, states and providers have been increasing efforts to design services to be more person-centered. The State of Minnesota (U.S.) Department of Human Services, for example, has over the past 5-years funded a program of “person-centered thinking and planning” education for HCBS providers from across the state. The goal of this program is to equip provider agencies with the knowledge and tools necessary to plan and provide services in a person-centered manner while meeting the requirements of the Final Settings Rule.

In addition to the CMS/HCBS system's move toward person-centered service provision, there are legal and compliance motivations within the HCBS environment that support the need for measurement that is person-centered. In 1999 the U.S. Supreme Court ruled in Olmstead v. L.C. that unjustified segregation of persons with disabilities constituted discrimination and was in direct violation of title II of the Americans with Disabilities Act. Under the Olmstead decision (9), states in the U.S. are now obligated to provide services for people with disabilities in the most inclusive community settings possible as well as support them to achieve desired life outcomes. In many states, obligations under the Olmstead decision continue to be monitored by court-appointed staff to ensure that progress is being made with respect to outcomes. To fully measure the effectiveness of programs that provide services and supports in meeting Olmstead requirements, a person-centered approach to measurement is needed. The approach needs to emphasize the degree to which the outcomes experienced by HCBS recipients match their needs and preferences and move them forward in achieving desired life outcomes.

This article is intended to correct misconceptions that many professionals in community living have about person-centered measurement, discuss the need for a person-centered approach to measurement in this area, and review the strengths and limitations of existing as well as person-centered approaches to measurement in the field of home and community-based services. Information regarding the development process that staff at the RTC/OM are using is provided to supplement the discussion and provide readers with a general idea as to a process that could be used to move in this direction.



The need for new approaches to HCBS outcome measurement

There has been great interest in assessing the outcomes of HCBS recipients over the past twenty-years. During this period, The Human Services Research Institute's National Core Indicators, the Center for Quality Leadership's Personal Outcome Measures, and the CAHPS Home and Community-Based Services Survey have all been developed and are being used by both states and support providers as one means through which to demonstrate compliance with CMS regulations. Each of these approaches has its strengths. However, all have significant limitations that lead to the need to develop new measurement approaches that address these shortcomings.

The National Core Indicators (NCI and NCI-AD) is currently the most widely used tool in the U.S. for the assessment of outcomes associated with the receipt of home and community-based services. The instrument was developed and validated as a state-level compliance measure and not intended to be used at the provider or individual level for quality improvement, service plan development, and/or outcome assessment. Although the NCI includes indicators in a variety of areas, it is intended to be administered (and was validated) at the instrument level as opposed to on an indicator-by-indicator basis. Users are therefore required to administer items related to all indicators as opposed to only those in which there is a specific interest. It should also be noted that although NCI and NCI-AD have been used with populations beyond those for which they were intended (i.e., people with IDD, physical, and age-related disabilities) these tools have only been validated for use with the limited disability groups noted. In addition, research has indicated that while some NCI indicators hold together well psychometrically (10), others do not (11).

CQL's Personal Outcome Measures (12) although one of the better developed and validated HCBS Outcome tools is part of a commercially available system of assessment and quality improvement. It has been validated with a much wider variety of people with disabilities than the NCI and possesses good psychometric properties. However, the instrument is time-consuming with respect to administration (715 items; 12) limiting its feasibility for many providers. In addition, the CQL-POM, as part of a quality improvement package, is quite expensive to use with onsite administration training alone costing $7,000.

A third approach to outcome assessment in the human services field that has recently been championed by the Center for Medicaid and Medicare Services is the HCBS CAHPS Survey. This CAHPS is a questionnaire with 69 core items developed for measuring the experiences of people with disabilities who are HCBS recipients. The CAHPS, unfortunately, currently has limited data available with respect to its validity or reliability. Internal consistency reliabilities for seventeen of its nineteen measures fail to meet even the most basic criteria for psychometric acceptability, there are serious questions about the representativeness of the sample used for the field study as well as the evidence presented to support validity, and in a number of indicator areas, there appears to be a ceiling effect with the overwhelming majority of respondents indicating the highest possible level of service quality or personal outcomes (13).

In addition to the individual shortcomings of the most widely used HCBS outcome measures, there are three additional limitations that cut across the instruments noted above as well as other outcome assessment tools that contribute to the need for development of new measurement approaches. The first of these entails the relatively small percentage of items included in most HCBS outcome measurement instruments that meet the criteria for person-centeredness. A recent study of 140 outcome measures used with HCBS populations (14) found that only 36% of the items included in these tools were person-centered in nature. Although some outcome measures (e.g., the CQL-POM) are more person-centered than others, the overall results of this study clearly indicate the need for approaches to assessment that place greater priority of assessing outcomes within the context of what is most important to individual persons with disabilities. Overall, measurement of the extent to which HCBS recipients experience person-centered outcomes—outcomes that go beyond compliance and include assessment of what is important to the person, has lagged far behind the push for person-centered services. Providing person-centered services, however, is incompatible with measurement that does not consider an individual's desired life outcomes.

A second shortcoming that cuts across tools is the lack of evidence that they are sufficiently sensitive to change over time that they can be used in a longitudinal manner. Some developers, such as HSRI (NCI) explicitly state that their measures are not intended to be used longitudinally. Others (e.g., CQL, CAHPS) have yet to provide evidence that, when used in a longitudinal manner, their measures are sufficiently sensitive to change that they can be used as evidence of the effectiveness/efficacy of quality improvement efforts or changes that take place in a HCBS recipient's life. A third reason to think about the development of new approaches to outcome measurement in HCBS emanates from the resources needed to administer measures at a time when the human services field is experiencing serious workforce shortages. All of the tools referenced above are intended to be administered in their entirety as full instruments. They are neither modular in format allowing for administration focused on only one or a few indicators, nor tiered and able to provide both a quick general overview of indicators as well as a more in-depth assessment.

The Rehabilitation Research and Training Center on HCBS Outcome Measurement (RTC/OM) at the University of Minnesota, funded by the National Institute on Disability, Independent Living, and Rehabilitation Research (NIDILRR), was created for the purpose of improving HCBS outcome measurement in the United States. The center has conducted its work in multiple phases beginning with the selection and conceptualization of several measurement domains for the development of person-centered measures and, in later phases, the testing and validation of those measures. A key part of the process in completing the RTC/OM phases has been defining person-centered measurement and executing a process for developing and validating person-centered measurement tools.

Person-centered HCBS outcome measurement tools are essential for acquiring valid information regarding both the extent to which the services provided to people with disabilities are truly person-centered and the extent to which these supports foster the achievement of person-centered goals. When this form of measurement is not used, the information collected yields data solely with respect to the extent to which the person's experiences are aligned with benchmarks defined by someone other than the individual with a disability. This form of “non-person-centered measurement” and the benchmarks on which it is based assumes that, unlike the general population, all people with disabilities desire the same life outcomes with respect to employment, education, housing, and social relationships. This assumption must be argued to hold regardless of differences in the cultural, racial/ethnic, and gender make-up of the people in question as well as variation in the types of disability they experience or their level of support needs. Previous research, however, suggests that these assumptions are not supported and that future aspirations as well as how people define their quality of life are as varied as within the general population (15–18). A number of researchers (16, 19–21) therefore suggested some time ago that tools need to be developed that rely less on generalized outcome measures and consider both the unique profiles of people with disabilities and the social and environmental factors that influence the outcomes they both desire and experience.

Much of today's focus on outcome measurement is driven by the need of program administrators and federal and state agencies to have evidence of the impact of HCBS on the outcomes that the recipients of services experience. This is to both demonstrate compliance with current regulations and support continued congressional funding of HCBS programs. Given the Final Settings Rule (7) it is critical to collect and share data with funding agencies that demonstrate the extent to which HCBS are supporting person-centered outcomes associated with the full inclusion in the community. It is also essential that measures are available to track how policy changes, as well as efforts at quality improvement, assess the extent to which services are provided in the manner intended (e.g., program fidelity) and produce better outcomes. In the remainder of this article, we explore the concept of person-centered measurement within the context of HCBS, how it can be operationalized, the challenges with using this approach, and strategies that can be used to develop measures that achieve this measurement pre-requisite.



The concept of person-centeredness

The concept of person-centeredness has existed for decades and can be traced back to Carl Rogers [e.g., (22, 23)]. Fundamentally, person-centeredness posits that the person has the greatest understanding of themselves, and a full appreciation and involvement of the person is necessary to achieve successful outcomes (23). Over the past forty-years the field of disability services has evolved to include person-centeredness in the areas of planning, service delivery and coordination, outcomes, and assessment. Person-centered practice emerged in the United States during the early 1980s as people with IDD transitioned from institutional to community-living. With this came the need for individualized service plans to fit the needs of each person living within the community based upon their preferences and desired life outcomes (24, 25). Recent decades have also seen the parallel development of patient-centered models in health care [e.g., (26–28)]. CMS has pivoted to support the incorporation of person-centered planning and practices into disability support systems (i.e., HCBS, LTSS) including recent efforts by a national stakeholder committee to further define person-centered planning and practices, generate core service delivery competencies in the area, and develop compatible measurement frameworks (29). As the sophistication of person-centered practices have increased, even more attention is needed toward measuring whether the services result in the outcomes that are important to individuals.

Person-centeredness as we define it is essential to treating people with disabilities with fairness and equity. The Convention on the Rights of Persons with Disabilities (30) asserts the right of every person with a disability to live and enjoy their life on an “equal basis with others” (article 10) as fully included participants in society. This includes the right to personal self-determination. In the United States, the HCBS Settings Rule (7) requires that people with disabilities receives support and services that are provided in ways that are based on their personal preferences and assist them in achieving desired life outcomes. This includes the right to choose where one will live and with whom; if and in what type of job one will work, as well as the types and limits of the supports one receives. Environments and the professionals providing supports must promote the individuals having control over day-to-day choices including the kinds of support they will receive (31). The purpose of this rule is to ensure HCBS are provided in a manner that promotes both community inclusion and self-determination and is delivered based on what is important to each individual, rather than asking people to adapt or compromise based on what is most convenient or available within the system. This focus on ensuring that each person has opportunities to make meaningful choices about support to be received and about his/her life, is in keeping with both the CRPD (30) and the rallying call of people with disabilities who have for years been stating, “nothing about us, without us.”

The changes noted above are grounded in a paradigm shift in the field of disability services from a medical model, which focuses on somehow changing or “fixing” people with disabilities so that they will better fit into the existing society, to a social-ecological model of disability, which shifts the onus to creating environments that best accommodate people with disabilities with the intent that they experience life as full members of the community. This paradigm shift requires that HCBS be individualized to address what is important both to and for each person with a disability, rather than designing service systems that assume that all people with disabilities desire to experience the same or similar life outcomes. This paradigm shift demands that tools designed to measure the effectiveness or quality of HCBS must be person-centered and based on the needs and preferences of each individual serving as the benchmark to which we compare experienced outcomes. For example, the idea that all people with disabilities desire to have a large number of friends and that more friends is a better outcome than fewer friends may reflect the preferences of some but certainly not all, people with as well as without disabilities. Some people may feel socially connected to their communities if they have a few close friends. For others, however, a larger number of social relationships will be necessary. Person-centeredness is paramount to ensure both equality and equity with respect to outcomes whether one is considering national or international policy and regulations.

Delivering supports in a person-centered manner requires a responsive service system. It changes the way services are delivered from a top-down approach in which the consumer receives supports according to parameters defined by state and federal agencies funding those supports, to a more bottom-up approach in which the parameters are more flexible and based on the individual needs and preferences of people with disabilities. This process begins with people with disabilities effectively communicating their desired life outcomes and subsequently advocating for supports designed to help them achieve these ends. At a second level, it entails staff or caregivers who directly work with the recipients of services and understand their needs and desires ensuring that service plans and day-to-day supports are directed at facilitating people with disabilities achieving these outcomes. Beyond this, it extends to the leadership of service provider's and the extent to which they support and enable staff to provide person-centered supports. At the uppermost level it extends to government systems that regulate and fund the provider agencies. A similar paradigm shift has taken place in the United States educational system in which there has been a move away from schools dictating educational plans for students with disabilities in favor of the student, family, and school becoming partners in creating an educational plan and determining the best supports for the student.

The concept of person-centered supports is not focused on each person experiencing every outcome they desire. Rather, it focuses on the extent to which a person's desired life outcomes are heard and acknowledged by their planning team, included in their service plan, and efforts made to make progress toward them. Making supports truly person-centered also requires ongoing assessment of the support recipient's preferences, personal goals, needs, and progress/outcomes since these are likely to change over time, as well as a willingness at the provider level to change policies when necessary and adjust services to support the individual in pursuit of their personal goals.



Person-centered measurement

Despite decades of research defining the person-centered concepts, the concept of person-centered measurement has not been well defined or understood. Consequently, measure developers have struggled with identifying exactly what makes a measure or item person-centered. Historically, at least in western cultures, measurement has focused on comparing the performance or experiences of a target person to benchmarks or the performance or outcomes experienced by other people (i.e., the norming group). This approach makes sense and works well when one is measuring outcomes against which there is a known performance criteria or standard that one desires to see a person attain (a benchmark) or it is important to determine an individual's performance relative to a larger group (norm-referenced). For example, in the healthcare field, person-centered practice frameworks [e.g., (27, 28, 32)] have established standards that can be used to compare achieved outcomes against.

In some cases, however, there are no real standards against which to measure a person's outcomes or performance other than the extent to which they meet the individual's desired outcomes and personal needs. We argue that this is the case when one's focus is on measuring the outcomes people with disabilities who receive home and community-based services experience. In these instances, the “standard” against which to compare outcomes or experiences needs to be based on the service recipient's personally defined preferences or goals—not those that other people or the service system sets for them.

In the context of measuring outcomes associated with people who receive HCBS, we contend that for measures to truly be person-centered they meet a number of specific criteria. This is not intended to imply that all HCBS quality measures need to be person-centered. For example, some indicators of workforce characteristics would not make sense to design in a person-centered manner. Rather, we believe that attention in this area needs to be focused on measures of the personal outcomes that people with disabilities desire to experience when they are recipients of HCBS.

From their conceptualization, person-centered HCBS outcome measures need to be designed with the intent that they will be responded to by people with disabilities themselves. Although informed respondents can often provide valuable information with respect to another person's experiences, being able to accurately articulate what another individual believes they need, outcomes they desire to experience, and/or the degree to which they view themselves as making progress toward achieving those outcomes is a difficult task. Previous research indicates that most people have a difficult time understanding how others experience their world, what they desire, or when they are satisfied with the outcomes they experience [e.g., (33–37)]. Designing measures so that they can be directly responded to by people with disabilities themselves places a heavy responsibility on developers that measures are designed so that they (a) are clearly understood by the intended respondents; (b) based upon a time frame that respondent can conceptualize; (c) provide response options that accurately reflect an individual's experiences; and (d) are able to be responded to in a manner that permits people to indicate the extent to which the outcomes they are experiencing align with their desired level of the outcome or indicate progress. For example, although an item that asks a respondent how many hours per-week they work provides some useful data, asking that question and following-up with, “To what extent are you working the number of hours you desire to work?” has the potential to provide more person-centered information.

A second critical aspect of person-centered measurement is its focus on outcomes that are both important for and important to HCBS recipients. Six years ago, the National Quality Forum utilized an expert panel to develop recommendations for the inclusion and prioritization of domains to address performance measure gaps in HCBS outcome measurement (38). On the basis of their work, the NQF developed a framework of eleven core domains each of which included 4–7 subdomains reflecting HCBS quality. As part of a multi-year center, the University of Minnesota's Rehabilitation Research and Training Center on Home and Community-Based Services Outcome Measurement (RTC/OM) undertook a national validation study of the framework with stakeholders representing multiple groups including people with a variety of disabilities (IDD, PD, TBI/ABI, PsychD, Age-Related), family members, HCBS providers, and state and national level program administrators. Results indicated strong support for the framework as well as some needed refinements (39). This refined framework (see Figure 1) includes a myriad of outcomes that require measurement at a person-centered level. However, the developers of new measures as well as the majority of currently available HCBS outcome measures all too often assume that achieving desired life outcomes in all domains and subdomains are of equal importance to people receiving supports. Given differences in people's preferences and the limited resources available within the HCBS system, an approach which weights outcomes with respect to their importance to the individual needs to be incorporated if we are to achieve truly person-centered measurement based upon the unique needs and desired life outcomes of each individual.
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FIGURE 1
Revised national quality forum HCBS outcome measurement framework training and training center on home and community-based services outcome measurement (RTC/OM), a systematic search of HCBS outcome measures was undertaken and over 200 instruments reviewed for inclusion into a database of HCBS outcome measures. The items for each instrument were coded into the domains and subdomains included in the NQF framework and for a number of other characteristics including whether they met the criteria for being person-centered. To be coded as “person-centered” an item needed to meet two simple criteria: (a) be designed to be responded to by the person with a disability or when a direct response was impossible, a proxy; (b) enable the responding person to express a preference, desire, need, want, or the extent to which these have been met (see https://rtcom.umn.edu/database). Table 1 summarizes the percentage of items coded as “person-centered” for relevant NQF domains.



TABLE 1 Percentage of items coded as person-centered by NQF domain.

[image: Table 1]

A third criteria that we believe is essential for person-centered systems of measurement are their capacity to be used in a longitudinal manner. Given that such systems would be developed with the intent to focus on measuring the extent to which HCBS recipients are progressing toward or achieving their desired life outcomes, suitability for longitudinal use and sensitivity to change over time will be critical characteristics of the system. Current approaches to HCBS outcome measurement are primarily cross-sectional (i.e., the outcomes/experiences of a different set of respondents are assessed every year). As a result, one needs to make many assumptions with respect to the year-to-year representativeness and comparability of samples in order to interpret results. As a result, interpretations of improvement/progress toward outcomes on the part of individuals are not possible and systems improvement is only able to be made in an indirect manner. Although measurement systems of this type do provide important information (e.g., compliance with state and federal regulations) they leave much to be desired as instruments of quality improvement.

Given the criteria specified, what is the extent to which measures currently used to assess the outcomes of HCBS recipients are person-centered? As part of the Rehabilitation Research.

The table indicates that the majority of items that could be coded into an HCBS outcome domain did not meet the established criteria for being person-centered. To illustrate, one recently developed tool is the CAHPS Home and Community-Based Services Survey (40). A total of 87 items were coded into various domains of the NQF framework, but only 10 of these items were coded as person-centered (41). During a follow-up effort, seven states were identified as using this tool for outcome measurement in HCBS programs (42).

In addition to people with disabilities, there are several other stakeholder groups that would benefit from the expansion of person-centered HCBS outcome measurement. Families, together with their member with a disability could use this information to better determine which provider organizations they desire to provide supports as well as to ascertain whether the services their member with a disability receives are facilitating progress toward or the achievement of desired life outcomes. Service providers would also profit from this information utilizing it to help determine if programmatic and policy changes intended to improve service quality have been successful and to assess whether supports are meeting recipients' needs. Managed Care Organizations (MCOS) which are increasingly administering HCBS in the U.S. are another stakeholder group that would benefit from access to psychometrically sound person-centered measures. Such measures would be useful for providing information about the extent to which individual providers within the MCO network are delivering services that result in person-centered outcomes and use this information to both select additional HCBS provider agencies and potentially incentivize those that are facilitating personal outcomes of HCBS recipients that are consistent with the Centers for Medicaid and Medicare Services Final Settings Rule (7).



Person-centered measurement and goal attainment scaling

It is our belief that HCBS outcome measurement should have a prime focus on quality improvement. Therefore, the ability to track the extent to which the services HCBS recipients receive support their making progress toward achieving desired life outcomes over time is essential. This requires measures that can be used on multiple occasions with the same respondents. Such measures need to be sufficiently sensitive to change across time that they are able to detect meaningful differences in a person's experiences, outcomes, and goal attainment within relatively short periods (e.g., 6–12 months). To achieve this level of measurement, developers need to be sensitive both to the manner in which items are worded and the response options that respondents are provided. The former corresponds to developing items that are sufficiently specific so that change can be detected over short periods. The latter focuses on providing those with whom measures are being used with options for responding that allow them to indicate meaningful change in their lives. One approach that we believe responds to this need is the use of Goal Attainment Scaling (GAS).

Goal Attainment Scaling (GAS) is a method for writing personalized evaluation scales (43) in order to quantify progress toward defined goals. Developed over 50-years ago, this approach to measurement is attracting growing interest, especially within the context of intervention and clinical research because it permits the efficacy of treatments to be assessed with respect to goals set by the clients themselves. Although GAS was initially used primarily within the health-related rehabilitation fields for people with physical disabilities and in rehabilitation psychology (44, 45), recent years have found it increasingly used as an outcome measure for people of all ages with a wide variety of functional limitations including adults (46–52), aging adults (53, 54) children in clinical and special education settings (55–62), infants (63) and with parents of children with disabilities (64).

Most recently, Shogren and colleagues (65) have made the case for the use of Goal Attainment Scaling in research focused on determining the efficacy of interventions for people with intellectual and developmental disabilities. She and her colleagues contend that the use of this approach: (a) supports the need for valid and reliable processes to quantify the progress individuals make toward achieving or making progress toward personal goals, (b) allows for the aggregation of data across individuals to determine group effects, and (c) is consistent with the movement toward person-centered services and the support of the self-determination among people with IDD. Within the context of HCBS outcomes measurement, Shogren and her group make the case that traditionally used non-GAS measures while providing information with respect to outcomes, fail to provide a holistic representation of the degree to which the outcomes of programs are truly a function of the supports people receive and the relationship of individuals with disabilities achieving personal goals and longer-term outcomes. Several literature reviews on GAS have been published (54, 66–70) and together with studies that specifically addressed the psychometric qualities of GAS (71–74) these publications suggest that this approach has more than sufficient evidence to support its use in a wide variety of measurement contexts.

How is the process of goal attainment scaling implemented? The first step in GAS is to identify an individualized goal of interest. In the context of HCBS measurement, this could be a desired life outcome either associated with a specific domain of NQF HCBS Outcome Measurement Framework (38) or external to it. The individual with a disability him/herself, with support from others when needed, must be the person on which this phase of GAS centers. The second phase of GAS entails determining what outcomes or behavior will reflect varying degrees of goal attainment in relation to those outcomes of interest. Once again, this step needs to be driven by the perspective of the HCBS recipient as opposed to others. A third step in developing a GAS approach to outcome measurement entails the development of five-point rating scales that operationalize expected outcomes. Typically, these range from −2 (much less than expected) through 0 (expected) to +2 (much more than expected). An alternative approach that has been used entails levels ranging from a −2 (no change) to a +2 (much better than expected) outcome or attainment of the desired outcome or goal. As a next step in the process, a specific time interval for evaluation of progress needs to be set. Depending on the goals or desired outcomes in question this can be anywhere from a few weeks to a full year. The final step in the GAS process is to rate goal attainment after the specified period, using the established GAS rubric and calculate the overall attainment score for the individual's goals.

A number of diverse ways of analyzing the results of GAS can be found in the literature. Scoring each and every goal between −2 and +2 provides a direct indication of the degree to which each goal has been achieved (45). This approach is likely to be easily understood by both HCBS recipients and providers and can be used at the individual level. However, it makes it difficult to undertake aggregated statistical analysis. A second approach is to transform raw GAS scores into T-scores enabling normalization and analysis using a variety of parametric statistics. This is the approach recommended by Kiresuk (43, 75) and covered in depth by Krasny-Pacini and colleagues (44). The mean of raw scores (76) as well as the sum of the differences between the baseline and the level of goal attainment for each person's goals have also been approaches (77). The T-score is the most frequently used method allowing for the reporting of results as a single standardized value.

GAS is a valuable, but certainly not the only strategy to use in order to move toward more person-centered measurement. In some cases, those undertaking program evaluation are interested in aspects of an individual's experience unrelated to the specific goals or outcomes they set for themselves. In other contexts (e.g., freedom from abuse and neglect) personal goals are subservient to state and federal legislation that fully prohibits these negative outcomes. In these instances, ensuring that measure items meet the criteria noted above and are responded to directly by persons with disabilities, solicit a preference, desire, want, need or emotional state from respondents, and provide a chance for people to indicate the degree to which those preferences, needs, etc. are being met provide what we consider to be person-centered data.



Challenges to using person-centered measurement and goal attainment scaling

The GAS process is highly adaptable and has great potential to be used as a person-centered outcome measure to establish the impact of supports received by HCBS recipients regardless of differences in desired outcomes or goals [see (44, 65, 78)]. It is not, however, without its challenges. As Shogren and colleagues (65) point out individualization of goals though desired in practice (79), can change the nature of goals. Goals lacking in precision also have implications for the accuracy of measurement. Shogren also points out that, in many cases, goals identified in one context (e.g., transition planning) are specific to other environments (e.g., work) increasing the challenge of meaningful and reliable GAS rating scales.

Additional challenges to using goal attainment scaling and person-centered approaches within the context of HCBS outcome measurement are related to (a) accounting for differences in the importance (to the person with a disability in question) of specific goals and outcomes, (b) the challenges a person is likely to face in making progress toward or achieving desired life outcomes, (c) the time it is likely to take to achieve sufficient progress to goals for change to be measurable, and (d) the motivation an HCBS recipient has with respect to working toward specific desired outcomes.

When attempting to measure the overall quality of outcomes a person experiences, it is critical to account for the fact that, for most people, some goals/desired life outcomes are significantly more important to achieve than others. Achieving a desired life outcome of a low level of importance is not the same as realizing one that ranks at the top of one's list of important outcomes. GAS is able address this challenge through the weighting of T-scores, giving more weight to certain outcomes/goals and their corresponding scales than others based on an individual's importance weightings. A similar situation exists with respect to the level of challenge or difficulty one is likely to encounter to achieve a specific goal. Some goals (e.g., moving from one occupation to a new one that will require extensive additional training) will require an individual to navigate significantly greater obstacles than other outcomes (e.g., acquiring a bicycle). Various weighting methods have been suggested in the literature as a function of the difficulty (80) and the probability of attaining the goal (81) that when employed properly allow one to take these factors into consideration.

A third challenge that must be confronted when using person-centered and GAS-based measures within an HCBS context relates to time. More specifically, how much time will be necessary in order for individuals to make sufficient progress toward their goals and desired outcomes so that change is detectable? This will likely vary significantly based upon the nature of a person's goals as well as the quality and specificity of the goals that have been developed. In addition, it will be affected by how organizations undertaking measurement/evaluation use the data collected. Regarding the latter, it is important to differentiate between whether the intent of measurement is as part of a formative or summative evaluation process. When the intent is the former, the idea is to monitor progress, ensure that recipients of services are on the right track to eventually achieve desired goals and make needed changes when initial strategies are not working. This approach requires goals to be specified in a fine-toothed manner and likely requires the breaking down of large/long-term goals into subgoals that are measurable over a shorter period of time. If the intent of measurement is summative, or primarily focused on the achievement of a standard after a person has been exposed to a program of supports and services, goals and the measures used to assess them are unlikely to need to be as fine-grained as those employed for assessment of a formative nature.

A final critical challenge to overcome if person-centered approaches to measurement are to be used within the context of HCBS is the necessity of obtaining responses directly from people with disabilities. Minimizing the use of administrative data sets and proxy respondents as a source of data is essential given that in many cases, the questions being asked can best or in some cases only be answered in a valid manner by the people in question themselves. HCBS recipients, however, vary greatly with respect to the nature of their disabilities, intensity of supports they need, and their capacities. This includes the ability to communicate their thoughts and feelings in a valid and reliable manner. Some individuals may not possess or may have lost the capacity for functional communication. The extent to which people who experience disabilities that have a cognitive component can provide valid self-report responses data needs to be carefully considered (82). Some individuals with intellectual and developmental disabilities, psychiatric disabilities, and TBI/ABI experience limitations with respect to understanding the meaning of questions, being able to accurately recall information, determine the order in which events took place, or make comparisons. Others may have great difficulty expressing their thoughts and feelings (83).

The language and cognitive demands of items as well as the response formats provided whether in the form of a survey or interview can present challenges to the reliability and validity of data collected. Items phrased negatively have been found more difficult for individuals with cognitive limitations to comprehend (83). Additionally, research indicates that questions about frequency, time, or abstract concepts (e.g., how inclusive do you feel when in the community?) can also be problematic (82, 84, 85). Fang and colleagues reported that complex rating scales are often quite difficult for people with cognitive limitations to comprehend (86). For some years now it has been known that people with intellectual disabilities may be prone to response bias including a tendency to select positive/agreeable response options (87–89) and both acquiescence and recency bias (84, 90) irrespective of one's true opinion). Additional research indicates that the higher the cognitive demand of a question/item, the more likely it is that a person will provide a biased response (91).

In spite of the challenges, a number of approaches have been shown to reduce the difficulties most people with intellectual disabilities experience in responding to self-report interview questions. These include tools to engage people with IDD such as participatory photographic research methods (92) or visual and metaphorical devices (93). Hollomotz (94) found that when questions were posed in plain language and accompanied by concrete reference tools, including picture cards and photo-story vignettes people with IDD were able to respond to a range of questions about sensitive topics including sex, risk, and their social and leisure lives. Cognitive and language limitations have been shown to be able to be minimized through the use of simplified question wording and response formats (84, 95, 96). Limitations in the ability of interviewees to respond to questions have been avoided through the use of response formats that require no more than a pointing response to emojis/icons or pictures. Simple response scales (e.g., yes, sometimes, no) have also been successfully used. Difficulties responding to questions regarding time have been minimized through the use of reference points with which an individual is likely to be familiar (e.g., birthdays or holidays). Adjusting the depth of questioning in line with what a respondent wants to or can offer has also been found to enhance the quality of data obtained as has a simplified conversational approach (97–100).

The strategies noted above have been shown to increase the capacity of people with a variety of disabilities to respond in a reliable and valid manner to self-report measures. There are still some individuals, however, who in spite of these approaches are unable to report accurately on the outcomes they experience. In these cases, a proxy respondent may be needed. In addition to the obvious person-centeredness limitations of not obtaining a direct response from the person, there are other difficulties associated with proxy responding that need to be considered. There may not be a proxy who truly knows the person well enough to provide a valid response. Moreover, evidence suggests that the validity of proxy responses decreases when the judgment/response made on behalf of the person is more subjective (101).

This does not mean however proxy responses do not provide a viable and important alternative when there is no other way to solicit information. For the past twenty-years, research has been undertaken in an attempt to better understand how proxy data can be used and its limitations. Stancliffe (102) and McVilly and colleagues (103) both found that in contrast to earlier research utilizing non-standardized approaches to assess quality of life, use of the Quality of Life Questionnaire (QOL-Q) resulted in a high degree of concordance between people with IDD and proxy respondents. More recently, Simões & Santos (104) as well as a host of other researchers [e.g., (105–107)] who have compared the points of view of clients with IDD and independent ratings of family members and staff, have found moderate to strong correlations (.69–.89) between persons with disabilities and knowledgeable caregivers when comparing various aspects of quality of life on both the QOL-Q and the WHOQOL-BREF. This does not mean that differences in perspectives do not exist. As might be expected, agreement is higher in some areas than others with higher levels of concordance with respect to more objective assessments of conditions of life and lower when the focus is on perceptions of satisfaction [e.g., (108)]. With respect to the latter, most findings indicate that the ratings of people with IDD are higher than those of family and staff (104, 105, 107). As Perkins (109) concluded, overall, proxy reports can be useful in determining a variety of aspects of well-being of people with disabilities as long as those using measures keep in mind that variety of factors that have the capacity to enhance (e.g., experiences/abilities that are more objectively assessed, and attention to question format) or diminish (e.g., experiences/abilities that are more subjectively assessed, severity of dementia, and level of ID) the quality of information obtained.

Alternative methods of using a proxy have also been put forth. Kaye (110) proposed that using a proxy-assisted approach can sometimes be effective as a compromise between proxy-only and self-reported responding methods. Using this method, the proxy responds with the person who has difficulty responding for themselves to assist with choosing a response. In an application of this approach to healthcare experiences, Elliot et al. (111) found a reduction in the level of bias compared to a proxy-only approach, but the proxy-assisted responses were still found to have a greater potential for bias than self-reports. Rand and colleagues (112) proposed a novel method of obtaining responses from a proxy. They posited that the proxy needed to first provide their own opinion on the outcome experienced by the person they are responding for prior to providing a response on how they think the person with a disability might respond. They suggest that this may reduce some of the response bias related to the proxy's own opinion. This method was utilized by the RTC/OM to develop proxy measures that include a reduced set of items that proxy respondents reported as both understandable and answerable during cognitive testing. This approach has the added benefit of providing two unique pieces of information for each item answered: (1) the opinion of someone who knows the person well and; (2) the proxy's best guess as to how the person with a disability would respond if they could. Further research is needed on this approach as to whether the proxy can sufficiently separate these distinct types of information when responding.

A final challenge to the use of person-centered measurement in the HCBS field results from the limited financial resources available to providers to undertake such evaluation and the workforce shortages endemic to the field. However, any type of assessment or progress monitoring, including alternative approaches, is going to require resources. Some (e.g., administrative data sets) might be less expensive than securing the information from persons with disabilities themselves. However, these alternatives would certainly: (a) not be person-centered and (b) be significantly less likely to provide actionable data that would lead to improved individual outcomes and/or enhanced supports and services. Although desired life outcomes/goals as well as their importance to an individual are in fact likely to change over time, the approach we advocate can be effectively used as a progress monitoring tool to detect these changes and allow for modifications in both supports and outcome measurement related to an individual's current desired life outcomes. In conjunction with person-centered approaches to planning, assessment, and services/supports this approach possesses the potential to more effectively ensure that the support received by an HCBS recipient actually address outcomes relevant to the lives they desire to lead. The approach for which we are advocating is broader than merely assessing the extent to which people with disabilities are making progress or achieving their goals. It includes an assessment of outcome domains and subdomains laid out in the National Quality Forum's HCBS Outcome Measurement Framework. This approach is needed by providers to assure both state and federal funding agencies that services and supports as well as the outcomes experienced by HCBS recipients and in concordance with the Final Settings Rule (7).



The need for a person-centered measure development framework

As Lipson (113) notes, there has been a significant amount of research and development in the area of person-reported measurement as it relates to people with disabilities. Unfortun-ately, there appears to be a mistaken belief that person-reported measures are equivalent to person-centered measures. As noted previously, this is not the case. Both CMS and the National Quality Forum (NQF) have provided extensive guidance on measure development (see CMS MMS Blueprint, 5 & HCBS Outcome Measurement Framework, 38) in addition to guidance on developing person-reported measures. Yet, there is little guidance on how to develop measures that are person-centered.

Person-centered measurement infuses person-centeredness into the measurement tool, items, and the information obtained from the tool from the initiation to the end of the development process. What is measured, how it is measured, and the manner in which people are able to respond to questions all need to be informed through input from people with disabilities. What is measured needs to be important to them as well as important for them so that measurement informs us of the degree to which HCBS supports people with disabilities to achieve personally defined desired life outcomes. Given the relative lack of person-centered measures, further development of a framework and process for developing such measurement tools is warranted. In the following sections, we will describe the process used by the RTC/OM to develop person-centered measures.



A person-centered measure development process

The Rehabilitation Research and Training Center on HCBS Outcome Measurement (RTC/OM), funded by the National Institute on Disability, Independent Living, and Rehabilitation Research (NIDILRR) was tasked with developing person-centered HCBS quality and outcome measures. The measures, based on the National Quality Forum's (NQF) HCBS Measurement Outcome Framework, were developed based on input from over 350 stakeholders who took part in a series of national participatory planning and decision-making (PPDM) groups. Groups included persons with a variety of disabilities, family members, HCBS providers, and state program administrators. These groups reviewed the NQF Framework to determine the relative importance of each domain and subdomain in the NQF framework. These importance data were used, in conjunction with a gap analysis of existing measures, to prioritize the development of multiple person-centered measures. The PPDM format allowed stakeholders to weigh the importance of potential measure domains and subdomains, add or subtract from the NQF model and move toward consensus as to which were most important to measure.

Much of what has been discussed thus far has focused on person-centered measurement at a broad measure/instrument level. However, the items of which measures are composed are fundamental to person-centered measurement and unfortunately this aspect of measurement has often been neglected. As noted previously, in order to meet the criteria for person-centeredness an item must: (a) be responded to by the person, (b) solicit from the respondent a preference, desire, want, need or emotional state; and (c) provide a chance for the individual to indicate the degree to which those preferences, needs, etc. are being met. It should also be noted that individual should have the opportunity to either indicate the level of importance they place on the content included in the item and/or have the prospect of creating desired life outcomes of their own if items do not correspond well to Table 2 provides examples of items in several NQF domains that are not person-centered as well as items from RTC/OM measures that meet person-centered criteria.


TABLE 2 Examples of person-centered measurement.
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The RTC/OM has used an iterative, multi-phased process for developing measures based on extensive stakeholder feedback. This approach is based not only on the belief that measures need to be person-centered but that they should also have strong evidence of their reliability and validity prior to being used. Following the completion of draft items for each measure concept, a technical expert panel (TEP) consisting of people with disabilities, family members, content and measurement experts in each concept area, and HCBS program administrators was convened to review and rate each item that was part of a measure. Reviewers rated items on four-point scales with respect to their importance to the construct, understandability, utility, and feasibility of administration. When items received low scores, reviewers responded to open-ended questions to provide specific feedback related to that item. TEPs also provided feedback on the appropriateness of the response options for each item with respect to their understandability, completeness, and potential ability to accurately convey the experiences of people with disabilities. TEP ratings and feedback were used to revise and, in some cases, remove or replace items that stakeholders indicated did not adequately measure a concept.

An innovative strategy taken during measure concept development was to design the measures under development to be modular as opposed to intended to be used as an instrument. This will allow users interested in better understanding the outcomes experience by HCBS recipients in specific areas to avoid having to administer an entire interest. In addition, each measure has been developed as consisting of two tiers. Four to five Tier-1 items can be used to provide an overall picture of outcomes within a specific domain or across all domains. Tier-2 items which number from 12 to 20 for each measure provide more detailed information with respect to the outcomes experienced by respondents and are intended to support measure users to collect actionable data.

A second step in the measure development process included extensive cognitive testing (CT) of items using the Cognitive Aspects of Survey Methodology (CASM) framework (114, 115) and receiving direct input from individuals with disabilities. This process is necessary to confirm items are understood as intended (116, 117) and response options provide respondents with the opportunity to respond in a manner that accurately reflects their thoughts and feelings (118). This form of stakeholder involvement was essential given the intended use of measures with people with a wide variety of disabilities who receive a variety of HCBS.

Following revisions to items based on the results of cognitive testing, all measures were pilot tested with members of each disability population with which they were intended to be used to determine their reliability (internal consistency, test-retest, and inter-interviewer) and the extent to which they were feasible and usable for their intended purpose. Piloting with a diverse sample of adults with disabilities with varying support needs provided measure developers with a more robust set of data related not only with respect to measures and measure items but information about the extent to which the measures developed were suitable for use with HCBS recipients with a variety of disabilities and support needs. Results of the pilot-testing of thirteen person-centered measures spanning seven domains of the NQF HCBS Outcome Measurement Framework (38) have been extremely encouraging with internal consistency (.63–.94; Mean = .81), test-retest (.72–.99; Mean = .85) and inter-rater (.89–.98; Mean = .92) reliabilities on all but one measure found to be at more than acceptable levels. Administration time indicated that most individuals could complete a full measure in no more than 10–15 min and had little difficulty understanding or responding to items indicating a high degree of feasibility with respect to administration.

At the present time, Center staff are in the midst of a national field study being conducted to gather additional information with respect to the psychometric characteristics of the measures that have been developed. Due to the manner in which measures are intended to be used, recruitment is taking place at the provider organization level with multiple participants being recruited from each organization. Participant recruitment has focused on developing a sample of up to 1,000 HCBS recipients with intellectual and developmental disabilities, physical disabilities, traumatic/acquired brain injury, and both psychiatric and age-related disabilities of vary degrees of severity and with a wide range of support needs. Data is being collected over three points approximately 6-months apart with the goal of being able to provide estimates of the degree to which measures are sensitive to change over time. Given that some people with disabilities across all groups of interest may not be able to effectively communicate their experiences as HCBS recipients, a truncated set of proxy measures is also being tested as part of the study.

A final goal of the national field study centers on developing benchmarks against which to compare the outcomes people without disabilities experience in those areas covered by the National Quality Forum's HCBS Outcome Measurement Framework (38). As part of this effort, a national sample of 400 people without disabilities is being surveyed as to the outcomes they experience with respect to a variety of aspects of self-determination/choice and control, social connectedness, meaningful community activity, employment, and transportation. It is hoped that this data will provide an initial set of outcome benchmarks toward which provider organizations can work in an effort to provide people with disabilities with an enhanced degree of equity with respect to outcomes related to a wide variety of aspects of quality of life.



Conclusion

In this article, we first reviewed the need for HCBS outcome measurement to move beyond its current focus on enumerating the extent to which people with disabilities achieve a predefined set of outcomes (what is important for them). We contend that it is just as important to take into consideration an individual's personal needs, preferences, desires, and context (what is important to them). If the overall goal of HCBS is to support people with disabilities to lead the lives they desire within inclusive communities, it is imperative that the field move beyond its current focus toward an approach to measurement that is person-centered. This approach is consistent with the HCBS final settings rule (7) in the U.S. and the basic tenets of the Conference on the Rights of People with Disabilities (30) as well as grounded in a paradigm shift in the field of disability services from a medical to a social-ecological model of disability. We assert that person-centered measurement, which includes a focus on both what is important for and to people with disabilities, is consistent with the National Quality Forum's Framework for HCBS Outcome Measurement (38) and is a key element to fully understanding the effectiveness (or lack thereof) of the supports provided to people receiving community-based services and the quality of outcomes such individuals experience.

The concept of person-centeredness was next explored with a focus on how programs of measurement can move toward a more person-centered approach. This will require a change in focus in many western cultures from measurement focused on comparing the experiences of a target person to benchmarks or outcomes experienced by others to a measurement system in which the “standard” is based on the service recipient's personally defined preferences or goals—not those that other people or the service system sets for them. In the context of measuring outcomes associated with people who receive HCBS, we contend that for measures to truly be person-centered they must be (a) designed with the intent that they will be responded to by people with disabilities themselves; (b) focus on outcomes that are both important for and important to the recipients of supports; (c) allow people to accurately articulate what they need, outcomes they desire to experience, and the degree to which they view themselves as making progress toward achieving those outcomes; (d) possess the capacity to be used in a longitudinal manner; and (e) permit the individual to indicate the extent to which specific outcomes are of importance to them. As part of this discussion, Goal Attainment Scaling (GAS) was explored as one, but certainly not the only, method for moving toward more person-centered measurement as it potentially allows individuals with disabilities who are receiving supports to quantify the progress they see themselves as making toward personally desired life outcomes or goals. Although the use of this approach does require one to overcome some challenges, evidence of its reliability and validity when used within the rehabilitation sciences is quite encouraging. In addition, in the approach that we advocate, it is the recipients of HCBS supports who identify the desired life outcomes most important to them which then serve as the basis of measurement thus increasing the likelihood that measures are culturally relevant and appropriate.

Given the current state of HCBS outcome measurement, it is clear to us that a framework for the development and validation of person-centered community-based measures would be useful. As an initial step in this direction, we offer the approach to measure concept development that has been used by the University of Minnesota's Research and Training Center on HCBS Outcome Measurement. This approach which is consistent with the NQF's Framework for HCBS outcome Measurement (38) was initiated on the basis of what people with disabilities themselves indicated was most important to measure. It involved a structured, iterative process of item and measure concept development grounded in existing research and theory with respect to the domains of measurement. The iterative process employed allowed a variety of stakeholder groups including people with a variety of disabilities, family members, content area experts, community support providers, and state program administrators to weigh in on the measures under development. Although the process is not yet complete with measures undergoing national field-testing, the results of extensive cognitive testing, and piloting of the measures are quite promising and suggest that this may be an approach to measure development that has potential utility for much needed future efforts in this area.
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Transition to adulthood for young people with intellectual disabilities and developmental disabilities (IDD) has been given significant attention in research, policy development and practice. The aim of this paper was to explore how a recently developed theoretical outcomes-based framework for measuring the quality of services for people with disabilities could potentially be useful in conceptualizing and supporting successful transition to adulthood. The theoretical discussion draws on both the scoping review and template analysis that was used to develop the Service Quality Framework and on a separate study synthesizing expert completed country templates and literature review which included models of and research on successful transition to adulthood. Synthesis identified that using a quality of life outcomes focused framework of Service Quality could be mapped onto and extend current thinking on what is seen as successful transition to adulthood by putting the focus on successful transition as people with IDD moving towards having similar opportunities and quality of life as other adults without disabilities living in the same community/society. Implications of a more wide-ranging definition and holistic view for both practice and future research are discussed.
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1. Introduction

Transition to adulthood for young people with intellectual and developmental disabilities (IDD) has been emphasized as an area of considerable significance. The difficulties this group experiences when moving from school to employment, to higher education and active participation in the community after leaving school, has been highlighted as a major contributor to isolation and exclusion (1). Despite the United Nations Convention for the Rights of Persons with Disabilities (2), young people with IDD and complex needs often transition from special schools to other congregated settings such as to care homes, because of the lack of appropriate alternatives (3, 4).

One key issue is that there is as yet no agreed conceptualization of what constitutes “successful transition” more generally or specifically for young people with IDD. Some of the literature has focused rather narrowly on transition from child to adult health, mental health and/or social care services (5, 6) or on transition predictors in-school activities that positively correlate with postschool success in post-secondary education, employment, and independent living (7). Some conceptualizations of transition have had a broader focus. Wehman (8) conceived of transition as a period of significant life changes that naturally occur after leaving school including change in the concept of oneself; body changes; sexuality and partnership; financial and work needs; the need for independence in travel and mobility, etc. Much of the literature focuses on transition as moving into adulthood and “successful transition” equates to achieving indicators of adulthood, such as employment, financial independence, post-secondary education, and engagement in close relationships such as marriage, or parenthood (9). However, some of these role transitions are becoming less reliable indicators of adulthood, as altering economic and social conditions continue to change the traditional path to adulthood for all youth, for example, due to difficulties with finding employment (10). This potentially impacts on whether young people can be financially independent and live independently, meet a wider range of people with whom to form relationships, etc. Factors that hinder and facilitate the participation of persons with IDD in employment are often found in the environment, with personal factors also influencing participation. The presence of negative attitudes and lack of support services were major limiting factors within the environment (11, 12). In addition, definitions of “success in employment” shared by parents of young persons with intellectual disabilities appear to go beyond the constrained criterion of full-time competitive employment. Parents value a range of occupational outcomes that consider their son or daughter's skills and interests, just one of which was competitive employment.

A recent review of policy, guidance and research focusing on four countries related to successful transition of young persons with IDD identified that, although successful transition is conceptualised in different ways in different countries (13), there appear to be five core outcomes or indicators of transition success:


	•having a job (employment) and/or financial independence (the U.S., United Kingdom, the Czech Republic, and Australia),

	•independent living/moving out of the family home (the U.S., Australia, and United Kingdom),

	•further education (the U.S.),

	•growing your social networks, relationships and being part of your community; (United Kingdom),

	•physical and mental health/well-being (United Kingdom).



Such indicators of “successful” transition have been regarded by some as normative or even harmful, particularly for young disabled people, who often face additional and significant barriers to achieving these indicators (14, 15). For many people with disabilities, support is required through both, the process of transition typically to employment or independent living and into adulthood itself. The higher people's support needs are, the more help people are likely to need. This means that support services of one type or another are likely to be involved in the transition process. Unfortunately, research tells us that quite often services are not structured holistically—across the life span, seeing people across the threshold from child to adult environment (16). Reasons for it could be found for example in rigid fragmentation of support services into specific administration entities such as health, education, social security, and social services. This might result in a gap or risk of people falling through the gaps (17, 18). On the contrary, programs for helping young people with disabilities to develop the skills needed for adulthood only exist in a few countries and the focus of these is primarily on further education. Often, there is a primary focus on transition planning, which is used on a voluntary basis in most countries, although is embedded in federal disability legislation in the U.S.—Individuals with Disabilities Education Act, 2004.

There is also relatively little data on how successful transition programs and support are—both in terms of short term and long-term outcomes and on what might predict successful transition. Although there is some research on models of successful transition to adulthood for young people without disabilities (19) and some predictors of successful transition to adulthood of persons with disabilities have been identified (7, 20), much less is known about the factors that determine successful transition for young people with intellectual and developmental disabilities and how to measure quality of transition support provided with participation of those who use such support. One study from Scotland evaluated a personal budget scheme used in Scotland. The results suggest that giving people a transition related personal budget can be useful, however, having access to funding is only any use if you know what you want to buy and where (15). In other countries there are specific transition support services (sometime called transition programs) to prepare young people for adulthood, but these are frequently segregated rather than integrated or inclusive. In addition, Lindsay et al. (21) reported positive impacts from a range of interventions for young persons with IDD, but there was a gap in research focusing on the types of support that work best, and how young disabled people viewed these.

So, with limited data on the impact of transition programs, no agreed definition of what success looks like and a lack of systematic strategies for assessing impact of transition support, this makes it very difficult to both develop new services and evaluate existing services and support in terms of how well they promote successful transition to adulthood. In this paper, we draw on two separate research studies to discuss a potential theoretical model for thinking about successful transition for young persons with IDD and how this might be implemented and measured. The first study (22) focused on developing a framework that could be potentially used for measuring the quality of disability services across Europe (hereafter referred to the Service Quality Framework). The second study (13) collated research, policy and information on practice and support related to transition of young people with intellectual disabilities in four countries.



2. Methods


2.1. The development of the service quality framework

The development of a theoretical outcomes-focused framework for measuring service quality was commissioned by the European Association of Service Providers for People with Disabilities (EASPD) as a response to the new European Strategy on the Rights of Persons with Disabilities 2021–2030, which included the aim of developing a European Framework for Social Services of Excellence for Persons with Disabilities. The remit of the research was to develop a framework for measuring the quality of social services for people with disabilities and a set of quality indicators which were (a) in line with the UN CRPD and (b) focused primarily on quality-of-life outcomes. This process was seen as the first phase in an ongoing program of work that would ultimately empirically test the feasibility and reliability of the Service Quality Framework. Although the final version of the commissioned Framework (22) included domains that went beyond outcomes to include indicators of processes and structures (23), for the purposes of this paper we will focus primarily on the sections of the framework that focused on quality of life outcomes.


2.1.1. Introduction to quality of life outcomes

The concept of quality of life has a long and varied history, with varying definitions and conceptualizations used over time. Key developments in the conceptualization of QOL and service-related outcomes that led up to the production of the international consensus on Quality of Life led by Schalock et al. (24) are summarized in Schalock and Verdugo (25) and discussed further in Šiška and Beadle-Brown (22). Although recognizing that there are other frameworks of quality of life such as the ICF framework, Šiška and Beadle-Brown (22, 26) note that the ICF framework is more commonly used with reference to health-related quality of life and is also focused at a much wider systems or societal level more generally. Whilst it is important to acknowledge the interactions between wider societal aspects and individual quality of life, it was felt that, in the context of monitoring the quality of social care services, it was important to have a framework which makes it clear how services can positively influence people's outcomes and reduce the likelihood that services will attribute poorer quality of life outcomes to societal or impairment related factors. Thus, this research used the eight quality of life domains set out in the international consensus of 2002 (24)—physical well-being, emotional well-being, material well-being, social relationships, social inclusion, personal development, self-determination and rights—and drew on the conceptualization most recently summarized in Schalock and Verdugo (25).



2.1.2. The scope and methods of the service quality framework development work

The scope of the commissioned framework included the following:


	•any service providing in-home support for living of any type to children or adults with disabilities living in their own home,

	•any service providing short term care and support/respite/short breaks (in home or out of home)

	•any service providing residential care for people with disabilities

	•any service providing day activities, occupation, training for work or independent living, etc.



Services which were primarily providing support in health, education or in employment were not included in the research.

Two primary methods—a scoping review of the published literature (as described in the JBI Manual for Evidence Synthesis (27) and a template syntheses—were used to identify international literature, policy and frameworks related to measuring the outcomes of services.



2.1.3. Scoping review

The scoping review focused on identifying and clarifying how service quality had been defined and measured in the published peer-reviewed and grey international literature.


2.1.3.1. Inclusion criteria

Population—literature (including grey literature) related to people with disabilities (could include all disabilities and mental health problems).

Concept—Service quality—definitions, conceptualization and measurement. Had to include some reference to outcomes for people using services.

Context—literature (including grey literature) which explored quality of services for people with disabilities:


	•in any country

	•In the following types of services:

	○any service providing in-home support for living of any type to children or adults with disabilities living in their own home,

	○any service providing short term care and support/respite/short breaks (in home or out of home)

	○any service providing residential care for people with disabilities

	○any service providing day activities, occupation, training for work or independent living, etc.






Services which were primarily providing support in health, education or in employment were not included in the research.

Language—published in English.

Years—no limitation although if more than one version of a framework or model weas identified the most rest one was included.

Types of evidence—This was left open within the defined concept and context of the review to allow the findings to be as comprehensive as possible.



2.1.3.2. Search strategy

Evidence was identified through three methods:1. Academic Publication Database search using EBSCO Host, Scopus and Web-of-Science


	a.using the following string of search terms: Service quality AND Disab* AND Concept* OR Defin* OR Measur*.

	b.Citation searches for “Donabedian”




	1.a general Google search using the same search terms to identify sources not published in academic journals such as websites, policy or guidance etc.

	2.the authors' existing knowledge, academic networks and the content of a recent book on Quality in Social Services (28).





2.1.3.3. Quality assessment

Quality was not assessed as the review was identifying how service quality was defined and evaluated and we were interested in any frameworks or tools that were being used. As such sources were not exclude on the basis of quality. In reality, only a very small number of the models and frameworks identified had been evaluated empirically.



2.1.3.4. Data extraction

Out of a total of 126 publications identified for the initial review, 40 publications (covering 14 countries) were identified for inclusion in the data extraction process for the scoping review. An additional, 34 publications were used to complete the country templates for the UK, Australia, and USA (see below). Data extraction focused on identifying the frameworks used to conceptualize and measure service quality, indicators of service quality and any domains used to organize these indicators, with a particular focus on outcomes. Please note that in this context the word “indicator” is used to mean something that indicates the state or level of outcomes. These are usually characteristics, artefacts or events that can be observed or that individuals might report in terms of their experiences. It is not used to imply statistical predictability.




2.1.4. Template synthesis

For the template synthesis, a specifically designed template was used to gather and organize information from a range of 14 countries identified to represent different types of social service systems and contexts.. In the case of European countries, this template was initially sent to National Disability Experts for input who were part of European Disability Expertise network (EDE). Where no response was gained from the national experts, other contacts were approached, e.g., through European level umbrella organizations for service providers, social service directors and disabled people's organizations or family-based networks.

The country template was available in two formats—a detailed structured form guiding people with a list of questions to answer and a more open, descriptive format, if people felt there was limited information in the structured form, or they did not have sufficient time to complete the detailed version. Information about the project and instructions for completing the template were provided.

The template was designed to collate information on both formal (i.e., embedded in legislation) methods of defining and measuring quality and more informal measures, such as voluntary frameworks used by service providers, or disabled people's organisations.

Some of the country templates were completed by the research team using the information identified in the literature review specific to those countries and publicly available information (such as the DOTCOM EU disability database) and then checked with local experts where possible.

Relatively complete templates from the national experts were gained for eight countries: Germany, UK, Ireland, Romania, USA, Czech Republic, Finland, and Australia. In addition, some less detailed information was available from country experts and in written sources instead of the country templates for Sweden. Norway, Netherlands, Slovenia, and Spain.

The information gathered and organized in the templates was then reviewed and analyzed by the researchers with a focus on how service quality was conceptualized or defined, whether outcomes featured in these conceptualizations and if so, which quality of life domains were featured (even if quality of life was not specifically mentioned). The relationships with the UNCRPD were also explored. In addition, analysis focused on how service quality and outcomes are measured and whether people with disabilities and other stakeholders have been involved in the development of the frameworks and tools. Finally, innovative frameworks and tools that were in line with the objectives of this research were identified and synthesized into a separate datafile to draw out the dimensions of quality and outcomes included and how quality was measured.



2.1.5. Evidence synthesis

The information gathered from both the scoping review and template synthesis was summarized and used to identify frameworks and tools which were used to conceptualize or measure service quality, and which included at least some element that focused on outcomes.

Table 1 Summarizes the literature identified, used and the countries covered by the literature.


TABLE 1 Summary of the literature identified by the scoping review and template analysis in the development of the service quality framework.
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The 20 Frameworks identified from this strategy varied in terms of country of origin (USA, Australia, UK, Netherlands, Ireland, Czech Republic, and New Zealand; two were cross European measures). These 20 frameworks were then mapped onto the quality-of-life domains identified by the Schalock et al. (24) International consensus on quality of life (QoL). Only two of the identified frameworks used the domains directly. All the remaining frameworks included at least some elements that could be mapped onto at least one of the QoL domains, with some of the identified frameworks mapping to all of the QOL domains, either at the overarching domain level or at the level of individual indicators or standards. For example, on the Home and Community-based Services Outcomes (USA) National Quality Framework, the domain of social connectedness included items that mapped to both the Interpersonal Relationships and Social Inclusion domains of the QOL Framework. On the National standards for Residential services for children and adults with disabilities (Ireland), Standard 3.1 states that “Each person is protected from abuse and neglect and their safety and welfare is promoted”—this individual standard mapped onto the wider QOL domain of physical well-being. At the end of the mapping process, the 2002 QoL conceptualization was found to still be the most comprehensive and holistic framework for thinking about QoL outcomes.

Table 2 summarizes the mapping for the 20 identified frameworks or tools onto the Schalock QoL Domains.


TABLE 2 Mapping of the domains, dimensions, and indicators of each of the framework identified in the research to the schalock et al. (2002) Quality of life domains.
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These eight quality of life domains were therefore adopted to structure the outcomes element of Service Quality Framework (22). The potential indicators in each domain were derived from a number of sources: (1) the frameworks identified in the mapping review and template synthesis above; (2) the wider published literature and theory related to quality of life; and (3) what people with disabilities have said is important to them for a good life. Outcome indicators were provided as both subjective indicators (what people would say when asked) and objective indicators (“what you would see or hear”). Table 3 provides an example of what this looked like for one of the quality of life domains—self-determination. In total there were 47 subjective indicators and 68 objective outcome indicators proposed.


TABLE 3 Example of how the framework was set out, showing one quality of life domain (self-determination) and the corresponding indicators.
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2.1.6. Testing the content and face validity of the service quality framework

The Framework and full set of indicators were consulted on with a wide range of knowledge experts who provided feedback from a range of different perspectives. Stakeholders included members of the EASPD task force group on disability service quality, other service providers, academics, representatives of disabled peoples' organizations and family members of people with IDD. Stakeholders came from a range of different countries across Europe as well as more widely. Several elements of the Delphi technique were used during the process to arrive at a group opinion. These included an online survey, individual consultation via email or in person and discussion or individual feedback via the group facilitator following a presentation. The feedback provided by the stakeholders was systematically analyzed and considered during preparation of the final set of proposed indicators. More information on the findings from the consultation and the detailed resulting framework with all indicators can be found in Šiška and Beadle-Brown (22). Identifying the indicators of transition success.

In terms of indicators of transition success, this paper primarily draws on a mapping of literature, policy and practice in four countries (USA, UK, Czech Republic and Australia). This mapping study combined two methods—template syntheses and rapid literature review. The five members of the research team working on this were all researchers with national and international expertise in the field. Each member drew on their existing knowledge of policy, practice and research on transition in their respective countries and conducted a rapid literature search to identify further resources relevant to transition in their country. Search terms to identify both peer reviewed and grey literature were kept broad (for example, disab* and transition). A template to collate and summarize the information gathered was developed collaboratively and completed by each member of the team for the relevant country.

These four templates were then reviewed by one member of the team who extracted key information into an Excel spreadsheet so that it could be synthesized across countries. The elements most relevant to this paper related to: how transition is defined or conceptualized; models that support successful transition; and the focus of research on transition within each country. As part of the extraction process, gaps in information were identified and the experts asked to add missing information specific to the identified gaps.





3. Linking the indicators of transition success to the service quality framework

In this section we will expand and reflect on some of the specific outcomes-based domains and indicators from the Service Quality Framework described above and identify their potential relevance to conceptualizing and supporting successful transition. We will consider how it might be helpful to think about successful transition as the young person moving towards having similar opportunities and QoL as adults without disabilities living in the same community/society. This doesn't mean that everyone's life is the same, but that people have the same opportunities to explore, and then to follow, what is important to them and what they need to do to achieve the things that are important to and for them.

Table 4 provides a summary of the mapping of the transition success indicators identified in the literature and the QoL domain indicators from the Service Quality Framework.


TABLE 4 Summary of transition success indicators and the QoL domain indicators.
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3.1. Transition success indicator: employment and financial independence

Considering first the transition indicator of having a job (employment). Employment is considered important in several ways—it is widely recognized that having meaningful ways to spend your time is good for both personal development and emotional well-being. Also important for emotional well-being is the structure and routine that having a job often gives. Of course, paid employment is also important for material well-being, the ultimate level of which would be financial independence. Finally, paid employment is also considered important in many societies as a way of contributing to society—e.g., by paying taxes, national insurance etc.- thus employment can also be important for people to be seen as active citizens, accessing their rights and being socially included. This has the unfortunate effect of setting up those who are not able to take up paid employment for health or disability reasons or because of caring responsibilities, in a negative light. There are many barriers to young people with IDD accessing and keeping employed positions, many of which are nothing to do with the needs, skills, and motivation of the individuals themselves (18). Although around two thirds of people with learning disabilities in the UK report that they would like to be in paid employment, Mencap's 2019 survey in the UK found that only 23% percent of people with intellectual disability (aged 18–64) have a paid job and for 62% of those with a paid job, they worked for 16 h a week or less.1 Although 77% of autistic adults in the UK want paid employment, the Office of National Statistics report on Outcomes for Disabled People in the UK 2020, found that autistic people are the least likely to be in work than any other disabled group with just under 22% in employment. Even in the US where the focus is more on transitioning to employment, only 34% of people with ID (aged 21–64) are employed and approximately half of these work in a sheltered setting rather than in open employment (29).

Lecerf (30) notes that just over half of people with a disability are employed compared to three quarters of people without disabilities. Women with disabilities, young disabled people and those with high support needs are the most likely to be excluded from the labour market. Vaalavuo (31) commented that an increasing number of Europeans are working part-time. However, for persons with disabilities part-time work might be the only available option due to health issues or/and work-limitations. In addition to decreasing availability, part-time jobs are often of lower quality with lower hourly wages, provide poorer training and career opportunities, and, in the long run, reduce pension entitlements.

Even once they have got a job, retaining that job is often an issue (32). Education and training programs related to employment do not always result in jobs for people (18). In many countries, there is also what is sometimes called the “benefit trap”—where earning a salary can mean people lose their benefits and regaining benefits is extremely difficult to do should someone lose their job or find they cannot cope with the job they took on. These issues have been accentuated by the financial crisis and the COVID pandemic (29, 33). Lack of accessibility of environments, transport, communications in the workplace, lack of structure and guidance can also have negative impact—ensuring people have reasonable accommodation is a key part of the Rights domain of QoL.

Another issue that can limit the possibilities for people to access paid work, is the limited range of jobs that are sometimes considered as suitable or accessible for individuals with IDD. Examples of creative approaches we have come across in practice include options such as developing a small business (e.g., a window cleaning, car cleaning business, catering business, gardening services, dog walking business); job sharing (for example a newspaper round) amongst those who live together; being a local rep for a catalogue company; providing office services such as shredding, copying etc.

Whilst supporting young people to access paid employment in a way that ensures their needs are met is clearly desirable, focusing on other ways to ensure personal development, social inclusion and emotional wellbeing whilst looking for paid employment is also really important—voluntary work, helping out neighbors or looking after pets, caring for their own home and garden, growing fruit and veg to help save money on shopping, making things like cards, presents, baking for friends, family or charities, taking part in sports and other leisure activities, being part of clubs and groups such as choirs, art groups, dance troupes, theatres, etc.



3.2. Transition success indicator: independent living/moving out of the family home

Living independently doesn't necessarily mean that you are living on your own and without support. It is about, at the same age as most of your peers, moving into a home you consider your own, even if you are sharing with others, with the support you need to have your needs met and to participate in your local community as fully as possible. It is about having choice over where you live and with whom you live and not having your support tied to your place of living so that you can move and take your support with you, or you can change who provides your support without having to change where you live. Of course, the age at which this happens for young people without IDD varies by country, culture, financial status etc. However, those with IDD are more likely to remain living in their family home or to move into congregate settings than even those with other disabilities (34). In terms of choice, there is little research on choice over living situation and support arrangements and most of what there is more than 10 years old. However, the literature that does exist suggests that the majority of people with intellectual disabilities do not experience choice and control over living arrangements or support arrangements (3, 35–37).

In terms of mapping to the QoL outcome domains and indicators, moving out of the family home and living independently in the community, with choice about where and with whom you live and who provides your support, is an indicator of the QoL domains of personal development, material well-being and self-determination.



3.3. Transition success indicator: further education

This element of transition success is most clearly linked to the QoL domain of “personal development”. It is most commonly associated with formal processes such as attending adult education classes, college or university, but also participating in an internship or apprenticeship. Being able to attend the same further education venues as your peers is an important right but also is associated with barriers in terms of knowledge and attitudes of teachers, accessibility of environments, etc. In addition, personal development can also be achieved through many more informal opportunities to learn and to practice skills you already have so that you develop and experience success. This in turn is related to “emotional well-being”, in particular self-esteem and confidence.



3.4. Transition success indicator: growing your social networks, relationships and being part of your community

Needing no detailed explanation, these indicators of transition success are clearly linked to the QoL domains of “social relationships” and “social inclusion”. Thinking about these domains as broadly as possible can facilitate people to come into contact with a wider range of people in the community more often, can help change attitudes towards people with IDD when people are seen contributing to society in some way and allow people to show their skills and personalities. This in turn may open doors to opportunities for employment, new relationships, and new ways to be part of society and increase people's sense of belonging and emotional well-being.

However, at an even more basic level, young people need to feel they can trust those who provide support for them especially at this relatively traumatic time. So just ensuring young people are being listened to, respected, and have the freedom and support to make decisions about relationships is a key aspect of becoming an adult.



3.5. Transition success indicator: physical and mental health/well-being

We have identified above several ways that other elements of transition may be connected to emotional well-being. However, it is also important to ensure that people's physical and mental health is being promoted and protected as much as possible in order to ensure they are able to engage with opportunities for occupation, participation, relationships, inclusion etc. If people's health care needs are not being met, then holding down a job is likely to be relatively impossible for them. A key point here, however, is the fact that the process of transition is seen as a very stressful one for both young people and their families (38, 39). This is particularly true for young people who are autistic (40). Putting things in place to make the process as easy as possible for both will ensure people start off on a “good foot” in terms of adult life.



3.6. Additional elements of transition to adulthood—decision making and autonomy

One important element of becoming an adult that is rarely explored in research to date is the issue of supporting independence in decision making, legal capacity, having personal relationships, having a family and how we can prepare young people with IDD for those events and opportunities. For many young people with IDD they may not have very much decision making experience by the time they legally become an adult and they may have little experience of different options for work, living, education, activities, etc. to help them make decisions. When thinking about whether people are becoming self-determined adults, then the QoL Framework gives us some indications of how we would know whether this was happening. It also sensitizes those who provide support to know what they should be aiming to help people achieve and experience (See Table 2).




4. Conclusion

This paper set out to discuss the potential application of an outcomes-based Framework focused on the Quality of Services for people with disabilities to the conceptualization and evaluation of successful transition. We have proposed that using a the framework by mapping its indicators onto the QOL domains could potentially provide a more holistic, comprehensive and inclusive way of examining transition success and at the quality of transition services. Whilst indicators such as employment and further education are important, so are people's experiences while accessing these and so are good outcomes in other domains. For example, someone could have a paid job but continue to live in a larger institutional setting with no choice about where they live and who they live with or on what to spend their money. Or someone could go to college and do a course they are interested in but find it very stressful and experience bullying while there. For some people, finding paid jobs in the open market or a place at mainstream college will be much harder and take longer to arrange, more funding to support etc. However, this doesn't mean that they can't experience a wide range of opportunities for meaningful occupation that improve all other QoL domains and may even lead to an income with enough creativity from those who provide support.

If this QOL focused Service Quality framework was to be adopted as a way to judge whether young people have successfully transitioned to adulthood (taking account of cultural differences and individual preferences) or to judge the quality of transition services, then this would have a number of implications.


4.1. Implications for research

Firstly, although the original Schalock et al. (24), Quality of Life framework used to organize and structure the outcomes elements Service Quality Framework used for this theoretical discussion, is a well-established and validated framework, the Šiška and Beadle-Brown (22) Service Quality Framework still needs to be empirically tested. The original development work on the Service Quality Framework explored face and content validity, but establishing the feasibility, reliability and other aspects of validity of the framework to allow service providers, quality assessors and researchers to use it to measure service quality is still needed. Although there are a number of existing subjective measures looking at the QOL outcome domains, there are few tools that allow assessment of the objective indicators. Future research should prioritize establishing the feasibility, useability and reliability of the Service Outcomes framework. Such research could usefully include services supporting young people with IDD leading up to and through the transition from school, allowing the validity of the suggestions made in this discussion paper to be tested empirically.

Secondly, as it would be a more holistic and wider view of transition success, such a framework could potentially allow more people with IDD to be evaluated to be experiencing successful transition to adulthood in more life areas, even if they are not working or attending post-secondary education. However, this would require the use of a wider range of research measures, both subjective and objective, with evidence of validity and reliability. Some elements of the framework are likely to be best evaluated using observational measures, which carries implications in terms of project duration, costs, and potentially ethical approval. However, observational methods are already well established in the field of IDD research and quality evaluation (41) with particular importance when gathering the experiences of people with more severe intellectual disability.



4.2. Implications for practice

The use of such a wide and holistic framework for conceptualizing transition is likely to mean that a greater number of agencies would need to be involved, working in partnership, and over a longer period of time, with a greater focus on starting transition planning and preparation for adulthood at an earlier stage.

Supporting transition to adulthood is an ongoing process and needs to be built up over quite a long time. This would mean that schools and potentially families and children's services would have an even more important role in preparing young people for adult life and would potentially require curriculum and support content to be modified. Families are likely to need support as they rarely have access to the training and other forms of support available to staff in schools and other services. They may also have been led by professionals and others to have low expectations of their son or daughter and may need help to see the potential the person has.

Although there is not a lot of literature focused on the factors that bring about successful transition outcomes, the research that does exist suggests that key factors might include young people having experience of different jobs to help them decide what they might like to do after school (42) and good co-ordination between educational system and the labour marker (18). In transition from child to adult health services, Kerr et al. (43) found validating evidence for three of the eight interventions reviewed—an early start to the transition process, developing adolescent/young adult autonomy and the role of parents/carers. The importance of effective communication between healthcare professionals and the adolescent/young adult and their parents/carers was also highlighted. It is conceivable that these interventions are much more general and not specific to health contexts and this tie into the findings from Garrels and Sigstad (15).

The frequent focus of the literature has been on good transition planning. However, planning on its own is not enough (15). Some literature has suggested that giving people a transition related personal budget can be useful. However, having access to funding is only any use if you know what you want to buy and you have a range of good quality options from which to purchase. Looking at the wider literature in terms of improving people's QoL is helpful here—to improve people's quality of life, we know that the nature of the support provided is key (see, for example 41). Support needs to be enabling and empowering, giving people many opportunities to engage in meaningful activities and interactions in ways that are manageable for them, providing just enough of the right support so that people can gain the experience they need to make choices and decisions, can develop their skills, and can become a full and active citizen. For many people this needs to happen consistently over quite a long period of time.

To ensure young people experience successful outcomes as they transition to adulthood, schools, colleges, and transition support services where they exist would need to be paying attention to all of these things. This may require changes in the training of teachers and staff at transition services. It also may require changes in policy and resource planning and allocation systems. Systems and frameworks used to assess quality may also need to be adapted. However, having a QoL based framework for measuring quality of services supporting young people and for adult support settings, may help to reduce the gap or indeed the steep divide that often exists when young people reach 18 (17). It might also help to reduce the experience of families coming up against a “cliff edge” or of entering a “black hole” (44).
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Cognition 27.3% (3) 41.7% (10) 66.7% (2) 50.0% (2) 50.0% (1) 100.0% (1) 100.0% (1) 0.0% (0)
Sex/gender 54.5% (6) 83.3% (20) 66.7% (2) 50.0% (2) 50.0% (1) 100.0% (1) 0.0% (0) 50.0% (1)
Depression 27.3% (3) 41.7% (10) 33.3% (1) 50.0% (2) 50.0% (1) 100.0% (1) 0.0% (0) 0.0% (0)
Ethnicity/race 9.1% (1) 58.3% (14) 33.3% (1) 0.0% (0) 0.0% (0) 00% () 0.0% (0) 0.0% (0)
Education 9.1% (1) 54.2% (13) 33.3% (1) 50.0% (2) 0.0% (0) 00% () 0.0% (0) 50.0% (1)
Health indicators. 9.1% (1) 20.8% (5) 33.3% (1) 0.0% (0) 0.0% (0) 0.0% () 0.0% (0) 0.0% (0)
Social support availability/engagement 27.3% (3) 12.5% (3) 0.0% (0) 0.0% () 0.0% (0) 0.0% (0) 0.0% (0) 50.0% (1)
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more than 1 outcome included separately in this analysis.





OPS/images/fresc-03-873325/crossmark.jpg
©

2

i

|





OPS/images/back-cover.jpg
Frontiers in
Rehabilitation Sciences

Innovations in optimizing functioning for people
who experience disability

An innovative journal which investigates new.
ways to optimize the functioning and wellbeing

ho experience disability, focusing on
rehabilitation as the health strategy of the 21st
century.

Discover the latest
Research Topics






OPS/images/fresc-03-871178/crossmark.jpg
©

2

i

|





OPS/images/fresc-03-830175/fresc-03-830175-t001.jpg
Study Studyauthor Include Population Citation Predictors Predictors Predictors Outcome Outcome Outcome (decision Notes

ID  andyear  (y/n) (coder1)  (coder2) (decisionbasedon (coderi) (coder2) based on
agreement) agreement)
1 Jones (2019)  Yes T8I APA Names, Names, Names, measures Names, Names, Names, measures

measures  measures measures  measures





OPS/images/fresc-03-830175/fresc-03-830175-t002.jpg
Risk adjuster
Age

Caregiver
characteristics

Chronic conditions

Caognition

Comorbidty

Condition duration

Education
Employment
Ethnicity/Race

Family member
demographics
Formal supports

Functional disabilty

Health Indicators.

Income

Length of stay
Living arrangement
Mental health
Number of children

Population type
Region
Relationship status

Risky behaviors

Self-efficacy

Sex/Gender
Social support
availabiliy/engagement

Symptom severity

Use of a proxy

Definition

Age in years or age range

Features of non-staff caregivers relevant to their care of
persons with disabilities

Presence of long-term physical conditions which may
have implications for mortality

Current intellectual functioning, including the abilty to
remember, recall, learn, concentrate, or make decisions
Co-occurrence of more than one physical and/or mental
health-related condition in the same person,
simultaneously or sequentially, where one condition may
be primary and another secondary

Duration of time since the onset of a condition, injury or
change in health status which led to physical or mental
health symptoms

Level of or number of years of schooling

Current employment status and/or type of employment
Social group with a common national or cultural tradition
Information about members of the participant’s family,
such as parents or siblings

Type or amount of support received from care provider
networks, government, or organizations—availabilty,
specifcity, satisfaction, and overall degree of care
received

Level of functionality in daly lie in the presence of short
or long-term limitations due to a disabling condition or
health problem

Any physiological measure known to predict health
outcomes, specifically decreased functionality and
morbidity

Amount of money regularly received by household,
family, or individual

Duration of stay at a hospital, rehab, or inpatient care
facility

Type of residence in which the individual lives, including
the type of facility and with whom they live

Indicators of mental health functioning, including mental
health diagnoses

How many people, usually children, the individual helps
take care of or has living in their household

Membership in a specific disability population
Geographic location

Whether the individual currently has a partner, a spouse,
or are not currently in a relationship

Engagement in risky or negative behaviors that have
implications for the development of health-related
conditions or socially undesirable outcomes

The individual believes that he or she can engage in the
behaviors necessary to exercise choice and control over
aspeots of their ives

Sex or gender of individual, typically self-reported

Type or amount of support received, either by availabilty
or by choice, from informal or socially close sources
such as family, friends, or community

The degree of physical, mental health, or cognitive
symptoms experienced or change in functional status
within a given time interval

‘The degree to which the person with a disability answers
questions relevant to their care as opposed to some
other individual such as a parent or staff member
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Risk adjuster DD MH Older adult PD T8I Total count Total % of RAs
Functional disability 25 5 60 16 20 126 158
Chronic conditions 17 2 72 20 21 132 165
Age 10 4 26 7 8 55 69
Mental health 8 4 32 8 9 61 7.6
Cognition 9 0 28 7 1 55 69
Sex/gender 7 2 24 5 9 47 59
Depression 2 2 17 3 7 31 39
Ethnicity/race 1 1 22 1 4 29 36
Education 3 2 13 4 6 28 35
Health indicators 2 1 11 5 4 23 29
Social support avaiability/engagement 5 2 9 0 6 22 28
Formal supports 3 2 7 o 9 21 26
Risky behaviors 7 o 10 4 6 27 34
Relationship status 1 2 12 0 5 20 25
Income 2 1 10 -4 4 19 2.4
Living arrangement 4 1 12 o ] 17 241
Region 3 o 12 o 1 16 20
Symptom severity 0 0 2 4 7 13 16
Length of stay 1 o 10 * 1 13 1.6
Employment 4 1 0 1 6 12 15
Condtion duration 1 0 2 2 5 10 13
Comorbiity o o 6 0 0 6 08
Population type 3 0 1 1 0 5 06
Family member demographics 2 0 0 0 1 3 04
Self-efficacy 1 o 1 1 0 3 04
Use of a proxy 1 0 2 0 0 3 04
Caregiver characteristics o o o 0 1 1 o1
Number of chidren 0 1 0 0 0 1 o1
Total count 122 38 401 % 151 799

Total % by disability group 153 4.1 502 15 189

IDD, intellectual and developmental disability; MH, mental health; PD, physical disability; T8I, traumatic brain injury.
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Risk adjuster Average rating

Cognition 43
Chronic conditions 44
Living arrangement 41
Natural support engagement 44
Functional disability 41
Age 4
Mental health 39
Population type 37
Formal supports and services 36
Level of Communication 36
Ethnicity/race 36
Income 36
Sex/gender 36
Comorbidity 36
Employment 36

Mean rating for ail isk adjusters was 3.5 (SD = 0.04). Bolded risk adjusters also ranked
highly based on internal rankings of research project staff based on NQF guidelines. The
potential range rankings was from 1 to 5.
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Importance to measure and  Usability and use:
report: Very important or Very usable or
important (N =24) usable (N =24)

Is the measure used or planned to
be used for quality improvement in
your state?: Yes (N =23)

NQF domain: Person centered planning and coordination
Indicator: The proportion of people who report 100% 87.5%
satisfaction with the level of participation in

community inclusion activities

Indicator: The proportion of people who express 100.0% 8.3%
they want a job who have a related goal in their

service plan

Indicator: The proportion of people who report 917% 75.0%

their service plan includes things that are
important to them

Indicator: The proportion of people who express 75.0% 75.0%
they want to increase independence in functional

skills who have a related goal in their service plan

Indicator: The proportion of people who report 75.0% 625%
they are supported to learn new things

NQF domain: Community inclusion

Indicator: The proportion of people who reported 875% 79.2%
that they have friends who are not siaff or family

members

Indicator: The proportion of people who engage in 875% 8.3%

activities outside the home

Indicator: The proportion of people who reported 83.3% 62.5%
that they do not feel lonely often

NQF domain: Choice and control

Indicator: The proportion of people who report 100.0% 100.0%
making choices (independently or with help) in life

decisions

Indicator: The proportion of people who reported 95.8% 87.5%

they chose or were aware they could request to
change their staff

Indicator: The proportion of people who reported 95.8% 83.3%
they could change their case manager/service

coordinator

Indicator: The proportion of people who live with 79.2% 83.3%

others who report they can stay home if they
choose when others in their house/home go

somewhere

NQF domain: Human and legal rights

Indicator: The proportion of people who report 100% 100.0%
that thelr peronial space i eanectad a the home

82.6%

87.5%

73.9%

56.5%

47.8%

60.9%

60.9%

409% (n=22)

65.2%

60.9%

47.8%

60.9%
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Characteristics

Individuals (level 1; n = 2,900)
Age [n = 2,369; M (SD)
Gender (n = 2,870)
Man
‘Woman
Primary communication method (1 = 2,870)
Verbal/spoken language
Other

Decision-making authority (n =
Independent decision-making
Assisted decision-making
Fullplenary guardianship
Other

Race (0 = 2,864)

White

,851)

Indigenous
Asian
Black
Latinx
Other
Multiracial

Complex support needs (1 = 2,509)
None
Complex medical support needs
Comprehensive behavior support needs
Both
Residence (1 = 2,848)

Provider owned/operated home
Own home
Famiy's home
Host home or family foster care
State HCBS group home
State ICF/DD
Private ICF/DD
Nursing home
Other

Providers (level 2; n = 331)

Unduplicated number of people supported
[0 =299; M (SD))

Geographic region (1 = 299)
Utban only
Rural only
Both urban and rural

Senvices provided
Behavior support services (n = 299)
Therapies (e.g., psychology, physical
therapy, occupational therapy,
speech/language; n = 299)
Staffed residential supports (1 = 299)

Host home, family foster care, or
companion home (1 = 299)

In-home supports (own home or family
home; n = 299)

Community-based employment (n = 299)
Community-based day activities (1 = 299)
In-home day activities (1 = 299)
Faciity-based work/day activities (1 = 209)
Respite care (1 = 209)

Recreational activities (n = 299)
Transportation activities (n = 299)

Independent support coordination (1 =
299)

44.79 (16.26)

1,570
1,300

2,438
441

925
653
1,195
78

2,168
82
15

507
60
12
20

1,648
234
456
176

1,352
642
473
102

73
27
70
17
92

54.7%
45.3%

84.7%
15.3%

32.4%
22.9%
41.9%

2.7%

75.7%
2.9%
0.5%
17.7%
21%
0.4%
0.7%

65.5%
9.3%
18.2%
7.0%

47.5%
22.5%
16.6%
3.6%
2.6%
0.9%
2.5%
0.6%
3.2%

796.52 (1,163.32)

42
102
155

136
13

228
81

199

256
208
182
161
149
110
172
52

14.0%
34.1%
51.8%

45.5%
37.8%

76.3%
27.1%

66.6%

86.6%
69.6%
44.1%
53.8%
49.8%
36.8%
57.5%
17.4%
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Program Process (32)

Customized Employment
Job Development (Systems)

 Customized job development is based on the vocational profile.
* Customized job development is based on dedicated financing
o provide different services than traditional job development
services.
* The qualified employment specialist or a qualified person
provides Customized job development
 The agency delivering Customized job development services
ensures relationships, based on the discovery plan, between the
job seeker and community members
* The job seeker, utiizing customized job development services,
has accessible and reliable transportation services and financing
Customized Employment « The qualified employment specialist and the job seeker decide
Job Development (Services) which of the positive skills, assets, supports, information,
pictures or videos, learned or developed during discovery, will
be shared with employers and, if applicable, used to develop
small business ownership.

« The qualified employment specialist assists the job seeker to
develop employment that meets the expectations of the
finandial plan developed during discovery that includes goals
and resources, information from a benefits planner, and if
applicable, plans to ensure the financial success of job seeker's
own business.

* The qualified employment specialist and the job seeker work
together developing employment that meets the ideal number of
hours of work each week and the number of hours of non-work
services and supports.

* The qualified employment specialist and the job seeker meet
with businesses to identify a fit between the workplace culture,
tasks, skills, and the job seeker's ideal conditions for
employment.

« The qualified employment specialist, always with the job seeker
‘when possible, conduct informational interviews with
businesses.

« The qualified employment specialist completes formal analyses
of job tasks, skills, coworker supports, and employee training.

 The qualified employment specialist negotiates a mutually
beneficial economic win-win proposal, between the job seeker
and the business, or when applicable, a self-employment
proposal.

* The qualified employment specialist creates a job site training
plan, detaiing job tasks, required skills, new skill development,
training, and support strategies for the employer.

Proximal outcomes

Fully funded customized job development activities.

Adequate transportation commensurate with day service transportation.

Community partners identified.

Documentation that identifies job seekers ideal conditions of employment and business.
Completed worksite and job task analysis,

Completed proposal for a customized job at the job seekers ideal place of employment.
Fully developed job site training plan.

Distal outcomes

Employment that meets the definition of customized employment.

Improved Quality of Life measures.

Employment that aligns with the job seeker's career identity.

Wages at or above minimum wage.

Hours worked consistent with needs of job seeker.

Transportation to and from work secured.

Long-term supports secured.

Natural supports secured.

Process measures

* Number of qualified agencies providing customized job
development.

* Amount of funding allocated to customized job
development.

* Number of community partnerships.

« Type of job seeker information presented to employer.

« Type of financial planning available to job seeker.

© Number of meetings with business that align with

strengths, interest, and needs.

Time engaged in job development.

* Types of worksite analysis.

* Number of interviews conducted.

+ Summary of conversations.

« Number and types of home observations.

+ Number and types of neighborhood observations.
* Number and types of activity observations.

* Number of activities related to employment.

* Number and types of informational interviews.

* Time to complete reviews.

+ Vocational profile is completed.
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Personal Outcome Measures® Indicators

My human security
People are safe

People are free from abuse and neglect

People have the best possible health

People experience continuity and security

People exercise rights

People are treated fairly

People are respected

My community

People use their environments

People live in integrated environments

People interact with other members of the community
People participate in the lfe of the community

My relationships

People are connected to natural supports

People have friends

People have intimate relationships

People decide when to share personal information
People perform different social roles

My choices

People choose where and with whom to live

People choose where to work
People choose services

My goals

People choose personal gosls
People realize personal goals

Basic Assurances® Indicators

Rights protection and promotion
‘The organization implements policies and procedures that promote people’s rights
The organization supports people to exercise their rights and responsibilties

Staff recognize and honor people’s rights

The organization upholds due process requirements

Decision-making supports are provided to people as needed

Dignity and respect

People are treated as peopl first

‘The organization respects people’s concerns and responds accordingly

People have privacy

Supports and services enhance dignity and respect

People have meaningful work and activity choices

Natural support networks

Policies and practices faciltate continity of natural support systems

The organization recognizes emerging support networks

Communication ocours among people, their support staff and their families

The organization faciltates each person's desire for natural supports

Protection from abuse, neglect, mistreatment and exploitation

‘The organization implements policies and procedures that define, prohibit and prevent abuse, neglect,
mistreatment and exploitation

People are free from abuse, neglect, mistreatment and exploitation

The organization implements systems for reviewing and analyzing trends, potential risks and sentinel events
including allegations of abuse, neglect, mistreatment and exploitation, and injuries of unknown origin and deaths

Support staff know how to prevent, detect and report allegations of abuse, neglect, mistreatment and exploitation

The organization ensures objective, prompt and thorough investigations of each allegation of abuse, neglect,
mistreatment and exploitation, and of each injury, particularly injuries of unknown origin

The organization ensures thorough, appropriate and prompt responses to substantiated cases of abuse, neglect,
mistreatment and exploitation, and to other associated issues identified in the investigation

Best possible health
People have supports to manage their own health care

People access qualiy health care

Data and documentation support evaluation of health care objectives and promote continuity of services and
supports

Acute health needs are addressed in a timely manner

People receive medications and treatments safely and effectively

Statf immediiately recognize and respond to medical emergencies

Safe environments.

The organization provides individualized safety supports

The physical environment promotes people’s health, safety and independence

The organization has individualized emergency plans

Routine inspections ensure that environments are sanitary and hazard free

Staff resources and supports

‘The organization implements a system for staff recruitment and retention

‘The organization implements an ongoing staff development program

The support needs of individuals shape the hiring, training and assignment of all staff

‘The organization implements systems that promote continuity and consistency of direct support professionals
‘The organization treats its employees with dignity, respect and faimess

Positive services and supports

People’s indivicual plans lead to person-centered and person-directed services and supports

‘The organization provides continuous and consistent services and supports for each person

‘The organization provides positive behavioral supports to people
‘The organization treats people with psychoactive medications for mental health needs consistent with national
standards of care

People are free from unnecessary, intrusive interventions
Continuity and personal security

The organization's mission, vision and values promote attainment of personal outcomes

The organization implements sound fiscal practices

Business, administrative and support functions promote personal outcomes

The cumulative record of personal information promotes continuity of services

Basic assurances system

The organization monitors Basic Assurances

A comprehensive plan describes the methods and procedures for monitoring Basic Assurances

Basic Assurances® indicators are measured both in terms of systems and practices, resulting in 92 total datapoints.
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National core indicators (NCI)

NGl is a collaboration between the Human Services Research Institute (HSRI),
National Association of State Developmental Disabilties Directors (NASDDDS),
and participating states (27). Started in 1997, 46 states and the District of
Golumbia have participated. The in-person survey of adults with developmental
disabilities receiving Medicaid HCBS includes approximately 100 indicators
actoss five domains. In 2019, CMS incorporated NCl into its overall Adult Core
Set. In 2021, NQF endorsed a subset of measures from NCI.

National core indicators -aging and disabilities (NCI-AD)

In 2012, HSRI, ADvancing States, and participating states began adapt NCI to
help evaluate quality for people with physical disabilties and older adults
receiving HCBS (28). The resulting instrument, NCI-AD, began its first round of
data collection in 2015-16. Twenty-nine states have participated to date. The
in-person survey consists of approximately 50 core indicators across 18
domains.

HCBS consumer assessment of healthcare providers and systems.
(CAHPS) survey

CMS developed the HCBS CAHPS survey for use by states in fee-for-service
and MLTSS (29). It consists of 69 core items that ask beneficiaries to report on
their service experience, including getting needed services, communication with
providers, case management, community inclusion and empowerment and
choice of senvices. There is also a supplemental employment module. The
survey is conducted in-person or over the telephone. In November 2016, NGF
endorsed 19 measures from the instrument. To date, only a handful of states
have used the HCBS GAHPS, but CMS s promoting greater adoption through a
learning collaborative and technical assistance.

Council on quality and leadership (CQL) personal outcome measures
(POMs)

The Council for Quality and Leadership (CQL) developed the POM tool in 1992
(30, 31). The POMs is an individual-level discovery tool used to determine what
is important to the person receiving supports. Itincludes 21 indicators across 5
factors (My Human Security, My Relationships, My Community, My Choices, My
Goals). CQL-trained interviewers conduct each in person interview. The POMs
tool has primarily been used at the provider level, mostly with providers providing
senvices to individuals with intellectual and developmental disabilties, as part of
an acoredtation process.
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Category

Total group
Gender

Planner

Disability

Service

Living
arrangements

Variable N

Male n=41
Female n=44
No n=33
Yes
Mild
Moderate n=48
Severe/Profound

Residential
Service

Local Service

Outreach
Services

Community n=32
House

Family Home ~ n=45
Lives n=10
Independently

Total self-report

121.32 + 10.95
120.63 £ 10.88
121.97 + 11.00
118.00 £ 11.95
128.44 + 9.80
126.96 + 6.96
121.64 + 11.36
111.20 £ 8.29
123.09 +£9.20

117.32 £ 12.10
127.06 +£7.98

123.09 £ 9.02

119.73 + 12.49
123.25 £ 6.86

Self-report:
independence

30.79 + 3.81
30.68 +3.38
30.89 & 4.21
29.27 +4.20
31.75+3.23
32.76 + 1.96
30.66 + 4.05
26.80 & 3.04
31.28+3.37

29.41 +£4.22
33.00+2.16

31.28+3.37

30.16 4 4.22
32.38 +£2.32

Self-report:
social
participation

41.35 £ 5.89
41.12+6.10
41.57 +£5.66
40.76 + 6.01
4173 £5.77
43.04 +4.31
4113+ 6.10
39.70 & 6.60
41.06 +5.73

40.59 + 6.10
43.69 + 5.16

41.06 +£5.73

4162+ 6.36
41.00 £ 2.97

Self-report:
wellbeing

49.19 £ 3.48
48.88 +3.48
49.48 +3.48
48.00 £ 3.69
49.94 +3.14
50.16 £2.98
49.33 +3.55
47.30 +2.66
50.06 +3.29

47.95 £ 3.51
50.31 £ 3.00

50.06 +3.29

48.47 +3.54
49.76 £ 3.32

Total
observer-report

120.96 £ 11.45
119.97 £ 10.30
121.88 + 12.47
116.72 £ 11.32
123.65 + 10.79
126.32 £7.97
121.02 + 11.97
109.70 £ 7.04
128.40 + 11.19

116.37 £ 11.17
126.68 + 8.72

12340 £ 11.19

118.68 + 11.80
124.00 + 8.48

Observer
report:
independence

30.81 £ 3.93
30.54 +3.89
31.07 +3.99
29.24 £ 4.02
31.81+3.56
33.48 +£2.20
30.48 +3.91
26.70 £ 3.52
30.94 +3.83

29.59 £ 4.07
33.37 +£2.36

30.94 +£3.83

30.36 4 4.16
32.88 +£2.29

Observer
report: social
participation

41.13£5.73
41.02 £5.48
41.23 + 6.00
39.65 +5.36
4213 £5.77
43.04 +4.88
40.92 + 6.26
37.90 £3.57
41.69 +6.12

39.62 £5.28
43.69 +5.12

41.69 £ 6.12

40.71 +£5.79
41.83 £3.77

Observer
report:
wellbeing

4892 4+3.71
48.71 £3.51
49.11 £ 392
47.70 £ 3.57
49.69 + 3.62
49.96 + 3.55
48.87 +£3.74
47.80 +2.82
49.91 + 3.65

47.84 £3.42
49.44 4 4.04

49.91 £ 3.65

48.27 + 3.49
48.63 £4.71

The POS Total is scored out of a potential maximum score of 144. The Independence subscale has a maximum potential score of 36; The Social Participation subscale has a maximum potential score of 54, as does the Wellbeing

subscale. The Self-report and Observer-report have the same scoring structure.
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Predictors

Fixed effects
Intercept
Individual (level 1)
Age
Wornan (ref: man)
Primary communication method: other (ref: verbal/spoken
language)
Decision-making authority (ref independent decision-making)
Assisted decision-making
Ful/plenary guardianship
Other
Race (fef: white)
Indigenous
Asian
Black
Latinx
Other
Multiracial
Complex support needs (ref: none)
Complex medical support needs
Comprehensive behavior support Needs
Both
Residence (ref: provider owned/operated home)
Own home
Family's home
Host home or family foster care
State HOBS group home
State ICF/DD
Private ICF/DD.
Nursing horme
Other
Provider (level 2)
Unduplicated total number of people supported
Geographic region (ref: urban only)
Rural only
Both urban and rural
Services provided
Behavior support services (ref: no)
Therapies (ref: no)
Staffed residential supports (ref: no)

Host home, family foster care, or companion home (ref: no)

In-home supports (own home or family home) (ref: no)
Community-based employment (ref: no)
Community-based day activities (ref: no)
In-home day activities (ref: no)
Facilty-based work/day actiities (ref: no)
Respite care (ref: no)
Recreational activties (ref: no)
Transportation activities (ref: no)
Independent support coordination (ref: no)
Basic Assurances®: Total present
Random effects
Variance (intercept)
Variance (residual)
X2 (N
1cC
Cohen's f2
N (people with IDD)

Model 1: null model

983 (7.85-12.30)
18.29 (17.82-19.31)
828.42"*

0.35 (0.31-0.39)

2,838

Model 2: demographic model
[B (95% CI)]

11.07 (9.21-12.94y*

~0.001 (0,01 0 0.01)
~0.66 (~1.03to ~0.28)"**
~0.18 (~0.7210.0.36)

~0.71(~1.20 to ~0.28)"*
~0.15 (~0.67 10 0.38)
~051(~1.63t00.61)

—1.42 (-2.59 to —0.24)"
~2.90 (-5.52to ~0.28)"
~0.50 (~1.04 10 0.08)
—0.07 (~1.57 10 1.44)
—~1.11 (-4.08 t0 1.85)
—2.44 (~4.65 10 ~0.34)"

~0.36 (~1.0210 0.30)
~0.99 (~1.52 to ~0.46)"™*
~0.82 (~1.60to ~0.03)"

1.90 (1.36-2.45)""
1.50 (0.88-2.11)**
251 (1.46-3.55)"*

-0.97 (-8.19 10 1.25)
0.28(~1.1510 1.70)

—2.49 (-5.26100.27)
066 (~0.56 t0 1.87)
0.41(-0.87 to 1.68)

—0.0004 (—0.0008 to 0.0001)

—1.06 (-2.30 t0 0.20)
—0.34 (-1.73t0 1.05)

~0.26 (~1.56 10 1.09)
1.06 (~0.26 10 2.39)
~0.58 (~1.8010 0.69)
~0.25 (15210 1.03)
062 (~0.47 to 1.71)
042 (-0.89101.72)
~0.86 (~2.3810 0.66)
~062 (~1.74 10 0.50)
~0.25 (~1.41100.91)
~0.05 (-1.15 t0 1.04)
~0.17 (~1.3810 1.04)
0.43(~0.78 t0 1.64)
057 (-0.77 0 1.90)

9.04 (7.04-11.60)
16.94 (15.91-18.05)
511,00
035 (0.31-039)

2,146

Model 3: provider quality
[B (95% C]

5.93 (2.96-8.90)"**

~0.006 (~0.02 to 0.007)
—0.61(-1.02 to —0.20)"*
—0.16 (—0.76 to 0.45)

~0.90 (~1.43to ~0.36)"*
~0.16 (~0.7310 0.42)
—0.54 (-1.77 t0 0.68)

~1.16 (~2.55 t0 0.24)
—1.40 (~4.32 10 1.58)
~0.45 (-1.0210 0.11)
~0.16 (~1.73 10 1.40)
—2.04 (-5.2810 1.20)
—2.37 (~4.64 to ~0.09)"

~0:31 (~1.0310 0.41)
-1.01(-1.58 to —0.44)"*
~0.83 (~1.66 to ~0.01)"

1.60 (0.98-2.22)"

1.44(0.78-2.10)"**

2.48 (1.32-3.63)"*
~0.87 (~8.0810 1.35)
0.004 (~1.48t0 1.49)
—1.78 (~4.95 to 1.49)
058 (~0.68t0 1.83)
—0.06 (—1.47 to 1.35)

—0.0004 (—0.00008 to 0.00007)

—0.64 (~1.8210 0.55)
—0.35 (~1.6410 0.94)

~0.39 (~1.6310 0.85)
1.49 (026 10 2.72)"
—057 (~1.7210 057)
~057 (~1.76 10 0.61)
031(-0.70t0 1.32)
~008 (~1.27 10 1.20)
021 (=127 10 1.70)
—0.72 (-1.77 10 0.33)
0.15 (-0.98 to 1.29)
—~0.44 (—1.46 t0 0.58)
~0.59 (~1.7810 0.56)
0.28(~0.83 t0 1.39)
—0.01 (~1.2810 1.25)
0.07 (0.04-0.11)**

5.61(4.12-7.64)
17.92 (16.75-19.18)
271.30"
0.24(0.20-0.28)
005
1,848

*p < 0.05. *'p < 0.01. ***p < 0.001.
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Program

Customized Employment Discovery (Systems)

Customized Employment Discovery (Services)

Proximal outcomes

Process (31)

« Discovery is an alternative to vocational
assessments and evaluations for persons
eligible for CE and SE.

« Discovery is part of CE or SE.

« Discovery is accurately financed.

« Providers give all eligible job seekers access
to discovery, SE and CE.

« The employment specialist provides all
integrated employment phases.

« Begins discovery with an interview in the job
seekers home or a mutually acceptable
place in the communtty.

« Observe and learn about the job seeker's
personal spaces during interviews and visits
to the job seeker's home

« The employment specialist becomes familiar
with the job seeker's neighborhood and
surrounding area.

« The employment specialist along with others
observes the job seeker completing familiar
activies, assisting if necessary,

« The employment specialist anc/or others
assist the job seeker to complete several
activities in unfamiliar places based on a
determination of his or her vocational
preferences and emerging vocational
themes.

« The employment specialist and the job
seeker, to the extent possible, completes
informational interviews with several
businesses that align with the job seeker's,
skils, tasks, interests, and vocational
themes.

« Review information collected to date,
revisiting and/or including additional
discovery information as needed, to develop
the vocational profle.

« Avocational profile narrative that completely
descrives the job seeker's discovery
process, one that accurately reflects the job
seeker, and answers: Who is this person?

« The Employment specialist and the job
seeker, along with other members of the job
seeker's team, hold a discovery planning
meeting to create an employment plan that
contains businesses to contact for
job development.

Increased number of consumers engaged in CE job development.

Increased number of agencies who provide discovery.

Completion of task-based discovery activties in the home or community location.
Documented narrative descriptions of emerging patterns in employment.

Completion of informational interviews with businesses that align with emerging vocational themes.

Fully developed vocational profile outlining strengths, interests, and needs relate to employment.

Fully develop plan for customized job development with information about potential employers.

Process measures

Number of authorizations for discovery for CE
and SE eligible indivicuals.

Number of qualiied agencies ~providing
discovery.

Amount of funding allocated to discovery.
Percentage of job seekers engaged in
discovery.

Percentage of employment  specialists
engaged in all employment phase.

Time engaged in discovery.

Number of interviews conducted.

Summary of conversations.

Number and types of home observations.
Number and types of neighborhood
observations.

Number and types of activity observations.
Number of activities related to employment.
Number and types of informational interviews.
Time to complete reviews.

Vocational profile is completed.

Schedule and hold an employment planning meeting to review vocational profie and job development plan to employment team.

Benefits plan created.
Accommodations and supports identified.
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Indicators of transition
success

Having a job (employment)
Financial independence

QoL Domains

Direct:
Personal development (including
‘meaningful occupation).
Material well-being, security
Indirect:
Emotional well-being
Social relationships
Social inclusion

Independent living/moving out of the
family home

Material well-being
Rights
Self determination/autonomy

Further education

Personal Development

Growing your social networks,
relationships and being part of your
community

Social relationships
Social inclusion

Physical and mental health/svell-being

Physical well-being
Emotional well-being

These two effect on people’s ability to do
some of the things that impact on other
elements of Qol.
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Number of peer-reviewed academic papers identified as
potentially relevant on title and abstract scan

Number of
papers

Number of publications identified from other sources
(including grey literature)

Total identified for possible inclusion

Number excluded completely on reading full text

Number identified as relevant to introduction/background

Number only relevant in terms of informing methodology
for framework development (ic., they were not related to
social care settings or people with disabilities but looked at
‘methodologies for developing frameworks). Excluded for the
purpose of this paper

Number used for detailed country templates (UK, Australia
and US and not used in the more general review)

14 (UK)
17 (Australia)
5 (USA)
34 Total

Final number of papers, reports and other documents
included in the review of literature on quality frameworks
and indicators and data extracted

40

‘Countries from which literature on Frameworks and
Indicators was included

Usa
Australia

UK

Ireland
Netherlands
Sweden

New Zealand
Lithuania

Europe (generally)
Serbia

Canada

Crechia

Spain

Romania

Greece
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Framework/tool To which Schalock et al. QoL domains could at
least some domains or indicators be mapped?

PD | IRJL RIS ||'SD || MW [ PW || EW

Frameworks where whole domains could be mapped

Bigby et al. (2014, Australia)

The Quality Cube (Netherlands)

ASCOT—Social Care related quality of life (UK and internationally)

Changing our Lives Quality of life Standards (UK)

Social Services Quality Standards (Czechia)

il SN R S N £

Personal Outcomes Measure (the U.S. and internationally)

National Quality Forum framework AND the Home and Community-based Services Outcomes (the U.S.)

National Core Indicators (the US.)

SN EN

Quality of life Outcomes Domain Framework (Ireland)

where i

or parts of domains could be mapped

National standards for residential services for children and adults with disabilities (Ireland)

EQUASS (Europe)

Guidance on a Human Rights-based Approach in Health and Social Care Health Services. By Health
Information and Quality Authority (Ireland)

National longitudinal Transition Study (Shrogren et al) the US.

Standards New Zealand Health and disability services standard NZS 8134: 2021

Quality of lfe impact of services tool (QOLIS) (Europe)

Siska et al. Czech Republic)

National Standards for Disability services (Australia)

NDIS Practice Standards and Quality Indicators (Australia)

Person-centred advocacy, vision, and education (the U.S) vlviwmlvlvy m v |m

SD, self-determination; MW, material well-being; R, rights; PD, personal development (including meaningful occupation); PW, physical well-being; S|, social inclusion; IR,
interpersonal relationships: EW, emotional well-being: [v], link is indirect or related to one indicator only (e.g., employment).
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QoL domain

Self determination/
autonomy

Self-reported indicators—what we would like the
people in receipt of services to say?
« T have choice and control over the big things in life—where I live, who I

live with, where I work, how I spend my money, who provides my
support and what they help me with.

« I have control over my day-to day life—what I do, where I go, what I eat
and drink, when I do things, how I do things.

« Tam provided information about choices, decisions, or opportunities in a
form that I understand.

« Thave a way to communicate my needs, wishes and decisions that works
for me.

« People listen when I tell them or show them what I want.

« T have help (e, an advocate), if I need it, to let others know what I want
and need.

Objective indicators—what would we see and hear?

« Individuals are offered the opportunity and supported to express
preferences and make choices about day-to-day aspects of their lives.

« Staff use appropriate communication to support choice and respect
people’s decisions.

« People’s choices and preferences guide what staff do rather than staff
preferences and agendas.

« People are helped to understand and predict what their day will be like.

« Individuals are supported to understand what is involved in bigger life
decisions, with information provided in an accessible way.

« Where people might find it difficult to make such decisions, services
ensure that the person’s will and preference, based on experience of
supporting the individual over time as well as their previous choices and
decisions, is used to guide decisions.

« Individuals have access to independent help such as an advocate to ensure
their views are heard

« Tattend meetings about my care and support and am involved in
planning my life and my support.

« T get help to achieve the goals I want to achieve.

« Individuals are involved in a meaningful way in identifying goals and
aspirations during planning processes.

+ Individuals are supported to be attend and participate in their planning
‘meetings.

« Tam treated as an individual.

« People are treated as individuals rather than being seen as part of a group
of “residents” or “service users”. They are not “forced” to do things with
others because of how the service is organised.
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NQF domain Items coded

Choice and Control 1,144 49.7%
Community Inclusion 1,757 31.8%
Equity 86 302%
Holistic Health and Functioning 1129 341%
Human and Legal Rights 543 23.8%
Person-Centered Planning and Coordination 524 47.3%
Service Delivery and Effectiveness 784 324%
Across all Domains® 5275 34.6%

Overall sum and percentage exclude items coded into two or more domains.
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NQF
Domain

Social
Connectedness

Not Person-Centered

How many times in the last
month have you visited with
your family members.

Person-Centered

Tam able to keep in contact
with my friends and family
members as much as I want.

Choice &
Control

How much control do you
have over your daily
schedule?

1 have the amount of control 1
want/desire over the supports 1
receive.

Transportation

Logs of community outings

The transportation I use for
my leisure and social activities
meets my needs.

Meaningful
Activity

Frequency counts of
community outings over a
specified period (eg, times
shopping, out to eat, efc.).

1 take part in social activities
that T enjoy as much as I want?
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