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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.
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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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