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Abstract

Background: Research indicates Black, Indigenous, people of colour (BIPOC) with

intellectual and developmental disabilities face disparities in quality of life outcomes.

This study's aim was to examine how ableism and racism impacted the quality of life

of BIPOC with intellectual and developmental disabilities.

Methods: Using a multilevel linear regression, we analysed secondary quality of life

outcome data from Personal Outcome Measures® interviews with 1393 BIPOC with

intellectual and developmental disabilities and implicit ableism and racism data from

the 128 regions of the United States in which they lived (discrimination data came

from 7.4 million people).

Results: When BIPOC with intellectual and developmental disabilities lived in regions

of the United States which were more ableist and racist, they had a lower quality of

life, regardless of their demographics.

Conclusion: Ableism and racism are a direct threat to BIPOC with intellectual and

developmental disabilities' health, wellbeing, and overall quality of life.
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1 | INTRODUCTION

When it comes to disability, quality of life measures were originally

utilised in a way that reinforced ableism, rather than examined its

impacts – they were originally developed for the purpose of examin-

ing the ‘burden’ of disability (Albrecht & Devlieger, 1999; Buntinx &

Schalock, 2010; Cieza & Stucki, 2005; Schalock et al., 2002). How-

ever, many quality of life measures used with people with disabilities

have since been reconceptualized to be more holistic, emphasising

person-centred outcomes (Schalock, 2004; Schalock et al., 2002;

Verdugo et al., 2005). Quality of life is considered to contain a wide

range of domains, including: emotional well-being; interpersonal rela-

tions; material well-being; personal development; physical well-being;

self-determination; social inclusion; and, rights (Schalock, 2004;

Schalock et al., 2002, 2010). Quality of life measures and research also

recognise that quality of life is multidimensional – that individuals,

communities, systems, and society all impact quality of life (Claes

et al., 2012; G�omez et al., 2016; Houseworth et al., 2018; Simões &

Santos, 2017).

1.1 | Discrimination and health

People with intellectual and developmental disabilities and/or Black,

Indigenous, people of colour (BIPOC) face disparities in quality of life

compared to their White and nondisabled peers. Research suggests

people with intellectual and developmental disabilities have a lower

quality of life than people without disabilities (Blaskowitz et al., 2020;

Lin & Huang, 2019; Simões & Santos, 2016; Van Heijst &

Geurts, 2015). Furthermore, BIPOC with intellectual and developmental
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disabilities often have an even lower quality of life than White people

with intellectual and developmental disabilities (Bradley et al., 2021;

Friedman, 2022). For example, even when other sociodemographics

were controlled, Asian, Indigenous, and multiracial people with intellec-

tual and developmental disabilities in Friedman's (2022) study had fewer

quality of life outcomes present in their lives than White people with

intellectual and developmental disabilities. Similarly, Black people with

intellectual and developmental disabilities in Bradley et al.'s (2021)

research were less likely to have control over their lives, such as where

and with whom they live, over their daily schedule, and self-direction of

their services, than White people with intellectual and developmental

disabilities. (It should be noted we could not find information about the

cultural considerations undertaken during measure development for

these tools about quality of life; this is a limitation of these findings in

the literature, and likely also speaks to the larger issues with a lack of

research about these intersecting populations.)

While research indicates BIPOC with intellectual and develop-

mental disabilities are multiply marginalised and face disparities

when it comes to quality of life, less is known about the direct

impact ableism and racism can have on quality of life. However,

there is a significant amount of research that highlights the impact

of discrimination on health outcomes in the general population

(Braveman & Gottlieb, 2014; Compton & Shim, 2015; Currie

et al., 2009; Kim et al., 2012; Krieger, 2014; Paradies et al., 2015;

Raphael, 2006; United States Department of Health & Human

Services, 2015; World Health Organization, 2010). Both ableism

and racism negatively impact BIPOC with intellectual and develop-

mental disabilities' health outcomes and contribute to health ineq-

uities. As such, they are social determinants of health – conditions

in the environments in which people live, work, and play that

impact people's health (Compton & Shim, 2015; Emerson

et al., 2011; Fanta et al., 2021; Llewellyn et al., 2015; World Health

Organization, 2010). Racism, ableism, and other forms of prejudice

contribute to health inequities, particularly because they are linked

to structures, policies, and attitudes (Braveman & Gottlieb, 2014;

Compton & Shim, 2015; Currie et al., 2009; Kim et al., 2012;

Krieger, 2014; Paradies et al., 2015; Raphael, 2006; United States

Department of Health & Human Services, 2015; World Health

Organization, 2010).

Moreover, ableism and racism in health care have been found to

negatively impact the health outcomes of BIPOC with disabilities

(Andrews et al., 2020; Emerson et al., 2011; Peña-Guzmán &

Reynolds, 2019). For example, Akobirshoev et al. (2020) found Black

and Hispanic children with disabilities had poorer physical and oral

health outcomes than White children with disabilities. BIPOC with

intellectual and developmental disabilities are less likely to experience

routine health care, have more unmet needs, and have worse health

outcomes than White people with intellectual and developmental dis-

abilities (Akobirshoev et al., 2019, 2020; Landes et al., 2022; Li

et al., 2021; Magaña et al., 2013; Magaña et al., 2016; Scott &

Havercamp, 2014; Smith et al., 2020). For example, in their study,

Magaña et al. (2016) found Black and Latino adults with intellectual

and developmental disabilities had worse physical and mental health

outcomes than White adults with intellectual and developmental dis-

abilities, and Black and Latino adults without intellectual and develop-

mental disabilities. Moreover, Landes et al. (2022) found inequities in

age at death among people with intellectual and developmental dis-

abilities, with White people with intellectual and developmental dis-

abilities being significantly older at death than Asian/Pacific Islander,

Black, Latino, and Indigenous people with intellectual and develop-

mental disabilities.

1.2 | What about quality of life beyond health?

Although health is an important component of quality of life, it alone

does not wholly encompass quality of life. Despite the structural com-

ponents of prejudice and discrimination, as well as research indicating

disparities in quality of life among people with intellectual and devel-

opmental disabilities and BIPOC, there is very little research directly

examining how ableism and/or racism impact people's overall quality

of life (beyond health), especially for BIPOC with intellectual and

developmental disabilities. However, the research that does exist is

important, helping to show a definitive link between discrimination

and quality of life. For example, Ng et al. (2015) found perceived (self-

reported) discrimination negatively impacted the overall quality of life

of Chinese immigrants to Hong Kong. Friedman (2018b) found people

with disabilities (across disability) who were not respected had a lower

quality of life. Exploring the intersection between race and disability,

Logie et al.'s (2013) study of Black HIV-positive women found that

racial discrimination negatively impacted the women's quality of life

specifically related to social relationships and environments; they also

found that HIV-related stigma resulted in lower quality of life. In addi-

tion, Merluzzi et al. (2015) found discrimination hindered the quality

of life of Black women with cancer.

Given the important role ableism and racism can play in people's

quality of life, as well as the dearth of research exploring the topic,

especially for multiply marginalised people, the aim of this study was

to examine how ableism and racism impacted the quality of life of

BIPOC with intellectual and developmental disabilities. Our research

question was: what is the relationship between ableism, racism, and

quality of life of BIPOC with intellectual and developmental disabil-

ities? To explore this research question, we analysed secondary qual-

ity of life outcome data from Personal Outcome Measures®

interviews with 1393 BIPOC with intellectual and developmental dis-

abilities and implicit ableism and racism data from the 128 regions of

the United States in which they lived (discrimination data came from

7.4 million people).

2 | METHODS

This was a secondary data analysis. As such, our IRB determined it

was exempt from review.
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2.1 | Data and measures

2.1.1 | Quality of life outcomes (level 1: Individual)

Data about BIPOC with intellectual and developmental disabilities'

quality of life outcomes came from the Personal Outcome Measures®

(The Council on Quality and Leadership, 2017). The Personal Out-

come Measures® is a person-centred quality of life tool. Developed

based on focus groups with people with disabilities and their families

about what really mattered in their 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 (Friedman, 2018a;

The Council on Quality and Leadership, 2017). The most recent ver-

sion of the Personal Outcome Measures® (2017) includes 21 quality

of life outcomes organised into the following factors: human security;

community; relationships; choices; and goals.

Administration of the Personal Outcome Measures® occurs in

three stages. In the first stage, a certified reliable interviewer has an

in-depth conversation with the person with intellectual and develop-

mental disabilities about each of the outcomes, following specific

open-ended prompts. In the second stage, the interviewer speaks with

someone who knows the person with intellectual and developmental

disabilities well and who knows about the organisational supports the

person receives. In the third stage, the interviewer may conduct

record reviews or observe the person with intellectual and develop-

mental disabilities in their environments if needed. Otherwise, the

interviewer uses all of the information gathered to complete decision

trees (see The Council on Quality and Leadership (2017) for decision-

trees) to determine if each of the 21 outcomes are present (1) or not

(0). The 21 outcomes are then summed to represent the total number

of quality of life outcomes present in each person's life.

Personal Outcome Measures® data were originally collected from

between January 2014 through December 2021 from organisations

that provide services to people with intellectual and developmental

disabilities, including: residential services; employment and other

work/day services; family and individual supports; behavioural health

care; service coordination; case management; non-traditional supports

(micro-boards and co-ops); and human services systems. These data

were deidentified and transferred to the research team; the data con-

tained Personal Outcome Measures® interviews for 1393 BIPOC with

intellectual and developmental disabilities (people with at least one

intellectual and/or developmental disability).

2.1.2 | Ableism and racism (level 2: Region)

Data about regions' prejudice – their ableism and racism – came from

Implicit Association Tests (IATs). The IAT measures implicit (uncon-

scious) attitudes by examining people's associations and attitudes.

When taking the IAT, people sort stimuli in ways that are congruent

and incongruent with stereotypes, while their reaction time is mea-

sured. The quicker people's reaction times, the stronger their

association between groups and traits. Scores of 0.15–0.34 reveal a

slight preference for the social majority group, 0.35–0.64 a moderate

preference, and 0.65–2.0 a strong preference (Greenwald

et al., 2003). Negative values of the same ranges reveal preferences

for the social minority group, and scores from �0.14 to 0.14 reveal no

preference (Greenwald et al., 2003). The IAT has test–retest reliability,

and construct, convergent, and discriminant validity (Cunningham

et al., 2001; Egloff et al., 2005; Greenwald et al., 2009, 2020; Lindgren

et al., 2018; Nosek et al., 2007; Nosek & Smyth, 2007). The predictive

validity of IATs has also been documented, including related to health

care and health outcomes (Greenwald et al., 2009; Nosek et al., 2007).

For example, research has found a relationship between physicians'

implicit bias and their clinical decision making for Black patients, as

well as poorer health outcomes among BIPOC when they live in

regions and states higher in implicit racism (Green et al., 2007; Splan

et al., 2021; Zestcott et al., 2021).

Data about implicit ableism and racism were obtained from Pro-

ject Implicit (Xu et al., 2014), a public website where people can test

their implicit attitudes. A total of 5.9 million people participated in the

race IAT (2002–2021) and provided information about their residency.

In addition, 1.5 million participated in the disability attitudes IAT

(2004–2021) and provided information about their residency. IAT

scores were aggregated across years; then they were aggregated by

region, utilising metropolitan statistical areas (MSAs). The

United States Census Bureau (2016) defines a MSA as: “the county or

counties (or equivalent entities) associated with at least one urbanized

area of at least 50,000 population, plus adjacent counties having a

high degree of social and economic integration with the core as mea-

sured through commuting ties” (n.p.). The region's (MSA's) mean score

on the race and disability IATs (across years) served as the region's

ableism and racism scores, respectively.

2.2 | Participants and regions

The data included 1393 BIPOC with intellectual and developmental

disabilities (level 1) who lived in 128 different regions (level 2). The

mean age of BIPOC with intellectual and developmental disabilities in

this study was 43.1 (SD = 15.6; Table 1). Slightly more than half of

participants (52.8%) were Women. The most prominent race was

Black (66.9%). While all participants had an intellectual and/or devel-

opmental disability, many participants also had additional disabilities;

the most common additional disabilities were: seizure disorder

(14.5%); other mental/psychiatric disability (12.6%); and mood disor-

der (11.3%). More than two-thirds of people (83.5%) primarily com-

municated through verbal/spoken language. Of the participants, 7.9%

had complex medical support needs (12+ hours of skilled nursing care

a day), 19.8% comprehensive behaviour support needs (24 h supervi-

sion due to risk of dangerous behaviour or harm), and 3.4% had both

forms of support needs. The most common residence types were pro-

vider owned/operated homes (36.2%), their own homes (24.5%), and

family homes (26.0%). In terms of decision-making authority (guard-

ianship), 31.5% had independent decision-making, 26.6% assisted
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decision-making, 39.1% full/plenary guardianship, and 2.8% other

forms of decision-making.

Regions' ableism ranged from 0.44 to 0.58, with a mean of 0.51

(SD = 0.02), which is moderate preference for nondisabled people.

Regions' racism ranged from 0.22 to 0.36, with a mean of 0.29

(SD = 0.03), which is moderate preference for White people.

2.3 | Analyses

We first analysed descriptive statistics. Next, we used a multilevel lin-

ear regression (linear mixed model) to examine the impact of regions'

ableism and racism on the quality of life outcomes of BIPOC with

intellectual and developmental disabilities. This method was used to

account for the nested structure of the data between individual

BIPOC with intellectual and developmental disabilities (level 1;

n = 1393) and regions (level 2; n = 128).

First, we ran a null intercept-only unconditional model with only

the total quality of life outcomes as the dependent variable and the

random intercept to examine variation in quality of life outcomes by

region (maximum likelihood estimation was used). In the next model,

we entered all demographic variables as fixed-effects. In the final

model, regions' ableism and racism were added as fixed-effect vari-

ables. Intraclass correlation coefficients (ICCs) were calculated for

each model to indicate variance in quality of life outcomes attributed

to different regions. We calculated ICC by dividing the intercept vari-

ance by the sum of the intercept and residual variance. Confidence

intervals (CIs) were set at 95%.

3 | RESULTS

BIPOC with intellectual and developmental disabilities had an average

of 10.47 out of a possible 21 quality of life outcomes present

(SD = 5.43), the equivalent of 49.9% of outcomes (see Figure 1). We

used linear multilevel models to examine if BIPOC with intellectual

and developmental disabilities' quality of life outcomes differed

depending on the prejudice of the regions in which they lived. In the

first unconditional (null) model, which was calculated without any cov-

ariates, the ICC indicated 22.5% of the total variation in BIPOC with

intellectual and developmental disabilities' quality of life outcomes

was attributed to differences between regions (Table 2).

Model 2 incorporated BIPOC with intellectual and developmental

disabilities' demographic characteristics (Table 2). After adjusting for

demographic covariates, the variation in intercepts between regions

(ICC) was 28.6%. A number of demographic covariates were

TABLE 1 Demographics (n = 1393).

Characteristic n %

Age (M (SD)) 43.1 (15.6)

Gender (n = 1304)

Man 579 44.4%

Woman 55.6 52.8%

Race

Black 848 66.9%

Latinx 114 9.0%

Indigenous 86 6.8%

Asian 40 3.2%

Other 160 12.6%

Multiracial 27 1.7%

Intellectual and developmental disabilities

Autism 225 16.2%

Cerebral palsy 117 12.7%

Down syndrome 87 6.2%

Other intellectual/developmental disability 1247 89.5%

Additional disabilities/diagnoses

Anxiety disorder 112 8.0%

Behaviour challenges 132 9.5%

Brain injury 24 1.7%

Hearing loss/Deaf 42 3.0%

Impulse control disorder 72 5.2%

Vision loss/blind 49 3.5%

Mood disorder 157 11.3%

Personality/psychotic disorder 106 7.6%

Physical disability 65 4.7%

Seizure disorder 202 14.5%

Other mental/psychiatric disability 176 12.6%

Primary communication method (n = 1252)

Verbal/spoken language 1045 83.5%

Other 207 16.5%

Complex support needs (n = 1141)

None 786 68.9%

Complex medical support needs 90 7.9%

Comprehensive behaviour support needs 226 19.8%

Both 39 3.4%

Residence (n = 1059)

Provider owned/operated home 383 36.2%

Own home 259 24.5%

Family's home 275 26.0%

Host home or family foster care 60 5.7%

State HCBS group home 29 2.7%

ICF 15 1.4%

Other 38 3.6%

Decision-making authority (n = 1227)

Independent decision-making 387 31.5%

Assisted decision-making 326 26.6%

(Continues)

TABLE 1 (Continued)

Characteristic n %

Full/plenary guardianship 480 39.1%

Other 34 2.8%
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significant. Controlling for all other variables, for every 1-year increase

in age, BIPOC with intellectual and developmental disabilities' quality

of life outcomes increased by 0.05 (CI [0.02, 0.08]). Controlling for all

other variables, people with intellectual and developmental disabilities

who identified their race as ‘other’ had 3.42 fewer outcomes present

(CI [�5.07, �1.77]) than Black people with intellectual and develop-

mental disabilities. Controlling for all other variables, BIPOC with

cerebral palsy had 2.04 fewer outcomes present (CI [�3.33, �0.76])

than BIPOC with intellectual and developmental disabilities without

cerebral palsy. Controlling for all other variables, BIPOC with intellec-

tual and developmental disabilities and impulse control disorder had

2.00 more outcomes present (CI [0.18, 3.81]) than BIPOC with intel-

lectual and developmental disabilities who did not have impulse con-

trol disorder. Controlling for all other variables, BIPOC with

intellectual and developmental disabilities with physical disabilities

had 2.58 more outcomes present (CI [0.47, 4.69]) than BIPOC intellec-

tual and developmental disabilities without physical disabilities. Con-

trolling for all other variables, compared to BIPOC with intellectual

and developmental disabilities who lived in provider owned/operated

homes, those that lived in their own homes (B = 1.57 [0.39, 2.74]) and

family homes (B = 2.16 [1.05, 3.28]) had more outcomes present.

Controlling for all other variables, BIPOC with intellectual and devel-

opmental disabilities who had full/plenary guardianship had 1.08

fewer outcomes present (CI [�2.10, �0.07]) than BIPOC with intellec-

tual and developmental disabilities with independent decision-making.

Model 3 incorporated regions' prejudice – ableism and racism

(Table 2). After adjusting for prejudice in Model 3, the variation in

intercepts between regions (ICC) reduced to 20.5%, suggesting able-

ism and racism partly explain the variation in BIPOC with intellectual

and developmental disabilities' quality of life outcomes. The model

indicated the more ableism and racism in the region in which they

lived, the fewer quality of life outcomes BIPOC with intellectual and

developmental disabilities had present – the more prejudiced their

region, the worse BIPOC with intellectual and developmental

disabilities' quality of life. For every 0.01 increase in ableism in their

region, BIPOC with intellectual and developmental disabilities' quality

of life outcomes decreased by 0.41 (B = �41.28 [�79.11, �3.45]),

regardless of demographics (Figure 2). Similarly, for every 0.01

increase in racism in their region, BIPOC with intellectual and devel-

opmental disabilities' quality of life outcomes decreased by 0.53

(B = �53.18 [�77.56, �28.80]), controlling for all other variables.

In addition to prejudice, several demographic covariates were also

significant in Model 3. Controlling for all other variables (including

regions' ableism and racism), for every 1-year increase in age, BIPOC

with intellectual and developmental disabilities' quality of life out-

comes increased by 0.07 (CI [0.03, 0.10]). Controlling for all other vari-

ables, people with intellectual and developmental disabilities who

identified their race as ‘other’ had 3.63 fewer outcomes present

(CI [�5.38, �1.87]) than Black people with intellectual and develop-

mental disabilities. Controlling for all other variables, BIPOC with

intellectual and developmental disabilities with ‘behaviour challenges’
had 1.89 fewer outcomes present (CI [�3.50, �0.28]) than BIPOC

with intellectual and developmental disabilities without ‘behaviour
challenges.’ Controlling for all other variables, BIPOC with cerebral

palsy had 2.04 fewer outcomes present (CI [�3.47, �0.62]) than

BIPOC with intellectual and developmental disabilities without cere-

bral palsy. Controlling for all other variables, BIPOC with intellectual

and developmental disabilities and impulse control disorder had 2.48

more outcomes present (CI [0.50, 4.47]) than BIPOC with intellectual

and developmental disabilities without impulse control disorder. Con-

trolling for all other variables, BIPOC with intellectual and develop-

mental disabilities who lived in their own homes (B = 1.33 [0.02,

2.63]) and family homes (B = 1.99 [0.80, 3.18]) had more outcomes

present than BIPOC with intellectual and developmental disabilities

who lived in provider owned/operated homes. Controlling for all other

variables, BIPOC with intellectual and developmental disabilities who

had full/plenary guardianship had 1.58 fewer outcomes present

(CI [�2.71, �0.45]) than BIPOC with intellectual and developmental

disabilities with independent decision-making.

4 | DISCUSSION

While research indicates discrimination impacts different areas of

physical and mental health, to our knowledge, this was one of the first

studies to examine the relationship between ableism, racism, and the

quality of life of BIPOC with intellectual and developmental disabil-

ities, especially from beyond an interpersonal level of discrimination.

Our findings suggest that when BIPOC with intellectual and develop-

mental disabilities live in regions of the United States which are more

ableist and racist, they have a lower quality of life, regardless of their

demographic characteristics. In fact, BIPOC with intellectual and

developmental disabilities' quality of life outcomes decreased by 0.41

for every 0.01 increase in ableism in the region in which they lived

and decreased by 0.53 for every 0.01 increase in racism in the region.

While there is less research about the impact of discrimination on

quality of life, most of the existing research that examines the impact

F IGURE 1 Quality of life outcomes of BIPOC with intellectual
and developmental disabilities.
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TABLE 2 The impact of ableism and racism on quality of life outcomes: Multilevel linear regression models.

Model 1: Null Model 2: Demographics Model 3: Discrimination

Fixed effects

Intercept 9.58 [7.06, 12.10]*** 45.82 [25.01, 66.63]***

Individual (level 1)

Age 0.05 [0.02, 0.08]** 0.07 [0.03, 0.10]***

Woman (ref: man) �0.57 [�1.37, 0.24] �0.53 [�1.40, 0.34]

Race (ref: Black)

Indigenous �0.28 [�2.41, 1.85] �0.76 [�3.17, 1.65]

Latinx �0.52 [�3.33, 2.28] �0.65 [�3.90, 2.60]

Asian �1.75 [�3.54, 0.05] �1.47 [�3.54, 0.60]

Other �3.42 [�5.07, �1.77]*** �3.63 [�5.38, �1.87]***

Multiracial 3.07 [�1.10, 7.23] 3.27 [�1.96, 8.49]

Disabilities/diagnoses

Anxiety disorder (ref: no) �0.15 [�1.74, 1.43] 0.08 [�1.69, 1.84]

Autism (ref: no) 0.09 [�1.08, 1.25] 0.62 [�0.65, 1.90]

Behaviour challenges (ref: no) �1.35 [�2.82, 0.12] �1.89 [�3.50, �0.28]*

Brain injury (ref: no) �0.34 [�2.72, 2.03] 0.14 [�2.50, 2.78]

Cerebral Palsy (ref: no) �2.04 [�3.33, �0.76]** �2.04 [�3.47, �0.62]**

Down syndrome (ref: no) 1.13 [�0.99, 3.25] 1.50 [�0.81, 3.82]

Hearing loss/Deaf (ref: no) 1.76 [�1.04, 4.57] �0.17 [�3.75, 3.41]

Impulse control disorder (ref: no) 2.00 [0.18, 3.81]* 2.48 [0.50, 4.47]*

Vision loss/blind (ref: no) 0.38 [�1.55, 2.31] 0.001 [�2.12, 2.12]

Mood disorder (ref: no) �0.49 [�1.72, 0.74] 0.12 [�1.21, 1.45]

Personality/psychotic disorder (ref: no) �0.86 [�2.21, 0.49] �0.88 [�2.44, 0.68]

Physical disability (ref: no) 2.58 [0.47, 4.69]* 2.08 [�0.25, 4.40]

Seizure disorder (ref: no) 0.06 [�1.14, 1.26] �0.27 [�1.61, 1.07]

Other intellectual/developmental disability

(ref: no)

�0.81 [�2.49, 0.86] �0.93 [�2.79, 0.94]

Other mental/psychiatric disability (ref: no) �0.73 [�1.90, 0.44] �0.70 [�1.99, 0.58]

Primary communication method: other (ref:

verbal/spoken language)

�0.36 [�1.56, 0.84] �0.04 [�1.37, 1.28]

Complex support needs (ref: none)

Complex medical support needs 0.39 [�1.16, 1.94] 0.64 [�1.04, 2.33]

Comprehensive behaviour support needs 0.14 [�0.91, 1.20] 0.15 [�0.99, 1.30]

Both 0.73 [�1.51, 2.97] 0.06 [�2.40, 2.53]

Residence (ref: provider owned/operated home)

Own home 1.57 [0.39, 2.74]** 1.33 [0.02, 2.63]*

Family's home 2.16 [1.05, 3.28]*** 1.99 [0.80, 3.18]**

Host home or family foster care 0.61 [�1.27, 2.48] 0.75 [�1.22, 2.72]

State HCBS group home 0.15 [�2.23, 2.53] 0.02 [�2.96, 3.00]

ICF �0.61 [�4.61, 3.39] �2.23 [�7.12, 2.66]

Other 1.46 [�0.79, 3.72] 1.51 [�1.08, 4.10]

Decision-making authority (ref: independent

decision-making)

Assisted decision-making �0.07 [�1.13, 0.99] �0.34 [�1.49, 0.81]

Full/plenary guardianship �1.08 [�2.10, �0.07]* �1.58 [�2.71, �0.45]**

Other �1.17 [�3.41, 1.08] �1.87 [�4.45, 0.71]

(Continues)
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on health focuses specifically on interpersonal discrimination, rather

than structural, institutional discrimination (Krieger, 2014). Ableism

and racism operate on many levels, not just interpersonal interactions

and attitudes. Often, organisations serve BIPOC with intellectual and

developmental disabilities unequally, there is an overall culture that

does not prioritise the needs of BIPOC with intellectual and develop-

mental disabilities, and there are systems and structures set up in

ways that disadvantage BIPOC with intellectual and developmental

disabilities. Moreover, while ableism and racism rarely manifest in iso-

lation, especially for BIPOC with intellectual and developmental dis-

abilities, the intersection between the two forms of discrimination is

rarely recognised or explored. In fact, Black disabled social worker

Vilissa Thompson (2020) notes,

our Blackness is often seen as a distraction in the dis-

ability justice movement. And our concerns are rarely

prioritized by other movements because people fail to

see how our lives are impacted by white supremacy

and ableist culture. But we can't have our race or dis-

ability take a backseat because fragmenting our iden-

tity means we are not seen. And without truly seeing

one another, liberation can't happen. (n.p.)

All of these forms and levels of discrimination, including the intersec-

tions between different types of discrimination, lead to the disparities

people face, negatively impacting their quality of life, including physi-

cal and mental well-being, rights, community integration, relationships,

and opportunities and choices. As such, ableism and racism are a

direct threat to BIPOC with intellectual and developmental disabilities'

health, wellbeing, and overall quality of life.

4.1 | Demographic factors correlated with quality
of life

In addition to ableism and racism, there were a number of demo-

graphic variables that were correlated with BIPOC with intellectual

and developmental disabilities' quality of life outcomes. For example,

BIPOC with intellectual and developmental disabilities had more out-

comes present the greater their age. This finding may seem counterin-

tuitive given the added impact of ageism for older BIPOC with

intellectual and developmental disabilities; however, older BIPOC with

intellectual and developmental disabilities may have different priori-

ties and expectations as they age. For example, they may come to

value interdependence more as they age, and, thus, having less inde-

pendence may not negatively impact their quality of life (Alden &

Toth-Cohen, 2015). In addition, as many people expect to acquire

more impairments as they age, facing additional challenges does not

necessarily hinder people's quality of life as long as they adapt psy-

chologically (Levasseur et al., 2008). In fact, resilience is associated

with a better quality of life, helping to serve as a buffer for social and

structural discrimination, marginalisation, internalised stigma,

and transitions through life stages, including for older adults, BIPOC,

and people with intellectual and developmental disabilities (Bowleg

et al., 2003; Halkitis et al., 2017; MacLeod et al., 2016; Musich

et al., 2022; Scheffers et al., 2020; Silván-Ferrero et al., 2020; Tan

et al., 2021). BIPOC with intellectual and developmental disabilities

may have also had a higher quality of life as they aged because human

service organisations may be more likely to pay more attention to the

needs of people as they age and provide them with more supports to

promote their quality of life outcomes (Friedman, 2019b; Schepens

et al., 2019).

TABLE 2 (Continued)

Model 1: Null Model 2: Demographics Model 3: Discrimination

Region (level 2)

Ableism �41.28 [�79.11, �3.45]*

Racism �53.18 [�77.56, �28.80]***

Random effects

Variance (intercept) 6.94 [4.41, 10.92] 7.45 [4.50, 12.34] 4.84 [2.40, 9.74]

Variance (residual) 23.86 [21.59, 26.38] 18.57 [16.32, 21.12] 18.74 [16.32, 21.52]

χ2 (1) 3281.58*** 1054.74*** 36.72***

ICC 0.23 [0.17, 0.29] 0.29 [0.22, 0.37] 0.21 [0.13, 0.31]

F IGURE 2 The impact of ableism and racism on the quality of life
of BIPOC with intellectual and developmental disabilities. Model
controls for participant demographics.
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BIPOC with intellectual and developmental disabilities who lived

in their own homes and family homes had more quality of life out-

comes than BIPOC with intellectual and developmental disabilities

who lived in provider owned/operated homes (e.g., group homes).

This finding reflects past research which indicates people with intel-

lectual and developmental disabilities have a better quality of life in

individualised, community-based settings, such as their own homes

and family homes, rather than congregate settings, such as

community-based group homes (Friedman, 2019a; Hemp et al., 2014;

Larson et al., 2013; Mansell & Beadle-Brown, 2004; Simões &

Santos, 2017). Continued efforts need to be made to expand BIPOC

with intellectual and developmental disabilities' opportunities to live

in their own homes and with family members, rather than congregate

care, especially given the high mortality rates in congregate settings

during the COVID-19 pandemic (Chidambaram, 2022).

BIPOC with intellectual and developmental disabilities with

impulse control disorder had more outcomes present than BIPOC

with intellectual and developmental disabilities without impulse con-

trol disorder. Conversely, BIPOC with intellectual and developmental

disabilities with cerebral palsy, and diagnosed with ‘behaviour chal-

lenges’ had fewer quality of life outcomes present than BIPOC with

intellectual and developmental disabilities that did not have these spe-

cific disabilities/diagnoses. As far as ‘behaviour challenges,’ people

may be participating in these behaviours as a way to communicate

they are experiencing secondary conditions, are being abused, and/or

are experiencing trauma that is negatively impacting their quality of

life (De Winter et al., 2011; Gardiner, 2017; Gentile, 2019; Poppes

et al., 2010). It is also important to recognise that racism plays a role

in how behaviour is interpreted, overdiagnosis, and misdiagnosis

(Schwartz & Blankenship, 2014); as such, this finding may be due to

related to discrepancies in how different BIPOC groups were diag-

nosed with ‘behaviour challenges.’ More research is needed to

explore this relationship, as well as why BIPOC with cerebral palsy

had fewer outcomes present and BIPOC with impulse control disorder

more outcomes present.

BIPOC with intellectual and developmental disabilities who had

full/plenary guardianship had fewer quality of life outcomes present

than BIPOC with intellectual and developmental disabilities who had

independent decision-making – did not have guardianship – regardless

of their other demographics, including support needs. Research indi-

cates disparities for people with disabilities with full/plenary guardian-

ship are not uncommon (Friedman, 2019b, 2021; Friedman

et al., 2018; Friedman & VanPuymbrouck, 2018). Not only does

research suggest people with full/plenary guardianship receive fewer

organisational supports to facilitate their quality of life than people

with independent decision-making (Friedman, 2019b, 2021; Friedman

et al., 2018; Friedman & VanPuymbrouck, 2018), guardianship in the

United States is often applied in a broad sweeping manner, resulting

in a widespread restriction on people's rights (Salzman, 2011). Given

full/plenary guardianship often results in significant rights restrictions,

it is not surprising that BIPOC with intellectual and developmental dis-

abilities with full/plenary guardianship had a lower quality of life.

While not surprising, it is problematic, especially given the

implications of a sweeping system when it comes to the influence of

ableism and racism on those decisions. In many states, there has been

an effort to implement supported decision-making, a less restrictive

guardianship model that focuses on supporting people with intellec-

tual and developmental disabilities and maximising their rights and

decision-making opportunities (Gooding, 2013; Salzman, 2011;

VanPuymbrouck, 2017). Given the disparities in this study, doing so

may also help promote the quality of life of BIPOC with intellectual

and developmental disabilities.

4.2 | Limitations

When interpreting these findings, a number of limitations should be

noted. This was a secondary data analysis; as such, we did not have

the ability to ask additional or follow-up questions. For example,

we did not have information about socioeconomic status, which

may impact people's quality of life. In addition, the Personal Out-

come Measures® was designed and validated in English, which

may mean it was used with fewer non-English understanding indi-

viduals. We also did not have information on the demographics of

the people with disabilities involved in the initial Personal Out-

come Measures® development in the 1990s, so we cannot deter-

mine cultural relativity. Moreover, quality of life outcome data

came from organisations that support people with intellectual and

developmental disabilities. As a result, BIPOC with intellectual and

developmental disabilities who did not have a relationship with a

human service provider/organisation would not have been

included in this study.

Both BIPOC and people with intellectual and developmental dis-

abilities are heterogenous communities and groups – ableism and rac-

ism impact some BIPOC with intellectual and developmental

disabilities subgroups in different ways than others. For example,

while White supremacy impacts all BIPOC, it can manifest differently

depending on racial group. In addition, while implicit attitudes were

aggregated to represent ableism and racism of regions, they may not

necessarily reflect the interpersonal discrimination individual people

face with those they interact with in their daily lives; moreover, MSAs

represent large areas and there may be differences within regions that

we were not able to explore. In addition, implicit attitudes were aggre-

gated across years as a proxy for the culture of bias in the regions; as

a result, the years of the attitude data may not align with the exact

year of the Personal Outcome Measure® interview for each person.

People volunteered to participate in the Project Implicit IATs,

resulting in a risk of self-selection bias. In addition, there are a number

of critiques of the IAT, including relating to its generalizability and

validity; however, evidence suggests IATs predict social behaviour and

social judgements, including doing so better than explicit measures

(Greenwald et al., 2009). We believe these limitations also represent

opportunities for future study, especially given the harmful effects of

ableism and racism on BIPOC with intellectual and developmental dis-

abilities' quality of life, as well as the limited research directly explor-

ing the topic.
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5 | CONCLUSION

Quality of life is multidimensional, with individual, organisational, and

institutional factors all impacting people's quality of life. Discrimina-

tion is widely recognised as a social determinant of health

(Compton & Shim, 2015; Fanta et al., 2021; Krieger, 2014; Llewellyn

et al., 2015; World Health Organization, 2010). The findings of this

study suggest that ableism and racism also hinder the overall quality

of life of BIPOC with intellectual and developmental disabilities. When

BIPOC with intellectual and developmental disabilities lived in regions

of the United States higher in ableism and racism, they were less likely

to have a high quality of life. To truly promote the quality of life of

BIPOC intellectual and developmental disabilities, ableism and racism

must be dismantled.
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