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{ Among persons with intellectual disability, Schalock et al. (2008) defined 
QoL within a model comprised of three factors and eight associated 

domains. The factor labelled independence includes personal development 
and self-determination domains, the social participation factor includes 

interpersonal relations, social inclusion, and rights domains, and the 
wellbeing factor includes emotional, physical, and material domains.
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Behavior analysis recognizes the importance of QoL for 
persons with intellectual disability, but the scope of practice 
and research is not expansive and continues to evolve. The 
present study demonstrated an approach to care  provider 
assessment that can inform the direction of QoL initiatives 

within behavioral services organizations.
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Disability (Cummins, 1997). Brown et al. (2013) empha-
sized that measurement should document subjective and 
objective indicators of QoL that are common to all people 
but also personally unique and idiosyncratic. Furthermore, 
as a concern voiced by other practitioners and research-
ers, QoL indicators measured subjectively and objectively 
should be incorporated to merge policy and practice values 
within human services organizations (Cummins, 2004; Keith 
& Bonham, 2005; Schalock & Verdugo, 2012; Schalock 
et al., 2007).

Relative to behavior analytic services, Schwartz and Kelly 
(2021) advised that a QoL framework be fully integrated and 
adopted to inform practice decisions. Specifically, improv-
ing QoL for persons with intellectual disability is consistent 
with applied behavior analysis (ABA) guiding principles 
(Baer et al., 1968). The goals of promoting personal auton-
omy (Bannerman et al., 1990), addressing determinants of 
social validity (Wolf, 1978), and assessing indices of hap-
piness (Dillon & Carr, 2007) within ABA further reflect an 
emphasis on QoL. Many QoL indicators are realized when 
behavior analysts and specialists focus on self-determination 
(e.g., choice making and self-management), social skills, 
safe living environments, health associated with nutrition, 
exercise, and leisure, and community inclusion. Schwartz 
and Kelly (2021) concluded that a better QoL “should be 
the ultimate outcome for consumers receiving behavioral 
interventions” (p. 159).

However, the current state of behavior analytic services 
can benefit from continued and further integration of QoL 
concepts and applications (Gambrill, 2012; Luiselli et al., 
2026a, 2026b; Schwartz & Kelly, 2021). One approach 
toward this objective is to assess perceptions and attitudes 
about QoL from practitioners and program managers at 
behavioral services settings. The information acquired from 
this population can determine sensitivity of the workforce 
toward QoL and prioritize support practices for service-
recipients. This approach aligns with the recommendation 
by Schalock et al. (2008) that in serving persons with intel-
lectual disability, “Organization managers need to recognize 
their contribution and develop a cadre of direct support per-
sonnel who are aware of the QoL concept and QoL-related 
program practices” (p. 188).

In this report, we describe results of a QoL survey distrib-
uted to intellectual disability providers (direct care person-
nel, managers, specialty therapists) at a behavior analytic 
services organization. The survey combined open-ended 
responses to definitions of QoL and scale-based ratings of 
QoL assessment. This quantitative-qualitative (mixed meth-
ods) survey approach is a common methodology in social 
and health services research for synthesizing complementary 
assessment strategies, contextualizing findings, and broad-
ening evidence support (Creswell & Plano Clark, 2011; 
Johnson et al., 2007; Teddlie & Tashakkori, 2009). As a 

pilot investigation, the study has implications for delivering 
behavior analytic services from a QoL perspective and con-
ducting research with QoL-informed practitioners.

Methods

Participants and Setting

The initial participant population consisted of 191 employ-
ees at a multi-state human services organization for children 
and adults diagnosed with intellectual disability as well as 
neurodevelopmental disorders and developmental delay. 
Services to approximately 570 children and adults are pro-
vided at day and residential schools, intensive residential 
treatment facilities (IRTs), rehabilitation centers, and group 
homes located on campuses and in local communities. Par-
ticipants formed a convenience sample and were selected 
if they had been employed at the human services organiza-
tion for a minimum of 6 months in the position of school 
and residence personnel (directors, supervisors, educators, 
managers, behavior analysts), registered nurses, and speech/
language, physical, and occupational therapists.

Final participants in the study were 139 of the initially 
contacted 191 employees who responded to the survey 
(return rate = 72.7%). Average age of these participants was 
29 years (range: 21 to 68 years) and they self-identified as 
female/woman (80%), male/man (16%), and other (4%). On 
average, the participants had been employed at the human 
services organization for 7 years (range: 1 to 27 years). Their 
position categories were classroom and residence person-
nel (74%), registered nurses (6%), and therapists (20%). 
Responding to and returning the survey was documented as 
participant consent.

Measures

Survey Questionnaire

The authors created a survey questionnaire comprised of 
three sections. Each author held senior clinical and opera-
tions roles at the human services organization. In addition, 
the authors coordinated and supervised organization-wide 
research activities. All of the authors were board certified 
behavior analysts (BCBAs) including five at the doctoral 
level. None of the authors served as study participants.

Section 1 of the questionnaire requested participants to 
provide demographic information (age, sex/gender, position 
at the human services organization, months/years of employ-
ment) at their discretion. Section 2 included a single state-
ment and space for the participants to “Write what you think 
represents quality of life (QoL) for persons with intellectual 
disability.” Participants could write up to five open-ended 
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Abstract
Objectives Improving quality of life (QoL) is a priority concern for persons with intellectual disability and integral to the 

principles and practices of applied behavior analysis (ABA). Study objectives were to evaluate QoL perceptions among 

participants who were behavioral service providers using quantitative-qualitative (mixed methods) research methodology.

Methods Participants (n = 139) completed an online survey questionnaire that inquired about definitions of QoL and how 

QoL can be assessed through observation, input from care providers, and self-report.

Results Survey findings found that participants defined QoL according to several common categories extracted from open-

ended survey responses and consistent with many QoL indicators represented in the literature. They also endorsed several 

approaches to QoL assessment derived from scale-based ratings.

Conclusions Behavioral service providers acknowledge the importance of QoL for persons with intellectual disability but 

could benefit from training focused on QoL, implementing QoL supports with service-recipients, and adopting a QoL frame-

work informed by more expansive applied research.

Keywords Intellectual disability · Mixed methods research · Quality of life · Survey methodology

Quality of life (QoL) refers to “an individual’s percep-

tion of their position in life in the context of the culture 

and value systems in which they live and in relation to their 

goals, expectations, standards, and concerns” (World Health 

Organization, 1997, p. 1). Within practice and research, QoL 

encompasses a large conceptual framework across many dis-

ciplines, including medicine, psychology, economics, and 

other social sciences (Estoque et al., 2019). As well, assess-

ment of QoL in the general population is wide-ranging. For 

example, an instrument such as the Quality of Life Scale 

measures “material and physical well-being, relationships 

with other people, social, community, and civic activi-

ties, personal development and fulfillment, and recreation” 

(Burckhardt & Anderson, 2003, p. 2).

Among persons with intellectual disability, Schalock 

et al. (2008) defined QoL within a model comprised of three 

factors and eight associated domains. The factor labelled 

independence includes personal development and self-deter-

mination domains, the social participation factor includes 

interpersonal relations, social inclusion, and rights domains, 

and the wellbeing factor includes emotional, physical, and 

material domains. Each factor-domain further categorizes 

perceptions, behavior, and conditions that represent QoL 

indicators, for example, (a) adaptive behavior, education 

status, and autonomy (independence), (b) friendships, rela-

tionships, and community integration (social participation), 

and (c) health, safety, and possessions (wellbeing). Schalock 

et al. (2008) specified that QoL indicators serve as “personal 

outcome” measures assessed from the self-report of service-

recipients and the direct observation of service-recipients by 

care providers.
Several protocols have been designed and field-tested to 

measure QoL in persons with intellectual disability, nota-

bly the Quality-of-Life Questionnaire (Schalock et al.,1990), 

Quality of Life Instrument Package (Brown et al., 1998), and 

Comprehensive Quality of Life Scale-Intellectual/Cognitive 
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responses of any length to the statement. In Section 3, there 
were five statements about how QoL can be judged for a per-
son with intellectual disability: QoL can be judged by asking 
the person, QoL can be judged by observing the person, QoL 
can be judged by the opinions of other people, QoL can be 
judged by what is written in a service plan, and QoL can be 
judged by asking a parent-guardian. Participants reacted to 
each statement by endorsing a strongly disagree, disagree, 
agree, or strongly agree rating.

Procedures

An administrative assistant sent a bulk email to the partici-
pants  containing the following text: “The link provided in 
this email will allow you to access a brief questionnaire con-
cerning quality of life (QoL) for persons with intellectual 
disabilities. As a valued human services professional within 
our organization, could you please complete and return the 
questionnaire no later than –– (deadline date). Note that 
your participation is voluntary, anonymous, and intended 
to gather confidential information across the organization. 
Thank you, your input is greatly appreciated.”

Participant  consent to the study was indicated when they 
clicked on a link to open the questionnaire via an online plat-
form (SurveyMonkey™). The questionnaire could be com-
pleted and returned after single or multiple viewings. The 
return deadline was 2 weeks from the questionnaire distribu-
tion date. Participants who did not return the questionnaire 
by the initial deadline date received a second email request 
with a 1-week deadline, whereafter the survey closed. No 
other directives or participatory incentives accompanied the 
survey.

Study Review and Approval

As noted, the authors were involved with research coordina-
tion at the human services organization. Members of that 
team who were the organization’s Executive Vice President, 
Chief Clinical Officer, and Chief Operating Officer approved 
the study according to guidelines specified by an internal 
Research Review Committee (RRC: LeBlanc et al., 2018). 
The President and Chief Executive Officer of the organi-
zation also approved the study at the level of applied and 
service-oriented research (Gardner et al., 2025). Because the 
study was based exclusively on the collection of survey data, 
did not include experimental manipulation, and there were 
no associated risks to the participants, we deemed it exempt 
from separate IRB oversight (USGHHS, 2016).

Analyses

For qualitative analysis, we implemented a multi-step cod-
ing system from practice recommendations outlined in the 

Coding Manual for Qualitative Researchers (Saldaña, 2021). 
In the initial step, two of the authors reviewed each open-
ended questionnaire response in Section 2 of the question-
naire simultaneously, discussed the QoL theme that was 
represented, and assigned themes to distinct categories. 
For example, a questionnaire response that “Being in good 
health” represented QoL was categorized as healthy life-
style. The category human rights/dignity was derived from 
questionnaire responses such as “Ability to use restroom/
shower independently without staff assistance.” All catego-
ries required that both authors agreed on the QoL theme con-
tained in each questionnaire response. Thus, this qualitative 
coding strategy did not rely on predetermined QoL indica-
tors (e.g., Schalock et al., 2008), and instead, the categories 
were formed inductively from questionnaire content only. 
This method of coding of 684 participant responses yielded 
the following 13 categories: (a) communication, (b) cul-
tural responsiveness, (c) enriched environment, (d) healthy 
lifestyle, (e) human rights/dignity, (f) inclusion/community 
access, (g) independence, (h) individualized services, (i) 
mental health, (j) response from care community, (k) safety, 
(l) self-determination, and (m) relationships.

For quantitative analysis, data were summarized as the 
percentage of participants who endorsed strongly disagree, 
disagree, agree, and strongly agree ratings to the five state-
ments in Section 3 of the questionnaire. The percentage 
measures were computed for each questionnaire statement 
(number of participants per rating/total participants × 100).

Inter‑Rater Agreement

A third author assessed inter-rater agreement by indepen-
dently coding the open-ended responses the participants 
wrote and assigning each response to one of the 13 catego-
ries that had been formed from the qualitative analysis. An 
agreement was recorded when the third author identified the 
same QoL category per response; a disagreement resulted 
when the categories differed. Overall inter-rater agreement 
was 83.4%.

Results

Table 1 shows the percentage and narrative examples of 
participant open-ended responses that were assigned to the 
13 categories derived from qualitative analysis. Between 
11.0% to 13.9% of the participants reported that QoL for a 
person with intellectual disability was represented by rela-
tionships, self-determination, healthy lifestyle, and enriched 
environment. Less than 10% of participants wrote responses 
assigned to each of the remaining QoL categories ranging 
from cultural responsiveness (0.58%) to inclusion/commu-
nity access (9.5%).
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who deliver behavioral interventions to service-recipients (Schwartz & Baer, 1991; Wolf, 1978). Determining what providers think about QoL appears to be an initial step toward program planning and building sustainable organi-zational models (Brown et al., 2013; Schalock et al., 2008).Our coding of open-ended survey responses produced 13 categories of QoL indicators consistent with previous and seminal assessment instruments (Brown et al., 2013; Cummins, 1997; Schalock et al., 1990). That is, participants within a behavioral services organization cited many dimen-sions of QoL that have been recognized by multidiscipli-nary providers as well as persons with intellectual disability themselves (e.g., self-determination: Lachapelle et al., 2005; Schalock et al., 2005; Wehmeyer & Schwartz, 1998). How-ever, with reference to Table 1, the percentage of open-ended responses coded by QoL category was relatively low. One implication from these findings is that behavioral services providers may require specialty training on the full range of dimensions that comprise QoL. Training could feature didactic instruction, reading foundational literature, work-shops, and knowledge assessment (Maguire et al., 2022; Shapiro & Kazemi, 2017).
Second, specialty training on QoL could be followed up with performance-based evaluation of care providers interacting with service-recipients. For example, to address self-determination from a QoL framework, behavior ana-lysts should expose service-recipients to environments that encourage expression of personal preferences and promote-reinforce independent choice making (Rajaraman et al., 2023; Shogren et al., 2017; Stancliffe, 2001).Other supportive approaches emphasized during train-ing would be (a) behavior-based intervention strategies such as social and interpersonal skills training to address relation-ships; (b) exercise, weight control, and nutrition manage-ment to address healthy lifestyle; and (c) person-centered environmental design to address enriched physical surround-ings. Further, safety and security are key indicators of emo-tional wellbeing within a QoL conceptual model (Schalock et al., 2008) and should be an emphasis of behavior support within service settings for persons with intellectual disability (Luiselli & Bird, 2024). Cultural responsiveness is a behav-ior analytic services priority (Jimenez-Gomez & Beaulieu, 2022; Kristiansen, 2023) which also impacts QoL on many levels (Conners & Capell, 2021).Survey results found that most participants reported observing a person with intellectual disability and asking a parent-guardian as methods to judge QoL. Nearly 90% of participants also endorsed asking the person. Direct observa-tion, self-report, and verification from significant others have been the customary methods for measuring QoL (Schalock et al., 2005; Verdugo et al., 2005); thus, our findings sup-ported accepted practices. Notably, conducting observations 

to measure operationally defined QoL indicators and social validity assessment of stakeholders are established behavior analytic methods that have been utilized in QoL evaluation research at intellectual disability service settings (Luiselli et al., 2026a, 2026b).

Limitations and Future Research
Study limitations included a participant sample at a regional but single behavioral services organization. As with similar survey research, we cannot account for employees who did not complete the questionnaire—their opinions about QoL may have differed from participant responses. Third, the questionnaire did not inquire specifically about the align-ment of behavior analysis with QoL concepts and applica-tions. Finally, the participants were service providers exclu-sively and not service-recipients, which, as emphasized earlier, have been and are core constituents when assessing and prioritizing QoL indicators.Note, too, that the survey questionnaire did not ask par-ticipants to self-report their knowledge about QoL, for exam-ple, from reading the literature, attending conferences, and continuing education. Results also were aggregated among the participants and not differentiated by discipline and posi-tion at the human services organization. Additionally, we did not distinguish severity of intellectual disability relative to QoL. All of these factors could have influenced the breadth and depth of participant open-ended responses and quantita-tive ratings.
In summary, behavior analysis recognizes the importance of QoL for persons with intellectual disability, but the scope of practice and research is not expansive and continues to evolve. The present study demonstrated an approach to care provider assessment that can inform the direction of QoL ini-tiatives within behavioral services organizations. Research recommendations are to replicate and advance assessment in similar settings, encompassing persons with intellectual dis-ability, family members, and community partners. As well, it would be instructive to evaluate the effects of practitioner training programs and assessment-derived QoL supportive care on service-recipients across the lifespan.

Author Contribution Each of the authors contributed equally to the planning, implementation, analyses, and reporting of the study.
Funding No funding was associated with the implementation and reporting of the study.

Data Availability All data generated and analyzed in the study are included in the published article and available from the corresponding author upon reasonable request.

 Advances in Neurodevelopmental Disorders

The data presented in Table 2 are the percentage of partici-
pants who endorsed strongly disagree, disagree, agree, and 
strongly agree ratings to the five questionnaire statements 
about assessing QoL. These results were compiled directly 
from the online platform. Almost all of the participants indi-
cated that they “agree-strongly agree” that QoL can be judged 
by observing the person (96.9%) and asking a parent-guard-
ian (94.1%). In rank order, the other “agree-strongly agree” 
ratings were asking the person (89.6%), the opinion of other 
people (74.7%), and what is written in a service plan (73.1%).

Discussion

Behavior analytic services must be concerned with QoL 
among persons with intellectual disability (Gambrill, 
2012; Schwartz & Kelly, 2021). The present study sur-
veyed providers at a behavioral services organization about 
their perceptions of QoL indicators and how QoL can be 
assessed from observation, direct inquiry, and self-report. 
Subjective measurement, as represented in the study, is an 
approach toward social validity assessment of stakeholders 

Table 1  Percentage and 
narrative examples of 
participant open-ended 
responses per QoL category

______________________________________________________________________________

QoL category Percentage of 
participants

Narrative examples

Relationships 13.9% ● Able to visit and make friends
● Social interaction

Self-determination 12.4% ● Advocating for oneself
● Autonomy

Healthy lifestyle 12.6% ● Quality healthcare services
● Health in body and mind

Enriched environment 11.0% ● Access to preferred activities
● Participation in enjoyable activities

Inclusion/community access 9.5% ● Going on meaningful trips
● Meaningful community integration

Response from care community 8.7% ● Having a supportive community
● Kind and compassionate caregivers

Human rights/dignity 6.6% ● Having basic needs met constantly
● Persons are well cared for physically

Independence 5.3% ● Completing self-care tasks independently
● Independent living

Communication 5.3% ● Functional communication of needs and wants
● Ability to communicate functionally

Mental health 4.8% ● Emotional stability
● Being happy with self, staff, home, and life

Safety 4.6% ● Safety within home and community
● Feeling safe and secure

Individualized services 3.6% ● Access to aging specialists in the community
● Competent adult health providers

Cultural responsiveness 0.58% ● Recognizing a person’s culture and race
● Respect of one’s culture and race

Table 2  Percentage of participant ratings to questionnaire statements about assessing QoL

Statements Ratings

Strongly disagree Disagree Agree Strongly agree

QoL can be judged by asking the person 0.74% 9.5% 46.3% 43.3%
QoL can be judged by observing the person 0% 2.9% 60.2% 36.7%
QoL can be judged by the opinions of others 3.6% 21.5% 58.2% 16.5%
QoL can be judged by what is written in a service plan 2.9% 23.9% 67.3% 5.8%
QoL can be judged by asking a parent-guardian 0% 5.8% 52.2% 41.9%


