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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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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
etal. 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: social skills,
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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
disorders and 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
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QoL category Percentage o Narrative examples
participants

Relationships 13.9% @ Able 10 visit and make friends

@ Social interaction
Self-determination 124% @ Advocaing for oneself

® Autonomy
Healihy lifestyle 1266 ® Quality healthcare services

@ Health in body and mind
Enriched environment 0% @ dccess o preferred activities

aricipation in enjoyable activities

Inclusioncommunity access 9.5% @ Going on meaningfi 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 constanly

versons are well cared for physically

53% @ Completing self-care tasks independently

@ Independent living.
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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.

Measures

Survey Questionnaire
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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 s 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
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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 sery ation. 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 Researc]
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Communication 5.3% unctional communication of needs and wants
@ Ability to communicate functionally
Mental health 48% @ Emotional stability
@ Being happy with self, staff, home, and life
Safety 46% @ 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 responsivencss 058% ® Recognizing a person’s culture and race
@ Respect of one's culture and race
Discussion

Table 2 Percentage of participant raings 1o questionnaire statements about assessing QoL
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For quantitative analysis, data werd] Qo can be judged by what is written in a service plan 29% 23.9% 67.3% 58%
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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-
ies 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 anal,
11.0% to 13.9% of the participants reported that QoL for a
person with intellcctual 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%).

@ springer

- e
(Luiselli & Bird, 2024). Cultural responsivene
or analytic services prio Gomez.
2022; Kristiansen, 2023)
levels (Conners & Capell, 2021,

Survey results found
observing a person with intellectuat

¢ c 1 disabil
4 parent-guardian as methods to "}

been the customary methods fo,
etal., 2005; Verdugo et al., 20
ported accepted practices. Notai

S—
TOT Dersons with intellectual disability

rity (Jimenez-Gomez & Beaulien,
which also impacts QoL on many

that most participants reported

judge QoL. Nearly 90% of
" the person. Direct obscrva.-
n from significant others have
r measuring QoL (Schalock
05); thus, our findings sup-
bly, conducting observations

ior support  ability, family members

it would be in
s a behav- o

care on service-recipients across th

e lifespan.

Author Contribution F:
Funding No funding w

as associated with the j
reporting of the study octated with the implementation and

Data Availability All data gener
included in el 42 Eenerated and analyzed in the sty are
author upon reasonable request " N

2 spinger

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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