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Abstract: The Quality of Life Supports Model (QOLSM) is emerging as a new framework that is
applicable to people with disabilities in general, but specially to people with intellectual and devel-
opmental disabilities (IDD). The aim of this conceptual paper is twofold. Firstly, it aims to show
the overlap between the QOLSM and the Convention on the Rights of People with Disabilities
(CRPD), highlighting how the former can be used to address many of the goals and rights embed-
ded in the latter. Secondly, the article seeks to illustrate the connection between these two frame-
works and highlight the importance of acknowledging and measuring the rights of people with
IDD. Therefore, we posit that the new #Rights4MeToo scale is ideal for: (a) providing accessible
means and opportunities for people with IDD to identify and communicate their needs regarding
their rights; (b) enhancing the supports and services that families and professionals provide to them;
and (c) guiding organizations and policies to identify strengths and needs in relation to rights and
quality of life. We also discuss future research needs and summarize the main findings of this article
highlighting its implications for practice and research.

Keywords: quality of life; supports; quality of life supports model; Convention on the Rights of
Persons with Disabilities; CRPD; sustainable development goals; intellectual disability; develop-
mental disabilities; intellectual development disorder

1. Introduction

Over the last 50+ years, important changes in the field of intellectual and develop-
mental disabilities (IDD) have been catalysts for the emergence of the new shared citizen-
ship paradigm. The shared citizenship paradigm is one that envisions, supports, and re-
quires the engagement and full participation of people with disabilities, but especially
people with IDD, as equal, respected, valued, participating, and contributing members in
every aspect of society [1]. This paradigm is currently guiding the development of indi-
vidualized supports and services, organizational strategies, and policies related to IDD.
This paradigm is also very relevant because it provides a framework for evaluation, ap-
plication, and research.

It is based on contemporary values and beliefs that recognize the right of people with
IDD to participate fully in all aspects of life. It considers contextual factors that influence
the manifestation of IDD, and aims to reduce barriers to shared citizenship, meet needs,
and support optimal health and functioning throughout life. In other words, the shared
citizenship paradigm aims to improve the lives of people with IDD by promoting their
active participation in society and enhancing their valued outcomes.

The overall goals of the paradigm are to further advance and focus on people with
IDD as active agents in the mainstream of life and in change processes. Schalock et al. [2]
enumerate four core factors that have driven this paradigm:
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1. A holistic approach to IDD that reinforces a whole person approach to services and
supports (taking into account biomedical, psychoeducational, sociocultural, and jus-
tice perspectives).

2. A contextual model of human functioning that explains disability as resulting from
the interaction between the person and their natural, built, cultural, and social envi-
ronments.

3. Person-centered implementation strategies that represent best practices and drive ev-
idence-based practices, that are based on current best evidence and that use reliable
and valid methods derived from a clearly articulated and empirically validated
model.

4. Disability rights principles, such as belonging, equity, inclusion, empowerment, par-
ticipation, and self-determination.

Actually, the shared citizenship paradigm is reflected in international civil and hu-
man rights covenants, such as the Convention on the Rights of People with Disabilities
(CRPD). In this respect, the CRPD [3] serves as a mechanism for promoting, protecting,
and monitoring the fulfillment of rights and shared citizenship of people with disability,
and therefore for recognizing, quantifying, and making visible the serious and complex
situations of disadvantage and discrimination faced by this population, especially by peo-
ple with IDD [4-7].

In practice, however, the implementation of the CRPD is not without its challenges.
One of the multiple reasons for this is the abstract nature of some of the CRPD content.
For example, the CRPD includes a number of broad principles and goals such as "full and
effective participation and inclusion in society" or "respecting the dignity of people with
disabilities". While these goals and principles are important and provide a useful frame-
work for disability rights advocacy, they can be difficult to operationalize in practice:
What specific actions or policies are necessary to ensure full and effective participation in
society? What does dignity mean and how should it be upheld in practice? This can make
it difficult to determine whether specific policies or practices are consistent with the prin-
ciples of the CRPD, making implementation and evaluation difficult. For this reason, there
is a clear need to define specific measurable indicators to assess progress [8].

Several authors [9-12] have suggested that the quality of life (QOL) construct pro-
vides a valid framework from which to operationalize, measure, and implement the
CRPD Articles. QOL provides a way to measure and evaluate the effectiveness of disabil-
ity policies and services in a holistic and person-centered manner. By focusing on domains
such as social inclusion, personal development and well-being, QOL offers a nuanced and
comprehensive view of the experiences of people with disabilities, translating abstract
principles and goals into measurable personal outcomes. While the CRPD provides a
framework and set of principles for the rights and inclusion of people with disabilities,
QOL construct offers a way to evaluate the effectiveness of policies, programs, and ser-
vices in promoting the well-being and fulfillment.

On the one hand, the QOL paradigm is based on the idea that QOL is a multidimen-
sional construct that involves a subjective experience that is influenced by a broad range
of domains, including personal and environmental factors. The supports paradigm, on
the other hand, focuses on the importance of providing people with disabilities with the
necessary strategies and resources to prevent or mitigate the disability or its effects (e.g.,
personal assistance, assistive technology, prosthetics, life-long learning opportunities, rea-
sonable accommodations, employment opportunities, mental health promotion pro-
grammes).

An adequate provision of individualized supports is essential for enhancing the QOL
of people with IDD. Appropriate supports can help them to overcome barriers to full par-
ticipation in society, increase their independence and autonomy, and promote greater
well-being and satisfaction with life. For example, providing access to assistive technol-
ogy, such as communication devices, can help them to overcome communication barriers,
enhancing their ability to participate in social and community activities. For this reason,
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the QOL construct has been recently merged with the supports construct to create the 100
Quality of Life Supports Model (QOLSM). The QOLSM aims to provide a useful frame- 101
work for policy development, supports provision, organization transformation, systems 102
change, and outcome evaluation [13]. 103

The purpose of this article is twofold. Firstly, it aims to show the overlap between the 104
QOLSM and the CRPD. Secondly, the article introduces a new tool, the #Rights4MeToo 105
Scale, which was initially designed for people with IDD. This tool enables the measure- 106
ment of two key concepts highlighted in the QOLSM —QOL and rights— in a practical 107
and quantitative way. The article seeks to illustrate the connection between the two frame- 108
works and highlight the importance of acknowledging and measuring the rights of people 109
with IDD. It is crucial to address the inequalities faced by them in terms of their rightsand 110
QOL to ensure that they have equal opportunities to participate fully in society and 111
achieve their full potential. Finally, we discuss future research needs and conclude sum- 112
marizing the main findings of the article and highlighting its implications for practice and 113
research. 114

2. The QOLSM 115

After 25 years of parallel paths, the constructs of QOL and individualized supports 116
have been merged to create the QOLSM [13-15]. The QOLSM defends a community ap- 117
proach in which the focus is placed on the characteristics of the context, and the success 118
of interventions is measured in terms of QOL. On the one hand, QOL is a global concept 119
centered on the person; it provides information about what is important in an individual’s 120
life and what outcomes must be achieved (for example, emotional well-being: reducing 121
high levels of anxiety). On the other hand, supports are centered on how these outcomes 122
can be achieved (for example, through a psychological intervention such as positive be- 123
havior support and facilitating alternative and adaptive modes of communication to help 124
them express themselves). 125

The QOLSM is a holistic and integrated approach focused on the rights, self-deter- 126
mination, equity, and inclusion of people with disabilities. This new approach emphasizes 127
individualized supports in inclusive environments and promotes the evaluation of per- 128
sonal outcomes to implement evidence-based practices. Below we summarize the four es- 129

sential components of the QOLSM as well as its multiple uses. 130
2.1. Essential Components of the QOLSM 131

The four essential components of the QOLSM are core values, individual and family 132
QOL domains, systems of supports, and facilitating conditions. 133
2.1.1. Core Values 134

Core values stem from the beliefs and assumptions that people hold about individu- 135

als with IDD, their individual worth and potential. These core values guide policies and 136
practices regarding people with IDD and their roles in society [13]. The core values that 137
QOLSM brings together are the recognition of the human and legal rights of people with 138
IDD [16-19] enshrined in the CRPD, the capacity and potential of people with IDD to grow 139
and develop [20,21], the emphasis on self-determination, social inclusion and equity [22- 140
24], and the commitment to address people’s supports needs and foster opportunities to 141
enhance individual functioning and personal well-being [25,26]. These values are funda- 142
mental to the QOLSM and are essential for promoting the QOL of people with IDD. 143
In this sense, one of the core values emphasized by QOLSM is the recognition of the 144
human and legal rights promulgated in the CRPD. This includes the right to be treated 145
with dignity and respect, the right to make decisions about their own lives, and the right 146
to participate fully in society. By acknowledging these rights, the QOLSM promotes the 147
empowerment of people with IDD and their full inclusion in society. 148
149
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2.1.2. Individual and Family QOL Domains 150

Individual and family QOL domains are understood as a set of factors that reflecta 151
clear approach centered on the individual or family, and application principles related to 152
equity, empowerment, self-determination, inclusion, and valued outcomes. The domains 153
also provide a framework for using the QOLSM for person-centered outcome evaluation, 154
supports provision, systems change, and organization transformation [27]. 155

For example, the individual QOL model proposed by Schalock and Verdugo [28] has 156
gained wide acceptance in the field of IDD, but also in other groups of vulnerable people 157
at risk of social disadvantage. This model has a great amount of empirical evidence on its 158
validity, and it is commonly used internationally by IDD support organizations and pro- 159
fessionals [29,30]. According to this model, QOL is a multidimensional concept composed 160
of eight core domains (i.e., social inclusion, self-determination, rights, interpersonal rela- 161
tionships, personal development, emotional well-being, material well-being, physical 162
well-being) that reflect the degree to which people have experiences that are meaningful 163
for them. 164

With regard to family QOL, for instance, the theoretical proposal by Zuna et al. [31] 165
conceptualizes FQOL as a dynamic sense of well-being of the family, collectively and sub- 166
jectively defined and informed by its members, in which individual and family-level 167
needs interact. These authors propose four concepts whose functioning inside the family 168
system can affect family QOL: family-unit concepts, individual-member concepts, perfor- 169
mance concepts, and systemic concepts. 170

2.1.3. Systems of Supports 171

Systems of supports provide the framework for improving functioning and well-be- 172
ing. As we mentioned before, they are a broad set of resources and strategies that prevent 173
or mitigate the impact of a disability, but they also help promote development, education, 174
and interests. 175

The supports paradigm helps identify the types and amount of support that the per- 176
son needs. This information is then used to group people with similar support needs to- 177
gether (i.e., subclassification goals) and create support strategies that are tailored to their 178
needs (i.e., aligning supports needs to support strategies). The supports model also helps 179
to identify the different components that make up a system of supports, which can then 180
be put into action to provide the necessary support to people with IDD. 181

A commonly used grouping of the elements of systems of supports includes choice 182
and personal autonomy, generic and specialized supports, and inclusive environments 183
[25]. Generic supports are broad-based and can be applied across a range of situations and 184
individuals. They are typically available to everyone, such as access to public transporta- 185
tion, general education, and community services. Specialized supports are more targeted 186
and specific to the needs of a particular person or group of people. They are designed to 187
address specific challenges or barriers that a person may face and may require specialized 188
training or expertise to provide (e.g., speech therapy, occupational therapy, behavior sup- 189
port). The provision of generic and specialized supports allows an individualized and 190
comprehensive approach to supporting people with IDD. 191

2.1.4. Facilitating Conditions 192

Facilitating conditions are contextual factors that influence the successful application 193
of the QOLSM [13]. These contextual factors are influenced by —and interact with—prop- 194
erties of the micro- (individual), meso- (interpersonal or organizational level), and mac- 195
rosystem (societal level) [33-35]. 196

QOL-facilitating conditions refer to the conditions that promote the QOL of people 197
with IDD. For example, promoting a sense of belonging within the community, maximiz- 198
ing their abilities and opportunities, providing safe and secure environments, and respect- 199
ing their personal goals and aspirations [13]. Support-facilitating conditions, on the other 200
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hand, refer to the factors that facilitate the provision of effective supports. These include 201
understanding the person's support needs, making sure that their personal goals are as- 202
sessed and addressed, providing accessible and appropriate supports, ensuring that sup- 203
port providers are knowledgeable and competent, and coordinating and managing sup- 204
ports effectively [13]. 205

2.2. Uses of the QOLSM 206

The QOLSM is a theory-based and professionally sound framework for supports pro- 207
vision and person-centered outcome evaluation (microsystem), organization transfor- 208
mation (mesosystem), and systems change (macrosystem) [33-35]. 209

2.2.1. Supports Provision 210

The essential purpose of supports provision is to reduce the discrepancy between an 211
individual’s functional limitations and the demands of their environment, thereby en- 212
hancing their functioning and personal well-being. Relatives, primary caregivers, and 213
professionals are the main support providers. Three strategies are the most applicable to 214
these individuals who provide supports: (1) an emphasis on QOL, (2) the provision of 215
supports related to choice and personal autonomy opportunities, and (3) the use of generic 216
supports that are available to all and can be provided by multiple support providers. 217
These three strategies provide connections, interactions, and facilitating conditions. 218

2.2.2. Person-Centered Outcome Evaluation 219

The purpose of person-centered evaluation is to employ the knowledge, skills, and 220
resources of a partnership to measure and effectively use outcome information to enhance 221
personal well-being, increase transparency, facilitate accountability, and expand under- 222
standing [36]. The QOLSM provides a framework for person-centered outcome evalua- 223
tion, given that it aligns core values with a modern understanding of IDD, individualized 224
supports, valued outcomes, and meaningful impacts. This approach to outcome evalua- 225
tion involves a collaborative partnership between an individual, a human service organi- 226
zation or system, and a team comprising the individual and their various formal and in- 227
formal support providers. 228

2.2.3. Organization Transformation 229

Organizations that apply one or more components of the QOLSM develop new ways 230
of thinking and implement new policies and practices related to their service delivery sys- 231
tem, thereby transforming themselves in significant ways. Examples include maximizing 232
the person’s capabilities; being committed to the goals that are important to the person or 233
family; conceptualizing supports as a bridge between “what is” and “what can be;” be- 234
lieving that with appropriate individualized supports over a sustained period, an indi- 235
vidual’s QOL and functioning generally will improve; implementing policies and prac- 236
tices that include the availability and accessibility of supports; and conducting QOL-fo- 237
cused outcome evaluation. 238

2.2.4. Systems Change 239

The QOLSM provides a framework to produce the systems change envisioned in the 240
CRPD. As stated by Mittler [8], CRPD Articles incorporate the principles and values em- 241
bedded in the QOL concept, and CRPD Goals encourage signatories to make “reasonable 242
accommodation” in their support delivery systems to enable people with disabilities and 243
their families to exercise their rights and experience a higher QOL. Thus, the CRPD isa 244
commitment to the human rights of people with disability, so that no one is left behind. 245
This value and principle of “leaving no one behind” is shared with the United Nations 17 246
Sustainable Development Goals (SDGs) [37], actions that all countries must take to reduce 247
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inequality, recognizing that the inclusion of people with disability is fundamental to sus- 248
tainable development. Systems change can be based on the alignment of QOL domains, 249
CRPD articles, SDGs, and systems of supports elements [12]. 250

3. The #Rights4MeToo Scale 251

As mentioned above, there is a close relationship between the CRPD Articles, the 252
QOLSM, and the SDGs. All three undertake to prevent anyone from being relegated toa 253
non-citizenship status, and they are also committed to enhancing human rights and the 254
inclusion of people with IDD into the mainstream of life [38]. For this reason, there is a 255
need for QOLSM-based measurement instruments that demonstrate adequate evidence 256
of reliability and validity. One such instrument is the #Rights4MeToo Scale [4,12,39], a 257
tool for assessing the rights promulgated in the CRPD for people with IDD, based on the 258
QOLSM and capturing many aspects of the SDGs. 259

Actually, the scale allows for the operationalization of the QOLSM by providing a 260
way to measure the concepts outlined in the model in a concrete and quantitative manner. 261
The field-test version of the #Rights4MeToo Scale provides a set of 153 items structured 262
around Schalock and Verdugo’s eight QOL domains. Then within these domains, the 263
items are further mapped to the relevant Articles of the CRPD. In other words, this instru- 264
ment provides a set of specific items that can be used to assess QOL (one of the main 265
constructs of the QOLSM) and allows for the identification of supports (the other main 266
construct of the QOLSM) that the person with IDD needs in order to fully enjoy and ef- 267
fectively exercise their rights as full citizen (one of the core principles of the QOLSM). 268

The process to develop and provide evidence of the reliability and validity of the 269
instrument has been progressive. Verdugo et al. [9] first laid the theoretical foundations 270
on the close relationship between the CRPD and QOL, by aligning the CRPD Articles to 271
the eight QOL domains. The next study, conducted by Lombardi et al. [10], focused on 272
reaching an international consensus on the relationship between core QOL indicators and 273
CRPD Articles. Through a Delphi study with 153 experts (including people with IDD, 274
family members, professionals, researchers, and lawyers) from 10 countries, more than 80 275
cross-culturally validated QOL indicators were obtained to operationalize the CRPD. Sub- 276
sequently, Gémez et al. [11] carried out a systematic review of the scientific literature. 277
They identified dozens of indicators and personal outcomes related to the CRPD Articles 278
promulgating specific rights, and then mapped them to the eight QOL domains. Next, 279
Godmez et al. [40] consulted 32 experts (including professionals, relatives of people with 280
IDD, and researchers) to select 153 items that obtained the highest scores in suitability, 281
importance, and clarity. These items made up the field-test version of the #Rights4MeToo 282
Scale. 283

Once this pool of items was agreed, the next steps focused on adapting the field-test 284
version of the scale to easy-read format and having the items validated by people with 285
IDD. This process involved three self-advocates with IDD, a psychologist who acted asa 286
facilitator in the validation sessions, and a professional. The professional was in charge of 287
the initial adaptation of the items, instructions, and response format, and then for the lay- 288
out of the final version of the instrument. The process was completed over five sessions, 289
each lasting approximately 2 hours. In addition to validating the easy-read version of the 290
items, the self-advocates had the opportunity to suggest new items that had not initially 291
been considered. They also took part in a qualitative study about their knowledge of the 292
CRPD and about what rights they thought were —or were not—respected for people with 293
IDD [4]. Finally, an electronic version of the #Rights4MeToo Scale was developed for com- 294
puters and tablets, along with an instruction guide and an explanatory how-to video. 295

The #Rights4MeToo Scale is addressed to (a) people with IDD aged 12 years or above 296
and (b) proxies (e.g., close people such as relatives and professionals) who have known 297
the person with IDD for at least 6 months and who are aged 4 years or above. Items are 298
therefore presented in the first person when the person with IDD answers for themselves = 299
(i.e., self-report), and in the third person when a proxy answers for the person with IDD 300
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(i.e., hetero-report). When people with IDD respond (self-report version), the recommen- 301
dation is to complete the questionnaire over two or three 45-minute sessions due to the 302
length of the instrument. However, when the respondents are professionals, family mem- 303
bers, and legal representatives (hetero-report version), the scale is usually completed ina 304
single session lasting approximately 20 minutes. 305

Items are presented one by one on the computer or tablet screen, and the person must 306
click on the “next” button (icon with a finger on the + symbol) to progress to the nextitem. 307
If no answer option is selected, an error message appears telling the person that they must 308
choose an answer to continue. If the person wants to take a break and continue at another 309
time, they can click on “exit and save” (icon with a finger on the square symbol). As shown 310
in Figure 1, items are short statements that are displayed in bold, followed by a brief ex- 311
planation to facilitate understanding, and preceded by an icon representing the QOL do- 312
main to which the item belongs. Each item is presented in a Likert format with four answer 313
options (i.e., totally disagree, disagree, agree, totally agree) that are presented in text (colored 314
in red when referring to disagreement and in green when referring to agreement) and 315
accompanied by icons (i.e., hand/s with thumbs up or thumbs down) in the same colors. 316
A few items include a fifth option, which corresponds to “not applicable.” These are also 317
represented by a hand icon in a different color, accompanied by a statement relevant to 318
the situation being described. For example, for the item They tell me when a person I love dies 319
(that is, they don’t hide or lie to me), there is the option to select I have not lost a loved one. 320

z i e They tell me when a person | love dies

They don’t hide or lie to me

¢ € & £t O

| have not
Totall
) Y Disagree Agree Totally lost a
disagree agice loved one

T %3

Figure 1. Example of an item, explanation, and answer format in the self-report version of the 322
#Rights4MeToo Scale. 323

321

In addition, the web version of this tool allows the person to customize their experi- 324
ence. The respondent can choose the order in which they want to complete the QOL do- 325
mains (Figure 2). Further, the wording and content of the items will change to match the 326
characteristics of the respondent. For example, the items are written with she/her pro- 327
nouns if the person indicates that she identifies as a woman or a girl. Similarly, items 328
related to employment are not presented if the respondent is a minor and items related to 329
school and education are shown instead. 330
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If you want to continue, click on a topic.

Personal Self- Interpersonal Social
develpment determination Relationships  inclusion

T .:.:. .
Rights Emotional Physical Material
well-being well-being well-being

()] 4]

Figure 2. Example of the QOL domain selection screen in the #Rights4MeToo Scale

The web application also includes a feature to download a report that automatically
calculates the total scores in the eight QOL domains and shows the specific responses to
each of the items structured around the relevant CRPD Articles (Figure 3). The obtained
scores are interpreted taking into account that higher scores indicate greater enjoyment of
QOL and greater exercise of rights by the person with IDD. The QOL domains and the
Articles of the CRPD that obtained lower scores would be priority areas for providing
supports. In this sense, the final version of the scale will provide a representation of the
standard scores obtained in each QOL domain and CRPD Article in a profile that will
graphically illustrate the strengths and needs of the person in terms of rights.

When several evaluations from different perspectives are conducted for the same
person with IDD (i.e., self-report, report of a relative, report of a direct support profes-
sional), priority should be given to the perspective of the person with IDD themselves,
but it is also recommended to triangulate the information by analyzing similarities and
differences in the information provided by the different informants. The aim is to conduct
a comprehensive evaluation and provide the most appropriate individualized supports
to maximize the person's chances of exercising their full citizenship.

RESULTS REPORT
“#Rights4MeToo"

Code: Date of application: DOMAIN:
KKK6BQIC 17/0912023
Scorn
SUMMARY OF SCDIES‘ i
s
DOMAINS RAW SCORES .

m Porsanai dersiopment 2
K Sob st s

o0 Interpersonal relationships 3l

ﬁ =L Socil inclusion 54

J Emational well-being a4

X

Material well-being a8

Total raw score {sum) 348

Figure 3. Sample excerpt from a results report.
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The #Rights4MeToo Scale can be considered an innovative tool that fills a void and 352
addresses an urgent need. It can be used to (a) providing accessible means and opportu- 353
nities for people with IDD to identify and easily communicate their needs regarding their 354
rights and daily situations involving discrimination or noncompliance with what hasbeen 355
ratified in the CRPD (i.e., microsystem); (b) serve as a tool that professionals and family 356
members can use to detect strengths and weaknesses in relation to rights, thereby improv- 357
ing the support they provide to people with IDD (i.e., microsystem); and (c) evaluate and 358
monitor the effectiveness of the programs and supports implemented by organizations in 359
terms of rights (i.e., mesosystem), as well as guide and monitor public policies (i.e., mac- 360
rosystem). 361

4. Future Research needs 362

Two kind of studies are still needed (1) to improve the knowledge concerning the 363
QOLSM, and (2) to provide evidences about the validity and usefulness of the 364
#Rights4MeToo Scale. 365

On the one hand, there is a need for theoretical articles to further develop and oper- 366
ationalize the QOLSM. There is a need for studies that can provide a more comprehensive 367
understanding of its underlying principles and mechanisms. These studies could help 368
identify areas where the model may be improved, as well as provide a basis for develop- 369
ing more effective interventions and supports that can enhance the QOL of people with 370
IDD. In addition, theoretical studies could help establish a stronger empirical foundation 371
for the model, by testing its assumptions and exploring its relationships with other con- 372
cepts and constructs. While there are limited published studies on it, the QOLSM has been 373
widely used and adopted by practitioners and researchers in the field of IDD, which 374
speaks to its relevance and potential usefulness. Future studies can contribute to the on- 375
going development and evolution of the QOLSM, and help ensure its continued relevance 376
and usefulness in guiding the provision of supports and promoting QOL. 377

On the other hand, we think that the #Rights4MeToo Scale has great potential as a 378
tool for promoting the full exercise of rights and enhancing the QOL for people with IDD. 379
The scale can serve as a valuable tool for identifying and addressing the needs of people 380
with IDD in relation to their rights, and can inform the development of tailored support 381
and interventions. Additionally, the scale's focus on the intersection of IDD and experi- 382
ences of discrimination, violence and abuse can help raise awareness and promote action 383
to prevent such situations and provide adequate supports. By providing a standardized, 384
evidence-based approach to assessing the rights of people with IDD, the scale can contrib- 385
ute to advancing the field and promoting greater inclusion and equity worldwide for this 386
population. 387

However, although there is already considerable evidence of its content-based valid- 388
ity [4,11,40] and reliability [4], the #Rights4MeToo Scale is still in the validation process. 389
The scale has been responded to by more than 1,200 people in Spain. Their responses will = 390
be used to select the most reliable items and to provide evidence regarding its validity =~ 391
based on its internal structure. We will also study the role and influence of important 392
variables such as age, level of supports needs or gender, and we will examine the relation- 393
ships between the different perspectives (i.e., people with IDD, professionals, and family = 394
members). 395

In the future, another line of research should involve adapting the scale for use in 396
other countries, which would allow for cross-cultural studies and comparisons. Another 397
potential line of research could be analyzing the scale's utility and psychometric proper- 398
ties in other specific groups with disabilities, such as people with Autism Spectrum Dis- 399
orders, Down syndrome, cerebral palsy, rare diseases, acquired brain injury, dementia or ~ 400
other mental disorders. 401

402
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5. Conclusion 403

This paper highlights the need to continue advancing on the effective implementa- 404

tion of the rights of people with IDD, relying on the QOLSM as the ideal framework for 405
translating such abstract concepts as equity, empowerment, self-determination, inclusion, 406
and valued outcomes into evidence-based practices and policies. 407
People with disabilities, including people with IDD, have the right to live in the com- 408
munity, to receive inclusive and adequate education, to access quality healthcare services, 409
to work, to be treated with dignity and respect, to have a partner and a family, to partici- 410
pate in the cultural and social life of the community, to access the same resources and 411
opportunities as any other person, and to be a citizen with full rights. The rights of people 412
with disabilities, including people with IDD, are inalienable and unconditional. 413
However, people with IDD usually face significant inequalities in terms of their 414
rights and QOL, such as limited access to healthcare, education, and employment oppor- 415
tunities, as well as social isolation and stigma. To improve their full citizenship and QOL, 416
it is essential to address these inequalities through policy and practice changes, such as 417
promoting inclusive education, and ensuring that healthcare providers are trained to meet 418
the specific needs of people with IDD. Respecting and exercising their rights is not only a 419
matter of justice and equity, but it is also a key factor for sustainable development and the 420
building of a more inclusive and supportive society. We must work together to ensure 421
that all people, including those with IDD, have the same opportunities, can achieve their = 422
full potential and fully participate in community life. 423
In this proposal, with the #Rights4MeToo Scale, the QOLSM is used to assess the 424
effective fulfillment of goals and rights embedded in the CRPD, by (a) empowering and 425
giving an active role to people with IDD to know and defend their rights, providing a tool ~ 426
and opportunities to communicate their needs regarding rights in a meaningful way; (b) 427
enhancing the supports and services that families and professionals provide to people 428
with IDD; and (c) guiding organizations and policies to identify the strengths and needs 429
in relation to rights, QOL, and supports. Hence, a major strength of the operationalization 430
of the QOLSM using the #Rights4MeToo Scale is the measurement of personal and valued 431
outcomes, its focus on context, and the power to reflect the perspective of people with 432
IDD and what is truly important to enhance their quality of life and personal well-being. 433
434

435

Author Contributions: “Conceptualization, L.E.G. and M.L.M.; writing —original draft preparation, =~ 436
M.LM. and L.E.G.; writing —review and editing, M.A.V. and R.L.S,; funding acquisition, L.E.G. All 437
authors have read and agreed to the published version of the manuscript. The first two authors 438
contributed equally to this work and should be considered co-first authors. 439

Funding: This work is supported by the Ministry of Science, Innovation and Universities (MCIU); 440
the State Research Agency (AEI) and The European Regional Development Fund (FEDER): Re- 441
search Grant (PID2019-105737RB-100/AEI/10.13039/501100011033). 442

Institutional Review Board Statement: The study was conducted in accordance with the Declara- 443
tion of Helsinki and approved by the Ethics Committee of University of Oviedo (17_RRI_2021) and 444
the authorization of the Department of Social Rights and Welfare of the Principality of Asturias. 445

Informed Consent Statement: Informed consent was obtained from all subjects involved in the 446
study. 447

Acknowledgments: The authors thank people with intellectual disability, relatives, professionals, 448
and all collaborating organizations for their participation in this research. 449

Conflicts of Interest: The authors declare no conflict of interest. The funders had no role in the 450
design of the study; in the collection, analyses, or interpretation of data; in the writing of the manu- 451
script; or in the decision to publish the results. 452

453



Behav. Sci. 2022, 12, x FOR PEER REVIEW 11 of 12

References

1.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.
22.

Schalock, R.L.; Luckasson, R.; Tassé, M.].; Shogren, K.A. The IDD paradigm of shared citizenship: Its operationalization,
application, evaluation, and shaping for the future. Intellect Dev Disabil 2022, 60, 426-443. https://doi.org/10.1352/1934-9556-
60.5.426

Luckasson, R.; Schalock, R.L.; Tassé, M.].; Shogren, K.A. (2022). The intellectual and developmental disability shared citi-
zenship paradigm: Its cross-cultural status, implementation and confirmation. | Intellect Disabil Res 2023, 67, 64-67.
https://doi.org/10.1111/jir.12992.

United Nations. Convention on the Rights of Persons with Disabilities. = Available online:
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html  (accessed
on 23 January 2023).

Goémez, L.E,; Moran, M.L,; Solis, P.; Sierra, M.; Pérez, P.; Verdugo, M.A. La Escala The #Rights4MeToo Scale: A Tool to
Monitor Compliance with the Convention on the Rights of Persons with Disabilities. Siglo Cero 2022, in press.

Schalock, R.L.; Luckasson, R.; Tassé, M.]. The contemporary view of intellectual and developmental disabilities: Implica-
tions for psychologists. Psicothema 2019, 31, 223-228. https://doi.org/10.7334/psicothema2019.119

Pérez-Curiel, P.; Vicente, E.; Moran, L; Gémez, L.E. The right to sexuality, reproductive health and starting a family for
people with intellectual disability: A systematic review. Int | Environ Res Public Health 2023, 20, 1587.
https://doi.org/10.3390/ijerph20021587

Goémez, L. E.; Moran, M. L,; Solis, P.; Pérez, P.; Navas, P.; Monsalve, A. Healthcare for people with intellectual and devel-
opmental disabilities in Spain. ]. Policy Pract Intellect Disabil 2023, advanced online publication.
https://doi.org/10.1111/jppi.12455

Mittler, P. The UN Convention on the rights of persons with disabilities: Implementing a paradigm shift. ] Policy Pract
Intellect Disabil 2012, 12, 79-89. https://doi. org/10.1111/jppi.12118

Verdugo, M.A.; Navas, P.; Gémez, L.E; Schalock, R.L. The concept of quality of life and its role in enhancing human rights
in the field of intellectual disability. | Intellect Disabil Res 2012, 56, 1036-1045. https://doi.org/10.1111/j.1365-
2788.2012.01585.x

Lombardi, M.; Vandenbussche, H.; Claes, C.; Schalock, R.L.; De Maeyer, J.; Vandevelde, S. The concept of quality of life as
framework for implementing the UNCRPD. | Policy Pract Intellect Disabil 2019, 16, 180-190.
https://doi.org/10.1111/jppi.12279

Goémez, L.E.; Monsalve, A.; Mordn, L.; Alcedo, M.A.; Lombardi, M.; Schalock, R.L. Measurable indicators of CRPD for
people with intellectual and developmental disabilities within the framework of quality of life. Int | Environ Res Public
Health 2020, 17, Article 5123. https://doi.org/10.3390/ijerph17145123

Goémez, L.E.; Moran, M. L.; Navas, P.; Verdugo, M. A,; Schalock, R. L.; Lombardi, M.; Vicente, E.; Guillén, V.M.; Balboni,
G.; Swerts, C.; Al-Halabi, S.; Alcedo, M. A.; Monsalve, A., Brown, I. Using the quality of life framework to operationalize
and assess CRPD Articles and Sustainable Development Goals. | Policy Pract Intellect Disabil 2022, submitted.

Goémez, L.E.; Schalock, R.L.; Verdugo, M.A. A new paradigm in the field of intellectual and developmental disabilities:
Characteristics and evaluation. Psicothema 2021, 33, 28-35. https://doi.org/10.7334/psicothema2020.385

Goémez, L. E.; Schalock, R. L.; Verdugo, M.A. A quality of life supports model: Six research-focused steps to evaluate the
model and enhance research practices in the field of IDD. Res Dev Disabil 2021, 119, 104112.
https://doi.org/10.1016/j.ridd.2021.104112

Verdugo, M.A,; Schalock, R.L.; Gémez, L.E. The quality of life supports model: Twenty five years of parallel paths have
come together. Siglo Cero 2021, 52, 9-28. https://doi.org/10.14201/scero2021523928

Esteban, L.; Navas P.; Verdugo M.A; Arias V.B. Community living, intellectual disability and extensive support needs: A
rights-based approach to assessment and intervention. Int ] Environ Res Public Health 2021, 18, e3175.
https://doi.org/10.3390/ijerph180631.

Goémez, L.E.; Moran, M.L.; Alcedo, M.A.; Arias, V.B.; Verdugo, M.A. Addressing quality of life of children with autism
spectrum disorder and intellectual disability. Intellect Dev Disabil 2020, 58, 393—408. https://doi.org/10.1352/1934-9556-
58.5.393

Morales, L.; Moran, L.; Gomez, L.E. Evaluacion de resultados personales relacionados con derechos en jovenes con disca-
pacidad intelectual y TEA [Assessment of rights-related personal outcomes in young people with intellectual disability and
autism spectrum disorder]. Siglo Cero 2021, 52, 81-99. https://doi.org/10.14201/scer020215238199

Lombardi, M.; Claes, C.; Vandenbussche, H.; Gémez, L.E.; Schalock, R. L. Using a Participative Process to Implement CRPD
Articles Towards Quality of Life Outcomes. | Policy Pract Intellect Disabil 2023, submitted.

Nussbaum, M.C. Creating capabilities: The human development approach; Belknap Press of Harvard University: Harvard, USA,
2011.

Wehmeyer, M.L. The Oxford handbook of positive psychology and disability; Oxford University Press: Oxford, UK, 2013.
Shogren, K.A.; Raley, S.K. Self-determination and causal agency theory: Integrating research into practice. Springer Nature: Cham,
Switzerland, 2022.

454

455

456
457
458
459
460
461
462
463
464
465
466
467
468
469
470
471
472
473
474
475
476
477
478
479
480
481
482
483
484
485
486
487
488
489
490
491
492
493
494
495
496
497
498
499
500
501
502
503
504
505
506
507
508
509
510
511


https://doi.org/10.1111/jir.12992
https://doi.org/10.7334/psicothema2019.119
https://doi.org/10.3390/ijerph17145123
http://dx.doi.org/10.14201/scero20215238199

Behav. Sci. 2022, 12, x FOR PEER REVIEW 12 of 12

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

Verdugo, M.A,; Vicente, E.; Guillén, V.M.; Sanchez, S.; Ibafiez, A.; Gomez, L.E. A measurement of self-determination for
people with intellectual disability: Description of the AUTODDIS Scale and evidences of reliability and external validity.
Int ] Dev Disabil 2021, 69(2), 317-326. http://dx.doi.org/10.1080/20473869.2021.1965826

Moran, M.; Hagiwara, M.; Raley, S.K.; Alsaeed, A.H.; Shogren, K.A., Qian, X.; Gémez, L.E; Alcedo, M. Self-determination
of students with autism spectrum disorder: A systematic review. | Dev Phys Disabil 2021, 33, 887-908.
https://doi.org/10.1007/s10882-020-09779-1

Schalock, R.L.; Luckasson, R.; Tassé, M. J. Intellectual disability: Definition, diagnosis, classification, and planning supports;
American Association on Intellectual and Developmental Disabilities: Washington, USA, 2021.

Qian, X.; Larson, S.A.; Ticha, R.; Stancliffe, R.; Pettingell, S.L. Active support training, staff assistance, and engagement of
individuals with intellectual and developmental disabilities in the United States: Randomized controlled trial. Am | Intellect
Dev Disabil 2019, 124, 157-173. https://doi.org/10.1352/1944-7558-124.2.157

Verdugo, M.A.; Schalock, R.L.; Gémez, L.E. The Quality of Life Supports Model as a Major Component in Applying the
Quality of Life Paradigm. | Policy Pract Intellect Disabil 2023, submitted.

Schalock, R.L.; Verdugo, M. A. Quality of Life for Human Service Practitioners; American Association on Mental Retardation:
Washington, DC, USA, 2002.

Moran, L.; Gémez, L.E.; Balboni, G.; Monsalve, A.; Verdugo, M.A.; Rodriguez, M. Predictors of individual quality of life in
young people with Down syndrome. Rehabil Psychol 2022, 7, 205-214. https://doi.org/10.1037/rep0000443

Giaconi, C.; Verdugo, M.A_; Del Bianco, N.; Gomez, L.E.; D’Angelo, I.; Schalock, R.L. The application of quality of life in
services for persons with intellectual and developmental disabilities. Educ Sci Soc 2022, 13, 41-58.
https://doi.org/10.3280/ess2-20220a14963

Zuna, N; Summers, J.A.; Turnbull, A.P.; Hu, X,; Xu, S. Theorizing about family quality of life. In Enhancing the Quality of
Life of People with Intellectual Disabilities, 1st ed.; Kober, R.; Springer: Dordrecht, The Netherlands, 2010; Volume 41, pp. 241-
278.

Amor, AM.; Verdugo, M.A ; Arias, B.; Fernandez, M.; Aza, A. Examining the suitability of the list of indicators describing
age-related typical support needs. Int ] Environ Res Public Health 2021, 18, 764. https://doi.org/10.3390/ijerph18020764
Shogren, K.A.; Luckasson, R.; Schalock, R.L. Using a multidimensional model to analyze context and enhance personal
outcomes. Intellect Dev Disabil. 2020, 58, 95-110. https://doi.org/10.1352/1934-9556-58.2.95

Shogren, K.A.; Luckasson, R.; Schalock, R.L. Leveraging the power of context in disability policy development, implemen-
tation, and evaluation: Multiple applications to enhance personal outcomes. | Disabil Policy Stud 2021, 31, 230-243.
https://doi.org/10.1177/1044207320923656

Goémez, L.E.; Schalock, R.L.; Verdugo, M.A. The role of moderators and mediators in implementing and evaluating intel-
lectual and developmental disabilities-related policies and practices. | Dev Phys Disabil 2020, 32, 375-393.
https://doi.org/10.1007/s10882-019-09702-3

Schalock, R.L.; Luckasson, R. Enhancing research in intellectual and developmental disabilities through person-centered
evaluation. Res Dev Disabil 2021. 117, 104043. https://doi.org/10.1016/j.ridd.2021.104043

World  Health  Organization.  Sustainable  Development Goals: health  targets. Available online:
https://www.who.int/docs/librariesprovider2/default-document-library/disability-sdg-fact-
sheet.pdf?sfvrsn=9298b56c_8&download=true_(accessed on 31 January 2023).

Gomez, L.E.; Moran, M.L.; Swerts, C. (2022). Measuring quality of life in vulnerable populations. In Handbook on quality of
life addiction, recovery and quality of life: cross-cutting perspectives from around the globe; Florence, M.; Vanderplasschen, W.;
Savahl, S; Yu, M.; De Maeyer, J.; Sinclair, D., Eds. Springer: Berlin, Germany, 2022.

Goémez, L.E.; Moran, M.L.; Navas, P.; Vicente, E.; Guillén, V.M.; Monsalve, A.; Alcedo, M. A.; Al-Halabi, S.; Balboni, G;
Lombardi, M.; Swerts, C., Schalock, R.L.; Verdugo, M.A. Escala #YoTambién Tengo Derechos [#Rights4MeToo Scale]. INICO:
Salamanca, Spain, 2023. https://tambientengoderechos.org

Goémez, L.E.; Moran, L.; Al-Halabi, S.; Swerts, C.; Verdugo, M.A.; Schalock, R.L. Quality of life and the International Con-
vention on the Rights of Persons with Disabilities: Consensus indicators for assessment. Psicothema 2022, 34, 182-191.
https://doi.org/10.7334/psicothema2021.574

512
513
514
515
516
517
518
519
520
521
522
523
524
525
526
527
528
529
530
531
532
533
534
535
536
537
538
539
540
541
542
543
544
545
546
547
548
549
550
551
552
553
554
555
556
557
558


https://psycnet.apa.org/doi/10.1007/s10882-020-09779-1
https://www.who.int/docs/librariesprovider2/default-document-library/disability-sdg-factsheet.pdf?sfvrsn=9298b56c_8&download=true
https://www.who.int/docs/librariesprovider2/default-document-library/disability-sdg-factsheet.pdf?sfvrsn=9298b56c_8&download=true
https://www.who.int/docs/librariesprovider2/default-document-library/disability-sdg-factsheet.pdf?sfvrsn=9298b56c_8&download=true

