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Abstract
Purpose/Question: Individuals with intellectual and developmental disabilities (IDD) face challenges and barriers to living independently, requiring assistance from caregivers and family members. Tasks required for independent living include the daily routine of caring for oneself in activities of daily living (ADLs) and the activities within the home and out in the community in instrumental activities of daily living (IADLs). To explore functional independence in the IDD population, a scoping review was conducted to determine what interventions improve independence in young adults with IDD.  
Methods: Following JBI guidelines, an initial search of the databases of CINAHL, Medline, APA PsychINFO, and ERIC was conducted using combinations of keywords, independence, young adults, adolescents, and interventions. Then, titles and abstracts were screened by two reviewers for inclusion of the analysis. Included articles were published in English, in peer-reviewed journals, focused on individuals with IDD aged 13-35, and included interventions for independence. The findings were organized into a chart identifying if the intervention was an IADL or ADL in relation to the Occupational Therapy Practice Framework (AOTA, 2020). 
Results: The initial search identified 438 articles with 120 duplicates removed and 392 excluded based on the title and abstract. The full text of the remaining 46 articles were reviewed and eliminated 35 articles resulting in 8 studies included in the final analysis. The ADL and IADL interventions focused on community engagement, home management, financial management, toileting, and community mobility through transportation.
Conclusions: The findings showed no predominant intervention. Two studies focused on the use of public transportation for community mobility. Additionally, due to the burden on families and caregivers, several articles focused on strategies to minimize the burden in caring for young adults with IDD. Future research should look at specific interventions for individuals with IDD and how those interventions have been implemented into aiding in independence. 
Introduction 
In the U.S., most adolescents and young adults are entering an exciting period in their lives where they experience more independence in activities of daily living (ADL) and instrumental activities of daily living (IADL). Individuals with intellectual and developmental disabilities (IDD) may face challenges and barriers performing ADLs and IADLs independently (Leonard et al., 2016). ADLs are essential tasks that need to be completed routinely to care for oneself whereas IADLs are daily activities within the home and out in the community (AOTA, 2020). Individuals with IDD may need help from parents, caregivers, and teachers when performing self-care activities (Berg et al., 2017). Relying on others for these activities can cause feelings of insecurity and helplessness when compared to typically developing peers (Jansen-van and Aldersey, 2020).
 An occupational therapist plays an essential role in helping individuals gain independence in performing tasks that they must do, need to do, and want to do. When an occupational therapist is working with an individual, they are thinking of ways to adapt or modify an activity so that their clients can perform tasks independently. Implementing interventions that exemplify their strengths allows them to learn how to be functionally independent (Francis et al., 2019; Young et al., 2022).  Once young adults graduate from high school, they have limited access to resources to help increase their independence in ADLs and IADLs. There is a lack of occupational therapy services that focus on working with adolescents and young adults with IDD (Leonard et al., 2016).
There are a variety of interventions occupational therapists can implement for the IDD population. Occupational therapists can lead individuals with IDD through functional training programs to increase their independence to adapt the task or the environment to aid in their independence (Berg et al., 2017; Waldman-Levi et al., 2019). Another intervention is participating in vocational skills training which allows young adults with IDD to gain skills needed for employment, college, or in the community (Bernard-Bark et al., 2023; Chiang and Howe, 2021, Wilczenski et al., 2017)
There is a lack of access to therapy and programs for the IDD population due to the lack of resources available (Gauthier-Boudreault et al., 2018). The research questions for this review aims to address is what areas of ADLs and IADLs are the focus of interventions in individuals with IDD. The objective of this review includes identifying successful interventions that have shown an increase in independence in ADLs and IADLs, as well as barriers addressed in the IDD population. The purpose of this scoping review is to explore different interventions that can be implemented for young adults with IDD focusing on independence in ADLs and IADLs.
Methods
Design and Justification 
This scoping review was conducted to examine the literature to determine therapy interventions that address ADLs and IADLs in this population due to limited research. This scoping review was guided by the Preferred Reporting Items for Systematic Reviews and Meta-Analysis Scoping Review Extension [PRISMA-ScR] (Page et al., 2020; Tricco et al., 2018). A protocol was created outlining how the scoping review was going to be conducted and registered on Open Science Framework (Wittekind & Dunn, 2024). The methodology of this review will utilize the JBI guidelines (Peters et al., 2021). 
Information Sources 
A search was conducted in February-March 2024 for this scoping review in the following databases ERIC, CINAHL, Medline, and PsychInfo. 
Search Strategy 
The search strategy was developed considering the target population, intervention, and outcomes shown by participants in the studies. The subjects for this study were young adults/ adolescents with IDD disabilities (13-35 years old). Keywords that were included were occupational therapy, interventions, independence, ADL, IADL, IDD, and young adults. The use of the Boolean operators [AND, OR] was utilized to optimize and refine search results in an attempt to attain articles that related to the research question. This review was done to narrow the search to identify occupational therapy interventions that increase independence in young adults with IDD. Table 1 identifies the search strands for each database. 
Table 1. 
Search Strategy with Search Strands 

	Name of Database
	Date
	Search Terms
	Total Results 

	CINAHL `
	3/9/2024
	Intellectual disability or intellectual disabilities or intellectual disabled or intellectual and developmental disabilities or intellectual and developmental disabled or IDD or developmental disabilities or developmental disability or developmental disabled or developmentally disabled or learning disability or learning disabled or learning disabilities or disabilities or disabled or disability or disable or developmental and intellectual disabilities AND occupational therapy or occupational therapist or occupational therapists or ot or ot practitioner or ot practitioners or ots AND youth or adolescents or young people or teen or young adults or teens or teenagers or young adult or adolescence AND independence or independent or autonomy or self-efficacy AND interventions or strategies or best practices or treatment or therapy or program or management
	94

	
APA PsychInfo



	3/9
	Intellectual disability or intellectual disabilities or intellectual disabled or intellectual and developmental disabilities or intellectual and developmental disabled or IDD or developmental disabilities or developmental disability or developmental disabled or developmentally disabled or learning disability or learning disabled or learning disabilities or disabilities or disabled or disability or disable or developmental and intellectual disabilities AND occupational therapy or occupational therapist or occupational therapists or ot or ot practitioner or ot practitioners or ots AND youth or adolescents or young people or teen or young adults or teens or teenagers or young adult or adolescence AND independence or independent or autonomy or self-efficacy AND interventions or strategies or best practices or treatment or therapy or program or management
	195

	ERIC 
	3/9 
	Intellectual disability or intellectual disabilities or intellectual disabled or intellectual and developmental disabilities or intellectual and developmental disabled or IDD or developmental disabilities or developmental disability or developmental disabled or developmentally disabled or learning disability or learning disabled or learning disabilities or disabilities or disabled or disability or disable or developmental and intellectual disabilities AND occupational therapy or occupational therapist or occupational therapists or ot or ot practitioner or ot practitioners or ots AND youth or adolescents or young people or teen or young adults or teens or teenagers or young adult or adolescence AND independence or independent or autonomy or self-efficacy AND interventions or strategies or best practices or treatment or therapy or program or management
	19

	Medline Full text 
	3/9
	Intellectual disability or intellectual disabilities or intellectual disabled or intellectual and developmental disabilities or intellectual and developmental disabled or IDD or developmental disabilities or developmental disability or developmental disabled or developmentally disabled or learning disability or learning disabled or learning disabilities or disabilities or disabled or disability or disable or developmental and intellectual disabilities AND occupational therapy or occupational therapist or occupational therapists or ot or ot practitioner or ot practitioners or ots AND youth or adolescents or young people or teen or young adults or teens or teenagers or young adult or adolescence AND independence or independent or autonomy or self-efficacy AND interventions or strategies or best practices or treatment or therapy or program or management
	250



Exclusion and Inclusion Criteria
The articles included were peer-reviewed and written in English. Articles that contained therapy interventions focused on ADLs and IADLs provided by occupational therapy, physical therapy, speech-language pathology, and other interdisciplinary professions were included. Participants in the articles had to be young adults/adolescents aged 13-35 years old with a diagnosis of an intellectual and developmental disability. Articles that were excluded if the study was a non-therapy intervention. 
Selection of Sources
Primary investigators and secondary reviewers of this scoping review independently screened the titles and abstracts of the articles to determine inclusion. The software Rayaan screened and removed duplicates of articles (Ouzzani et al., 2016). Data items included in the extraction table include citation, author, year, aim/purpose, study design, diagnosis, description of intervention, findings/results, age, and level of independence. To determine eligibility titles and abstracts were screened. Full texts will be downloaded to determine exclusion and inclusion. Discrepancies will be discussed with the primary investigator and the secondary reviewers to determine if they should be included or excluded from the review. Once the searches were completed and sources were identified, the evidence table selection process began. Refer to Table 2. 
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	Citation 
(Author(s), year)
	Aim / Purpose of study
	Study Design 
	Diagnosis
	Description of Intervention 
	Findings/ Results
	Age
	OTPF-4 Correlation 

	Anaby et al., 2017. 
	The purpose was to obtain the perception of patents on experiences in the PREP approach as well as explore the opinions.  
	Post-intervention qualitative study 
	Orthopedic/motor, developmental/intellectual delays, and visual impairments. 
	Pathway and resources for engagement and participation (PREP) intervention targeted modifying the environment and the use of coaching aids in a child to participate in community activities. 
	Parents emphasized the effect the PREP intervention has. 
	12-18 years old.
	Social participation- community participation  

	DuBois et al., 2020. 
	The purpose of this study is to look at the impact the families of youth with intellectual and developmental disabilities have on their engagement in the community. 
	Secondary data analysis 
	ASD, Down Syndrome, Prader-Willi Syndrome, Fetal alcohol syndrome disorder, developmental or intellectual disability, cerebral palsy 
	Interviews were conducted with the parents to see how their child is engaging in the environment. 
	Three themes developed including a complex of supports and influences, community engagement with the help of family, and points of tension. 
	13-24 years old. 
	Community mobility

	Dunn and Gardner, 2013. 
	This study was done to explore the effects age plays on roles and expectations in household tasks with disabilities. 
	Cohort study, institutional review. 
	Physical disabilities, intellectual disabilities, cerebral palsy, spina bifida, muscular dystrophy, osteogenesis imperfecta, and lower extremity amputation. 
	Utilized the Children Helping Out: Responsibilities, Expectations, and Supports (CHORES) to assess the individual’s participation in household tasks. 
	Parents reported the results on how their child performed household tasks and it was reported that 22 of the 34 tasks were done and parents of typically developed children reported that 25 of 34 tasks were done. The older individuals with disabilities performed 25 tasks on average. 
	6-14 years old. 
	Home management – house chores. 


	Harr et al., 2011. 
	The purpose was to explore engagement in household tasks, community, and work in individuals with disabilities. 
	Case study, mixed methods. 
Qualitative: interviews and observations. 
Quantitative: standardized assessments
Pre-test/post-test
Follow up 
	Spina bifida, cognitive impairments, physical disabilities, paraplegic. 
	Arc’s Self-Determination scale – adolescent version (SDS) a self-report 72 item assessment that looks at the clients’ strengths and weaknesses. 
CHORES – a 34 item report where the parent reports on the tasks completed by their child. It looks at how much help was needed completing chores. 
COPM- measures self-perception on their occupational performance. 

	In CHORES the client increased performance in tasks from 17 at pre-test to 19 at post-test but at the follow-up 4 months later he declined to 16. The self-care category showed the most decline at the follow-up with the second being family-care tasks. The client was given more responsibility by his parents at the end of the study. 
	20-year-old.
	Grooming, meal preparation and clean-up, dressing, home management, financial management, safety awareness

	Josman et al., 2008. 
	This study was done to examine the effectiveness of implementing a virtual environment via virtual reality that would correlate with real life in ASD individuals. 
	Pilot study, group comparison, single-subject design, pre/post comparisons. 
	ASD with secondary diagnosis of learning disabilities.  
	Used virtual reality to portray a virtual environment of crossing the street through a desktop software. The client decided when it was safe to cross the street and as they were able to successfully cross the street, they moved on to the next stage which included more difficulty. 
	4/6 participants with ASD utilized virtual reality to learn how to safely cross the street
	8-16 years old. 
	Community mobility 

	King et al., 2021. 
	The purpose of this study is to investigate parents of youth with disabilities’ view on residential immersive life skills programs. 
	Three- and twelve-month post-session interviews. Deductive thematic analysis. 
	Cerebral palsy, Duchenne’s muscular dystrophy, spinal bifida, Friedreich’s ataxia, facial syndrome, communication disorder. 

	Interventions included social learning, experiential learning, and self-determination theory. The intervention sessions at the residential life skills program include time management and organizational skills, financial management, community mobility, meal preparation, and shopping. 
	The parents found that their child had increased self-confidence in new situations and maturity in their ability to engage in the environment. 
	14-21 years old. 
	Meal preparation, home management, community mobility, shopping, financial management. 

	Munsell et al., 2020. 
	The purpose of this study is to explore the challenges individuals face in social participation, executive function, and behavior management during daily tasks. 
	Secondary analysis, use of structural equation modeling. 
	ASD 
	Looked at how well the participants were able to manage their daily life tasks and discrete functional skills. 
	Targeting interventions for self-management of daily life tasks improved participation in independent living. 
	13-16 years old. 
	Social participation 

	O’Neill and Gutman, 2020. 
	The purpose of this article is to provide occupational therapists with practice guidelines for treating youth with IDD. 
	Practice guidelines, case study. 
	Moderate ID 
	Focused on the IDD population going through the transition period investigated the challenges they faced. 
	Adaptive functioning, academic, social, and practical skills. 
	15-24 years old. 
	Social participation 





Results
The initial search conducted on CINHAL, Medline, Eric, and APA PsycINFO identified 558 articles with 120 duplicates removed prior to screening.  There were 438 articles screened by the primary investigator and secondary reviewers resulting in 392 excluded based on the title and abstract. The full text of the remaining 46 was reviewed and 35 articles were assessed for eligibility. There were 11 articles not retrieved due to not having access to full text. Additionally, 27 were excluded due to not meeting the inclusion criteria after downloading full texts. Finally, 8 articles were included for analysis. The review process for this scoping review can be found in Chart 1. 
Chart 1. 
PRISMA Flow Chart 

Identification of studies via databases and registers


Records removed before screening:
Duplicate records removed (n =120)

Records identified from*:
Databases (n = 558)
· CINHAL (n=94)
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· Medline (n=250)
· APA PsycINFO (n=195)
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Reports sought for retrieval.
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Reports not retrieved.
(n =11)
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Reports assessed for eligibility.
(n =35)
Reports excluded (n=27):
Reason 1: wrong population (n = 5)
Reason 2: wrong study design (n = 10)
Reason 3: wrong outcome (n = 12)








Studies included in review.
(n = 8)


Included




From:  Page MJ, McKenzie JE, Bossuyt PM, Boutron I, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ 2021;372:n71. doi: 10.1136/bmj.n71. For more information, visit: http://www.prisma-statement.org/
Interventions
In the studies that met the inclusion criteria, there were twelve different interventions identified. The interventions focused on dressing, grooming, toileting, meal preparation, safety, education, social participation, health management, home management, financial management, community mobility, and care of others. In reviewing the articles included, there was no predominant ADL or IADL shown between the articles. The most frequent OTPF-4 connections were safety, social participation, financial management, and community mobility. The other intervention focused on in the OTPF-4 identified in the articles included can be found in Chart 2. 
Chart 2. 
Focus on Interventions in Relation to the OTPF-4

Parents Perspectives 
	In addition to the OTPF-4 relations in the included articles, the parents’ perspectives were a main aspect in reporting how the young adults with IDD performed in ADLs and IADLs. The parents reported on how their child was progressing toward independence in household tasks utilizing the Children Helping Out: Responsibilities, Expectations, and Support (CHORES). CHORES is a 34-item questionnaire designed to determine the level of performance and assistance level in completing household chores (Harr et al., 2011). The articles that utilize CHORES can be found in Table 1. 
Findings 
In the findings of the included articles in this review, there were more IADLs identified than ADLs as the focus of the interventions for individuals with IDD. The articles yielded did not include significant evidence for all components described in the OTPF-4. The top OTPF-4 correlations found in the articles were community mobility, financial management, safety, and social participation. There was a common theme throughout the articles which was participation in tasks and activities. Additionally, due to the burden on families and caregivers, several articles focused on strategies to minimize the burden of caring for young adults with IDD.  Parents and caregivers were reporting on the individuals with IDD participation and performance in IADLs and ADLs tasks. 
Along with no predominant intervention focus found, there was no predominant diagnosis mentioned in the studies. The most prevalent diagnosis was autism spectrum disorder (ASD). Other diagnoses such as Down syndrome and spina bifida mentioned in the findings included in this scoping review can be found in Table 2. 
Discussion  
	This scoping review revealed twelve correlations to the OTPF-4, emphasizing the focus of IADLs during interventions. The occupation-based interventions mentioned the most were safety, social participation, financial management, and community mobility. The interventions used in the studies showed to aid increase independence in individuals with IDD. Articles had more of an emphasis on IADL tasks rather than ADL tasks which identified a barrier in research. due to not focusing on ADLs which play an essential role in the independence of individuals with IDD. For individuals with IDD, being able to independently perform these tasks allows them to gain confidence in themselves and develop self-determination. Self-determination allows individuals with IDD to work on tasks that they tend to need more assistance in to increase their overall independence. Confidence can also help individuals have the courage to ask for assistance when a task is challenging for them. From the findings included in this scoping review, there is a lack of research done on interventions that address ADLs. Articles addressed strategies to minimize the burden in caring for young adults with IDD but there are barriers in how to implement those strategies to remain consistent in their ability to perform the tasks independently. The CHORES questionnaire revealed that individuals with IDD initially had increased scores but as time went on their scores decreased which created barriers to the effectiveness in the implementation of the household tasks.  
Limitations
 	This review was limited to adolescents and young adults with IDD which narrowed the findings. Even though interventions provided by other practitioners besides occupational therapists were included, the search terms only included occupational therapy practitioners which could have limited access to all evidence. 
Conclusions 
Occupational therapists can play an essential role in helping individuals with IDD gain independence in performing tasks they must do, need to do, and want to do by identifying ways to adapt or modify an activity so that their clients can perform tasks independently (Berg et al., 2017; Waldman-Levi et al., 2019). Occupational therapists can increase individuals with IDD confidence in performing ADLs and IADLs tasks which can influence their overall independence in activities. They can work with individuals with IDD to find ways to align their need for independence in ADLs and IADLs in correspondence with their personal goals. There is an opportunity for occupational therapists to address and assess the self-care needs of individuals with IDD to ensure that they can live independently. Providers should consider addressing the areas of bathing, personal hygiene, communication management, and eating and swallowing to ensure these individuals can live independently. 
Although there was no predominant IADL or ADL determined in this scoping review there were still twelve occupation-based interventions addressed and utilized in the eight articles. The articles found that young adults with IDD participated in interventions that were focused on safety in and out of the home, social participation, community mobility, and financial management. 
This review showed the barriers caregivers, parents, and individuals with IDD face in being independent. While the young adults with IDD are practicing new IADL and ADL tasks they are increasing their independence but once they are done practicing there are challenges in retaining the skills to implement into everyday practice. There was also a gap determined in interventions focusing on ADLs. ADLs play an essential role in fostering independence. Future research could expand the search and investigate specific interventions with young adults with IDD and how these interventions have been implemented to aid independence. Determining the effectiveness of interventions addressing specific ADLs and IADLs will be beneficial for occupational therapists working with young adults with IDD.  
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Appendix A
The Role of Occupational Therapy for Independence in Young Adults with Intellectual and Developmental Disabilities: A Scoping Review Protocol
Review Authors
The primary investigator for this study will be Madison Wittekind. The second reviewer will be Maggie Sullivan, and the third reviewer is Leah Dunn, a faculty support for this course.  
Introduction
In the U.S., most adolescents and young adults are entering an exciting period in their lives where they experience more independence in activities of daily living (ADL) and instrumental activities of daily living (IADL). While excitement may be experienced by some typically developing individuals, individuals with intellectual and developmental disabilities (IDD) face challenges and barriers performing ADLs and IADLs independently (Leonard et al., 2016). ADLs are essential tasks that need to be completed routinely to care for oneself whereas IADLs are daily activities within the home and out in the community (AOTA, 2020). Individuals with IDD may need help from parents, caregivers, and teachers when performing self-care activities (Berg et al., 2017). Relying on others for these activities can cause feelings of insecurity and helplessness when compared to typically developing peers (Jansen-van and Aldersey, 2020).
 An occupational therapist plays an essential role in helping individuals gain independence in performing tasks that they must do, need to do, and want to do. When an occupational therapist is working with an individual, they are thinking of ways to adapt or modify an activity so that their clients can perform tasks independently. Implementing interventions that exemplify their strengths allows them to learn how to be functionally independent (Francis et al., 2019; Young et al., 2022).  Once young adults graduate from high school, they have limited access to resources to help increase their independence in ADLs and IADLs. There is a lack of occupational therapy services that focus on working with adolescents and young adults with IDD (Leonard et al., 2016).
There are a variety of interventions occupational therapists can implement for the IDD population. Occupational therapists can lead individuals with IDD through functional training programs to increase their independence or adapt the task or the environment to aid in their independence (Berg et al., 2017; Waldman-Levi et al., 2019). Another intervention is participating in vocational skills training which allows young adults with IDD gain skills needed for employment, college, or in the community (Bernard-Bark et al., 2023; Chiang & Howe, 2021, Wilczenski et al., 2017)
The research questions this review will aim to address what areas of ADLs and IADLs are the focus of interventions in individuals with IDD. The objective for this review will include identifying successful interventions that have shown an increase in independence in ADLs and IADLs and implementing the findings into practice, as well as barriers addressed in the IDD population. The purpose of this scoping review will be to explore different interventions that can be implemented with young adults with IDD focusing on independence in ADLs and IADLs.
Methods 
Inclusion Criteria 
The main topics of the articles included will focus on occupational therapy and IDD, and other outcomes including interventions, occupational therapy, independence, ADL, IADL, IDD, and young adults. Participants in the included articles must have an IDD diagnosis or have a family member with an IDD diagnosis who is between the ages of 13-35 years old. The articles included will be written in English and peer reviewed. They will also include therapy interventions focusing on ADLs and IADLs provided by occupational therapy, physical therapy, speech language pathology, and other interdisciplinary professions. Articles will be excluded if the study focused on non-therapy interventions. 
Search Strategy
This study will be conducted with a systematic literature search using the databases of APA PsychINFO, CINAHL Plus with Full Text, ERIC, and Medline with Full Text. All the databases will be searched using the same terms including individuals with IDD, transition period, occupational therapy, young adults, and independence. The Boolean operators AND and OR will be used to combine the keywords during the search. 
· Intellectual disability or intellectual disabilities or intellectual disabled or intellectual and developmental disabilities or intellectual and developmental disabled or IDD or developmental disabilities or developmental disability or developmental disabled or developmentally disabled or learning disability or learning disabled or learning disabilities or disabilities or disabled or disability or disable or developmental and intellectual disabilities 
· occupational therapy or occupational therapist or occupational therapists or ot or ot practitioner or ot practitioners or ots 
· youth or adolescents or young people or teen or young adults or teens or teenagers or young adult or adolescence AND independence or independent or autonomy or self-efficacy 
· interventions or strategies or best practices or treatment or therapy or program or management
Evidence Selection
The combined search results of the databases will be uploaded to Rayaan and duplicates will be removed (Ouzzani et al., 2016). The title and abstract will be examined by each reviewer independently to determine if they meet inclusion criteria and then the full text of the remaining articles will be retrieved. Discrepancies will be discussed to reach a consensus about articles. Data related to the outcomes (Aims/purpose of study, study design, diagnosis, description of intervention, results/findings, age, and connection to the OTPF-4) will be extracted into the date extraction chart Table 1. 
Table 1: Data Extraction Chart
	Citation (Author(s), Year)
	Aim/Purpose of study 
	Study Design
	Diagnosis
	Description of Intervention
	Findings/Results 
	Age
	OTPF-4 Connection 

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	



Outcomes/ Data Synthesis 
	Once data items are extracted from each article, the alignment with OTPF-4 will be compared as well as the intervention provided, results will be displayed in charts and graphs. 
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