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Mini Review 

According to the Center for Disease Control and 

Prevention (CDC), intellectual and developmental disabilities 

(I/DD) are disorders that are typically present at birth and, to 

varying degrees, adversely affect intellectual, physical, and 

emotional development [1,2]. Specifically, intellectual 

disabilities are characterized by problems with intellectual 

functioning, including the ability to learn, reason, and solve 

problems, as well as with adaptive behaviors involving daily 

social and life skills, which manifest before the age of 18 

years and are likely to be lifelong. Additionally, 

developmental disabilities encompass a broader category that 

includes intellectual disabilities, but also includes physical 

conditions that may affect multiple body parts or systems [3]. 

The inclusive term I/DD is often used in situations where 

multiple disabilities are present [3]. Individuals with I/DD 

have a higher risk than the general population of developing 

chronic conditions, such as obesity, heart disease, 

hypertension, depression, and anxiety [4-7]. Many individuals 

with I/DD lead sedentary lifestyles and do not meet the 

minimum physical activity (PA) recommendations for 

promoting their health and wellbeing [5,8,9]. 

Based on the National Core Indicators Adult Consumer 

Survey (NCI-ACS) 2017–2018 data, researchers reported that 

only 19% of adults with I/DD who live in the community did 

PA/exercise three or more times per week for more than 10 

minutes at a time [10]. Specifically, the rate for adults with 

I/DD meeting PA guidelines (~13.5%) was less than half that 

of the general population (~30.8%) [11]. It is a significant 

concern that more than 60% of adults with I/DD spent over 

three hours a day engaging in screen-based sedentary 

behaviors [12]. Obesity, overall physical and psychosocial  

 

  

 

 

health and wellbeing, and community participation among 

adults with I/DD have received limited attentions and 

investigations [11,13,14]. 

It is well-documented that there are positive 

relationships between PA and health and wellbeing in adults. 

The Global Recommendations on Physical Activity for Health 

recommends 150 minutes per week of moderate intensity PA 

such as, brisk walking, jogging, cycling, or swimming for the 

general population aged 18 and above [15]. However, limited 

assessments of PA participation of adults with I/DD indicate 

their PA participation is not sufficient [16,17]. Adults with 

I/DD are at great risk of developing diabetes, heart diseases, 

and osteoporosis [18,19]. This population is also at great risk 

of becoming overweight or obese due to insufficient PA 

participations, significant amount of sedentary activities, and 

nutritional deficiency [9,20]. In addition, it has been 

recognized that adults with I/DD demonstrated high rates of 

fall [21,22] and poor functional health including balance, joint 

pain, and motor function, and these health risks increase with 

age [23,24]. However, regular PA or exercise has not been 

advocated or conducted as an effective medical and lifestyle 

interventions with adults with I/DD, and the effects of regular 

PA or exercises on fall prevention are not clear in the 

literature [25].  

There is a need to determine appropriate methods for 

promoting PA and identifying exercise prescriptions such as 

“dose” of exercise program in order to maximize the positive 

effect of regular PA or exercises on adults with I/DD. For 

instance, according to Texas Biennial Disability Report, over 

41,000 Texans with disabilities with different ages have 

moved from institutions to the community since the 

development of the Texas Promoting Independence Plan in 

2001, where services on average cost significantly less than in 
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Abstract 

Adults with intellectual and developmental disabilities (I/DD) have a higher risk than the general population of engaging 

in sedentary behaviors and acquiring health issues associated with physical inactivity. To promote research and best practices 

related to active living and enhancing wellbeing among adults with I/DD, this mini review aimed to identify potential barriers 

of full community participation (physical, social, and emotional engagement/inclusion) among adults with I/DD. The literature 

gap highlights a need for building evidence-based research and practices, which may provide a better understanding of physical 

activity participation with adults with I/DD living in group homes and in the community in order to improve their health and 

wellbeing. 
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institutions [26]. Adults with I/DD along with their families 

and caregivers, for the most, receive limited support services 

such as PA opportunities and face a high risk of developing 

sedentary lifestyles [17]. An urgent need exists for adults with 

I/DD to have access to quality PA supports that address their 

overall health and wellbeing, especially for those whose 

families and caregivers may have no or limited knowledge of 

the benefits of PA [27]. The primary purpose of this mini 

review was to identify the barriers of full community 

participation (physical, social, and emotional 

engagement/inclusion) among adults with I/DD. Then, 

practical strategies and evidence-based implementation 

models are introduced from a public health perspective in 

order to promote their PA and health status. 

Public policies have increasingly supported the rights of 

adults with I/DD to live in communities of their choice. 

Making this relevant to adults with I/DD requires a 

corresponding increase in environmental supports to promote 

full community participation. Until the age of 21 years, adults 

with I/DD are eligible to receive support services (i.e., 

education, training, health promotion) through the Individuals 

with Disabilities Education Act (IDEA, PL 101-476). When 

eligibility for these services ends, the task of securing support 

shifts from educational systems to the individual, family, or 

other caregivers. It was noted that the health status and needs 

of adults with I/DD living in the community who are not 

receiving support services are often unknown to state and 

local agencies [28,29]. Compared with the general population, 

researchers’ and practitioners’ knowledge and understanding 

of adults with I/DD levels of PA participation and 

accessibility to PA programs are limited. If health and 

wellbeing of adults with I/DD are reduced due to physical 

inactivity or being sedentary, then independence will be 

limited in this population even though they are dwelling in the 

community. Health and well-being becomes more challenging 

over the lifespan as aging-related changes impact both the 

adults with I/DD and supporting family members. Key 

challenges that must be addressed by communities, families, 

and adults with I/DD include the following: (a) improving the 

health and functioning of adults with I/DD and their families; 

(b) enhancing consumer directed and family-based PA; (c) 

reducing barriers to health and community participation; and 

(d) reinforcing training systems/networks of health and PA 

professionals, family members, and home caregivers [18,30]. 

Adults with I/DD are more likely to develop chronic 

health conditions at younger ages than other adults due to 

biological factors related to syndromes and associated 

developmental disabilities, limited access to adequate health 

care, sedentary lifestyles, and environmental issues. This 

population also has higher rates of obesity (79.6%) [31], 

sedentary behaviors, and poor nutritional habits compared to 

the general population [32]. Many health care providers, 

adults with disabilities, and families are unfamiliar with 

current and accurate information about the age-related health 

issues for individuals with I/DD. A need exists not only for 

more research in this area, but also for disseminating data and 

information related to preventative and surveillant strategies 

across the lifespan for adults with I/DD. These strategies 

include targeted health education programs, appropriate 

screening, and community health promotion programs. 

Research has documented the physical and psychosocial 

benefits of community-based PA and exercise programs for 

adults with I/DD, as well as their caregivers [33]. In-home 

health services and self-directed support (centering services 

on the individual needs of persons with I/DD) were proposed 

as important strategies to increase opportunities and quality of 

the services for adults with I/DD [34,35]. However, most 

intervention research did not have follow-up studies, and the 

resources and services were discontinued after intervention 

programs were completed as well.  

Although more than half of individuals with I/DD live 

with family (71%), the numbers of services provided directly 

to individuals with I/DD in the community was decreasing 

from 5.5% in 2000 to 3.3% in 2012 [36]. This gap between 

need and public services/resources is likely to increase with 

more individuals with I/DD living longer, more dual-income 

families, lower fertility rates, and more families living in 

poverty in the U.S [36]. Another important trend includes the 

increase in the number of minority families with individuals 

with I/DD. The percentage of non-Hispanic Caucasians is 

estimated to drop from 62.2% in 2014 to 43.6% of the 

population in 2060 [37]. Cultural caregiving norms and 

language barriers, along with poverty, affect access to services 

and well-being of adults with I/DD and their families, 

especially related to PA [38]. Community First Choice Option 

and the Balancing Incentive Program, which are designed to 

help states move people needing long-term services and 

support from institutional care to home- and community-

based care, were developed according to the 2010 Affordable 

Care Act.  

Williamson and Perkins (2014) conducted a systematic 

literature review to identify U.S. family caregiver outcomes 

and their association with existing services and supports for 

family caregivers of individuals with I/DD [30]. They 

indicated that the current status of the U.S. disability service 

system is complex and variable making implementation of 

evaluation measures challenging. With increasing financial 

pressures and an aging population (7.3 million individuals 

with I/DD in the U.S.), policy makers and service providers 

need to pursue and evaluate innovative practices related to PA 

and well-being. The on-going involvement of family members 

in the lives of individuals with I/DD should be encouraged by 

the system, and emphasis on home- and community-based 

services means understanding the needs of adults with I/DD 

and their family caregivers. Comprehensive assessments of 

formal and informal caregiver needs and supports are needed, 

which can help prioritize formal resources and services more 

effectively [30,39]. 

Models of consumer-directed supports (e.g., personal 

assistance, supported living, and cash subsidies) have grown, 

stimulated by the Real Choice Systems Change grants of the 

2000 New Freedom Initiative and the Robert Wood Johnson 

Self-Determination Initiatives [40]. Outcomes of consumer-

directed supports for families of adults with I/DD have 

included greater service satisfaction, fewer unmet needs, 

better access to health care, fewer out-of-pocket disability 

expenses, reduced feelings of stress and burden, greater self-

efficacy, more opportunities for employment (both caregivers 

and adults with I/DD), and improved social and leisure 

opportunities and community participation [30,33]. However, 
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in many of these programs, family members often make the 

decisions rather than the adults with disabilities. Further, in 

many cases funds are used to pay family members. Little is 

known about the impact of using consumer-directed funds to 

pay family members to provide care, and how this effects PA, 

well-being, health, and self-determination of adults with I/DD 

[40,41]. 

The concepts of "livable communities" and "healthy 

homes" have been promoted for persons who are aging with 

disabilities [42]. As people age and require more supports for 

their activities of daily living, work, or recreation, they may 

require modifications to their homes and communities that 

allow them to remain in their current settings. Environmental 

interventions (EI) to adapt or modify home/living 

environments and assistive technologies (AT) have shown 

positive effects on physical and psychosocial functioning of 

along with reduced mortality for individuals with Alzheimer's 

disease and decreased stress for their caregivers [43,44]. In 

home environmental modifications have been confirmed to be 

beneficial (e.g., increased function, fall prevention) for 

individuals with different special needs [45], especially for 

adults with dementia [43,46]. Research shows that age-related 

health problems among people with intellectual disabilities 

are similar to those in the general population, including the 

development of dementia in later life. However, the 

prevalence of dementia in people with Down syndrome and 

other developmental disabilities at mI/DDle and early elderly 

ages is higher than in the general population. For older adults 

with I/DD, families and service providers have the challenge 

of adapting the environments so that individuals can maintain 

functioning and continue desired activities as long as possible 

[33]. 

Conclusion 

In conclusion, while this generation of adults with I/DD 

has generally had limited opportunities to make their own 

choices regarding their daily lives, and have had restricted 

options regarding supports in the community as they were 

growing up, the next generation of individuals with I/DD and 

their families are likely to have higher expectations from the 

service system. This generation of adults with I/DD and their 

caregivers have received mandated school services and grown 

to expect more options in the community, more consumer-

directed services, and more support for aging in one's home 

setting. More person-centered planning and interventions [33] 

are needed for adults with I/DD and their caregivers, given 

that the National Task Group on Intellectual Disabilities and 

Dementia has called for including developmental disabilities 

in the ‘‘National Plan to Address Alzheimer’s Disease’’ [47].  

Increased partnerships between academic institutions 

and community organizations who serve adults with I/DD are 

critical to expand future research and develop evidenced-

based practices to meet national goals (i.e., Healthy People 

2020) among adults with I/DD living in their communities. A 

key aspect of developing and implementing personal support 

plans for adults with I/DD will be focusing on the individual’s 

health and wellbeing needs. PA, dietary/nutritional, and 

community engagement will need to be key elements of a 

system of support with adults with I/DD. [48]. The gap in the 

literature highlights the need for building a community-based 

participatory research model, which may provide 

communities with an exemplar approach that might be used to 

ensure the early identification and effectiveness of 

interventions related to health disparities among adults with 

I/DD. Furthermore, community-based participatory research 

efforts may provide better understanding of PA participation 

among adults with I/DD, and identifying factors relating to 

PA behaviors in order to improve risk factor identification and 

better target health promotion in adults with I/DD. This form 

of research and practice will allow practitioners and 

researchers to evaluate the PA needs, design positive change 

and cost-effective PA interventions, and promote 

sustainability of successful PA interventions and 

implementation strategies [49]. 
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