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ABSTRACT
Individuals with intellectual and developmental disabilities have faced many challenges with regards to accessing and obtaining adequate healthcare services in the United States. Over the past three decades, several improvements have been made in addressing the needs of this population and improving the health status of people in it. This essay will evaluate the Developmental Disabilities Health Initiative, a project aimed at increasing access to primary care services for a group of individuals living with disabilities in the Washington, D.C. area. 

This program evaluation will also describe public health challenges and outcomes of people living with intellectual and developmental disabilities in the United States, analyze current steps taken to improve health outcomes of participating individuals, and compare a similar program and its successes. Future recommendations for the program will also be discussed.
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1.0  
Introduction

Access to adequate and affordable primary health care has consistently been one of the most challenging obstacles facing the United States health care system. While low-income, uninsured, and minority populations are known to be disproportionately affected by a shortage of health coverage, individuals with developmental disabilities (DD) confront even greater barriers to accessing, paying for, and receiving appropriate health care.
 Cognitive and communication challenges, coupled with physical impairments can increase the complexity of health care delivery for the specialized needs of this population.

The Centers for Diseases Control and Prevention (CDC) defines developmental disabilities as a group of conditions due to impairment in physical, learning, language, or behavior areas.1 These disabilities are typically manifested before age twenty-two, and last through a person’s lifetime. They are attributable to mental retardation, autism, blindness, cerebral palsy, epilepsy, and other neurological conditions.
 Moreover, having a DD increases the likelihood of developing chronic conditions such obesity, diabetes, high blood pressure, and heart disease.

1.1 background
Individuals with DD experience significant limitations in both intellectual functioning and adaptive behavior. Intelligence is represented by Intelligent Quotient (IQ) scores, and intellectual disability is typically present if an individual has an IQ test score of 70 or below.
 When a person’s general intellectual functioning cannot be measured using a standardized instrument such as an IQ test, the assessment of a qualified professional is used instead.3 Adaptive behavior is measured by standardized testing, which aims to measure conceptual, social, and practical skills.4 Conceptual skills are related to reading and writing, expressive language, concepts about money, etc. whereas social skills involve obeying laws and following rules, and taking responsibility. Practical skills include eating, dressing, toileting, taking medication, using the phone, and many more routine activities.4 A significant deficit in one or more of these areas shows the impact on individual functioning and can constitute an adaptive behavior disability. 

Developmental disabilities can occur in all racial, ethnic, and socioeconomic groups, affecting roughly 15% of children ages 3 through 17 in the U.S.1 Despite the wide range of studies conducted, the causes of developmental disabilities in a large number of cases are varied and still remain unknown. However, many social, environmental and physical factors play a role. These include brain injury or infection before, during or after birth, growth/nutrition problems, abnormalities of chromosomes and genes, extreme prematurity, poor diet and health care, drug misuse during pregnancy, and child abuse.
 In addition, disabilities are seen twice as often in males than in females, and researchers have found a link between mild developmental disabilities and areas of poverty and deprivation.5 According to studies supported by the National Institute of Environmental Health Sciences (NIEHS), autistic behaviors have been linked to exposure of toxic chemicals during pregnancy. Toxic chemicals such as lead are likely to cause injury to the developing human brain either through direct toxicity or interactions with the genome.
 About 3% of neurobehavioral disorders are directly caused by toxic environmental exposure, and another 25% are caused by interactions between environmental factors.6 
Recent studies indicate that people with disabilities experience both health disparities and problems gaining access to appropriate primary health care, including health promotion and disease prevention programs.
 Also, individuals with DD are significantly less likely than those without disabilities to receive important screenings, essential oral health care services, and be included in sex education programs.
 The disparity between the quality of health care of the general population in comparison to that of adults with DD can put this already at risk population in danger of developing preventable chronic and age-related conditions later in life. 
In the United States, there has been a strong focus on improving primary care and preventive services among adults with DD by eliminating barriers and improving provider knowledge. Barriers include learning and communication issues, a need for increased personal support to access care, lack of provider training, transportation issues, inaccessible medical equipment, inadequate finances, and poor preventive care.2 Healthy people 2020 has recognized these barriers to health care and has established core objectives to attend to the needs of people with DD, including “reducing the proportion of people with disabilities who report delays in receiving primary and periodic preventive care due to specific barriers,” and “reducing the proportion of older adults with disabilities who use inappropriate medications.”

According to the Agency for Healthcare Research and Quality (AHRQ), one in five people are living with disabilities in the United States,
 and in the District of Columbia alone, approximately 34.7% of adults between ages 18 and 64 are living with a disability.
 Many states including the District of Columbia have recognized that compared to the general population, people with DD experience greater difficulty receiving adequate primary care services, and are therefore more likely to develop life threatening chronic conditions as they age.


Figure 1. Number of people living with disabilities
1.2 tackling developmental disabilities in washington, d.c.: then and now
The Washington, D.C. Department on Disability Services (DDS) was established to ensure that District residents with DD receive the services and supports they need to live healthy, fulfilling lives.  DDS is composed of two Administrations that oversee and coordinate services for residents with disabilities through a network of private and non-profit providers: Developmental Disabilities Administration (DDA) and Rehabilitation Services Administration (RSA).
 Each Administration has had an impact on the health and well-being of people with DD, and continues to provide this group of people with the information, coordination, and oversight they need to receive appropriate community-based services in the District. 

1.2.1 Forest Haven Institution
In 1925, a children’s developmental center and mental institution opened in Laurel, Maryland, and housed many of Washington, D.C.’s mentally disabled residents; mostly children and adolescents. When Forest Haven first opened, it prided itself as being a progressive institution, where those with developmental disabilities would receive top notch care while learning new, practical skills. However, as time went on, conditions in the institution declined rapidly. Patients were left in very poor living conditions and faced various forms of abuse and neglect.
 The facility had earned a reputation for mistreating their vulnerable residents so much so, that the health status of many of their patients worsened. People would leave the institution in poorer condition than when they first entered, while hundreds of others had passed away during their stay. 

In 1976, after decades of operation, families had grown frustrated and angry. A class-action lawsuit was filed against the Forest Haven Institution, detailing the abuse, neglect, poor living conditions, and improper medical treatment their family members had endured during their time there.
After two years of complaints and a trend towards deinstitutionalization, Forest Haven began relocating its residents and eventually closed its doors. The District spent a decade and a half placing residents into group homes and congregate care facilities, where they would receive the appropriate community-based care and monitoring they were once promised.14 
1.2.2 Evans vs. Gray
Driven by harmful conditions and insufficient care, families and residents of the Forest Haven Institution brought the lawsuit, Evans vs. Gray in 1976 to ensure that class members who were placed in appropriate community living arrangements receive adequate care and support for their individualized needs from the District of Columbia.
 Over the course of 30 years, the District failed to meet its court-ordered obligations to provide safe community-integrated group homes in a least-restrictive setting.
 After several years of continued noncompliance, the Court called on the DDS to establish standards and guidelines, whereby the DDA will monitor and oversee the coordination of all services and support activities, and require compliance of all DDA providers caring for people with DD in the District of Columbia.

2.0  dda health initiative
The Georgetown University Center for Child and Human Development, University Center for Excellence in Developmental Disabilities (GU-UCEDD) was granted the opportunity to assist the DC DDA in meeting its regulatory and legal requirements pursuant to Evans vs. Gray by advancing a quality assurance and improvement initiative, known as the DDA Health Initiative (DDA HI).
 The initiative focuses on health and related health issues that impact the access and quality of the services and supports for people with intellectual disabilities, specifically: 1) professional development and education for agency personnel; and 2) the availability, frequency, quality, and implementation of dental and therapy services (occupation, physical, speech/language, and nutritional) for Evans Class members.18 As such, the goal of the initiative is to improve overall health outcomes for adults with intellectual disabilities by addressing and improving policies, practices, and resources for entities in the District that affect change in the system of community-based services and supports.
 These services and supports are offered through a wide range of community-health based trainings, end of life planning and consultations, evaluations of existing policies and procedures, development of a set of health and wellness standards, and the formation of strategies to facilitate access to improved medical and oral health care. All information regarding trainings and materials are provided for members and their families on the DDA HI website as well. 
2.1 Educational and community trainings
In efforts to improve the health status of people with DD, the DDA HI conducts various community trainings for healthcare professionals and families of patients with DD.  One of the primary barriers to health and health care of patients with DD is the lack of training by health care professionals. Few professional health care training programs address the needs of disabled people in their curriculum, and most federally funded health disparities research does not recognize or include people with disabilities as a disparity population.
 Health care providers must be required to enroll in additional courses, trainings, and see real-life examples to better understand the complex and interrelated factors that contribute to health inequities for people with disabilities.20 
The initiative has recognized this issue and has been working towards making substantial improvements, beginning with enhancing the school curriculum for medical residents, medical students, and nursing students. The lack of training and awareness of the needs of people with DD by health care professionals has consistently been cited as a growing problem, so educational requirements have been changed and supplementary trainings have become mandatory. Furthermore, the DDA HI conducts monthly nursing roundtables for established nurses working at local organizations and hospitals. These roundtable meetings offer continuing education units and are designed for capacity building and improving support services for nurses who work with, and provide health services for individuals with both intellectual and developmental disabilities. Each meeting operates using different techniques, including lectures, question and answers, discussions, and small group activities. Roundtables are held once a month, and topics are selected based on identified needs.19 
The DDA HI also offers targeted training activities, which are aimed at expanding knowledge and competency of the nursing standards of practice. A DDA HI nursing coordinator creates teaching modules and orientations for newly hired nurses, and meets with them individually to train and provide leadership support. The nursing coordinator also provides group coaching sessions based on individualized agency needs. 
2.2 oral health initiative
As a group, people with DD are more likely to have unmet dental needs than typical adults, and are at greater risk of developing dental diseases.
 Frequent high sugar medications, poor oral hygiene, and preferences for carbohydrate rich foods are all factors that can contribute to longer, more frequent oral health care requirements. Additionally, policies promoting community-based living arrangements and increased independence for people with developmental disabilities may also contribute to the increased risk of dental decay by decreasing direct caregiver support and knowledge.21 A lack of good oral health can affect the quality of life of an adult with DD, ultimately contributing to the development of dental caries and more severe systemic illnesses.21 While many people with mild or moderate DD can be treated successfully in a general practice setting, others may need oral health care facilities that better meet their needs. 
Another component of training that the DDA HI has implemented is the oral health initiative. Providing good oral care to patients with DD requires adaptation of the skills used every day.
 The oral health initiative has created a task force action-oriented plan with targeted activities and goals that will be used to overcome oral health challenges in the District. A designated Health Educator is assigned to conduct community based trainings and distribute resources including learning modules, videos, posters, and fact sheets for people with DD and their caregivers. Training sessions focus on teaching proper oral health care through brushing and flossing techniques, tips for dealing with oral sensitivities, healthy diets, and more. In cooperation with local oral health providers and community organizations, the DDA HI has significantly improved the oral health services available to all people with DD living in the District.  

2.3 palliative care and end of life planning

All end of life choices and related medical decisions have complex consequences that have a significant impact on the suffering and quality of living and dying of each patient.
                        Medical end-of-life decisions are so taxing on terminally ill people and their families that the conversation is avoided altogether. Raising awareness of this issue and developing best practice models is one goal of the DDA HI. Opportunities for networking, collaboration and exchange of ideas are available, along with the availability of the Project Director to work with service coordinators and providers to ensure that comprehensive end-of-life planning is taking place and appropriate policies are enacted.19 Ultimately, the service coordinators and providers will become more knowledgeable about palliative care and end-of-life decision making resources in the District, while understanding how to communicate how to make end-of-life decisions for people with DD and their families. 

2.4 health and wellness standards

People with DD in the greater Washington, D.C. area continue to face significant challenges overcoming barriers to health and receiving access to appropriate healthcare services. In order to ensure that appropriate health and wellness services are provided to people with DD in the Washington, D.C. area, the DDA has emphasized the importance of preventive health, routine health assessments, and care coordination. The DDA-HI has addressed health and wellness services for people with DD through various techniques that have proven effective. While a number of standards have been set in place, notable accomplishments include the utilization of Health Passports, coordinating health care services, and improving preventive health care.19 
Health Passports were created for people with DD to ensure access to accurate and timely medical history information and current treatments used for safe and effective emergency care.  They are recommended for people living independently or in a family home, and technical assistance regarding Passports is provided by DDA HI registered nurses.
 Many times, patients visit doctors or experience a health emergency and their medical information is not readily available. A Health Passport solves that problem by providing all essential patient medical information on paper or electronically. It enhances the quality of the consultations with health care specialists, and includes demographic information, contact information, functional information, consent procedures information, medical history information, vaccine information, and medication information.24 
Coordinating health care services is a very important health care component in the District. Health care delivery typically requires services from multiple providers working across a variety of systems to ensure care coordination.19 The DDA HI has worked diligently to certify that each service agency and each registered nurse has a method in place to ensure accountability regarding medication and procedural recommendations. As part of coordinating care services, Health Passports are also required by each agency and must be presented when requested. 

Lastly, preventive health care has been an important improvement in the health and wellness standards among adults due to longer life spans and higher rates of chronic disease. The DDA HI follows requirements by the DDA to participate in preventive health care services and focuses on improving a person’s potential for living healthy, disease-free, functioning lives. DDA’s requirements for preventive health screening by age and gender can be found on the health forms that are required by the U.S. Preventative Screening Task Force (USPSTF) Guidelines.
 All preventive screenings and documentation must be recorded and maintained in health records. 

3.0  impact

The need for better health care supports and access to health services has significantly improved since the involvement of the Georgetown University Center for Child and Human Development, University Center for Excellence in Developmental Disabilities and programs involved, including the DDA HI.  While results on the effectiveness of the DDA HI have not yet been released, very similar programs implemented in other states have proven successful. One such project, called the Disability Healthcare Initiative (DHI) was founded by ACHIEVA in Pittsburgh, PA with the support of the FISA Foundation. It has recognized the difficulties of people with DD and is providing statewide leadership on improving access to healthcare for individuals with disabilities through education, public policy and advocacy.
 The DHI has also worked to identify barriers to accessing affordable and equitable dental and medical care for people with intellectual and developmental disabilities. 
The ACHIEVA DHI has successfully raised awareness and advocated for people with developmental disabilities. The organization has worked to increase physical and programmatic access, medical workforce development, and education of clinicians as well as disabled individuals and their families26 while making policy recommendations and publishing reports to legislators. ACHIEVA has also created a website where people with disabilities can access healthcare information and resources, including webinars and educational materials for key policymakers who play a fundamental role in the health outcomes of these individuals. 

While ACHIEVA’s Developmental Healthcare Initiative addresses similar issues as the DDA HI, ACHIEVA has celebrated policy reform successes that have contributed to improved health outcomes for people living with disabilities. Specifically, the FISA Foundation teamed with ACHIEVA to build on lessons learned and use prior knowledge about people with DD and barriers to care to promote better dental health services.27 The establishment of a supplemental behavioral management reimbursement from Medicaid that compensates dentists for the additional time necessary to treat people with complex disabilities is one such example of a policy change, as many dentists turned patients with DD away prior. Moreover, FISA foundation has provided several grants to organizations whose primary focus is on improving the lives of people with disabilities. The Foundation also called on the University of Pittsburgh’s School of Dental Medicine to expand the Center for Patients with Special needs by revising school curriculum and including lessons on better treatment of people with intellectual, developmental, and physical disabilities.

ACHIEVA’s DHI has proven its profound impact on the health outcomes of people living with disabilities in Pennsylvania. The initiative has advocated for and supported people with intellectual and developmental disabilities through policy change, educational resources, service coordination, and solutions on how to improve various difficulties people with disabilities face. As such, it is expected that data released on the DDA HI will conclude that the GU-UCEDD supported initiative will have shown improvements in health outcomes, and has positively impacted on the health status and health equity of people living with intellectual and developmental disabilities in the Washington, D.C. area. 
In order to adequately demonstrate the successes of the DDA HI, it is essential that the positive impression of the initiative is highlighted and the importance of the program described adequately, outlining problems experienced and solutions taken. Program evaluators must engage stakeholders to confirm that the initiative was carried out to their liking, while assessing strengths and weaknesses, and any concerns they have had throughout. In addition, the evidence gathered must be credible and collected throughout the course of the program from representative groups of people who benefit from the DDA HI. To better support this data, demographic information regarding the distribution of people should be included so all details of the evaluation are provided and clearly understood. Another method to evaluate the effectiveness of the program would be to provide a cumulative report on the results of surveys and questionnaires provided to participants and their families regarding approval of the program.  With proper evaluation techniques, improvements in communication, transparency, accountability, service coordination, and education of health care professionals, successes for treating people with DD can be attributed to continued efforts made by the DDA HI.

4.0  recommendations

Important steps have been taken to remove barriers related to access, affordability, communication, and decision making for people with DD. The DDA HI has recognized the healthcare needs of this population and has developed best practices using existing systems of care to address their medical and dental needs. While the initiative is predominantly comprised of strengths and has reached many people in need of care in the Washington, D.C. area, there is always room for future improvement, and suggestions for effective methods include: 1) increased training and education for medical students; 2) continued efforts in health promotion and prevention strategies; and 3) building on existing models to create new, innovative approaches to address the healthcare needs of people with intellectual and developmental disabilities. 
To begin, the training and education for healthcare providers should be expanded in all areas of the United States. 
 The DDA HI works closely with nurses to improve training and education with monthly roundtables, though doctors have not been as involved in this change. As such, curriculum change should be mandated in medical schools to reach all prospective doctors, as doctors are ultimately diagnosing and treating these patients. While the DDA HI addresses the need for change with medical students, no official changes have been observed and continued efforts must be made. Formal trainings should be provided to medical students and residents in nearby hospitals with roundtables similar to those of nurses, building on communication skills and teaching students the standards of care for people with intellectual and developmental disabilities. Standards of care that need attention include increased length of appointment times, better lighting, bigger examination room sizes, and more specialized equipment that includes wheelchair accessibility and larger examination tables. Fellowship and residency opportunities in internal medicine with an emphasis on patients with DD 28 should be available and the DDA HI should educate local medical students about ways to get involved in these opportunities. 
Next, continued efforts reiterating health promotion and prevention strategies should be emphasized in the Washington, DC area. One major focus of existing DDA HI health and wellness standards includes preventive care, though the importance of this field in medicine should always be highlighted and improved upon. The impact of conditions surrounding those living with disabilities can be felt at the individual, familial, and societal levels.
  Promoting health strategies and educating individuals and families in the D.C. metropolitan area about the prevalence of developmental and intellectual disabilities is a key component in raising awareness and promoting better healthcare strategies for people living with disabilities. Health risk behaviors due to adverse behaviors and lack of health preventive services prove that those with disabilities are at an increased risk of engaging in risky behavior. 29 Furthermore, people with disabilities are less likely to receive important preventive screenings and services such as mammograms and Pap tests, which will ultimately increase their likelihood of developing debilitating diseases and result in negative health outcomes.

It is important that the DDA HI continues to overcome barriers to health promotion and prevention for people with disabilities through new and improved techniques. Several other interventions should be established to overcome barriers, including working with physicians and caregivers to better educate and remind patients of their appointments/screenings. Physicians who are trained under a revised curriculum with a special emphasis on people living with disabilities will be well versed and will understand how to provide DD patients with optimal preventive care and health promotion strategies. By improving home health and transportation, patients can receive the preventive care they need either at home or by utilizing more reliable and affordable transportation services, which will be provided to the patient free of charge. Lastly, by making screenings more affordable, DD patients will be more willing to get regular screening and check-ups. By improving these components of community health needs for people with DD, positive health outcomes will be observed over time. 
The final recommendation is to encourage hospitals and healthcare providers to encourage the use of new and innovative approaches to provide better healthcare services for people with DD. As technology advances and communities continue to evolve, it is vital that new ideas are exchanged and novel approaches welcomed. Increased funding should be provided to hospital systems, private companies, and non-profit companies to continue to grow and come up with new ways to address healthcare for people with disabilities. A superior community-based model that increases access to primary care and utilizes a systems of care approach is one that will make the most of surrounding support systems. Another area where innovations can be utilized is with patient-centered model, where people with DD can learn ways to better manage their health and regain independence. Lastly, by promoting contemporary long-term care approaches, people with DD will be exposed to the latest technological advances in healthcare facilities and will feel more comfortable with themselves and their environments. 
The DDA HI has made marked improvements in providing healthcare for Evans class members. As society evolves and new challenges are faced, it is important to consider the future recommendations made to the DDA HI, so that the standard of care for people living with developmental and intellectual disabilities in the Washington, D.C. area continues to be raised.  Each of the recommendations listed are directly correlated and will not succeed without the other. However, enhancing the existing system is bound to yield positive results. People living with disabilities will remain at the forefront, and providing equal access to healthcare will continue to progress with proper attention and care. 
     
[image: image1]
5.0  conclusion

The health care system in the United States has not adequately ensured the delivery of preventive and primary health care services for all, including the developmentally disabled. While many challenges remain in other states throughout the country, the DDA in Washington, D.C. has been tasked with promoting quality health care for people with DD through various programs and projects. The DDA HI is one such project that, since implementation, has successfully advocated for and provided recommendations to people living with disabilities. The DDA HI has also provided an assortment of trainings, information, and referral services to families, friends, and caregivers of people with DD to improve their health status in the District. While there is still room for improvement, it is clear that by building on past successes and following suggested recommendations, healthcare for people with DD has improved, and better access and care will continue to be provided to this subset of the population. 
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