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Introduction Narrative 

 While volunteering at interfaith dental clinic, I witnessed firsthand the disproportionate 

oral health disparities that exist for children of low SES families with intellectual and develop-

mental disabilities (ID/DD). After spending many hours interacting with patients while working 

the front desk, I realized that specialized oral health resources for patients with ID/DD are not 

easily accessible. Caregivers of children with disabilities would call the clinic desperate to find 

practitioners willing to treat their children because they were not covered by private insurance 

plans. It was incredibly hard for me to repeatedly turn away caregivers and explain that the clinic 

only treats patients with special healthcare needs one day each month. After spending time talk-

ing with mothers and caregivers, I realized that they often did not realize their children were eli-

gible to enroll in TennCare dental coverage which provides preventative dental care for children 

until age eighteen. Other caregivers of children with disabilities receiving Medicaid coverage 

reported low provider participation. Caregivers explained that dental offices would often claim 

that they were not taking new patients once the caregivers revealed their children were enrolled 

in Medicaid dental plans. As a result, I became extremely frustrated with the apparent disconnect 

between Medicaid coverage and actual dental health outcomes for patients with disabilities. Why 

were so many caregivers calling Interfaith Dental Clinic desperately trying to get dental care for 

their children if they had Medicaid coverage?  

 One day I got home after a long shift at Interfaith Dental Clinic and started reading about 

Medicaid dental coverage for children with disabilities. I hoped that when parents called the clin-

ic, I would be more helpful in my ability to give them accurate information. Even as a white, 

non-disabled, educated woman with access to the internet at home, I was nevertheless unable to 
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navigate the website. I took a break to make coffee and reflect on my experience teasing apart all 

the complicated information regarding dental coverage. It was astonishing to me that I had a col-

lege degree from Vanderbilt University yet I could not comprehend the different plan choices and 

eligibility information listed on the Medicaid website. How were caregivers, who did not speak 

English as their primary language or did not have a high school education, expected to under-

stand and apply this information?  

 The next day I went to the Department of Health Policy at the Vanderbilt School of Med-

icine where I am a Graduate Assistant. I was determined to ask the faculty specializing in Med-

icaid research to help me better understand dental coverage for patients with special healthcare 

needs. The faculty members had endless information about healthcare for ID/DD children but 

were not familiar with dental coverage. After working at the Health Policy Department for sever-

al months I had come to view the faculty members as walking textbooks, they had endless de-

grees and award winning publications. If faculty members at the Department of Health Policy 

were not familiar with dental coverage for the population of patients with disabilities, where was 

I going to find this information?  

 I began cold calling dental clinics specializing in treating patients with special healthcare 

needs and learned that other people shared my confusion and frustration with Medicaid dental 

coverage. Several administrative staff members shared stories about breakdowns in coverage and 

resulting disproportionate out-of-pocket oral healthcare fees experienced by families of children 

with disabilities. The more I heard, the more frustrated I became. Dental offices pointed to poor 

Medicaid coverage while caregivers on the other hand, reported low provider participation. 
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There appeared to be some sort of breakdown happening and I wanted to learn what was causing 

the disconnect.  

 As a result, I decided to use my Masters thesis as the vehicle to learn more about the dis-

proportionate oral health disparities I witnessed while volunteering at Interfaith Dental Clinic. I 

wanted to perform a literature review in order to see who is talking about this issue and what 

they have to say about dental care for children with disabilities. I hope to be able to use this in-

formation in practice at Interfaith Dental Clinic to help patients access dental coverage and im-

prove oral health outcomes. First, I provide background information about barriers to oral 

healthcare experienced by children with disabilities. Then, I turn to available published literature 

by Health Policy, Medicaid and Special Education disciplines,  to reveal not only how to de-

scribe what people should research but how they should approach improving oral health for chil-

dren with special healthcare needs. Although Health Policy, Medicaid and Special ed literatures 

utilize the medical model of disability, I argue that adopting the social model of disability will 

improve oral health outcomes for children with intellectual and developmental disabilities by 

identifying ableism as a cause of oral health disparities. 

Introduction  

 In the last forty years there has been a dramatic increase in oral health disparities for  

patients with intellectual and developmental disabilities (ID/DD) despite dramatic technological 

advances in the dental field (Lee 1). There are several important reasons why addressing oral 

health disparities for ID/DD children is more important than ever. First, The number of people 

with ID/DD is increasing because of population growth, better reporting and methods of diagno-
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sis, as well as increased longevity and aging of this population (Fisher 2). Therefore, the popula-

tion of patients with disabilities requiring specialized dental care is dramatically increasing. In 

addition, the transition from people with ID/DD living in institutionalized settings where preven-

tative dental care programs were easily accessible, to living in family residences has resulted in 

poor oral health outcomes for this marginalized population of patients (Pediatric Dentistry 102). 

Patients with ID/DD have higher rates of dental caries but experience significant unmet dental 

care needs (Fisher 2) . ID/DD patients require specialized treatment that combines in-

terdisciplinary, generic care, treatment, and coordinated services (Fisher 1). .  

 ID/DD children require specialized care that often requires anesthetic and is therefore in-

credibly expensive (Kancherla 9). Dental procedures performed in a specialized environment, 

such as the hospital, are not covered by Medicare. Therefore, specialized care leaves caregivers 

of ID/DD patients with disproportional healthcare costs. As a result, patients with ID/DD are of-

ten not able to receive even basic dental procedures depending on the severity of their disability. 

When procedures are moved to hospital settings, families of ID/DD children must pay large out 

of pocket costs for treatment. It is estimated that lifetime medical costs for a child with ID is 

close to one million dollars (Kancherla 13). Healthcare costs over a patient’s lifetime are signifi-

cantly reduced if preventative dental care is easily accessible.   

 Existing literature on the social studies of socioeconomic status (SES) and oral health 

does not address patients with intellectual and developmental disabilities. Medicaid and health 

policy literature does not talk about SES for patients with ID/DD,  but instead operates on the 

assumption that children with ID/DD receive health insurance. However, Medicaid and health 

policy literature do not take into account psychobiological and other determinants of oral health 
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for low SES patients (Boyce 8). For example, barriers to care such as transportation and continu-

ity of care go unnoticed when overlooking SES for this population of dental patients. The as-

sumptions these studies are making about race and class appear to create a conceptual problem 

that I hope to analyze and use my thesis project.   

 While health policy, Medicaid and special education literatures need to move past as-

sumptions about SES, they also need a better understanding of intellectual and developmental 

disabilities in order to address issues of health disparity. For example, disability is defined using 

the medical model as, “interruptions or departures from a standard script of human form, func-

tion, behavior, or perception that in contemporary thought we call normal” (Garland 343). On the 

other hand, utilizing a critical disability perspective would offer views of disability acceptance 

and neurodiversity. Disability acceptance claims, “the ‘problem’ is not the person with disabili-

ties, the problem is the way that normalcy is constructed to create the ‘problem’ of the disabled 

person” (Davis 2).  Therefore, literature based on a medicalized definition of disability seeks a 

way to cure disability in order to preserve the ideal form of the body, or what is considered to be 

‘normal.’  As a result, neurodiversity, a type of counter-eugenic logic, makes a case for conserv-

ing disability.  One major consequence of eliminating neurodiversity would be its effect on the 

population distributions around the norm which leads to a normalizing society (Foucault 141). 

Ableism, the need to conserve normal or able bodied people, is a major cause of health dispari-

ties for children with ID/DD. In this paper I will propose what people should research regarding 

oral health for children with disabilities and how they should approach this research using critical 

disability perspectives. 
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 The purpose of my literature review is to study dental health disparities and barriers to 

care for children with intellectual and developmental disabilities using a critical disability theo-

retical framework to in order to determine the factors limiting the continuity/quality of care pa-

tients receive and to improve access to comprehensive and preventative dental care.  

Methods 

 For my thesis projected, I conducted a literature review in order to engage and analyze 

conceptual problems in existing literature discussing dental health disparities for children with 

ID/DD. In order to examine health disparities I analyzed three bodies of literature. First, I began 

by reading  health policy literature. I wanted to learn about the methods health policy literature 

used to study oral health disparities. Literature frequently discusses individual barriers to care 

such as education, SES, diet, age and living in rural areas (Ahn 31) but disability is often over-

looked. Next, I examined literature discussing Medicaid and oral health disparities. There is end-

less information in Medicaid literature on disabilities and health disparities but little information 

on disability and dental care. When oral health is addressed, Medicaid literature cites plan choice 

as a barrier to care. Children often do not receive Medicaid coverage as a result of lack of infor-

mation and caregiver confusion when selecting a Medicaid plan. For example, many caregivers 

believe they must be on Welfare to get Medicaid coverage or that Medicaid information is not 

available in the patients’ primary language (Kim 441). Lastly, I began reading Special Education 

and Disability Literature to see what disability advocates say about dental care for ID/DD chil-

dren. I was able to find a plethora of Special Education literature discussing oral health however, 

I was surprised to find that literature utilized the medicalized model of disability rather than a 
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critical disability lens, according to which emphasizes a politics of appearance to combat ‘the 

stare’ that pathologies physical impairment (Blum 19).  

 This literature review includes analysis of thirty articles discussing oral health disparities. 

Of the thirty articles, 11 discuss Health Policy, 10 articles focus on Medicaid coverage, and 9 ar-

ticles discuss special education. When conducting my literature review I used several main 

search terms that evolved as I continued to read more articles and look at new journals. I have 

included my the PubMed MeSH terms with brief explanations of the significance of each term 

used in my literature review. 

• Dental care: Most articles I found by searching “dental care” did not talk about patients with 

intellectual and developmental disabilities. There are many articles that discuss technological 

discoveries in the dental field but not dental health disparities for underserved populations.  

• Oral health: After struggling to find articles concerned with treating patients with special 

healthcare needs, I had success using “oral health” instead of “dental care.” However, most 

articles did not focus on ID/DD patients.  Often there would be one sentence stating that some 

patients require specialized care in specialized environments.  

• Health Disparities: Initially I had a difficult time finding information using “dental 

disparities.” However, I was able to find more information once I broadened the scope of 

search to “health disparities.”    

• Medicaid: This term helped narrow my search to articles concerned with providing care to un-

derserved populations but often did not include dental care. There are many articles discussing 

the need for policy reform but they do not mention coverage for children with special health-

care needs.  
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• Disability: I was not able to find many articles on PubMed discussing disability and dental 

care. My initial PubMed search resulted in articles describing plan choice for people enrolled 

in SSI (Supplemental Security Income). However, “disability” was useful once I began search-

ing disability EJournals.   

Theoretical Orientation  

 Applying the critical disability theory lens shifts my thesis project from a broad literature 

review to an analysis utilizing a critical framework addressing oral health disparities and disabili-

ties. Disability is often oversimplified and viewed as a monolithic condition or deviation from 

the norm. For example, Garland-Thomson expands on the cultural association between disability 

and impairment when she claims, “what counts as disability legally ranges across a broad spec-

trum of physical, motor, mental, sensory, behavioral, medical, and appearance conditions that 

restrict function and full participation and are understood as stigmatized and exclusionary ways 

of being” (341). The medical model of disability focuses on the need to find a cure while the so-

cial model of disability utilized by the critical disability theory models emphasizes disability ac-

ceptance, rights, and diversity. For this paper I will use the social definition of disability, which 

says that disability is a condition created by culture based on ideal forms of the body (Davis 3) 

rather than a deviation from the norm. Using the critical disability perspectives of acceptance, 

neurodiversity, ableism and counter- eugenic arguments for conserving disability, I will not only 

describe what people should research but how they should approach improving oral health for 

children with intellectual and developmental disabilities as well as providing a cost-effective so-

lution. 
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Results  

Health Policy Literature   

 Health Policy literature examines the structural barriers to dental care for children but 

does not take disability into account. When disability is mentioned, it is frequently discussed in 

one sentence and grouped with other marginalized populations experiencing unmet dental needs. 

For example, one article claimed, “oral health disparities adversely affect groups of people who 

have systematically experienced greater obstacles to health based on their social and economic 

position, racial or ethnic group, religion, gender, age, mental health, cognitive, sensory, or physi-

cal disability, sexual orientation, gender identity, geographic location, or other characteristics his-

torically linked to discrimination or exclusion (Lee 225). The brief mention of disability as a so-

cial group experiencing systematic barriers to dental care is consistent across the literature I 

came across when reviewing Health policy articles.  

 One of the commonly cited barriers to care in this literature is the uneven distribution of 

dentists around the country (Ahn 30). As a result, patients living in rural areas often reported dif-

ficulties accessing preventative dental care as well as continuity of care. Patients in rural areas, 

“experience greater health disparities significantly associated with delaying dental care (Ahn 5). 

Therefore, this literature claims that rural patients cannot easily access preventative dental care 

and are unable to maintain continuity of care. Clinic hours were also considered a barrier to care 

because rural patients have to travel to neighboring communities for dental appointments, often 

requiring taking time off from work (Kim 4). Interestingly, environmental barriers to care for 

children with special healthcare needs are not highlighted by health policy literature.  
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 In order to improve access and continuity of preventative dental care, health policy litera-

ture advocates for creating a mid-level workforce. Health Policy literature cites dental education 

curriculum as a barrier to care that needs to be reformed. Historically, dental schools did not train 

future dentists to provide specialized care unless dentists enrolled in a post doctorate program to 

learn how to treat patients with special healthcare needs. In addition to curriculum changes in 

which specialized training would allow dentists to provide specialty care, structural changes to 

dental school must be implemented to eliminate the student debt barrier to care for treating chil-

dren with special healthcare needs (Casamassimo 6). However, health policy literature claims 

that improving provider availability may be difficult. Dentists often pushback and disagree with 

the initiative to create a midlevel workforce, such as the advanced dental hygiene practitioner 

and dental therapist, because of self interest and self-preservation (Castaneda 8). Dentists want to 

limit the midlevel workforce due to a large financial incentive. Dental professionals believe that 

they will lose patients if providers with less education are able to perform and charge less for 

routine procedures. Health policy literature acknowledges that there is a shortage of dentists in 

rural areas but does not address the shortage of pediatric specialists trained to provide oral care 

for children with special healthcare needs. 

 Health policy literature examines SES as a factor contributing to oral health disparities 

(Sabbah 301) but does not mention disability. In a pamphlet discussing children’s health issues, 

the NIH claims that, “low-income children, especially those from racial or ethnic minority 

groups  are especially at risk for untreated tooth decay” and but does not include ID/DD children 

(NIH 102). The pamphlet goes on to discuss healthcare for Autism Spectrum Disorder in an en-

tirely different section. Surprisingly, this literature claims that non-financial factors are the pri-
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mary determinate of oral health disparities for children with special healthcare needs because, 

“monetary costs are negligible for children enrolled in Medicaid (Mitchell 5). While most chil-

dren with ID/DD receive SSI or Medicaid coverage, other factors associated with SES such as 

social inequalities contribute to oral health disparities.  For example, patients with low SES ac-

count for higher levels of of cariogenic oral bacteria (Boyce 3). The psychobiological and social 

influences on biological processes that contribute to long-term dental disparities are not exam-

ined in health policy literature. The assumptions health policy literature is making about race and 

class appear to create a conceptual problem because many structural barriers to care for this pop-

ulation of patients are not frequently discussed by Health Policy literature.   

 By assuming that SES is not a barrier to care for ID/DD patients, health policy literature 

overlooks individual factors contributing to oral health disparities. For example, health policy 

literature will often overlook other predisposing factors such as ID/DD caregivers’ education and 

other oral-health-related behaviors such as skipping breakfast (Ahn 11). The importance of the 

caregiver in promoting good oral health is unique to children with intellectual and developmental 

disabilities. Health policy literature cites oral literacy, or the caregiver's ability to access and uti-

lize oral health information and services as a barrier to care (Lee 227). However, after reading 

several blogs and blog comments discussing the struggles mothers face when trying to compre-

hend Health policy information, I was surprised to find that the mothers focused on sensory pro-

cessing as the biggest barrier to care for their children (Vacha 1). It appears that health policy lit-

erature underestimates the importance of individual barriers to care related to the role of the 

caregiver. The blog posts often state that dental appointments were stressful for not only the child 

but the caregiver as well. Children’s fears of healthcare environments were frequently cited as 
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the reason for not bringing children with special healthcare needs to the dentist for preventative 

care.  

SSI and Medicaid Literature 

 SSI (Supplemental Security Income) and Medicaid literature address special healthcare 

needs of children with intellectual and developmental disabilities but does not address dental 

care as well as label SES as a barrier to care. This body of literature discusses coverage for peo-

ple with disabilities at or below the poverty line (Snowbeck 1). Therefore, the assumption is 

made that all children with ID/DD have healthcare coverage, and children that cannot access care 

are not enrolled in healthcare plans (Lewis 1). However, many children that are eligible for Med-

icaid or State Children's Health Insurance Programs (SCHIP) are not enrolled (Journal of Health 

Care for the Poor and Underserved). This study found that misconceptions about Medicaid quali-

fication resulted from parents not enrolling their children if their primary doctors did not take 

Medicaid or the belief that they must be on welfare to get Medicaid coverage (Journal of Health 

Care for the Poor and Underserved).  

 Medicaid literature does not often talk about disability and oral healthcare, however, the 

few articles I did find discussed the confusion caregivers face when selecting a healthcare plan 

for their children with special healthcare needs (Mitchell 4). I often became frustrated when 

reading articles about plan choice because the information is overwhelming and very confusing. 

As a result, I began to question how patients with low oral health literacy as well as language 

barriers, are able to make sense of the plan choices for children with disabilities. From Medicaid 

literature I was able to identify three main plan choices. For low SES families, caregivers must 
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select either managed care (MC) coverage or the free-for-service (FFS) system. However, leg-

islative and regulatory action over the last two decades have moved low SES children from fee-

for-service (FFS) systems to Medicaid and SCHIP programs. Children with family incomes too 

high to qualify for Medicaid but too low for private insurance are eligible for SCHIP coverage. 

This shift in policy occurred because CSHCN account for a large share of healthcare costs and 

the continuity of care could be improved by coordination of health care services (Huffman 7). 

Children enrolled in the capitated MC plan were more likely to see a regular doctor because the 

plan utilizes case managers to work with families to coordinate care. Having caseworkers facili-

tate appointments was found to ensure that the child was consistently seeing the same physician 

(Mitchell 9). Coordinating appointments between several specialist as well as dental appoint-

ments improves continuity of care for children with special healthcare needs. On the other hand, 

caregivers with children enrolled in FSS plans reported fewer provider options (Mitchell 2). Doc-

tors received low reimbursement rates for FFS plans therefore most doctors do not want to treat 

patients with this plan.  

 Dental coverage is not frequently discussed in this body of literature but often articles 

discuss the administrative and financial barriers to care that leads to low provider participation in 

Medicaid plans (Valet 37). Dental Medicaid programs are historically underfunded and have low 

reimbursement rates which leads to low provider participation and in turn a shortage of dentists 

treating Medicaid patients or underserved communities (Castaneda 9). Providers would rather 

perform charity or volunteer care to avoid the Medicaid paperwork and get reimbursed 30% their 

normal rate (Castaneda 1). The underfunding of public insurance programs as well as a shortage 

of dentists in some communities contributes and perpetuates oral health disparities for children 
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with special healthcare needs (Bisgaier 5). Therefore, the, “impulses of exclusion and generosity, 

which, although seemingly paradoxical, together “drive the engine of American health 

care” (Hoffman 237). Dentists deviate between not wanting to treat patients covered by Medicare 

and the desire to perform charity care for the same population of patients due to low reimburse-

ment rates.  

  Low reimbursement rates create a conceptual problem because younger dentists reported 

not treating children with special healthcare needs due to low reimbursement rates and large edu-

cational dept. Financially secure, older dentists reported providing care to CSHCN even though 

dental education has only recently implemented curriculum training dental students to provide 

specialized care (Casamassimo 1). As a result, providers without appropriate training end up 

treating children with special healthcare needs contributing to poor quality of care for ID/DD 

children.  

Special Education/Disability Literature  

 There are many articles in Special Education journals discussing oral health for children 

with special healthcare needs. Interestingly, oral health is considered to be, “the most prevalent 

unmet healthcare need among children and adolescents with special healthcare needs” (Bertness 

5). However, this differed from health policy and Medicaid literature which do not talk about the 

severity of the need to address unmet dental care needs for this population of patients. Special 

Education literature goes one step further and discusses the unique barriers to care for children 

with special healthcare needs such as, “frequent use of medicine high in sugar, dependence on a 

caregiver for regular oral hygiene, reduced clearance of foods from the oral cavity, impaired sali-
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vary function, preference for carbohydrate-rich foods, a liquid or puréed diet, and oral aversions” 

(Norwood 615). Special ed literature also acknowledges that often parents do not perceive a dis-

ability the same way as medical professionals and how this impacts healthcare (Raver 22). These 

factors are unique to ID/DD patients but were rarely mentioned in health policy and Medicaid 

literature. Similarly, the severity of the disabilities and the implication on oral health care is 

unique to special ed literature (A Special Needs Guide to Dental Hygiene). Disability scholars 

highlights that, “poor oral health has a serious impact on quality of life, everyday functioning, 

social inclusion and self-esteem” (Khokhar 1) for patients with ID/DD. Interestingly, the unique 

impact of oral health outcomes for this population is not included in other literature.     

     

 Special Education literature not only claims that SES is the primary barrier to care for 

children with special healthcare needs but also acknowledges that not all disabilities experience 

dental care the same way. Authors in this discipline acknowledge that, “children with more se-

vere conditions and from low-income families are particularly at risk with high dental needs and 

poor access to care” (Norwood 614). Health policy and Medicaid literature on the other hand, do 

not mention that low SES children with severe conditions often require more dental care covered 

by Medicaid. Therefore, Special ed scholars unpack the assumptions that health policy and Med-

icaid literature are making about class and oral health in order to combat disproportional out-of-

pocket healthcare costs disability studies advocates for policy reform. Health policies must ex-

pand coverage for this population to decrease the higher financial expenditure of healthcare 

(Newacheck 5). Therefore, Special education literature acknowledges that families of ID/DD 
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children experience disproportional out-of-pocket costs and proposes the solution of expanding 

coverage.  

 Special ed literature also discussed limited provider availability as a barrier to care and 

proposed the solution of utilizing interprofessional education (IPE) to improve access and quality 

of dental care for people with ID/DD.  Education in oral health during medical school is very 

limited. In a survey of pediatricians, “only 36% said they had received previous training in oral 

health, with 13% reporting training during medical school” (Norwood 617).  Implementing IPE 

as an educational model requires a modification of attitudes, values, and behaviors in both facul-

ty and student in order to address the oral health needs of an underserved population while expe-

riencing clinical and didactic education in a school-based public health setting (Mabry 848). 

Training dental hygiene students and elementary school nurses to assess oral health improved the 

comprehensive care of patients with special healthcare needs. Under the Individuals with Dis-

abilities Act, all children with disabilities between the ages of 3 and 21 are entitled to free, ap-

propriate public education (Thomas 226). Therefore, providing oral health screenings in elemen-

tary schools is a cost effective way to improve continuity and quality of oral healthcare for chil-

dren enrolled in public education.    

Discussion  

 While special education literature fills gaps left by the Medicare and health policy litera-

tures such as acknowledging SES as the primary barrier to care and discussing factors unique to 

CSHSN that impact oral health, it would benefit greatly from a critical disability framework. In 

what follows, I analyze the challenges children with ID/DD face in the dental healthcare system 
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through a critical disability lens. The works I have cited in this paper support my argument that 

Medicaid and health policy literature drastically oversimplifies issues, making incorrect assump-

tions regarding race and class, thus creating a conceptual problem. Health policy, Medicaid and 

Special Education literature not only make assumptions about disability but also do not address 

crucial critical disability theories such as neurodiversity, disability acceptance, and ableism. If 

these fields were to incorporate critical disability theories, the outcome would be reducing barri-

ers to care by changing the way researchers define disability in order to improve the relationship 

between members of the disability community and healthcare system. 

 After reading health policy literature, I was surprised to find how little health policy has 

looked at disability, as well as use the language of disability in discussing oral health disparities. 

Instead, there is a focus on the healthcare needs of able-bodied patients rather than the much 

smaller group of disabled patients that deviate from the norm. Most articles in this discipline ad-

dress structural and individual barriers to care for underserved populations, but often overlook 

disability. However, I argue that the lack of access to economic resources and healthcare experi-

enced by patients with special healthcare needs, “contributes to the creation and proliferation of 

disability” (Erevelles 17) because this reaffirms disability as a deviation from the norm. There-

fore, this is an issue that deserves attention as there is a considerable financial incentive to ad-

dress the oral healthcare needs of this population. While only 15.6% of children have special 

healthcare needs, this population accounts for 33.6% of healthcare costs (Newacheck 15). Im-

plementing dental education curriculum changes and training a mid-level workforce are the core 

efforts this literature is citing as the solution to improving specialized care for this population of 

patients. However, policy expansion and curriculum changes are not cost effective and time sen-
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sitive solutions to improving oral health disparities for children with ID/DD.  Accessing preven-

tative care early in life significantly reduces lifetime costs associated with intellectual and devel-

opmental disabilities (Kancherla 13). Therefore, there is a sizable financial incentive for policy 

makers to create changes in health care coverage that would improve oral health for children 

with special healthcare needs. Policy changes improving coverage for children with special 

healthcare needs will ultimately help decrease the disproportional health care costs endured by 

families of children with intellectual and developmental disabilities. However, health policy lit-

erature needs to acknowledge and address the disproportionate oral healthcare disparities experi-

enced by ID/DD children because of assumptions made regarding Medicaid coverage and SES. 

 Much like health policy literature, Medicaid literature oversimplifies Medicaid and SSI 

coverage for children with special healthcare needs. Articles concerned with Medicaid discuss 

healthcare but rarely mention dental care and the special oral health needs of ID/DD patients. As 

result,  patients with ID/DD are not able to access specialized comprehensive dental care. The 

underfunding and low reimbursement rates cause limited provider participation which con-

tributes limited number of providers and ultimately to poor continuity of care for patients with 

Medicaid coverage. Plan choice is another structural problem patients experience when enrolling 

in Medicaid coverage. Caregivers “become ensnared in a bewildering and endless maze of paper, 

polices and uninsured telephone calls (Blum 43). Changes must be made to streamline the overly 

complicated enrollment process in order to ensure people that qualify for coverage, are able to 

enroll in Medicaid coverage. I was most surprised to learn about the issues that arise when pa-

tients require procedures using anesthesia. Medicaid does not cover procedures performed in a 

hospital setting. As a result, patients do not receive necessary treatment. Without preventative 
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care, patients experience higher incidences of childhood caries which often leads to chronic adult 

diseases (Boyce 6). Medicaid and SSI coverage are not adequate in ensuring children with spe-

cial healthcare needs receive preventive and comprehensive dental care. Expanding Medicaid 

coverage is not an adequate solution to improving oral healthcare for ID/DD children. Medicaid 

literature must acknowledge and address SES of patients as a primary barrier to care in order to 

improve access, continuity, and quality of dental care.  

 Special education literature addresses this problem and provides solutions in the form of 

policy changes as well as addressing individual factors. Implementing interprofessional educa-

tion by training elementary schools nurses to perform oral health screenings is one of the initia-

tives suggested by special ed literature. IPE goes beyond creating a mid-level workforce by es-

tablishing a presence in healthcare provided to all children enrolled in school. Providing oral 

screenings in elementary school drastically improves access to care for children with special 

healthcare needs that are experiencing barriers to care, such as transportation issues and other 

factors associated with SES. Changing education curriculum and training health professionals to 

screen for oral health is a cost effective solution to improving dental health disparities.  

 While Special Education literature proposes unique solutions to improving oral health 

outcomes, disability literature is too fringe in that other disciplines are not communicating with 

this body of literature. In order to improve oral health disparities for children with intellectual 

and developmental disabilities, changes must be made in order to encourage dialog between dis-

ciplines. When I began my initial research I thought that there must be a gap in literature because 

health policy and Medicaid literature rarely discuss disabilities and SES. However, after search-

ing disability EJournals I was able to find information regarding oral health and children with 
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special healthcare needs. Health policy and education curriculum reforms supplemented with IPE 

are all necessary in order to begin the process of improving dental health disparities for children 

with disabilities.    

 While Special education literature stresses the importance of addressing oral healthcare 

needs of ID/DD children, this literature approaches disability in an ableist way by favoring able-

bodied people as the normative. Disability is not only medicalized by this literature but also 

characterized as a condition that overburdens schools and healthcare systems (Blum 4). There-

fore, disability is viewed as a problem that needs a cure or solution rather than a deviation from 

what society views as the norm. The idea of the majority of the population lying within the 

curves of the bell curve and the outliers that deviate from the norm will be thought of as deviants 

(Davis 6) has perpetuated the medicalized definition of disability. Therefore, a critical lens on 

disability helps identify ableism as a cause of oral health disparities for children with special 

healthcare needs. Research analyzing dental healthcare for ID/DD children should not be execut-

ed using ableist ideas about disability. When discussing disability we need to use critical disabili-

ty concepts such as neurodiversity and disability acceptance. Instead of viewing disability as a 

deviation needing a cure, we must frame our thinking around the question, “if disability is inher-

ent in the human, how can it at the same time disqualify us from full membership in the human 

community?” (Garland- Thomson 339). When researching oral healthcare for children with dis-

abilities, literature must evolve to adopt an individual rather than a medicalized definition of dis-

ability in order for critical disability theory to gain ground in health policy, Medicaid and Special 

Education literature. The assumption literature makes about disability as a monolithic category of 

patients will continue to perpetuate the disproportional oral health disparities and out of pocket 
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expenses experienced by families of children with special healthcare needs. A shift in thinking 

must occur  in order to adopt the individual definition of disability as a condition created by cul-

ture based on ideal forms of the body rather than a deviation from the norm. Changing the way 

researchers definite disability will greatly improve the relationship between members of the dis-

ability community and healthcare system. This is the first step in the long process of improving 

oral health disparities for children with intellectual and developmental disabilities.  

Conclusions and Future Research   

 Special Education literature addresses the needs of an underserved population and pro-

poses IPE as a simple and inexpensive solution to dental health barriers for children with disabil-

ities (Mabry 6). However, in Health policy and Medicaid literature, these simple solutions were 

not suggested. Initiating dialogue among disciplines is necessary in order to improve oral health 

outcomes for children with special healthcare needs. The need to implement policy reform and 

interprofessional education will become even more crucial as this population transitions to adult 

dental care and no longer have TennCare coverage (Pediatric Dentistry 2). For this reason, cor-

recting this educational deficit in providing specialized oral healthcare is not only critical to the 

improvement of care for this population, but also is likely to help alleviate the monetary burden 

caused by insufficient health care coverage. Initiating dialog between disciplines would be a step 

in the right direction only if the medicalized definition of disability is shifted to the social model 

of disability. The “othering” of children with disabilities in the healthcare system has resulted in 

the acceptance of an ableist approach to disability research in the healthcare field. However, uti-

lizing a disability acceptance framework and embracing neurodiversity will help facilitate a new 
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approach for studying disability. There is a shortage of literature concerned with dental health 

disparities for children with special healthcare needs which must be addressed with a critical dis-

ability approach when performing future research. This new approach is crucial in that it pushes 

past the rigid boundaries of ableism and views disability as something that should be celebrated 

rather than eradicated.  

 In the future I hope to use inductive methods such as participant observation and unstruc-

tured in-depth interviews to further develop my research project. Utilizing an ethnographic ap-

proach will allow me to include qualitative data in the form of interviews. I would like to include 

data collected from interviewing dentists and children with special healthcare needs. I want to 

learn more about the ways dentists view systematic barriers to care as well as the role of critical 

disability studies in improving oral health outcomes and how dentists define disability. After 

reading Special Education and disability literature, I was surprised to find that individual barriers 

to care were often positioned around caregiver experiences rather than the child. In addition to 

interviewing dentist and patients, I would like to include information collected from participant 

observation in the Interfaith Dental Clinic waiting room. My goal is to compare and contrast 

what literature is saying about oral health care disparities for children with special healthcare 

needs, and the data I collect from participant observation and unstructured in-depth interviews. I 

predict that the medicalized definition of disability widely accepted by scholars across disci-

plines will be inconsistent with what ID/DD patients actually experience. I hope this project will 

help dental health professionals and policy makers move past ableism and towards disability ac-

ceptance in oral healthcare.  
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