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The global prevalence of chronic kidney disease (CKD) is estimated to be between 8.7% 

and 18.4% (Samuels et. al, 2022), with approximately 843.6 million Americans having been 

diagnosed with one of the 5 stages of CKD in 2022 (Kovesdy, 2022). As of 2021, 1 in 7 adults 

were affected, which was about 37 million Americans according to the Centers for Disease 

Control and Prevention (CDC, 2021). CKD is a long-term condition in which the kidneys 

gradually lose function, leading to a buildup of waste and fluids in the body. This can result in a 

variety of symptoms, including high blood pressure, chest pain, shortness of breath, loss of 

appetite, and fatigue. CKD can be caused by a variety of factors, such as diabetes, high blood 

pressure, and others (Bentall, 2021). In terms of end-stage renal disease (ESRD), the fifth and 

final stage of CKD, about 786,000 Americans were diagnosed in 2020, with 71% on dialysis and 

29% with a kidney transplant; ESRD is a critical phase in CKD (NIDDK, 2021). This stage is 

critical because once kidney damage occurs, it cannot be reversed. Patients with ESRD kidneys 

are diminished to less than 10 percent of their regular capacity, possibly resulting in minimal or 

no functioning at all. Further complications also include but are not limited to joint, bone, and 

muscle pain, nerve damage, liver failure, and fluid buildup around the lungs (DiMaria, 2022). 

Lifestyle choices and genetic factors are among the variables associated with the development of 

ESRD. 

Factors Associated with the Development of ESRD 

People with cardiovascular disease (CVD) and CVD risk factors, including family 

history, age, ethnicity, and sex, are commonly affected by CKD (Levey et al., 2007). CVD can 

cause damage to the blood vessels that supply the kidneys with blood, leading to impaired kidney 

function and ultimately the development of CKD and ESRD. Additionally, risk factors for CVD, 

such as hypertension and diabetes, are also risk factors for CKD and ESRD (Liu et al., 2014). 
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Diabetes is one of the leading causes of CKD and ESRD. High blood sugar levels can cause 

damage to the small blood vessels in the kidneys, leading to kidney damage and eventually 

ESRD (Bentall, 2021). Other causes of ESRD include glomerulonephritis, polycystic kidney 

disease, and autoimmune diseases such as lupus. These conditions can cause damage to the 

kidneys and impair their function. One of the biggest problems associated with ESRD is that it is 

often asymptomatic until late stages (Hashmi et al., 2023). Therefore, regular screening for and 

management of risk factors for CKD and ESRD, such as CVD, diabetes, and hypertension, are 

crucial in preventing or delaying the progression of CKD and reducing the risk of developing 

ESRD.  

There is no known cure for ESRD, but it can be managed by ongoing dialysis and 

eventually kidney transplantation can help restore renal functioning (Sullivan et al., 2012b). 

Renal replacement therapy (RRT) is the treatment option for ESRD (Fleming, 2011). RRT is a 

life-saving procedure that removes waste products and excess fluids from the body when the 

kidneys are no longer able to perform these functions. The two main types of RRT are dialysis 

and kidney transplantation (Fleming, 2011). Dialysis involves using a machine to filter and 

remove waste products and excess fluid from the blood, with hemodialysis being the most 

common type that utilizes a dialysis machine and peritoneal dialysis using the peritoneum as a 

filter. Kidney transplantation, on the other hand, involves replacing a diseased or damaged 

kidney with a healthy kidney from a donor, which offers the best long-term outcomes for patients 

with ESRD (Fleming, 2011). However, not all patients are eligible for kidney transplantation, 

and there are risks associated with the procedure. Despite the availability of these treatment 

options, there are disparities associated with accessing treatment for ESRD, which can have 

significant impacts on patients' health outcomes. 
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Disparities Associated with Accessing Treatment for ESRD  

Patients from marginalized groups often face obstacles to receiving the optimal treatment 

for ESRD, kidney transplantation. Despite the most suitable approach for individuals with ESRD 

being a kidney transplant, disparities have been reported associated with gender, race, income, 

and other factors (Dageforde, 2015; Purnell et al., 2018; Shah et al., 2018; Sullivan et al., 2012a). 

Race has been found to be a contributing factor in barriers encountered during the steps to 

transplantation such as referral, evaluation, and wait listing. People of color can face significant 

complications when trying to access a kidney transplant, especially when they come from low-

income backgrounds (Dageforde, 2015; Ku et al., 2020; Purnell et al., 2018). Obstacles to 

accessing kidney transplantation include, lack of access to appropriate healthcare services, pre-

existing medication conditions, limited insurance coverage, lack of knowledge about the 

transplant process and the benefits of transplantation, and geographic location (Dageforde, 2015; 

McPherson et al., 2019; Purnell et al., 2018; Sullivan et al., 2012a). Studies have shown that 

people of color are less likely to be referred for transplantation and may be less likely to receive 

information about transplantation as a treatment option (Ku et al., 2020). Additionally, there may 

be implicit biases and discrimination within the healthcare system that affect access to 

transplantation for people of color (Purnell et al., 2018; Ku et al., 2020). These biases can result 

in delayed referrals for transplantation, longer wait times, and reduced access to high-quality 

transplant centers. Black patients, in particular, face lower rates of kidney transplantation 

compared to White patients, with 25% lower likelihood of being waitlisted (Ng et al., 2020). 

Physician bias, cultural and racial biases, lack of education and referrals, and ineffective 

communication between healthcare providers and patients have been identified as underlying 

causes of this disparity (Almeida et al., 2016; Dageforde, 2015; Navaneethan & Singh, 2006). 
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This may result in delays in referral, and insufficient pre-transplant work-up, creating barriers for 

Black patients in accessing appropriate care and treatment (Almeida et al., 2016). However, 

when African American patients were educated about the benefits and available options, they 

expressed similar preferences for transplantation as their White counterparts (Manton & Poulton, 

2013; King et al., 2020) In addition to racial disparities in access to transplantation, gender has 

been reported as another disparity.  

CKD prevalence is reportedly higher in women than in men, with 15.4% of women 

developing the disease compared to 12.8% in men from 2011-2012 (Harris & Zhang, 2020). 

However, men are 50% more likely to develop ESRD than women, with the cause pointing 

toward sex hormones, renal hemodynamics, and renal mass differences between men and 

women, as well as differences in health care utilization (Harris & Zhang, 2020). There are 

significant gender disparities in access to and outcomes of kidney transplantation. A study by 

Salas et al. (2022) found that men were more likely to receive a kidney transplant than women, 

even after adjusting for other factors such as age, race, and comorbidities. In addition, women 

were more likely to experience longer waiting times and to be less likely to receive a living 

donor transplant. Women are also more likely to donate their organs than men, even being the 

first to volunteer for organ donation (Bal & Saikia, 2007). While it is true that ESRD is more 

common in men, this fact does not justify the observed disparity in organ allocation for women 

who suffer from kidney disease and eventually kidney failure (Palleti et al., 2023) One of the 

many factors contributing to this disparity is that women tend to have higher panel reactive 

antibodies as a result of the immune reaction associated with pregnancy, further contributing to 

the sex disparities found in renal transplantation (Katz-Greenberg & Shah, 2022). When it comes 

to pregnancy concerns, financial and social support also play a significant role in impacting 
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women's health outcomes, as women without these resources are more likely to experience 

higher depression rates and lower rates of life satisfaction (Battulga et al., 2021). Prior pregnancy 

can contribute to sensitization which can make it more difficult to find a matching donor kidney 

(Senn et al., 2021). Pregnancy after kidney transplantation is an important issue related to gender 

and transplantation, with risk factors such as, rejection of the transplanted kidney, gestational 

diabetes, and pre-eclampsia. In the case of transgender individuals (when a person’s gender 

identity is different from the gender that was assigned at birth) with kidney disease, they may 

face additional barriers in accessing appropriate care. Collister et al. (2021) conducted a narrative 

review of the literature on providing care for transgender persons with kidney disease and found 

that there is a lack of research and guidelines on this topic. Transgender individuals may 

experience discrimination and stigma in healthcare settings, which can lead to delays in 

diagnosis and treatment (Safer et al., 2016). In addition, they may have unique healthcare needs 

related to hormone therapy and gender-affirming surgeries that can affect kidney function and 

require specialized care (Collister et al., 2021). While gender disparities in healthcare have 

received significant attention, socioeconomic status is another factor that affects healthcare 

access and outcomes. 

Socioeconomic status (SES) is another important factor affecting access to kidney 

transplantation and outcomes, as this can be a significant impediment to getting a transplant. A 

registry-based study in Sweden found that patients with low SES were less likely to receive a 

kidney transplant and had a higher risk of death on the waiting list compared to patients with 

higher SES (Zhang et al., 2018). This is consistent with previous research indicating that patients 

with lower income and education levels are less likely to receive a kidney transplant and more 

likely to experience worse outcomes after transplantation (Gordon et al., 2010). Furthermore, 
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research has shown that households with an annual income of less than $35,000 are at a higher 

risk of having household members diagnosed with certain diseases, such as kidney disease 

(Woolf et al., 2015). Reasons that explain these disparities are that patients with low SES may 

face barriers such as lack of insurance coverage, inability to afford transportation or lodging for 

medical appointments, and difficulty navigating the healthcare system (Axelrod et al., 2010; 

Woolf et al., 2015). The disparities in healthcare access and outcomes based on factors such as 

race, gender and socioeconomic status are particularly concerning for individuals who belong to 

multiple marginalized groups, such as people of color, women, transgender individuals, and 

people with disabilities. According to the Centers for Disease Control and Prevention, 

approximately one in four adults in the United States have a disability, with the prevalence being 

higher among women, people of color, and those with lower incomes (CDC, 2022). That makes 

up a staggering 26% of the U.S. population that are living with some form of a disability (CDC, 

2022). Individuals with disabilities face significant barriers to accessing healthcare services, 

including lower rates of health insurance coverage and higher out-of-pocket costs (Kennedy et 

al., 2017). When combined with other factors such as race and gender, these barriers can create a 

significant gap in healthcare access and outcomes for individuals who are disabled and belong to 

other marginalized groups. 

Disability Status and Transplantation 

 Often times, disability is labeled as the result of being diagnosed with CKD and/or ESRD 

(Plantinga et al., 2011; Kang et al., 2021). However, it is important to recognize that disability 

can also be a pre-existing condition, and to explore the kidney transplantation process in patients 

with pre-existing disabilities. People with disabilities encounter substantial obstacles in accessing 

kidney transplantation due to ableism and systemic biases (Thom et al., 2022). Ableism is 
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discrimination against individuals with disabilities, which can influence medical decisions and 

diagnostic criteria, leading to biases and limited access to healthcare services (Bogart & Dunn, 

2019). Chen et al. (2020) reveals that intellectual disabilities are often deemed a contraindication 

for transplantation, resulting in fewer referrals for this population. Historical exclusion of 

individuals with intellectual disabilities from transplantation, justified by ableism, exacerbates 

this issue, with organs often directed towards those who are perceived to benefit the most, further 

marginalizing people with disabilities (Chen et al., 2020). McGee et al. (2012) found that 

disabilities were associated with reduced access to transplantation and increased mortality rates 

among patients with ESRD. Disability status has also been associated with barriers to accessing 

transplant such as transportation, lack of social support, and inadequate medical care, which may 

contribute to these disparities (Plantinga et al., 2012). People with lower SES and disabilities 

were found to have a higher prevalence of CKD, which may be attributed to a lack of access to 

quality healthcare and preventative services, leading to difficulties in managing their conditions 

and avoiding kidney disease progression (Plantinga et al., 2012). Furthermore, individuals with 

disabilities face challenges within the mental health system, which may impact their eligibility 

for transplantation. Pinals et al. (2022) highlight the various barriers and disparities encountered 

by individuals with intellectual and developmental disabilities (e.g., Down syndrome, Becker 

Muscular Dystrophy, and DiGeorge Syndrome) in the mental health system, including 

inadequate support and limited access to care. These challenges may affect their ability to 

manage comorbid conditions, such as depression, bipolar disorder, post-traumatic stress disorder 

(PTSD), and other mental health disorders, which may impact their eligibility for transplantation. 

People with disabilities are also more likely to experience discrimination and stigmatization 

within the healthcare system, making it difficult for them to advocate for their healthcare needs 
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(Ali et al., 2013). This can be seen with the intersection of other marginalized identities, such as 

race and gender, which may worsen the disparities faced by this group. Martens et al. (2006) 

noted significant disparities in organ donation and transplantation among people with disabilities, 

particularly people with intellectual disabilities who are also people of color. Addressing and 

eliminating the various forms of discrimination and bias that people with disabilities encounter 

within the healthcare system is necessary to ensure equitable access to kidney transplantation for 

all. To identify and eliminate various forms of discrimination, it is crucial to identify different 

models and theories that explain the experiences of marginalized identities when accessing renal 

transplantation. 

Theories and Models 

The social determinants of health theory (SDOH) is a useful framework for 

understanding the various social factors that contribute to health disparities (Braveman & 

Gottlieb, 2014). This theory suggests that social and economic factors such as income, education, 

and social support play a major role in shaping health outcomes for individuals and communities. 

One of the key components of SDOH is the idea of upstream determinants. This refers to the 

factors that exist outside of the healthcare system that influence health outcomes. Examples of 

upstream determinants include poverty, social isolation, and access to quality care (Bharmal et 

al., 2015). By addressing these upstream factors, it is possible to improve health outcomes for 

individuals and communities. Another important concept of SDOH is social stratification 

(Braveman & Gottlieb, 2014). This refers to the unequal distribution of resources, power, and 

prestige in society. Individuals who occupy different positions in the social hierarchy have 

different levels of access to resources and opportunities. This can have a major impact on health 

outcomes, as individuals who occupy lower positions in the social hierarchy experience more 
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stress, fewer resources, and greater exposure to environmental toxins. Gender is an example of 

an important factor that can shape health outcomes. In many societies, gender roles and 

expectations can lead to differences in health behaviors and outcomes for men and women 

(Eagly & Wood, 2012). As was mentioned earlier, studies such as Katz-Greenberg & Shah 

(2022) and Bal & Saikia, (2007) numerically showed how women are more likely to prioritize 

the health of others over their own, which can lead to delays in seeking care for themselves.  

Disability policy scholars have identified four historical and social models of disability, 

including the moral, medical, rehabilitation, and disability models (Kaplan, 1999). The moral 

model views disability as the result of sin, while the medical model regards it as a defect or 

sickness that needs medical intervention. The rehabilitation model sees the person with a 

disability in need of services from a rehabilitation professional that can provide training, therapy, 

or counseling to make up for any limitations caused by the person’s disability (Kaplan, 1999). 

The disability model has gained wider acceptance as the disability rights and independent living 

movements have grown stronger. According to Kaplan (1999), this model regards disability as a 

natural aspect of life rather than a deviation and rejects the belief that individuals with 

disabilities are inherently flawed. Given that most people will experience some form of disability 

at some point in their lives, the model suggests that designing environments and systems with 

disability in mind would make it seem less unusual and more accepted as the norm (Kaplan, 

1999). The disability model identifies social discrimination as the most pressing issue 

experienced by people with disabilities, and as the cause of many challenges that are often 

considered inherent to disability in other models. Furthermore, the disability model 

acknowledges that social discrimination is a major issue faced by people with disabilities. This 

discrimination is recognized as a primary factor that leads to many problems that are often 
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mistakenly attributed to the disability itself (Kaplan,1999). Unlike the medical and rehabilitation 

models, which view individuals with disabilities as deficient and in need of fixing their 

problems, the disability model views individuals with disabilities as facing barriers caused by 

societal attitudes and environmental factors. Recognizing the societal and environmental factors 

that impact individuals with disabilities, the concept of intersectionality further expands on the 

disability model. 

Intersectionality is a concept that was first introduced by Kimberle Crenshaw, a Black 

feminist scholar, in 1989 (Crenshaw, 1989). It refers to the intersection of various forms of 

oppression, such as race, gender, class, sexuality, and disability status. Intersectionality 

recognizes that people have multiple identities and experiences, and these identities interact in 

complex ways that are often overlooked by traditional approaches to discrimination. A single-

axis framework erases the experiences of those with intersecting identities like Black women, 

trans Black women, Black lesbians, disabled Black women, etc. (Collins, 1990). While 

intersectionality has become an increasingly popular lens used in the field of public health and 

science, there is a lack of research examining the intersections of race, gender, and disability 

status (Saunders et al., 2010). The absence of research surrounding the interactions between 

these identities highlights the ever-growing issue of understanding the complexities of 

intersecting identities that are not considered the norm in healthcare. By examining how two or 

more of these identities intersect, healthcare providers can gain a better understanding of the 

unique needs of their patients and ensure that access to quality care is attainable. Research 

conducted by Saunders et al. (2010) has shown that intersectionality can be used to illuminate 

diverse inequalities and how power structures and processes give rise to them. For instance, their 

study found that patients living or dialyzing in neighborhoods with a greater proportion of Black 
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Americans were more likely to wait longer for a kidney transplant or to die on the waitlist. This 

is because access to transplantation may be shaped not only by clinical factors, but also by the 

social contexts of specific neighborhoods, such as individuals’ social networks and social capital.  

Previous studies have explored the interactions between race and gender in healthcare (Nguyen 

et al., 2021; Norris & Nissenson, 2008; Rosenthal et al., 2020). In terms of the social 

determinants of health (SDOH) framework, a study by Wesselman et al. (2021) they stated that 

significant racial disparities in wait listing for transplant existed, specifically for Black 

individuals who were 25% less likely to be waitlisted or receive a transplant even after adjusting 

for medical factors and social determinants of health (Wesselman et al., 2021). Within the current 

literature, there are no known studies that have used disability models in their studies on kidney 

transplantation. This further exacerbates the disparities in access to kidney transplantation as 

patients with pre-existing disabilities are not being treated with a disability focused lens.  

The Current Study 

 The objective of this study was to review the literature on how individuals with pre-

existing disabilities navigate the steps to kidney transplantation. Furthermore, this study sought 

to explore whether ESRD patients with pre-existing disabilities and intersecting social identities 

such as race, gender, and income status access transplantation relative to those without 

intersecting identities. This study had two primary objectives: firstly, to determine if the barriers 

faced by individuals with pre-existing disabilities have been adequately addressed and, secondly, 

to examine whether race, gender, disability status, and other marginalized identities contribute to 

disparities in the various steps to transplantation. This study was the first systematic review to 

analyze pre-existing disability status, and access to transplantation while exploring the role of 

other intersecting social identities.  
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Methods 

The review followed the protocol outlined by Traino et al. (2015) and utilized research 

databases; PubMed/Medline and APA PsycINFO. The systematic review adhered to PRISMA 

guidelines to ensure a thorough and rigorous analysis of the literature. 

Inclusion criteria. Papers that met the following criteria were included: research must 

have been published after 2005, have been conducted in the United States of America, include 

participants 18 years old and older, be available in English, have quantitative or qualitative 

research designs, and the article must mention pre-existing disability status(es) (Traino et al., 

2015). The study outlined the theories and models used to guide the analysis process. Disparities 

and obstacles at various steps to transplantation were all coded in the articles included in this 

systematic review (Traino et al., 2015). 

Data extraction. Articles were identified using the following keywords: kidney 

transplantation, renal transplantation, intellectual disability(ies), developmental disabilities, 

disabled persons, learning disabilities, persons with mental disabilities, chronic kidney failure, 

communication disorders, vision disorders and renal insufficiency. The articles were verified 

with a librarian to ensure no studies was overlooked. 

Results  

 Search engines, Pubmed and PsychNet were used to retrieve 1,214 articles. 508 of those 

articles were duplicates and 626 were excluded using the inclusion criteria. 80 articles were 

screened based on the inclusion criteria to which 38 articles were excluded. 42 studies were 

identified and were all able to be retrieved online. Of these articles, 18 were excluded since they 

were not conducted within the United States, 10 were excluded for involving adolescent 
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participants, 8 were excluded for defining disability status as a result of CKD and 

transplantation, and 2 were excluded for not being written in English. In the final analysis, 4 

studies fulfilled the inclusion criteria (see figure 1). These articles were coded for steps to 

transplantation, namely medical suitability, referral to a transplant center, waiting list, and 

receiving a transplant, barriers, and whether the articles used models and/or theories on disability 

and other marginalized identities. Four themes were identified: inequitable and restricted 

allocation of care due to impairments related to contraindications; problematic use of language; 

lack of explicit use of disability models; and a lack of reporting on other marginalized 

identities.    

Inequitable and Restricted Allocation of Care 

 Two out of four of the extracted studies mentioned that levels of contraindications were a 

reason to deny recommendations and services for receiving an organ transplantation for patients 

with mild to severe genetic diseases and intellectual disabilities (Thomas et al., 2020; Wall et al., 

2020). Thomas et al. (2020) highlighted how various impairments can lead to contraindications 

based on levels of visual, hearing, walking, and physical impairments. They discovered that 

visual impairments, in particular, were associated with prolonged hospitalization, prolonged 

length of stay, and mortality, which may be due to patients with broader classes of visual 

impairments having difficulty managing medications, leading to poorer adherence with 

immunosuppressive and non-transplant medication regimens. Wall et al. (2020) stated how a 

person’s level of severity for their disability was a reason to deny them a kidney transplant. If the 

disability was deemed too severe then healthcare providers had the authority to decide whether 

or not a kidney transplant should be given.  
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Use of Problematic Language 

Problematic use of language was identified in three out of the four studies (Kluz et al., 

2022; Wall et al., 2020; Uemura et al., 2005). All three studies described intellectual disabilities 

by referring to it as mental retardation. Given all three studies were conducted and published in a 

clinical setting, it is understood as an acceptable form of addressing persons with intellectual 

disabilities since mental retardation is still considered a medical term. In all studies that used this 

term they referred to the medical definition.  

Lack of Explicit use of Disability Models  

None of the 4 studies mentioned or reference any disability models or theories when 

providing treatment for disabled people. Additionally, no other theories, models, or frameworks 

were used other than statistical models. Regardless of whether the studies were a case study or 

quantitative research, there was no mention of disability models.    

Lack of Reporting on Intersecting Identities 

Two out of the four studies briefly reported on race, specifically Hispanic, African 

American, and Caucasian (Thomas et al., 2020; Uemura et al., 2005). Three out of the four 

studies reported on gender; however, they only reported on female participants and no other 

gender (Kluz et al., 2022; Thomas et al., 2020; Uemura et al., 2005). All four studies did not 

connect gender or race to disability status. All four studies did not look at interactions between 

different identities and focused primarily on reporting on different disabilities and impairments.  

Discussion 

The goal of the current study was to investigate how individuals with pre-existing 

disabilities navigate the process of kidney transplantation, and whether there are disparities in 

access to transplantation based on intersecting social identities such as race, gender, and income 
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status. The following themes were identified: inequitable and restricted allocation of care due to 

impairments related to contraindications; problematic use of language; lack of explicit use of 

disability models; and a lack of reporting on other marginalized identities. Throughout all four 

studies, pre-existing disability status often impacted the kidney transplant process, further 

emphasizing the disparities faced by this population. 

Of the four studies identified by this systematic literature review, half looked at the levels 

of contraindications as a determining factor for receiving resources and recommendations for a 

kidney transplant (Thomas et al., 2020; Wall et al., 2020). Contraindications are symptoms or 

medical conditions that can be a reason to deny services and/or treatment because it is deemed as 

potentially harmful for the recipient. Patients with pre-existing disabilities were often times 

denied a kidney transplant because their disability was seen as harmful if they received a 

transplant. Therefore, physicians were less likely to comply with a transplantation for adults if 

they deemed their condition too severe. Essentially this means that the classification of one’s 

disability as a contraindication is reason to deny and/or restrict access to a kidney 

transplantation. To understand why this is a problem, it is important to mention how allocation of 

organs is conditional and inconsistent with adults compared to children. In Chen et al. (2017) 

they conducted a retrospective chart review of all children aged 0-18 years who underwent renal 

transplantation at their center between January 1, 2002 and June 30, 2012. They found that 

despite the children having intellectual disabilities, it was still not deemed as a contraindication 

to receiving a kidney transplantation. Wall et al. (2020) reported data on both adults and 

adolescents and stated that children with the same disabilities were considered to have less 

contraindications than adults despite the levels of severity in their intellectual disabilities. These 

findings indicated a notable discrepancy between adult and pediatric programs regarding the 
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level of contraindication for pre-existing disabilities, specifically when looking at disabilities 

such as Down syndrome, Becker Muscular Dystrophy, DiGeorge Syndrome, and Wolf-

Hirschhorn syndrome. Pediatric programs were less inclined to view these conditions as absolute 

contraindications to listing, except for Becker Muscular Dystrophy and severe intellectual 

disabilities which were more likely to be deemed as relevant contraindications to listing (Wall et 

al., 2020). A large part for why organ allocation is denied for people with disabilities is because it 

was widely believed that their life expectancy was already short independent from ESRD (Chen 

et al., 2017). Additionally, patients who are either younger or who do not have a disability are 

deemed as more ‘worthy’ of receiving a transplantation. 

The study conducted by Thomas et al. (2020) sheds light on the difficulties faced by 

individuals with disabilities in accessing kidney transplantation services. The study reveals that 

vision, hearing, walking, and physical impairments can lead to contraindications, thereby 

reducing the chances of receiving a transplant. Interestingly, the study finds that patients with 

visual impairments may face greater challenges, as they may have difficulty managing 

medications and complying with immunosuppressive and non-transplant medication regimens. 

This could directly impact graft survival or indirectly lead to graft loss due to changes in 

immunosuppression prescribing and compliance. Another important finding of the study is that 

walking impairment is associated with an increased risk of mortality. This is consistent with 

previous research on older adults (Newman et al., 2006), highlighting the significance of 

mobility impairment in overall health outcomes. The challenges faced by individuals with 

disabilities go beyond their physical impairments. Factors such as socioeconomic status, race, 

gender, education, insurance problems, and the level of contraindication can also play a 

significant role in their ability to access transplantation services. Plantinga et al. (2012) 
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highlights how lack of support from a guardian or caretaker can further exacerbate these barriers. 

Therefore, it is crucial to address the multifaceted challenges faced by individuals with 

disabilities in accessing transplantation services. This involves not only addressing the physical 

impairments but also addressing the social determinants of health that can exacerbate these 

challenges. 

Disability models and models/theories pertaining to marginalized people need to be 

utilized when treating and navigating their needs and experiences. As evidenced by the findings 

from this study, there is a significant gap in the research pertaining to the use of disability models 

being utilized as a framework in medical practice. Often times, the main disability model that has 

been utilized in medicine is the medical model which views disability as a medical condition that 

needs to be ‘cured’ in order to make the person ‘normal’ (Hogan, 2019). This means that 

healthcare providers have been examining and treating individuals with disabilities as a means of 

getting rid/making their disability less prominent rather than viewing their disability as a facet of 

their identity. There is a great need for alternative theories in mainstream psychology, medicine 

and healthcare overall, the social, cultural, political, and historical features of disability as 

traditional approaches have been inadequate.  A great alternative to the medical model would be 

the incorporation of the social identity approach (SIA). The SIA is a research method that can 

help us understand how disability is experienced by individuals. According to Dirth and 

Branscombe (2018), the social category of disability has a significant impact on how individuals 

experience disability from a psychological perspective. In other words, the way society views 

and categorizes disability can have a profound impact on how people with disabilities see 

themselves and their place in the world. Using the SIA can help researchers better understand the 
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complex social and psychological factors that influence the experiences of individuals with 

disabilities. 

Medical and psychological health providers can gain a deeper understanding of the 

experiences of individuals with disabilities and provide more effective and inclusive care by 

putting in extra effort to understand their patients, tailoring communication efforts specific to 

each patient, getting to know them on an emotional level, and improving personal and systemic 

organizational skills to ensure both provider and patient are not stressed (Ee et al., 2022). 

Disability models, such as the minority disability model and the social model of disability, help 

to address the unique challenges and barriers faced by marginalized individuals with disabilities 

(Disabled World, 2020). These models emphasize the importance of considering the social and 

environmental factors that contribute to disability and the need to address systemic and structural 

issues that prevent full participation in society (Snyder et al., 2008). By utilizing disability 

models in medicine and psychology, healthcare providers can tailor their interventions to address 

the specific needs of individuals with disabilities and promote greater equity and inclusion. This 

approach helps to move away from the traditional medical model that focuses solely on the 

individual's impairments and limitations and towards a more holistic and inclusive approach that 

considers the broader social and cultural context of disability.   

 The use of problematic terms to describe patients' conditions in medical research can 

have a significant impact on their treatment. As highlighted by Kluz et al. (2022), Uemura et al. 

(2005), and Wall et al. (2020), such language can further alienate people with disabilities and 

categorize them as "the other." This can lead to stigmatization and discrimination, which can 

ultimately affect their access to appropriate medical care and treatment. In addition, the use of 

such language can perpetuate negative attitudes and stereotypes towards people with disabilities, 
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which can create additional barriers to their treatment and care. Therefore, it is important for 

medical researchers to be mindful of the language they use when describing patients' conditions 

and to ensure that it does not contribute to further marginalization and discrimination. What was 

most alarming were the dates of publication for these studies that used these terms, especially 

with the most recent of the studies being published just last year (2022). Most of the journals that 

these researchers published from explicitly stated in their guidelines that inclusive language that 

acknowledges diversity must be used (Kahlan et al., 2022). Yet throughout these studies the 

terminology was problematic.  

The American Medical Association (AMA) acknowledges the harmful consequences of 

some commonly used words and phrases and offers equity-centered alternatives. They emphasize 

that language evolves over time, and words come in and out of favor, and that context also 

matters. The AMA recognizes that pursuing equity requires disavowing words that are rooted in 

systems of power that reinforce discrimination and exclusion. However, despite their efforts, the 

AMA still engages in the use of problematic and exclusionary language. For example, the term 

"mentally retarded" has been replaced with "intellectual disability," yet two studies (Kluz et al., 

2022; Wall et al., 2020) included in the research still use the outdated and offensive term despite 

AMA having updated their guidelines since 2021. In addition, the AMA equity guide states 

alternative terms and phrases to use when referring to people with disabilities. This demonstrates 

that while the AMA recognizes the importance of language in promoting equity, there is still 

work to be done to fully implement their guidelines and to create a more inclusive and equitable 

healthcare system. According to the American Psychology Association (2021), psychologists are 

expected to strive for accurate, unbiased communication in their language use. In the APA’s 

language inclusivity guidelines, they explicitly state the terms to avoid using when describing or 



 

KIDNEY TRANSPLANTATION DISPARITIES AND DISABILITY    

             21 

 

referring to people with disabilities and provides suggested terms and phrases to use instead. The 

studies cited in the text all emphasize the importance of using inclusive and ethical language, yet 

they still use problematic and exclusionary terms. Using the APA guide (2021) of inclusive 

language use, it suggests that instead of using historically dehumanizing language, better terms 

to use include but are not limited to "intellectual disability," “person with a disability, "and 

“people with intellectual disabilities.”    

By using inclusive language, this allows for individuals with mental and/or physical 

disabilities to be seen as they are and not have their disability be perceived as a problem that 

needs to be cured or fixed. A study conducted by Stauffer et al. (2022) examined the technical 

standards from newly established medical schools in the US and evaluated their disability 

inclusivity practices. The study found that newly created technical standards are more restrictive 

since they perpetuate historically restrictive technical standards that serve as barriers to 

applicants with disabilities than those in previous studies, and efforts to create more inclusive 

standards have not yet been realized. The study highlighted the need for more inclusive technical 

standards in newly established medical schools to promote disability inclusivity and 

accommodate students with disabilities. It also emphasized the importance of accrediting bodies 

to play a more active role in ensuring that technical standards are readily available and 

appropriately convey the availability of reasonable accommodations for students with 

disabilities. Despite the well-known barriers that exist for individuals with disabilities, there still 

seems to be a lack of implementation and awareness to address these barriers and ensure 

equitable treatment.  

The insufficient reporting on marginalized identities in all four studies highlights the need 

for diversity and inclusion in research to ensure all are being served and equitably seen. The 
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studies revealed a significant lack of attention to intersectional disparities in the kidney 

transplant process for individuals with pre-existing disabilities and intersectional identities. This 

may result in a two-way relationship where inadequate use of disability models and lack of 

reporting on minoritized identities, like being a woman or a person of color, can lead to limited 

resource allocation for people with disabilities, resulting in a reduced likelihood of kidney 

transplantation. The limited focus on medical aspects in the retrieved studies neglects the social 

models that can significantly impact the needs of patients with disabilities. This is significant 

because social models can help identify and address barriers to healthcare access and treatment 

for people with disabilities, such as discrimination, stigma, and lack of accommodation. These 

models would account for other aspects of identities, especially minoritized identities. 

Neglecting social models can lead to inadequate care and hinder the overall well-being of 

patients with disabilities. Therefore, it is crucial to acknowledge and address these limitations in 

future research to ensure that patients with disabilities receive inclusive and comprehensive care 

that meets their social and medical needs. 

There are several limitations to this systematic review. Firstly, by only including studies 

conducted in the United States and articles written in English, a complete understanding of how 

disability models are utilized in other cultures across the world could not be obtained. 

Additionally, limited discussion on the themes and purpose of this study with other lab members 

may have led to the oversight of potential themes and solutions. Furthermore, only two search 

engines were utilized, which may have resulted in some relevant articles being overlooked.  As a 

result, the findings of this systematic review may not fully represent the breadth of disability 

research conducted between 2005 and 2023. However, to mitigate this limitation, a librarian 

reviewed the study to ensure that relevant research was not overlooked. 
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To address obstacles in access to transplantation for ESRD patients, it is crucial to 

conduct research on diverse samples using a minority disability model framework. This approach 

allows us to gain a better understanding of the unique experiences and challenges faced by 

individuals from marginalized communities and develop targeted interventions to address these 

issues. Unfortunately, research has historically disregarded people with marginalized identities 

and pre-existing disabilities, leading to significant health disparities and inequities in access to 

transplantation. By excluding these populations, we miss out on critical insights into how to 

improve the transplant process for all patients. These findings underscore the importance of 

adopting models and frameworks that consider disability and other marginalized identities in 

ESRD research. By doing so, we can provide a more holistic approach to care that considers the 

diverse needs of all patients. This will help us make progress towards reducing health disparities 

and ensuring equitable access to transplantation for all. 
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Figure 1: PRISMA 2020 flow diagram for new systematic reviews which included searches of 

databases and registers only. 
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