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Abstract

:

Although immigrants are disproportionately impacted by growing chronic inflammatory disease (CIDs) rates, yet suffer barriers to access health care, little attention has been given to their primary healthcare or specialist healthcare access as it relates to complex, chronic diseases in Canada, a country with universal health care. This study aims to investigate CID health care use and barriers to care among first- and second-generation immigrant South Asian children and parents in the Greater Toronto Area, Ontario. Drawing on analysis of 24 in depth interviews with children and parents (14 children, 10 parents), the results reveal that although CIDs disproportionately affects South Asian immigrants, they encounter health system, geographic, interpersonal, and knowledge barriers to access requisite care. These barriers exist despite participants having a GP, and are compounded further by limited familial systems, culturally insensitive care, and structural inequities that in some instances make parents choose between health access or other basic needs. Although all participants recognized the importance of specialized care, only 11 participants regularly accessed specialized care, creating new schisms in CID management. The findings suggest that a multisectoral approach that address individual and structural level socio-structural drivers of health inequities are needed to create more equitable healthcare access.
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1. Introduction


Healthcare access and utilization disparities are known to exist among immigrant populations in the Global North [1,2,3,4]. In the Canadian context, studies consistently demonstrate immigrants experience barriers to access health care related to long wait times, inconvenient hours of service provision, and financial concerns [5]. At the same time, immigrants’ experience barriers unique to their immigrant identity such as linguistic barriers, health system discrimination along with cultural variations that compound access challenges and experiences [6,7,8,9,10]. This means that immigrants seeking care often face complex challenges that may not be adequately addressed by targeting barriers pertaining to the general population [1,11].



This is particularly important in the context of chronic inflammatory diseases (CIDs) in Canada where health care utilization has been sparsely examined, despite first and second-generation immigrants being at elevated risk of developing a CID and requiring short- and long-term care [12]. Chronic inflammatory diseases (CIDs) are systemic disease of complex, multi-factorial etiology that that often lead that include inflammatory bowel disease (IBD), multiple sclerosis (MS), type 1 diabetes (T1D), systemic lupus erythematosus (SLE), rheumatoid arthritis (RA), ankylosing spondylitis (AS), and psoriasis and psoriatic arthritis (PPA) [13]. These diseases are known to inflict a variety of mental and physical health problems for individuals and are recognized among the top leading causes of death globally [14,15,16]. Thus, ongoing health care access and utilization is critical to effective CID management [13,14].



At a global scale, the incidence and prevalence of CIDs are rising on all continents, and within countries and populations where CIDs were essentially non-existent just several decades ago [12,13,17,18]. Within high income countries, the prevalence of CIDS is between 5–7%, increasingly most rapidly among immigrants from low to middle income countries [19,20]. Although CIDs were previously considered a set of diseases characteristic of Caucasians in Western industrialized countries, recent evidence suggests CIDs manifest in immigrants as early as first generation in countries with differential backgrounds to risk (i.e., low to high incidence countries and even high to low incidence countries) and becomes accentuated in subsequent generations [19,20,21,22,23]. While the pathological pathways of CIDs manifestations are unclear, the rapidity of change in their epidemiology suggests a strong contribution by non-genetic determinants and gene-environment interactions [12,13,17,18].



Within Canada, approximately five million people suffer from various CIDs [24]. While CIDs have been increasing among the general population, growing attention has centered on the development of CIDs among first- and second-generation immigrants in the country [25,26,27]. Studies demonstrate that although the prevalence of CIDs among first generation immigrants is lower than native born Canadians [18,25,28,29], immigrants who arrive to Canada at younger ages are at increased risk of CIDs; for every decade earlier in life that immigrants arrive in Canada, the risk of some CIDs increases by almost 10% [25]. Growing attention has also been given to CID variations within immigrant populations. One high risk, yet underappreciated group are immigrants of South Asian decent [12]. Compared to other immigrant groups in Canada, studies indicate that South Asian immigrant parents and their Canadian born children are at higher risk of developing a CID compared to other immigrant groups [12,13,18,25,30]. While reasons for these variations are unclear, altered risk of immune-mediated inflammation, particularly among South Asian Canadians suggests metagenomic multigenerational variations [18].



On top of differential epidemiology and risk factors are the uneven access to resources and health care services that shape the realities of CID progression and management. Although immigrants in Canada experience poorer health outcomes than non-immigrants [1,12], research consistently demonstrates that immigrants are more likely to have difficulties accessing health care services [1,31,32]. While the literature on access to care for chronic and complex diseases is sparce, though growing, recent studies highlight continued and signifigant disparities in access to care and health outcomes [33,34,35]. Hymen et al. [13] for instance examined health service use for type 2 diabetes among immigrants in Toronto and found that recent immigrants were significantly less likely than Canadian born groups to see a GP, a specialist, alternative care providers and less likely to report using dieticians, nurses and diabetes organizations as sources for disease information due to linguistic, financial, informational and systemic barriers to information and care.



Harrington et al. [36], extend insight into these disparities, underscoring that both recent (0–9 years in Canada) and established immigrants (10+ years in Canada) are more likely to experience difficulties accessing general health care and specialist care than the Canadian population. While preventative care is critical to forestall disease development and manage disease progression, an important point from this study is that despite Canada’s Health Act that aims to ensure access to medically necessary health care services for all Canadians regardless of ability to pay, immigrants continue to face barriers accessing care services–all of which can contribute to feelings of dissatisfaction with the health care system and perpetuate poor self-care. Other studies consistently reveal immigrants have lower levels of disease awareness, disease risk factors and symptoms, often attributed to culturally inappropriate services, underscoring urgent gaps in chronic disease health services for immigrants [37,38,39]. These findings are worrying, particularly in the context of the ‘healthy’ immigrant effect whereby immigrants are healthier than their native born at the time of arrival in Canada; however, their health advantage often disappears within 10 years [40].



While the literature exploring immigrant children’s health care access is sparce, the studies that have been done suggest similar systemic barriers related to language, culture, finances, and relationships with health professionals [1,31,41,42]. Despite this growing attention, there are “still gaps in our knowledge of the health of immigrant children in Canada and this population still experiences challenges with healthcare access and disparate health outcomes across various measures” [1,7]. Much of the work that has been done provide commentaries on the state of immigrant children health care or explores issues of dental care among immigrant children in Western Canada [41,42,43,44,45], with limited attention to access to primary healthcare, specialist care, or health promotion [31], particularly as it relates to complex and chronic diseases [46]. Given that variations in access to primary and specialist care vary across the country, with provision differentially experienced depending on where a child lives and the regional availability of health care services in the area [47], more attention to immigrant children and family experiences access health care across Canada are needed in order to “improve immigrant’s experiences with navigating services which are fundamental to their health and wellbeing” [1,7]. As Carrol et al., (46 page S63) underscores there “must be more effort to help children and their families access the best quality care and treatments for lifelong conditions.” As rates of CIDs continue to increase across Canada with particular impacts on immigrant children and families [18,31,46,47], the objective of this paper is to address these needs by examining CID health care use and barriers to care among first and second generations South Asians immigrants in Ontario Canada.




2. Context


This research was conducted in Ontario’s Greater Toronto Area (GTA) which comprises four neighboring municipal areas (i.e., Halton, Peel, York, and Durham), and 25 urban, suburban, and rural municipalities [48,49]. As one of Canada’s most diverse areas, reflecting both its current and historical role as an important immigration destination [48,49,50], over half of the GTA population (6.4 million) identifies as an immigrant, compared to 29.1% at the provincial scale [50]. Approximately 1.9 million (1,924,635) people identify as South Asian in the GTA, representing both the largest visible minority population in the GTA (32.3%), and the largest South Asian population in Ontario (84.6%) [50,51].



The Canadian South Asian diaspora is documented to experience a range of health and wellness needs ranging from higher rates of chronic diseases, lower rates of screening for a number of diseases, and greater risk of premature onset, increased prevalence and increased mortality from chronic diseases compared to the general public [52,53,54,55]. At the same time, recent reports indicate that although South Asian immigrants experience higher rates of CIDs than the general population, this group has low knowledge and awareness of CID symptoms, risk factors, and conditions [56].



Notwithstanding these inequalities, immigrants in the region commonly lack access to hospitals and health facilities and are more likely to experience discrimination, stigma, and racialization from staff compared to the general population [57,58]. This situation exists, despite the GTA housing the largest number of hospitals, general practitioners, and medical specialists in Ontario [51]. It is within this context that we examine the experiences of first and second generation South Asian immigrant children as they attempt to access health care to manage their CID.




3. Methods


This paper draws from a larger qualitative research project comprising affected and unaffected first- and second-generation South Asians in the Greater Toronto Area (GTA). Affected individuals are those who personally manage a CID and/or have a child managing a CID (defined as a group of medical conditions characterized by chronic inflammation and varying levels of disability where one’s own immune system attacks and damages different parts of your body, requiring life-long treatment to control the impact on one’s life) whereas unaffected individuals are those who do not personally manage a CID and do not have a family member who manages a CID see [59,60,61].



To acquire deeper knowledge on the experiences navigating CID health care, affected populations are the focus of this paper. Two groups of individuals with medical history of CIDs were selected to participate in the research: (i) affected parents, defined as individuals who were born in a South Asian country and had a Canadian-born child diagnosed with a CID; and (ii) affected adult children (18 years and older) defined as Canadian born children diagnosed with a CID who had a South Asian mother born in a South Asian country. This project was part of a larger study that aimed to understand why Canadian born South Asian children have a higher prevalence of developing a CID than those who are born in South Asian. Thus, we focused on exploring the realities of affected children born in Canada. It was important to involve parents born in South Asia in order to explore their perceptions and experiences surrounding environmental changes imposed by global migration and chronic inflammatory diseases, along with their experiences navigating the Canadian health care system for their children [18]. Interview participants were not related.



Purposeful sampling was used to acquire information- rich participants who could speak to the realities of managing a CID [62]. Snowball sampling was also used to identify additional participants [63]. Participants were recruited through partner organizations which included newcomer centers in the GTA and neighbourhood community organizations. We also advertised posters at higher education facilities in the GTA including the University of Toronto campuses and distributed recruitment posters to South Asian faith based and community organizations. Similar recruitment strategies may be beneficial in large-scale epidemiological studies, however, given our use of purposeful sampling, sampling strategies may need to change.



A total of 24 semi structured in-depth interviews (i.e., 14 children, 10 parents) were conducted in English. Questions probed key themes related to their background, experiences receiving and coping with a CID diagnosis, access to medical care and services, awareness of sources of CID information, and perceptions of CID risk factors. For instance, participants were asked if they had a regular family doctor or specialized care, their challenges and barriers accessing medical care and related services, as well as financial or social constraints to receiving care. While children spoke to their own navigating the health system with a CID, parents answered questions based on their experiences using the health care system for their diagnosed child. Prior to conducting the interview, an interview location convenient to the participant was chosen. Before starting the interview, the researcher went through the consent form with the participant, reminding the individual of the research focus and their right to withdrawal at any time. The researcher also stressed that the interview was more conversational based, and the participant could skip any questions they chose not to answer.



The semi-structured in-depth interviews lasted between 45 min to one hour. Of the affected parents, 12.5% identified as men and 87.5% identified as women and all lived in Canada for an average of 20–24 years. (See Table 1 for participant characteristics).



Prior to conducting this research, ethical approval was granted through the Human Subjects office at the University of Toronto (#32565). Thematic coding, analysis, and categorization of the interviews were conducted using NVIVO 11 software. The coding occurred in three sequential stages. First, open coding was used to distinguish the distinct concept and themes from the interview transcripts for further categorization. This was followed by axial coding, which was conducted to refine and categorize themes as a way to develop unique and central thematic categories from the data. Selective coding was then used to refine the data and develop unique and focal thematic categories for analysis [64,65,66]. Key themes were identified according to their (i) relevance to the research objectives; (ii) the predominance of the same theme across different types of participants; and (iii) frequency of mention [64].



This iterative process of classifying themes, developing linkages, and explanations led to saturation, whereby the themes were well described through the data [66]. To enhance consistency and reliability in the thematic analysis, the authors discussed the results, and consulted other members of the research team to ensure consensus in interpretation. The remaining sections discuss the experiences accessing CID health care among children and their parents. The key themes of access to a regular health care provider, and barriers to access health care including health system barriers; geographic barriers; competing needs; and knowledge, language and cultural barriers are used to present the results. Each quotation is identified with a participant type (i.e., child or parent), participant number and the CID that the child or parent is managing.




4. Results


4.1. Access to a Regular Health Care Provider


When participants were asked about who they regularly sought health care from to manage their CID, participants highlighted a variety of care providers ranging from general practitioners (GP), specialists (i.e., endocrinologist, allergy specialist, neurologist, vasculitis specialist, breathing specialist, gastroenterologist), and alternative health care providers (i.e., homeopathic, home remedies, herbal, natural/organic) (see Table 2; note participants could provide multiple responses). Of the 24 participants, the majority of children (n = 11) and parents (n = 7) regularly sought health care from a GP, while very few children and parents reported no regular access to a GP (n = 3; n = 2 respectively). While most of the children (n = 8) indicated not regularly seeking health care from a specialist, half (n = 5) of the parents indicated regularly seeking care from a specialist for their children.



While the majority of participants indicated that they desired to receive care from a specialist, due to long wait lists, administrative challenges (e.g., paperwork, phone calls, etc.), and a shortage of specialized care providers, they were unable to receive specialist care. In fact, all participants indicated they were more likely to regularly seek care from a GP since GPs were more common than specialists. As highlighted below, despite being told by their GP that specialized care was needed, multifaceted health system challenges meant participants commonly sought care from a GP:




“She (daughter) can access the family doctor the fastest. It takes a long time but it’s faster than the specialists. Because the specialist has a really really long wait list. The GP said to see the specialist, but you can’t because the time and she needs care. Then what?”–Parent, 1073, type 1 diabetes





Interestingly, just less than half of the children (n = 6) and parents (n = 4) indicated regularly seeking health care from an alternative provider. When asked why participants regularly sought support through alternative health care, most children and parents (n = 5, n = 3 respectively) indicated seeking care from these providers because they were more welcoming and receptive to patient needs than a formal health setting. Participants explained that since they had been dismissed and neglected when seeking CID care in a formalized setting, they were more inclined to seek care from an alternative provider. As the following participant explains, experiences of disrespect and carelessness towards patient needs left participants feeling neglected and yearning for supportive providers:




“Ya she [daughter]) was complaining to him [GP]) all, most of the time that she had heart burn and those kinds of things, but he said its normal. He didn’t treat her right away. He never talks to us about this, the rheumatic problem, he never talk about this or tell us the problems. You don’t feel supported. This is why we use it (alternate medicine). At least they listen to your problems.”–Parent, 1026, rheumatoid arthritis






4.2. General Barriers to Access Health Care for CID Management


To unpack the experiences navigating formalized health care, we focused on participants’ experiences accessing a GP or specialist in the region. When participants were asked about the challenges that they experienced accessing their regular CID health care provider, participants identified a number of barriers including those centered around health system issues, geographic barriers, competing needs, and knowledge, language, and cultural barriers (see Table 3).



4.2.1. Health System Barriers


The most common barrier to access health care among children and parents relates to health system issues ranging from long wait times, few health care clinics, and the affordability of medicine. When discussing challenges accessing their provider, many children (n = 8) indicated that due to a lack of accessible GPs in their area, they would often seek care in walk in clinics even when they had a GP. Participants explained that once at a clinic, they were left to wait several hours before they could even see an intake nurse to take their personal medical information. This resulted in situations where some patients would attempt to wait for care, but due to pain and discomfort, would decide to leave without receiving help. As the following participant highlights, overbooked health care systems, a paucity of available clinics, and an overburdened health system create a situation where patients are unable to effectively manage their CID:




“There are barriers in terms of accessibility and location, like just clinic wise. If the doctor isn’t available cause of overbooking, you have to find a clinic. And there aren’t as many clinics available, and then the wait times would be very long, you’re in pain so you could end up just leaving. You’re not helped, and it makes the problem worse. If it was a walk-in clinic and you didn’t get there at a certain period in the morning, then you could end up waiting like 4 hours if there was a bunch of people ahead of you. It’s a problem.”–Adult child, 1075, IBD





Parents indicated similar concerns, highlighting how limited available health care exacerbated challenges related to CID management. Several parents discussed situations where their child needed immediate medical attention to manage their CID, but due to unavailable and overbooked physicians, they were unable to receive care from their provider. This meant that even when parents had a GP, some parents (n = 5) were left to navigate the complexity of CID complications, with little knowledge or expertise, all of which exacerbated stress and anxiety and further complicated CID management:




“Yeah there was so many situations not only asthma but uh, where I thought my son needed attention for his breathing but we couldn’t receive it. The doctor wasn’t available, due to overbooking they said. So, you’re forced to manage on our own. It adds stress and makes the problem worse.”–parent, 1076, asthma





Participants equally highlighted how a lack of available specialists in the GTA undermined their ability to effectively manage their CID. Several children (n = 7) indicated that although they and their parents would actively look for a specialist to help manage their CID and general health needs, they were unable to secure a provider. Although participants recognized the importance of regularly seeing a specialist to oversee their CID, renew prescriptions, and request tests to track and monitor the progression of their disease, several children highlighted how they did not have a regularly provider. As highlighted in the following excerpt, a lack of health care providers not only undermines the ability of a child to effectively manage their CID but further puts them at a higher risk of complications and even death:




“I couldn’t find a family doctor for the longest time. The only reason I found the one I’m at is cause I was driving by and they had on their billboard accepting new patients. It was a huge barrier before that. I have a very severe nut allergy, so I need to carry an epi pen. I needed to renew my EpiPen, but I didn’t have a doctor to do it. I could have gone to any clinic, but I wanted a family doctor. They would know my history and problems. So I went without an active prescription for years. If I had an anaphylactic episode, it could have been bad.”–Adult child, 1035, type 1 diabetes





The cost of medication was a further barrier that prohibited effective CID management for both children and parents. Participants often indicated how limited health insurance coverage, together with the costs of medication made CID management extremely difficult. While some children (n = 8) had health insurance from their parents or school, others had no coverage (n = 6), meaning that both children and their parents experienced financial struggles in order to obtain medication for their needs. As a result, children and their parents were left with additional stress and financial worries over their ability to maintain health over the long term. As the participant below underscores, although parents may try alleviating worries among children, financial stress can create unintended consequences for the psychosocial health of a child who is managing a CID:




“I didn’t have health insurance. Well, my parents didn’t so I didn’t. I needed inhalers and they were really expensive. We all knew it was expensive, but my parents tried to downplay it. But I know it’s so expensive. But I needed it, so that’s it. It made me feel so bad, we were already struggling but it made it worse.”-Adult child, 1040, asthma





Parents shared this sentiment, emphasizing how the cost of medication prohibited them from effectively caring for and managing their child’s CID. Several parents (n = 6) indicated that although they had some form of health insurance that could cover their children, the health insurance did not cover all of the medication, procedures and tests, meaning that they were forced to pay out of pocket if they were to manage their child’s care needs. Although many of the parents (n = 8) indicated having little available money to freely spend, they rationalized that their children’s immediate needs were more important than future obligations. Yet, as the participant below explains, since a CID is a lifelong condition, the costs associated with CID management can inflict challenges that last across the lifetime:




“We have insurance but it doesn’t cover everything. We need to pay for the medication. It’s a dollar a pill. They need two pills a day. So that’s around 60 dollars extra a month. It’s just less than a thousand dollars a year. It may not be a lot when you look daily but it adds up. We have little free money to spend, but it’s necessary for my child. But this cost is never ending. So then what?”–Parent, 1073, type 1 diabetes





As highlighted above, health system barriers can create a range of challenges for participants that not only make CID management worse but can create new complications that can undermine health and wellbeing of the child and their family system.




4.2.2. Geographic Barriers


The second most common barrier to healthcare among both children and parents relates to challenges of distance to a provider, available transportation, proximity, traffic and commuting. Children frequently mentioned that due to limited personal vehicles and distance to health providers, they would take public transportation, such a bus or subway, to receive medical assistance. Yet, in situations when they were sick or in pain, participants explained being unable to use public transportation due to discomfort and the additional stress. While in some instances children indicated being able to find someone to drive them to a GP, in many situations they had no available means of reaching a provider, heightening their challenges and undermining their CID care:




“Like there were times where I needed to go to the doctor because I was really sick, but I didn’t have any transportation to go there, other than taking the bus. I wasn’t willing to take the bus because I was too sick. It’s too hard and stressful. So I don’t go, but it creates more challenges cause you’re sick for days and other issues come up.”–Adult child, 1040, asthma





Parents raised similar concerns impeding their access to health care. While some parents owned a vehicle, several (n = 6) highlighted having no access to a personal vehicle. As a result, they explained they needed to either take public transportation or find someone to transport both themselves and their sick child to care. Yet, due to pre-existing work obligations, costs of hospital parking and gasoline, parents often struggled to secure transportation to access care. As underlined in the following quotation, distance to a health care provider, along with additional opportunity costs and health care fees meant that parents would often resort to using public transportation, despite the pain this may inflict for their child:




“It’s hard to find someone who can drive, especially during the day cause of work hours. If you’re lucky to find someone who will drive you there, then there’s costs of parking and somebody has to wait there. Parking is so much (expensive) and you feel bad cause the person is taking their time off. So we often resort to subway. I know doing that is hard on my child, especially when they’re so sick, but it’s that, or nothing.”–Parent, 1026, rheumatoid arthritis





Other participants equally stressed how the lack of proximity of a health care provider, along with traffic and long commute distances limited their ability to effectively manage their CID. Some children (n = 5) explained that although they had a specialized care provider that would oversee their CID management, issues of geographic spawl, financial insecurity, and few specialized care providers, created a situation where children would decide not to seek care, even if they knew they needed it. As indicated in the subsequent excerpt, geographic inequities in the region, combined with a paucity of transportation networks and available care providers created a cycle of health mismanagement, poor health outcomes and uncertain futures:




“It’s distance right. That’s the problem. Like, the neurologist is in Toronto, so it’s hard for me to get there. Especially if I don’t have a ride. I’m far from a transit line. And if you pay for a taxi, the fees add up. If there’s traffic, the toll keeps rolling and costs increase. So the distance and the costs, it’s a barrier. You can’t properly manage it (CID)and your left with more questions about your health. So it’s hard.”–Adult child, 1072, rheumatoid arthritis





Parents similarly highlighted these barriers, noting how (un)available transportation, distance, and economic issues intersected to create a context of ambiguous care. Despite yearning to effectively manage their child’s illness, several parents (n= 7) stressed the layered challenges they encountered seeking care from a GP or specialist and the ways they impacted their child’s heath. As underscored in the following passage, intersecting economic, geographic, and medical inequities create further challenges for CID management:




“There are so many issues. Travelling. Transportation. Financial. And the distance, it’s too far. We’re supposed to see the specialist once a month, but the location is a barrier. It’s not close and we have no available car, so we have to use a taxi. I don’t have a job it’s difficult to pay for transportation. Then if we need medication, you have to pay for transport to the pharmacy and back. So it all adds up and makes managing health very hard.”–Parent, 1073, type 1 diabetes





As this section illustrates, even if children and parents can theoretically access health care, a range of intersecting challenges can make care unviable.




4.2.3. Competing Needs


The third most frequently discussed barrier to care relates to competing needs. While the needs varied among children and parents, both groups indicated having to weigh personal needs against accessing CID health care. When discussing their experiences managing their CID, children highlighted how they needed to attend multiple appointments with doctors and specialists which impacted their attendance in school and ability to keep up with class work. While children recognized the need to attend weekly or monthly appointments with their health provider, they also recognized how attending frequent health appointments was negatively impacting their learning in school. As explained in the following quote, although children understood the need to seek health care to manage both their health and their parents stress, their desire to stay on track of their learning in school, created a barrier for some (n = 6) to access health care:




“It was a difficult process, because now I’m like skipping school and am falling behind. My family is really stressed out with my health. That’s all they talk about. I’m meeting people that I’ve never met before, like dieticians, and every three months, going hospitals, doing more blood checkups and stuff. It’s a lot. So, there are times I didn’t go so I could go to school.”–Adult child, 1038, type 1 diabetes





In contrast, parents often discussed issues related to work and personal household finances. Several parents raised challenges related to their need to attend work but also their need to take their child to requisite medical appointments. When discussing these issues, participants highlighted how they were often forced to pit their child’s health against their family’s financial health. While participants often prioritized their child’s health, several stressed how barriers tied to precarious employment landscapes, together with limited social support networks, created a situation of tension, anxiety, and ambiguous familial stability:




“I can’t take time off in my job. It’s not possible or I may lose it. But the appointments are during the day, so it’s difficult. I have no one else to take him so I don’t know what to do. My child’s health or our financial health? My child is first, but I don’t know….”–Parent, 1032, rheumatoid arthritis





Other parents equally emphasized the importance of employment in their access to health care. Several explained that since they were living on a tight budget, they had limited money to pay for transportation to health care, which in some cases was further exacerbated by lost family income due to their child’s CID. As a result, some parents were left to personally negotiate between attending their job to acquire sufficient money for transportation and livelihood needs but neglecting their child’s health or seeking health care but losing both financial security and opportunity costs. On the one hand, participants recognized the need to seek health care for their child, but on the other hand, they ultimately recognized that to access health care, they needed the money from employment. These situations not only inflicted more stress and hardship for parents and their children, but could create new challenges for CID management:




“The appointments are during the day, I have to work. We need the money to pay the bills. She used to earn money too but she can’t earn now cause of the disease. So it’s tough. I know we need to go to the medical appointments, but I need to work so we have the money to actually go to the appointments and pay for everything else to manage the disease. Sometimes I have to work and we postpone care.”–Parent, 1027, IBD





Tenuous financial situations were also highlighted as a barrier to manage health care. Several parents (n = 7) indicated that due to the instability of their jobs and limited savings, they had to make tough choices between purchasing medication to manage their child’s CID and going further in debt, or not acquiring medication, but watching their child suffer. Although participants acknowledged the potential financial difficulties that would follow, parents would often purchase the medication for their child, despite the potential of creating additional long term household consequences:




“There was a pill he used when he was very small because he was getting asthma constantly. The pill itself was a dollar. I forget the name of it, it’s a really good pill, it helps him. But I had, you know a financial situation where I had to decide if it’s necessary to get those pills. We didn’t have available money and out jobs were not stable. But then I look at the way my son is suffering, so I say it’s okay to get those pills right. So I buy them, but it’s really expensive. So, we have to cut back a lot at home.”–Parent, 1076, asthma





Competing educational, financial, and employment demands meant that individuals were left with difficult decisions–each decision generating new and uncertain challenges for the health and wellbeing of the child and family.




4.2.4. Knowledge, Language, and Cultural Barriers


The fourth barrier characterizing participants’ access to healthcare relates to knowledge, language, and cultural barriers. When discussing their CID experience, several children highlighted how their limited knowledge about CIDs and/or its impact on the South Asian community hindered their knowledge of what was happening to their body, and as a result, made them think their CID challenges were normal. This meant that even if they were experiencing CID like symptoms, they were less inclined to seek health care since they thought their experiences were normal. Yet, as the participant explains in the following statement, once they acquired the knowledge of CIDs and what was occurring in their body, they could seek the right kind of information and were more motivated to pursue health care:




“Before I didn’t have internet and didn’t have information. I didn’t know what was happening with my body so it was a barrier because I didn’t know what to do, or if I should go to health care. But certainly, with the help of the internet and just more access to information than before, like medical journals online, you have this huge wealth of information to look to, and that helps you don’t feel as in the dark. If it says I should see a doctor, then I do.”–Adult child, 1065, IBD





Parents raised similar concerns surrounding how their limited knowledge of CIDs restricted their use of health care. While some parents (n = 5) indicated initially accessing health care to seek a preliminary health assessment for their child, they explained how their limited knowledge of CIDs, together with indifferent physicians created a situation where parents were not only left with limited insight into how to properly care for their child’s health, but also less motivated to seek further health care. As highlighted in the following excerpt, the perceived neglect of health workers made parents feel dismissed and less inclined to seek future health care:




“In the beginning I didn’t have knowledge at all so I had a really hard time, I don’t know how to give him [child] the puffer, so most of the time he took it and it seems like he doesn’t know how to inhale it. I didn’t have the knowledge. And when we went to the doctor, they [doctors] didn’t explain so it was a barrier for sure. They hardly helped so I don’t want to deal with them next time.”–Parent, 1076, asthma





Even still, children highlighted how their limited linguistic repertoire surrounding CID symptoms, not only left them unable to describe their health problems but also stifled their knowledge of appropriate management strategies. Throughout discussions, several children (n = 11) indicated that even when they could acquire some CID information, they faced several challenges related to informational interpretation. While some children (n = 4) indicated being unable to effectively use the information because the English terms were not translated, other children (n = 6) indicated being unable to use the information because the material was not explained in a straightforward manner they could understand. As a result, children explained feeling lost navigating health information as they contemplated if they should seek care or not:




“The barriers depend on you and how much you know initially. You have to try to narrow things down, literally by the medical term, or side effect or symptom to get more information. But because we don’t have the language for it, we don’t know and the information there, it’s not translated. So we don’t know if we’re supposed to go to the hospital or if it’s nothing. So it’s a challenge.”–Adult child, 1065, rheumatoid arthritis





Parents similarly stressed how linguistic issues impeding their use of health care. Although many parents had lived in Canada for many years, several (n = 6) indicated how their limited English language proficiency made health care access particularly challenging, especially when health workers would not take the time to explain issues. Although parents indicated how they would try to ask questions of health care providers to understand CID issues, they indicated that their concerns were often left unaddressed. This created a situation where parents were not only left feeling uncertain over the proper management of their child, but also apprehensive about seeking further health care:




“Her (child) language is ok because she’s born here, she studied here, so she can communicate properly. But these are the things hard for me. I don’t have language for everything so it’s a challenge when we go to health care. They don’t even try to explain to me. So I’m not comfortable coming back all the time.”–Parent, 1058, IBD





Issues of cultural continuity of care were also mentioned as a barrier to subsequent health care use. Several parents indicated that although they appreciated the health care received in a formal setting, they indicated that once in the community and attempting to manage their child’s CID, they faced several challenges such as limited culturally tailored community support. While some parents sought support through community groups at the direction of their physician, they indicated how these groups catered to specific populations, providing support in very culturally homogenous ways. This meant that even when participants attempted to access support services, culturally insensitive care made them feel isolated and less motivated to seek follow up support to assist their child. As highlighted below, even when parents desired to learn effective management techniques, culturally inappropriate support diminished parents’ willingness to seek out additional community support in the future:




“I don’t know of any programs or support groups that apply to me. They don’t have specific information for South Asians. The information is too general. I want specific advice that applies to us, but they don’t have that. It doesn’t apply so we don’t know what to do to manage the disease. You just stop going.”–Parent, 1073, type 1 diabetes





As this section illustrates, accessing health care is a challenging process, marked by inequities in knowledge, language, and cultural care, that can not only undercut effective CID management, but can also generate outcomes of poor health seeking behaviour.






5. Discussion


This study demonstrates that although CIDs disproportionately contributes to high rates of morbidity and disease complications among South Asian immigrant populations in Canada [12,28,67], first- and second-generation immigrant children and parents in this study face health system, geographic, interpersonal and knowledge barriers to access requisite care. While all participants recognized the importance of seeking regular care from a GP or a specialist to manage CID complications, most participants were unable to seek timely care when needed. Although participants expressed a desire to use specialized care, less than half of the participants could access a specialist on a regular basis. Yet even though over half of the participants had a regular GP, systemic, geographic and interpersonal barriers made supporting CID management extremely difficult, especially for those with limited financial security and/or family support.



The findings from this work suggest that while the GTA has the highest number of hospitals, general practitioners, and medical specialists in Ontario [68,69,70], health system barriers, geographic inequities, and competing needs mean South Asian immigrants are forced to delay care, seek care from alternative providers, or go without medical treatment, even in instances when they have a GP. Although participants had different lived realities and health care experiences, all participants stressed how barriers to health care made them feel more uncertain about their CID management and potential disease complications. The finding that parents had to make complex decisions over seeking health care for their child or go to work in order to raise sufficient funds for transport and basic familial necessities further underscores how systemic inequities among immigrants in the GTA [70,71,72,73] have created a situation where immigrants are unable to attain health equity.



According to current research, racialized immigrants in Toronto continue to be overrepresented in low-income jobs, with members of racialized groups representing 62% of all persons living in poverty [74]. Moreover, individuals who are racialized, unemployed, underemployed, or precariously employed in the region face financial challenges associated with paying for prescription medications since outpatient prescriptions are not covered by public funding [75,76]. This was the case in this study, where, due to limited financial security, participants did not have the access or ability to equip themselves with the medication and support needed to manage their CID. As Mahabir [77], (pg. 360) argues health care planning “must incorporate a broader system thinking that includes acknowledging systemic racism in the labor market and the resulting, devastating impacts of poverty on social conditions for racialized groups” in order to “bring into view the existence of an unequal, integrated systems of policies and laws that result in racial/ethnic stratification or structural racism.”



Prior studies have found that although barriers to access health care exist in the GTA and Ontario broadly, when health promotion interventions have been implemented among the general population in the region, they raise awareness and knowledge of health prevention, diseases, and disorders; increase patient use and uptake of health care services; and improve diagnostic pathways [78,79,80]. The results from this study however indicate that such interventions are not translating into improved health outcomes for first and second generation South Asian immigrants managing a CID. As the findings underscore, particular health care barriers unique to racialized immigrant populations, such as culturally insensitive health care support services, financial insecurity, limited social networks to assist with care, and/or medical racism, are not addressed nor considered when applying interventions to support the general population [81,82], indicating that participants in this study both lacked knowledge of CIDs and the capacity to utilize health services. A recent study on South Asian knowledge, attitudes, and perceptions of CIDs in the GTA found South Asian children and parents have low knowledge and awareness of CID symptoms, risk factors, and conditions [56]. This study builds on these findings to demonstrate how a lack of CID knowledge not only directly impacts one’s ability to access care and effectively manage a CID, but also how limited knowledge intersects with geographic, systemic, and personal inequities to create a situation of poor health outcomes.



Equally, the findings that participants chose alternate medicine over specialized care due to more receptive, supportive, and welcoming providers is indicative of the culturally insensitive care, racial discrimination, and overburdened health systems in Ontario, that have only been made worse during the pandemic [83,84,85,86]. These results are consistent with Mahabir’s [86] study of health care policies and practices on racial/ethnic groups in the GTA which found disrespect, mistreatment, negligent communication, and professional misconduct are main drivers shaping unequal access to health and health services among racial/ethnic minorities in the region, compounded during the pandemic. Yet, as the Ontario Government considers deregulating the College of Traditional Chinese Medicine Practitioners and Acupuncturists in Ontario with no consultation or discussion (see: [87,88]), it raises concerns that South Asian immigrants and others in need of care, and/or unable or unwilling to seek care from a GP or specialist may turn to unregulated health care or not seek care at all [89,90]. Thus, careful examination of how various experiences, sources and contexts of discrimination create and/or perpetuate inequities in access and quality of health care for immigrant minorities in Ontario is needed [58,91].



While this study brings attention to the barriers accessing CID health care among first and second South Asian immigrants, there are several study limitations. First, since the study was conducted with individuals living in the GTA, the experiences of health care use and barriers to care are context specific. That said, the findings point to issues applicable beyond the geography from which it emerges; particularly the impacts of socio-economic and structural inequities on health management, competing needs surrounding health care, and overburdened health systems to support CID management. Second, although this study was conducted with South Asia immigrants, it is not representative of the diversity of this population, with respect to ethnicity, religion, geography, and history. While multiple recruitment strategies were used, our sample does not reflect the intersectional experiences of South Asian individuals managing a CID. Lastly, the affected adult children and affected parents in this study were individuals who identified as women. Since our sample is gender imbalanced, we are unable to assess health care use and barriers to care differences between adult children, or mothers and fathers. Prior literature suggests that individuals who identify as women are more willing to discuss their health issues, participate in health research and act as health advocates for themselves and their families [92,93,94]. Thus, consideration to different recruitment strategies in more male dominated spaces could address some of these issues.



Future work that considers how barriers to care vary along intersectional axes of sex, gendered practices, and immigration status is needed to unpack the underlying mechanisms of privilege and disadvantage to provide evidence capable of designing public health policies that effectively reduce health inequities [95,96]. Equally, attention to the everyday forms of discrimination that impact realities and access to care are needed to enhance cultural competence and non-discriminatory care, improve linguistically accessible services and foster patient provider communication [91,97]. As knowledge continues to emerge on the uneven access and use of health services among immigrants in the GTA, Ontario, and in Canada [84,85,86], the results emphasize the need for a comprehensive health approach to address individual and system barriers to health care in order promote equitable client-centered care [11]. For instance, policies and programs that address socio-economic inequities, racial discrimination, and health system challenges in conjunction with programs that target health knowledge, personal needs and support services at the community scale through organization like the Multicultural Inter Agency Group of Peel, the Newcomer Center of Peel, and Toronto Public Health would not only enhance knowledge and awareness of CIDS but also address structural inequities to improve population health.



As the paper highlights, simply having a universal health care system in Canada does not translate into increased health care uptake without addressing broader social, economic, neighbourhood, built environment and systemic issues underpinning health realities. As Etowa [2,32] argues, “despite the emphasis on health equity of the Health Canada Act, research points to a disproportionate burden of difficulties accessing health care services among vulnerable populations in Canada.” Thus, more attention to the various societal conditions and racial practices that contribute to immigrant health disparities and predispose these populations to CIDs are needed to track and address race-based inequalities across health outcomes [98,99,100]. One way to improve immigrant health outcomes for example, is to tailor health care by assessing the patient’s social determinants of health while supporting medical care for racialized individuals and groups who self-define their priorities [101,102]. As the prevalence of CIDs continues to rise in Canada, with immigrants disproportionately impacted, attention to the multidimensional barriers to health care is urgently needed. Until that time, immigrants will continue to suffer the impacts of unequitable health care access.
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Table 1. Participant Characteristics.






Table 1. Participant Characteristics.










	
	Number of Affected Adult Child (n = 14)
	Percentage of Affected Parents (n = 10)





	Age (years)
	
	



	18–24
	12 (92.4%)
	–



	25–34
	1 (7.7%)
	–



	35–44
	–
	2 (28.6%)



	45–54
	–
	3 (42.9%)



	55–64
	–
	2 (28.6%)



	Gender
	
	



	Men
	3 (23.1%)
	1 (12.5%)



	Women
	10 (76.9%)
	7 (87.5%)



	Country of Birth
	
	



	Canada
	14 (100%)
	–



	Sri Lanka
	–
	4 (44.4%)



	India
	–
	5 (55.6%)



	Length of time residing in Canada
	
	



	5–9 years
	–
	1 (12.5%)



	10–14 years
	–
	1 (12.5%)



	15–19 years
	–
	0



	20–24 years
	–
	1 (12.5%)



	25–29 years
	–
	4 (50%)



	30–34 years
	–
	1 (12.5%)



	Type of CID
	
	



	Type 1 diabetes
	4 (29%)
	3 (30%)



	Inflammatory bowel disease (IBD)
	3 (21%)
	2 (20%)



	Rheumatoid arthritis
	3 (21%)
	2 (20%)



	Asthma
	4 (29%)
	3 (30%)
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Table 2. Type of regular health care provider.






Table 2. Type of regular health care provider.











	
	General Practitioner (GP)
	Specialist (Endocrinologist, Allergy Specialist, Neurologist, Vasculitis Specialist, Breathing Specialist, Dermatologist, Gastroenterologist)
	Alternative Health Care (Homeopathic, Home Remedies, Herbal, Natural/Organic)





	Affected child
	
	
	



	Yes
	11
	6
	6



	No
	3
	8
	7



	Parent of affected child
	
	
	



	Yes
	7
	5
	4



	No
	2
	3
	5
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Table 3. Barriers to access GPs and Specialists.






Table 3. Barriers to access GPs and Specialists.










	Participant Group
	Barriers
	# of Participants (# of Mentions)





	Affected Child
	Yes, there are challenges and/or barriers
	14



	
	Health system barriers
	12 (14)



	
	Geographic barriers
	9 (13)



	
	Competing needs
	6 (7)



	
	Knowledge, language and cultural barriers
	3 (6)



	Parent of Affected Child
	Yes, there are challenges and/or barriers
	10



	
	Health system barriers
	8 (11)



	
	Geographic barriers
	7 (11)



	
	Competing needs
	6 (9)



	
	Knowledge, language and cultural barriers
	5 (6)
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