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Abstract

Understanding the lived experiences of disability among Hmong Americans is important 

to providing appropriate support for Hmong individuals with disabilities and their family 

members within the Hmong community and in the wider community, including access to social 

services. Previous research has focused primarily on parents of individuals with a disability and 

have not explored the in-depth perspective of other family members, including siblings, and the 

individuals themselves. Additionally, there is limited research specifically on Hmong individuals 

with a disability and their families. This research describes a phenomenological study, exploring 

the lived experiences of disability among five Hmong Americans. Findings from this study 

highlight key experiences, including the important role of caregivers not only for the individual 

with a disability but for the entire family; the stigma resulting from negative views and attitudes 

of disabilities in the Hmong community; and the experiences of accessing social services in the 

wider community among Hmong families with disabilities.



EXPLORING THE LIVED EXPERIENCES OF DISABILITY AMONG HMONG   3

Exploring the Lived Experiences of Disability among Hmong Individuals with Disabilities 

and their Family Members

            Hmong refugee families began arriving in the United States in the late 1970s, and 

challenges between Hmong understandings of health and wellbeing and Western medicine have 

been well documented (Culhane-Pera, et al., 2003). These challenges have created stigma related 

to obtaining diagnoses (Collier, et al., 2012), barriers to services (Lee & Vang, 2010), and 

general wariness of health and social services by Hmong individuals (Baker, Dang, et al., 2010; 

Thorburn, et al., 2012).

One area of health that is important to better understand is the experiences of disability 

among Hmong individuals with a disability and the experiences of family members of 

individuals with a disability. In the United States, the term disability has both medical and legal 

definitions (Lee & Yuen, 2003). Like the definition of disability, experiences of disability also 

vary, especially when disability is viewed and experienced through a cultural lens. While there is 

a body of knowledge on the lived experiences of individuals with disabilities and the experiences 

of parents raising children with disabilities, there is very little research focused specifically on 

the lived experiences of Hmong individuals living with a disability and the experiences of their 

family members. The study aims to understand the lived experiences including barriers and 

stigma Hmong individuals with disabilities and their family members experience both within the 

Hmong community and the wider community, and access to services. The unique 

intersectionality of ethnicity and ability provides a better understanding of how disability affects 

Hmong individuals, their families, and their daily lives.
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Literature Review

Our identities are multifaceted and made up of multiple identities and complex 

experiences. Crenshaw’s (1991) concept of intersectionality helps to better understand the idea 

of overlapping social identities and the experiences of systemic oppression and discrimination. 

For Hmong individuals, who are already marginalized based on their minoritized identity, they 

can experience another layer of oppression when they also identify as an individual with a 

disability.

According to Lee and Yuen (2003), Hmong perceive disability from a spiritual 

understanding. Two predominant perceptions include disability as a gift to the family, especially 

when it relates to a child with seizures (they are often viewed as healers), or disability perceived 

as a punishment for a wrongdoing in a former life (Culhane-Pera, Cha, et al, 2004). These 

cultural beliefs can make it difficult for some Hmong individuals and families to seek assistance 

and services, whether within their own communities or outside of Hmong American 

communities. Other Hmong families may be wary of individuals with disabilities and may even 

ostracize Hmong individuals with disabilities and their family members. Past research also 

discussed how Hmong individuals with a disability and their family members felt ashamed to 

seek help or depressed about their situation, believing they were being punished (Hatmaker, et 

al., 2010).

Additionally, individuals with disabilities and family members have experienced 

unsatisfactory support regarding educational services and lack of support for parents to 

participate in the education of their children (Vang & Barrera, 2004). For example, many 

students of color with disabilities are often excluded from inclusive educational programs and 

the general education curriculum (Fierros & Conroy, 2002; LeRoy & Kulik, 2003). And 
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according to the 24th Annual Report to Congress, in 2004, students of color spend 60% or more 

of their school day in segregated special education placements which are sometimes in schools or 

classrooms separate from their nondisabled peers. This could place students with disability 

behind in their classes with their peers and this could affect other factors such as dropping out of 

school, experiencing high unemployment rates, and lack of preparation for the workforce. Also, 

most students who are placed into exclusive programs do worse, not better, than they did when 

they were in mainstream classes (Glass,1983).

For Hmong American parents, another barrier may include limited knowledge of the U.S. 

educational system. Vang and Barrera (2004) found that Hmong parents did not know how to 

help their children in education, especially when there was a language barrier, which impacted 

their involvement and understanding of special education. Most parents appeared more 

concerned about understanding and communicating basic information about their children’s 

educational progress than providing educators with teaching strategies to meet their children’s 

needs and advocating for those needs.

Lastly, individuals with a disability and their family members express that there are 

barriers to healthcare services (Baker, Miller, et al., 2010), and have experienced feeling 

unwelcome in community spaces, agencies, and programs (Heah et al., 2006). Previous research 

has found that even when individuals of color with developmental disabilities and their families 

have access to services, they lack accurate information regarding educational and health service 

delivery and what services their children are receiving. Hmong parents often have limited 

knowledge of the policies, procedures, practices, and organizational structures of special 

education (Watham-Ocama & Rose, 2002). Not knowing what services are available can limit 

their willingness to access services.
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Literature also suggests that parents raising a child with a disability experience more 

stress than parents who raise a child without a disability (Beckman-Bell, 1981; Boyce et al., 

1991; Snowdon et al., 1994; Thyen, et al., 1998). The situation can become more incredibly 

stressful when parents have limited knowledge of systems and have confusion related to medical 

care and the purpose of appointments or treatments. According to Baker, Miller, et al. (2010), the 

education and health care systems may not have appropriate mechanisms to address language 

and cultural barriers. As a result, more information is needed to better understand the experiences 

of individuals with disabilities and their family members, especially among minoritized groups 

like Hmong Americans. Understanding these unique lived experiences can better inform not only 

programs and services, but also understand the experiences of disability within Hmong American 

communities.

Methods

Phenomenology

This research utilized a qualitative phenomenological design that explores the 

experiences of the individuals with disabilities and their family members. Phenomenological 

research designs are “a strategy of inquiry in which the researcher identifies the essence of 

human experiences about a phenomenon as described by participants” (Creswell, 2009, p 13). 

Since there is very little research about Hmong individuals with disabilities, a phenomenological 

design works well to explore and understand the experiences of living with a disability as a 

Hmong individual and the experiences of raising a child with a disability as a Hmong parent as 

described by Hmong individuals.

Participants
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Family member participants. Five family members between the ages of 21 and 36 years 

agreed to participate. Four of the family members are siblings of an individual with a disability 

and one family member is a mother of a child with disability. 

Individual with disability participant. There was one individual with a disability who 

was also part of a family member as a sibling of an individual with disability. 

Procedure

This study used purposive sampling techniques. Participants were recruited through 

contacting social service agencies that serve Hmong clients as well as through social media 

websites such as Facebook, particularly Facebook groups that have large Hmong audience. 

Creswell (2009) suggests small sample sizes work best for phenomenological research designs 

since data collection involves extensive engagement with participants.

In-depth, semi-structured interviews were conducted at private locations which were 

mutually agreed upon by the participant and researcher. One interview was conducted by phone. 

Before each interview, participants were given a brief overview of the research and asked to 

review and sign a consent form. As the interviews were audio taped and transcribed. The 

interviews were conducted by a research member, and an interview guide was used during the 

interview (see Appendix A). Each interview lasted approximately 45 to 60 minutes. 

Data Analysis

All interviews were transcribed verbatim and analyzed using thematic analysis (Strauss & 

Corbin, 1990). This analysis involved line-by-line analysis of the interview transcripts, 

developing levels of codes from general concepts to themes. In addition to the interviews, the 

researchers drew information from field notes and interview summaries, which were written 

following each interview to record main thoughts and key points from the interview. The 
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analysis of transcripts, field notes, and interview summaries is a process of triangulation, which 

helps to cross validate data (Connor, 2008).

Results

Focused themes emerged within four categories: research participants’ everyday lives of 

family members and the individual with disability; perceptions of self, experiences in the Hmong 

community, and barriers experienced while accessing social services. These themes are 

presented below. 

Everyday Lives

Family members. The study identified the theme of the everyday lives of the family 

members. All of the family members shared that their day centered around their family member 

with a disability, no matter their relationship, whether a parent or sibling, to the individual. For 

example, a mother said that she must be flexible with her child’s schedule and her work 

schedule, which can be stressful. The need to have a flexible schedule has impacted the kinds of 

jobs the mother has been able to obtain. As for siblings, they also must have a flexible schedule 

to help take care of their family member with a disability. For those siblings in college, this can 

impact their school schedule and their ability to care for their sibling throughout the day. Others 

shared that they could not participate in after school activities.

There are also specific duties and responsibilities, including helping with activities of 

daily living (ADLs). One participant described their typical day with helping their family 

member with a disability as:

“a normal typical day [would be] me waking up my older brother [with disability] 

for the day and to just help him with his necessary activities. Like changing 
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clothes, going to the bathroom, brushing his teeth to washing his face to 

showering too. Like just your basic necessities that you would need to do.”

In addition, the family members also reported that they must assist their family member 

with a disability with transportation. This includes making sure that transportation is accessible, 

whether they are providing the transportation or coordinating transportation.

Another important aspect of the everyday lives of family members is assisting with 

medication. It is essential for the family members to have some knowledge of the medication and 

the ability to intervene in emergency situations.  As one participant shared, “We weren’t taught 

how to help them (family member with disability) directly by professionals but through 

experience instead.” This suggests that there is a lack of professional support or training for 

family members.

Individual with a Disability. The everyday lived experiences of the individual with 

disability was different compared to the family members. One major difference is how others 

interact with the individual with a disability. The one participant with a disability in this study 

shared that they had an invisible disability. The participant shared that when others find out or 

know the participant has a disability, people tend to treat the participant differently. The 

participant stated, “You begin to notice how people treat you once they find out [about the 

disability]. And it’s not apparent, but it is very subtle in how a person behaves towards you and 

how they talk to you.” An individual with a disability has learned to notice and interpret non-

verbal cues when they interact with others.

Perceptions of Self 

The theme perception of self relates to how participants perceive themselves as it relates 

to disability. Participants shared that they are more understanding of other people with 
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disabilities. Throughout the interviews, participants also shared that they are more empathetic, 

feel more compassion, and have more understanding for other people because of their specific 

experiences. One participant said,

“From a very young age, I’ve learned to love those that are different than you are 

and to be more supportive to those who aren’t as privileged as you. So, I guess it 

also taught me patience because having to be patient with them and wait for them 

to get to places. To just understand things is much more difficult.”

For participants, they are not only more aware of the stigma and misconceptions about people 

with disabilities, but they are more keenly aware of the difficulties and challenges people with 

disabilities experience.

Experiences in the Hmong Community 

This theme includes the experiences of Hmong individuals within the Hmong 

community. In the Hmong community, there are often negative views and different attitudes 

towards individuals with a disability. Participants shared that they are often marginalized, and 

disability is stigmatized, which impacts the entire family. One participant said, “People treat my 

siblings nicely because they are disabled, and they are not mean to them. But then people just 

talk like, ‘Oh your parents are bad, or you have bad parents because they did something wrong. 

That’s why your siblings are disabled’.” So, there is both pity for the individual with the 

disability and judgement for the family.

Additionally, there is no a direct translation for the word disability in the Hmong 

language. The most often used term is ruam, which translates into English as stupid. This word 

can have negative conations and meaning that negatively affects the individual with a disability 

and their family member. The family members interviewed in this study shared that ruam is 
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often used by those outside their immediate family to describe their family member with a 

disability. The participant with a disability said, “The Hmong community acknowledges it (the 

disability) but they also low-key look down upon you as well because you are seen as a person 

who is broken and who is not normal.” This experience highlights the marginalization of  Hmong 

individuals with a disability within the Hmong community.  

Social Services and Barriers 

This theme focused on experiences of the participants in terms of access to social services 

and any barriers they may experience. Most participants reported communication and language 

barrier as a common reason many do not seek services in the wider community. An example that 

one participant mentioned was not understanding the medication prescribed to their family 

member, which made interactions within healthcare settings more challenging. The participant 

stated, “We are not medical people. So, it is hard to understand what they are talking about 

sometimes. It’s frustrating cause it just feels like, for me, like he is a test subject. Because they 

don’t really know but they just giving him a bunch of stuff but maybe that’s how it works. But I 

don’t know.” This can be challenging for family members to trust and understand the health 

professionals when they are not clearly informed about the types of medications and the 

treatments.

In addition, the participants who took their family member with a disability to health 

services reported that they had trouble translating some of the terms for specific disabilities and 

other medical terms to their other Hmong family members who don’t speak English. This can 

make it more difficult for the other family members to understand the disabilities and the 

services.
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There are also some services that do not benefit family members and individuals with a 

disability in ways that they could. One participant explained, “We had a terrible caseworker who 

didn’t understand and relate to our family life. That Hmong families are different from a White 

family. This became really stressful.” In these cases, it is the cultural competence of service 

providers and services that make access challenging for Hmong family and individuals with a 

disability.

Lastly, there is a general lack of awareness related to knowing what resources are 

available. Not knowing what resources are available makes it harder to know what services and 

resources to access. A participant shared, “During my late junior or senior year, I learned about a 

program that I was recommended to, but I wasn’t aware of these programs or like these services 

that were there (at their school). And I can’t believe it took me that long in high school to figure 

it out.” These missed opportunities can have great impact on the educational outcomes for 

students with disabilities.

Discussion

This study describes the lived experiences of five family members of an individual with a 

disability, including an individual with a disability. The study focused on the lived experiences 

of Hmong individuals with disability and their family members, exploring how family members 

and the individual’s lives are impacted by disability. In addition, the purpose of this study was to 

understand the barriers and stigma Hmong individuals with disabilities and their family members 

experience both within the Hmong community and the wider community.

The data indicated that the roles of the family members were centered around the family 

member with a disability. Family members often adjust parts of their daily lives in order to take 

care and meet the ADLs and needs of their family member with a disability. Family members 
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also take on specific duties and have important responsibilities. These duties and responsibilities 

can impact the kind of jobs and extracurricular activities that family members can participate in, 

and their responsibilities can have grave consequences if they do not use caution such as giving 

medication. For family members, these lived experiences can be more stressful in terms of 

balancing their own life, career or school, and responsibility to their family member with a 

disability.

While these experiences are stressful, family members do express that through their 

experience with disability, they tend to be more empathetic toward others and understanding of 

difference. Their personal experience with disability helps to deconstruct the misconceptions 

about individuals with disability. Exploring the everyday experiences of the family members is 

important in understanding how their lives are impacted by disability. For service providers, this 

understanding assists in thinking about the needs of family members and the strategies for 

mitigating stress for caregivers.

Although there was only one participant with a disability in this study, there are still 

important insights into the everyday experiences of disability. As social interactions are part of 

people’s everyday lives, an individual with disability learns to socialize with others differently 

because of how people may perceive them as different. The participant indicated frustration and 

having lower confidence from how people treated them. As people have judged the individual 

with disability immediately without getting a chance to know the individual for who they are as a 

person and not just as their disability. The stigma around individuals with a disability makes it 

more difficult for these individuals to have more meaningful interactions with others.  

Secondly, this study highlights the importance of intersectionality. Within the Hmong 

community, there is a stigma related to disability and oftentimes negative attitudes toward 
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disability. This can impact the entire family and the family can be marginalized. One reason it 

impacts the entire family is that the cause of disability is believed to be spiritual rather than 

medical. Disability in the Hmong community is associated with karma, superstitions, and spirits. 

This explains why some Hmong families with experiences of disability are less likely to seek 

Westernized medicine. These cultural differences are important to know so that non-Hmong 

professionals can better support and serve their Hmong clients.

Additionally, intersectionality helps to better understand how an individual who is part of 

a minoritized group is further marginalized when they also have a disability. They are not only 

marginalized in their own community, but can experience layers of discrimination for being 

Hmong and having a disability.

Barriers to services also exist among Hmong families with disabilities. Participants in this 

study shared the linguistic challenges and cultural differences that make seeking services and 

accessing services difficult. For example, medical terminology is difficult to translate and 

interpret in the Hmong language. And oftentimes, it is other family members who are serving as 

interpreters for complex medical problems. This can be hard when family members are not fluent 

in English, or vice-versa if the interpreter is fluent in English but not in Hmong. Service 

providers need to be aware of effective communication guidelines, especially working with 

interpreters.

Additionally, on the part of service users, Hmong clients are not aware of resources 

available to them. Not aware of resources can result in a belief that there are limited resources in 

general. There needs to be greater effort to bring resources into communities and to work with 

communities to create greater awareness. And even if resources do exist, some participants 



EXPLORING THE LIVED EXPERIENCES OF DISABILITY AMONG HMONG   15

reported lack of access to resources and services. Participants share there was a lack of culturally 

competent or culturally specific services.

Conclusion

Overall, the study explored key themes about the lived experiences of disability among 

Hmong Americans, including the daily routines, stigma, and barriers and access to social 

services. The responses from the interviews revealed that family members living with an 

individual with a disability are impacted by their role and responsibilities as being a caregiver 

and provider. This study also further provides insight into the experiences of Hmong individuals 

and the cultural aspect in how it impacts their perspective on the stigma of disabilities and 

experiences in the Hmong community. The importance of these experiences can bring more 

awareness to addressing the misconceptions of disability within the Hmong community. The 

findings have significant implications for professionals working in social services and for the 

general public to better understand individuals with disabilities and family members’ 

experiences. It is important to understand the challenges they face from social interactions and 

how they perceive others and themselves.

While this study had a small sample size and was limited to the perspectives of Hmong 

individuals, there is still meaningful insight from their experience. Additional research is needed 

to focus more on the experiences of Hmong individuals with disabilities. Also, more research is 

needed to understand which services are most effective when working with individuals with 

disabilities and family members of diverse backgrounds. Recognizing the experiences of 

disability among Hmong individuals with disabilities and their family members is important to 

addressing the stigma and barriers Hmong Americans face both within their community and 

beyond.



EXPLORING THE LIVED EXPERIENCES OF DISABILITY AMONG HMONG   16

Appendix A

Interview Guide: Individual with Disabilities

1. Can you tell me about yourself?
a. Tell me about your family
b. Do you feel comfortable sharing with me about your disability?

2. Tell me about a typical day that you have.
a. Do you face any barriers in your daily activities? What are those?

3. What are your experiences as a person with a disability within the Hmong community?
a. Do you face any barriers in this community? What are those?
b. What stigmas related to disability do you think exists within the Hmong
community?

4. What are your experiences in your community outside of the Hmong community?

5.  Growing up, were there any programs or special classes you were in during or after
school?
a. If so, did they help why or why not?

6. Have you or do you currently participate in any services or programs?
a. Have you experienced any barriers within those programs/services?

7.  Is there anything else you would like to add?

Interview Guide: Family members of individuals with disabilities
1.  Can you tell me about yourself?

a. Tell me about your family

2.  What is a typical day like in your family?

3.  Do you have a role in your family when it comes to your family member (or child) with a 
disability?

4. What have your experiences been with a family member with a disability?
a. How do you think others perceive having a family member (or child) with a
disability in the Hmong community?
b. How do you think others perceive having a family member (or child) with a
disability in your community outside of the Hmong community?

 
5.  Do you face any barriers as a family member (or parent) of a person with a disability?

6. Have you or do you currently participate in any services or programs for your family
member with a disability?
a. Have you experienced any barriers within those programs/services?
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7. Is there anything else you would like to add?
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