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Abstract
Parents with children with special needs experience challenges when caring for their
children. These challenges may be uniquely affected by the parent’s employment.
Because social workers are in professional roles, understanding their lived experiences
provides awareness of the needed services and resources that help social workers
maintain effectiveness in their home and work life. This phenomenological study
explored the lived experiences of social workers who have children with special needs.
Bronfenbrenner’s ecological theory guided this study. Criterion and snowball sampling
were used to recruit 8 participants. Data were gathered through 3 in-depth semistructured
interviews. Moustakas phenomenology method was used to analyze data. Two themes
emerged from the data (a) coming to terms with having a child with special needs and (b)
balance of home and work life. Sub-themes included (a) self-care, (b) supervision, and (c)
having an awareness of resources. Part of the experience included social work parents
recognizing, understanding, and accepting that their child has a special need. Balancing
home and work life was an important aspect for the participants. Part of balancing home
and work life for these participants was ensuring the use of self-care methods, adequate
supervision, and being aware of resources to mitigate their stressors related to their
child’s special need. The findings may be used to create positive social change by
informing administrators, specialists, counselors, and the profession of social work about
areas of focus for strategies and interventions to address the needs of social workers

parenting children with special needs.
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Chapter 1: Introduction to the Study

Social workers are instrumental when advocating for the needs and services of
individuals and families. Social workers advocate for needs and services when working
with children. Social workers may work with children who have some deficits and
limitations that require additional needs and services from social workers. Some children
have special needs that can create difficulties for families. For this study, children with
special needs are those children who have cognitive, behavioral, learning, emotional,
physical, or developmental issues. When children have been identified as having a
special need, families can have a hard time finding support and resources that will assist
with the care of their child. As a result of having a hard time with support and locating
resources, families may face difficulties managing their lives. Social workers, however,
are professionals who make attempts to assist families with resources for their children to
address the concerns and issues that families have as a result of the child having special
needs.

Social workers who have children with special needs may face unique difficulties
in their lives because they experience stressors both at home and in their professional
lives. Although there has been research to show both a parent’s experience (Hwang &
Kerney, 2014) and social workers’ professional experiences with working with children
who have a special need (Dupre’, 2012), there appears to be no information on the lived
experiences of social workers who have children with special needs.

Raising awareness of this phenomenon among social workers may help to

promote an understanding of how this group perceives their lived experiences with being



a social worker who has children with special needs. As stated in the above paragraph,
social workers primarily work with children to promote social justice and welfare.
Increasing knowledge and information on social workers who have children with special
needs may create awareness for employers surrounding educational training to decrease
stress and burnout.

Social workers have specialized training that equips them to work with children
with special needs and other individuals that are victims of social injustice (Greene &
Kropf, 2015). Because of this specialized training that equips and qualifies social
workers to work with children with special needs, having the experience of being a parent
with children with special needs provides the social worker with a different perspective.
It is important to look at how social workers perceive and interpret their lived experiences
with having children with special needs. Considering the lived experiences of this group
it may provide awareness on the needed services and resources to help this group
maintain effectiveness in balancing their home-to-work/work-to home life.

Social workers are change agents, so if they can engage in their profession
effectively, it will positively affect their clients, client's families, and larger systems
(Greene & Kropf, 2015). Creating awareness and supports, the social worker may be
able to provide more efficient and effective services to the children they work with and to
their children at home, thereby making the social worker more effective within their work
and home environments.

In this chapter, I first provide the background of the current literature and gaps in

knowledge about this phenomenon. Then, | explain the research problem and the gap in
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the literature that this study will attempt to fill. 1 provide the purpose of the study and the

specific research question this study will attempt to answer. | further explain the
theoretical framework that is the foundation for the study. Following the framework, I
clarify definitions of terms, assumptions, and limitations of the study along with reasons
the study is significant.

| conducted a phenomenological qualitative study to look at the lived experiences
of social workers who have children with special needs. Phenomenology studies place
emphasis on understanding an individual’s experience and how they view the experience
while experiencing it (Moustakas, 1994). The lived experiences of social workers who
have children with special needs is important to understand because social workers have
been trained to work with children that have special needs and implement services but
being a parent and a social worker with a child with special needs is a unique experience.
Social workers are trained in various aspects to advocate for individuals, provide
opportunities for individuals to enhance their capacity to address their own needs, and
ensure meaningful participation in decision making for all people (NASW, 2008). Being
a social worker who has a child with special needs potentially places the social work
parent on the opposite end of needing a social worker to do the things they have been
trained to do, and this is what potentially makes it a unique experience for the social
worker that has children with special needs. Exploring the lived experiences of these
social workers who have children with special needs helped me understand their
perceptions, thoughts, feelings, work, and home life. | conducted this study on social

workers who have children with special needs because it not only impacts social workers,



the social work profession, or other helping professions, but it could potentially impact
children with special needs and their families who receive services, referrals, and
resources from social workers.

Children with special needs particularly have needs that are greater than children
that do not have special needs. Children with special needs require more attention and
supervision, and their parents potentially require more time away from work to address
the needs the children are having (Crettenden et al., 2014; Price & Oliverio, 2016).
Social workers who have children with special needs face these same challenges and also
have to take time off from work to meet the needs of their children. Depending on the
severity of the child’s special need, the social worker, just like the non-social work
parent, may work part-time or fewer hours and would potentially have to stop working
(Crettenden et al., 2014). Should a social worker or non-social work parent have to stop
working due to meeting the needs of their child, they could become poverty stricken and
would most likely have to utilize governmental assistance as a means of support for
healthcare and food (Sherman et al., 2013). Educating the community and society at
large about social work and non-social work parents’ lived experiences with having
children with special needs may allow the society to become supporters and advocators
of change so that services and resources meet the needs of the children without always
relying on government assistance. The use of governmental assistance means obtaining
funds from taxpayers and having taxpayers fund the services and resources to families

within the communities (Sherman et al., 2013).



Background

Children with special needs can have difficulty with meeting certain milestones
throughout their childhood (Mauro, 2016). When children have difficulty reaching
milestones because of a special need, this can create a problem for parents. On many
occasions, supervision of these children is required for a 24-hour period (Price &
Oliverio, 2016), leaving parents feeling stressed and overwhelmed. Parental stress, in
general, is defined as stress that parents experience because of the social, environmental,
and daily responsibilities they have due to caring for their children (Cronin & Becher,
2015). Many parents who have children with special needs experience stress and feel
they are in constant crisis mode due to their child's special need whether it is behavioral
or developmental (Mount & Dillon, 2014). Some parental stressors include social and
financial issues, migraine headaches, back problems, and digestive complaints (Brehaut
et al., 2004; Gallagher & Whiteley, 2012; Tong et al., 2003). Stressors that parents of
children with specific developmental special needs experience include insufficient sleep,
smoking, and increased blood pressure (Gouin, da Estrela, Desmarais, & Barber, 2016).
Parents also experience stress with maintaining employment due to their children having
special needs (Earle & Heymann, 2012). Parents with children with special needs
experience tension at work, and tension is intensified because the care the child needs
constantly increases (Crettenden et al., 2014). These parents tend to have more absences
from work because of doctor appointments, specialist appointments, and counseling
appointments (Cole et al., 2016).

Social workers work with children who have special needs, including behavioral,
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mental, physical, and learning issues. When working with this population, social workers
also face challenges that may lead to stress and burnout (Kalliath et al., 2012). Studies
have reported social workers being frustrated, overwhelmed, stressed, and burned out
when trying to work with children who have special needs (Lightfoot & LalL.iberte, 2006;
Shannon & Tappan, 2011b). Social workers, when working with children who have
special needs could potentially face increased levels of stressors due to parenting children
with special needs.

In efforts to examine and understand the lived experiences of social workers who
have children with special needs, | explored over 100 articles. | was unable to locate
literature about the lived experiences of social workers that have children with special
needs. The scope of literature that | found pertains mostly to a non-social work parent’s
experience with caring for a child with special needs and the challenges those parents
face as a result of caring for a child with special needs. Literature examined a social
worker’s experience when working with children with special needs (Liberte, 2006;
Shannon & Tappan, 2011b), but there were no research studies found about the lived
experiences of social workers who have children with special needs. In attempts to locate
literature with this focus, I read over 100 articles, searched through 10 different
databases, and consulted with Walden University librarians over five different times, yet |
found no research with this focus. There was one article found within one of the
academic databases in the Social Sciences index that discussed a father’s story depicting
himself as a special educator and psychologist and having a child with special needs. He

discussed his perceptions and thoughts regarding having a child with special needs, but
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not working with children with special needs (Hornby, 1992). Because | could not locate
literature pertaining to social workers lived experiences, thoughts, and perceptions about
having children with special needs, this study explored those lived experiences.
Conducting this study further allowed me to explore and understand those experiences,
the perceptions, and beliefs of social workers who have children with special needs.
Problem Statement

| did not find research pertaining to social workers who have children with special
needs and further information is needed to explore and understand the lived experiences
of this group. | located two articles that indicated that being a social work professional
and a counselor having a child with special needs, but they do not discuss their
perceptions and thoughts about having children with special needs. Parents and group
home staff find that caring for children with special needs is demanding and stressful
(Hwang & Kerney, 2014). Social workers who parent children with special needs
experience stress both at home and work. Hwang and Kerney (2014) suggest the parent
and professionals are both distressed from caring for children with special needs, and this
can create an atmosphere or burnout for the parent and the professional. It is important to
explore these lived experiences of social workers in efforts to understand how they
perceive and interpret their experiences being a social worker who has children with
special needs.

Parents who have children with special needs have a greater experience with
stress than other parents that have children that do not have special needs (Crettenden et

al., 2014). Many of these parents face financial burdens, exclusion from society,
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inequality, and a lack of resources to address the child’s special needs (Dowling & Dolan,
2001; Green, 2007). Parents of children with special needs can also become
overwhelmed, have feelings of regret for having the child, and isolate themselves from
friends and family depending on the severity of the child's special need (Home et al.,
2015).

Social workers are change agents that help locate resources for families in need
and implement resources as needed to families that are in need (Bachman & Comeau,
2010). Social workers work with families to help them identify and find coping
techniques to better deal with the child's special needs (Bachman & Comeau, 2010).
Social workers, however, face challenges in implementing the appropriate services to
individuals in need. Social workers, therapists, and counselors often face the burden of
having heavy caseloads, lack of funding for resources to assist families on their
caseloads, and sometimes lack the knowledge around what the needs are for children with
special needs (Mosely & Tiney, 2005). As a result of working to meet the need of these
individuals, social workers can experience burnout and compassion fatigue (Diaconescu,
2015).

There is literature exploring the challenges that social workers face when working
with special needs (Bachman & Comeau, 2010; Diaconescu, 2015), but there is no
literature found on the lived experiences of social workers who have children with special
needs. There is literature regarding the need for further research to address a social
worker’s competence level on serving individuals with special needs (Dupre’, 2012).

Literature also presents the need to have further research on the lived experiences of



social workers that is central to their well-being (Kalliath & Kalliath, 2014). Exploring
how social workers interpret and perceive children with special needs will provide a
greater understanding of how they perceive having children with special needs.
Understanding and exploring these individuals’ thoughts, feelings, perceptions, and
interpretations will add awareness to the social work and human services profession as to
how social workers can be more effective in their practice as well as within their homes.

Previous researchers have looked at the experiences of non-social work parents
with children with special needs (Ha et al., 2008) but did not examine parents that are
also social workers with children with special needs. Parents, in general, experience
different challenges with their children with or without a special need. Previous research
addressed the experiences that these parents face but neglect to discuss social workers as
parents with or without children with special needs. Social workers, in general, are at
high risk for stress and burnout when working within this profession (Diaconescu, 2015).
Social workers also experience issues such as lack of time for their self and increased
time caring for a child with special needs within their work-to-home life (Kalliath &
Kalliath, 2014; Lambert, 2006). Social workers, as a result, will potentially experience
higher stress levels and burn out when adding having children with special needs. In
order to understand how social workers who have children with special needs, it is
important to understand their interpretation and perception of experiences of having
children with special needs. By exploring this phenomenon among this group, there may
be a better understanding among the social work profession and human services

profession of how to implement strategies, interventions, and resources to reduce stress
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and burnout and create an effective balance within the work-to-home life.

Social workers who are parents can face the same experiences as non-social work
parents that are not social workers, but the unique difference is that social workers are
trained specifically to work with vulnerable populations. It is important to understand
and explore the lived experiences of social workers who parent children with special
needs to know if they have the same experiences or if their experience is different.
Therefore, research on understanding and exploring the lived experiences of social
workers who have children with special needs is beneficial.

Purpose

The purpose of this qualitative study was to explore the lived experiences of
social workers who have children with special needs. As noted above, parents who have
children with special needs face challenges and stressful times when caring for their child
who has special needs. Social workers also face challenges when working with families
and children with special needs. My goal for this study was to explore the lived
experiences of social workers who parent children with special needs.

Paradigm

According to Ponterotto (2005), a paradigm is a set of beliefs that guides how an
individual think about the world around them. Guba and Lincoln (1994) stated that
paradigms represent a worldview of how an individual sees it. A research paradigm sets
the context for the study (Ponterotto, 2005). To understand the lived experience of
individuals, it is important to understand both what they objectively experience in their

environment and their interpretation of that experience. These lived experiences are
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influenced by interactions at the microsystem (interaction between parent and child), at
the mesosystem (influence of school, etc.), and macrosystem (how community values
parenting and special needs resources) (Bronfenbrenner, 1994). In this phenomenological
research, | took the position of an interpretivist/constructivist view where the
phenomenon is based on the individual’s perception of the phenomenon (Guba &
Lincoln, 1994; Ponterotto, 2005). According to Ponterotto (2005), the
constructionist/interpretivist paradigm is based on reality being intuitive and that an
individual’s interpretation of their experience is based on their thoughts about the
experience (Ponterotto, 2005). It was important to understand this paradigm because it
allowed me to look at how individuals perceived and interpreted their lived experiences
about the phenomenon.
Ontology

Ontology defines the nature of reality and being (Ponterotto, 2005). Ontology
defines the form and nature of reality and identifies what can be known about reality.
The belief within interpretivism is that there are many individuals that can have the same
experience but report different experiences based on their interpretation of what their
experience with the phenomenon. According to Ponterotto (2005), the perspective of an
interpretivist is that information is subjective and can be influenced by the individual’s
experience (Ponterotto, 2005).
Epistemology

Epistemology defines what is known about reality (Ponterotto, 2005).

Interpretivists believe that people’s interpretation of reality is all that can be measured
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and that reality is socially constructed. That reality can be captured by describing the
lived experiences of the participants (Patton, 2002; Ponterotto, 2005).

Participants in this study discussed their lived experiences in detail.
Epistemology also defines the relationship between the researcher and the participant.
The researcher will interact and engage with the participant and will have an opportunity
to share in knowledge and understanding of the participant’s experience with the
phenomenon (Lincoln & Guba, 2005; Ponterotto, 2005).

Axiology

Axiology defines the values, hopes, and expectations of the research (Ponterotto,
2005). 1 used the ecological perspective to look at individuals in a person-in-
environment, therefore | looked at the individual holistically. | honored participant’s
voices and their reality in this study. I realize that I held values and hopes about the
phenomenon, but | bracketed my ideas so that my values did not influence the participant.
| knew that it was impossible for me to eliminate my biases, but I utilized bracketing to
help me beware of my biases. | allowed participants to participate in the interviews as
they chose and | allowed their voices to be the dominant voice of the discussion. |
allowed participants to discuss their interpretations of their experiences. | captured the
perception of the participant’s experience and stayed true to their lived experiences of the
phenomenon and not my own.

Research Question

The research question that | used to guide this study was: What are the lived experiences

of social workers who parent children with special needs?
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Theoretical Framework

I used Brofrennbrenner’s (1970) ecological theory as the theoretical base for this
study. | used Bronfenbrenner's ecological theory to understand social workers who
parent children with special needs from a person-in-environment perspective. Ecological
theory encompasses five different systems that help individuals understand how their
environment influences them (Bronfenbrenner, 1994). The makeup of these systems is
the microsystem, mesosystem, exosystem, macrosystem and chronosystem. | included
these systems in Chapter 2. | used ecological theory to guide my literature review; | used
the theory to know what to ask and how to analyze the data. | used the ecological theory
framework to help me frame the phenomenon and provide information on the lived
experiences of social workers who have children with special needs. | used the
ecological theory to understand what factors at different levels might influence
participants experience with the phenomenon. | also used the theory to help me identify
environmental factors that create the context in which the phenomenon is experienced.

Nature of Study

The nature of this study included a qualitative methodology with a
phenomenological design. | used phenomenology methods as outlined by Moustakas
(1994) because it allowed me to explore the lived experiences, perceptions, thoughts, and
beliefs of individuals that share the same or similar phenomenon. In this
phenomenological study, I studied the phenomenon of the experiences of social workers
who parent children with special needs. | recruited social workers who have experience

with the phenomenon to participate in the study. | gathered the experiences of each
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participant through in-depth semistructured interviews. Interviews are a tool used in
qualitative research to allow researchers an opportunity to ask open-ended questions and
further explore in detail the experience of the phenomena (Janesick, 2011). | coded and
transcribed the semistructured interviews. | used the phenomenological process outlined
by Moustakas (1994) as the basis for analysis in this study. This process provided insight
and knowledge into lived experiences of social workers that have special needs children.
Definitions
The primary terms used in this study are as follows.

Children with Special Needs: children having some mental, behavioral, cognitive,
or learning diagnoses listed under its umbrella (Mauro, 2016).

Parent: primary caretaker for a child or children, which may include biological
parent, foster parent, adoptive parent, or an extended family member who has taken on
the primary care taking responsibilities for the child, such as a grandparent.

Social Work Parent who has children with special needs: a parent that is a social
worker and has a child/ren with special needs (mental, behavioral, cognitive, or learning
diagnosis)

Assumptions

Assumptions in qualitative research are beliefs that researchers believe to be true
in the study. | assumed in this study that social workers who have children with special
needs will have the same or similar experiences of any parent with children with special
needs. | further assumed that this study was worthy of being studied because social

workers parenting children with special needs are a unique experience. | viewed
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individuals that were chosen to participate in this study as co-researchers who had a
vested interest in contributing their knowledge to the study.
Scope and Delimitations

The purpose of this phenomenology study was to explore the lived experiences of
social workers who parent children with special needs. | sought to explore these social
workers to gain better insight into their experiences of parenting children with special
needs. | looked at social workers who parent children with special needs regardless of
their marital status, the age of the child with special needs, and the diagnosis of the child
as this will be self-reported by the social work parent. This study was limited to social
workers who have children with special needs so that | could capture the full lived
experiences of the group. As a result, | was not able to generalize to all social workers.
Social workers who have children with special needs is a unique experience that would
provide insight to others that have the same or similar experience.

Delimitations

There were delimitations to this study. | did not ask any social worker who had
children without special needs to participate in this study. Next, | did not look only at a
social worker’s experience with working in the social work profession but at those who
work in the profession and have children with special needs. For this qualitative
phenomenological study, | examined only social workers who have children with special
needs.

Limitations

The purpose of the study was to explore the lived experiences of social workers
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who parent children with special needs. Phenomenology works with a small sample size
so that | could go in-depth into the experiences while working with manageable data. |
recruited social workers that have children with special needs. Results might be different
if I included social workers who worked only with children and did not parent children
with special needs. | looked at the individuals who volunteered for this study as another
limitation of my study. There were more women volunteers than men given the target
population, limiting transferability to fathers. Flyers were put out on social media asking
participants to participate, and only women chose to participate in this study. One
participant made attempts to encourage a male social worker that was a father to
participate in the study, but he chose not to participate; therefore, | addressed limitation
by clearly explaining it and avoided overgeneralizing to fathers.

Biases could play a significant role and influence the results of this study. 1 am a
social worker who has children with special needs. To address these biases, | utilized
bracketing as a tool to set my thoughts, perceptions, and beliefs aside to understand the
data that I collected.

Significance

There are several reasons why this study was significant. This research provided
a greater understanding of the lived experiences of social workers who parent children
with special needs. This study filled the gap and added to the body of knowledge in the
professional practice of social workers and the larger society. Results may benefit the
social work profession, individuals in other helping professions who experience parenting

children with special needs, and the larger society.
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Social workers parenting children with special needs is a unique experience.
Social workers receive training that provides different approaches, resources, and
services to vulnerable populations. Social workers are not only equipped to offer many
services, but they are employed to meet the needs of many vulnerable populations.

Social workers, however, must meet those same needs of their family in which could
potentially pose a challenge. Should social workers have to meet the demands of their
children with special needs, it could force them to stop working or lose work hours. Price
and Oliverio (2016) suggest that non-social work parents are facing lower employment
status and are not able to advance their careers due to caring for a child with special
needs. A loss in work hours or having to stop working to care for children with special
needs may affect the larger society as these parents could fall to, or below the poverty
level (Price & Oliverio, 2016). When families are at the poverty level, they frequently
seek the assistance of federal government programs to help offset indirect costs and
access to affordable healthcare (Sherman et al., 2013). If a social worker stops working,
it could potentially force the social worker to seek government public aide assistance like
the non-social work parent, and this would decrease their ability to contribute
economically to the larger society.

The positive social implications of this research study may inform the larger
society on the lived experiences of social workers who parent children with special needs.
This study examined the challenges and difficulties of social work parents faced with
having children with special needs. | will share information gathered on the challenges

and difficulties faced from social work parents with children with special needs with
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human service professional at seminars, conferences, and support groups to continue
supporting effective practice for parents and support groups to advocate for their family
needs. | will share information pertaining to barriers of limited job prospects for social
work and non-social work parents due to caring for their children with special needs at
seminars and conferences. | examined information surrounding employment
opportunities, work, and home stress for social workers with children with special needs
and will share the information during conference presentations, seminars, job fairs, and
parent support groups. These professionals can use this information to provide better
supports and services, allowing parents to continue working in their social work career.
Other positive social implications may inform society on the need to assist social
work and non-social work parents with supports, resources, and services to address the
challenges and difficulties of caring for a child with special needs. | will share
information gathered in this study surrounding the challenges and difficulties of caring
for a child with special needs with community agencies, extended family, and support
groups during monthly and yearly meetings on ways to assist with caretaking of children
with special needs. Community agencies such as health care providers, counselors,
therapists, psychologists, parent to parent groups, and mental/behavioral health providers
may be able to utilize this information so that they can build on to the services provided
to the families they serve. | will share additional positive social implications of the needs
and barriers for supports to parents and children with special needs within the school
systems at school leadership meetings, conferences, and seminars. Once | share the

information with teachers, administrators, and principals during conferences and
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seminars, the information may encourage staff to have additional and extensive training
that builds on the current knowledge and understanding surrounding parents and their
children with special needs.
Summary

There were challenges of parenting children with special needs regardless of the
role or title of a parent (Price & Oliverio, 2016). This study provided a greater
understanding of the challenges and lived experiences of social workers who have
children with special needs. Social workers are known to work with children with special
needs to empower and assist them through difficult times in their lives. Chapter 1 entails
the background to challenges and difficulties that parents in general face with their
children with special needs. There is research that has looked at the experiences of
parents with children with special needs, (Ha et al., 2008; Hauser-Cram et al., 2001;
O’Connell et al., 2013; Park & Chung, 2015) but does not examine parents who are also
social workers. In the next chapter, | will provide a comprehensive overview of the
literature about this issue, the conceptual framework, the problem, and the purpose of this

study.
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Chapter 2: Literature Review

In this review of the literature, | show that there is a need for continued research
on the lived experiences of social workers who have children with special needs.
Parenting children with special needs have been researched, and emphasis has been
placed on the overwhelming barriers to meet the needs of a child with special needs
(Home et al., 2015), but there is no research about the lived experiences of social workers
who have children with special needs. Because there is no research on the lived
experiences of social workers who have children with special needs, | had to broaden my
literature search to show the lived experiences of non-social work parents with children
with special needs. The literature used within this literature review depicts current
literature as a result to capture the lived experiences of those parents who have children
with special needs.

In this chapter, I use Bronfenbrenner's (1974) ecological theory to frame the
research and understand how parents are influenced by different systems within their
environment. The ecological theory provides a perspective that captures human growth
and development in the actual environments in which persons live by looking at five
different systems including the microsystem, mesosystem, exosystem, macrosystem and
chronosystem (Bronfenbrenner, 1974).

In this literature review, | first discuss the research strategy that | used to obtain
the literature that informed this study. Next, | present ecological theory as the guiding
theoretical framework for this research. I reviewed the literature on the theory’s five

systems, as they related to parenting children with special needs. Finally, I discuss the
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challenges social workers face as parents.
Research Strategies

When conducting the literature review, | used the following databases:
SocINDEX, PsychINFO, PsychARTICLES, MEDLINE, Thoreau Multi-Database
Search, Google Scholar, ProQuest Dissertation & Theses, and ERIC. Key terms used in
my searches were: special needs, children with disabilities, children with special needs,
social work, social workers, parents, parent-child interaction, stress, burnout, parental
engagement, parent-teacher, and ecological theory. In attempts to locate literature with
this focus, | read over 100 articles, searched through 10 different databases, and consulted
with Walden University librarians over five different times, yet no research with this
focus was found. | then broadened the literature search to these terms in efforts to gain
an understanding of special needs, the experiences of parents with special needs children,
and the lived experiences of social workers who parent children with special needs.

Ecological Theory

To fully understand the lived experiences of social workers who have children
with special needs, | used Bronfenbrenner's ecological systems theory in this study.
Specifically, I used the ecological theoretical perspective to understand the environmental
influences that potentially could have helped shape the perception of social workers who
have children with special needs. Ecological theory encompasses five subsystems that
help support and guides human growth; these subsystems include the variety of
relationships between individuals and their environment (Bronfenbrenner, 1994). The

ecological perspective enables researchers to capture what influences or affects
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individuals in their environment from a microsystem, mesosystem, exosystem, and
macrosystem, and chronosystem level. Ecological theory in this study revealed how
environmental influences were the external forces from which shape the lived experience
based on how parents in the study’s population perceived and interpreted those
experiences (Algood et al., 2013).

A microsystem is a pattern of activities, social roles, and interpersonal relations
experienced by the developing person in a given face-to-face setting within their
environment (Bronfenbrenner, 1994). For example, in this study, | used the microsystem
to look at what influences the level of interaction between the parent and child with
special needs. A mesosystem interconnects two or more settings of an individual's life
(Bronfenbrenner, 1994). 1 used the mesosystem level in this study to look at the
interaction between a social worker parent's work and parenting experiences.
Exosystems is a linkage of two or more settings in a person’'s life, meaning that one
microsystem can impact another microsystem in the individual's life (Bronfenbrenner,
1994). For example, by using the exosystem level, I looked at a child's interaction with
school staff and a child's peer group; these microsystems can impact the parent whether
the relationships between the two are positive or negative. A macrosystem is a culture,
belief systems, and lifestyles of a community (Bronfenbrenner, 1994). In my study, the
macrosystem level included the laws and policies about services that assist special needs
children. Chronosystem characterizes the change in the person or person's environment
over time (Bronfenbrenner, 1994). Using the chronosystems in my study, | looked at

how the social worker who parents a child with special needs interprets and perceives the
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influences of their lived experience in life over time. | used ecological theory to
understand child development and what influences the child in his or her environment. |
used the ecological theory to focus on social workers who have children with special
needs. | used the ecological theory framework to understand how individuals and their
environment are connected as they transition through life. Parents with children with
special needs experience multiple challenges from influences within their environment.
Investigating the factors that influence a social worker who parents children with special
needs allowed me to explore and understand the stressors, burnout, financial burden,
work and family conflict that some of these social worker’s face.
Children with Special Needs

To fully understand the lived experiences of social work parents with children
with special needs, it is important first to understand the term "special needs.” It is
important to understand how parents perceive special needs and how they might interpret
their experience of being a parent of children with special needs. The term "special
needs" is defined as the experiences of children having some mental, behavioral,
cognitive, or learning diagnoses listed under its umbrella (Mauro, 2016). According to
Mauro (2016), children with special needs have difficulty in meeting milestones or
display an inability to participate in activities oppose to other children without special
needs. Children with special needs may have issues that affect their learning, cognitive,
behavioral, developmental, and mental abilities (Mauro, 2016).

There are some children with special behavioral needs that present problems with

their ability to pay attention or sit still for extended periods of time in certain settings
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such as the school. These may cause the child difficulty with learning any material
(Centers for Disease Control and Prevention [CDC], 2015). According to the CDC
(2015), children who have a special need associated with behavioral health have greater
behavior issues and act out on impulse; these children have difficulty with establishing
interpersonal skills and are often viewed as unruly, defiant, and disobedient. These
behaviors can create challenges for parents.

When looking at children with special needs, it is important to look at the work of
Milton Seligman. Seligman is a seminal author who studied children with special needs
before his retirement and wrote the book titled “Ordinary Families, Special Children: A
Systems Approach to Childhood Disability” with the assistance of Rosalyn Darling in
efforts to gain an understanding about families and their children with special needs.
Seligman and Darling (2009) studied and wrote on experiences of families who had
children with special needs. Seligman and Darling (2009) studied the reactions,
perceptions, and thoughts of parents when they found out their child had a special need.
Some parents shared their thoughts of having premonitions that something would be
wrong with their child prior to their child being born, some other parents shared their
feelings of believing they had done something wrong in life as a result of their child
having a special need. Many other parents shared in Seligman’s study their feelings of
resentment, loneliness, and the need to supervise their child with a special need at all
times.

In this book, parents shared their perception of having a child with special needs

and the type of support from family, friends, and professionals needed to assist them
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through their tough times. Many parents initially felt that once their child received a
diagnosis or was determined to be different, many of their family members were unable
to understand the child’s special need and dismissed it by saying, of “the child will get
better in time, or the child will catch up” (Seligman & Darling, 2009). Many other
parents felt that their family were supportive of them as parents and their child with
special needs; however, they did not understand the full concept of the child having a
special need. There were others who felt the church was a support to them as they were
there to help assist with the physical caring of the child, meeting the emotional needs of
the family, and even providing financial assistance. Seligman and Darling (2009) found
that parents could share their thoughts and feelings of being both upset and accepting of
their child’s special need to others with the help of professionals and support groups.
Seligman and Darling (2009) also found that professionals served as a great support to
parents in helping them develop and formulate supports to deal with having children with
special needs. Seligman and Darling (2009) also discovered how siblings were at times
both upset and understanding with their sibling having a special need. Seligman’s work
with understanding family perceptions when dealing with children with special needs is
important as he depicted some of the challenges parents faced when having children with
special needs. His work also provides background and foundation to understand the
challenges families’ face when having children with special needs.
Parenting
Literature pertaining to a social workers’ lived experiences were not found but

literature pertaining to the lived experiences of parents in general who have children with
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special needs was found and discussed within this review. In order to fully understand
lived experiences that social workers who have children with special needs, | broadened
the literature review to address those lived experiences of parents in general who have
children with special needs. Parenting is a general term that is defined by an individual’s
perception or experience. According to the American Psychological Association (2017),
parenting practices around the world share three goals: ensure a child’s health and safety,
prepare a child for a life as a productive adult, and transmit cultural values to the child. It
is important to note that an individual’s interpretation and perception gives meaning to
the term parenting, despite the APA’s (2017) definition of parenting practices.

Parenting is a unique experience that many individuals can experience but have
different interpretations and perceptions. When children are born, parents have
expectations that their child will be healthy, smart, and full of life. Even before a child is
born, parents have hopes, dreams, and expectations for their child. Zechella and Raval
(2016) reported that parents have expectations that their children will be high achievers
academically and professionally, have the ability to live independently of their parents,
and eventually, one day have their own family. Expectations shaped by the parents’
beliefs, morals, rules, values, and ways of thinking are transmitted to children through
their parents’ behavior toward them (Peterson et al., 2014). A child’s development
specifically shapes their parent’s views and behaviors towards them. When children
identify as having special needs, parents tend to re-think their expectations, aspirations,
and beliefs they initially had for their children. Zechella and Ravala (2016) also reported

that mothers have shared in their study having to re-prioritize their expectations and
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values for their children with special needs once the child has identified with having a
special need. Once parents have identified their children with having a special need, they
are often faced with challenges.

According to Issurdatt and Whitaker (2013), parenting has specific challenges,
and how parents interpret these challenges will determine the outcome for the entire
family. Having some knowledge surrounding how a parent perceives and interpret their
parenting experience when dealing with their child/ren with special needs provides
understanding about the barriers and possible burdens they face when caring for their
child. According to Ma et al. (2013), some parents perceived that having a child with
special needs was an issue that they simply had no control over, so they found ways to
educate themselves and address the issues that came daily. Ma et al. (2013) also
discovered that parents expressed feelings of being ashamed and stigmatized when issues
arose surrounding caring for their children with special needs.

Ma et al. (2013) conducted a study of client perceptions to determine whether a
multifamily group intervention program was helpful or unhelpful to families dealing with
children with special needs. Ma et al. (2013) reported that some parents felt they had no
control over things that were happening in their lives and they began isolating themselves
from their support systems. Parents perceived that family members and teachers were
putting negative labels on their children with special needs and labeling the parents as
being inadequate (Ma et al., 2013). The study conducted by Ma et al. (2013) continued
detailing how parents expressed how this type of behavior from others helped further

their perception and thought of being stigmatized and the need for isolating themselves
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from others. Parents would isolate themselves and preoccupy their times with the care of
their child, their household chores, and other things that were demands as a result of
caring for their child (Ma et al., 2013). Some parents also felt that the care of their child
with special needs were becoming a full-time job and found it easier to discuss their
issues with parents that had children with special needs (Ma et al., 2013).

Being a parent of a child with special needs can be very challenging. Parents
often experience different levels of stress due to the care associated with having children
with special needs. There are parents that live with psychological stressors that place
parents in positions where they tend to engage in harmful behaviors that will affect their
health. According to Gouin et al. (2016), some of the psychological stressors that parents
face, affect the body and increase the production of inflammatory markers such as
cortisol and C-reactive protein. Gouin et al. (2016) also stated that many of these parents
also find it hard to get sufficient sleep, and they pick up habits such as smoking. The
study conducted by Lindo et al. (2016) includes information on how parents can become
overwhelmed and stressed. Children, depending on the severity of their disability,
require daily supervision and assistance with the essential needs in life. Some parents
have to learn different communication skills and learn new behavior/discipline techniques
to help lessen the stress with their child (Price & Oliverio, 2016). This type of care
creates stress and financial burdens for the parent with a child with special needs (Price &
Oliverio, 2016). As children with special needs grow, their needs may change, and this
potentially adds additional challenges to the parents. Some of these additional challenges

are described as labor-intensive to the parents and include having minimal time for, a
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social life, vacation, and spending intimate time with significant others (Woodgate et al.,
2015). Woodgate et al. (2015) found in their study that parents, in general, felt that they
lost their ability to participate in “normal” life events and activities. In this study, |
focused on intense parenting to children with complex care needs. Parents reported that
they felt judged by professionals and others as a result of caring for their children with
special needs (Woodgate et al., 2015). Literature, however, did not detail information
about social workers who have children with special needs although they can potentially
face the same challenges, stress, overwhelming feelings, and burdens when caring for
their children as do other parents with children with special needs.

Stress is a difficulty that parents experience with having a child or children with
special needs. Stress is defined as a negative emotional experience that is accompanied
by physiological, behavioral, and cognitive changes that can affect a person’s overall
well-being of life (Antonopoulou et al., 2017). Cronin and Becher (2015) defined
parental stress as being stress that parents experience as a result of their social and
environmental responsibilities from everyday life events. Stressors arising from health
care costs, childcare costs, educational needs, and the balance of home and work all are
factors of stress experienced by parents of children with special needs (Cronin & Becher,
2015; Kalliath et al., 2012). Having children with severe disabilities increases the stress
level of parents (Hartley et al., 2016; Woodgate et al., 2015). Price and Oliverio (2016)
concur and add that these parents deal with the stress of caring for a child with special
needs, and they experience different emotions such as despair, remorse, and grief. Feizi

et al. (2014) also reported that parents experience higher stress and bear loads of stress
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when they have children with severe special needs. Parents reported symptoms of stress
such as being irritable, unable to concentrate, lack of appetite, dizziness, and
breathlessness (Lindo et al., 2016). In conducting this literature, it was important to
understand what influences social workers who have children with special needs while in
their environment.
MicroSystem Level

The use of the ecological theory in this study reveals an understanding of what
external forces within the environment helped to shape parents lived experiences of how
they interpreted and perceived those experiences. First, | took a look at the microsystem
level of the ecological perspective. The microsystem level in the ecological theory is a
pattern of activities, social roles and interpersonal relations that individual experience in a
direct setting (Algood & Harris, 2013). The microsystems level allowed me to look at
the immediate interactions between the parent and the child. The parent-child interaction
can affect how the parent provides care, love, and attention to their child with special
needs (Algood & Harris, 2013). Parents are known to love and care for their children,
but there are times when the needs of their children become so demanding that the love
and care can influence the parent-child interaction (Garner et al., 2013). For example,
when the interaction and relationship between a child and their parent are positive, it
usually is contributed to the parents having positive thoughts and behaviors (Thompson
& McFerran, 2015). Thompson and McFerran (2015) found in their study that parents
described changes within the quality of the relationship they have with their children.

Thompson & McFerran (2015), stated that parents felt they were able to better interact
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with their child and be with their child due to their ability to engage with their children.

Schuiringa et al. (2015) stated that parents engage with their children better if they are
accepting of the child. When the parent-child interaction is negative; however, the cause
can potentially relate to the parent feeling overwhelmed and stressed. Parenting
practices, however, become differentiated when a child has an identified special need. A
parent's ability to accept that their child has an identified special need is important to
understand. Parents may have to change the way they interact, engage, and discipline
their children with special needs in contrast to the way they do so with their children who
do not have a special need. When children have special needs, it can present challenges
and stressors for the parents and have effects on the parent-child interactions (Fenning et
al., 2014). Because of these stressors and challenges parents have and depending on the
child’s special need, many perceive they have to use a harsh tone, provide more structure,
and commit to being stern with the child (Ma et al., 2013). Some children have special
needs that are best benefited by interventions that professionals have shared that are
appropriate for the child. Depending on the severity of the child’s special need, the
parent can use evidenced-based interventions and engage the community and school
support to promote healthy interactions.
MesoSystem Level

Bronfenbrenner (1977) describes the mesosystem level of the ecological theory of
the interactions among two or more of the individual's microsystems (activities, social
roles, or interactions). Teachers and family members play an important role in both a

child’s life and their parent’s life. Many parents interact with their child’s teachers and
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family members daily depending on the level of support needed or wanted. When | look
at these two environmental influences, | can understand that they are the external forces
that helped shape the lived experiences of parents based on the interpretations and
perceptions of the parent’s experience.

Parents expect that children with special needs and children without special needs
will attend school and given equal time and attention. Children with special needs
seemingly need more time and attention from their teachers (Celyan & Aral, 2016).
Because children with special needs require more time with their teachers, the parent
exclusively must spend more time talking with their child’s teachers about that child’s
special need. Teachers play an important role in both a child and their parent’s life.
Teachers have been equipped with specialized skills to work with children that identify as
having a special need in which create less worrying and frustration within the child and
the parent. Teachers, however, find it hard to work with children with special needs
while also trying to work with children who do not have special needs (Avramides, 2013;
Broomhead, 2013; Krull et al., 2014). Ceylan and Aral (2016) conducted a
phenomenological study and stated that the opinions of classroom teachers and inclusive
practice found that both teachers and parents could become more informed on the needs,
services, and resources for children with special needs. This study also noted that more
effective and efficient in-service training seminars are beneficial for teachers and
administration. Another study notes how more children with special needs are being
rejected socially more often than their peers who do not have special needs (Krull et al.,

2014). Rose et al. (2017) concur that peer relationships are pivotal in the development of
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children with special needs but found that they are less likely to demonstrate success in
relationships.

MacFarlane and Woolfson (2013) found that teachers who participated in an in-
service training period demonstrated feelings that were more positive towards working
with children with special needs compared to teachers who did not attend the in-service
training. This study also found that teachers perceived attempting to teach children in an
inclusion setting was problematic and was accompanied by negative teaching attitudes,
which made it difficult for the child with special needs. It is important to look at
teacher’s perceptions and interpretations of children with special needs because their
perceptions and thoughts provide a better understanding of how this external force has
helped to shape parent’s perceptions and interpretations of their lived experiences with
having children with special needs.

Teachers in one study conducted in the Arab community and culture perceived
that there are barriers to working with children with special needs due to negative
attitudes from students and staff, related environmental barriers, scarcity of learning
resources, unsuitable curriculum, and evaluation modules, and family and society barriers
(Amr et al., 2016). Many of the teachers in this study perceived that the peers of children
with special needs made it difficult to produce a learning environment for children with
special needs (Amr et al., 2016). Teachers perceive that there is a lack of time available
to spend with children that have special needs in the classroom (Amr et al., 2016;
Sadioglu et al., 2013). Teachers were unclear about their roles and expectations on how

to teach and provide inclusion services for children with special needs.



34

Amr’s et al. (2016) study discovered, the classroom sizes, resources, and
buildings were not equipped and set up in a way to address additional needs of children
with special needs and this created a problem for teachers when including children with
special needs on a day to day basis. Teachers also perceived that the learning outcomes
were not applicable for children with special needs and they were not aware how to
appropriately set goals and outcomes around these children to ensure they were able to
learn on a day to day basis (Amr et al., 2016). Lastly, teachers in this study perceived
that family members were not supportive of the inclusion of their children and often had
negative attitudes as it related to understanding their child’s special need (Amr et al.,
2016).

Al Natour et al., (2015) concurred with Amr et al. (2016), about teachers not
having clear roles and expectations of inclusion in the classroom with children with
special needs. Similarly, Dapudong (2013) found that teachers perceived that they were
not prepared to work in inclusive classrooms with children with special needs because
they were unclear about their roles and expectations. Varcoe and Boyle (2014) also
found that teachers who have pre-service training before to entering the classroom found
they could view children with special needs being in an inclusive setting more positively
than teachers with the previous experience entering the training. Experienced teachers
viewed having more of a negative attitude towards the inclusion of children with special
needs. The ability to work with teachers is important because it can contribute to the
success of the child and alleviate stress to parents surrounding their children’s education.

Parents are dealing with stress and being overwhelmed with the care they provide for



35

their children but working with their child’s teacher could help alleviate the stressors they
could have around the child’s education.

Family members are instrumental because of the level of support they can
provide to parents and the children that have special needs. Parents of children with
special needs experience higher levels of stress than parents of children without special
needs and need a high level of support from extended family members. Social support
influences family functioning (Gallagher & Hannigan, 2014). Social support is needed
from family members to assist parents in caring for their child with special needs. Lim
and Chia (2017) found that support from family members will assist the primary parent in
their caregiving role and reduce burnout and depression. That study found that the
support of financial assistance from family members for these parents with children with
special needs would be beneficial as it would help to take care of some medical, therapy,
and other fees that parents have to pay (Lim & Chia, 2017). Lim and Chia (2017)
discovered that family members could assist with respite so that parents could enjoy
hobbies and a personal timeout.

Exosystem Level

The exosystem of Bronfenbrenner’s ecological theory is where the parent is not
actively involved in a setting, but the setting can significantly influence the parent. |
looked at the peer group of the child with special needs so that | can understand how a
parent perceives and interprets their lived experiences of having a child with special
needs. Parents have hopes that when they send their child to school, they will be able to

engage in social activities and establish relationships with children without special needs.



36

Some children depending on the severity of their special need will not have activities as
other children with special needs. Research, however, revealed that children with special
needs experience isolation, rejection, and difficulty forming relationships among their
peers (Lim & Chia, 2016, Ma et al., 2013; Caylen & Aral, 2016). According to Amr et
al. (2016), children with special needs are perceived by their peers as having behavioral
issues and communication issues. The interaction between children with special needs
and children without special needs is discussed as being limited if any at all (Garrett et
al., 2017). Avirimades (2013) concur that children with special needs most likely have
less social interactions and relationships with their peers, while Garrote (2016) and
Grutter et al. (2015) argue that they have not found this to be so. Children with special
needs are perceived to understand that their social relationships are unlike others and
therefore can present problems at times. When having the ability to perceive that this is
the culture from peers, children with special needs can experience the same feelings of
stress, rejection, and isolation as it does the parents. Most parents attempt to shelter their
children from these types of behaviors and prefer to deal with other parents and children
that have special needs that are dealing with the same issues of their child (Ma et al.,
2013).
Macrosystem Level

The macrosystem level of Bronfenbrenner's (1977) ecological theory depicts how
embedded an individual is within their culture. It is important to understand how the
culture of the community can influence a parent who has a child with special needs. In

most communities, there are schools, community centers, and other agencies that attempt
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to educate the community on individuals with special needs. To understand the culture of
the community and how the community views children with special needs, | looked into
how that culture potentially influences and shape a parent’s perception surrounding their
lived experiences.

When looking at the culture of the community, | looked first at school systems.
Many school systems have had to implement different types of policies and procedures
relating to helping children with special needs. The school system typically offers
services to children with special needs, but there are times when the school system fails
to meet the needs of children that have special needs. Services, however, that many
schools offer children with special needs include: inclusion, supports and strategies for
behavior management if behavior interferes with learning or with the learning of others,
communication, assistive technology devices or services, language needs as related to the
Individualized Education Plan (IEP) and 504 Plans (Mason & Goldman, 2017). The IEP
and 504 Plans are plans that seek to provide accommodations to children when there has
been an identified need with their academics (Mason & Goldman, 2017). The culture of
most schools is welcoming and accommaodating to meet the needs of the children with
special needs and their families. While parents are advocating for the rights of their
children's needs, they are also partnering with the community and others to ensure
services for their children continue.

When | looked at community centers and other agencies, | looked at the culture of
these entities. Parents have connected with other parents through support groups, internet

group chats, focus groups, and other different types of meetings as a means of
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understanding that their children can have a life that is the best fitting for them depending
on the child’s special needs (Algood et al., 2013). There still lies in some instances a
struggle with obtaining the full support of agencies and the community with getting the
services for children with special needs (Home, 2015). In most instances, research shows
that parents who have children with special needs who can pay for services can access
and afford community resources within their communities (Walker et al., 2016). There
are other times when parents with children with special needs do not have the same
access to community resources within their community due to living in poverty, lacking
finances for the treatment needed, and the lack of affordable resources to the family
(Rosen-Reynoso et al., 2016; Walker et al., 2016). Many rural town communities lack
services and resources for parents and their children with special needs. When this lack
of resource becomes an issue for the parent and child with special needs, parents have to
take their children out of town to receive affordable and available resources for their
children (Walker et al., 2016). As parents have to find quality community support and
resources for their children, they can become overwhelmed. Parents experience being
overwhelmed and isolated due to the cultural attitudes of the community and the lack of
social acceptance and support (Zavirsek, 2014). Parents face challenges and stigma
concerning their child having special needs and requiring support within their
community. My community, for example, incorporated a parent-to-parent coalition to
serve as resources and as emotional supports to other parents that have children with
special needs, but not all communities provide this support. According to Home (2015),

there are some areas where families continue to face increased burdens from lack of
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support, financial assistance, service to address the needs of children with special needs.
Social work

While families and parents individually are experiencing these challenges, there
are professionals available to assist these families. Social workers have been instrumental
in working with the special needs population in many facets such as school settings,
mental health facilities, medical offices, etc. Social workers when working with children
with special needs also collaborate closely with their parents. Social workers play a
significant role in the lives of families and are required to provide interventions,
resources, and services to persons that are in need. While social workers are instrumental
in the lives of families as they provide services and resources to help with their issues,
social work parents with children with special needs need those same services. Social
workers are trained and equipped with skills from classroom teachings and practice
settings, but there is no literature about the social work parent's perception or availability
to such services they often provide other families. Therefore, it is important to explore
further social workers who parent children with special needs. 1 first look at social
workers and the work they provide to individuals and their families.

Social workers have been called into action to play key roles in the lives of
children that live with various special needs from day to day. Social workers are change
agents that seek to assist and help families overcome issues or concerns that have become
burdensome. Social workers also seek to promote social and economic justices for
children and their families. Social work according to Papp and Racz (2016) is a practice-

based profession and academic discipline that promotes social change, development,
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social cohesion, and the empowerment and liberation of people. Social workers also tend
to engage individuals and families in efforts to help families address life challenges and
enhance their well-being (IFSW, 2014). Social workers historically worked with
individuals that had special needs through the lens of a medical model. This lens placed
barriers on social workers as the focus was not on helping the individual to address their
social, mental, and physical well-being but on providing treatment or finding a cure to the
child’s special need. It is important to understand how this lens may have shaped the
perceptions of social workers when they address children with special needs and their
families. To understand the professional activities of a social worker, | looked at the
previous articles; these articles add literature on what social workers are attempting to do.

Many of these social workers attempt to work with family members by helping
them process their feelings about the child's special need. Social workers also work in
other healthcare settings to assist families when they have difficulties due to their child's
special need. Some social workers work with mental and behavioral health professionals
by connecting the child with special needs with an appropriate agency. These workers
attempt to utilize skills they have been trained with to promote social and economic
justice. As social workers try to use their skills to assist parents with children with
special needs, they can experience burnout and stress that may affect their work and
home environments (Osvat, 2013).
Burnout in Social workers

To fully understand how important a social workers’ role is and their experience

when parenting children with special needs, it is important to understand how burnout in
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social workers influence their lived experiences. Social workers commit themselves to
protect and empower individuals that experience vulnerabilities. While empowering
others and ensuring that services are implemented to meet that individual’s needs, many
social workers neglect their health and forget time for self-care (Osvat, 2013). Osvat
(2013) conducted a study surrounding burnout in social workers. The study depicted
social workers experience of burnout including physical and emotional exhaustion,
feelings of being overwhelmed, feelings of being impatient, feelings of loss of
motivation, low self-esteem, feelings of disappointment due to work demands, repetitive
work, lack of support, hearing emotional burdens from families, and taking on problems
of the families.

Burnout is known to affect groups of emotionally exhausted people that have
feelings of depersonalization and a reduction in personal accomplishment (Sa"nchez-
Moreno et al., 2015). Naveed and Naveed (2013) consider burnout to be “a unique,
effective response to the prolonged and chronic interpersonal stressors which depletes a
person’s energetic and coping resources” (p.113). Social workers are among many
professionals that pose a risk of experiencing burnout because of their care and diligence
to enhance the well-being of others.

Social workers when working with children and other vulnerable populations are
expected to be emotionally healthy in efforts to provide adequate resources to their
families. Social workers are also expected always to maintain a level of self-awareness
and self-care to ensure they are emotionally healthy (NASW, 2008). Human behavior,

however, is unpredictable and the work with children is even more unpredictable.
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Social workers when working with children can become mentally and physically worn.
Might place individuals will be at risk of not receiving the best and appropriate care to
meet their needs (Diaconescu, 2015).
Challenges with Work and Family

The home and work life of a social worker is important to understand because
both can have negative consequences on the social worker's ability to perform their job
and home duties. While it is unknown how social workers perceive their lived
experiences of being a social worker who has children with special needs, it is important
to understand the general experiences of a social worker’s challenges with work and
family. To fully understand the influences of the social workers' home and work life, 1
looked at the social worker's interaction with children at the exosystem level and pulled
from the most updated literature. Literature about the social worker’s challenges with
work and family was minimal. Social workers, however, work with vulnerable
populations to assist them with social justice, self-determination, advocacy and
promotion of life satisfaction (NASW, 2008), but the job can be demanding and stressful
(Antonopoulou et al., 2017). Some of the experiences that make the job stressful for
social workers are high workloads, shortage of staff, lack of supervisory support, role
conflict, and role ambiguity (Osvat, 2013). According to Kalliath et al. (2015) when
social workers face these challenges, their family and their work suffer.

Kalliath and Kalliath (2015) stated that workers experience family-work role
conflict that impedes on family time by working long hours while having no support or

autonomy from their organization. Additional stressors and challenges social workers
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experience as a result of working with children with special needs are burnout, stress,
compassion fatigue, depressive symptoms, and role overload due to the high-level
demands of the job (Kalliath & Kalliath, 2015). Research about social workers’
experiences, challenges, and stressors are not relating to parenting children with special
needs, but there is research about the work and family role of social workers in general.

The research on work and family role of social workers helps me understand the
influence on the social worker's work and home environment. Social worker’s that work
with populations that are stressed and strained are highly vulnerable when juggling both
work and family roles (Dottan & Kormosh, 2016; Kalliath & Kalliath, 2015). High
workloads, withdrawal, impatience, and tension are all stressors and issues that influence
a social workers’ family when they experience stress from work (Diaconseau, 2015). A
social worker's finances can also be affected negatively as much as a non-social work
parent with children with special needs in which can add to the stress the social work
parent. Social workers who have children with special needs may have to miss days from
work to care for their child with special needs. These stressors are possibly due to social
workers parenting children with special needs.
Social Workers as Parents

Social workers that parent children with special needs can experience problems; it
is important to understand how a social worker perceives and interprets the challenges
they face by being a social work parent with children with special needs. Parenting
children is challenging, but it can be more difficult for social workers that work with

special needs children and that are parents of children with special needs. | found no
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research about lived experiences of social workers that are parents of children with
special needs, but these parents can have some of the same experiences. Stoesen (2005)
discusses briefly in an article, a social worker (Janice Fialka) changing roles from a social
worker working with adolescents to a social worker parent with a special needs child.
Stoesen (2005) discussed the pain and hurt Fialka felt related to her son's needs and to the
care he received from the other professional, but the article did not address the lived
experiences of this parent as a social worker.
Literature Summary

This literature review provided information about the parental experiences of
parents when parenting children with special needs. There was no research found about
the lived experiences of social workers who parent children with special needs. Children
with special needs create unique challenges and stressors for parents (Home et al., 2015).
There continue to be unexplored unique experiences of social work parents in the
literature. Bronfenbrenner’s ecological perspective provided insight into influences that
could affect experiences of social work parents in the literature. Additional research is
needed to explore the lived experiences of social workers who have children with special

needs. In chapter 3, I will provide the research methodology of the study.
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Chapter 3: Research Method

The purpose of this phenomenological qualitative study was to explore the lived
experiences of social workers who have children with special needs. Chapter 3 includes
details for the methodology of this study. Chapter 3 includes information regarding the
research design and rationale, role of the researcher, participant selection, procedures for
recruitment, and issues of trustworthiness and ethical considerations of the study. The
research design and rationale of the study includes information regarding the use of a
phenomenological approach. In this study, | explored the lived experiences of social
workers that have children with special needs. This section also includes information on
the tradition and background of the phenomenological approach in this study. | explain
my role as an observer with insider knowledge about the phenomenon in which allowed
me to participate in discussions with the participants. This section further includes
information on how | managed my biases although there were no risks or ethical issues
that came up.

| discuss in the participant selection section, the criterion and sampling strategy
used for the study. | further explain the data collection procedure in the instrumentation
section. | describe the procedures for recruitment. | explain the issues of trustworthiness
and the validity and credibility of the study. The ethical considerations section in this
study includes information regarding how | managed the data obtained from participants,
the consents, confidentiality, and respect for participants.

Research Design and Rationale

Quialitative research is made up of conceptual frameworks that inform how
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researchers address social problems, individuals, or groups (Creswell, 2013). | chose a
qualitative design because it is the best type of methodology to answer my research
question. According to Denzin and Lincoln (2015), qualitative research stresses the
socially constructed nature of reality, the intimate relationship between the researcher and
the phenomenon being studied, and the situational limitations that shape. Qualitative
research allows the researcher to seek answers to how social experience is created and
given meaning (Denzin & Lincoln, 2015). | chose to use a qualitative design over
quantitative and mixed-methods because quantitative studies emphasize measurement
and analyze relationships between variables and not processes (Denzin & Lincoln, 2015)
and this would not give me insight into the lived experiences addressed in my research
question. Phenomenological qualitative studies, specifically, are an opportunity for
researchers to explore the perceptions, thoughts, and beliefs of individuals in detail,
which is why I selected it as my design. The use of a phenomenological study according
to Moustakas (1994) emphasizes trying to understand the experience and what the
meaning of the experience means to the individuals experiencing it. The use of a
phenomenological approach within this study provided a comprehensive description
(Moustakas, 1994) which enabled me to explore the lived experiences of social workers
who have children with special needs. This study’s phenomenon was the lived
experiences of social workers who have children with special needs.

Research Questions

The research question | use to guide this research study was: What are the lived

experiences of social workers who parent children with special needs?
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Research Tradition: Phenomenology

German philosopher Edmund Husserl was one of the founders of phenomenology.
Husserl's basic premise was that the reality of an individual consisted of phenomena as
they perceived or believed it in human consciousness (Moustakas, 1994).
Phenomenology studies are used primarily to explore the common phenomenon that
several persons have experienced at some time in their lives (Creswell, 2013). According
to Moustakas (1994), phenomenological studies describes the phenomenon in detail to
include what the individual experienced and how they experienced it. Holloway (2005)
stated that phenomenology describes individuals lived experiences and attempts to draw
out the meaning of that experience. Phenomenological studies also examine human
experiences through the description of those lived experiences of individuals (Donalek,
2004). The phenomenon I studied in this research project was looking into the lived
experiences of social workers who have children with special needs.

A transcendental phenomenology was an approach to phenomenological studies
that helped me understand and put this study in perspective. Moustakas (1994) presented
transcendental phenomenology as being less focused on the researcher's interpretations
but more on the description of the experiences of the individuals. | utilized bracketing.
Researchers use bracketing to set their personal experiences to the side in efforts to have
a fresh perspective of the phenomenon (Moustakas, 1994), which in this study are social
workers that have children with special needs experience. Bracketing coined by Husserl
was an effort to identify what the researcher expects to discover and purposely put those

ideas aside (Donalek, 2004). The bracketing process | used allowed me to self-reflect in
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a journal, so that | kept my biases and ideas separate from the work that | was doing.
Role of the Researcher

According to Denzin and Lincoln (2005), researchers who conduct qualitative
studies are the human instrument and must take into account their perceptions, beliefs,
and feelings. Donalek (2004) stated Husserl developed the process of bracketing to
identify what the researcher expects to discover and purposely put those ideas aside. | am
a social worker who parents children with special needs, and | understood that my
experiences were not always like the experiences of other social work parents of children
with special needs. As a result of being a social worker who has children with special
needs, | understand my experiences mediate my interpretation with participants.
Although it may be perceived that | share similar experiences in this phenomenon, |
recruited participants from the general population and not from personal or professional
systems. As an observer, | shared some of my experiences of being a social work parent
with children with special needs at the end of the interviews with the participants. |
shared my experiences at the end of the interview so that | did not influence the
participants’ thoughts throughout the interview. I, as an observer in this study, used
bracketing and reflexivity to make an accurate interpretation of this study. Because |
have my own personal lived experience of being a social worker with two children who
have special needs, it was essential that | put my ideas, thoughts, and feelings aside about
the phenomenon | am studying. My experiences with having two children with special
needs consists of day to day challenges, but the use of bracketing my personal thoughts,

perceptions, and interpretations about the experience allowed me to distinguish those
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biases, preconceptions, and pre-beliefs about other social workers lived experiences with
having children with special needs. | ensured that | used bracketing to set aside my
preconceived experiences to understand the experiences of other social work parents who
have children with special needs. In addition to bracketing, | used self-reflexive
journaling. Researchers use self-reflective journaling to help them refine and sharpen
their skills and be self-aware as the researcher (Janesick, 2015). | recorded my thoughts,
beliefs, biases, and reflect on them so that | was more conscious and self-aware. Self-
reflexive journaling is a tool to address and assess problems (biases and perceptions a
researcher has from the interviews and concerns from the participants) (Janesick, 2015).

My experiences as a social worker over the past 10 years have allowed me to
work with families that experience many dynamics, such as physical abuse, family
violence, domestic violence, and children who are being abused and neglected. | have
worked with many children with special needs, and I have seen their parents struggle
with providing care for their children. 1 also parent children with special needs, and |
have struggled with managing home and work life. My children are a joy to have in my
home, but there are times | can resonate with other parents who have children with
special needs. | currently have a bachelors and master’s degree in social work, and | have
received training while obtaining these degrees that helped to formulate my thoughts
when working with and parenting children with special needs but there are times in my
experience, | struggle and need to be empowered.

Information learned, and knowledge obtained could raise awareness in society on

potential limited job prospects for social work and non-social work parents due to caring
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for a child with special needs. Knowledge surrounding the different challenges social
workers with children with special needs experience could raise awareness with
colleagues and other helping professionals. Awareness of the phenomenon in this study
could enhance the skills a social worker currently possesses while understanding more of
what their perceptions and interpretations are surrounding their lived experiences. This
study includes information regarding insight to social workers who have children with
special needs by helping them become aware of triggers and stressors that may create
stressful situations in the work place and home environment.
Methodology

Participant Selection Logic

| used a criterion purposive and snowball sample for this study. The population
included any social worker who has children with special needs. | looked at social
workers who have parented children with special needs regardless of their marital status,
the age of the child with special needs, or the diagnosis of the child that was self-reported
by the social work parent. Criterion purposive sampling involves selecting participants
who have some predetermined criteria of importance to each other (Patton, 2002). |
chose criterion purposive sampling because it aligned with phenomenological qualitative
studies. Phenomenological studies are primarily used when a researcher explores the
lived experiences of a group of people that either share or have shared the same
phenomenon of study. The use of criterion study allowed me to further my study by
reaching out and exploring the perceptions and interpretations of social workers who

have children with special needs. | used criterion purposive sampling because the
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participants shared in the experience of being a social worker who has children with
special needs. According to Rudestam and Newton (2015) snowball sampling is a
process that allowed me to ask participants if there are any other persons they may know
that can speak with me about the phenomenon | am studying. Snowball sampling means
participants could invite others that have experienced or were currently experiencing the
phenomenon to contact me so that they may participate in the study (Rudestam &
Newton, 2015). The logic for using both the criterion purposive and snowball sampling
was to obtain enough participants who informed my research question so that the
experiences of social workers that have children with special needs are understood. The
use of criterion purposive and snowball sampling allowed me to engage with a small
number of participants who share the phenomenon. | contacted participants who were
social workers who had children with special needs through the use of social media, the
parent-to-parent organization within my local community, national social work
organizations, and a flyer that | constructed to recruit participants.

No specific rule mandates selecting a sample size for phenomenological studies
(Lincoln & Guba, 1985; Marshall, 1996). Sample sizes in qualitative studies are set on
the information the researcher wants to know, the purpose of the study if the information
will be useful, and if the information is credible (Marshall, 1996; Patton, 2002). Patton
(2002) proposed that sample size should be few, but the information obtained should be
extensive in detail. | proposed to recruit 10 social workers, but | stopped recruiting after
eight participants as | had reached saturation. After six interviews, major themes

emerged within and between the individuals’ experiences and had begun to repeat. When
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| believed | had reached saturation, I interviewed two more women to ensure that new
themes would not present themselves. Because of the use of this small sample size, |
obtained in-depth information about their experiences. When the information retrieved
became redundant, there were no new information brought forth by additional interviews
and the saturation of the sample was achieved (Lincoln & Guba, 1985; Patton, 2002). |
achieved saturation when there was no new information brought forth by the participants.
Instrumentation

The use of qualitative research allows the researcher to be the primary instrument
when gathering and analyzing information from participants (Patton, 2002). As such, |
was the primary instrument for this study. Qualitative researchers use interviews as a
means to elicit views and opinions from the participants (Lincoln & Guba, 1985; Patton,
2002). 1 used in-depth interviews in this study to engage participants and obtain an
understanding of their experience. | audio-recorded semistructured interviews so that |
could accurately capture the participant's stories. | conducted in-depth semistructured
interviews to ask open-ended questions and let discussions with participants flow.
Participants were invited to participate in two follow-up interviews so that | further
engaged and have them elaborate on their experiences based off of the questions asked
during the initial interviews. | used prolonged engagement as a strategy during this
process to enhance the trustworthiness of the research. Prolonged engagement according
to Lincoln and Guba (1985) is when the researcher spends sufficient time in the setting of
participants to understand the culture, setting, or phenomenon of interest. The use of

prolonged engagement allowed me to spend time with the participants and build trust
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with them while analyzing and making decisions about the information that is relevant,
important, and of interest for the study. | explained to the participants that the initial
interview would last for an hour and a half and the two follow-up interviews would last
approximately 30 minutes. All interviews varied in length of time, and one interview
went over the hour and half time allotted, and that was at the participants’ discretion. I
explained to the participants that the follow-up interviews would be audio-recorded and
could be face-to-face, skype, or telephone call. | conducted interviews via telephone call
due to the preference of participant’s and the geographical location of the participants.
Interview Guide

Since | was the primary interviewer, my interviews generated discussion from my
research questions (Rudestam & Newton, 2015). Interview questions consisted of open-
ended questions that were delivered in a semistructured manner so that I could allow
participants the opportunity to talk freely while sharing their experiences. | asked the
participants to describe and explain their experience of the phenomenon. The interview
questions were developed based on theory and extensive literature research. To further
establish validity, feedback from my committee members were taken and polished so that
questions were appropriate. | also had a trusted colleague that did not have any interest
in this study conduct the same interview with me as | used with the participants to
understand their experience in this study. | wrote the interview questions in a way that
allowed me to provide information about the phenomenon as it was designed to do.
Procedures for Recruitment, Participation, and Data Collection

Once | received approval from IRB, | recruited social workers that have children
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with special needs. 1 used both the criterion purposive sampling and snowball (chain)
sampling for recruitment. Criterion purposive sampling allowed me to select participants
that were social workers who have children with special needs. When | used snowball
sampling, | asked participants if they knew of anyone else who would like to participate
in the study and ask the participant to have that person to contact me.

As a means to recruit social workers that had children with special needs, |
reached out to national social work organizations and social media sites such as Facebook
and LinkedIn to both social workers and non-social workers because | was in search of
social workers with children with special needs. The flyer advised participants on the
purpose of the study, the procedures that will be used in the data collection, the
participant's right to withdraw from the study at any time, the known risks associated
with participating in the study, the protection of confidentiality of the participants, and
benefits to the participants in the study.

Being the primary instrument for this study, | conducted, transcribed, and
analyzed the semistructured interviews held with participants. Since I was looking to
have in-depth interviews with the participants, | set initial interviews to last an hour and a
half. When conducting my interviews, | listened carefully and reflected on what the
participant said so that | could engage and build more of a rapport with the participants as
they shared their experiences. | shared my experiences with participants, but it was not
until the end of the interviews.

The initial interviews consisted of semistructured questions that | audio-recorded.

| used two electronic devices to audio-record the interviews in case one device failed.
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Interviews consisted of asking participants to engage in face-to-face interviews either in
person or through the use of videoconferencing software, such as Skype. At the
beginning of the initial interviews, | explained to participants that after the first interview,
| would take at least one month to transcribe the notes from the interviews. During the
first interviews, | explained to participants that | would like for them to participate in
follow-up sessions to ensure that | have accurately captured their thoughts, beliefs, and
perceptions. | advised the participants that the follow-up sessions would be one month
after the initial interview and take approximately thirty minutes. | further let the
participants know this interview would be audio-taped as well. | explained to them that
the follow-up session would ask further clarifying questions that came about as | was
transcribing the notes. When | completed the second follow-up interviews, | used a
composite structural-textural process for each participant and provided the participants
with a description of their story. According to Moustakas (1994), the structural-textural
process is where composite descriptions are integrated to develop a synthesis of the
meanings and essence of the experiences of the participants. The composite description
is comprised of both textural and structural descriptions to develop a synthesis of the
meanings and essences of the participants lived experience (Moustakas, 1994). | used
this process in efforts to obtain feedback and ensure that | have captured the meaning of
the participant's experiences. | allowed participants the opportunity to provide me with
any corrections or updates at that time. In addition to conducting interviews, | continued
to utilize my self-reflexive journal to sort out my biases, thoughts, and personal

perceptions. | recorded in my journal my observations during the interview process with
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the participants.
Data Analysis Plan

The analysis process involved organizing data, coding and organizing themes,
showing the representation of data, and interpreting data gathered from the participants. |
used open coding. Open coding (Miles et al., 2014) allowed me to create categories for
data that summarized what | saw happening. | coded for significant statements and
meaning units. Significant statements are statements that reveal how participants were
experiencing the phenomenon and meaning units were those statements that were
grouped into larger units (Moustakas, 1994). Meaning units are statements that are listed
and clustered into common themes (Giorgi, 1985; Kvale, 1983). In this study, | coded
transcripts for significant statements and meaning units that indicated important aspects
of the phenomenon.

As | moved forward through the analysis process, | immersed myself in the data
by reading and transcribing transcripts. | coded transcripts for statements, word phrases,
and verbatim quotes that indicated important details of the phenomenon. Next, | used
Moustakas (1994) horizontalization process where | gave each code an equal value of
importance. | engaged in phenomenological reduction where | reduced codes to non-
repetitive codes, and | combined those codes into categories. Next, | used an imaginative
variation, a process where | attempted to imagine every possible variation that | could
include as a part of the phenomenon. | then wrote a textural description detailing what
the participant's experience was with the phenomenon (Moustakas, 1994). Next, | used a

structural description process where | described how participants experience the
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phenomenon in this study. According to Moustakas (1994), the structural description
describes the setting and context in which the phenomenon was experienced. The context
of the child's special needs, the type of special need, and the type of care that is required
to provide for the child that has special needs influences how the social worker that has a
child with special needs experience this phenomenon. | wrote a composite textural-
structural description for each depicting both how and what the participant's experience
is. The composite description depicted the participant feeling about the child having
special needs, their interpretation of special needs, and the impact of life on them and the
child that has special needs. | used the textural-structural description to detail and
provided the essence of the experiences from the themes that emerge throughout the
analysis process.

Negative case analysis is a valuable qualitative strategy to further ensure
credibility or validity (Eisner, 1991; Lincoln & Guba, 1985; Patton, 2002). | used
negative case analysis in this study to search through the data looking for evidence that
disconfirmed themes. | used negative case analysis to identify data that was conflicting
from stories that were similar in efforts to understand how their experience fit into
themes.

Issues of Trustworthiness

Trustworthiness in qualitative research is parallel to the term rigor in quantitative
research (Patton, 2002). According to Lincoln and Guba (1985), credibility, authenticity,
transferability, dependability, and confirmability establishes trustworthiness. To ensure

trustworthiness of this study, | used prolonged engagement, member checks, peer
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review/debriefing, and negative case analysis. The use of prolonged engagement allowed
me to spend time with the participants and build trust with them while analyzing and
making decisions about the information that was relevant, important, and of interest for
the study. As | was actively listening, | listened for information that was important to use
within the study. | continued this process through all the interviews with participants. |
used member checks by providing each participant with a composite description of the
interview to help me reflect on the accuracy of the accounts they have provided to me.
Participants had an opportunity to provide their thoughts about the analysis and |
corrected the information missing from the stories that they have provided. | took the
feedback received from the participants and corrected the information gathered so that it
provided the accuracy of the accounts of participants. | used peer reviewing/debriefing as
a strategy to share my thoughts and beliefs with a colleague based on the information |
have obtained from interviews. This strategy is explained more in detail in Chapter 4.
The use of this strategy allowed my peers and colleagues an opportunity to review with
me the biases, thoughts, perceptions, and misunderstandings | had with the information |
was receiving from the participants. 1 used this strategy to have a peer play the role of
the "devil's advocate" to ask me hard and difficult questions so that I could document and
be aware of my thoughts and beliefs. The use of this process allowed me the opportunity
to sort out what | felt but report the information that is accurate from the participants. |
documented these peer sessions in my journal to understand my biases.

Transferability is the ability for results in the study to be in similar contexts

(Lincoln & Guba, 1985). Rich, thick description was used to establish transferability. |
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provided specific details and an abundant amount of descriptions of the participants
surrounding their behaviors to allow transferability. 1 used my journal to reflect on my
thoughts, perceptions, biases, and observations of the study. | used journaling as an audit
trail. An audit trail according to Patton (2002) are steps the researcher took to evolve in
their thoughts while in the analysis process. | used reflexivity. The use of reflexivity
according to Moustakas (1994) is when a researcher is aware of their biases, values, and
experiences with the phenomenon. | used reflexivity to discuss my experiences as a
social worker that has children with special needs. | explained how my experience had
shaped my interpretation of social workers that have children with special needs.
Ethical Considerations

As a researcher, it is my responsibility to act and ethically respond to others. | am
a social worker, and 1 live by the Code of Ethics. All social workers are expected to
uphold the National Association of Social Workers (NASW) Code of Ethics as an
everyday guide for the professional conduct of social workers. A component in the Code
of Ethics (NASW, 2017) for social workers is maintaining confidentiality. As |
conducted this study, | did not fulfill the role of a direct practice or clinical social worker,
but I was responsible for abiding by the standards of the Code of Ethics. Because | am a
social worker, | abide by the standards of the Code of Ethics. | understood that this study
could have potential risks with participants becoming emotional and talking about
unresolved issues. Participants shared their thoughts, feelings, and emotions around
having children with special needs. There were times when participants expressed

having unresolved feelings around their child’s special need, but no participant needed a
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referral or list of resources to address their feelings. There were no risks identified by the
participants; therefore, I did not have to consult with my committee to take further action.

In addition to abiding by the NASW Code of Ethics, | work at the Division of
Family and Children Services where | am a mandated reporter. A mandated reporter in
the state of Georgia (doctors, volunteers, clergy, social workers or social services person)
is an individual who is required to report or cause reports to be made if they have
reasonable cause to believe that suspected child abuse has occurred. | am held to this
standard while on official business or not; | advised participants as a part of the informed
consent process my obligation to report suspected abuse as a part of the informed consent
process.

| obtained approval from IRB # 01-05-18-0466771 to conduct this study. |

submitted the necessary documents that met Walden University guidelines to IRB for
approval. | submitted to participants a full disclosure that informed them: the right to
withdraw from the study at any time, the known risks associated with participating in the
study, the protection of confidentiality of the participants, and benefits to those that
participate in the study. | treated each participant fairly, and | treated them with respect
to ensure that risks are minimal. | provided each participant with a $5 Walmart gift card
for their participation at the end of the second interview. Because participants took time
out of their schedules to participate and share their stories, | wanted to provide them with
a small token of thanks. The gift card amount was a small amount and did not have any
influence on any participant to participate in the study. According to Head (2009),

researchers who decide to pay participants with gift cards or with monetary payments
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understand ethical guidelines that the payment is not used for coercive participation and
researchers should avoid exploiting participants, but the gift was given as an expression
of thanks for taking the time out to participate. Participants had the opportunity to
withdraw from the study at any time but no participant withdrew from the study, and all
received their Walmart gift card. If a participant had wishes to withdraw from the study,
| would have consulted with my chair and committee member.

| used pseudonyms to protect the identity of the participants. | stored this
information in the database on my computer where | was the only one to access any
information because it was password protected. | used an audio recorder to conduct the
interviews; and once completed with the initial set of interviews, | transcribed them. |
stored transcribed notes into a file cabinet in my home where it is under lock and key. |
provided a composite description of the transcribed notes that | wrote up based on of the
participant’s accounts of their story as a part of member checking to ensure the accounts
of their story were accurate after the first set of interviews.

The use of member checking was a critical part because | wanted to ensure the
participant's information was accurate. This process allowed participants to alter or
retract information they felt comfortable with sharing at the time but would later feel
uncomfortable with sharing. Once | complete the analysis, transcription of the notes, and
successfully defend the information in the study, | will delete all information from my
recorder. In addition to deleting all information from my recorder, | will keep raw data

for five years, and then it will be destroyed.
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Summary

This study was important as it was designed to explore the lived experiences of
social workers with children with special needs. Using Bronfenbrenner’s ecological
theory, my goal was to gain information on the experiences of these social workers. Such
information is important to the social work profession and may provide insight into
environmental influences that create a challenge and difficulty for both social work and
non-social work parents.

Chapter three began with understanding the research design and rationale of the
study, the phenomenological research tradition, the role of the researcher, participant's
selection, procedures for recruitment, instrumentation, and the data analysis of the study.
This study used the transcendental phenomenological approach to detail the descriptions
of the participants’ experiences. This method allowed me to have a fresh perspective and
deeper understanding of the participants’ experience. This method also allowed me to
focus less on my interpretations but more on the description of the experiences of the
individuals.

| discussed in chapter three issues of trustworthiness and ethical considerations. |
used methods of prolonged engagement, member checks, peer review/debriefing, and
negative case analysis to establish issues of trustworthiness and maintain ethical
standards. 1 established credibility and maintained ethical standards when dealing with
participants directly and indirectly by the continued use of member checks and self-
reflexive writing. 1 used member checks as a method to provide participants with

composites of their stories to ensure | captured an accurate account of their experience. |
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used self-reflexive journaling to document my thoughts and biases throughout the process
of this study. | provide in Chapter 4, the data results from interviews that were held with

participants to address the research questions.
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Chapter 4: Results

The purpose of this qualitative study was to explore the lived experiences of
social workers who have children with special needs. | used the phenomenology
approach to provide an in-depth description of participants experiences. The results of
this study include information regarding the research question, what are the lived
experiences of social workers who parent children with special needs. This chapter
includes the research setting, participant demographics, data collection, and the data
analysis and then presents the results.

Setting

It is important to establish a setting that allows the researcher and the participant
the opportunity to talk freely in a safe environment. | offered participants the option to
meet in a neutral place, but | conducted all interviews via a telephone call. There were
eight interviews conducted for this study, and I held all eight interviews via telephone
call due to participants’ living in different states and participants’ work schedule. I did
not have to collect site agreements because | completed each interview by telephone.
Each interview was engaging and allowed for open-ended dialogue pertaining to the
research question. There were no distractions during any of the interview sessions
because participants chose times that were conducive to their schedules.

Demographics

The demographics and characteristics of the eight participants interviewed in this

study included their ages, marital status, education, and geographical location. | used

pseudonyms for all participants to maintain confidentiality. | referenced participants as
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Mae, Kate, Helen, Shan, Kelsey, Eva, Kay, and Sue. Table 1 provides a summary of the
participants including information about their child’s special need. All eight of the
participants were married and received support from their spouses in the care of their
child with special needs. All participants in this study were married, but not all were
married to their child’s father. The participant’s ages ranged from 37-68 with an average
of 42. Mae and Kate live on the East coast in an urban area where there is an abundance
of resources that they can access. Helen lives on the West Coast in an urban area where
there is an abundance of resources she can access. Shan, Kelsey, Eva, Kay, and Sue all
live on the East coast in a rural area where they travel at least 45 minutes to a community
that had more resources than where they lived.

All eight participants had received higher level education and all had both a BSW
and MSW. All the women have varied work experiences within the social work
profession. Mae, Kate, and Helen are clinical licensed social workers. Kate in addition
to holding a clinical license has obtained her PhD. in Education. Mae has experience
working in a mental health clinic and private practice. Shan, Kelsey, and Eva all have
experience as both a child welfare social worker and a medical social worker; meanwhile,

Sue only had experience in child welfare.
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Participant Demographics
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Participant Participant Age  Social Work Child’s Age Child’s Special
Experience Need
Mae 45 Mental Health, 14 ADHD,
Private Practice Cerebral Palsy
Kate 41 Education 13 Autism
9 Muscular
Dystrophy,
ADHD
Shan 38 Medical, Sickle.CeII
Child Welfare 10 Anemia
Helen 38 Private Practice 2 Bronchomalacia
Kelsey 41 Medical, 17 Learning
Child Welfare Disability
Eva 44 Medical, 20 Chaka Marie
Child Welfare Toothe
Kay 38 Medical, 11 ADHD
Child Welfare
Sue 68 Child Welfare 38 Epilepsy

Data Collection

Seven participants responded to the recruitment flyer that I placed on social media

sites such as Facebook and LinkedIn. The eighth participant responded to me after

hearing about the study from her former colleague. The timeframe of recruitment was

three months. Once participants scheduled their interview times and preference of

interview via telephone call, they received an electronic informed consent form to sign

before the interview. Before starting the initial interview, | advised each participant of

the requirement of three interviews total, the initial and follow-up interviews. | had
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proposed to conduct face-to-face interviews either in person or using video conferencing
software, such as Skype, with each participant. However, due to the location of the
participant and their preferred method of communication, all interviews were held via a
telephone call.

Before the interviews began, | asked each participant whether they had any
questions about the consent form and there were none. Once the participant stated that it
was okay and gave consent to proceed with the interview, | began recording. | audio
recorded each of the interviews. Each initial interview session lasted between 45 and 120
minutes depending on the details each participant provided during each response. At the
end of each interview, | stopped the recording and provided details on next steps with the
study.

| transcribed the audio recordings and notes after each initial interview. The
length of time to transcribe the interviews was between 1.5 to 4.5 hours. | conducted
follow-up interviews where | obtained permission again to record. Once participants
permitted the recording, the follow-up interview was held asking for clarification from
notes and recordings that | had transcribed. The length of time for the second follow-up
interviews was from 10 to 30 minutes.

| discussed and explained to each participant that after | completed the composite
structural/textural description of their story as a part of member checking, | would send it
to them by email as this was the preferred method by the participants to review. | sent
each participant a summary of their interview but not a composite structural/textural

description that is present in this study, as | developed the composite through further
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analysis. The composite structural/textural description in this study provides what the
participant’s experienced and how they interpreted their experience, whereas the
summary described everything the participant said in the interview.

During the process, | emailed participants a summary. | asked participants to
advise if there were any corrections needed and if there were corrections needed, | would
make the changes. | gave participants the opportunity to review the summary to make
sure | captured their experience and to ensure that my interpretations were not biased.

A third follow-up interview lasted about 5 to 10 minutes to discuss if there were
any further changes to their experience and three participants recommended minor
corrections to their stories, which I made. 1 transcribed a total of 37 single typed pages
from all three interviews with participants. The transcription of the three interviews
includes information obtained from participants that allowed them to share their stories of
their experience with having a child with a special need.

| found I had reached saturation in this study when the same themes were
recurring. Initially, I had proposed to interview 10 participants, but | found I reached
redundancy with six participants. All participants expressed unique stories, but all
participants shared a commonality in how they experienced the phenomena. After
interviewing six participants, themes started to emerge, and no new information resulted
from the additional interviews.

Data Analysis
| used Moustakas’s (1994) phenomenology method to analyze data. | present in

the findings section, a complete description of the phenomenon using phenomenology
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analysis. Before and during the analysis process, | used a journal to record my personal
experiences of being a social work parent with children with special needs. | used the
process to self-reflect and listed my biases, perceptions, thoughts, attitudes, and beliefs.
This process of self-reflection and journaling is known as bracketing. When writing a
phenomenological qualitative study, bracketing is an important step that must be used
(Moustakas, 1994).

As | continued with analysis, the process began with me immersing myself into
the data by reading and re-reading the transcripts. First, | coded transcripts for word
phrases, statements, and meaning units that were important details of the phenomenon.
Then, | used the horizontalization process where each code was valued to be equally
important. | took statements and meaning units and reduced them until there were no
repetitiveness or overlapping categories. | identified codes, reduced the codes, and
combined the codes into categories. | identified over 100 codes initially and then
grouped the codes into five categories. Themes emerged from these five categories such
as challenges of home life, challenges of work life, acceptance of the child special need,
balancing day to day life, and feelings around having a child with a special need. | then
reduced those categories to two themes. The two main themes were: (a) coming to terms
with having a child with special needs and (b) balancing home and work life. These
themes guided the structural/textural composite descriptions.

Structural and textural descriptions are aspects within Moustakas’s (1994)
phenomenological method that gives a complete description of an individual’s

experience. Structural descriptions are used to describe how participants experience the
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phenomenon; meanwhile, textural descriptions are used to describe what the participant
experiences with a phenomenon (Moustakas, 1994). The structural description includes
descriptions surrounding how participants experienced the phenomenon such as, how
they interpreted their experience and how they perceived the experience. Textural
description includes descriptions surrounding what the participant’s experience was with
being a social worker with a child with special needs such as what were the experience
around their thoughts, feelings, and behaviors. How participants experience being a
social worker with a child with special needs depends on the context and factors such as
the type of special need the child has and the type of care that is required to provide for
the child that has special needs. | used the textural-structural description to detail and
provide the essence of the experiences from the themes that emerged throughout the
analysis process. Context is important in understanding how being a social worker with
children with special needs is experienced. The context of the child's special need, the
type of special need, and the type of care that is required to provide for the child that has
special needs influences how the social worker that has a child with special needs
experiences this phenomenon.

Using imaginative variation, | imagined every possible variation I could in efforts
to determine the essence of the lived experiences of these social workers with children
with special needs. | looked for variations in themes based on similarities and differences
within the participant’s stories. For example, all participants’ children had an identified
special need, but each participant’s child had a different type of special need. Although

participant’s children had different types of special needs which caused them to face
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challenges unique to their child’s special need, all participant’s experienced stressors and
emotions that created challenges for their lives.
Discrepant Cases

| used a qualitative strategy termed discrepant/negative case analysis. This
strategy is used to search for elements of data that do not support or contradicts patterns
that emerge from the data (Lincoln & Guba, 1985). I used this method to ensure rigor by
comparing categories to subcategories, to themes and disconfirming evidence. When the
main theme emerged, | looked at composites from participant’s stories that were not
similar to other stories, and when these stories did not fit with others, | compared them
with stories that confirmed stories which accurately reflected the experience of the
participants.

| used my journal to record my notes, ideas, patterns, and interesting bits of
information brought up by the participants. Writing notes and recording them in my
journal allowed me to think of additional data that | needed to collect from participants in
telling their story. In addition to using my journal, | used prolonged engagement where |
interacted with the participants to understand and interpret their stories. | used member
checking to ensure the participant’s information was accurate. Once the first set of
interviews were complete, | transcribed the interview notes, and | provided the
participants with a composite description of the interview. The participants had the
opportunity to review and provide feedback or clarification of their composites. In

addition to member checking, I used a strategy known as peer reviewing/debriefing.
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| used peer reviewing/debriefing to review with peers and colleagues my biases,
thoughts, and perceptions of the information | received from participants. | used my
peers and colleagues to discuss different thoughts | had around some of the information
reported by participants. | used my peers in this method to help me separate my
experiences from those experiences that participants reported. | conversed with my peers
for at least 30 minutes week to week during the analysis process. For example, Kate
reported struggling initially with having a child with special needs but now looks at
having children with special needs from a strength-based perspective. | share in the
experience with Kate of having a child with ADHD, but there are still times when the
strength based perspective seems not to work. | could have easily believed that Kate was
not sharing the true feelings and thoughts of her experience with having a child with that
special need. | used my peers and colleagues to help me process this thought and bias.

Rich, thick description was used to show how the analysis was grounded in the
data (Lincoln & Guba 1985). As mentioned, | used a journal to write notes and to
understand the context of the perceptions, thoughts, culture, interpretations, and meanings
around the phenomenon. The use of rich, thick description allowed me to provide the
reader the opportunity to understand and interpret the concept and meaning of how and
what social workers experience was like when parenting a child with special needs. |

also used quotes to capture the objective of the participant.
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Evidence of Trustworthiness

Credibility

Credibility according to Lincoln and Guba (1985) ensures research findings are an
accurate reflection of the participant’s experiences. Before | began data collection, I used
a bracketing process to set aside any biases or preconceived notions that existed. Once
interviews were complete, | provided participants with a summary description of their
stories as a part of member checking. The member checking process allowed participants
to provide feedback to their stories for accuracy. Of the eight total participants, only
three of the participants provided clarification on their responses, although I gave all the
participants the opportunity to provide clarification. Feedback from the participants was
minimal. For example, Helen clarified the name of a book she referenced during
interviews that helped her come to terms with her son having a special need. Another
participant had revealed reading a similar book, and | wrote the wrong name, but Helen
wanted to give credit to the author because the book helped her through difficult times.
Mae for example, had to clarify her response of being in shock and not saying anything to
her mother in law when the mother in law rudely and bluntly said something in reference
about a photo of Mae’s daughter. Mae clarified that she didn’t say anything at the time
when her mother-in-law made the statement that upset her, but she thought about what
she would like to have said to her mother-in-law. Mae felt that her mother-in-law was
not understanding and did not have realistic expectations when her daughter was

younger.
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Transferability

Transferability is the ability for results in the study to be in similar contexts
(Lincoln & Guba, 1985). Transferability refers to the ability that findings to be applied to
a similar situation or phenomenon, like social workers with children with special needs
(Lincoln & Guba, 1985). The themes of coming to terms with having a child with special
needs and balancing home and work life while having a child with special needs may be
representative of other social work parents with special needs children who did not
participate in this study. Findings in this study revealed that social work parents face
difficulties and challenges as they parent their child with a special need. Participants in
this study varied in age, race, and geographic location and shared similar experiences.
These participants also shared similar experiences in-spite of having children with
different types of special needs from other children. Findings in this study may be
applied to other helping professional parents that have children with special needs.
Findings in this study may or may not apply to social work parents that are fathers as
there were no fathers of children with special needs who participated in the study.

| used convenience sampling and participants may in some way be different than
those who did not volunteer. The two major themes, coming to terms with having a child
with special needs and having to balance home and work life may be able to be applied to
similar populations, such as other parents with special needs children who are highly

educated, skilled, and trained professionals.
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Dependability

| addressed dependability by obtaining detailed information from a group of
people that shared similar experiences in this study. Additionally, | obtained
dependability by interviewing participants until responses became redundant. Member
checking also provided the researcher with an opportunity for participants’ responses to
remain consistent. In addition to member checking, I allowed a colleague to ask me
questions from the interview to ensure questions were appropriate.
Confirmability

| created an audit trail, a self-reflexive journal, to support confirmability in this
study. The audit trail was my research journal that served as a process that ensured the
details of data analysis, interpretations of the researcher, and the decisions that led to
findings of this study were transparent and consistent. | used my research journal as my
audit trail, and the journal included an account of my idea, thoughts around my biases,
notes from brainstorming, and the process | took to ensure my data was grounded in the
analysis. All data is kept including, audio records of interviews, transcripts, and
researcher notes and saved for five years and available for review if it is needed.

Findings

| present in this section, composites that provide textural/structural descriptions of
each participant. | then present the specific themes that represent the essence of social
workers’ experiences With children with special needs. | note that | tell the participant’s

stories from my perspective.
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Individual Composites

Mae

Mae is a 45-year-old social work parent that parents only one child. Mae is
married and has incredible support from her husband. Mae has been a social worker for
over 19 years and has worked in various settings to include a mental health facility,
medical setting, and private sectors. Mae is currently unemployed due to her job cutting
back employees. Mae, however, is looking for employment but has not placed much
emphasis on it now due to spending as much time as needed with her daughter as well as
taking time for herself before re-entering the workforce. Mae’s daughter is 14-years-old
and has diagnoses of Cerebral Palsy and ADHD. Mae’s daughter was diagnosed with
Cerebral Palsy at or around six months of age and ADHD in her toddler years. Mae, at
the time of her daughter’s diagnosis, was a social worker and she did not allow herself to
think much about her child having a special need as she focused on trying to get the
appropriate services in place to meet the needs of her daughter. Mae’s daughter,
however, does not stand or walk independently and she uses forearm crutches a lot of the
time, a walker some of the time, and if they are going longer distances, she will use a
manual wheelchair. Mae’s daughter diagnosed in her early years is now age 14 and Mae
realizes she still has some unresolved feelings as it relates to her child having special
needs, “I’m just not adjusting as easy as others.” For Mae, “having a child with special
needs in a sense is a type of ongoing loss regardless of when the diagnosis was given or
when the issue is first noticed.” She resents the thought that her child will never get to do

the things that others will do. “There is the thought one has about your friend’s children
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doing or being able to do the things that your child has not done or your child’s friends
being able to do the things that your child has not.”

She feels like she is on a journey with her child and this journey places them in a
new area where she has not been before. She has not worked through her anger and at
times feels that what she and her daughter have had to go through related to her
daughter’s special need is unfair. Mae feels that there are others that embrace the journey
differently, but she has not gotten to the point of acceptance and sometimes feel
emotionally stunted although she is a social worker. There are times when she feels she
should be in a different place but feels it could be due to her not giving herself time to
work through her issues of her child having special needs.

Mae remembers times when she was employed she would have to get dressed an
hour earlier before waking her daughter up and getting her dressed. Mae would have
rough starts to her morning, and when she would get to work, she would be worn, “I have
been in a battle, and I’'m pretty worn out.” Mae also remembered times when she felt
tired before starting to work because of having to address her daughter’s behaviors before
getting to work. She would also experience being overly tired by the end of the day on
those days. Because of starting work tired and worn, Mae found it hard to be patient with
clients’ irritability or their frustration because of everything she had to deal with at home.
She also felt it is challenging to listen to clients’ problems and stressors and felt like her
emotional energy was being taken up. Mae’s job was stressful and demanding. When

she got home she found managing her emotional energy was even more challenging
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because she had to address the issues at home with her daughter. She was unable to tell
her child to go and do this or that and found that it was more work when she got home.

Mae felt that when she was at work, there would be times when she would have to
wrap up her feelings because she would have clients to see and she would have to deal
with their issues and problems. She remembers many times when she spent a lot of
emotional energy working with clients and had only minimal energy left to deal with
personal issues. When she attempted to allow herself to address personal issues around
her thoughts and feelings about her child’s diagnosis, she pushed them down, more
specifically when she was at work. If she was at work, she did not want to address her
inner thoughts and feelings because she did not want to look “teary-eyed” therefore she
“reluctantly” allowed herself to be in the “client chair” or give space when there was time
allowed to do so. So, she put herself in the category of “I’m a social worker, and I’'m
strong.” Mae felt that part of her experience is knowing the way parenting affects you.
She realizes that she may have had to deal with her personal life in different ways than
others because of the nature of her child’s special need and the fact that other parents may
have time to process the thought of their child having issues more so than she has.
Kate

Kate is a social worker that is 41 years old. She is a wife and a mother of two
boys that have identified special needs. Kate has been a social worker for over 19 years.
Kate began her early years as a social worker in a child and adolescent program in an
acute care behavioral hospital in the state she currently resides. Kate however currently

works in education as a social worker, as well as owns a business. Kate has two boys that
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have special needs. Kate’s oldest son has diagnoses of Autism, ADHD, and Muscular
Dystrophy. Kate’s youngest child has a diagnosis of ODD and ADHD. Kate faced some
stressful times when her children were younger and diagnosed. Kate said:
Times were pretty stressful for the family when the youngest entered
kindergarten, and we didn’t know what was going on because we did not see
those behaviors there at home, but at school he was having those behaviors and so
at that landmark coupled with the landmark of the oldest being diagnosed with
muscular dystrophy those probably were the two times when it was really, really

difficult.

When Kate learned of her oldest son’s diagnoses, despite the stressful times, she
did not allow the news to defeat her, bring her down, or make her feel less than a mother.
Instead, she was empowered to learn and understand what she could do to ensure he has a
good life. As a social worker however experiencing stressful times, Kate views having
children with special needs and experiencing stress through the lens of the strength-based
perspective. Kate has had some stressful times but relies on her husband and the skills
she has obtained as a social worker to help work through any thoughts she has. Kate and
her supportive husband have not and do not focus on the special needs of their children,
“what they cannot do” but place emphasizes on “what they can do.” There are times
when it takes her oldest a bit longer to complete tasks because of the type of illness he
has, but she expresses being patient and understanding with him. She focuses on the
positives that he can do and if they need to come back to something they will pick it up

on another day. “I try to use the strengths perspective and push my oldest son to do things
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he can, but with his cognitive ability there is only so much he can get through before he
results back to doing what it is he wants to do.” Her youngest son responds to and
comprehends positive re-enforcements, praises, and strengths a lot better than her oldest
son, and he can see the short-term awards that she and her husband both teach him on.

When the children were born and first diagnosed, Kate and her husband
immediately communicated positive thoughts to themselves as it related to their children.
Kate seemingly has viewed the special needs of her children in such a way to help build
them and educate others on moving forward and not allowing anything to stop them from
doing what they are capable and able to do. Kate feels she has an understanding
clinically on how autism, attention deficit disorder, and ODD works and so although she
does not always overlook some of the things done by her children, she feels it gives her
more insight than a parent who is not clinically trained. In her experience, she finds it
helpful to communicate with her children and others about things that are going on, and
has often found herself doing things she has advised other parents to do with their
children; even in self-management so that she can care for her children and they care for
theirs.

Kate’s job is demanding as she works in education as a social worker, along with
running her own business. She also feels that her home is the third job. Her main
employment is not a typical 8-4 job where she gets off directly at 4 PM, so some days she
struggles to maintain a balance between the job and the home. There are days when she
is exhausted so when she gets home the only thing she wants to do is cook or fix a

sandwich, help the children take baths and get them in the bed so she can get in the bed
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too. For the 2-3 days of the week she finds herself overly exhausted at work, she walks
in the home and turns everything over to her husband, and he knows he must take over
everything with the boys for that night as she is too exhausted to do so. Kate has the
support of her husband to assist her with their children along with setting routines and
expectations that help her with the children. “The children are able to get their
homework done at school so when they get home if they still have homework it is only
one or two questions.”
Helen

Helen is a 38-year-old married social worker with one child age two that has a
special need. Helen’s child has a diagnosis of bronchomalacia, which causes him to have
a trach, ventilator, and a G-Tube. He also has pulmonary hypertension. Helen’s son
diagnosed at birth with a special need that posed challenges with managing her thoughts
and feelings surrounding her child’s special need. Helen’s son was born at 25 weeks
which made him a preemie with these issues. Helen was terrified, overwhelmed, and felt
helpless when her son was born due to him being so tiny and fragile also because there
was so much to learn surrounding caring for her son because of his special need. Helen’s
son was so tiny, and she had reservations around wanting to hold him. “You have these
reservations about holding him, and you’re thinking the nurses will tell you that it’s
possible that he cannot handle you holding him, but also tell you can try holding him
unknowingly if he can handle it or if you can handle holding him.” Helen’s son was
fragile and tiny, and she had so many reservations and she would not allow him to be left

alone.
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Helen was fearful and scared that something would happen to her child if she did
not always have eyes on him. When she first brought him home, his care required 24-
hour supervision. Because there was a requirement of having to supervise her son for 24-
hours and balance the home, Helen found it challenging. Helen said,
In the beginning, when we first brought him home my mother would come and
stay for a couple of hours, and that would allow us to go to the grocery store, and
that was very helpful, she did that for months, and she would come once a week
and be the second person there. If | needed to go to work, | would leave my
husband, and a nurse at home or my mom would come over and replace me. In
addition to my going to work, if | needed to go to the store or my husband wanted
to go on an outing, the nurse and the other person would be at home. We tried to
make sure that were always two persons in the home with our son in the

beginning.

The nurses are in the home 24 hours a day, five days a week. She and her
husband are responsible for his care on the weekends. When her son was first born, there
were two persons with her son 24 hours a day because they were scared to leave him by
himself with just one other person in case he began choking on something. They would
not leave their son for 30 minutes to go to a store or to get themselves together for the
day. She felt, “someone needed to be there to administer CPR while the other person is
calling 911”. During this time, she and her husband both would be home with the nurse
and this continued for months. There was a constant fear that something would happen to

her child if only one person were left to supervise her child because of the seriousness of
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his special need. If the nurse called in due to having sickness in her family, she and her
husband would take everything that her child needs into their room and he would sleep in
their room.

Helen found it hard to manage and balance her life; she indicated that “managing
and balancing life is an incredibly hard thing to do,” although she is a social worker.
When Helen’s son was first born and for a year or two afterward, she was unable to work
for about 8-9 months, and life for Helen and her husband felt abnormal, “there were so
many things that were not right when you first have a baby.” She felt a loss of time,
specifically in the beginning as she fought for things to be normal or make them slightly
more normal than what they were. She, however, tried what she thought would bring
some normalcy to them and one of those things were by getting a picture with Santa
Claus since it was his first Christmas. Other things she would do as he aged would be to
share in times with her parents at their home, take a trip to the beach, take a trip to the
z00, buy him toys, and take him to other children’s birthday parties. Helen engaged in
these different things but would continue to have feelings of abnormality. It was not until
she read a book named, “On the Night You Were Born” by Nicole Tillman, that changed
her perspective and view on having a child with special needs. Once she read the book
and connected with other support groups, she realized that “this is doable.”

Her son is three now and although she feels that life has become very normal,
there are still days she would say the opposite as her child still has some delays. She
strives to make what she calls a normal life work for the family. She now “deals” with

him having a trach and 24-hour nurses that are in the home five days a week and
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considers this to be a part of her norm. She now feels that she has gained more
perspective that this is who her son is with extra accessories, so she and her husband try
to make the best of it and enjoy. Before she could gain more of a perspective with her
husband, she and her husband went to couple’s therapy. She and her husband went to
couple’s therapy because having a child with a special need was hard for them to process
despite her training as a social worker. Her son was born before their 1st anniversary,
and they were newly married, but they learned how to support each other through those
times.
Shan

Shan is a 37-year-old medical social worker that has worked in the social work
profession for approximately 12 years. Shan’s married with two children age ten and
seven but only one child has an identified special need. Shan’s husband is not the father
of either of her children but supports her and the children in every aspect of their lives.
Shan’s child has sickle anemia SS. Sickle anemia SS is a specific type of Sickle Cell.
Shan’s daughter also has asthma. Shan’s daughter in addition to being diagnosed with
sickle anemia SS and asthma she had a CVA (stroke) in 2011. This type of stroke is a
physical stroke discovered on a scan that doctors conducted during a hospital stay. At 18
months Shan’s daughter was lethargic, gazing off, and staring off into space. “My child
wasn’t eating, she was throwing up, and her blood count was very, very, like off the
charts, they were abnormal,” and this is when she found out her daughter had sickle cell.

Shan immediately went into “adjustment mode,” and it didn’t take her long to

adjust to the news of her daughter having sickle cell. She attributes being able to adjust
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to the news of her daughter’s illness to be a social worker before she became a mom. She
understood that there is an adjustment period that comes with persons having chronic
ilinesses as well as dealing with individuals in her field. She has had to adjust, but she
tries very hard not to allow her daughter’s illness to stress her out. There are times when
she has become frustrated because of the process her daughter goes through by having
this illness as well as the responsibility of taking her daughter to medical appointments.
However, she strives not to allow herself to become stressed.

Shan has a great support system, but she had moments of despair especially when
her daughter was small despite support from her family and her daughter’s paternal
family. She had support from her family and her daughter’s father, but she did not have
the option to take a step back from caring for her daughter. Shan said,

Me and my daughter’s father are not together, and | am the primary caretaker;

Although he was a support, he had the option to say, “I’ll be there shortly,” or “I

have to go to work,” or “I can’t come right now”. He had those options, and it

used to make me upset that | could not say to my daughter,”. We are not going
right now,” “I can’t come right now,.” “I did not have those opportunities to do
that. And when my daughter would get sick, and | had plans already or had
something to do, | would have to put my plans on hold.

She continues to care for her daughter and implement supports and resources for
herself and her daughter but still feels like things are unfair at times. “I almost felt that
things were unfair that | had to center my life around her so that | would get upset with

my daughter’s dad, I wanted him to be able to endure the same things I had since I was
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her mother.” Shan works as a medical social worker and knows that there are things she
and her daughter will endure, but she struggles at times with the thought of having to do
things by herself as well as having to see her daughter go through the things she goes
through when her illness flares up. Shan said,
When my daughter is sick late nights, | have to get up and get her out of bed
while she is still sleeping but because she has fevers | have to take her and drive
to the ER without knowing how long we will have to be there and so her dad is
not there, so sometimes I get mad. I get upset because I’'m not able to take away
some of the things from her, like the pain and | wish I could take away some of
the things she has to endure. Sometimes | feel depressed, not clinically depressed
but it makes me feel down or helpless, and so | would get upset with the thought.
Before becoming a medical social worker, Shan worked in Child Welfare as a
social worker. Shan had to quit this job to care for her daughter. Shan felt that she could
not work in child welfare and take care of her daughter healthcare needs. Shan, however,
is aware of the feelings she has for her family overall but has had hard times processing
things when her daughter is sick. She has become more insightful, attentive, and aware
of when child is entering a crisis.
Kelsey
Kelsey is a 41-year-old social worker that is married with one child age 17.
Kelsey’s child has an identified learning disability. Kelsey has worked as a social worker
for 10 years. For three and a half years of her social work career, Kelsey worked in child

welfare with the remaining six and a half years as a medical social worker. When Kelsey
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learned that her son had a learning disability she was not a social worker. Kelsey,
however, received her degree in social work when her child was age 10. Kelsey found
parenting her son as challenging and difficult before obtaining her degree in social work
and actively working as a social worker.

Kelsey specifically was challenged mentally and emotionally surrounding having
to deal with her son’s learning disability. When Kelsey’s son was in the 1% grade, he did
not comprehend his academics as quickly as others his age could. Kelsey was in denial
about her child not being able to comprehend his academics despite the resources she or
teachers employed to assist him. In addition to being in denial, Kelsey would also get
mad at her son because he could not retain the information she had just discussed with
him. “I mean I would have just gone over the information with him, and he would just sit
there and look at me like I do not know what you are talking about,”. Because her son
was unable to grasp the information, Kelsey’s frustration increased because she did not
understand how her son did not know the information. Kelsey was in such denial that she
would not adhere to teacher’s advice to get the child assessed for the learning disability.
Kelsey would continue this denial for years and would place her son into different
schools to prove the teachers wrong. “I am going to show them that he can do this
work.” When Kelsey enrolled her son into another school in which was a private school,
there was a positive turn-a-round with his academics. Kelsey withdrew her son from the
public-school system and enrolled him into a private school system where there were
smaller classes and more time provided for one on one intervention with the teacher to

complete work.
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When Kelsey’s son was about nine years of age in the 4" grade, he was enrolled
back into the public-school system partly because the private school sector stopped their
academics at the 4™"-grade level. During the transition of her son from private-school
back to public-school, Kelsey had obtained her degree in social work and became a social
worker within child welfare for a couple of years where she worked with families who
had children with multiple special needs. Kelsey felt that she had been equipped with
skills to help others get through tough times and help them to mitigate or reduce their
anxieties around their child’s special needs. Kelsey however, still found it hard to
manage her feelings and thoughts around her child’s special need.

Kelsey’s son retained 5"-grade after returning to public-school. Kelsey felt
helpless because he had done so well in private-school. When Kelsey’s son was in 5
grade at the public-school, she found herself spending late night hours helping to
complete homework although they would start the homework as soon as they got home.
Kelsey said,

| could see the frustration over his face, and so my frustration would increase. |

can remember just having to take him to his dad after school so that he could help

him with his work because | would get so mad at my child. | also remember
saying, “What is going on with me” and “How could my child not know things,”
when | have worked so hard for him to know things and put every resource before
him? | just could not understand it.

Kelsey felt like a failure and felt completely helpless. Kelsey had placed her

son’s ability to not comprehend things quickly as other children on herself as if it was
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something she had control over. She had been able to help others in her profession get
through these tough times with their children having these issues more effectively than
what she was doing. After being a social worker, Kelsey felt that she was failing her son
because nothing she did seem to help him. She was unable to fathom that her child of all
people would have a learning disability. Kelsey would stay up at night and cry at the
thought of her child not comprehending the academics as she thought he should, she
would wake up in the middle of the night thinking about what could she do. She obtained
a tutor for him but he was unable to retain what was learned initially until he got older.
Kelsey felt shame, guilt, and embarrassed because her son was retained two grades, once
in the first grade and once in the fourth grade. She believed that teachers, other
professionals, and her friends thought she was not providing her son with the tools
needed to succeed in his academics.

Despite Kelsey having these thoughts and feelings of being a failure, Kelsey had
support from her husband, extended family, and child’s teacher. Kelsey’s family would
support her in making her own decisions for her son as they felt she knew what was best
for him. After a conversation with her son’s teachers along with putting herself aside,
Kelsey would allow her son to complete testing to receive the resources that would help
him daily. Once Kelsey allowed her son to complete an assessment through testing, he
received services that assisted him. Kelsey’s son had been retained but was granted
authority to participate in a program that allowed him the opportunity to skip two grades

if he did well. Kelsey now felt a sense of relief but still felt a sense of shame because she
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was now a social worker and her son had to receive assistance to this magnitude. Kelsey

said,
| am okay with the process, but I just hate that | was so bull-headed and would
not see that my child needed help. I felt that people would look and talk about me
and say, look at her, she must not be teaching him at home, she is a bad parent,
her child does not know anything, and in reality, he was suffering but I could not
get out of my way and on top of that | was a social worker.

Eva

Eva is a 44-year old social worker with two adult children, one boy, and one girl.
Eva’s daughter is 20 years of age and has a diagnosis of Chaka Marie Toothe. Chaka
Marie Toothe is an illness that affects her daughter her legs, feet, and arms. This illness
limits her physical abilities such as walking, running, jumping, skipping, and hopping,
and she cannot carry objects. Eva, when her daughter was two years old, began noticing
that her daughter was taking longer to walk than expected. She noticed her daughter
favored crawling over walking. She remembered thinking, “Why is this girl scooting
over this floor versus walking”? She also noticed that her daughter struggled to stand for
long periods and it took great effort for her to take steps, “I said something just isn’t right
with this.” When her daughter turned three years of age, she figured there was something
more going on and that further evaluation was needed. “See, with my son I did not have
these issues, but I knew something was not right with her turning 3 and not wanting to
walk as much”. Eva got the evaluation of her daughter and realized that her daughter had

an illness known as Chaka Marie Toothe. Eva went through a period of being angry,
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blaming, denial, and depression. Eva immediately shut others out and clung to her
husband, her daughter, and her son. She blamed her husband’s side of the family because
they have family members with the same illness. Eva stopped going out with friends as
she thought she had to always be there for her daughter. Eva began sheltering her
daughter in her toddler and teenage years and continues to worry now about her life
choices.

Eva was not a social worker when her child received a diagnosis, but she
experienced many of the same mixed emotions as a non-social work parent. When her
child turned seven, Eva obtained a Masters of Social Work and became a child welfare
social worker. Eva worked as a child welfare social worker for eight years but then
switched jobs to become a medical social worker in a hospital. After Eva became a
social worker, her capability to manage her emotions was a lot easier at times, but there
was still a level of difficulty she faced with managing her emotions and feelings
surrounding understanding why her daughter had to be the one with this illness. Feelings
surrounding life not being fair continued to plague Eva’s mind, but she knew that “pity
parties” and feeling sorry for herself was not an option. She reminded herself and her
daughter that they could visit the place of “why me” and “life isn’t fair,” but they could
not live there.

During her daughter’s teenage years, her daughter went through a period of
feeling left out among her friends and her family. Eva, as a mom and social worker, tried
to be there for her daughter but there were times when Eva felt helpless in trying to help

her daughter understand her illness and why she was born with the illness. Eva spent
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countless nights in tears and praying to God requesting that he help her daughter
understand that she had done nothing wrong and to know sometimes life deals
individuals a hand that they are not always happy. “I did not know what to tell her at
times, | felt stuck in helping my child, I could not understand how I was able to help so
many others but could not help my child.”

Eva struggled with thoughts of her daughter not being able to do the things that
other children her age would do because they did not have a special need. Despite Eva’s
difficulties, thoughts, and emotions with her daughter’s illness, she always felt the need
to make herself available, a sounding board, and a safe place for her daughter to share her
thoughts, fears, and needs without worrying about ridicule. Eva would also begin to
include small activities for herself that allowed her time for self.

Eva had shut a lot of family out but managed to reconnect with her extended
family throughout the years, when Eva's daughter received the diagnosis. She continued,
however, to center her life and everything around her daughter so much until she now
strongly believes that both she and her and husband focused so much on their daughter
illness that they did not take time out for each other and now they are separated.

Kay

Kay is a 38-year-old married social worker with one son age 12 that has a
diagnosis of ADHD. In Kay’s mind, her son was unofficially diagnosed when he began
school as a Kindergarten. She met with the pediatrician and discussed the behaviors she
had seen, and the pediatrician prescribed medication for ADHD, but there had not been

an evaluation completed from a psychologist/psychiatrist. Kay believed her son was
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being a typical child that displayed having higher energy than what she had seen from

other children. When Kay’s son received a diagnosis with having ADHD, she had been
practicing as a child welfare social worker for at least two years. Kay has almost 13
years of experience as a social worker and currently works at a hospital as a medical
social worker. Kay remembers her experience with her son initially as being “crazy.”
Kay said,

Teachers were calling 24/7 and saying, hey you need to get him evaluated and

you need to come out to the school because he won’t stop talking and he won’t

stop moving around; I can’t control him, I put him in the seat and he pops right
back up and he can’t stop talking, he is talking out of turn.

These daily calls were emotionally draining for the first nine years for Kay and
her husband. “How do you explain your child bouncing off the walls and beds, he had so
much energy until it was ridiculous.” Kay had gotten a prescription for medication from
her son’s doctor, but her husband did not want to put their child on medication. Kay
wanted him on the medication, and the teachers wanted him on the medication because
his behaviors were too much to handle. She and her husband would have heated verbal
arguments to the point where if someone that did not know them, they would be scared
and think they certainly would get into a physical argument. She and her husband did not
get into physical fights, but there were many nights they disagreed about their child
taking the medication. Kay, aggravated, eventually allowed him to take the medication

because the calls from the school continued daily.
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Kay felt she was stigmatized, she was frustrated, and she was overwhelmed with
her son’s behaviors, the school calling her daily, and her husband’s denial of their son
having a special need. She found it hard not to be frustrated with everything she was
going through. She was employed as a child welfare social worker during the times her
son’s behaviors were “off the charts,” and her job was very stressful.

She, however, had family that could help her through the process, but the family
did not assist much because of his behaviors. She thought that family was supposed to
help when needed, but that was not the case for her as they would tell her “you know how
your child act.” There were many times when her family would say hurtful things, but
she would overtime not worry about the things that were said.

Sue

Sue is a 65-year-old married retired social worker with two adult children, one
boy, and one girl. Sue has retired for over six years now, she began her career in child
welfare and retired in administration as a child welfare social worker. Sue was a social
worker before her son was born and much of her experience with her son having special
need has been as a social work parent. Sue’s son is age 38, and he has epilepsy. He was
developmentally on target for a few years of his life until one day he started having
seizures and has a diagnosis of seizure disorders, namely epilepsy. Shortly after turning
three or four years of age his life changed in which ultimately changed Sue’s life. She
had to take him to Emory for testing and evaluation. He was given medication there to
help with epilepsy, but something went wrong with the treatment, and suddenly he forgot

how to feed himself, and he forgot that he had been potty-trained. “I didn’t know what to
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think at this point, like what happened to my baby; he forgot what I taught him.” He had

to get a feeding tube, and she had to teach him how to do other things all over again. Sue

said,

Unknown to me at the time, there were somethings he would never re-learn to do
on his own, and I can’t tell you the type of thoughts that started going through my
head. | had one child that was doing exceptionally well and one child that
probably did not realize he was in the world. He, however, is not one that | would
have given away. He is a loving child, and everyone loves to be around him and
this most times allowed me not to think much of his illness until he had seizures. |
try very hard to stay positive because | figure if I am positive | can look at him in
a positive light.

Throughout his life as a child, he would have 15-20 seizures within a week

despite being on medication. When he would have those seizures, there was nothing she

could do but allow them to take its course. She found it difficult when trying to get his

seizures under control and sometimes frustrated with trying different medications to

control them. Those times were extremely painful and difficult, but those times also

helped her to empathize with the clients. Sue said,

| did not know what to do but | was willing to try anything to lessen him having
those seizures, | would have let him try marijuana if they prescribed it. | felt so
helpless looking at him when he would have a seizure.

When he became an adult, he began knowing life in a wheel chair. He broke his

ankle a year after she retired and found himself in a wheelchair and she has been pushing
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him around ever since. He continues to be non-verbal and incontinent, and he wears
diapers. She cares for him 24 hours every day, and although she cares for him daily, she
does not allow him to keep her from doing what she is doing as she takes him everywhere
she goes. She is a treasurer at the church and loves going to the church and getting with
some of the women of the church. She has a routine schedule with feeding him, dressing
him and putting him in the bed. Some days are better than others, but she is grateful to
have family to assist her through the difficult times.
Themes

The themes in this study depicted patterns of data that provides an important
description of how and what the participant’s experienced. There were two themes in
this study, and they were 1) coming to terms with child having a special need and 2)
balancing home and work life. These two themes are the broader view of the
participant’s experience. After that, I discuss sub-themes such as self-care, supervision,
and participants having an awareness of resources regarding their interaction with this
phenomenon as a break down to state the effects of what the participant experienced and
how the participants interpreted that experience. These factors are important within the
study as they were influences on the experiences of the participants.
Coming to terms with having a child with special needs

Coming to terms with having a child with special needs in this study is defined as
social work parents recognizing, understanding, and accepting that their child has a
special need. When children were born with or were discovered to have a special need,

participants in this study initially experienced different emotions. Many of the
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participants in this study struggled initially to admit to themselves their thoughts,
feelings, and emotions they were having around having a child with a special need.

Participant’s initial experiences with having a child with special needs can occur
in a variety of manners. They may, for example, experience grief, loss, denial, anger,
confusion, and guilt. They may also experience love, joy, and happiness. Some of the
participants in this study experienced feelings of loss, anger, and confusion at the birth of
their child while others experienced these feelings over time. Participants’ in this study
experienced challenges in managing their emotions around their child having a special
need. Participants’ experiences varied, but some participants’ felt the need to pray and
adjust their expectations. A couple of the participants expressed anger, guilt, shame, and
denial although they were social workers. Mae said,

There are times when | would have anger at my body and say things to

myself like, I’m just not adjusting as easy as others. | have not worked through

my anger and feel like this is unfair. | know there are others that have embraced

this journey but I’m not at the point of acceptance, and | feel emotionally stunted.
Shan said,

There were moments of despair when my child was small as | felt things were

unfair as | was always the one that had to take my child to the doctor, or get up

with her in the middle of the night, although her father was a support.
Kelsey said,

| was in denial about my son’s learning disability, and so | took him out of the

local public school and enrolled him into a private school to prove teachers
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wrong. | was so embarrassed when my child retained one of his grades, and so |

felt that others would question what | was doing with him or why I wasn’t helping

him with his work.
Kay said,

Am I a bad parent? I can’t get him to behave, and I can’t get him to act right, and

I can’t get him to get to school and to focus. I can’t leave him with a caregiver

without him showing out, and | get back without getting a bad report about his

behavior.

Social workers are trained to recognize their thoughts and feelings, but there were
times when it was difficult for most of the participants to do this because the experiences
were personal. All participants trained in social work on how to help others manage their
emotions, thoughts, and feelings. Two of the participants, however, were not social
workers when their children were identified as having a special need but became a social
worker years later. Once these two participants became social workers, they received
training that taught them how to help others manage and recognize their emotions,
thoughts, and feelings. Participants in this study, however, would continue to struggle
with managing their emotions, thoughts, and feelings despite being social workers.

Parents with children with physical needs such as Cerebral Palsy or Chaka Marie
Toothe may have different stressors to those parents who have children with other special
needs such as learning disability or ADHD. There are different types of special needs
that children can have. Parents have stressors, but some stressors are more severe than

other stressors depending on the perception of the parent. Participants in this study,
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however, experienced stressors at different points in their life and did not report a lack of
stress because of the type of special need their child had.
Balance of Home and Work

The second theme that emerged in this study was balancing home and work life.
Balancing home and work life was an important aspect for the participants. These
participants understood the need to manage both their home and work life as one could
impact the other. These participants have children with special needs, and they had to
ensure things at home were taken care of so that it did not impact their work. Part of
balancing home and work life for these participants was ensuring they were using self-
care methods, ensuring adequate supervision, and being aware of resources and services
to mitigate their stressors when having to address their issues surrounding their child’s
special need.

All participants in this study found balancing home and work life as a challenge
but made every attempt to keep work at work and home at home. All participants felt
they could keep their home life and work life separate but found it difficult at times when
things came up with their children. When Mae worked at a mental health facility, she felt
that her job was demanding and stressful as she had to see as many clients as she could
within a day. The demands presented problems for her when she wanted to get off and
take her child to the doctor. Mae said,

When | was working, there were times when | had to get off to take child to

medical appointments, physical therapy, and occupational therapy appointments

that were scheduled on a weekly basis and this was stressful as | worked in a
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facility where | almost had a quota to meet, and this job was where | had to see as

many clients as one could.

Kate is an educator and would have to leave work to go and handle the behaviors
of her child whenever they came up. Kate said,

| would have to leave work from time to time to take children to doctor’s

appointments. I also would have to take time off to go to my youngest child’s

school to address his behaviors when he had behaviors.

There are some jobs in social work that seem to require a lot of time and can be
demanding, overwhelming, and prohibit them from being able to care for their child
properly. Shan said,

| worked initially, but I quit my job to care for my child because the job | had as a

child welfare social worker, | found that it was very demanding. When my child

would get sick, my employer expressed that work still needed to be completed. 1

would have to take my child to get transfusions every week and so having a child

that was sickly as my child was, my employment was not conducive for the onset
of my child getting sick.

Participants that found employment with agencies with environments that were
not so demanding felt that their job was very supportive of them taking time off to care
for their child or children. Helen said,

My job was very supportive of me taking time off to care for my son, and when

he has appointments to come up now, my employer supports me with being off

and making sure he is taken care of.
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Eva said,
| have been blessed to have great supervisors that would not mind allowing me to
go take my child to any appointments or taking time out to be with her when she
had a crisis.

Sue said,

I could bring my child to the job when I needed to or I could take off when I needed to. My

supervisors were so great and never gave me a problem when it came time to get off and take my child to

the doctor.When trying to balance home and work life, assistance from family members
could be instrumental. Not all participants in this study had the support and assistance
from their family members, but all participants had support from their spouses. Mae,
Kate, and Helen had support from one or both of their parents. Kelsey, Shan, Eva, and
Sue had support from other family members to help assist in caring for their child or
children with special needs. Kay only had support from her spouse. When family
members were not available or did not express an interest to assist participants in this
study, the participants retreated and took on the responsibility for caring for their children
with most of the assistance coming from their spouse or finding others that could assist
them with caring for their child or children.

Self-care. Balancing home and work for most individuals can be demanding and
challenging. Social workers are trained to ensure they use self-care to ensure a healthy
balance when working with individuals and populations that are vulnerable. Not all
participants were trained and educated in the profession at the birth of their child, but all
had some knowledge around needing to take time for self. Two of the participants were

parents before obtaining their social work degree, but as they were in the process of
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obtaining their degree, they were learning and training to utilize tips surrounding self-
care.

Self-care is a sub-theme under balancing work and home life. For these
participants to manage their home and work life, all participants recognized self-care as
being a necessity in caring for their child with special needs. The engagement of self-
care for these participants is important as it provided them with an outlet and a break
from their everyday demanding duties of caring for their children with special needs.
Mae engaged in activities and scheduled practices that gave her physical activity. She
participated in sports and utilized coloring to help ease her mind and reduce stress. Shan
get a massage at least 2x monthly, treat herself to a pedicure, manicure, and she would go
out dancing. Eva likes to hang out with her friends even if it is for one hour once a week.
Kay likes to hang out with friends or get a pedicure. Sue likes to go to the church and
hang out with some of the women from the church, and Kate likes to watch “ratchet
television.” Many of the participants found themselves trying to engage in self-care even
if it would seem small to others; it was big for them. Each participant expressed the
importance of taking time out for self to reduce the stress they had.

Supervision. Supervision is the second sub-theme under balancing work and
home life. When trying to balance work and home life with children with special needs,
the participants found they were unable to leave children without 24-hour supervision
regardless of their age. Most of the participants reported getting their children supervised
due to their special need. Mae started out ensuring that her daughter was supervised 24-

hours because of her special need. Her daughter has cerebral palsy and is age 14, but she
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wanted Mae to allow her to stay at home and not attend a daycare program due to her
age. Mae battled with the thought of allowing her daughter to stay at home over an hour
by herself; she eventually allowed her daughter to stay at home for thirty minutes alone
once or twice with the neighbor going over to check in on her.

Supervision of their children required the participants to take precautions to
ensure their child/ren are receiving the proper care. It also required them to always be
watchful in efforts to identify when something is going wrong with their child. Most
parents emphasized and made attempts to supervise their children themselves or by
appropriate formal caregivers because of their special need. These participants expressed
understanding the necessity for their children to have adequate supervision and
appropriate care as they are taught this as part of their values as a social worker and not
only as a parent.

Kate shared that although her child was age appropriate to stay home, his special
need prevented him from being by himself. Because the child needed someone to
supervise him 24 hours daily, Kate had to find her son a program that would allow him to
attend an afterschool program until she or her husband got off from work. Shan
described having to be watchful of her child always because being watchful meant she
could prevent the child from having a crisis. She describes having to be watchful of her
child when playing with others to make sure they are not sick because this could trigger a
crisis for her daughter. If others are sick, they can potentially trigger her daughter’s

illness, and she would have to be the one in the emergency room with her.
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Supervision, however, is typical and is expected for children at certain ages but
for these participant’s supervision is a 24 hour, seven days a week job. These
participants felt their children required this level of supervision daily because of the
child/ren special need. Helen described having two people with her child always because
of the type of special need he has and their fear of something going wrong with just one
person being there. Because her baby has a trach, there was a fear initially that if one
person was left home alone how would they be able to handle him if he is in a crisis.
Helen expressed not being able to breathe for him, do CPR, and call 911 all at once.

Sue describes supervising her son at every feeding. She describes him as not
being able to chew food and only being able to eat things such as ice cream. Her son
does not swallow well, and Sue supervises his feedings to make sure that his foods are
not getting hung up and that he is not choking on things. Kay described having to keep a
close watch on her child to make sure he did not hurt himself when he was younger due
to his hyperactivity. Kay: “He would bounce off walls, the bed, and chairs, and | was
fearful for him, so I had to make sure | kept eyes on him at all times.” All participants in
this study understood the need for supervision for their children. Participants began to
understand that ensuring supervision of their children would be a routine they would have
to manage daily.

Awareness of Resources. Awareness of resources is the fourth sub-theme under
balancing work and home life. Awareness of resources means knowing that resources are
needed and having the ability to reach out to others for help to obtain the services needed.

Understanding what resources, the children needed, provided the difference in mitigating
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their struggles and stressors to deal with their children having a special need. Most of
these participants felt that they knew their child would need services and resources and
were very open to the idea of the child receiving services. Kelsey was in denial about her
son needing services, and it was not until after she became a social worker she
understood how the services would benefit her son. Most of the participants were aware
of the services needed for their child and acted upon them. Sue knew her son had a
diagnosis of epilepsy, but after he turned 3-4 years old, the doctors could not tell her what
was going on with her son for years, so she did not know what services to implement for
him. As he got older his seizures increased and different interventions and medications
were given in efforts to see what would work best. Kay battled with getting services for
her son because of her thinking that she was a social worker and she knew how to handle
her son on her own.

Many of the participants were proactive and did not feel stigmatized when
engaging in the services and were proactive in obtaining the service for their child. Mae
strives to be aware of resources and thinks that most times because she is a parent with a
child with special needs, is more aware in some areas as it relates to knowing where the
resources are more so than the average social worker. She sought psychotherapy services
for her daughter even though it was not warranted now. By being proactive, her daughter
would be comfortable with the therapist by the time hard issues came up, and it would be
easier for her to discuss with the therapist about those issues that have come up. Kate
reached out to the school to assist her oldest son with transportation to and from his

school to home. She obtained transportation for her son when initially she was told he
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did not meet the requirement to ride the bus to the extended day facility. She is versed in
the law when it comes to children with special needs that she filed for a due process with
the Department of Education and had the denial for transportation overturned. Kate also
sought out counseling for her son to help him with his ODD and ADHD behaviors. She
wanted her child to talk freely and express himself with a counselor about the issues that
were going on in his mind.

Most of the participants also felt compelled to educate individuals around them
about their child’s needs on a day to day basis as this helped their children get the
services they needed. Shan educated school staff, family, friends, and individuals in the
community around her child’s illness. She educated teachers on what to look for in her
child and was instrumental in constructing an individualized education plan for her
daughter around her illness. She established communication with others to help ensure
the child was going to obtain the same education as others. Kay helped to educate
teachers on her how to manage her child’s behaviors. There was constantly calling to her
with complaints about her son’s behavior in the classroom. After being fed up, she used
that energy to learn all that she could about ADHD. She put together pamphlets on what
to do and what not to do as it related to her child in the classroom. For the most part,
these participants felt that having knowledge around how to access resources and using
the resources was where their role as a social worker was very beneficial because they
knew how to utilize the services and resources provided to them. These participants

expressed obtaining a list of resources from their resource list and collaborating with
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other helping professionals to obtain additional resources to assist in getting the needs
met for their children.

Most of these participants expressed finding other supports to assist them in
getting the needed resource for their children. Kelsey initially did not utilize the
resources and services that were provided by the school because she thought her child did
not need the services due to her denial and stigma of being labeled as a bad parent. She
was not a social worker at the time of needing to implement the service, but she was
attending school to become a social worker. Although Kelsey was in school aspiring to
be a social worker she felt difficulty to move out of the way so her son could obtain
services. Two years later after becoming a social worker, Kelsey understood the benefit
of her son getting the service and resource needed to move forward. Kelsey had begun
working as a social worker in child welfare and was instrumental in helping moms obtain
services for many children that were like her child. The services and resources to help
Kelsey’s son were explained to her explicitly and the service would assist her son daily.
Kelsey is accepting of services but still struggles with knowing her child has a special
need. Participants in this study continued to struggle with their child having a special
need but understood the need to access services and resources to meet the needs of their
children.

Summary

The purpose of this study was to gain insight into the lived experiences of social

workers who parent children with special needs. The results in this chapter represent

descriptive responses from interview questions, which represent the essence of this
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phenomenon. Results from the study yielded that participants struggled with coming to
terms and accepting their child has a special need. These participants experienced loss,
anger, frustration, and even became overwhelmed as they went about their day caring for
their children with special needs. Most of these participants also found it difficult to
maintain a balance between work and home. Many of the participants attempted to keep
things separated but had to work hard at it and implement self-care into their lives to
ensure they were taking care of themselves. Social workers who parent children with
special needs shared their experiences, perspectives, and beliefs around the phenomenon
they experienced daily. In Chapter 5, | will interpret my research findings, and 1 will
discuss the limitations, recommendations for future research, and implications for social
change.
Chapter 5: Discussion, Conclusions, and Recommendations

In Chapter 5, | interpret the findings, limitations, recommendations for future
research, and implications for social change within the context of the literature and
theoretical framework. The purpose of this qualitative study was to explore the lived
experiences of social workers who parent children with special needs. My goal for this
study was to understand and gain insight into the lived experiences of social workers with
children with special needs by conducting a qualitative research study using a
phenomenological approach. | used Moustakas’s (1994) phenomenological approach to
seek the essence of the phenomenon.

Two major themes and three sub-themes emerged through data analysis. The two

major themes were, (a) coming to terms with having a child with special needs and (b)
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balance of home and work life. The three subthemes related to theme two were (a) self-
care, (b) supervision, and (c) having an awareness of resources.

| discuss the five systems of ecological theory, the microsystem, mesosystem,
exosystem, macrosystem, and chronosystem in the interpretation of findings. | discuss
microsystem and macrosystem in theme one, and | discuss microsystem, mesosystem,
exosystem, and chronosystem in theme two.

Interpretation of the Findings

My intent in this study was to explore the lived experiences of social workers who
have children with special needs. The findings in this study were from the experiences of
the eight social workers whom | interviewed. Developed from the research question, my
field notes, literature review, and the theoretical framework are key findings that
grounded the study. | identified two major themes and three subthemes through
phenomenological data analysis.
Theme 1: Coming to terms with having a child with special needs

Learning that a child has a special need can have a significant impact on parents
(Vanegas & Abdelrahim, 2016). Much of that impact might be influenced by the
microsystem and the macrosystem. According to Bronfenbrenner (1974), the
microsystem in ecological theory is an experience that is influenced by the direct
interaction between a parent and a child. The macrosystem of ecological theory includes
information around the culture of a community in which parent lives (Bronfenbrenner,
1979b). The messaging around individuals with special needs in a community can

influence how parents perceive their experience with parenting their child with special
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needs. These two systems of ecological theory can be used to understand a parent’s
experience and have an impact on the way they interact, respond, and care for their child
with special needs. Parents in this study faced difficulties and challenges while
interacting with their child, responding to their child, and caring for their child with
special needs.

Parents generally do not expect that their children will have special needs until
they are faced with a child identified as having a special need (Lee & Park, 2016;
Vanegas & Abdelrahim, 2016). When parents identify that their child has a special need,
challenges arise, and their expectations shift about what they envision for their children
(Vanegas & Abdelrahim, 2016). Participants in this study have children with a special
need, and some participants described having to shift expectations from what they
initially imagined life would be for their children. One participant in this study noted
how her child would not be able to play like children who did not have special needs.
Mae said,

having a child with special needs in a sense is a type of ongoing loss regardless

of when the diagnosis was given or when the issue is first noticed. There is the

thought one has about your friend’s children doing or being able to do the things

that your child has not done or your child’s friends being able to do the things that

your child has not.
Another participant felt that she had to fight for her child to experience normalcy, unlike

children that do not have special needs. Helen said,
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When my son was first born for a year or 2 afterward, life felt abnormal; there were so many
things that were not right when you first have a baby. It felt like a loss of time, specifically in the
beginning as | fought for things to be normal or make them slightly more normal than what they were. |
now deal with him having a trach and 24-hour nurses, 5 days a week. | have gained more perspective that

this is who my son is with extra accessories, so my husband and I try to make the best of it and enjoy the

time we have with our son.Parents have expectations of their children being high achievers in
both their academic and professional lives, also living independently, and having families
of their own (Zechella & Ravala, 2016). Because of having these expectations, parents
re-prioritized their expectations and values for their children once the child had been
identified as having a special need (Zechella & Ravala, 2016). Findings in this study
revealed that participants had expectations for their children. While participants did not
explicitly state what their expectations and values for their children were, they expressed
the struggles they faced unlike parents with children who did not have a special need.
These participants reported having to shift from thinking that their child would one day
become independent in making sure their child would have 24-hour supervision by an
appropriate caregiver. One participant in this study discussed how her thinking shifted
from when her son was an infant into his adulthood. Her son was not born with a special
need, but as he grew from an infant to a toddler, he was diagnosed with a special need.
As her son aged, his identified special need required more of her becoming a caregiver
than teaching him to become independent. The participant maintained being a caregiver
for her child into his adulthood as he was unable to become independent.

Participants shared in their stories throughout this study about their children not

having the ability to participate in activities in the same manner as children without
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special needs. Many of the participants expressed how they felt it was unfair that their
children were unlike their peers. This information aligns with research that found parents
of children with special needs are unable to let go of hopes that their children might
someday become like their peers (Park & Chung, 2015). Most of the participants in this
study did not hold on to hope that their child would be like their peers because of their
types of special need. The participants felt at times it was unfair to experience the
challenges they experience, unlike parents that do not have children with special needs.

In addition to feeling that their experience was unfair, parents experienced a
variety of mixed emotions. Research reveals that parents often experience a range of
emotions such as confusion, loss, disbelief, anxiety, despair, remorse, and grief when
learning and knowing that their child has a special need (Price & Oliverio, 2016; Smith et
al., 2015). Research also reveals that parents can experience love, hope, and joy with a
child who has a special need (Price & Oliverio, 2016; Smith et al., 2015). Participants in
this study experienced love and joy for their child with special needs but also experienced
emotions around disbelief and grief. Findings in this study revealed that participants
experienced being stressed, angry, stigmatized, confused, and in denial surrounding their
child having a special need. Despite being trained as a social worker, many of the
participants felt something internally were wrong with them because they had a child
with special needs.

Many of these participants struggled and faced challenges as they parented their
child with special needs. Park and Lee (2016) stated that experience in the ecological

theory’s microsystem is affected by the direct interaction between parent and child.
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Within microsystem, parents can be influenced by the way they interacted with their
children. A parent’s view of their child and the child’s special need influences the
interaction and activities they have with their child. Factors within the microsystem that
might influence this interaction between a parent and a child are the parent’s personality,
attitude, and ability to be flexible, and the specific special need of the child (Galasyuk &
Mitina, 2018). Participants in this study discussed their level of interaction with their as a
positive relationship, despite being stressed. Participants in this study shared their views
on interacting with their children and how they tried to help their children experience
normal activities. Trying to implement activities that are considered normal can at times
become stressful and can leave parents feeling negative. Findings in this study did not
suggest that participants viewed their children in a negative manner. While the
participants did not view their children negatively, some appeared to struggle more than
others with the child having special needs. This additional struggle could have been due
to the type of special need of the child. Additional research is needed to understand
specific types of special needs a child has, to determine if parents struggle more based on
the type of special need. All participants in this study had children with special needs but
the children had different types of special needs, such as Cerebral Palsy, Bronchomalacia,
ADHD, Autism, Sickle Cell Anemia, Chaka Marie Toothe, Learning Disorder, and
Epilepsy, however, examining these differences was not the purpose of this study.

| used the macrosystem of ecological theory to look at how experience is affected
by the culture and messaging of a community around children with special needs. This

experience can influence a parent. The culture of a community can influence how
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parents perceive their experiences with having a child with a special need. There is a
need for future research around understanding the culture of a community and how it
influences the parent while parenting their children with special needs. In this study,
there were brief discussions with participants about how they interpreted the culture of
their community around person’s having special needs. Participants commented briefly
in their discussion that their communities were accepting of persons with special needs,
but the data does not reflect that the culture of the community was a significant influence
on their ability to come to terms with having a child with special needs.

The culture and message in the macrosystem of ecological theory could influence
a parent’s experience depending on their child’s particular type of special need. The
culture and message in the macrosystem might include the amount and type of resources
available to families. Services and resources depending on a family’s geographical
location could be limited; therefore, messaging within a community around special needs
are important. Messaging is important because it would determine if the parent can
obtain the support needed within the community to get access to the services and
resources needed for their children. Research revealed that responsibilities shift beyond
family members to the broader community so that families can obtain the services needed
for their child (Muir, & Strnadova, 2014).
Theme 2: Balance of Home and Work Life

The essence of this theme is having to balance home and work life. The
participants in this study found balancing home and work life to be a challenge in

everyday life. This aligns with research that reveals caregivers spending around 30 hours
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a week engaging in caregiving responsibilities for their children with special needs
(DeRigne & Porterfield, 2010; National Alliance for Caregiving, 2009). Not only are
parents engaging in 30 hours a week in caregiving responsibilities, but they are also
doing so while maintaining employment (National Alliance for Caregiving, 2009).
Morris (2014) noted that a caregiver’s employment is impacted by their caregiving
demands. Findings from that study revealed that parents of children age 6-17 with
special needs went to work and found work to be a form of respite to alleviate high stress
levels while parents of children ages 0-5 worked less because the younger children
required more medical treatments, doctor’s visits, and other appointments. Parents also
had a higher level of concern about their child being in the care of others at a young age
in which caused them to work less (Morris, 2014). Shan, a participant in this study,
found that work was too demanding when her child was younger. Her daughter required
extensive care, so she quit her job to meet the demands of her daughter. Mae, another
participant, found that her job was very demanding and stressful when attempting to
manage caregiving duties for her daughter. Helen, a third participant, took leave from
work for 8 to 9 months to care for her child. Helen’s son required extensive treatment,
care, and supervision when he was first born. Kay, Eva, Sue, Kelsey, and Kate did not
work fewer hours but found themselves having to adjust their work schedules to
adequately address the needs of their children more than parents of children without
special needs. Findings in this study revealed that home and work life was a challenge

for participants, but they tried hard to keep work at work and home at home.
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When using the microsystem of ecological theory, | looked at what directly
influences the parent as they parent their child with special needs. Self-care methods can
influence the parent’s direct interactions with their child. Balancing home and work for
most individuals can be demanding and challenging. Social workers are trained to ensure
they are self-aware and use self-care to ensure a healthy balance when working with
vulnerable individuals and populations. Findings in this study revealed how participants
over time engaged in self-care techniques in efforts to decrease their stress level with
caring for their child with special needs. Participants expressed engaging in small
activities of self-care when the opportunity presented itself to combat the stress they
experienced. The participants in this study felt that small methods of self-care they
engaged in worked for them.

The mesosystem of ecological theory encompasses the interaction of two
microsystems (Bronfenbrenner, 1974). Within the mesosystem, the two microsystems
that are linked that can influence the parent’s experience are family and providers,
specifically services and resources. Family members and services from providers can
influence the parent’s experience.

Findings in this study revealed participants having primary support from their
husbands and minimal support from their extended family members. Hall and Graff
(2011) noted that parents should not expect all their support to come from their spouse or
partner although it is helpful if most of the support came from the spouse or partner.
Discussion with most participants in this study revealed that extended family at times

were unable to relate to them as a parent and understand the challenges they face.
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Whitmore and Snethen (2018) noted that many family members state they are too scared
to assist in caring for the child with a special need. Some participants in this study
discussed their family members being scared to assist in caring for the child due to the
level of care the child needed while other participants in this study had family members
who either assisted with the care of the children or had family members who did not live
in the area to assist.

Parents experience challenges and difficulty around meeting and ensuring their
children’s overall needs. Many of the participants felt part of this need was to ensure
appropriate supervision of their children due to their special need. Studies revealed that
parents with children with special needs spend more time supervising their children than
parents whose children do not have special needs (Axelsson & Wilder, 2014; Luijkx et
al., 2017). Research shows that parents spend on average 2.1 to 2.8 hours more per day
supervising their children with special needs than those parents of children who do not
have a special need (Axelsson & Wilder, 2014; Luijkx et al., 2017). Findings in this
study revealed that participants felt they had to provide 24-hour supervision for their
children. Participants in this study found that ensuring supervision was challenging at
times and difficult to manage when trying to find the balance of work and home but
adjusted to ensuring supervision was appropriate.

When parents learn that their child has a special need, they often seek services or
resources to assist them with their child. Participants in this study acknowledged their
ability to obtain services due to their profession. Findings in this study revealed that

participants used their knowledge and training from their profession of social work to
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access services to mitigate their stress levels. There are some studies that found some
parents having an issue with obtaining resources and services for their children (Muir &
Strnadova, 2014; Tetreault et al., 2014). These studies discovered that locating resources
was difficult for most families to obtain due to a lack of transportation and a lack of
providers to perform the services (Muir & Strnadova, 2014; Tetreault et al., 2014).
Zapella (2016) conducted a study that had different results and noted that parents
accessed services and found the services beneficial to meet the needs of their children.
Parents may have found services beneficial and easy to access due to their geographical
location and community in which they live. If parents live in rural areas versus a
suburban area, parents may find that the services are limited and access to the services are
limited. Future research could consider parent’s accessibility to services and resources
for their children with a special need while living in a rural or suburban area. Findings in
this study revealed that participants accessed services and resources. Three participants
in this study lived in urban areas where they could easily access services. The other
participants lived in rural areas, and either went outside of their rural area or researched
and located the local services in their rural area. Participants in this study utilized their
knowledge as a social worker and personal resources to obtain services from providers
that their children needed.

The exosystem of ecological theory pertains to the linkages that may exist
between two or more settings that may affect the parent but may not affect their child
(Bronfrenbrenner, 1974). A parent’s ability to take respite services can influence their

parental experience. Respite services may or may not have an impact on the parent’s
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child but can have an influence on parents’ experiences. The availability and quality of
respite care services can influence parents’ experience even though they are not directly
involved. Studies show that parents engaging in respite allows parents to sleep and
regenerate their reserves so that they experience some sense of normalcy (Dyches et al.,
2016; Nankervis et al., 2011). Studies show that parents struggle at times with seeking
respite for their children because they do not know if they can trust the individual to take
on the task of caring for and meeting the needs of their children (Ling et al., 2015;
Whitmore & Snethen, 2018; Virdun et al., 2015).

Discussion with participants in this study revealed they did not utilize respite
services often. Most participants in this study felt the need to supervise their children
because of the level of care the child needed. Many participants in this study also
perceived the need to care for their children on their own because family was either not
around or did not show interest to assist. Participants did not want to place a burden of
care for their children upon anyone, and they faced uncertainties around knowing if the
level of care from someone else would be the same level of care they provide to their
children. Kvarme et al. (2016) revealed that parents of children with special needs spent
less time away from their caregiving duties compared to parents of children without
special needs. Findings in this study revealed that one participant expressed the
possibility of seeking respite services but was unsure if the individual chosen could meet
the needs of her child.

The chronosystem of ecological theory looks at an individual’s development

overtime within their environment (Bronfenbrenner, 1995b). The development of
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children can influence a parent’s perception and experience of and with their children
overtime. Helen knew immediately that her child would have a special need whereas
Mae, Kate, Shan, Kelsey, Eva, Kay, and Sue knew their children identified with having
special needs during their toddler years. That development trajectory changed their
experience and expectations. Having a medically fragile baby is a different experience
developmentally than having a child diagnosed later in life. Abu-Ras (2018) notes that
children who have identified special needs such as psychological, physical, and
intellectual may go undiagnosed for years. Studies note that parents’ experiences could
be at risk for emotional and psychological distress and face difficulties dealing with life
daily (Al-Qaisy, 2012; Khamis, 2007; Mendenhall & Mount, 2011; Woodgate et al.,
2012). As the children aged, their needs changed.

Looking at the child’s development and growth can help parents understand that
their child may require some additional care, time, resource, and services. Children that
are not growing physically, emotionally, and socially may require that the parent take on
more responsibilities of caregiving duties to and for the child more than it would for
children that are developing along the typical continuum. Participants in this study had
children with special needs and the children’s level of care required parents to take on
more caregiving duties for their child. Participants in this study realized that their
children were not meeting milestones and were not developing like children without
special needs and felt that they would have to take on primary care for their children for

many years.
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Limitations of Study

Several limitations have been identified. First, the scope of this study was limited
to eight social work participants who have children with special needs. The social
workers who volunteered for this study may be different from other social workers who
may have experiences with having children with special needs and did not participate. It
is likely that the social work parents that chose to participate in this study were ready to
open up and talk about their experience. Secondly, social media was the primary source
used to recruit participants. Social media sites can reach a vast number of people, but
there could have been social workers with children with special needs that do not have
social media accounts. These social workers potentially were not targeted and could have
provided insight into their experiences of having children with special needs. Thirdly,
participants completed three interviews. However, the two follow-up interviews asked
for clarification of the 1% interview versus engaging in more conversation around the
phenomena of study in all three interviews. Prolonged engagement could have been
enhanced by engaging in more discussion with participants in addition to asking
participants to clarify previous responses in the additional interviews. Lastly, this study
only interviewed women that were social workers with children with special needs.
Themes produced may or may not transfer to men because of gender role expectations
and gender socialization.

Recommendations/Future Research
One recommendation for future research is to look at parents differing level of

accessibility to services and resources for their children with a special need while living
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in a rural or suburban area. Some participants in this study that lived in urban areas had
resources that were readily accessible and available to help them meet the needs of their
children, while participants that lived in rural areas mostly had to travel outside of their
area for services. Secondly, further research should consider looking at the culture of a
community and how it influences the parent while parenting their children with special
needs. Several participants in this study lived in communities where the culture was
sensitive in offering services and resources that would allow parents to meet the needs of
their children. Other participants that did not live in communities where services were
scarce used their knowledge on how to obtain services to meet the needs of their children.
Thirdly, future research should consider the emotional and mental health of social work
parents that have children with special needs while actively working in the social work
field. Participants in this study found that they had challenges dealing with their
emotions, feelings, and thoughts as they parented their children. While participants were
facing these challenges, many of the participants continued to work with families to help
them address the issues they faced with their families. Fourthly, only mothers that were
social workers participated in this study, but future research could show a father’s
perception and interpretation around his experience with having children with special
needs. The fifth consideration for future research is to look at the different experiences of
parents related to the specific special need. The sixth consideration for future research is
to look at other professions to understand what the influence on experience would be to

see if these themes are transferrable to other groups. Lastly, prolonged engagement was a
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limitation. Future research may use longitudinal data to see how the experience changes
over time.
Implications

Participants in this study shared their experiences around their challenges and
difficulties with having children with special needs. An implication from the findings
may be the need to educate extended family members about the level of support needed
for parents as they experience challenges and difficulties related to parenting a child with
special needs. This may improve clarity and help family members understand why
serving as reliable resources may include emotional support and respite services to allow
the parents an opportunity to rejuvenate.

Findings in this study produced knowledge around how participants experienced
with having a child with special needs. This education knowledge can be used to inform
administrators, specialists, counselors, and the profession of social work on ways to
create strategies and interventions to aid workers in addressing their feelings, thoughts,
and emotions around parenting their children with special needs. This knowledge can
inform the social work profession about the importance of building a supportive system
that assists social workers in parenting children with special needs emotionally,
physically, mentally, and financially.

Conclusion

The purpose of this qualitative research study was to gain insight into the lives of

social workers with children with special needs. Phenomenology was the best approach

to allow these social work parents an opportunity to express their stories and for me to
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gain insight into their lived experiences. Findings from this study revealed social work
parents struggles, challenges, and difficulties around their perception and interpretation of
their children having a special need. Coming to terms and balancing home and work life
with a child that has special needs can be challenging. This study may help parents to
look at their environment and understand what influences them. | anticipate that the
social work profession may benefit from this research and the findings could be used to
inform others on how to become more effective in building supports, services, and

resources for families with children with special needs.
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Appendix A: INTERVIEW PROTOCOL

Demographics:

Gender
Age

# of years as a social worker

# of years working with children with special needs
# of children you parent with special needs

Type of special needs the child has

1. Describe your experiences as a parent with a child with special needs?

a.
b.

C.

d.

What is your interaction like with your child with special needs?

How has the school system impacted your experience parenting your child
with special needs?

How have other family members influenced your experience parenting a
child with special needs?

Describe for me the culture/role of the community surrounding supporting
you as a parent with children with special needs?

2. Describe your experiences as a social worker?

a.

b.

C.

How has your training as a social worker influenced your parenting of a
child with special needs?

What has your experiences been like being a professional social worker

navigating service systems in the parental role?

How do you maintain a work-home life balance as a social worker and a
parent with children with special needs?

3. Is there anything else | need to know from you in order to understand your
experience?
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