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ABSTRACT

Parenting a child is a difficult and stressful job.
Children are constantly changing their behaviors which
can lead to frequent increases of stress in parents. The
purpose of this research was to examine the perceptions
of parents of different cultures on how to cope with
stress in relation to caring for a child with Down
syndrome (DS). Convenience sampling was used because the
researchers went to support groups to recruit
participants. The sample of participants consisted of
nine Caucasilan, eight Latino, and three multiethnic
mothers for a total of twenty.

The study found that participants that attended
support groups had a high level of education and income.
The number one coping strategy used by respondents was
prayer and religion. The biggest challenges were the
school system and communication with the child. There
were no significant cultural differences found. It seemed
that parents with children with DS form their own culture
within themselves in order to gain support and knowledge

from each other.
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CHAPTER ONE

INTRODUCTION

Problem Statement

Parenting a child is a difficult and stressful job.
Children are constantly changing their behaviors which
can lead to frequent increases of stress in parents.
Parenting children with disabilities can be more
stressftul because these children are not only displaying
the typical behaviors of their developmental stage, but
they may have communication and medical issues as well.
Parents also are dealing with other stressors like
doctors®™ appointments, defiant behaviors, health issues,
communication difficulties, and not being potty-trained.
As a result, the stress these parents are dealing with
may lead to child abuse, neglect, or maltreatment if the
parents do not have a way to cope.

According to Horejsi (2001), the social work
profession earlier in its history did not demonstrate
competence or interest in the mental retardation field.
This lack, of competence and iInterest was reflected in the

lack of publications between 1956 and 1975 in the social

work profession regarding mental retardation. Moreover,



“society has tended to view retarded persons as less than
human. The institutionalized persons, in particular, have
been subjected to oppression and discrimination”

(Horejsi, 2001, p. 43). There are specific periods in
time in which the rights of people with disabilities were
overlooked, and other periods where their rights were a
priority for political discussion, such as when President
Kennedy was in office.

It is important to state that during the period in
time to which Horejsi (2001) referred, lack of sociai
work competence for people with disabilities is
demecnstrated by the fact that this population was then
placed in institutions where they stayed for the rest of
their lives. During this éra, people with disabilities
did not have the opportunity to show society what they
were capable of accomplishing.

In response to this practice, in 1275 the Lanterman
Mental Retardation Act was enacted establishing the
regional center system in California for providing
services to people with developmental disabilities
(Altshuter & Kopets, 2003). The Lanterman Act mandates
that ail handicapped children, as these children were

then designated, receive special education and related



services designed to meet their needs. This Act mandates
that children with disabilities have free and appropriate
public education (FAPE) that needs to be provided in the
least restrictive environment (Altshuter & Kopets, 2003).

In addition, this Act mandates that an Individual
Educational Plan (IEP) for weach child in special
education needs to be created. The IEP needs to be
reviewed and rewritten every year to make sure that a
child is meeting his/her educational goals (Altshuter &
Kopets, 2003). In 1990, the Lanterman Act was
reauthorized as the Individuals with Disabilities
Educational Act (IDEA). Each state developed its own
policies to make sure it complies with IDEA. IDEA guides
how states and school districts provide special education
and related services to children with disabilities
(Altshutér & Kopets, 2003).

The protection of children with disabilities has
been growing in recent years. Children with disabilities
are no longer excluded from society as in the past.
However, there is still a lot of room for advocating on
behalf of this population. Parents of children with

disabilities need to have the opportunity to give their



insight about their .ways of coping when raising a child

with special needs.

Purpose -of the Study

The purpose of this research was to examine the
perceptions of parents of different cultures on how to
cgpe with stress in relation to caring for a child with
Down syndrome (DS). The findings may thus help improve
information in order to provide better services to help
parents deal with their stress. Such information may also
formulate further hypotheses for subsequent research and
may enrich programs geared towards helping parents from
various cultures raising children with DS.

Although there is much research that points out
parents with DS children have lower stress compared with
those of other disabled children, there is not enough
research that points out the strategies parents of
children with DS put into préctice when coping with the
stress of raising a child with special needs.

To address this deficiency, this study used
qualitative research to gather information about the
perceptions of parents on coping with stress in their

daily routine. The data collection was based on



face-to-face and phone interviews. The target populations
were Latinos and Caucasians. Participants, in this
gualitative study, were afforded the opportunity to
elaborate on issues involving parenting a child with DS.
Participants also had the opportunity to bring to the
study their personal pexceptions and experiences, which
was the purpose of the study.

This study targeted parents that attend Down
Syndrome Association of Los Angeles (DSALA) support
groups. DSALA has support groups for parents all over Los
Angeles, Riverside and San Bernardino Counties.
Therefore, the sample foxr the study was purposeful
because the study was only focused on parents that have
children with DS and attend the DSALA meetings. In
addition, this sample was a convenience sample because
the parents in the support groups were easy to find and
they were available to the study since the researchers
attended the support groups to seek participants to

conduct the research study.

Significance of the Project for Social Work

It is important to look at and talk to parents about

stress because they are the ones experiencing it on a



dally basis. Parents have different ways of copying with
stress and they can educate other parents about this
topic. Stress is a problem that needs to be understood
because of the risk that children with disabilities have
of being abused. There are many things that contribute to
child abuse and stress could be one of them. It is
important to have a clear picture of how much parents
know about ways to cope with stress to develop better
services for these parents. Children with disabilities
are a vulnerable population, and the families may deal
with a lot of stress when there is a disabled child in
the home. These families need to understand how important
it is to learn strategies to deal with stress, and one
way to teach these families about stress is to find out
how they are coping with stress now and then to provide
them with better coping resources for their future.
Thus, it is important to learn about the ways
parents of children with DS manage their stress. This
matter is a concern to DSALA, regional centers, and
Department of Children’s Services (DCS). Providing these
agencies with information may contribute to their
knowledge and training to help families raising children

with developmental disabilities.



The issue of stress and the ways parents cope with
it has always been a topic for discussion. Parents woxrry
that they do not have the resources they need to cope
with their stress. The groups of parents that run DSALA
have a concern about the stress parents’ deal with and
offer workshops on how to release stress. Regional
centers and DCS personnel offer respite for parents to
help them decrease their stress by getting away for a
couple of hours. The one thing all these people have in
common is their concern about the stress parents are
dealing with at home. Therefore, this study intends to
ask parents directly to talk about the ways they cope
with stress. This research may open the door for
communicating directly with the parents on an important
issue like stress.

This.research design involved three phases of the
generalist intervention model: engagement, assessment and
implementation. The researchers engaged with parents of
children with DS, in order to establish rapport with
these parents so that they can voice their opinions about
the stress involved in their lives in reference to
raising a children with DS. After all the data was

collected, results were assessed as to what the needs are



among the groups interviewed. Implementation of programs
or services geared to helping parents deal with stress

was the objective of the study.



CHAPTER TWO

LITERATURE REVIEW

Introdiction

This chapter covers the history of Down syndrome
(DS) in detail to better understand the populations being
studied. The information includes characteristics of DS
and its history. Then, parental stress is defined and the
discussion leads to the effects that it may have on the
family structure. After that, the discussion pursues the
cultural aspects of the population and the different
strategies parents of different cultures use to cope with
stress. This chapter ends with the theoretical approach

that guided this study.

History

DS was discovered by John Langdon Down in 1866. He
described DS characteristics and distinguished DS from
other conditions by noting common physical features such
as straight thin hair, small nose, and a brocad face. Down
was responsible for naming the condition “mongolism.”
Those who had it were called “mongoloids” or “Mongolian
idiots.” It was not until the 1960s that those terms were

protested against by Asian people along with the parents



of children with DS. In response, “the medical community
chose to name the condition Down’s syndrome in honor of

”

John Langdon Down. Later the final “s” was dropped to
become the term “Down syndrome” used today” (Girod, 2001,

p. 14).

Down Syndrome

According to the National Down Syndrome Society
(NDSS) (2007), “Down syndrome affects people of all ages,
races and economic levels. It is one of the most
frequently occurring chromosomal abnormalities found in
humans, cccurring once in approximately every 800 to
1,000 live births” (p. 1).

DS is a genetic disorder that is caused by
abnormalities in a person’s genes. Merriam Webster’s
Medical Dictionary defines Down syndrome as a “congenital
condition characterized by moderate to severe mental
retardation, slanting eyes, a brcad short skull, broad
hands with short fingers, and by trisomy of the human
chromosome numbered 21 called also Down’s, trisomy 217
{2002, p. 3). The American Psychiatric Association (1995)
Diagnostic and Statistical Manual of Mental Disorders

(DSM~1V) does not discuss DS except for a passing mention

10



during the discussion of how to rate different degrees of
mental retardation on Axis 2. In the DSM-IV DS is on page
877 under code 758.0 because DS is a chromosomal
abnormality.

Persons with DS have an extra chromosome, for a
total of forty-seven in each cell instead of the usual
forty-six. The extra strand is chromosome number 21,
meaning that instead of the normal pair; there are three
copies of chromosome 21 in each cell. This led to céll
the condition trisomy 21 (tri-meaning three and -somy for
chromosome) which changes the body’s and brain’s normal
development (Girod, 2001).

Even though people with DS have an extra number 21
chromosome, all of their other chromosomes are normal.
According to Stray-Gunderson (1995) “The material in the
number 21 chromosome is normal as well; there is just too
much of it” (p. 10). The additional material causes a
genetic imbalance and thus changes the normal course of
development. What causes DS and why chromosome 21 sticks
together is still unknown. The only determining factor
related to the likelihood of having a baby with DS is the
mother’s age. According to NDSS conceiving a child with

DS increases with age; a woman 35 years old has one in
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350 chance, and by age 45, the incidence of haviné a DS
child has increased to one in 30 (Dewey, 2007).

There are various characteristics that can be
associated with having DS. Physical characteristics
include low muscle tone in which the muscles appeér to be
relaxed. Low muscle tone can affect the ability for
movement and cause minimal strength in the muscles.
Facial features also show DS characteristics, such as a
nose in which the nasal bridge is flatter and smaller
than usual. The eyes appear to slant upwards like an
almond shape (Dewey, 2007). The mouth can be small and
shallow; the tongue may stick out and could possibly
appear larger in relation to the mouth. The shape of the
head of a DS person might be smaller than a normal sized
head and often times flatter, and the neck might appear
thick and short (Stray-Gunderson, 1995).

Medical problems that can be associated with DS are
heart disorders, vision and hearing problems, a rare type
of leukemia, thyroid problems, missing or misaligned
teeth, and metabeolic irregularities (Stray-Gundexrson,

1995) .
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Stress and Down Syndrome

As previously discussed, children with disabilities
are at a higher risk of being abused than children
without a disability. The Child Welfare Information
Gateway (2001} stated that it is difficult to estimate
the rates of maltreatment among children with
disabilities. One of the reasons is the way each state
collects their data on children with disabilities. Even
though maltreatment is generally defined using the
Federal Child Abuse Prevention and Treatment Act (CAPTA)
and disability is defined using the Federal Americans
with Disabilities Act (ADA), there is still difficulty in
getting researchers and states to collect data in the
same way 1in regards to maltreated children.

Cooker and Standen (2002) stated that children with
disabilities are at risk of being abused; however,
children that have multiple disabilities appear to be at
a higher risk of being abused and neglected. In addition,
there is no reliable information on the number of
children with disabilities who are being abused.
According to the Child Welfare Information Gateway (2001)
it was found in 1997 that children with disabilities were

3.4 times more likely than children without disabilities

13



to be maltreated. Cooker and Standen (2002) indicated
that children with disabilities were 1.7 times as likely
to be abused as children without disabilities. The Child
Welfare Information Gateway (2001) estimated that
approximately 175,000 to 300,000 U.S. children with
disabilities are maltreated each year, and in the United
States, nine percent to fifteen percgnt of all children
have a disability of some kind.

Children that have disabilities encounter challenges
when trying to report that they are being abused. Some of
these challenges include but are not limited to
communication. Children with disabilities have a limited
ability to communicate information about the abusive
incident. Second, if the child is able to communicate,
he/she may not belﬁaken seriously when making allegations
of maltreatment. In addition, in some cases it may be
difficult for professionals to distinguish behaviors or
injuries that are a result of abuse and neglect from
those that may be cause by the disabilities
themselves (Mitchell, Turbiville, & Turnbull, 1999%9).

Parents and families of children with disabilities
are faced with many stressful challenges. Abery (2006)

defined family stress “as a state that arises from an

14



actual or perceived imbalance between the demands placed
on a family and the family’s capability to meet these
demands” (p. 4). Moreover, when the family does not have
the ability to handle additional demands in their
environment this can become an extra stressor on the
family system which puts children with disabilities at
high risk for abuse. It is important to state that when
parents/caregivers experience high stress levels the
chances for children with developmental disabilities to
be abused increases. Moreover, not all members of this
population who raise a child with DS have the tools they
need to care effectively for these children (Petr &
Barney, 1993).

Parents that have children with developmental
disabilities are frequently faced with guilt, depression
and marital distress in the first months after the child
is born. This can lead to maladaptive behaviors (Pelchat,
Ricard, Bouchard, Perreault, Saucier, Berthilianume, &
Bisson, 19989). Moreover, the concept of developmental
disabilities is fairly new; it originated in the early
1970s (Horejsi, 2001). It is important to point out that
the terms mental retardation and developmental

disabilities are commonly used interchangeably. Even
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. b "
though individuals who are mentally retarded are

developmentally disabled, this dbes not necessarily mean
that all individuals-that are dgvelopmentally disabled
are mentally retarded (Pelchat et al., 1999).

Hodapp, Fidlerf‘and Ricci. (2001) stated that when
comparing parental stgéss among children with different
developmental disabilities, parents that have children
with Down syndrome may experience less stress. However,
Hodapp et al. (2001) found that when comparing the stress
levels of parents of children with DS to parents of
normally developing children, the results were different.
The parental stress was higher in parents that had
children with DS than on parents with normal children.

Hastin, Thomas, and Delwiche. (2002) studied the
relationship between'parental stress and grandparent
support. This study found no difference between mothers
and fathers living in the same home when looking at their
reports of stress and their rating of support with
grandparents. Furthermore, the study stated that maternal
grandparents are more likely to provide support than the
paternal grandparents. In addition, grandmothers are more
helpful than grandfathers, and those grandparents that

live closer are more likely to be more supportive of the

16



parents of children with disabilities than grandparents
that live far away.

Ricci and Hodapp (2003) looked at fathers’
perceptions of stress and involvement with children with
DS compared to fathers of children with other
developmental disabilities. It was found that fathers of
children with DS experience less child-related stress
than fathers of children with otheridevelopmental
disabilities. In addition, fathers of children with DS
reported less stress in terms of the child’s
“acceptability, adaptability and demandingness” (p. 280).
Interestingly enough it was found that participants in
the study had almost identical involvement in their daily
paternal interaction with their children.

Stores, . Stores, Fellows, and Bucquy (1998) assessed
the stress of mothers of children with DS and daytime
behavior and its relation to maternal stress. This study
found that children with DS tended to display more
problems in their daytime behavior when they were in the
age groups of four-seven and eight-eleven. It was also
noted that boys with DS displayed more daytime

maladaptive behavior as compared to giris with DS. When

referring to maternal stress, Stores, Stores, Fellows,
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and Buckley {(1998) found that the mothers that had
children with other intellectual disabilities scored
higher on the stress scale than mothers of children with
DS. Nevertheless, it is important not to underestimate
the level of stress among mother of .children with DS
because these mothers’ stress level scores are reaching
the critical level for women with depression (Stores,

Stores, Fellows, & Buckley, 1998).

Culture

It is important to have a clear definition of family
and culture because family can be culturally defined in
many different ways. Baker (2003) defines family as “a
primary group whose members assume certain obligations
for each other and generally share common residence”
(p. 154). This studylwill lock at different cultures:
Latino and Caucasian. Thus, culture is “the customs,
habits, skills, technology, arts, values, ideoclogy,
science, and religious and political behavior of a group
of people in a specific time period” (Bakexr, 2003,
p. 105).

Family and cultural groups can differ in many ways.

They may have the same or different needs. However, the

18



only thing that does not differ among these groups would
be the fact of having a child with DS because it can and
does occur in all cultural groups. However, different
cultures deal with the situation differently. For
instance, when comparing African American and White
family caregivers of a person with developmental
disabilities, the African American families were less
likely to place their relative out of their home and to
utilize services for the person with disabilities
(McCallion, Janicki, & Grant-Griffin, 1997).

Schwartz, Rubert, and Szapocznik (2006) conducted a
study among caregivers of adults with mental retardation.
This study was composed of 153 primary caregivers with an
age range of 41 to 87. All the participants were
Hispanic. This study was investigating the stress-process
medel for Hispanic caregivers. The study concluded that
there was a connection between maladaptive behaviors of
the retarded adult and psycholcgical distress for the
caregivers. Therefore, it was stated that when the family
was faced with maladaptive behavior, this could create
heavier stress loads for the family to deal with.

Moreover, it was concluded that the relationship of

the caregiver and the person with disabilities would
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reflect on the relationship of the family members.
Therefore, the way the family copes with the stress of
the maladaptive behaviors can cause either conflict or
consensus among the family members when making decisions
about how to respond to the problematic behaviors
(Schwartz et al., 2006).

Schwartz et al. (2006) stated that African American
caregivers used religion as a way of coping when working
with a person with disabilities. African American
caregivers rated the highest on religious coping when
looking at caregiver satisfaction compared to Hispanic
and White caregivers. The researchers continued to state
that Hispaniq mcthers that care for a child with mental
retardation were more likely than African American and
White mothers to report high levels of depression
accompanied by poor physical health.

McCallion et al. (1997) discussed in their study
“the lower usage of formal services” (p. 348) among
minority cultures and their feelings toward these
services. Many minority cultures depend a lot on their
family support because it is in their cultural beliefs
that the family is responsible for taking care of their

own. Therefore, cultural traditions and values can
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influence minority cultures when seeking services that
can be beneficial for the family and the child with
disabilities. However, this brings up issues that can
affect diverse cultures in terms of services because if
they do not utilize the services, they can lose them,
creating fewer services for minorities.

According to McCallion et al. (1997), families from
non-white cultures prefer family caregiving and not
discﬁssing their problems with strangers; they are
suspicious and have low expectations of the “white
culture” (p. 348) and its institutions. They have
difficulty justifying the use of community services which
are modern interventions and not part of cultural
traditions.

Difficulty exists in accessing services for families
in which English is not their first language. The focus
group reported that language difficulties worsen the
situation, and translating is not something they are
comfortable with since much personal information is being
exposed. Finding adequate or even available resources
causes more stress to the families, since it makes the
process of getting help or something as simple as a

doctor’s appointment more difficult.
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Family resources such as making friends with other
families with children with disabilities or joining a
support group can provide a source of support. Parents
have demands and strains of rearing a child with DS which
can build up over time and with the child’s stage of
development; families must develop new resources
continually that will help them meet current and future
demands. “When available, these can be called upon to
reduce stress, solve problems, and facilitate parents
balancing the demands of rearing a child who has a

disability with their capacities” (Abery, 2006, p. 8).

Theories Guiding Conceptualization

The theories that guided this study were systems and
ecological theory. The combination of these theories
brought to the study structure and balance. Systems
theory focuses on the effective functioning of the
relationships and resources between families and groups.
Therefore, in a systems perspective life stressors of
parents of children with DS can bring additional stress
to other systems in the family or outside the family as
in the community. For example, if the child with DS has a

heart problem, he/she will have numerous doctox visits
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which can bring extra stressors to the family. Ecological
theory looks at the individual in his/her environment.
Eceological theory states that the individual and
environment are dependent on each other. Therefore, this
dependency among both systems becomes a mutual system
which brings us back to the mission of social work to
help people fit into their environments (Payne, 2005).

Furthermore, Payne (2005) talked about the “life
model” (p. 150) originated by Germain and Gitterman. This
model was influenced by ecological systems theory. This
model fit the structure of this study in a conceptual
way. The life model looks into the life path of people.
As people go through life they are faced with life
stressors. For example, giving birth to a child is a
stressor in itself for a family and the parents. However,
if this child is born with developmental disabilities the
family will be encountering extra stressors like those in
the population being studied. This family is going to be
faced with unexpected disturbances in their ability to
adapt to their environment making it difficult for them
to cope with their situation.

The life model states that people in these

situations go through two different stages. The stages
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are appraisal of'the stressor aﬁd the stress, as stated
by Payne (2005). The parents first look at the severity
of the issue and how it is going to affect them. Then,
the parents look at the strategies they need to cope with
the situation, and thé resources they may have to help
them cope. Some parents will try to.cope by changing
something in their environment, in themselves and in
their emotions. At this point parents are putting all the
efforts they can into coping with their situation (Payne,
2005).

The purpose of this model is to help people create a
better fit between themselves and their environment by
reducing life stressors. This model wants people to
increase their personal and social resources and to put
into practice better coping strategies which will
influence their envircnment. This model has a strong

assoclation with the purpose of this study {(Payne, 2005).

Summary

This chapter gave an extensive explanation of DS
symptoms. It outlined the parental stressors of raising a
child‘with DS. In addition, it discussed how other

members of the family cope with stress. In this chapter
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the way different cultures cope with stress was alsoc
discussed. Last, the theoretical approach that guided

this study was discussed.
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CHAPTER THREE

METHODS

Introduction

This chapter discusses the design of the study which
was a qualitative approach. It also focuses on sampling,
data collection instruments, the procedures that were
followed for protection of human subjects and analysis of

the data.

Study Design

The purpose of this research was to examine the
perceptions of parents of different cultures on how to
cope with stress in relation to caring for a child with
Down syndrome (DS). This study gave parents the
opportunity to talk about stress and their different
coping strategies. Parents are the ones experiencing the
stress on a daily basis making them knowledgeable on this
subject; therefore, they are an ideal target for this
study.

A qualitative research study was designed which
included personal and phone interviews addressing the
parental perceptions of coping strategies in the Latino,

and Caucasian cultures, in conjunction with gathering
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other demographic information in a questionnaire format.
The gqualitative approach provided participants with the
opportunity to bring to the study their personal
experiences.

Some limitations to the study are that the results
cannot be generalized to the way parents cope with stress
when raising a child with other developmental
disabilities. Also, the data was gathered from parents
attending support groups; therefore, the perceptions of
parents not attending support groups might be different.
The research question of this study was: What are the
perceptions among different cultures of coping strategies

of parents with children with Down syndrome?

Sampling

This study used purposeful/convenience sampling.
Purposeful sampling was used because the target
participants are knowledgeable about the study subject.
Convenience sampling was used because the researchers
went to support groups to find the participants. The
purpose/convenience sample of participants consisted of
nine Caucasian, eight Latino, and three multiethnic

mothers for a total of twenty interviews. The
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participants were selected by posting signs and
distributing flyers inviting Latino and Caucasian parents
with DS children to volunteer to participate in this
research study (Appendix, A). Signs were posted on the
bulletin board of seven support groups of the Down
Syndrome Associaticon of Los Angeles (DSALA). The support
groups are in Los Angeles, Riverside and San Bernardino
Counties. The flyers were distributed at their monthly
meetings by the researchers'with an explanation and
invitation to participate in the study. The flyers had a
number for people interested in participating to call to
set an appointment with the researchers.

DSALA is the leading Down syndrome (DS) non-profit
charitable organization of families and professionals in
Southern California supported by tax-deductible donations
and fund raising activities. DSALA is committed to
improve the well being of people with DS and their
families through the progress and encouragement of
education, counseling, employment and recreational
programs. DSALA sponsors support groups in the area to
help parents maintain a support network. In addition,
DSALA advocates for appropriate educational services for

children with DS. This organization has a commitment to
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increase public awareness to bring understanding and

acceptance of people with DS.

Data Collection and Instruments

The study utilized two instruments to collect the
data. One of the instruments was a Demographic
Questilonnaire (DQ) (Appendix, A), and the second was an
open—ended Personal Interview Questionnaire (PIQ)
(Appendix, B). These two questiocnnaires are administered
by the interviewers. Both of the instruments were
avallable in a Spanish version, for the participants that
were unable to use the English version.

The DQ instrument was designed toc collect
demographic information. The strengths of the instrument
are that it provided background information on the
participants to identify and categorize the demographic
data.

The PIQ was designed to help as a guide for the
interviews. The PIQ is composed of open-ended questions.
The guestions that are included in this instrument were
designed tc collect information on the way parents cope
with the daily stress of caring for a child with DS,

parents’ challenges, parents’ support system, religious

29



influence when coping with stress, and outside support.
One of the questions in the study addresses parents’
suggestions to other parents who are raising a child with
DS. This allowed the participants to express their views
to other parents that are in similar situations.

Since both of the instruments used in the study were
newly developed, a pre-test was conducted with £five
parents of children with DS, three Latinos and two
Caucasians. The participants in the pre-test were
recruited on a voluntary basis to provide feedback as to
the validity of the IQ and PIQ as they apply to the
research guestion. The interviews completed in the

pre-test were not included in the data analysis.

Procedures

Contact was made with one of the parents in charge
of the support group from DSALA, located in Pomona. The
researchers contacted seven different support groups from
DSALA during the process of seeking participants.

The data was gathered by interviewing the parents
that meet the criteria of the study sample that attend
DSALA support groups. The sampling criterion was that the

parents have a child with DS and their cultural
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background is Latino or Caucasian. Participants were
given an incentive to participate consisting of a ten
dollar gift card to their choice of Target or Starbucks.
The interviews were recorded on audiotape and hand
written notes were taken at the time of the interviews.
An introduction was given tec the parents about the
purpose ¢f the study. Upon giving their consent to
participate in the study, participants were given the
opportunity to set up an appointment for their interview
before or after their support grcup as well as other
times. The interview took place in a closed area, or by
phone to provide confidentially to these participants.
The interviews were conducted in the preferred
language of the family (English or Spanish). Both
interviewers are bilingual. Interviews were conducted
with both interviewers being present for safety and

reliability purposes.

Protection of Human Subjects

The researchers complied with all the rules and
regulations required by the Institutional Review Board of
California State University San Bernardino. No names were

taken from participants and the audio recording and hand
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written notes collected were destroyed after the study
was completed to ensuré confidentiality. Participants
were provided an informed coﬁsent (Appendix, C) as well
as a debriefing statement (Appendix, D) iﬁ order to
ensure they were knowledgeable about the purpose of the

study. The Code of Ethics of the National Association of

N

Social Workers (NASW) was strictly followed throughout

the study.

Data Analysis

For the purpose of this study various steps were
taken in order to analyze the qualitative data. The data
collected during the interviews had emerging themes.
After all the data was collected, the researchers looked
over the material collected and listened to the recorded
audio in order to become more familiar with the data set.
The researchers then used coding in order to analyze the
data. By coding the data it helped to identify the
differences and similarities in the findings and
facilitate data categorization.

Coding of the data proceeded in stages and each
stage was several steps. The first stage of coding was

concrete, which was to categorize properties of the data
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