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ABSTRACT

The aim of the study was to develop a culturally sensitive Grounded Theory of
Navajo parenting for families who are living with Fetal Alcohol Syndrome (FAS)/ Fetal
Alcohol Effects (FAE). The research question was: What are the social and cultural
factors and processes that Navajo families use to mange care for a child with FAS/FAE?

The philosophical perspectives that guided the study were: the Navajo
philosophy, or view of life; resilience (middle range theory); the Family Stress Theory:
and the Resiliency Mode of Family Stress, Adjustment, and Adaptation. Resilience was
used as the over arching conceptual perspective for the study.

A Grounded Theory of Navajo Parenting emerged from the data. Key categories
to support the emerging theory were identified. The core category was Versatility through
Transcendence. The supporting categories were: Strategies for Managing Challenges;
Transcendence in Parenting; Intergenerational Alcohol Abuse, Violence and Suffering;
and Knowledge/Acquisition of Needs. The families described their stories of
transcendence through substance abuse, suffering, and violence to be able to parent their
children who were living with the primary and secondary challenges of prenatal alcohol
exposures.

Further research is needed to test and expand this emerging theory of Navajo
parenting of children with FAS/FAE. The challenges that were related to FAS/FAE were
more easily managed with patterns of resilience within the families. Factors that
influenced family’s abilities to parent will be disseminated to assist other families who

are managing the problems associated with FAS/FAE.



PROLOGUE

The thirteen families described in this study were struggling to overcome alcohol
abuse, violence and suffering while parenting a child, or children. with the challenges of
Fetal Alcohol Syndrome (FAS)/Fetal Alcohol Effects (FAE). Identifving strategies and
resources to achieve harmony and balance within their families was a priority.

A common Navajo prayer to reach a life that is peaceful, harmonious and
beautiful is found within in the “Blessing Way” Ceremony. If people are not practicing
the teachings of the “Blessing Way”, traditional healers believe they will be in continuous
disharmony with their families, community and the environment (Benally. 1987). The
following is a prayer from the “Blessing Way” Ceremony describing the behaviors of the
people and their environment to achieve harmony and balance ho’zho’.

Ho’zho’0ogo naashaadoo.

Ho’zo0’0’ji’ saad beealch’I’ ya’deelt’i’doo.

Dahtoo’ bik’eh ¢’ etiingo’o’ naasha’adoo.

May | walk in peace (harmony).

May we live in peace (harmony).

May we communicate in peace (harmony).

May I walk in the path of dew (Benally, 1987, p. 138-139).



CHAPTER ONE
INTRODUCTION

The most frequent and preventable cause of mental retardation is Fetal Alcohol
Syndrome (FAS) (Masis & May. 1991). FAS is defined as the presence of central
nervous system abnormalities which include mental retardation, growth retardation. and a
pattern of facial abnormalities (Masis & May, 1991). Fetal Alcohol Effects (FAE) is a
milder form of FAS. It is a related but different condition and can produce similar
challenges (Masis & May, 1991). The overall incidence of Fetal Alcohol Syndrome in the
world is now estimated at 1.9 cases per 1,000 live births, or 1 in 500 (Kellerman. 2000).
Fetal alcohol exposure is a serious health problem that affects 1 out of every 100 live
births resulting in FAS, FAE, or other alcohol-related disorders (Sampson. et al.. 1997).
All socio-economic and ethnic groups are vulnerable to FAS/FAE. The FAS/FAE
incidence for Native American women is an estimated 4.59 to 30.4 per 1000 women of
childbearing age (Finley, 1989).

Many Navajo families live with the problems associated with FAS/FAE. In 1989
the prevalence of FAS for Navajo was identified as 2.5 per 1000 births (Ashkie. 2002).
This rate is below the average for other Native American tribes. Over the past thirteen
years there have been increased numbers of children exhibiting characteristics of alcohol
related birth defects. The Navajo Nation Health Review Board has recognized a need to
research more accurately the current prevalence of FAS and FAE for the Navajo Nation.
In addition, it is important to understand how families are parenting children with FAS/

FAE and examine what protective and risk factors for parenting problems are present.
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Overview

This chapter presents the definition of terms, purpose of the study, significance of
the problem, philosophical perspectives, and conceptual perspectives used to frame the
study. The philosophical perspectives that are addressed include Navajo Philosophy. or
view of life; Resilience (middle range theory); the Family Stress Theory; and the
Resiliency Model of Family Stress, Adjustment, and Adaptation. Resilience is used as the
conceptual perspective for this study of Navajo families parenting children with
FAS/FAE. A clarification and comparison of characteristics. patterns, and processes of
resilience is discussed. The significance to nursing research, knowledge, and practice is
also presented.

Definition of Terms

For the purpose of the study, the following terms are used:

1. Fetal Alcohol Syndrome (FAS): the presence of central nervous system
abnormalities that include mental retardation, growth retardation. and a pattern of
facial abnormalities (Masis & May, 1991).

2. Fetal Alcohol Effect (FAE): a related but different condition (from FAS) that can
produce similar changes (Masis & May, 1991). It may be also referred to as
Alcohol Related Birth Defects — ARBD or Alcohol Related Neurodevelopmental
Disorders — ARND. These occur without the facial abnormalities of Fetal Alcohol
Syndrome (CDC-FAS Facts, 2002).

3. Fetal alcohol exposure: any amount of alcohol consumed by the woman during

the pregnancy; alcohol crosses the placenta and affects the development of the
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fetus (Streissguth, et al., 1996).

. Resilience: the ability to transform disaster into a growth experience and move
forward (Polk, 1997, p.1). It is both the process of successfully adapting or coping
to a life stress, or challenge, and an outcome of behaviors which promote the
ability to manage a crisis, insult, illness, or injury (Fine, 1991; Patterson. 1991:
Patterson, 1995). Within Navajo culture resilience is the ability to bring harmony
despite often overwhelming odds (Allen, 1998; Connors & Donnellan, 1998).

. Family resilience: the ability of the family to overcome adversity, stress. or crisis
within their lives from events that may be acute or chronic. Critical attributes of
family resilience are family cohesiveness, open communication. social integrity,
autonomy, intelligence, flexibility, resourcefulness, and identified protective
factors (Garmezy, 1991; Jessor, 1991; McCubbin & McCubbin, 1993; Patterson,
1991).

. Family adaptation: the process in which families engage in direct responses to the
extensive demands of a stressor, and realize that systemic changes are needed
within the family unit, to restore functional stability and improve family
satisfaction (McCubbin & McCubbin, 1993, p. 57).

. Family adjustment: the family response to events that do not present major
hardships and require only minor changes in how the family is functioning; an
initial response to a stressor or event (McCubbin & McCubbin, 1993).

. Family coping: an active process where the family uses existing family resources

and develops new behaviors and resources that strengthen the family unit and
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reduce the impact of stressful life events (McCubbin & McCubbin. 1993).

9. Stress: the response or state of tension produced by the stressor(s), or by the
actual/perceived demand(s) that are unmet. Acute or chronic conditions that
produce a crisis, challenge, or a pileup of situational (unexpected) or
developmental (expected) situations (McCubbin & McCubbin, 1993).

Purpose of the Study

The purpose of this study was to develop a culturally sensitive Grounded Theory
of Navajo parenting for families who are living with FAS/FAE. The question that guided
this study was: What are the social and cultural factors and processes that Navajo families
use in managing care for a child with FAS/FAE? Understanding the factors and processes
involved in rearing a child with FAS/FAE will enhance the identification of patterns of
resilience. adjustment and adaptation in parenting for families and will advance
appropriate nursing interventions to assist families in coping.

No studies were found that investigate how Navajo families parent children with
problems associated with FAS/FAE. The primary focus in determining FAS/FAE in
Navajo children has been to note prevalence, rather than determining the specific social
processes that influence a family’s abilities to parent in spite of the problems associated
with FAS/FAE. Resilience is a concept that has been used to describe Native Americans
yet few studies have used resilience as a theoretical perspective. The resilience
perspective provides a framework for this study (e.g., protective factors as well as risk

factors). Native American families have powerful reservoirs for resilience perhaps as a
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result of multiple stressors such as poverty, oppression, and exploitation as experienced
by most Native Americans (Keltner, 1993).

Resilience is evidenced within the Navajo culture in their use of traditional
healing practices to bring and maintain harmony despite overwhelming stressors and
challenges (Allen, 1998; Connors & Donnellan, 1998; Nichols, 1994). Resilience is
defined as "the ability to transform disaster into a growth experience and move forward"
(Polk, 1997, p. 1). It is both a process of successfully adapting or coping to a life stress or
challenge, and an outcome as evidenced by the ability to manage a crisis, insult. illness,
or injury (Fine, 1991; Patterson, 1991; Patterson, 1995). The challenges that are involved
in the primary and secondary conditions related to FAS/FAE may be more easily
managed when there is resiliency within the family. However, the effectiveness of
resilience as a pattern to support parenting within this population has not been reported in
the literature. Studying factors that influence resilience will help identify abilities needed
by this population to manage, adjust, adapt, and stay in harmony despite the impairments
of FAS/FAE. This knowledge may also improve the effectiveness of referrals for health
and educational needs of the child and the family as well as provide information for
healthcare providers, counselors and educators working with FAS/FAE children and their
families. Knowing more is useful in assisting all families who may be struggling with
similar problems.

Significance of the Problem
Navajo families have a long history of managing problems associated with

FAS/FAE. In the late 1970s FAS programs were started in Tuba City, Arizona on the
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Navajo Nation to establish networks of support for women. children, and families dealing
with alcohol use and its effects on the pregnant woman, child, and family (Kunitz &
Levy, 1994). However, the long-term program effectiveness was not evaluated.

In order to determine the social and cultural factors and processes that Navajo
families and their community use to manage care for a child with FAS/FAE, it is
important to understand their cultural beliefs and practices for treating these childhood
conditions. A grave problem is that alcohol consumption is viewed as a "normal”
socialization process for members of many Native American tribes (Wing & Thompson.
1995). The social process of drinking is viewed as a cultural problem by tribal leaders
when it interferes with developmental tasks related to such tribal values as courage,
modesty, humor, generosity, and family honor (Wing & Thompson, 1995). In response to
this problem, national tribal leaders, community members, healthcare providers, and
educators have identified major concerns resulting from alcohol abuse, including:

1. inadequate parenting skills,

2. unsteady employment patterns,

3. absence of strong role models, and

4, vandalism (Finley, 1989).

Furthermore the problems of inadequate parenting skills and unemployment associated
with intellectual deficits and cognitive impairments are perpetuated as women with FAS
reach childbearing age and have children (Finley, 1989).

Even though alcohol consumption is discouraged during pregnancy in the Navajo

tribe in northern Arizona, there continues to be widespread social drinking and increasing
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numbers of children born with FAS/FAE (Finley, 1989). The rate of alcohol use by
pregnant women worldwide increased fourfold from 1991 to 1995 (CDC-Fetal Alcohol
Syndrome, 2000). Increased documented use of alcohol among Native American
populations, in particular Navajo women, from the mid-1960s to the mid-1980s resulted
in an increased prevalence of FAS/FAE in this population (Kunitz & Levy, 1994). Philip
May in 1982 reported an incidence of 1 in 665 babies born on the Navajo Reservation
with FAS, and a 1 in 448 incidence of FAE (Navajo Health Systems Agency, 1987).
There are increased numbers of school-aged children with primary and secondary
FAS/FAE characteristics and challenges over the past thirteen years (Ashkie, 2002). The
problems of prenatal alcohol use, increased incidence of FAS/FAE. and ineffective
parenting skills are escalating within the Navajo tribe (Ashkie, 2002; Zehr. 1997).

The exact prevalence of FAS is unknown in the United States. Studies that report
prevalence rates of the country vary from 3 to 22 cases per 10,000 live births. This
equates to between 1,300 and 8,000 children bom each year with FAS (CDC-Fetal
Alcohol Syndrome, 2000). Alcohol exposure during the first 3 to 8 weeks of pregnancy is
associated with birth defects. During this time many women do not know that they are
pregnant. However there is approximately 1 out of every 29 women who know they are
pregnant and continue to drink alcohol (CDC-Fetal Alcohol Syndrome, 2000). The CDC
(Fetal Alcohol Syndrome-2000) reports that although the majority of pregnant women
choose to decrease drinking alcohol during pregnancy there has been a 31% increase of

consumption in the United States from 1991 to 1995. There has also been an increase in



pregnant women drinking 7 or more drinks per week or 5 drinks on any one occasion
(CDC-Prevention Activities, 2000).

Some children who were exposed to alcohol in utero experience alcohol-related
birth defects (ARBD) and/or alcohol-related neurodevelopmental disorders (ARND). The
children may not suffer from FAS but rather FAE and demonstrate learning disabilities
and behavioral problems associated to the prenatal exposure (CDC. Preventing..... 2000).
FAS children may lead independent lives but many are at very high risk for psychiatric
problems, incomplete education, unemployment, and criminal behavior (CDC.
Preventing..., 2000). Interventions for children with FAS are being developed but have
not been scientifically studied for effectiveness (CDC, Preventing..., 2000). The CDC is
working with professionals, intervention specialists, and researchers to develop programs
and activities related to the prevention of secondary conditions among children who have
FAS (CDC, Preventing..., 2000).

If the child does not have the classic FAS facial abnormalities. early identification
of children with alcohol related birth defects, or alcohol related neurodevelopmental
disorders may be difficult. Developmental and/or behavioral effects may not be fully
identified until the child is older. Developmental delay, hyperactivity, cognitive
impairment, attention deficit disorder with hyperactivity, and low IQ (mean of 65 as an
adult) are commonly noted. Secondary conditions, or disabilities, have been identified
with children who have FAS/FAE included mental health problems, disrupted school
experiences, trouble with the law, confinement, inappropriate sexual behavior,

alcohol/drug problems, dependent living in late adolescence, and problems with



employment of the youth as they develop and become independent (Streissguth. et al..
1996). Alcohol-related birth defects that may accompany FAS/FAE include: heart
defects, sight’/hearing problems, and joint anomalies (Kellerman, 2000).

The cost of caring for individuals with FAS is very high. In 1992 the National
Institutes of Health estimated the cost for maintaining one individual with FAS over a
lifetime was approximately $2.000,000 and that FAS/FAE costs the American taxpayer
more than $1.9 billion every year. One decade later, there are no published updated cost
estimates for FAS/FAE in 2002. The costs include healthcare, medications. behavioral
health, mental health services, developmental health services, special education and
vocational services, expenses for assisted living/independent living supports, and often
legal/judicial costs (Beckett, 1993; CDC-Fetal Alcohol Syndrome, 2000: Chandler.
Richardson, Gallagher, & Day, 1996; Goldschmidt, Richardson, Stoffer, Geva, & Day.
1996; Kodituwakku, Handmaker, Cutler, Weathersby, & Handmaker, 1995; Malbin,
1996; Streissguth, et al., 1996; Woods, 1996).

The Navajo Health Systems Agency (1987) stated, “Fetal Alcohol Syndrome
among Indian babies is reported on the rise” (p.91). Alcohol use causes multiple adverse
health effects as well as major economic impacts (Navajo Health Systems Agency, 1987).
The economic costs directly associated with alcohol abuse and alcohol-related problems,
including FAS/FAE, are manifested in two ways. First, the person’s ability to function is
inhibited and therefore reduces their productivity resulting in lost economic value.
Secondly, due to the added costs for health and social problems the rest of the Navajo

people must pay for alternative programs and services. This cost represents an overall



economic impact on the Navajo Nation (Navajo Health Systems Agency, 1987).
Conceptual Perspective

The conceptual perspective used for this study included concepts derived from
Navajo philosophy (Allen, 1998; Chisolm, 1983; Joe, 1988: Kluckhohn & Leighton,
1974; McNeley, 1988), resilience (Fine, 1991; Garmezy, 1991; Haase, 1999; Jessor.
1991; Jessor & Jessor, 1979; Keltner, 1993; Patternson, 1991; Patterson. 1995; Perry &
Jessor, 1985; Polk, 1997; Sinnema, 1991; Summers & James, 1987; Wolin & Wolin.
1995), Family Stress Theory (McCubbin, 1993; McCubbin & McCubbin, 1989;
McCubbin & McCubbin, 1993), and the Resiliency Model of Family Stress, Adjustment.
and Adaptation (Danielson. Hammel-Bissell, & Winstead, 1993; Friedman, 1998;
McCubbin, 1993; McCubbin & McCubbin, 1989; McCubbin & McCubbin, 1993).
Resilience provided the over arching conceptual perspective. Included in this study is a
discussion of each philosophical perspective and conceptual perspective and why they are
included in this study.
Navajo Philosophy: View of Life

The Navajo Nation, the largest native tribe in the United States, occupies a
reservation located in the fours corners region of the country-Arizona, Utah, Colorado
and New Mexico. They refer to themselves as Dine ’ meaning “The People” (Chisolm,
1983; Kluckhohn & Leighton, 1974).

The Navajo way of life has been handed down as a verbal and social heritage
incorporating adjustments and adaptations for survival. Today “The People” are in a state

of transition; torn between ancient, traditional standards and those that are urged upon
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them by the dominant society (Kluckhohn & Leighton. 1974). The traditional Dine’
philosophy of learning accounts for the creation and evolution of the Navajo world. and

is based on an oral tradition (McNeley, 1988). The tradition is built upon a view of
humans in nature meaning that the Navajo people derive powers of life. thought, speech
and motion from the forces underlying the natural world. The cardinal directions of east.
south, west, and north identify knowledge itself. The values and principles that guide how
one lives are associated with the dawn, or the east. The knowledge for how to make a
living is identified with the daylight, or the south. Twilight and the west are connected to
social well-being. Finally, darkness, the north, is identified with contentment and
reverence for life. A balanced life comes from knowledge from all of these sources. The
“goal in life is to live in harmony with others in society and in nature. This is a condition
called ho’zho ’; the condition results in life harmony from balancing the four categories of
knowledge” (McNeley, 1988, p. 125).

A goal of traditional Navajo philosophy is the development of individual
character based on high moral values (McNeley, 1988). Navajo ethics are demonstrated
in how “The People” recognize virtues of truth and honesty. Ethics is not a sense of
abstract morality or adherence to divine principles, but rather it involves very practical
considerations (Kluckhohn & Leighton, 1974). For instance, “The People” value health
and strength as the best of the good things of life. Good appearance is also included in
this area. Also valued, is being industrious and having the ability to acquire things of
need and to care for them. Thus possessions provide security and afford mild ostentation

(Kluckhohn & Leighton, 1974). The ability to dance, sing and tell stories are valued skills



for leadership. The skill of speech is highly valued for leadership and knowledge is
equated with power, and is linked naturally to technology and social organization. All of
the skills identified above lead to personal excellence that is highly valued by the Navajo
(Kluckhohn & Leighton, 1974).

There are nine premises of Navajo life (Table 1, p. 26) and thought identified by
Kluckhohn and Leighton (1974). The premises of Navajo life and thought guide the
traditions of the Navajo helping them to learn resilient patterns of living. Each premise
offers insight into life and how individuals should approach each day and situation.
Formulas for thinking and acting, given to assist the person. are associated with the
premises.

Chisholm (1983) describes Navajo behavioral style as one of “interdependence
and reliance on others” (p. 238). He identifies seven behavioral prescriptions in Navajo
ethics (Table 2. p. 27). The behaviors outline how an individual should act and treat
others. The behaviors influence parenting. He also described prescriptions for cooperative
behaviors for Navajo (Table 3, p. 27). The behaviors described (Table 3) are principals
for living and parenting. They are positive in nature. Chisholm also presented the views
of how to avoid uncooperative behavior for the Navajo (Table 4, p. 28). Table 4 describes
what an individual needs to do to avoid uncooperative behaviors such as being stingy.
mean, angry, jealous, or lazy. These prescriptions for Navajo behavior guide teaching of
the children, as well as, living daily life (Chisholm, 1983). Traditional Navajo have very
habitual ways of acting, speaking, feeling, and reacting. These are taught from childhood

and have become the unconscious way for all “normal” human beings to act (Kluckhohn
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& Leighton, 1974). The behaviors are part of the normal socialization processes in
Navajo (Chisholm, 1983).

A non-Navajo often misunderstands traditional behaviors. In order to minimize
bias and misunderstanding it is necessary for healthcare providers. educators. and
counselors to understand the values and practices of “The People” to best interact and
serve them. The Navajo philosophy of education establishes a clear purpose and guiding
principle for learning and provides an epistemology that facilitates “seeing the
connectedness of things” (McNeley, 1988, p. 130). Navajo knowledge can produce
ho’zho’ by conceptually placing the individual at the focal point of where the four
cardinal directions of knowledge meet. All learning is enhanced if focused in the four
directions. and the child is provided perspectives in understanding from the four views
(McNeley. 1988).

The Navajo believe in the supernatural and its connection with mind. body and
environment. In these traditional beliefs there is a close connection to the Holy People
from their creation stories, and to evil beliefs about ghosts and witches. These beliefs
influence and guide the Navajo theories about disease, illness, injury, and death
(Kluckhohn & Leighton, 1974). There are specific things to do and not to do that are
guided by fear. Taboos guide the traditional Navajo activities and practices. Ceremonies
and rituals for the rites of passages (birth, initiation, girl’s puberty, marriage. and death)
are closely followed by families that are traditional in their beliefs and practices
(Kluckhohn & Leighton, 1974). Today there are families: a) who are traditional; b) a mix

of traditional and western beliefs; and c) those who are non-traditional. The belief system



of the family guides parenting and child rearing (Ashkie, 2002).

Table 1

Premises of Navajo Life

1. Life is very, very dangerous.
Formula 1: Maintain orderliness in those sectors of life which are little subject to
human control.
Formula 2: Be wary of non-relatives.
Formula 3: Avoid excesses.
Formula 4: When in a new and dangerous situation, do nothing.
Formula 5: Escape (alternative response to formula 4).
2. Nature is more powerful than man.
3. The personality is a whole (mind and body are connected).
4. Respect the integrity of the individual.
5. Everything exists in two parts, the male and female. which belong together and
complete each other.
6. Human nature which is neither good nor evil; both qualities are blended in all persons
from birth on.
7. Like produces like and the part stands for the whole.
8. What is said is to be taken literally (no reading between the lines).

9. This life is what counts (no afterlife, except for evil ghosts and witches)

(Kluckhohn & Leighton, 1974, p. 303-313).




Table 2

Behavioral Prescriptions in Navajo Ethics
1.

2.

7.

Take care of your possessions.

You ought to take good care of your children.

Children should take care of their parents.

In general, people ought to help the aged.

One ought to help a person who is in dire need.

There are other people who are particularly important to help; one’s wife and her

family.

In general, you ought to help anybody who needs it or requests it

(Chisholm, 1983, p. 238).

Table 3

Navajo Prescriptions for Cooperative Behavior

L.
2.
3.
4.

5.

(Chisholm, 1983, p. 238-239).

Work hard.

Be generous.

Don’t be mean.
Don’t laugh too loud.

Be helpful.

6.

7.

10.

Be happy and cheerful
Be gentle with children
Be dependable.

Be respectful.
Be kind




Table 4

Navajo View of How to Avoid Uncooperative Behavior

1. One is not stingy. 4. One is not envious or jealous of someone’s possessions
2. One is not mean. 5. One is not sexually jealous.
3. One is not mad. 6. One is not lazy

(Chisholm, 1983, p. 239).

Ceremonies are performed to cope with the powers of the supernatural. For
example, the Blessing Way is the rite for good hope. It is a precautionary, protective. and
prophylactic ceremony; it is not curative. Imbalances, disharmony, and illness/injury are
addressed through ceremonies and chants. There are specific ceremonies and chants for
cures and to ward off evil (Kluckhohn & Leighton, 1974). It is important to restore the
natural balance and harmony of mind-body-spirit to the environment to promote health
and well-being in the child and family (Kluckhohn & Leighton. 1974). Social gatherings
of family, extended family, and clan family are important to promote balance, harmony,
and education of the children (Ashkie, 2002).

Navajo Family

The Navajo family is comprised of the nuclear family, the extended family, and
the clan family; all play an important role in child rearing (Allen. 1998). Living close to
family is important. For example, Joe (1988) described the “whereabouts of living
children” in relation to the family in one area of the Navajo Nation (Table 5. p.29) (p. 9).
The study identified children over the age of twenty, many of whom were married with

their own children, who continued to live with their parents in a homestead (Joe, 1988).



This practice demonstrates a cultural pattern for Navajo families.

There are families, however, who live away from the traditional Navajo
homestead, or off of the reservation with a lack of ongoing family support. If these
families are parenting a child with FAS/FAE, they may be faced with challenges related
to the lack of immediate family and traditional support. There are parenting classes in
many urban areas in Arizona that specialize in teaching parenting survival skills to Native
American families. Urban Navajo families may have increased challenges if they were
raised in the rural settings of the reservation and were not educated to the stressors of
living in the faster paced setting of the city. They may lack knowledge to access

resources for themselves and their families (Summers & James, 1987).

Table 5

Whereabouts of Living Children

At home with parents 37%
Elsewhere on the reservation 21%
Away from the reservation 17%
Away at boarding school 25%
100%

(Joe, 1988. p. 9)

Parenting
Identifying the values, beliefs, and practices that are part of child rearing

traditions is important for understanding parenting within Native American tribes. Who is
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responsible for the parenting of children? How does culture influence the social processes
involved in raising children?

Scant literature exists about child rearing practices within Native American
families. The most valuable information is derived from elders of each tribe (Cross,
1987). In the past traditional parenting within Native American tribes was based on oral
tradition. The process was full of nurturing, protection, and guidance for the child. The
specific teachings vary within each tribe, but all possess similarities in the areas of
respect, teaching self-control, and believing that all children are valuable.

Traditional Navajo parenting practices involve fostering respect, cooperation and
security (Finley, 1989). Nichols (1994) in her study of Cherokee parenting found
similarities between Cherokee and Navajo parenting styles. The parenting style
advocated by Cherokee and Navajo teachings includes non-coercive parenting practices.
Children are taught through listening and watching, self-exploration. and subtle indirect
approaches of role modeling and story telling (Nichols, 1994). Story telling is a major
component of parenting and teaches the children, but it is also used to convey discipline
and affection (Allen, 1998; Cross, 1987). Parenting and teaching of traditions is the
responsibility of multiple generations, and extended family members (Allen, 1998).

Parenting within the Navajo culture involves teaching values and norms of
interpersonal behavior that form the basis of the self-image and self-identity (Hauswald,
1988). A social and moral system shapes Navajo relationships through an understanding
of balance and imbalance among autonomous and equal adults. Children are taught it is a

moral obligation to help and cooperate with others, yet to be strong individuals.



Autonomy is viewed as self-direction and self-regulation: it is viewed as a positive
attribute (Hauswald, 1988). Autonomy, or the ability to function independently, is a
characteristic that children with FAS/FAE may have difficulty attaining. Because
children with FAS/FAE cannot function independently, they are challenges for their
family and community.

Navajo emphasize autonomy and consensus in their child rearing. The phrase
“t’a’a’ bee bo’holni’i’h...it is up to him to decide” (Hauswald, 1988, p. 42). Children are
expected to control their own internal feelings and to act in the right way so as to not
bring shame to themselves or others. Making correct choices are secondary to
understanding what is right in terms of Navajo values (Hauswald, 1988). Understanding
right from wrong and consequences for their actions is another challenge for children
with FAS/FAE, and it may contribute to difficulties in parenting.

In summary, the Navajo philosophy is based on a balance of natural and
supernatural beliefs. Knowledge is derived from the cardinal points in the universe-east,
south, west, and north. These beliefs are supported by strong ethics and values. Chisholm
(1983) observed adjustment and adaptation of Navajo children and families to the
influences of the dominant society and the changing world. The Navajo have adjusted
and adapted to the changes around them while striving to hold on to the ancient
traditional beliefs, values, and practices. Beliefs and practices of parenting are
fundamental to social processes that produce protective factors, or patterns of resilience

for families parenting children with FAS/FAE.



W
(%)

Resilience

The concept of resilience is important in this study. It has evolved from both the
biological and behavioral sciences. The concept can be found in research and practice
Models involving families and children yet many questions still need to be answered. For
instance what factors allow a person, or family, to rise above challenges, crisis, or chronic
problems while maintaining a healthy balance? In defining and clarifying this concept,
literature is explored.

Resilience is characterized by patterns of behavior that assist in adjusting and
adapting to crisis, change, or challenges. The patterns of risk factors and protective
factors are unique and dynamically interact within the family and the external
environment. The patterns of resilience can be studied within the simultaneity paradigm
of nursing science (Polk, 1997). This paradigm "views the human being as more than and
different from the sum of the parts, changing mutually and simultaneously with the
environment,” (Polk, 1997, p. 7). Resilient families are viewed as changing, adjusting,
and adapting to the environment or the situation in order to cope or manage. Dynamic
interactive processes are necessary to overcome stress and adversity and to maintain
balance and resilience.

In assisting families, it is necessary to assess for patterns of resilience, risk, and
protective factors for adjusting and adapting to challenges. Building on existing strengths
within the family unit promotes well-being and self-esteem. Within the patterns of
resilience, families may vary from situation to situation in their abilities to respond with

coping behaviors and practices (Danielson, 1993; Patterson, 1991; Patterson, 1995).



Resilience is a concept that fits well with the worldview and experiences of the
Navajo. The worldview of traditional Navajo views health and well-being as a process
achieved by balance and harmony within a person, family, or community (Allen, 1999).
Human beings are identified as having patterns. These patterns interact with the
environment in a continuous and simultaneous manner. The effect of interaction within
and between others results in new pattern development. The ability for a family to adjust.
adapt, or manage during a crisis or chronic event is directly related to the patterns of
resilience they possess (Allen, 1999; Polk, 1997). Protective factors such as extended
family and spiritual beliefs strengthen and enhance resilience patterns (Haase. 1999).

In clarifying the concept of resilience in families parenting children with
FAS/FAE, it is important to understand the impact of primary and secondary FAS/FAE
conditions and challenges on the family. How families manage in stress, crisis, or with
chronic events can determine their functionality as a family unit. Understanding the
relationship of risk and protective factors of the family to their ability to manage in stress,
crisis, and chronic events is critical (Haase, 1999; McCubbin & McCubbin, 1993).
Contextual Influences

The concept of resilience is presented within three contextual foci: family,
child/adolescent, and risk/protective factors. The following is a description of each of
these foci. The contextual foci’s critical attributes will be compared to the study findings
to identify patterns and characteristics of resilience.

Critical attributes, or defining characteristics for resilience within the family are

flexibility (adapts to change), rapid recovery, strong emotional ties, problem solving
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within the family (one-on-one), differences (promotion of personal growth and
development), children (age-appropriate support for family members), valuing of each
person, cognitive and behavioral coping skills, promotion of self-worth, valuing of life
experiences, balancing needs, clear boundaries (roles and limits), open communication,
social integration and support, and using available resources (Danielson, 1993; Patterson,
1991; Patterson, 1995). Critical attributes of resilience for children and adolescents are
temperament, reflectiveness, responsiveness, cognitive skills (appropriate to age and
development), cohesive family, strong family/external support, coping. hope, social
integration (relationships), severity of illﬂess or crisis, positive body awareness. normal
growth and development, insight, independence, initiative, creativity, humor, morality,
and sense of harmony (Fine, 1991; Garmezy, 1991; Haase, 1999; Keltner, 1993;
Sinnema, 1991; Wolin & Wolin, 1995). The critical attributes are presented in Table 6 (p.
35). Resilience as it interrelates to risk and protective factors for well-being and health
promotion possesses the following critical attributes: intelligence (ability to analyze and
reason), cohesive family, resources, community supports, values of achievement and
health, strong personal interests, family beliefs and values, self-reliance, self-esteem,
flexibility, perseverance, resourcefulness, reflection, self-knowledge, and belief that life
has purpose and meaning (Table 7. p. 36) (Jessor, 1991; Jessor & Jessor, 1979; Perry &
Jessor, 1985).

The underlying critical attributes of resilience identified in the literature are:
flexibility, quick recovery, responsiveness, balancing, coping, resources, social

interaction and relationships, and self-worth/self-esteem. Regardless of the context,
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Table 6

Critical Attributes of Resilience in Family and Children/Adolescents

Family

Flexibility (adapts to change)

Rapid recovery

Strong emotional ties

Problem solving with family (one-to-one)
Differences (promote growth/development)
Children (supported in age-appropriate manner)
Each person valued

Cognitive/Behavioral Coping Skills
Self-worth

Valuing life experiences

Balancing needs

Clear boundaries (roles and limits)

Open communication

Social integration and support

Available resources

Children/Adolescents
Temperament

Reflectiveness

Responsiveness

Cognitive skills (appropriate
to age/development)

Cohesive family

Strong family/external support
Coping

Hope

Social integration (relationships)
Severity of illness or crisis
Positive body awareness
Normal growth/development
Insight; Initiative
Independence

Creativity; Humor

Morality; Sense of harmony

(Danielson, 1993; Fine, 1991; Garmezy, 1991; Haase, 1999; Keltner, 1993; Patterson,

1991; Patterson, 1995; Sinnema, 1991; Wolin & Wolin, 1995)
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resilience patterns are found in persons. or families, who have supports and resources
from individuals, family, and community. There are cognitive and behavioral coping
skills that promote flexibility and adaptation to stress, crisis, or chronic events. A strong
value and belief system also contributes to pattemns of resilience. Cultural beliefs and
practices may also enhance patterns of resilience as a process outcome of- family
functioning (Fine, 1991; Garmezy, 1991; Haase, 1999; Jessor, 1991; Jessor & Jessor,

1979; Keltner, 1993; Perry & Jessor, 1985; Sinnema, 1991; Wolin & Wolin, 1995).

Table 7

Protective/Risk Factors of Resilience for Well-Being and Health Promotion
High intelligence Cohesive family

Resources Community supports

Values of achievement/health Strong personal interests
Beliefs and values Self-reliance

Self-esteem Flexibility

Perseverance Resourcefulness

Reflection Self-knowledge

Belief that life has purpose and meaning
(Jessor, 1991; Jessor & Jessor, 1979; Perry & Jessor, 1985)

Patterns of Resilience Described in the Literature

Polk (1997) identified 26 clusters of phenomena associated with resilience. From
the 26 clusters, she bracketed six themes: psychosocial attributes, physical attributes,

roles, relationships, problem-solving characteristics, and philosophical beliefs. The



characteristics of resilience were then further classified into four patterns: dispositional.
relational, situational, and philosophical (Polk, 1997, p.5-6). Each pattern will now be
defined by associated characteristics.

Dispositional patterns. The dispositional pattern "refers to physical and ego-
related psychosocial attributes that contribute to the manifestation of resilience.” (Polk,
1997). The following are examples of dispositional patterns:

history of good health, ...positive perceptions of general health and well-being

characteristics of temperament that elicit positive attention from

caretakers,...intelligence, ...advanced cognitive development, ...a sense of mastery,

...self-esteem, ...sense of self-worth, ...sense of autonomy (Polk, 1997, p. 11).

Relational patterns. The relational pattern identified by Polk (1997, p. 6) refers to
the "characteristics of role and relationships that influence resilience.” Relational patterns
are represented by some of these exemplars:

deep commitment to relationships, ...social intimacy, ...availability of a role

model, ...willingness to seek support from community, ... social support, ...taking

on caretaker role in family, ... adequate communication skills, ...job competence,

...academic competence, ... close friendship development, ...positive interpersonal

interactions, ...seeking independent relationships (Polk, 1997, p. 12).

Situational patterns. Situational patterns of resilience, as defined by Polk, are "a
characteristic approach to situations or stressors and is manifested as cognitive appraisal
skill, problem-solving ability, and attributes that indicate a capacity for action in facing a

situation,” (p. 6). Examples of situational attributes are:



active problem-oriented coping, ...ability to perceive changes in the world and

respond to them, ...ability to solve problems and negotiate solutions, ...realistic

expectations of the consequences of an action, ...goal setting, ...curious and

...perseverance, ...resourcefulness (Polk, 1997, p. 12-13).

Philosophical patterns. The fourth pattern identified by Polk is philosophical
beliefs. This pattern is based on the personal belief that "self-knowledge is valuable and
reflection about oneself and events contribute to this pattern, ...and a belief in finding
positive meanings in experience” are examples presented (Polk, 1997, p. 6). Attributes
which assist in further defining this pattern are:

reflection abut oneself and events, ...belief that lives are worthwhile, ...valuation

of one's contributions, ...faith in the formation of a positive vision of their world.

...realization that each person's life path is unique, ...strong sense of personal

integrity, ...belief in self help, ...reflective of changes over time (Polk, 1997, p.

13).

Each of the four patterns provides descriptions of phenomena that contribute to
resilience within the individual and family. The identified attributes will vary with each
family and will affect the family’s abilities to cope and manage challenges in parenting
children with FAS/FAE.

Descriptions of Resilience in Native Americans

Harmony is linked to the concept of resilience in the definition (Keltner, 1993).

The degree of harmony or balance is a determinant of level of well-being and ability to

adjust, to adapt or manage. The Navajo view well-being as the balance of mind-body-
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spirit to the environment and world around them (Allen, 1999). Everything is connected
and interacts with living and non-living objects (Locust, 1993). Maintaining a balance
and harmony of life allows the person to cope with expected and unexpected occurrences.
This ability to adjust and adapt is resilience (Keltner, 1993).

Descriptions of Families without Patterns of Resilience

Families who are unable to develop positive resilience patterns suffer multiple
consequences. There may be disharmony, increased mental health problems. lack of self-
sufficiency, poor family coping, serious family dysfunction, decreased family
socialization, low self-esteem, difficulty in establishing relationships, and increased risk
factors in the areas of health, school, personal, and developmental growth (Danielson,
1993; Patterson, 1995; Perry & Jessor, 1985; Sinnema, 1991).

Lack of protective factors/patterns may result in dysfunction in adapting and
behaving. Disturbances in family, school, and community processes may occur. Truancy.
school drop-out, alcohol and drug use may be seen in adolescent members of the family.
Social isolation, limited work skills, unhealthy behaviors, amotivation, inadequate self-
concept, depression and suicide may be noted in adolescents and adults within the family
(Garmezy, 1991; Jessor, 1991; Patterson 1991).

Family resilience is the pattern followed by families to overcome adversity, stress,
or crisis within their lives from events that may be acute or chronic. The intensity and
duration of the event influences how effective the patterns of resilience are in assisting
the person or family in adjusting and adapting to the event. Strong value and support

systems enhance resilience patterns. Critical attributes found within family resilience are
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family cohesiveness, open communication, social integrity, autonomy, intelligence.
flexibility, resourcefulness, and identified protective factors (Garmezy, 1991; Jessor,
1991; McCubbin & McCubbin, 1993; Patterson 1991).

Specific risk and protective factors that families possess influence which patterns
of resilience are established. If there are large numbers of risk factors affecting the
family, there may be few resources and weak defenses to combat stress or crisis.
Resilience can be strengthened from internal and external supports. The family has the
potential to develop patterns of resilience with each experience they face. These patterns
can then be used with future stress/insult.

Relationship Effects on Family Resilience

Exposures to life threatening events and dangerous environments affect
adjustment (acute or short-term issues) and adaptation (chronic or long-term issues).
Family adjustment and adaptation correlates with the existence and quality of supports-
spouse, other relatives, other parents, and healthcare providers (Garmezy, 1991).
Resilience in families affects perceived life quality (Haase, 1999). The literature states
that resilient families who possess open expressiveness in their family relationships have
better outcomes in managing stress and challenges. The quality of relationships impacts
the adaptation of the family (Patterson, 1991). Cultural and religious beliefs also
contribute to the worldview of the family. Change in one member of the family affects
the whole family’s health function (Patterson, 1995). Cognitive skills are necessary in
developing self-esteem and competence. Coping and problem solving skills enhance

resilience and decrease vulnerability (Sinnema, 1991).
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Family Stress Theory

Family Stress Theory is a developmental theory borrowed from family science
which explores why some family systems adapt and even grow and thrive when faced
with situational stressors or transitional events, while other family units deteriorate and
disintegrate under similar circumstances (McCubbin, 1993. p. 46). The theory is defined
in nursing’s metaparadigm of person, environment, health. and nursing in terms used for
family nursing. McCubbin and McCubbin in 1989 defined the concept of person as:
“Person. or family.” The person or family is viewed:

...as encountering hardships and changes as an inevitable part of family over the

life cycle. Families also develop strengths and capabilities to enhance the

development of individual members and to protect the family unit from major

disruption during times of transition and change (p. 6).
In studying the process of adjusting and adapting it is important to identify how Navajo
parents define family. Family, for this population, can be nuclear, extended, or clan. The
participant family might be comprised of biological parents, grandparents, or identified
significant others who are responsible for the child rearing practices of the family.

Environment within the family stress theory is "viewed as an open system and a
component of the larger community and society, with the assumption that families benefit
from and contribute to the network of relationships and resources in the community"
(McCubbin & McCubbin, 1989, p. 6). This concept fits within the traditional Navajo
definitions of environment. The cultural beliefs of Navajos are that there is a connection

to and respect of environment. This connection is very important to physical and mental



health (Navajo Nation Division of Education, 1985). The Navajo believe that spiritual
and physical health is achieved when there is harmony with supernatural forces and the
environment (Allen, 1998; Nichols, 1994). This harmony is necessary for balance within
family (Sobralske, 1985).

McCubbin and McCubbin (1989) define health as: "family resiliency or the ability
of the family to respond to and eventually adapt to the situations and crises encountered
over the family life cycle” (p. 6). In the Navajo culture, health is associated with harmony
and the ability to maintain balance. Resilience is seen as a characteristic that families use
to achieve that balance and harmony (Allen, 1998).

The role of nursing within the Family Stress Theory is:

Not only promote family members' health, recovery from illness. or maximum

functioning within specific health limitations, but also to support and enhance

family strengths, to assist families in maintaining linkages with community
supports, and to aid families in arriving at a realistic appraisal of what is the best

"fit" for them in their particular situation... Through these efforts nurses can assist

families in the process of adaptation and help them to manage the challenges of

child rearing/parenting (McCubbin & McCubbin, 1989, p. 6).

The Family Stress Theory provides a frame for describing the family and its relationship
to the environment, health and nursing.
Resiliency Model of Family Stress, Adjustment, and Adaptation
The Resiliency Model of Family Stress, Adjustment, and Adaptation was a part of

the conceptual perspective for this study because of its strong application to practice with
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diverse families, including Navajo to evaluate family resilience in adjusting and adapting
to stress (Appendix A). Clinical application of the Model to practice has been described
within the literature (Danielson, Hammel-Bissell, & Winstead, 1993).

Family adaptation is described in the Resiliency Model for Family Stress.
Adjustment, and Adaptation as the "Outcome of the family's efforts over time to bring a
fit at two levels: the individual to family, and the family to community...The process of
adjusting and/or adapting is found along a continuum of function from a point of balance-
‘bonadaptation’ to that of imbalance or crisis-‘maladaptation’" (McCubbin, 1993, p. 50).
The Model is comprised of two distinct parts: the Adjustment Phase and the Adaptation
Phase. Each phase describes the family’s ability to cope with illness, or stressors in light
of family strengths, resources, and coping/problem-solving abilities (Appendix A).

There were four assumptions within the original family stress Model developed
by Rueben Hill in 1949 (Friedman, 1998). These were as follows:

1. Unexpected or unplanned events are usually perceived as stressful.

2. Events within the families, such as serious illness, and defined as stressful,

are more disruptive than stressors that occur outside the family, such as

war, flood, or depression.

3. Lack of previous experience with stressor events leads to increased
perceptions of stress.

4. Ambiguous stressor events are more stressful than non-ambiguous events

(Friedman, 1998, p. 88).



McCubbin and McCubbin expanded on this original family stress Model and created the
Resiliency Model of Family Stress, Adjustment, and Adaptation in 1989 (Freidman,
1998; McCubbin & McCubbin, 1993). The expanded Model included five propositions
that described relationships within the Model. These propositions describe when a family
is in crisis:

1. The pileup of family demands (stressors, strains, transitions) is related to
family adaptation, and this is a negative relationship;

2. Family typologies based on specific strengths of the family system
(cohesion, adaptability, family hardiness, family time and routines) are
related to family adaptation, and this is a positive relationship:

3. The family resources are related to family adaptation. and this is a positive
relationship;

4. The family's positive appraisal of the situation is related to family
adaptation, and this is a positive relationship; and finally

5. The family's repertoire of coping and problem-solving strategies when
employed to manage a crists situation are related to the level of family
adaptation, and this is a positive relationship (McCubbin, 1993, p. 55).

Family Resilience

Patterns of resilience can be demonstrated at the individual and/or family level.
The focus of this discussion is the family. Resilience can be examined through family
process, i.e., patterns of successful coping and adapting, intra-family relationships. and

family support systems. Nine characteristics found in resilient families dealing with a
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chronic iliness situation have been identified. These include: balancing the illness with
other family needs, maintaining clear family boundaries, developing communication
competence, attributing positive meanings to the situation. maintaining family flexibility.
maintaining a commitment to the family as a unit, engaging in active coping efforts,
maintaining social integration, and developing collaborative relationships with
professionals (Patterson, 1991).

Fine (1991) states that,” personal perceptions and responses to stressful life events
are crucial elements of survival, recovery, and rehabilitation, often transcending the
reality of the situation or the interventions of others" (p. 493). Enhanced quality of life.
self-confidence, self-transcendence, self-esteem, and an achievement of an expanded
growth potential are characteristics of resilience (Haase, 1999). Transcendence through
the challenges of parenting may be found to contribute to resilience within the Navajo
families parenting children with FAS/FAE.

Parallels between Navajo Philosophy and Resilience Concepts

The Navajo have demonstrated resilience throughout their history. How they have
managed with the changes of the last century demonstrates this resilience. Chisholm
(1983) observed adjustment and adaptation in children and families in the areas of child
rearing in Native American populations. The Navajo have overcome stressors and
challenges to remain strong and autonomous as an independent Native American Nation.
This is an example of resilience. Navajo children and families living with FAS/FAE

encounter many challenges from the primary and secondary conditions of alcohol
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exposure. The ability to overcome adversity and maintain balance within themselves and
family demonstrate patterns of resilience (Chisholm, 1983).

Family strengths and weaknesses can be identified with the use of the concept of
Resilience, the Family Stress Theory, and the Resiliency Model for Stress, Adjustment,
and Adaptation. Focusing on the positives is an acceptable perspective to use with Navajo
families. Negative thinking and talking is not done within the context of traditional
Navajo families. It is thought to bring harm, disharmony, and problems.

Clarification and Comparisons of Resilience

A clarification and comparison of the characteristics, patterns. and processes of
resilience are presented in Table 8 (p. 47). The comparison includes the Navajo
philosophy of life, the concept of resilience, the Family Stress Theory, and the Resiliency
Model of Family Stress, Adjustment, and Adaptation.

A common theme found with each of the perspectives was the ability to cope,
adjust and adapt to stressors, crisis, or change. The ability to respond to a stressor, crisis,
or change was defined as resilience. It was important for families to be flexible, hardy.
and possess cohesion to establish harmony and balance about the stressor, crisis, or
change.

Common patterns found within the perspectives were using resources and
supports from family, community, and environment. Understanding the connections to
family, friends, and community the stressor, crisis, or change affected the ability of the
family to be resilient. Identifying family protective and risk factors assists families

accessing and using strategies for coping and managing. Another common theme or
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Table 8

Clarification and Comparisons of Resilience

Perspective, Coacept, Characteristic of Patterns of Processes of Resilience
Theory, or Model Resilience Resilience

Navajo Philosophy: *Balance of natural and | *Positive use of family | *Achieve harmony and

View of Life supernatural beliefs. (nuclear, extended. and | balance through

*Ability to adapt and
adjust to crisis or change
while maintaining

balance and harmony of

clan) for resources and
support.
$Use of traditional

cultural beliefs and

ceremonies, prayers, and
chants.
*Social gatherings to

support families for

mind, body, and spiritto | practices. balance, harmony &
environment. education
Concept of Resilience | *Protective and risk *Interaction between *Adagting and coping

factors present.
*Flexibility, enhanced
quality of life, self-
confidence, self-
transcendence, self-
esteem. seif-worth,
strong values and
beliefs, resources,
cultural beliefs and
practices, relationships,
social interactions,
balancing, coping,

responsiveness.

persons, events, and
environment specific to
cultural values, previous
experiences, supports,
and knowledge.
*Protective and risk
factors influence on
behaviors for parenting
stress, or change.
*Type of pattems:
dispositional, relational,
situational, and

philosophical.

using resources, values,
supports, experiences.
and knowledge in
responding to specific

SIressors.
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Family Stress Theory | *The ability to respond *Use and benefit from *When families
to, and to adapt to resources, family encounter hardships/
situations of crisis/ commitment. and changes they develop
change encountered environment to manage | strengths and capabilities
across the life span. crisis/change. to enhance family
*Cohesion, adaptability, development and protect
family hardiness, family family during this
time together/routines. transition.
Resiliency Model of *Being able to adjust *Use of supports, *Process of adjusting
Family Stress, and adapt to stressor(s) resources, previous and adapting to achieve
Adjustment, and that affect the family. experience and “bonadaptation”-meeting
Adaptation *Ability to use strategies | knowledge-patterns of | the needs of the
to cope or manage functioning to adjust individual family
and adapt. members to enable them

to achieve their
maximum potential and
also the functioning of
the family system and its
transactions with the
community-work place,
school, healthcare

system.

pattern was use of traditional/cultural beliefs and practices, knowledge. and experience to

adjust or adapt.
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The processes of resilience found within the perspectives all had an outcome goal
of adapting, or coping, to the stressor by using the resources available to the family.
Strong process themes were participation in cultural practices and social gatherings to
find support. reliance on values and beliefs, reliance on family/community, and pulling
from previous knowledge and experience. The four perspectives Navajo philosophy,
resilience, Family Stress Theory, and Resiliency Model of Family Stress. Adjustment.
and Adaptation share characteristics (defining attributes), patterns (behaviors). and
processes (social/family practices) of resilience and can be incorporated together to
provide a guiding framework for the study.

Significance to Nursing

Nursing is concerned with how families move through crisis or adversity and are
able to adjust, adapt and carrying on with their lives. The concepts of resilience (ability to
handle stresses or challenges and bounce back). adjustment (coping/managing with a
short-term or acute focus) and adaptation (coping/managing with a long-term or chronic
focus) assist in understanding the process that families use to transform a situation. build
on it, and grow as they progress toward wellness, or a perceived state of optimal health
and harmony (Polk, 1997, p. 2). Further clarification of patterns of resilience that assist a
family to overcome stressful conditions and/or experiences, and evolving these
occurrences into opportunities for growth may contribute to a better understanding of the
concept of health and wellness. Understanding the patterns of resilience is necessary if
nursing as a discipline is going to actualize its commitment to health promotion and

wellness (Polk, 1997).
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Resilience is a concept that can be applied to research and practice with diverse
families that may suffer an abrupt or chronic change as a result of stress, injury. or
illness. It also can be used for health promotion and wellness. The pattemns of resilience
assist nursing to better understand how families cope and adapt to stress, crisis, and
chronic events. By identifying patterns of resilience (behaviors and strategies to cope and
manage with stress/challenges) it is possible to plan interventions for those families who
are having difficulty.

The role of nursing is to assist each family to transcend each event, or challenge
in a way that optimizes their health and well-being, and assures intactness of their dignity
and autonomy. Navajo families and children living with FAS/FAE can be assisted, by
nurses and other health/educational professionals, through an understanding of the
patterns of resilience that exist within the family. Families can be taught new strategies
for parenting and coping to manage the challenges of raising a child with alcohol related
birth defects or disorders. Understanding the social process of parenting a child, or
children, with FAS/FAE and the cultural underpinnings for resilience is critical in
working with Navajo families.

Summary

Resilience is identified as a positive pattern of functioning. The patterns of
resilience are related to ways of living and adapting that are assumed to be healthy and
normative. Patterns of resilience are unique and are self-defined for each family. They
vary from family to family, and event to event. The underlying patterns of resilience

offer definition and direction for nursing to support those going through stress, crisis, or



chronic events. Resilience Models offer intervention guidelines for nurses to assist
families to adjust and adapt through adversity, and maintain equilibrium for health and
well-being.

The goal for this study was to describe the social processes used by Navajo
families to parent children with Fetal Alcohol Syndrome or Fetal Alcohol Effects. The
identified patterns of parenting strategies, practices and beliefs within the Navajo culture
were used to establish a grounded theory with this population. Understanding how
Navajo parents approached challenges within their children, such as congenital defects.
fetal alcohol syndrome or effects enhanced the knowledge base concerning this
population.

In working with Navajo children and families within the healthcare system, there
was evidence of behaviors and practices that lead to resilience. Many of the critical
attributes identified in the literature were observed in this population. To date, there have
been no published studies concerning resilience in families living with the challenges of

FAS/FAE.
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CHAPTER TWO
LITERATURE REVIEW
Overview

This chapter presents information complied from an extensive review of
literature. Areas of review include Native American perspectives on health/illness. Native
American core values, historical perspectives on Navajo parenting, and challenges of
alcohol use among Native Americans-Navajo. The literature review includes historical
data, and information published by the Navajo Nation. Information presented about the
practices of the medicine persons and ceremonies was confirmed from direct interview
with a Medicine Man from the Western Region of the Navajo Nation. The information is
provided for a clearer understanding of the Navajo people and their beliefs and practices.
Seventeen empirical studies are discussed for children with FAS/FAE, and for Native
American culture, parenting, and resilience.

Native American Perspectives on Health/IlIlness

Native American cultural traditions and beliefs have potential to promote positive
mental health for their community. Common history, common ethnic heritage. and a
common belief in harmony with humans and nature unite Native Americans (Keltner,
1993). The culture and beliefs of Navajos are very important to their physical and mental
health (Navajo National Division of Education, 1985). The Navajo believe that spiritual
and physical health is achieved when there is harmony with supernatural forces and the
environment. Achieving and maintaining harmony with oneself, family, and community

are important social goals. In the Navajo culture, health is associated with harmony;



illness indicates a disturbed harmony in nature and requires community cooperation in
the performance of healing ceremonies (Navajo Nation Division of Education, 1985).
The Navajo belief system is supported by chants, prayers, and ceremonies designed to
heal holistically (Navajo Nation Division of Education, 1985).
Navajo Ceremonies, Chants, and Prayers

A ceremony is a social process of gathering of the community to share
knowledge, celebrate events, or to provide healing for an individual, family or the
community (Kluckhohn & Leighton, 1974). One of the ceremonies to achieve balance
and harmony is the “Blessing Way” Ceremony. A common prayer to reach a life that is
peaceful, harmonious and beautiful is found within in the “Blessing Way” Ceremony
(Benally, 1987). If people are not practicing the teachings of the “Blessing Way™.
traditional healers believe they will be in continuous disharmony with their families,
community and the environment (Benally, 1987). The following is a prayer from the
“Blessing Way” Ceremony for following the “pollen path.” It describes the behavior of
the people and their environment to achieve harmony and balance ho’zho’.

Ho’zho’oogo naashaadoo.

Ho’zho’o0ogo ke’e’hwiit’i’idoo.

Ho’zo’0’ji’ saad beealch’I’ ya’deelt’i’doo.

Dahtoo’ bik’eh e’ etiingo’o’ naasha’adoo.

May I walk in peace (harmony).

May we live in peace (harmony).

May we communicate in peace (harmony).



May I walk in the path of dew (Benally, 1987, p. 138-139).

A prayer is spiritual offering to the creator for guidance and healing (Kluckhohn
& Leighton, 1974). The following is a prayer from the Blessing Way that is used to
acknowledge that the Holy People (Navajo creators of life) and the earth surface people
(human beings and living things on the earth) share in common sense. sa’ ah naagha’ i
and bik’ eh ho’zho’ is as follows:

Sa’ ah naaghai’i bik’eh ho’zho’ nishliigo a’di’shni’.

Sitsiji’ ho’zho"odoo,

Shike’e’de’e’ ho’zho’doo,

Shiyaah ho’zho’odoo,

Shik’ih ho’zho’oodoo,

Shinaa ho’zho’odoo,

Ho’zho’na’ha’sdli’i’. ho’zho’ona’ha’sdli’i’.

I say as | am Sa’ah naagha’i bik’eh bo’zho’.

May it be beautiful before me,

May it be beautiful behind me,

May it be beautiful below me,

May it be beautiful above me,

May it be beautiful around me,

Beauty is restored, beauty is restored (Benally, 1987. p. 137)
The Blessing Way is used to bless and restore harmony in a child and family that is

having difficulty managing the challenges of FAS/FAE. This is one of many ceremonies
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that might be used to assist a child/family to be more resilient.

Other ceremonies that may be used for the child and family are the Beauty Way,
Enemy Way and a Cedar Burning or Blackening Ceremony (Gamble, 2002). The
medicine person must sit with the family to learn the story of the pregnancy and the birth
of the child. He/she will explore what was happening in the lives of the family before.
during, and after the birth of the child. It is important to get to the cause of the “real”
problem. There is no cure for the affects of alcohol on the child, but through multiple
prayers, songs, and ceremonies the child and family can achieve more focus and balance.
The family will be able to better manage the primary and secondary challenges of
FAS/FAE (Gamble, 2002).

Navajo View of Illness

Illness is viewed among Navajo as a lack of harmony or balance with nature
(Keltner, 1993). FAS and FAE are believed to be conditions secondary to lack of
harmony and balance. FAS/FAE symptoms such as developmental delays, hyperactivity,
impulsiveness, poor judgment, inadequate social and adaptive skills, and inability to
discern cause and affect relationships can decrease family and community functioning
(Keltner, 1993). Navajo communities have identified the problems of FAS/FAE as an
internal threat to the preservation of family within the culture. There is a goal for the
child, family, and community to work together to achieve a harmony to stay mentally and
physically healthy (Keltner, 1993). Medicine persons may work with children affected by

FAS/FAE, and their families, by using songs, prayers, and ceremonies to restore harmony



and balance in the child's bio-psycho-social and spiritual being (Allen. 1998: Navajo
Nation Division of Education. 1985).
Native American Core Values

Additional Native American concepts may also have relevance for understanding
how families manage when caring for a child with FAS/FAE. Passive forbearance or
non-interference is the term used to describe the process of interaction with the
environment (Nichols, 1994). Nichols developed a Grounded Theory on Native American
parenting in the Cherokee tribe. Core values for the promotion of harmony within family.
environment, supernatural forces, living and inanimate objects and the community are the
following: interdependence, individual development, time and indirect communication
(Nichols, 1994). A common value held by most tribes is the "virtue of silence."”
Emotions are expressed in a subtle manner (Finley, 1989). Nichols (1994) compared the
Cherokee and Navajo in parenting. The use of role modeling, humor. and story telling are
strong values within the Navajo and other Native American tribes. Harmony of man and
nature is often found within the stories and teaching (Allen, 1998; Finley. 1989; Nichols.
1994; O’Nell & Mitchell, 1996). Self-reliance and self-care expectations are important
values and are encouraged with the Navajo (Finley, 1989; Nichols, 1994; O’Nell &
Mitchell, 1996). Self-reliance and self-care expectations are seen in Navajo children
when they are expected to take on responsibilities for decision making at a very early age.
Strong family feelings are generated in Navajos as a result of strong ethnic identities.
Families include a large extended family and clan structure that adds support to each

member (Finley, 1989; Nichols, 1994; O’Nell & Mitchell, 1996).



Historical Perspectives of Navajo Parenting

Allen (1998) describes the changes in Navajo parenting from her qualitative
interviews, observations and interactions with children and families during her years as a
public health nurse on the Navajo Nation. Prior to 1870 an intergenerational family raised
children. Education, discipline and parenting were shared by the nuclear. extended and
clan family. In 1870 the first “day” school was built on the Navajo Nation. In 1883 the
first boarding school was built in Ft. Defiance, Arizona. Boarding schools have played a
major role in the Navajo family throughout much of the 1900s and have resulted in many
years of disenfranchised children and families (Allen, 1998). Children that spent weeks.
months and years at the boarding schools did not receive role modeling and education
from their parents. The children did not learn the traditional language. beliefs and cultural
practices that had been part of the traditional parenting role. The children grew up not
knowing how to parent (Allen, 1998).
Boarding Schools

The United States government established boarding schools to “civilize™ Native
American children, so that they could “be fit” to function in the white society (Kluckhohn
& Leighton, 1974). Children were sent away from home to be educated in the ways of the
white society. The boarding schools did not allow children to speak their native
languages, maintained military discipiine and did not provide psychological supports of
family life. As a result many Navajo adults/elders are very critical about the boarding
schools. Navajo observed that the boarding schools did not prepare the children

appropriately to meet the challenges in the white society, or to return home to life on the



reservation (Kluckhohn & Leighton, 1974).

In the late 1950’s there were major changes in the philosophy and curriculum in
the Navajo schools. Today there are still boarding schools across the Navajo Nation. but
the numbers are small. There are more day schools or community schools providing
children the opportunity for education with the benefits of being home with their families
(Allen, 1998).

Effects of Boarding School

Not only did the boarding schools inadequately prepare children to function as
adults, they took away the children’s ability to learn how to be Navajo. Children no
longer learned their native culture, history and language. The children were deprived of
the opportunity to learn from their family, elders and extended community (Allen. 1998;
Kluckhohn & Leighton, 1974). The children were unable to learn skills such as child
rearing, problem solving, story telling and achieving balance and harmony of mind-body-
spirit to the environment. These were skills that were taught traditionally by the parents.
grandparents or other elders within the community family (Allen. 1998).

Current School Focus

In the 1990’s there is an increased awareness of Navajo culture, history and
language within the schools on the reservation. There are children who still attend
boarding schools, but most children now attend community schools that allow the
children to live at home. In the community schools, the children are taught Navajo
cultural values, beliefs and practices; Navajo history; and Navajo language. Parenting

classes are also being offered along with other community education for Navajo adults in



some communities; however, there is a need for more education for parents, especially
for raising a child with special needs like FAS/FAE (Allen. 1998).

Throughout the 1900s some families maintained traditional parenting practices.
but the number was limited. Traditional parenting is returning to the Navajo Nation as
children go to community schools and live at home. Many parents are learning about
Navajo culture, history and language with their children (Allen, 1998). Through the
efforts of the new curriculum and increased family (nuclear, extended. and clan)
involvement within children’s lives, it is hoped that children and families will improve in
their abilities to handle adversity and to cope, adjust and adapt to the challenges across
the life span.

Navajo Parenting

Navajo parenting includes a process of role modeling of traditional practices,
ceremonies, songs and prayers. It also involves story telling to teach the culture of
Navajo and the lessons of life (Allen, 1998). Many Navajo parents have difficulty
balancing traditional culture with the western ways of modern healthcare, educational
practices in the schools and life style choices.

Parenting classes are being taught in the schools for significant care providers
who are responsible for parenting to assist them with achieving balance and harmony
within their family. Blending the two produces stronger parenting skills and may reduce
some of the risk factors of the childbearing and child rearing years (Allen. 1998).

Parenting in the Navajo culture involves not only the nuclear family but also the

extended and clan family. If the parents are unable to care for a child it is accepted that
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someone from either the extended family or clan family will informally adopt the child
and raise them. This process occurs frequently with children who have special needs such
as FAS/FAE (Allen, 1998).
Challenges of Alcohol Use

Hauswald reported that alcohol is strongly associated with avoidable neglect and
abuse, “Patterns of inadequate parenting are strongly associated with psychological needs
and interpersonal problems in parents™ (1988, p. 47). Parents using alcohol may be
unable to handle the emotional demands and responsibilities of parenting. The parents
may be without emotional or economic support from their kin and therefore are unable to
adequately care for their own children (Hauswald, 1988). If the child has FAS/FAE the
demands and challenges are even greater. Many Navajo families may choose to raise the
children of alcoholic parents apart from the nuclear family unit. It is common to have
grandparents or clan family raising children, especially if a child has special needs as
with FAS/FAE. The prevalence of this extended family occurrence has not been
explored, but needs to be studied to identify the impact for the Navajo Nation (Allen,
1998).

Empirical Studies on FAS/FAE

In the literature reviewed, no studies were found that focused on Navajo social
processes for families living with FAS/FAE. Table 9 (p.62) represents a review of
research studies involving children with FAS/FAE. The table identifies the population of
focus, the study purpose and main variables, the key findings and conclusions, the study

limitations and whether or not the study involved Native Americans. The studies ranged
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from 20 to 595 participants with only four of the eleven studies involving Native
Americans.

In the literature there is a direct correlation between the amount of alcohol
consumed, the trimester of use, and the degree of alcohol effect on a child (FAS/FAE)
(Coles, Platzman, Raskind-Hood, Brown, Falek, & Smith, 1997; Emhart, Greene, Sokol,
Martier, Boyd, & Ager, 1995; Goldschmidt. et al., 1996; Janzen, Nanson, & Block, 1995;
Kodituwakku, et al., 1995; Larroque, Kaminski, Dehaene, Subtil, Delfosse. & Querleu,
1995; Masis & May, 1991; Mattson, Riley, Delis, Stern, & Jones, 1996; May &
Hymbaugh, 1982/83; Uecker & Nadel, 1996). Children with FAS/FAE possess varying
degrees of the following behavioral problems: hyperactivity and attention deficits.
Sensory needs may vary according to the child's level of development, impulsiveness,
distractibility and difficulty with concentration, temper tantrums and aggression, memory
problems, lying and stealing. The specific behaviors present challenges for the child and
family. Learning coping strategies to deal with these behaviors may be necessary (Coles,
etal., 1997). Due to significant learning disabilities, emotional and behavioral difficulties
or multiple handicapping conditions many of the children may require special education
(Goldscmidt, et al., 1996; Kodituwakku, et al., 1995; Malbin, 1996). Children with
FAS/FAE may also suffer from heart defects, sight and hearing problems, and joint
anomalies (Kellerman, 2000). Without early identification and support, many of these
children develop secondary disabilities which further complicate their lives, i.e. as mental
health problems, disrupted school experience, trouble with the law, confinement,

inappropriate sexual behavior, alcohol/drug problems, dependent living, and problems



Table 9

Studies Involving Children with FAS/FAE _(Native Populations *)

Diagnostic Group Study Purpose/ Key Findings/Conclusions Limitations
E ferenc
FAS/Pilot Study Expand knowledge about High percentage of FAS children Pilot study. data
Native Americans * FAS and prevention with in foster care secondary to incomplete.
227 Children Native American mothers with health conditions No outcomes
populations. related to alcohol use. (long-term)
FAS knowledge/
education/community
(May, et al., 1982/83) supports.
FAS/Prevention Determine effectiveness The effectiveness of the program  Single study.
Program of a comprehensive relies on increased knowledge,
Pilot Study * hospital based program  case findings, treatment efforts,
49 Individuals on prevention of FAS/  and community support and
FAE on the Navajo involvement.
reservation.
Clinical assessment/
(Masis & May, 1991) outreach/birth outcomes.
FAS/Prevalence Study: prevalence of Characters of participants. Small sample
Study alcohol related birth Findings of mental retardation size of infants.
25 FAS Infants defects/FAS. Alcohol  and physical developmental Did not identify
698 Women use indexes/neonatal problems. Limited number other possible

(Ernhart, et al, 1995)

€xams.

of FAS cases

adverse effects.
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Table 9 (continued)

Diagnostic Group Study Purpose/ Key Findings/Conclusions Limitations
Focus/Reference

FAS/Neuro- Investigation of Sample of race-matched children, Sample size
psychological individual subscales the study suggests that children = small. Result
Effects on 1Q tests would with FAS display a specific patterns were
Manifestations allow better indica- pattern of deficits rather than unclear.

20 Preschoolers

(Janzen, et al., 1995)

tions of the relative
strengths/weaknesses
of individuals with
FAS/FAE. Alcohol

exposures/IQ tests

diffuse impairments.

Correlation’s
between
substance abuse
and IQ were not

consistent.

FAS/Self-regulation

Impairments
Effects
Manifestations

20 Children

(Kodituwakku, et al, 1995)self-regulation behaviors.

FAS/FAE
Psychomotor
Development
Effects
Manifestations
155 Preschool
Children

(Larroque, et al., 1995) _ psychomotor develop.

Explain the pattern of
behavioral and learning
problems observed in
children with FAS/FAE.

Alcohol exposure/

There is a range of higher order

cognitive difficulties in children

Small sample

size. Used only

Investigate the effect
of moderate prenatal
alcohol exposure on
psychomotor develop-
ment of preschool age

children in longitudinal

with FAS/FAE. high functioning
subjects.
Moderate to heavy alcohol Study of moms;
consumption during pregnancy low socio-eco.
are associated with FAS effects  status; heavy
of decreased psychomotor drinkers. Did not
development. Effects explore women
of drinking on the who were light
study. Alcohol exposure/ pre-school aged children. to moderate
drinkers.




Table 9 (continued)

Diagnostic Group Study Purpose/ Key Findings/Conclusions Limitations
Focus/Reference

FAS/Academic Various tools were Alcohol use was assessed to Based on small
Achievement used to evaluate evaluate academic achievement, numbers of heavy
Etiology relationship between intelligence, environment, drinkers mid-
infants/ prenatal alcohol psychological characteristics. pregnancy.

595 exposure and and data analysis.

academic achievement.  Frequency and amount of alcohol
IQ tests/threshold use directly correlated with

Goldschmidt_ et al, 1996) effects/alcohol ure. 1Q score.

FAS/Verbal Used California Verbal  FAS children have a profound Sample size
Memory Leaming Test-Children's verbal learning and memory small.

Effects Test. Studied recall and deficit.

Manifestations recognition memory.

20/Age 5-16 Determine cognitive/

(Mattson, et al, 1996)  memory deficits with FAS.

FAS/FAE Study Examine type and Identified 8 possible protective  Study only had
Secondary magnitude of secondary factors/risk factors. Develop 25% population
Disabilities disabilities with FAS/ improved screening of high Native Americans.
473 Clients * FAE/ Assess risk and risk children before age of Cultural sensitivity
age: 3-51 protective factors to 6. Develop programs for not addressed.

alter rates of occurrence support and education for

of secondary disabilities. parents and healthcare

(Streissguth, et al., 1996) _providers.




65

Table 9 (continued)

Diagnostic Group Study Purpose/ Key Findings/Conclusions Limitations
Focus/Reference

Native American To determine Object and spatial recall memory  All children
Children FAS/ rehabilitative efforts deficits, and spatial distortion from schools
Memory Deficits for Native American found in this population. In one district.
RX Effects children with FAS. Determined focus for cognitive ~ Small sample
30 School-age * FAS/spatial memory. support in rehabilitative efforts size.

(Uecker, et al., 1996) with FAS children.

FAS/ Attention Investigation of FAS children did not have the Single study
Deficit-Hyperactive prenatal alcohol same neurocognitive and effects must be

Disorder
Effects
Etiology

122 Children

(Coles, et al., 1997)

€xposure on measures
of attention and
impulsivity behaviors.

FAS/ADHD behaviors.

behavioral characteristics as
children with primary diagnosis
of Attention Deficit Hyperactive

Disorder.

replicated. Did
not compare to
other children

affected by other

teratogens.

with employment (Streissguth, et al., 1996).

In the literature review presented, nine focused on Native American children; two

were specific to Navajo. Four of eleven studies on FAS/FAE addressed Native

Americans. The first reviewed memory and spatial distortion defects that were found in

children diagnosed with FAS/FAE (Uecker & Nadel, 1996). Program effectiveness on

the Navajo reservation was explored with a hospital based prevention program for

pregnant and parenting women in the second study (Masis & May, 1991). The third study

reflected on the high percentages of FAS/FAE children in the foster care system as a
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result of serious health conditions of the mothers that were related to alcohol use (May &
Hymbaugh, 1982/83). Secondary conditions related to FAS/FAE and what parents and
healthcare providers need to know to assist these families was described in the fourth
study (Streissguth, et al., 1996).
Identification and Treatment of Children with FAS/FAE

There have been inadequate studies to demonstrate the effectiveness of treatment
programs on the long-term alcohol/drug effects on children with FAS/FAE. The long-
term outcomes for children depend on cumulative alcohol/drug effects, initial bonding
with mother or caregiver. home environmental influences during the years from birth to
school age, and early recognition and treatment of problems/defects associated with the
in utero exposure of alcohol and/or drugs (Beckett, 1993; Frank, 1996; Hans. 1996:
Harvey, 1995; Mena, Alcazar, Iturrialde, Fritus, Ripoli. & Bedregal, 1996).
Early Diagnosis FAS/FAE

Early diagnosis of FAS/FAE is critical. The optimal time for diagnosis is at birth
because the facial malformations that assist in diagnosis tend to resolve as the child
grows. The dysmorphic features of FAS include: flat nasal bridge, small palpebral
fissures (eye slits), microcephaly (small head circumference below 5%), smooth or
indistinct philtrum (ridge above upper lip), thinned upper lip, flattening of mid-face and
others (epicanthal folds, low set or mildly malformed ears) (Appelbaum. 1995; Astley &
Clarren, 1995; Munger, Romitti, Daack-Hirsh, Burns, Murray, & Hanson, 1996). Many
children with FAS/FAE are diagnosed with Conduct Disorder, Pervasive Developmental

Disorder, Oppositional Defiant Disorder and Attention Deficit Hyperactivity Disorder. It
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is important that the family and people working with the child, to recognize needs and
plan treatment, understand that FAS/FAE dysfunction is related to alcohol exposure in
utero that caused damage to the child's brain (Coles, Platzman, Raskind-Hood. Brown.
Falek, & Smith, 1997; Dooling, 1993; Malbin, 1996).

Early Intervention

To optimize the prognosis for children with FAS/FAE early health,
developmental and educational interventions are critical (Ernhart, Green, Sokol. Martier.
Boyd, & Ager, 1995; Malbin, 1996). It is necessary for the child to have stable. structured
and nurturing environments to optimize growth and development. Through special
education and support groups. it is important to establish healthy parent/child
relationships, motor and language development and sensory processing development.
Both child and caregiver may become overwhelmed; it is important for the family to be
connected to resources within the community for support and assistance (Ernhart. Green,
Sokol, Martier, Boyd, & Ager, 1995; Malbin, 1996).

Therapeutic interventions on all areas of development are needed. In current
management of children with FAS/FAE the child's behavioral problems become the focus
without consideration of his/her degree of sensory. emotional and social levels of
development. Frequently the disorganized, aggressive or self-abusive behavior the child
is exhibiting manifests from an under-aroused or over-aroused central nervous system.
FAS/FAE children have difficulty taking in sensory information, integrating, organizing
and processing it and then developing an appropriate social response for the event

(Heller, Sobel, & Tanaka-Matsumi, 1996; Malbin, 1996; Uecker & Nadel, 1996).
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Interdisciplinary Teams

Interdisciplinary teams working with the child with FAS/FAE include an
occupational therapist with knowledge and experience in treating sensory processing
issues (Kodituwakku. et al., 1995; Malbin, 1996). Role play and mediated social
situations assist the child in learning safe ways to express their anger and frustrations.
The treatment plan for many FAS/FAE children includes the use of psychotropic
medications. The child’s pediatrician, child psychiatrist or neurologist determines the age
to start and types of medication. Medication assists with symptoms of impulsivity,
hyperactivity, oppositional behavior and sleep disorders (Malbin, 1996). It is necessary to
have resources within local communities to provide interdisciplinary care.
School-age Child

School-age children are able to think logically and begin to complete simple
reasoning. The child with FAS/FAE has difficulty completing the developmental tasks of
the stage. Children are screened and identified for cognitive and behavioral problems
throughout the school years and the diagnosis of FAS/FAE may be initially made at this
time. School-age children (ages 5-12) are in the developmental siage of “industry versus
inferiority” as defined by Erikson (Jarvis, 1996). During this stage children master skills
that are used in later life. The child is concerned with the tasks of winning approval from
adults and peers, building self-esteem and a positive self-concept, taking a place in a peer
group and adopting moral standards (Jarvis, 1996). Piaget describes the stage as one of
concrete operations. The skills include: using numbers, reading, serializing objects,

classifying objects and understanding conservation principles (Jarvis, 1996).
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FAS/FAE Behaviors

Children with FAS and FAE often display inappropriate behaviors. The
impulsivity, poor attention and difficulty making transitions demonstrated by young
children with FAS/FAE, regardless of level of intelligence are major concem'’s teachers
possess in the classroom. Social problems that frustrate both parents and teachers result
from a combination of poor self-control and inadequate communication skills. Parenting
classes and resources are needed to manage these difficult challenges (Burgess &
Streissguth, 1996; Coles, et al. 1997; Heller, et al., 1996).

Native American/Navajo Studies: Parenting and/or Resilience

Table 10 (p. 70) represents a review of research studies involving Native
American parenting and/or resilience patterns in families when faced by chronic illness or
FAS/FAE. There have been no published studies that describe the social processes of
Navajo families and children living with FAS/FAE. Five studies were found that
addressed parenting and concepts of resilience with Native American families and one
with non-Native families. Parents varied in their abilities to manage children with
FAS/FAE. There are culturally specific practices that examine how Navajo children and
their families adapt to this type of disability/condition. Navajo perceive FAS/FAE and
other illnesses/conditions in relation to taboos and imbalances of harmony (Carrese &

Rhodes, 1995).
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Table 10

Studies Involving Native American Culture. Parenting Practices, and Resilience

Diagnostic Group Study Purpose/ Key Findings/Conclusions Limitations

Population Main Variables

Focus/Reference

Native American Describe the experience Identified themes in two areas: Families divide

Parenting Practices of parenting and being  Being parented and parenting into other family

Behavioral Trends parented by ones own practices including discipline units.

9 Individual Parents children. Parenting and affection. Life apart from Researcher
practices/values/ primary family. need to know the
relocation away from traditions of the
family. specific

tribe to interpret

(Haase, et al., 1991) correctly.

NCAST Instruments/ Evaluate the appropri-  The differences in scores on the  Need further

Urban American ateness of NCAST three instruments showed analysis of the

Indians/Testing instruments among pattemns in parenting with HOME parent

35 Children urban Native Americans. American Indian mothers, involvement
HOME/NCATS/NCAFS. the visual mode, virtue of subscale, values,

silence, and the importance of and parenting

(Seideman, et al., 1992) unhurried eating. behaviors,

Native American Describe the infant care Developed a Grounded Theory Limited to one

Parenting/ processes for Cherokee  "Circle of Care” Model to tribe.

Cherokee mothers

19 Informants

(Nichols, 1994)

mothers.

describe the social processes
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Table 10 (continued)

Studies Involving Native American Culture, Parenting Practices, and Resilience

Family Coping/
Nursing Assessment

Behavioral Trends

Identify nursing assess-
ment standards  for

coping behaviors in

Identified parenting/
coping strategies in families

with children effected by

Sample size
small. No

Native American

2 Families farnilies. Coping/ chronic health conditions. Families.

(Block, et al., 1995) Resilience

Navajo/Western Understand Navajo Healthcare providers and Only limited

Bio-ethics perspectives regarding  educators should think and view of Navajo

Cultural Trends the discussion of speak in a "positive” way. perspectives.

34 Individuals "negative information”. Avoid thinking and speaking Findings only

Ethnographic study. negatively. apply to

“traditional"”
Native

(Carrese, et al., 1995) Americans.

Native American/ Describe health beliefs  This sample did not Only one tribe of

Causes Alcoholism of traditional Native differentiate the causes of Native American

Prevalence Study Americans concerning  alcoholism and illness. Basic Indians (Creek),

55 Individuals causes of illness and causes of natural/unnatural need to replicate

(Wing, et al., 1995) Alcoholism/beliefs.

how these beliefs relate

to alcoholism.

iliness apply to alcoholism.

with other tribes.

Summary

Understanding the Navajo perspectives on health/illness; core values, beliefs and

practices; child rearing/parenting practices; and challenges of alcohol use provided a



strong foundation of knowledge for this study. There were only seventeen empirical
studies found in the area of children with FAS/FAE and Native American culture.
parenting and resilience. No published studies about resilience in Native American or
Navajo families parenting children with FAS/FAE were found in the literature.

In order to develop a Grounded Theory of resilience in Navajo families it was
essential to understand the conditions that result from FAS/FAE. It was also necessary to
understand the specific beliefs and traditions involved in the healing practices to maintain
body-mind-spiritual balance and harmony. Finally it was critical to understand the child
rearing/parenting strategies used by traditional and non-traditional caregivers who are
providing care for children with FAS/FAE. Together these social and cultural factors and

processes were used to develop the Grounded Theory of Navajo parenting.
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CHAPTER THREE
RESEARCH METHODS
Overview
Chapter Three provides a discussion of qualitative research methodologies and an

understanding of methods for this study. The terminology is defined, and the research
aim is presented to clarify the study purpose. Included are discussions on qualitative
research, Grounded Theory, and research methodologies for Native American
populations. Also a feasibility study was completed and a preliminary Grounded Theory
of Navajo Parenting and preliminary Model Navajo Parenting: Integration of Culture was
developed (Appendix B). Grounded Theory methods are presented from both the Glaser.
and Strauss and Corbin perspectives. A description of the research methodology used for
this study is presented with detailed procedures included for each step of the research
process.

Definition of Terms

For the purpose of the study, the following terms are defined:

1. Axial coding: set of procedures whereby data are put back together in new ways
after open coding to make connections between categories. This procedure is
completed by means of a coding paradigm, involving conditions, context,
actior/interactional strategies and consequences (Strauss & Corbin, 1990, p. 96).

2. Categories: a classification of concepts, when concepts are compared one against

another and appear to pertain to similar phenomenon. Concepts are grouped
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together under a higher order more abstract concepts are called categories.
Subcategories build categories/concepts (Strauss & Corbin, 1990. p. 61).
Coding: the process of analyzing data (Strauss & Corbin, 1990, p. 61).

Concepts: labels placed on discrete happenings, events. and other instances of
phenomena (Strauss & Corbin, 1990, p. 61).

Concept formation: a process of theory development whereby an idea or complex
mental images of a phenomenon (object, property, or event) are labeled (Powers
& Knapp. 1995, p. 24; Stern, 1980; Strauss & Corbin, 1990).

Concept modification: a process within theory development where concepts are
clarified and fine-tuned through theoretical sampling (Stern, 1980; Strauss &
Corbin, 1990).

Core category: the central phenomenon around which all the other categories are
integrated; nouns with definitions (Stern, 1980; Strauss & Corbin, 1990, p. 116).
Dimensions: location of properties along a continuum (Strauss & Corbin, 1990, p.
61).

Memoing: the writing of analytical notes as part of the research process across the
life of the research. It is the record of ideas and how the different concepts from
the data may be linked to one another (Powers & Knapp, 1995, p. 100).

Open coding: the process of breaking down, examining, comparing,
conceptualizing, and categorizing data (Strauss & Corbin, 1990, p. 61).
Properties: attributes or characteristics pertaining to a category; adjectives or

describers (Stern, 1980; Strauss & Corbin, 1990, p. 61).
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12. Relational statements: links that are testable (Stern. 1980).

13. Saturation: a sense of closure that occurs when data collection ceases to provide
new information and when patterns in data become evident (Powers & Knapp.
1995, p. 156).

14. Selective coding: the process of selecting the core category. systematically
relating it to other categories, validating those relationships, and filling in
categories that need further refinement and development (Strauss & Corbin. 1990.
p. 116).

15. Social processes: the linking of social action/interactional sequences; drivers or
energy in the system (Stern, 1980; Strauss & Corbin, 1990, p. 143).

16. Theoretical coding: the process of conceptualizing how substantive codes relate to
each other (Glaser, 1978).

17. Theoretical sampling: sampling on the basis of concepts that have proven
theoretical relevance to the evolving theory (Strauss & Corbin, 1990, p. 176).

18. Proven theoretical relevance: indicates that concepts are deemed to be significant
because they are repeatedly present or notably absent when comparing incident
after incident, and are of sufficient importance to be given the status of categories
(Strauss & Corbin, 1990, p. 176).

Research Design and Method for the Study
Aim of Study
The aim of this study was to develop a culturally sensitive Grounded Theory of

Navajo Parenting for families who are living with FAS/FAE. The research question was:
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What are the social and cultural factors and processes that Navajo families use to manage
a child with FAS/FAE? Grounded Theory methodology was used.
Qualitative Methodology

Qualitative methods provide a way of examining research questions or problems
from the perspective of inductive inquiry (Glaser, 1978; Kuhn, 1962; Omery. 1993:
Sechrist & Sidani, 1995; Stern, 1980; Strauss & Corbin, 1990). The process. regardless of
method, is guided by a perceived view (Allen, 1985). The view is holistic, subjective and
intuitive. Qualitative methods conceptualize data in different ways than quantitative
methods of generalizing events. The method provides new perspectives and explanations
that emerge from the data. The methods can be used alone or in combination with
quantitative methods.

Qualitative methods of data collection include observation and interview. Other
techniques for data collection include photographs, audiotapes. videotapes and review of
historical documents (Morse, 1994). There are three primary qualitative methods used in
nursing: Ethnography, Grounded Theory and Phenomenology. All three qualitative
methods can be used to generate theory but each method differs in procedure and
outcomes. Phenomenology and Ethnography are primarily descriptive methods.
Ethnography is useful for understanding the cultural meaning of actions (Aamodt, 1991).
The method is used to describe actions of groups of people (Leininger, 1994).
Phenomenology is used to describe the essential meaning of an experience that is
common for a given group of people (Holstein & Gubrium, 1994). Grounded Theory is

used to identify and explain basic social patterns and processes (Glaser, 1978). Further
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discussion of Grounded Theory will be presented.
Grounded Theory Methodology

Grounded Theory is an inductive method of reducing and comparing data to
explain behavior at a higher level of abstraction. The method was formulated by
sociologists. Grounded Theory may be derived from interviews to identify codes.
categories, relational statements and social processes in the data (Glaser, 1978: Strauss &
Corbin, 1990).

Grounded Theory was chosen for this study with Navajo families because
parenting is assumed to be a social process based on knowledge of the phenomenon and
the culture. Navajo is a culture of story telling and cultural rituals/ceremonies. When
exploring this culture the traditional beliefs, practices and values appear to be linked to
the social processes in parenting (Allen, 1998; Champagne, 1998; Kavanaugh, 1999).

Grounded Theory is based on Symbolic Interactionism. Symbolic Interactionism
is a sociological perspective developed by George Mead that focuses on explaining social
behavior according to the symbolic meanings of actions, events, and roles for the person
and the social group. Meanings are defined in terms of symbolisms and are shared by
groups; therefore group life is based on these shared meanings. Mead’s theoretical
perspective states that a person’s sense of self emerges through social interaction and that
the relationship between self and society is an ongoing process of symbolic
communication. Through action and thought people are continuously creating social
reality (Powers & Knapp, 1995). Grounded Theory allows the researcher to explore

meanings in the social world of the individual (Powers & Knapp, 1995). Grounded
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Theory allows the researcher to investigate the dynamics within groups of people
simultaneously comparing codes, categories, relational statements and social processes
throughout the data collection process. The resulting Grounded Theory describes the
phenomenon occurring within the population (Glaser, 1978; Strauss & Corbin. 1990).

The procedures involved in Grounded Theory are to generate question(s). choose
a frame, then concurrently generate data, analyze data, generate hypothesis and sample to
test hypothesis with theoretical sampling until saturation is reached (Strauss & Corbin.
1990). Stern (1980), who was mentored by Glaser, describes the stages as: collect data,
code and categorize data, form and develop concepts, and modify and integrate concepts.
Concept modification and integration involve theoretical sampling and coding (open
versus selective coding-free association versus existing knowledge in the literature).
identifying conditions, connecting to relevant theory, using extreme comparisons,
memoing (theoretical, what it reminds you of in the literature; substantive. what it looks
like; method, what direction you next need to go in to), following categories considered
and decision outcomes cyclically with constant reformation and peer debriefing. The
finished theory has: core categories (nouns-with definitions; the central phenomenon
around which all other categories are integrated), attributes/properties (adjectives-
descriptors), relationships hypothesized “relational statements™ (links that are testable)
and social processes (drivers-energy in the system) (Stern, 1980; Stern, 1994).

The main concern or focus is defined as the core category (Glaser, 1992). Core
categories are identified as being central, having clarity, taking time to saturate,

reoccurring frequently, relating easily to other categories, having variability and being a
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dimension of the problem (Glaser, 1978; Glaser. 1992). Core categories represent basic
social processes and account for significant variation in patterns of behavior or a process
(Glaser 1978; Glaser, 1992). A basic social process (BSP) is the theoretical reflection and
summary of a pattern of behavior. The process assists in organizing the social structures
(Glaser, 1978; Glaser, 1992).

Core categories that are processes have perceivable transition points. Movement
through transitions can be seen as stages in the BSP (Glaser, 1978). There are two types
of basic social processes that may be present in Grounded Theory: basic-social-
psychological (BSPP) and basic-social-structural (BSSP). The social-psychological
processes are embedded in psychological works of individuals in reference to the social
group. Social-psychological processes are found in the rules. and norms of social groups
(Glaser, 1978). Basic social structural processes assist in defining social psychological
processes. BSPP and a BSSP may be integrated or separate processes (Glaser. 1978).
Both may be uncovered in Grounded Theory research.

Glaser versus Strauss: Differing Approaches to the Method

Glaser and Strauss developed Grounded Theory in 1967. After many years of
research the two began to differ in their approaches. In 1990, Strauss and Corbin
published their interpretation of the method and addressed the changes in qualitative
methodology that were needed (Powers & Knapp, 1995). Glaser, in 1992, claimed that
Strauss had departed from the original method of allowing the theory to emerge from the

data.
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Glaser Approach

Glaser states that literature should be reviewed after theory development to
enhance understanding of the theory and to provide a comparison to other groups (1978).
Data are generated and developed throughout the data collection process. Questions
asked during data collection are: What is the problem, and what accounts for variation in
the data? What are properties of the concept supporting variance? Glaser states that it is
best not to go to the literature to answer these questions. The researcher should not
impose any coding categories apriori and must abstain from having a preconceived frame
during data analysis (Glaser, 1978). Glaser believes that Strauss’s approach forces
substantive concepts to come from literature decisions that are not grounded in data and
that the results are preconceived forced conceptual descriptions (1992). Constant
comparison allows Grounded Theory to emerge; the data are not forced. Theoretical
coding conceptualizes how substantive codes relate to each other. Theoretical sampling is
used to guide the process. Grounded Theory is an analytic methodology of inductive
analysis in which systematic generation of theory develops from systematic research
(Glaser, 1978; Glaser. 1992).
Strauss and Corbin Approach

Strauss and Corbin (1990) advise the use of literature for stimulation of
theoretical sensitivity to conditions, strategies and consequences, for acquiring a
secondary data source or validation source and for directing theoretical sampling. The
types of coding used are open, axial and selective coding. Open coding means breaking

down, examining, comparing, conceptualizing and categorizing data. Axial coding means
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putting back together in new ways after open coding by making connections between
categories, use of coding paradigm-conditions. context, action/interaction. strategies and
consequences. Selective coding means systematically relating new codes to other
categories, validating those relationships and filling in categories that need further
refinement and development (Strauss & Corbin, 1990. p. 61, 96, 116).

Literature was reviewed prior to data collection to establish foundational
knowledge and explore existing research. It was also ongoing during the grounded theory
process and was used a data during theoretical sampling and hypothesis testing (Strauss
& Corbin, 1990). The criteria, for the selection of literature as data was to verify
properties, concepts, and relational links from the data. Literature reviewed was in the
areas of Navajo and Native American parenting/child rearing. FAS/FAE treatment. and
Native American coping/resilience.

Approach Chosen

Strauss and Corbin’s (1990, 1994) procedural steps for Grounded Theory were
followed for this study. A primary research question was generated, a guiding conceptual
perspective was selected and constant comparative process of data generation. data
analysis, theory generation and hypothesis testing was conducted using open and then
theoretical sampling. Data were generated by interviews, observations and
documentation. Data generation was continued until saturation was reached in the core
category. When new data were predictably placed into an identified category, saturation
was reached. During this process, new data were used to clarify the identified theory.

Saturation was reached in the core category. The four primary categories emerged.



Research Methodologies for Native American Populations

Native American populations possess a rich history and culture. It is critical for
the nurse scientist to use a research method that will maximize sensitivity and
understanding of Native Americans. Collaboration with Native insiders assisted the
researcher to identify important issues from research design to dissemination of data. An
exploration of research methodologies sensitive to Native American populations was
completed. The method chosen for this study was qualitative-Grounded Theory. The
study developed culturally sensitive. Grounded Theory of Navajo families managing
children who are living with FAS/FAE.
Cultural Considerations

All persons possess unique cultural beliefs that may bias or prejudice their
perspective and approaches to research. It is possible to minimize bias whether the
researcher is working within his/her own culture or with other cultures (Guyette. 1983).
Cultural understanding and sensitivity decrease bias. The use of “at promise” instead of
“at risk/dysfunctional” perspectives minimize bias by deconstructing the discourse of risk
(White, 1995). The “at promise” perspective allows for research designs that build on
strengths of individuals, families, and communities within Native American populations
(White, 1995).
Gaining Access

In order to gain access to Navajo families parenting children with FAS/FAE it
was important to understand process within the Navajo Nation. To prevent assumptions

being made by the researcher an "insider" expert provided cultural knowledge to clarify



when differences may exist between groups within the culture (Guyette, 1983). The
"outsider"/researcher may make assumptions about similarities or differences to his/her
own culture without careful examination (Guyette, 1983). Presence of the researcher
within the community before the beginning of the study increased acceptance by the
cultural community and increased participation by experts within the study population in
all phases of the research (Jacobson, et al., 1998). The use of Native American informants
as participants in the research endeavor and consultants increased the acceptability of the
research project. increased access to the study population and allowed more accurate and
sensitive analysis and interpretation of the findings (Kavanagh, 1999).

The informants may also make incorrect assumptions about the knowledge of the
researcher especially if he/she is from another culture. The informants/community may
either assume too much knowledge or an extreme lack of knowledge on the part of the
researcher which may block communication (Guyette, 1983).

The researcher may be biased in methods of sampling and choosing participants.
He/she may use a convenience sample if there are no key informants to assure that all
factions or groups are included that are appropriate for the study (Bok van Kammen &
Stouthamer-Loeber, 1998; Guyette, 1983).

Strategies for Increasing Cultural Sensitivity

In planning research with the Navajo several factors impacted efforts. Seideman,
et al. (1996) identified sixteen key points to consider in designing research studies with
Native American populations (Table 11, p. 84). The key elements provided a guide for

the researchers for understanding and sensiﬁvity of the Navajo cultural values and
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Table 11

Native American Research: Elements for Consideration

1.

10.

11.

All Native Americans are different (varying tribal structural types. beliefs. affiliations
and traditions).

Grandparents often play an important role in parenting.

The extended family remains a constant, regardless of lifestyle. and may impact
responses to healthcare providers.

Many Native Americans have married into other tribes. or into other ethnic groups,
increasing potential for conflicts within families and culture.

Intergenerational family problems may result in high risk and/or dysfunctional family
patterns.

There is distrust of Anglo American caregivers and possible embarrassment with
home visits due to severe poverty.

Access to home environments needs to be facilitated by Native American health
professionals or community contacts.

It is necessary to spend time with the individual/family to establish rapport prior to
completing an assessment, survey, and intervention.

Watching and listening are preferred methods for learning; asking multiple questions
is considered rude and intrusive.

The best approach for assessment and research is an unhurried observation.

The use of minimal direct questioning is the most appropriate approach for

assessment and research. (Circular communication style is common).
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Table 11 (continued)
12. When working with individuals/families, share observed strengths and commend

positives.

13. Present needs for improvement in a neutral indirect style (prevent use of "negatives").

14. Intentional and ongoing learning by the nurse/researcher is needed to do cross-
cultural assessments and research.

15. Utilize Native American experts and healthcare providers as much as possible in
making referrals and in conducting research to increase sensitivity to culture.

16. A genuine desire to accurately assess, understand, research the Native American
populations will likely to be perceived in a positive manner by members of the
tribe/community.

(Seideman, et al., 1996, p. 275).

beliefs, practices and family structure. The key elements were recognized in this study to

increase cultural sensitivity.
Methodological Challenges

Research of and with Native Americans possesses unique challenges regarding
who should conduct the studies with these populations. Involvement of Native American
and non-native investigators has been debated some within the academic arena but more
extensively among the Native American tribes (Champagne, 1998). Native American
researchers possess insider knowledge and understanding of their tribe and community.
but there are a limited number of Native American scholars. Therefore non-Native

American scholars are needed to work collaboratively with Native American
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investigators and/or fieldworkers to facilitate research with these populations
(Champagne, 1998).
Data Collection Methods for Grounded Theory

The methods of interview and observation were used for the study of Navajo
Parenting. The Grounded Theory methods of open-ended, tape-recorded interviews and
observations (field notes completed immediately after the interviews to describe
significant non-verbal or environmental factors that might have affected the interview)
were used to identify social processes in parenting children with FAS/FAE. Concepts
were formulated to produce an integrated Grounded Theory of Navajo parenting.

In this study constant comparative analysis was used to identify social processes
of Navajo children and families living with Fetal Alcohol Syndrome (FAS)/Fetal Alcohol
Effects (FAE). Data were examined and categorized into codes that represented meanings
of the interview data and observations. The codes were then examined to identify like
properties. Codes with like properties were grouped and ordered. and then reduced to
core categories that identified primary concepts.

Theoretical Sampling and Hypothesis Testing

Theoretical sampling was used for this research. Through the interview process.
concepts that emerged from the data were recognized as being significant when they were
repeatedly present or notably absent when comparing interview after interview. When the
concepts were noted to have sufficient importance, they were given the status of

category. The categories lead to the evolving theory.
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Four analytic processes were simultaneously performed throughout the hypothesis
testing process. Subcategories were related to categories by means of statements denoting
the nature of the relationships between them and the phenomenon. i.e. causal conditions.
context, intervening conditions, actions/interactional strategies, and consequences.
Verification of the hypotheses against existing data occurred. Through theoretical
sampling, there was a continued search for the properties of categories and subcategories,
and the relational links to the data. Also, there was an exploration of the variations in the
phenomena, by comparing each category and subcategory to identify different patterns or
relational links in the data. The steps were described by Strauss and Corbin (1992. p.
107).

Information was tracked on families who had a single child with FAS/FAE and
also those who had multiple children with FAS/FAE. Significant family members who
were involved in the parenting/child rearing process were interviewed. The family
decided which members were interviewed.

Examples to support the analysis process are provided to aid in understanding the
theoretical sampling. The category Strategies for Managing Challenges was identified
during the first four interviews. The informant introducing the concept was using the
parenting skills learned from attending classes on parenting and anger management at
Navajo Behavioral Health in her local community. The information leamed in the classes
was assisting her in dealing with the challénges of raising her child with FAS. A
hypothesis was formed: Parent education is important in assisting caregivers to manage

the challenges of FAS/FAE. This was tested by theoretically sampling informants.



Informants were asked questions to explore properties of existing categories and
subcategories. The questions were used to verify relational links in the data. The
researcher was able to confirm that educational resources were a key element for success
for parents raising a child with FAS/FAE. For some informants educational resources
were not available or accessible within their communities. A second category emerged
Acquisition of needs and programs.

Another example from the analysis process was in the relationship of
Intergenerational integration of knowledge, beliefs and practices to managing challenges
of children with FAS/FAE. This category was identified in data from the first informant.
A hypothesis was generated and subsequently tested: Extended and multiple generations
are involved in parenting and child rearing. While informants held to Navajo traditional
values, beliefs and practices to differing degrees, family was significant in the teaching
and role modeling of appropriate actions and ways of thinking and talking.

The concept Affection and nurturing, discussed the physical and emotional
support parents gave their children. A hypothesis was generated and subsequently tested:
Affection and nurturing support positive communication and parenting. While this
concept was identified in the data from the first two informants, it was not found
consistently with the theoretical sampling as an existing social process. Through focused
questions about how the mother learned to show affection and love towards her child, a
negative relational link was discovered.

Data Analysis and Coding

Analysis began with the first interview. Data analysis progressed using a
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procedure of coding, categorizing to find core categories and developing an initial
schema. Then theoretical sampling and hypothesis testing began. Data were analyzed to
test and develop hypotheses and to saturate categories. Constant comparison was used to
build the theory. Interpretation of the data allowed for the integration and linkage of
sequences of action to begin process description. Through data reduction, concept
formation and develop began to generate theoretical propositions of the process under
study. Concept testing, modification, integration and refinement were supported by
ongoing theoretical sampling and coding. Theoretical sampling provided new data to fill
in gaps or add strength to category saturation. The steps of analysis aided in breaking
through potential bias and strengthened the theory by giving rigor to the process and
ultimately generated an explanatory theory (Strauss & Corbin, 1990).

The following steps of analysis were used in the research process. Open coding
(free association) was completed to avoid a preconceived frame with apriori categories.
The data were fractured and codes were developed using words from the emic
perspective. The coded data were compared within a single interview and then later
across interviews to discover similarities, differences and underlying uniformity. Data
were then examined for coherence and inconsistencies between the cases. The data were
grouped together that had consistency or patterns. Emerging categories were created and
labeled as a means of organizing. Theoretical sampling continued during this process to
increase and clarify the data. Categories generated were then synthesized. Selective
coding was used after the code categories were synthesized (coding only categories

relating to the core category). A Model of Navajo parenting was evolving throughout this



process. Potential properties and conditions were examined from the data through
comparison and categorization. Axial coding (a specific type of selective coding) also
followed open coding. Axial coding identified conditions, strategies, actions and
consequences and content related to the emerging theory. Relationships were
hypothesized and tested to clarify understanding of the social process. Finally. more
selective coding was used for hypothesis testing as the theory emerged.

The analysis process identified the core category of Versatility through
Transcendence and the supporting categories of Strategies for Managing Challenges,
Transcendence in Parenting, Intergenerational Alcohol Abuse, Violence and Suffering
and Acquisition of needs and programs. Confirmation of core categories, properties or
attributes, relational statements and social processes by a Navajo research assistant/expert
assured cultural sensitivity and accuracy of the analysis process. A Grounded Theory of
Navajo parenting was developed from the data.

Memoing

Memoing occurred to assist in the theory development; code notes, theoretical
notes, and operational notes were used (Strauss & Corbin, 1992, p. 197). Code notes
were used to document actual products of the three types of coding. The code note
memos included conceptual labels, paradigm features, and indicators for social process.
Theoretical notes were used to sensitize and summarize the memos. These memos
included inductive and/or deductive analysis about relevant and potentially relevant
categories, their properties, dimensions, relationships, variations, and processes. The final

type of memo used was operational notes. These contained directions for the researcher
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and research assistant regarding sampling, questions, possible comparisons. and leads to
follow.

The categories were considered and decisions were made for theory development.
Also constant reformation and peer debriefing occurred during the process. Properties or
attributes were defined, and relational statements were identified. Identification of social
processes that influenced the family’s abilities to parent despite the impairments of
FAS/FAE was recognized (Stern, 1994; Glaser, 1978; Glaser, 1992).

Saturation of Categories

Theoretical saturation was reached for some categories by following
methodological procedures. Saturation occurred when the researcher was able to predict
placement of the data in the theoretical structure. The completed Grounded Theory has
one core category and four supporting categories. Categories possess codes-nouns with
definitions, adjectives that are identifiable properties/attributes, relational statements that
are testable links of hypothesized relationships and drivers of the energy system or social
processes which are saturated (Strauss & Corbin, 1990).

The study was stopped due to time constraints. Data collection ended before
complete saturation and was limited to the Western Agency region of the Navajo Nation.
Further research is needed to explore the emerging categories and to include other
regions of the Navajo Nation to determine similarities and differences within the regions.
Theoretical Sensitivity

The researcher influenced the emerging Grounded Theory by possessing insight

to comprehend and appreciate the data so that meaning could be recognized (Strauss &
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Corbin, 1990). Knowledge and skills to be able to generate codes, categories and
hypotheses were essential for the researcher to develop the Grounded Theory. Personal
qualities and reflective practices and insights were used to separate relevant from
irrelevant data (Strauss & Corbin, 1990).The researcher used comprehension, synthesis,
theorizing and recontextualizing to achieve conceptual density and pattern identification.

Comprehension is one of the four cognitive processes recommended by Morse
(1994) to assist in knowledge acquisition about the topic and the environment. Literature
provided a foundation. Data were theoretically gathered by asking concept related and
data generating questions. A thorough comprehension of the concept was completed
through data collection, coding, categorizing and hypothesis generation and testing for
some of the primary categories.

The second stage of knowledge acquisition is that of synthesis. Synthesis occurred
from merging data together to formulate a comprehensive and collective theory. The
informants presented stories of their life experiences. The stories provided a picture of the
phenomenon and social processes involved. Constant comparison was used to reduce the
data to generate categories and move toward the developing theory. Through data
collection and expert consultation the concepts were explored by hypothesis testing and
integration. Memoing was used to add insights to the process.

Theorizing was the next step that allowed for the constant development and
manipulation of potential theoretical schemes toward the resultant theory. Identifying
beliefs and values, examining similar concepts in other contexts, systematic and gradual

induction and conjecture, and falsification of hypothesized links were approaches used
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for theorizing (Morse, 1994). Theoretical sampling was integral to this approach. This
step was continued until there was a match of the theory with the data. Theorizing strived
for the best possible, exhaustive and coherent match of the theory to the data.

The final step in the process is recontextualizing which is developing the
emerging theory from the data through a process of reaching conceptual density.
Creativity was used to link theories and then modify and integrate them to demonstrate
theoretical usefulness (Morse, 1994). The theory that was developed was grounded in the
empirical data (Strauss & Corbin, 1994).

Creativity was used to break through assumptions and to identify relevant
conditions and consequences and in naming categories (Strauss & Corbin, 1990).
Categories were taken to higher levels of abstraction by combining creativity with
saturating concepts (Glaser, 1992). By using emic-insider category names and by closely
observing the data the researcher was receptive. Abstract interpretation was achieved by
building on the descriptors early in the process until category saturation allowed
movement to the etic-outsider level.

Emic versus Etic Approach

The two approaches in research are emic “insider” and etic “outsider.” The emic
approach involves studying behaviors from within the culture. The etic approach involves
studying behavior from outside the culture and examining similarities and differences
across cultures (Boyle, 1994; Burns & Grove, 1995). The emic approach takes a greater
commitment of time to establish trust and to identify key informants within the culture

but it is the heart of ethnography. The insider’s view provides a more accurate description
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of the situation and behaviors observed (Boyle, 1994). The etic perspective is the
researcher’s framework of interpretation or explanation of the situation. This view is
often seen in fieldwork observations but may not always conform to the emic viewpoint.
The etic approach in research can be completed in a shorter time period. Both views are
important in helping the researcher understand cultural situations and behaviors (Boyle.
1994).

Procedures

All procedures related to this study followed appropriate requirements. These
included Human Subjects and Navajo Nation approvals. Human Subjects requirements,
recruitment procedures, enrollment criteria and interview procedures are presented next.
Data collection followed approved methodological procedures and proceeded after
subjects were recruited from approved agencies and through referrals.

Human rights. Protecting the rights of informants within the study was critical.
Informants require protection in research in the areas of: self-determination, privacy,
confidentiality, fair treatment, and protection from discomfort and harm (Burns & Grove,
1987, p. 340). Researchers assessed the risks and benefits of the study to maximize the
benefits while minimizing risks. When obtaining informed consent the researcher
explained all the risks and benefits to the informants.

The Navajo families are considered members of a vulnerable population. Navajo
families represent minority, underserved populations and include children. Care was
taken at each phase of the research to protect the rights of the informants, and to explain

clearly, in culturally appropriate terms, the reason for the study and what was involved in



participating (Burns & Grove, 1987).

Confidentiality was a critical aspect of the research. Informants were given
assurances that their responses and interviews will be kept confidential in all phases of
the research from data collection to publication and dissemination of the results.
Assigning code numbers instead of using names was done to assist in keeping the
informant anonymous (Burns & Grove, 1987). When working with agencies to recruit
informants it was important to respect self-determination. Potential informants were
given information about the study and were invited to participate by someone within the
agency. Those who choose to participate were given directions on how to volunteer. The
process treated potential informants as autonomous agents and allowed them the right to
choose (Burns & Grove, 1987). All informants completed consent and/or assent forms
(Appendix C).

Privacy was necessary since family members often describe how they manage the
child in differing ways. It was important to understand that their responses differed
according to traditional beliefs and influences. One member of the family might have
conflicting strategies for parenting the child that did not support the overall patterns of
parenting in the family. This was identified in the pilot study as a potential problem.
Privacy was maintained for each informant so that they would respond truthfully and
completely to the interview questions. The informants were explained the circumstances
of the interview and were given the opportunity to sign the consent or choose not to
participate. All questions concerning the study or the interview were answered accurately

and fully prior to the interview. The interviews lasted 45-90 minutes in length. Each
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informant was reassured that his/her answers would not be shared with any other person
in a way that could ever be identified or connected. A Navajo research assistant that was
fluent in the Navajo language was present to translate questions and responses during the
interviews.

Institutional Research Board approvals. Approval of this study was obtained from
the University of Arizona's Human Subjects Committee prior to data collection. Ongoing
annual renewals have occurred (Appendix D). Navajo Nation Health Review Board and
single community and agency approvals were obtained prior to the start of recruitment
(Appendix E).

The Navajo Nation Health Review Board process included presenting the research
proposal and receiving approvals from individual chapters/communities. district. and
regional agency supports. Also it included presentations and approvals to single agencies:
Indian Health Services-Kayenta, Tuba City, and Winslow and Navajo Behavioral Health-
Western Agency region. The process took six months to complete; connections and
relationships were formed at each location. At each presentation the need for the research
was confirmed and supported. The overall process, although very tedious, was very
positive. Community chapter and agency support was requested throughout the Western
Agency Region of the Navajo Nation. A presentation with opportunities for open
questions was given prior to receiving each resolution or letter of support. Appendix E
provides copies of all of the support resolutions and letters of support and approval

received during that process.
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The researcher worked closely with Louise Ashkie through the recruitment. data
collection and analysis processes of the research. Mrs. Ashkie is the Director for Alcohol
Related Birth Defects Programs and Projects for Navajo Behavioral Health, Navajo
Nation. She served as the research assistant and was present for the interviews. Mrs.
Ashkie provided Navajo translation during recruitment, data collection and analysis. Her
participation assured cultural sensitivity and appropriateness throughout the study. (Mrs.
Ashkie gave her permission to be acknowledged.)

Recruitment procedures. Agency support for this study was in place for the
Children’s Rehabilitation Services Clinic-Flagstaff Medical Center, Indian Health
Service Clinics-Kayenta, Tuba City, and Winslow, and Navajo Behavioral Health-
Western Agency areas where numbers of Navajo children with FAS/FAE and their
families are seen. The agencies work closely with the Navajo families to assess and plan
services for the child and family.

Agency staff assisted in identifying potential families for participation. Potential
informants were identified by the agency and were given information about the study.
The agency contacts provided the researcher with the names of families who wished to
participate. The research was conducted with 13 Navajo families who were parenting
children with FAS/FAE. Two adolescents within the families were also interviewed.

Enrollment criteria. The following criteria were used to identify potential
informants.

1. The families were Navajo (registered as a Navajo) and included at

least one primary caregiver (caregivers may be extended or clan
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family) and the child. Siblings could be included if they were involved
in the child rearing roles.

2. The children were school-aged and diagnosed with FAS/FAE
(developmental age 5-12 or actual age 5-18).

3. Nurses, casemanagers or counselors considered family as being
resilient (able to handle the challenges that occur with parenting a
child with FAS/FAE; such as managing the challenges of a child with
special needs).

Interview procedure. Family members who agreed to participate were given the
choice of being interviewed individually or together. In eleven families, informants were
interviewed individually. In two families, informants were interviewed together. Family
was defined as the individuals who were responsible for the parenting of the child with
FAS/FAE. Informants could be identified as being part of the nuclear. extended or clan
family.

Children between 5 years and 12 years of age (actual or developmental age) were
the focus of the study. This age group was selected because many of the primary and
secondary problems/conditions that occur with FAS/FAE are not recognized until the
child enters school. All of the FAS/FAE children involved in the study except two fell
within the developmental age of 5-12. One child was 5 with a developmental age of only
18 months. A second child was 4 with a developmental age of 24 months. He had an
older brother that was FAE. Five children were older by actual age: 14, 14, 14. 17, and 24

but were between the 2™ and 4™ grade based on developmental and cognitive ages.
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Navajo families with children affected by FAS/FAE were asked to describe the
experiences they had with managing the challenges in parenting and child rearing. The
interviews were conducted in areas that provided privacy.

The researcher used open-ended questions to elicit information from informants.
The tape recordings and field notes of each interview allowed for accuracy when
transcribing the interviews. Words, as well as, reflections and tone were recorded on the
field notes.

Questions that were asked from the Navajo Parenting Study Information Form
included: (Appendix F):

1. How many people live in the house (homestead)?

2. Who are the primary “parents” or “caregivers” for the child?

3. What are the ages of the family members?

4. What are the genders of the family members?

5. What services are the child, and/or family receiving? (Tribal, healthcare social,

educational, and financial).

Open-ended questions were then asked to understand the social processes
involved in managing the challenges of a child with FAS/FAE. The questions asked
were:

1. Tell me a story about the most difficult thing that has happened with the
child?
2. Tell me a story about how the family handles problems or difficult times

with the child? Do you have a way of coping that you use most often to
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help you handle problems/difficult times? Do you feel that you are able to
handle other problems using these strategies/ways of coping? Tell me
about it.
3. What strengths help your family to cope? What special practices and
beliefs help your family to cope?
4. When you need help to cope or manage, whom do you go to for support?
5. Tell me a story about what you have had to do to access healthcare and
other services for the child?
6. Tell me a story about how you teach the child about beliefs, values. and
how to behave?
The questions and interview techniques were reviewed with a Navajo consultant for
culture appropriateness and sensitivity. Observations of non-verbal responses during the
interview were recorded in field notes to enrich the data and were included in analysis.
Participants
Thirteen families and a total of fifteen informants participated. Comparative
descriptions are provided for the informant families (Table 12, p. 101). All informants
lived within the Western Agency region of the Navajo Nation. They were identified by
the referring agency as having some level of resilience in parenting their children with
FAS and/or FAE. The mean age of informants (mothers) was 37.77 years. The informants
represented birth moms (n=8), foster moms from the extended family (n=1). foster mom

(n=1), and adopted moms from the extended family (n=3) (Table 12).
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Table 12

Informant Families

Data Category I[nformant Families

Family 01]02]03] 04 J05]06[07/08[09[10]11]12]13

Birth Mom (age) 37 45 2713514033334l

Foster Mom (extended 35
family) (age)

Foster Mom (non- 45
family) (age)

Adopt Mom (extended 30 | 43 | 47
family) (age) FAE

Birth Mom: Sober X1 X dead

Birth Mom: In treatment XX

Birth Mom: Still X X [ X | X X[ X[ X]|X
drinking

Prenatal Care -
Pregnancy

No Prenatal Care - XXX X [ XX XIX|XIX|X|X|X
Pregnancy

"~
-

21, |17.1 6. | O

FAE children — ages 41015 0 0| S
1311535,

&0
<o w

FAS children — ages 4 14117} 24 | 5 |1
16

o>

Family Describes Self X| X X X|X XXX
as: Traditional

(following Navajo
beliefs, practices)

Mixed (following some X X X

Navajo ways, but also

using dominant Anglo

cultural ideas and
ractices)

Non-traditional X X
(following no Navajo
practices, only dominant
Anglo cultural ideas and
practices)
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Families

01

02

07

10

Mom-Boarding school

>R

o] %)

Mom-Church foster
placement

P

>

Mutigenerational
substance abuse

Extended family
substance abuse

Multigenerational
violence

Extended family
violence

o] B B

b e e

o o B

b ] B B

] B B

r I ] o

o] B o] B o

b e B e

P ] B e
e e R
b ] B B

S ] B

S ] B

RESOURCES USED BY FAMILIES

WIC-Women’s, Infants,
and Children Services

X

X

Food Stamps

Social Services

Indian Health Services
Clinics

<[4

it

[

X
X
X

X
X

Navajo Behavioral
Health

P ] o o B

It e
P I P P

< e

Navajo Mental Health

b R B a1 el e

P ] I

o e B e Ead T B

L e e Ead e

Developmental
Disabilities Services

Special Educational
Services

X

X

X

Children’s
Rehabilitation Services

X

b . R i e

X

X

Families varied in their view of traditional, mixed, or non-traditional patterns of

parenting (Table 12). Eight families identified themselves as being traditional Navajo.
They defined traditional in terms of participating in the Native American Church,
following traditional Navajo teachings and practices for parenting and participating in

ceremonies, and prayers to maintain harmony and balance in their families. Three

families reported being mixed in their views and practices. The families participated in
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traditional Navajo parenting, but were Christian by religion. They also reported using a
mix of traditional and “western” practices to parent, and to maintain family harmony.
Western was defined as using modern medicine, treatments, and educational strategies
from the Anglo or the dominant culture. Two families reported non-traditional parenting
practices and beliefs. The families used Christian parenting beliefs and practices that
were taught from an Anglo perspective.

Five women were foster or adopted mothers and had no history of drinking. Two
women had been sober from a reported one to five years. There were two women in
treatment and two others that were planning to attend treatment programs. Eight birth
moms reported drinking currently, but all stated that if they were to become pregnant
again, they would not drink (Table 12).

It was reported that all thirteen birth moms received minimal or no prenatal care
during their pregnancies. The informant families reported 15 FAE children ages 1-21. and
17 FAS children ages 3-24. Four families were raising only one child with alcohol
exposures-FAS. Nine families reported raising multiple children with both FAS and/or
FAE (Table 12). One mom was diagnosed with FAE herself. Three other moms
demonstrated characteristics of FAE, but were not diagnosed.

The informants reported separation from family as a negative influence in
learning parenting skills (Table 12). Eight of the informants reported the birth moms
attended boarding schools during their childhood. There were limited opportunities to
learn parenting skills directly from their parents due to the separation from family role

models and mentors. Also three informants reported placement in church foster families
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during their school-age years. The three moms reported that this was an overall positive
experience, but when they returned to their home communities they were exposed to
substance abuse and violence.

Thirteen of the families reported multigenerational and extended family substance
abuse. Also, all thirteen families described violence and abuse across multiple
generations and within extended family and community. The cycle of substance abuse
and violence was closely linked in the informant stories (Table 12).

Resources described by the families varied according to specific needs and local
community availability (Table 12). The most prevalent resources were social services.
Indian Health Services Clinics, and special education (N=13). Navajo Behavioral Health
services (n=9), and food stamps (n=8) were widely used by the families. Other resources
reported were Children’s Rehabilitation Services (n=6), Navajo Mental Health (N=5),
WIC-Women’s, Infants, and Children’s Services (n=4), and Developmental Disabilities
Services (n=3). The informants described that the resources were positive and helpful.
Data management

This section describes the procedures for data management. An audit trail was
maintained by keeping careful records throughout the research. Field notes and regular
substantive, methodological and theoretical memoing supported the goal of audibility.

Record keeping. Records were maintained in several forms. They included field
notes; open coding notations; analysis grids denoting meanings, codes, categories, and
social processes; and core category schematics describing concept properties. Field notes

and memos were completed throughout the theory development process. Audio tapes
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were used to record informant statements. Tapes were transcribed by the researcher in
English, with Navajo translations provided by Louise Ashkie during the interview and
analysis processes. Mrs. Ashkie reviewed the transcripts, and each step of analysis for
accuracy in interpretation and assignment of meanings, codes, categories and social
processes. The transcripts were carefully reviewed for accuracy and were used for
rereading interviews and for thinking about the data and emerging theory. The entire
analysis process was completed using a word processing program and personal computer.

Field notes were used throughout the data collection, data analysis. theoretical
sampling and final theory development processes. Handwritten notes were recorded in a
notebook during each of the interviews. This allowed for recordings of environment.
observations of family interactions, non-verbal communications and any information that
contributed to the theory development. Insights were also documented in the field notes.
At the conclusion of each interview the researcher and research assistant would review
observation and field note entries. Collaboration in this area increased understanding of
context and sensitivity to the Navajo families. The notes were used to refresh thinking
about the interview, the informant’s experience and provide greater clarification and
density to the resultant theory.

Trustworthiness

Qualitative researchers defined a method to evaluate Grounded Theory for
trustworthiness (Lincoln & Guba, 1985; Sandelowski, 1986). The process is equated to
validity and reliability within quantitative methods. Determining whether there has been

rigor throughout the process is critical (Lincoln & Guba, 1985; Sandelowski, 1986).
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There are four elements of trustworthiness: credibility, transferability. dependability and
confirmability (Lincoln & Guba, 1985; Sandelowski, 1986).
Credibility

Credibility is compared to intemnal validity. Credibility was established with
prolonged observations, engagements, or participation with informants that resulted in the
“truth”, value, or “believability” of the findings (Leininger, 1994, p. 105). This process
assured that all of the steps had been correctly done to discover the “truth” (Lincoln &
Guba, 1985; Sandelowski, 1986). The researcher worked closely with faculty and
research experts at each step of the process.

Prolonged engagement. In order to achieve prolonged engagement the
researcher’s goal was to spend sufficient time to learn of the experience, to understand its
context, to watch for and probe misinformation and to build trust and to establish rapport
with the informants (Lincoln & Guba, 1985). If this did not occur there would be a
greater chance for misinterpretation and misinformation. Due to the sensitive nature of
the stories concerning alcohol use in pregnancy, substance abuse, and managing a child
with FAS/FAE, it was critical to establish trust and rapport.

For this study, the researcher began the relationship with each informant when the
agency personnel introduced the study to them. The researcher shared past experiences
and knowledge about the working with children and families managing the challenges of
FAS/FAE. The researcher stayed focused to value and undérstand the informant’s
experience and context of parenting the child with FAS/FAE. Focused attention was

given to the informant during the interview to avoid misinformation, misinterpretations or
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distortions in meanings.

It was important for the researcher to spend sufficient time with the informants
and the data. Persistent observation allowed for inclusion of the unique aspects of each
interview to add to the depth of the emerging theory. Informant uniqueness was
recognized and incorporated into the full explanation of each of the concepts. Throughout
the theoretical sampling of informants and the literature. the researcher remained
immersed in the data. Informants were asked to clarify or denounce views and
experiences of others managing children with FAS/FAE.

Peer debriefing. Another technique that supported credibility was peer debriefing.
Peer debriefing is the engagement of an uninvolved researcher to evaluate the logic of the
findings, tentative analysis and conclusions. Regular debriefings with methodological
faculty committee members were done. The peer debriefings provided the opportunity to
examine all aspects of the inquiry. Close examination of the research by uninvolved peers
assured most possible data interpretations were considered and that hypotheses were a
reasonable match to the data (Lincoln & Guba. 1985).

Member checks. Member checks are one of the most robust procedures for
creating credibility; allowing participants to review the data and findings (Guba &
Lincoln, 1989). To test the emerging core and subcategories member checks were
conducted. In a discussion with two informants and one mother raising an adopted child
with FAS the core category and supporting categories were confirmed. The informants
acknowledged the need for family, educational and supportive resources. and the need for

coping strategies to parent a child with the challenges of FAS/FAE. They also recognized
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the importance of developing programs for prevention and intervention to break the cycle
of perinatal substance abuse. The theory confirmation provided strong evidence of study
credibility.
Transferability

Transferability is found with rich. thick descriptions and involves considerations
of whether the conceptualization could apply to another situation. This is compared to
external validity. If a similar condition exits, and the same theoretical perspective and the
same rules for data collection and analysis are followed. then two researchers should be
able to reproduce the same theoretical explanation for the phenomenon (Denzin. 1994).
Transferability could be accomplished through following the same data collection and
analysis procedures of extensive field notes and memoing. observations and detailed
transcriptions of interviews. The researcher worked closely with faculty and Navajo
experts to make sure descriptions were culturally accurate (Lincoln & Guba. 1985:
Sandelowski. 1986).

Reporting the saturated and emerging categories supported transferability. Close
attention to detail in completing the Grounded Theory methods facilitated empirical
grounding of the categories and emergent theory in informing the data (Stauss & Corbin,
1990). Using an informant’s exact words to describe categories supported transferability
(Strauss & Corbin, 1990). Transferability was also supported through accurate reporting.
accurate use of the method, grounding the data, providing rich descriptions and reaching

saturation of the core category (Guba & Lincoln, 1989; Sandelowski, 1986).
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Dependability

Dependability means that the process was done the same way each time.
consistently. This compares to reliability. Dependability provides stability, repeatability.
or replicability of the findings by other researchers, peer evaluators, or through other data
sources (Lincoln & Guba, 1985; Sandelowski, 1986). Each interview was coded and
analyzed in the same manner to identify recurring categories or the obvious lack of new
categories. Coding of transcripts occurred after each interview to identify categories. to
allow for concept formation/concept modification and to guide theoretical sampling
(Lincoln & Guba, 1985; Sandelowski, 1986). Theory development can be followed
through the stages of coding, beginning with open coding, hypothesis generation and later
during selective and axial coding. All phases of this process were recorded in a Microsoft
word document, were printed and reviewed on a regular basis.

Dependability is supported by consistency throughout the research process
(Denzin, 1994; Strauss & Corbin, 1990). A core category with four supporting categories
was identified. Similarities within the elements or concepts supported the theory of
Versatility through Transcendence in Navajo parenting patterns of resilience, adjustment
and adaptation. Dependability was supported by adhering to method. the audit trail and
resultant theory.

Confirmability

Confirmability refers to the degree of certainty that other researchers can follow

the analysis process and reasoning to arrive at similar results. This compares to

objectivity. Data records and analysis steps were recorded, rechecked and reviewed by
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researcher and the Navajo research assistant to confirm each step was followed
appropriately (Lincoln & Guba, 1985; Sandelowski, 1986).
Summary of Trustworthiness

Qualitative methods were used to discover relationships and interpret/explain and
build theory. Rigor was important in the research methodology. Rigor is truth-value that
equals trustworthiness. The criteria for trustworthiness are the theory’s applicability,
consistency and neutrality established by creating adequate materials for an audit trail and
triangulation with literature or other researchers (Lincoln & Guba, 1985; Sandelowski,
1986). Empirical studies and literature reviews were explored.

Using Navajo expert informants for review and checks of the process assured
trustworthiness and credibility of the data. Audit trails were maintained in collaboration
with faculty who had experience in qualitative methodology. Techniques of prolonged
engagement, persistent observation, member checks, peer debriefing and negative case
analysis were completed (Glaser, 1978; Strauss & Corbin, 1990). Prolonged engagement
was accomplished through unhurried informant interviews-allowing the informants the
necessary time to tell their story. Persistent observation occurred through detailed field
notes that recorded the nonverbal activities/behaviors noted during the interview.
Member checks and peer debriefing occurred with the research assistant-after each
interview and throughout the analysis, faculty experts, and consultants during the analysis
process. Negative case analysis was completed with the assistance of the research
assistance, faculty experts and Navajo consultants. The process increased accuracy in the

identification of codes, categories and concepts for theory development.
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Summary

The development of the Grounded Theory of Navajo parenting was completed
through a participatory process using Navajo experts. Joint dissemination of knowledge
by the researcher and the Navajo experts will increase acceptance of the theory by the
Navajo Nation. The Navajo Parenting: Versatility through Transcendence Model.
described in Chapter Four, will be presented to the Navajo community for review at the
completion of this study.

The researcher worked closely with Navajo expert informants throughout the
study to assure sensitivity and appropriateness of the process in terms of Navajo. Navajo
experts were involved in all phases of the research process to increase acceptance.

accuracy and sensitivity of the study.



CHAPTER FOUR
FINDINGS

The findings presented are from analysis of interviews with Navajo children and
families living with Fetal Alcohol Syndrome (FAS)/Fetal Alcohol Effects (FAE). The
informants were asked to tell their story and to discuss their experiences with child
rearing/parenting. A theory was identified from the data about the process of parenting a
child living with the primary and/or secondary challenges of FAS/FAE. The core
category of Versatility through Transcendence describes the process that some Navajo
families use to overcome the challenges of parenting a child with FAS/FAE.

The Versatility through Transcendence Model will be discussed in Chapter Four.
The basic social psychological process (BSPP) is identified by describing the categories.
The categories will be presented with definitions, properties/attributes and social
processes. All data relate to the core category of Versatility through Transcendence.
There were both positive and negative relationships that linked to the core category.

The social psychological process that is related to change, and/or an underlying
social structural change may be identified by using Grounded Theory methodology
(Glaser. 1978). Versatility through Transcendence Model is such a (BSPP) that is
immersed in dynamic social structure. The concepts of the social structure that influence
the parenting process were identified in the data. but saturation did not occur in all

categories.



“Basic Social Psychological Process™: Versatility through Transcendence Model

The BSPP of Versatility through Transcendence reflects the factors contributing
to family resilience, adjustment, and adaptation in parenting children with FAS/FAE. The
Model has four categories: Intergenerational Alcohol Abuse, Violence and Suffering.
Transcendence in Parenting, Strategies for Managing Challenges, and Knowledge/
Acquisition of Needs. When the concepts of the BSPP are described in detail. each
category is linked to the Model and the data are presented through illustrations for each
category.

The process that surrounds the experience of Navajo families living with
FAS/FAE had four categories. The categories were dynamic and reflected the positive
and negative influences that affect parenting.

Intergenerational Alcohol Abuse, Violence and Suffering

The first category in the Versatility through Transcendence Model was
Intergenerational Alcohol Abuse, Violence and Suffering The category was defined as
the ability to overcome the multiple generation cycle of alcohol abuse, violence, and
suffering within their families. There were two subcategories identified:

1. Intergenerational alcohol abuse, and
2. Domestic Violence and Alcohol Abuse.

Alcohol abuse, violence, and suffering were part of the stories shared by the
informants. The women identified themselves as having alcohol addiction or
dependencies. Several women had been in treatment programs or were planning to

participate in alcohol treatment. The drinking problems crossed multiple generations. The
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informants described the challenges around drinking for themselves (n= 8). or for the
birth moms of the children that they were caring for (n=5). Getting control of their
drinking and their lives was a priority for the birth moms. By overcoming alcohol abuse
and violence the informants felt that they could be better parents and reunite their
families.

The data suggested that the more complex the problems and challenges related to
alcohol use and FAS/FAE of the children, the greater determination the birth mom had to
get and stay sober. Several birth moms overcame personal. marital and family challenges
in trying to achieve sobriety and in breaking the cycle of drinking, abuse. and suffering.

Properties for Intergenerational Alcohol Abuse. Violence and Suffering were self-
determination. taking responsibility, hardiness, and resilience. Accessibility to resources
and use of internal and external strengths assisted the informants in striving to overcome
substance abuse, violence, and suffering. The informants described how their drinking
not only caused their child/children to have FAS/FAE, but prevented them from being
good parents.

The social process associated with Intergenerational Alcohol Abuse, Violence and
Suffering was Social drinking among families and friends within the community. The
process described the socialization of drinking within families. The informants expressed
an understanding that drinking was illegal and that it was impeding their efforts for
sobriety; however, drinking was an important part of their social existence. Drinking

occurred in small and large gatherings, at social functions and celebrations. and at



traditional ceremonies. The informants described this process as one that had gone on for
many generations within their family and friends.

The social process was defined as “normal and accepted” practice. Properties
varied among families and were noted as accessibility and compulsivity. The types of
drinking patterns included social drinking, binge drinking and daily consumption. Some
only drank at special events or occasions, while others drank whenever alcohol was

available and would go out of there way to acquire supplies of alcohol.

The data illustrated the pattern of social drinking and its affects on parenting. For

example,

My dad drinks when he gets paid. He will binge drink for several days. My mom
passed away in 1999, but she drank. My sister.... she drinks. She and her husband
drink and have a family cook out right out of their house. They socialize and
drink... Their kids are affected...when they drink they ignore the kids...they yell

at them...the kids suffer. (9:1, 70)

The following is another illustration of social drinking and abilities to parent.

I used to drink because my mom and dad used to drink to socialize with friends

and family....when everyone would just get together...Now I can’t be a parent to

my kids if I drink. (11:1, 54)
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The data illustrated family patterns of drinking that lead to her drinking during

pregnancy. An example is,

During the day, I would drink several drinks just to numb me out and then |
would binge at the parties....I even used to drink with my father...under the age
of 18...I have to stay sober now so I can take care of my kid...He is FAS...I am

so sorry for what I did to him...he suffers for what I did. (13:1, 10, 41)

Several thought it was important to be sober so they could manage the special

needs of their child/children. The following are three examples of these points.

We are trying to push ourselves and push ourselves. The main thing that has
helped us out is from here.. .talking about most of our problems and this and

that. ..It started back in 1997. And then we stopped our drinking back in 1999...He
went to treatment...we want to get our family back and be good parents...we

have to stay sober this time...alcohol tears our family apart... (1:1. 43)

“M’s” mom has been sober for 5 years now. [ am so proud of her....She wants to
go back to school to become a Certified Nursing Assistant...She really wants to
find independence for herself. She wants to earn enough money to do that... she

wants to take care of her children...she wants to be a good mom... (2:1, 122)
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I just want to get a house and get my family back, my kids. I just want to get out
and get my kids and then get income for my kids. And I talked to my husband and
I told him that I was gonna get my kids back. And it sounds like that he wants to
come back again. I just told him if he is drinking, to stay over there. I don’t need
no man. Just leave me alone....I have to stay sober to raise my kids good...they

need me to be there (2 children with FAS)...I don’t want them to suffer no more.

(8:1, 104)

Taking responsibility for consequences of drinking was described by eight

informants. An example for one informant was,

So I am back. No one forced me. I am coming back to sessions. I felt like I can
get back on my two feet. [ opened up to my counselor today. I am taking those
steps, I am reaching out. I want to get control and get my son back. | want to help

my son; he has so many problems because of my drinking. (13:1, 85)

Intergenerational Alcohol Abuse

Intergenerational alcohol abuse was defined as drinking by husbands, siblings,
parents, grandparents, cousins, extended family and friends. The problem was viewed as
complex and very difficult to overcome. Primary and secondary conditions associated

with FAE/FAS were described within multigenerational and extended family members.
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The informants shared that the greater entrenched the behaviors of drinking and violence.
the harder it was to overcome and break the cycle.

The properties noted were reason to drink, social structures, and personal beliefs.
Reasons described for drinking were stress management, celebration and comforting.
Drinking was part of socialization during family gatherings, celebrations. and
ceremonies. The patterns of drinking varied from only an occasional social drink to use

of alcohol for coping and managing stress, i.e., alcohol dependence ahd/or addiction.

The data described multigenerational drinking patterns within the family and no

parenting role models. For example,

Where | came from when I was growing up, my great grandmother and my great
grandfather were drinkers, (sigh...) | was raised up from an alcoholic family. My
dad’s side was just like my mom’s side of the family. His mom and dad and

grandparents were alcoholics too. No one really taught me how to be a parent...I

had no role models or teachers....it is hard not to drink...everyone in the family

drinks. (I:1, 83)

The data illustrated multiple generations of alcohol affected individuals. Two

examples are,
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The birth mom has a mild retardation herself. Her mother drank. | have been
doing some investigation. Their grandfather has some retardation. It is a pass on
thing. All were drinkers... the drinking has caused problems for many

generations. (5:1, 109, 111)

[ have an aunt that we diagnosed her as being FAS and I believe that her children
are also. Her sisters are also all alcoholics and have FAS Kkids...She has trouble

parenting...she yells a lot and hits her kids. (4:1, 136)

Domestic Violence and Alcohol Abuse

The Domestic Violence and Alcohol Abuse was defined as the coexistence. cross
generational and intergenerational domestic violence and drinking. All informants
described some level of abuse, neglect or violence associated with drinking for the birth
mom and family.

The data suggested a relationship between alcohol use and probable domestic
violence. The informants reported that the greater the abuse of alcohol and the inability to
cope with daily stress, the more likely a woman, child, or person would suffer from
violent behaviors as a victim.

A property of domestic violence was negative behaviors toward others. Kinds of
negative behaviors were neglect, child abuse, spousal abuse and violence toward others.

The neglect was in the form of lack of attention, affection and love; and in failing to
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provide adequate food and nutrition for the children. The link of alcohol and violence

was reported to affect parenting. Examples are provided.

The informant reported not wanting her son to repeat the cycle of violence.

I was hit by my kid’s father (crying)...and I didn’t want him (her son) to turn out

that way....I don’t want him hitting his wife, or me; I am his mother. He didn’t

have no respect for women. (10:1, 38)

The data illustrated child abuse and neglect. An example is,

Well, one thing that we have had a hard time with is ah...we were raising our kids

okay, but...social services was saying that we weren’t treating our kids alright.

Not taking good care of them....and this and that. (1:1, 43)

Children with FAS were reported to be violent. For example,

“C” became so violent once that he almost suffocated another boy...I didn’t know

what to do... (3:1, 77)

The data linked alcohol and violence. For example,



All members of the family are alcoholics. One sister was abused and beaten so
badly that she looks different from her pictures now...She couldn’t take care of

her kids. (3:1, 89)

Two brothers were murdered due to alcohol. Mother was an alcoholic...She was
really abused so she had to go away and take herself out of the picture...she was
afraid for her kids....she took them away (cousin translating for informant). (6:1.

56)

The data links alcohol to intimate partner violence. For example,

When [ was pregnant with my last baby, he came home drunk and we got into an
argument. He tried to hit me. My oldest kid tried to help me and she got into a
fight with him. He tried to choke her. I called the cops on him and threw him in

jail. (8:1,22)

Transcendence in Parenting
The second category of Versatility through Transcendence was Transcendence in
Parenting. The category was defined as parental awareness of the primary and secondary
conditions of FAS/FAE, and what they needed to do to overcome these conditions. It
addressed the challenges that were faced when raising children with FAS/FAE. There

were three subcategories that defined this element. The subcategories are:



1. Cognitive impairments, delays, and challenges
2. Social and behavioral problems, delays, and challenges
3. Mental Health Challenges
The children had primary and secondary conditions that affected the way parents
coped and managed. Each subcategory represented specific challenges the parent had to
overcome. Children exposed to alcohol in utero had multiple challenges. The greater the
challenges the harder it was for the parent or caregiver to mange and cope. The

complexity of the issues had an affect on the resources and strategies needed by the

parent.

The following was an example of the mulitiple health problems described by one

informant.

The one that they say has FAS....they have him in Hot Spring in a home...that he
is being taken care of over there....he is four years old. ....We visit him in August
and then he wasn’t full grown like that (pointed at her 3 year old), and he
was...still got pampers, and he was still not bottle trained, and that stuff...he can’t
talk and learn very good...he is very sickly.... he can’t be far away from the
hospital...he has problems with eating and just starts throwing up...it is hard to

take care of him. (1:1, 11)



The data illustrate the problems associated with the complex needs of one
informant’s child. It is difficult for a child to adjust to family life when they have been

living in a group home or institution for care. For example,

Well, a lot of times. I did have a hard time with him. He gets angry very easy. The
time that I picked him up over there to here was the hardest. He had to adjust to a
home living from an institution. So, what happened, when I brought him he would
just sit in the corner and just rock. He didn’t know how to eat. He would just grab
food and throw it in his mouth. He wouldn’t know how much food to eat...He
gets angry and just throws himself on the floor. And just hit his head on the floor.
And all that. So it was really hard for me to work with him...He also couldn’t
talk, he had surgery on his head when he was little and has problems...we had to

try to use sign language, but it was really hard. (5:1, 38)

Cognitive Impairments, Delays and Challenges

Cognitive impairments, delays and challenges was defined as the learning and
thinking deficits that occurred in children from exposure to alcohol in utero. The
cognitive problems described varied from child to child, but all of the children had some
level of cognitive disability. Informants indicated that the severity of the children’s
cognitive problems was linked to whether they drank throughout the entire pregnancy.
The property of difficulty learning, included cognitive functioning below actual age,

developmental delays, poor reading and math abilities, difficulty focusing. Consequences



seen were learning disabilities, need for special education services. failures in school. and

drop outs due to inability to do the work.

These data illustrate the severe cognitive delay of one child with FAS. For

example,

My son is a seventeen, but he is on a 3" grade level, even....He went to school.

you know, but then he never learned much...He is FAS...(3:1, 27)

The following data illustrate the affect of cognitive abilities on self care. An

example is,

Learning how to do things. How to do her hair. She just barely learned to put her
hair back this year. She does not like to do her hair. ....Now she is learning to take
care of herself in that way. She has a problem with dental disease. So we bought
her an electric toothbrush so that she can better care for her teeth. .. Parenting is

hard with her. (4:1, 38)

The following illustrates the difficulties with math and reading, and overall

abilities to succeed in school for the informant’s child. For example,
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...Just only the 9 —year-old. He knows how to do some math, but reading he can’t
do. He used to go to special education and they helped him. They retained him
back to learn, but they finally did put him back in the 3" grade. He will be in the

4™ grade this year. (11:1, 82)

Social and Behavioral Problems, Delays, and Challenges

All children described suffered from some degree of social and behavioral
problems. Several also had problems with the juvenile justice system. The social and
behavioral problems of children with FAS/FAE were defined as the most difficult
challenges to manage. Social and behavioral problems, delays and challenges was
defined as behavioral actions by the children that had consequences for their competence
in social situations.

Properties included isolation, poor self-esteem, poor locus of control, short-
sightedness and immaturity. Types of problems seen by the parents were: hyperactivity,
difficulties with focus, inability to socialize, difficulty with relationships, impulsivity,
experimentation with alcohol and other substances, and trouble with the law. The
informants reported the children’s violence and stealing was due to his/her lack of
understanding of right and wrong and potential consequences. Most common problem
identified by informants related to anger management. The social and behavioral
problems had been so difficult for some of the children, that several informants reported

that their children were now suffering depression.



Self-imposed isolation and children’s inability to socialize were described. For

example,

He was upset with all of the children around. He liked to be by himself and
playing. He was not used to the TV and the noise and all that stuff. He would

cover himself with his blanket. (1:1, 45)

Breaking the rules was identified from the data. For example,

He got worse. real worse. Some other students were like that in his class. He
would get in trouble in class, and would go out and smoke at lunch break. They
would get caught by the teacher or principal. They would come and tell about his
getting into trouble and his anger management problems. He was cussing at us

and his teachers. (1:1, 77)

The data illustrated difficulty with relationships. This example also shows
informants’ beliefs about their children’s lack of understanding of consequences for their

behaviors. For example,

He (the counselor) was supposed to help “C” to get him a placement. And that is
where they decided for him not to go to school. He is too mean. He is mean to the

kids. So, he told them that he was not going to go back to school. He might hurt



is,

somebody or get more in trouble. So that is the reason that he just stays at

home....He didn’t understand the consequences of his actions. (3:1. 13. 79)

Yes, he is learning. He has learned to interact with other children. Because when

we first brought him. he would just attack kids. He didn’t want to play with

anybody. He didn’t know how to play with toys either. He would just bang it,

bang it. (5:1, 40)

The following is an example of hyperactivity.

She is very hyperactive. She will not sit still. She is always moving. (4:1. 32)

Anger management was illustrated in this statement by the informant. An example

My oldest daughter has anger problems. She can lash out at anybody at any time

and anywhere. She doesn’t care. She is always “right”. (10:1, 26)

Mental Health Challenges

Mental Health Challenges were defined as additional psychological problems

related to alcohol exposure. Informants reported difficulties in caring for their child when

they were also suffering from depression or bipolar disorder. Several informants who
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reported having mental health problems, such as depression and schizophrenia, were
alcohol exposed. Children living with FAS/FAE were also'reported to have problems
with depression and substance abuse.

Properties identified for this subcategory were feelings of hopelessness.
frustration, helplessness and paranoia. Depression in the children and informants, who
had themselves been alcohol exposed, was the most common secondary health issue

found in the data.

The data illustrated the difficulties of managing an FAS child with mental health

challenges. For example,

In addition to having Attention Deficit Hyperactive Disorder, she has Bipolar
disorder. She gets agitated and frustrated...then she will get really depressed...It

is hard to manage her as a parent...(2:1, 140)

The following is an example of depression experienced by a son with FAS and the

parent’s associated stress and worry.

Me and my son use mental health....When I get stressed it helps to talk...I worry
so about my son....he is depressed.....it is hard for him....I really worry about

him...I want to be a good mother. (3:1, 17)



The following quotations illustrate depression and substance abuse issues with

children who had FAS/FAE.

My boys, they usually go over to Mental Health; all three are getting treated over
there (oldest FAS, two younger are FAE)... My oldest, I always tell him not to
take drugs. He gets depressed sometimes. He is just sitting there worrying. He
will just cry. Sometimes he would say that he wants to die. All three of them are
like that...that is why they will go out there and take their drugs and drink. He is
on medications for depressions and ADHD. He has a hard time with the FAS...I

wish I could help better. (11:1, 109, 111)

My oldest one...he is almost done with 12™ grade, but he has all this stress too.
He don’t get along with his step-dad. He used to go to school in Phoenix. Then he
just came out drinking and doing drugs...I always tell him not to take drugs. He
gets depressed sometimes...he is just sitting and worrying...He will just cry.
Sometimes he would say that he wants to die. All three of them are like that...that

is why they will go out there and take their drugs and drink. (11:1, 33, 109)

Strategies for Managing Challenges
The third category was Strategies for Managing Challenges. Each informant

shared the unique and collective experiences for their family in handling the primary and
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secondary challenges of parenting a child who had aicohol related birth defects or
disorders. Eight subcategories were identified from the data. The subcategories were:

1. Coping strategies and strengths for managing challenges

2. Resource utilization

3. Communication and conflict resolution

4. Intergenerational integration of knowledge, beliefs. and practices

5. Kinship connectedness to clan

6. Affection and nurturing

7. Harmony and balance: mind-body-spirit

8. Application of knowledge/skills

Strategies for Managing Challenges was defined as the positive strategies and
strengths that help parents to manage the challenges of parenting their special needs
child. Strategies for Managing Challenges contributed positively to the Versatility
through Transcendence Model. Parent’s capabilities within the subcategory varied. Some
of the informants were quite resourceful; however, many were still learning how to be
flexible and draw on strengths when parenting their children. The greater the
understanding of resources and coping techniques for parenting within the immediate and
extended family, the more able the family will be to manage the challenges of FAS/FAE.
The recognition of personal strengths and strength within the families was an

important factor in parent’s abilities to use coping strategies and access resources.
Intergenerational teaching and role modeling were also key components to this category,

as well as a connection to family and clan. It was through family and community



educational support that communication techniques, behaviors for affection and nurturing
and positive parenting skills were learned. Regardless of the informant’s resourcefulness
all expressed a desire to learn and improve their abilities to manage the challenges of

their alcohol exposed children.

The following data illustrate the connections to family and friends and how
children learned from various persons within the family and community. It also

demonstrated parenting and communication strategies. For example,

We had a couple of ladies that lived down there that were good friends with my
mom. ...She was always around ...and we could go to her house after school. We
would listen to them and how they talked to their kids....My grandma would be
there a lot too. She would stay at the house a lot. She would teach us the
traditional ways of how it goes, and if you need help you go see this person or that

person...and what is good and what is bad for you. (1:1, 87, 89)

These data show that not all informants were traditional in practice. Some
identified themselves as traditional, non-traditional or possessing a mix of beliefs and
practices. This informant found strength and support through her church to manage the

challenges of parenting. For example,



Church is our strength....We are not very traditional. We take him to
church....We pray with him. We teach him...this helps the family to stay strong.

(5:1, 74)

Subcategories of Strategies for Managing Challenges were identified. Each
subcategory will be presented. Relational statements, properties and supportive
illustrations from the data will be provided. Relevant literature was reviewed to clarify
the developing theory.

Coping Strategies and Strengths for Managing Challenges

The subcategory of Coping strategies and strengths for managing challenges
described the resources, activities, and supports that assisted the family to parent. All of
the informants reported strengths and strategies that assisted them.

The relational statements that link the category to the theory were associated with
the family’s perception of the strategies they used to adjust and adapt. The more a family
was able to identify and seek out support, resources, and classes the better they were able
to manage challenges and parenting tasks.

Properties for Coping strategies and strengths for managing challenges varied
among the informants. The most prevalent strategy identified was spirituality. All the
informants identified this strategy but how spirituality was expressed varied from
traditional prayers and ceremonies to church participation and church foster care
placements. Three informants were placed in Mormon foster homes off the reservation

during their school age/early adolescent years. This opportunity provided positive role



modeling of parenting and affection. The placements represent an antecedent condition

that facilitated the informant’s abilities to leam strategies or spiritual expressions.

Identifying expressions of spirituality and sources of strengths varied among
informant families. Church and traditional practices provided resources for coping and

managing the challenges of parenting. For example,

No, I am not a traditional person. I don’t use any of the traditional ceremonies

because I was raised in the church. We find strength in the church. (7:1, 87)

Through the opportunities of Mormon Church foster placements, informants were
able to learn positive parenting strategies. The informants were incorporating what they

had observed and leamned into parenting their own children. For example.

[ was in the placement program for a good 5-6 years...That was a real positive
experience. | think that was the foundation of what I have become. Because I saw
the affection, the loving, the family get togethers. So that was the positive. I got to

see how families were supposed to be like...how I want my family to be. (7:1, 81)

Informants used spirituality and prayer to find internal strengths and to identify
resources to help them cope and manage. Children are valued as resources for a home and

family. An example is,



I got in touch with my spirituality. That’s what I hung on to. And it really helps
me out. Knowing that I could turn to somebody... [ could pray. Praying really
helps me out. I found a lot of results. I prayed a lot for my home. my kids. When I
got back. [ had a home ready for me. [ had my kids coming back to me. And then
I prayed that “L” would have a heart for me...And he did. he is back with me.

(10:1, 46)

Other strategies included seeking out or relying on strength from children and
family. extended community and family support. Employing distraction to manage the
everyday stress for the child and family was another strategy identified. Television.
videos, music, writing, drawing, and physical activities were identified as key coping

strategies by the informants.

One mother arranged for a ceremony to help her son to focus and to bring
harmony back to the family. The data illustrated her belief in the effectiveness of this

strategy. For example,

The medicine man did the darkening ceremony the *Enemy Way’. This is to treat
the wondering. The medicine person ...he helped him. He has so much
frustration, and it helped him to calm down. He was really hyper. It helped him.

(3:1, 58)
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Distraction through walks, reading books. and listening to music were helpful

strategies for this family to calm their hyperactive FAS child. An example is.

We try to take walks together in the evening if we have time. The kids like to read
books a lot. They also like to listen to different music... A" likes the books...She

can calm down with the books. (4:1, 78)

Resource Utilization

Resource utilization was defined as the family’s abilities to identify and access
resources. All informants acknowledged using support services for themselves and their
families. They shared their positive experiences interacting with agencies and with the
supports found within their communities. Some communities lacked services or had only
minimal supports for families.

Resource utilization was directly linked to accessibility of those resources. When
resources where accessible and convenient they had a greater positive impact on the
family. Not all needed resources were found within the communities where the
informants resided.

A property for this category is accessibility. Resources found in this category
were community, regional, state, and Navajo Nation resources. The informants used
varied resources for their families. The most common were Women, Infants, and
Children’s Services (WIC), Children’s Rehabilitation Clinic Services (within Indian

Health Service Clinics), Navajo Nation Behavioral Health, Navajo Nation Mental Health,
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Social Services, Food Stamps, respite care and financial aid services from state.

government and Navajo Nation.

The following data illustrate the kinds of resources identified. Examples are.

Social services have helped with financial and kids... We have gotten some

financial support, we get our food stamps. (1:1, 24)

My FAS children get AFDC.... Just one boy who is 8 years old... He gets special

education at school. (6:1, 6, 12)

We have an aide come in to do respite, when I need someone-kind of on an as

need basis. (5:1,9)

Communication and Conflict Resolution

Communication and conflict resolution was defined as sharing of ideas and
problem solving strategies used to resolve conflicts within the family in the areas of anger
management, boundaries, and decision making. Informants shared their experiences in
communicating with their children and in how they resolved conflicts. Experiences varied
and informants indicated Communication and conflict resolution was a link between what

they wanted to leamn more about particularly to manage anger and difficulties with their
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child, and their family experiences and skills. The better a family could communicate and
manage problems the better they were able to maintain harmony.

A relational link for this subcategory was that informants stated that with positive
and creative communication skills they were better able to manage conflict and stress. All
the informants identified Communications and conflict resolution as important to
parenting.

Properties identified for this subcategory were positive, open. and creative
communication and patient listening. Other attributes or characteristics for types of
communication and conflict resolution strategies included interpersonal skills of:
nonverbal communication (child unable to speak, learning sign language), use of
imaginary friends (compensatory strategy). verbal anger management experience in
verbal expression and degree of challenge (communication for conflict resolution in

coping with anger).

Strategies for overcoming communication limitations were described. For
example, one informant wanted to learn how to use sign language to be able to
communicate with her child. The special education teachers used sign language with him.

For example,

Just like, well, what I was talking about with “A™ ....he has learned about how to
talk to them (the special education teachers) and he communicates’ by sign

language...we don’t know how to talk to him that way. (1:1, 28)
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Communication with feelings was discussed by informants. For example.

I do tell them that...all the time...I say kids I am just so glad that you are here.

(10:1, 82)

Communication difficulties and challenges were also described. For example,

I try to calm them down sometimes. It is hard to calm them down. It seems like I
don’t know how to talk to them. you know...when they are upset or angry. (12:1.

10)

The informants described strategies of 1) asking questions and 2) not interfering

with others. An illustration found in the data is presented below.

I would just ask her questions. Or if she looked like she was lost or needed
something, I would ask her what did she want? Then I would also start a
conversation....Like what did you do today in school. But she didn’t respond to
me very well because I am the kind of person that is totally opposite of her. It was
during a time, when there was a lot going on in school and I didn’t have a lot of
time to just sit and cuddle. But she responded really well to my husband. He
would come home and say “Come on sweetie, come over and sit by me and tell

me about your day.” He would just hold her and they would talk. He would talk to
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real silently. I never intervened. That is what he did and she responded well to

him. (7:1, 77)

A conflict resolution strategy described was “leaving him alone.” For example.
one informant described her difficulties in communicating and resolving conflict’s with
her son in this illustration from the data. (There were several noticeable holes in the walls

from his fists).

To calm him down... it is best not to bother him. He can calm himself down. The
he will be okay. We just leave him alone. Sometimes he just laughs. It seems like
there is a movie or something in his head. He talks to himself. Laughing...

Sometimes he really yells. These are the holes that he did. (3:1, 45)

Well, that one, I am having a hard time with. I used to take him to Ganado and
there they can do speech and sign language with him. So for almost 2 years I took
him there and he learned a lot of sign language. But from the time [ transferred
him over here he has not learned any sign language. So I had to take sign
language to work with him. I only know a few things. But I know what he wants

and can talk to him. But he is not very verbal. (5:1, 34)
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Intergenerational Integration of Knowledge, Beliefs and Practices

Intergenerational integration of knowledge, beliefs and practices was defined as
muitiple generations of families coming together to teach and parent the children. Each
family described the involvement of extended family-siblings, grandparents. and great-
grandparents in the roles and tasks of parenting and child rearing. The elders in the family
taught the children about Navajo traditional beliefs and practices. Even the families that
did not identify themselves as traditional had the support of grandparents in teaching the
children values and respectful ways of doing things.

Intergenerational integration of knowledge, beliefs. and practices was related to
where the informants lived in relation to their extended family and especially the
grandparents. The informants whose families lived within the same community had
greater support and assistance in parenting their children. The grandparents and extended
family were involved in taking the children to ceremonies and teaching them about
traditional ways.

The property identified for this subcategory was cooperative parenting through
multigenerational family members assisting with the child rearing/parenting tasks.
Another common practice found in this subcategory was caring for extended family,
“taking care of our own”, and taking in children with FAS/FAE within the family for
foster care and adoption. The informants stressed a responsibility to the overall family for
taking care of the child with special needs. It was a role they fulfilled within the larger

family scheme.
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For example, one informant adopted her sister when her mom passed away. She
was now the primary care giver and parent for her sister. This illustrated the practice of

caring for our own within the category.

Right after my mom passed away. Two years ago. Probably like a month after
that. That was it. Social Service had her case for the longest time. She was a baby.
they just wanted to ....Once they gave her to me they closed her case. They did
come by to visit us....It is important for family to raise her... my husband and |

are teaching her the traditions... (4:1. 22)

Another informant and her husband adopted her clan relative’s child. She had
special training to care for his special needs. The child first was a foster child and then

was adopted by the family. For example.

We were registered through Social Service as foster parents. [ was certified to
work with special needs children. So that is when they brought him in. He was
only a little baby. And I took care of him for about 6 months and then he had to
go to Phoenix. He had to have surgery...... His dad is my cousin’s brother. So his
dad came over and asked me if | would take care of him. Me and my husband
talked and we agreed to take care of him....our family is teaching
them....Grandfather takes them out to learn about the sheep and the old ways....

(5:1, 25)



One informant took in four of her sister’s children. All of the children had FAS in
varying degrees. She dedicated herself to raising them as her contribution to the overall

good of the family. A quote that illustrated this is,

I got them as babies from the hospital. [ said that I will be with them and raise
them. I told the doctor that I would take care of them until they were 18 and they
can go on their own. That’s okay...The kids are all from the same mother. but we
don’t know who the fathers were. She drank with all the babies...I will teach

them our traditions... (6:1, 31)

Kinship Connectedness to Clan

Kinship connectedness to clan was defined as strong affiliations to families and
extended families along traditional Navajo clan lines. The informants described the
importance of family and extended clan family. Family and extended clan family
provided connections to traditional beliefs, practices, ceremonies and teachings. The
families gathered together to support each other by socializing and through ceremonies.
Clan was important even for those informants who did not identify themselves as being
“traditional”. Although the strength of Kinship connectedness to clan varied with the
different informants, all informants described the clan system and the importance of
knowing family.

A property for this subcategory included strength of beliefs in bloodline

significance and family taboos. The social processes to support the subcategory were
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participation in family gathering, ceremonies, and Pow Wows. and adherence to the rules
for clan marriage. Parenting tasks for traditional Navajo families included introducing
their children to these activities. All of the informants identified a need to become more
connected to their Navajo traditions as a way of healing and bringing balance to their

families.

A way to affirm connectedness when the child was in a non-extended family

foster home was described in the data. For example,

We took pictures the day that we got temporary custody. And then [ started this
book for her. Her “mom” can have as many contacts as she ever wants.... I send

“M” on the bus to see her. (2:1, 118)

The illustration below described the relationship between connectedness and
eligibility to be “Navajo”. Connection to clan included participation in ceremonies. An

example is,

“M” would like to have liked the puberty ceremony...She did go to my other
foster daughter’s Beauty Way ceremony before her baby was born. We are
willing to take her to ceremonies....I talked to them about it, but right now I don’t

think that she has the connections to have a ceremony. (2:1, 262. 264)
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The importance of being involved with family gatherings and in attending

ceremonies to stay connected to family for healing was illustrated in the statement below.

My family they are traditional. They go to ceremonies ...it is important to

connect to family for healing. (11:1, 100)

The following quotation illustrated a strategy for making connections to clan from

the data.

She does bring them out to participate in the family... Last weekend the families

gathered and we camped out and rode horses. (7:1, 60, 62)

The illustration below describes how connectedness can be lost. Breaking family

rules may divide families and weaken the family connectedness.

Yes they know that 1 love them....Yea, maybe she did (hug me). When [ coming
to be a teenage girl, before I started drinking, she used to really love me and cared
about me. I am the oldest in the family, but they babied me. My sister used to buy
me a lot of stuff and adore me so...now she is falling apart off my heart. She is

away from my heart. I don’t think that she cares about me. (12:1, 70, 72)



Affection and Nurturing

Affection and nurturing was defined as providing physical and/or verbal caring
and support to a child and family through actions and words. These were identified as
characteristics of positive parenting. Affection and nurturing were learned behaviors that
were passed on through teaching and role modeling by caregivers. The informants had
varied comfort levels with expressing affection and nurturing their children. Informant’s
past experience affected their parenting knowledge and experiences. In addition nurturing
behaviors described by the informants were related to the role modeling and level of
affection their parents showed them when they were children.

Some of the informants used both verbal and physical affection towards their
children and family. The properties for this category included degree of physicality,
degree of overt behaviors, and degree of verbal and non-verbal expressions. Examples
were hugs, kisses, shaking hands, and/or saying supportive and caring words: *I love
you,” “I care about you,” “I am glad that you are here,” “You are important to me.” The
properties were the style or manner in which expression was delivered. Affection was

often verbal only with no physical contract reported.

The degree to which informants demonstrated affection in front of strangers
varied. For example, one informant demonstrated physical and verbal affection and
nurturing toward her son during the interview. Below is an illustration of the category

from the field notes.
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The 3-year-old was getting anxious and was starting to crawl all over the
informant. She was very patient and gentle with them. She spoke quietly to him in
Navajo telling him she loved him. He crawled up in her lap and cuddled with her.

(Field note observation-1:1, 81)

One informant linked her overt expressions of affection to her personality.

I don’t ever hug them, but I tell them “I love you.” ...No, my mom never did hug
us either...she would say that she loved us, but didn’t do the hugs...Oh, I am just
shy, even my husband. I don’t hug him. He tells me that he loves me and I will

say “me too”. (9:1, 100, 102, 104)

Harmony and Balance: Mind-Body-Spirit

Harmony and balance: mind-body-spirit was defined as a state of equilibrium
within the family. Whether the informant family was traditionally Navajo or Christian,
harmony within the family was viewed as important. The informants described various
beliefs and practices used to achieve harmony and balance. Families described the need
to find balance to help them to be a good parent.

Data suggested a relationship between the ability to maintain harmony and
balance and the ability to manage and cope with the challenges of raising a child with
FAS/FAE. The better the parent was in obtaining a sense of harmony and balance the

more confident they were in addressing the challenges of parenting.



147

Properties included health, well-being, calmness, tranquility. and focus.
Techniques used for achieving harmony and balance were traditional teachings. practices
and ceremonies and using positive resources to assist with maintaining balance and
harmony. The techniques used to achieve harmony and balance varied by informant.
Choice of techniques was closely linked to the perception of what worked.

The data illustrate how two informants used traditional and Christian beliefs and

practices to find harmony and balance for themselves to help them parent. For example,

To find balance I will go to the traditional healer or a ceremony, but I also go the

LDS church. I get some help from a church helper...to get a break. (1:1, 91)

For balance....traditional ceremony did help, the cedar burning ceremony. Also
mental health and doctor helped... Being active in church-LDS church
helps...My husband is an herbalist...He is worried about me and gives me herbs
to help me to stay strong so I can take care of my family...so I can be a good

mother. (3:1, 65)

The data also described parenting strategies to help the children learn to achieve a

sense of harmony and balance. An example is,

I teach them how life is going to be. I applied a teaching that was brought down

by my grandmother; it is a preparation of how to be strong, a preparation of life.
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taught my kids to leave out all of the negative and undesirable things to maintain

balance and harmony in the family. (6:1, 89)

A social process identified in Harmony and balance: mind-body-spirit was
Coming together with family and community for strengths, balance and harmony. The
informants discussed the importance of family and the support of multiple generations
and extended family in child rearing tasks. The community and clan family also provided
support and assistance for families. The informants identified the assistance and
connections within the family and community as strengths. The processes assisted the
informants to find harmony and balance as parents of children with FAS/FAE.

The data suggested a relationship between use of family and community resources
and perceptions of achieving and maintaining harmony and balance. The more resource
strengths recognized and used the more pattemns for resilience. Participation in
ceremonies, prayers, and church to find balance and harmony; Families coming together
to raise children; and Social gatherings of the clan, adjustment and adaptation noted
were drivers from the data that linked subcategories in the emerging theory.
Multigenerational family members and extended clan family participated in the tasks and
roles of child rearing/parenting - Intergenerational integration of knowledge, beliefs and
practices. Social gatherings to connect with family and clan were positive experiences for

children to learn about traditions, beliefs, and practices- Kinship connectedness to clan.

The gatherings taught children to value community and culture. For example,
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We try to get the family together in regular intervals so that “M™ can know her
Navajo family and her culture...getting together is important... This is important

for me as her parent. (2:1, 107)

Attending my traditional meetings, that helped me a lot. The sweat lodge really
helped me some times. Being with family....community....I get strong and I can

be a good parent. (4:1, 138)

Application of Knowledge/Skills

Application of knowledge/skills was defined as the ability to use information
learned through classes and role modeling to be more effective parents. Application of
positive parenting knowledge and skills was important to all informants. The informants
wanted to continue learning by taking classes and working with counselors for support.
The data suggested a relationship between the amount of knowledge and the use of
positive parenting strategies. The properties for this subcategory were willingness to
learn, ability family has to use acquired knowledge from previous classes, and seeking

out new opportunities for learning.

The data illustrate applications of learned skills by two different informants. For

example,
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The way that we would deal with him :s...when he would start getting angry we
would just start to talk to him. We would try to get him to play some basketball or
work with him around the house. We would have him write down in a letter what
was going on and why he was angry. ... We would talk to him like...if you are
angry at some kids, you do not have to be angry with us. We would just talk to

him. ... We leammed this from a counselor. (1:1, 77)

I would just yell.....But now that I have been here (in treatment program). I have
learned that you don’t yell at your kids. Calm yourself down, and then talk to

them. (9:1, 77)

Knowledge/Acquisition of Needs

The fourth and final category of the Model was Knowledge/Acquisition of Needs.
There were two subcategories found within this concept: Knowledge Deficit and Unmet
needs and resources for managing challenges. The informants described their lack of
knowledge about affects of alcohol, prenatal care and services provided within their
communities. They also identified fourteen unmet needs and resources.

The data described a relationship of knowledge by the informants to the
acquisition of services within their communities. The informants reported that the more
service agencies and community resources that were available to families the better they

were able to understand, cope, and manage the challenges of FAS/FAE.
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Properties for Knowledge/Acquisition of Needs included amount of insight for
understanding of problem and needs, desire to learn, and motivation. Strategies that
increased knowledge were classes and programs located within their local communities.
Services that were not readily accessible were not used due to difficulties with
transportation, child care and financial resources.

The data illustrated the parent’s desire to learn. For example,

Well maybe a little more like...Alcohol class to tell about what it does... I would
like to learn more about it. I heard there were sign language classes... I heard that
that you can only attend “these” classes with a license or something like that...I
don’t know what kind of license...also CPR. and how to take care of “A’s” needs.

He is special. (1:1, 32)

The data also demonstrated parent’s desires to acquire more services particularly

services related to facilitating better parenting were valued. For example.

[ really need parenting skills and to understand FAS...I just don’t understand it.

(3:1,62)

Respite was a service identified to help them be an affective parent. An example

is,
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I think getting some distance, some time. Getting some respite. Having other

people help. ...I just need a break to refocus...so I can be a good mom. (2:1. 200)

Knowledge Deficit

Knowledge deficit was defined as a lack of understanding about the affects of
alcohol on their babies when they were pregnant or breastfeeding. All but one informant
denied having received education about alcohol during their pregnancies. The one
informant was handed a pamphlet that she threw away and did not read. The women all
stated that if they were to have another pregnancy that they would choose not to drink
because of what they now know about FAS/FAE.

The data suggested a relationship between knowledge and drinking when
pregnant. The women did not know that drinking caused harm and therefore did not stop
drinking.

Properties for Knowledge deficit were educational services. Antecedents to
alcohol use in pregnancy included minimal to no prenatal care, lack of prenatal
education, alcohol addiction/dependency, limited outreach/prevention programs within
the communities, and limited knowledge about the challenges of FAS/FAE by teachers,
counselors, and community members. The resources for education and preventions varied
within the communities. All the informants stated that prevention and education were

very important.
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The following data illustrate knowledge deficit about the affects of alcohol in

pregnancy. Examples are,

I drank with my other kids, but not as much as with “C”. He is the only one that I

drank all the way with...I didn’t know about FAS...(3:1, 41)

I don’t think that she knew. I don’t think that she was educated enough. She never
completed junior high....sometimes I think that she did drink a little bit. but not
too much. But she was an alcoholic...it was hard for her to be a good mom...me

and my brother are FAE...my sister is FAS. (4:1, 116)

I didn’t know the symptoms. I didn’t know a lot. I knew that I brought in kids that
had it. They are all different kind. He was the one that was severe-with
retardation. Some of them are not like ...with retardation. Like they are just with
developmental.....She drank the whole time. I don’t think that she got care. She
drank with all her kids....All the way through she drank and she passed out. (5:1,

91, 93).

Well, yea...I didn’t know then. But when I knew I quit drinking alcohol when my
baby was in my stomach. My sister, she was drinking too. She went down to
treatment down to Sedona. She learned all these problems and she told me you’'re

not supposed to be drinking while you’re pregnant. She would say “You are
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crazy,” she would say that ... I didn’t drink alcohol, only beer. When [ would
come home from work, I would drink 3 cans or sometimes a 6-pack to calm

down. (8:1, 14, 36)

Some informants were told not to drink while pregnant, but either they did not

comprehend or believe the message of the potential consequences. For example.

I think so yea...That you are no supposed to drink when you are pregnant. But

they didn’t say what drinking was going to happen to the kids. (9:1, 139)

I drank....probably the whole pregnancy...probably the first month or so. |
already new I was pregnant...but I was still drinking...Not really, they said it is

bad for you baby...that is all that they said about it. (12:1, 40, 42)

The following described a lack of education from family, healthcare providers, or

community about drinking when pregnant. For example,

[ drank with my oldest child, my oldest and youngest son and my daughter....
drank throughout...No, I never new nothing about it. No one ever talk to me, at

the hospital, or not even my parents. (10:1, 12, 14, 18)



The informant knew that drinking was bad, but she drank throughout the entire

pregnancy. The risks were not important to her or she did not understand them. For

example,

If I was to get pregnant again, I would stop. But it didn’t really matter. cause I
didn’t deal with those issues. This was the 2™ presentation on FAS that I sat in on.

It really didn’t get to me until today. (13:1, 37)

Unmet Needs and Resources for Managing Challenges

Unmet needs and resources for managing challenges was defined as lack of
accessible services and classes in communities. The needs identified by the informants
addressed issues for children, women, and families. The unmet needs and resources
recognized prevention and intervention areas of focus.

The informants linked where individuals lived to unmet needs and services used.
The greater the distance the less likely an informant would access a resource. In addition,
advertising about programs influenced whether they were accessed. Use was also
influenced by whether the advertising emphasized the value of the program or service to
the participants.

Property for Unmet needs and resources was location. Antecedents for access of
resources were local community locations, community awareness of resources and
programs, transportation to and from resources and programs, and resource and program

applicability to needs.
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The data illustrated a need for FAS specific parenting classes. For example,

[ think that a parenting class would really benefit me. The time when he was a
little boy to the time now, there are some changes that took place that I didn’t

understand. I never took a class on FAS. (5:1, 89)

The informants described the need for education and support groups for the

families. An example is,

I think there needs to be a program established for the individual that has FAS to
have them realize that they are different or rather special....Teach them about
-what is going to be normal for her to help her cope as she interacts with
others...Maybe a community FAS group, or foundation, so that children could
learn together. Have a support system for the kids within the group and for their

parents and the community. (7:1, 114. 116)

The informants identified resources and programs to assist in parenting their
special needs child. Also recognized was the lack of prevention and intervention services
for women with alcohol/substance abuse dependencies. Specialized intervention and
educational programs were also mentioned. Acquisition of resources and services to

meet the needs of the child and family was an important theme with all the informants.
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The unmet needs and resources identified by the informants are listed below in no

specific order of priority. The identified unmet needs were:

1.

9.

Perinatal substance abuse prevention programs with education about affects on
the developing fetus;
Perinatal substance abuse treatment programs for pregnant and postpartum

women,

. Parenting classes specific to the challenges of children who have been exposed to

alcohol during pregnancy framed on the developmental tasks and stages from
birth through young adult;

Classes for children with FAS/FAE to assist them in learning how to manage their
special challenges;

Community classes to support positive communication;

Anger management classes for children, parents, and the family;

Sign language classes within the community;

Increased specialty resources for issues of physical. mental, and behavioral health
within the communities;

Classes to support adult education/literacy and completion of a GED;

10. Trained respite care providers that are trained to understand the special needs of

alcohol exposed children;

11. Training for healthcare providers, counselors, teachers, and community about the

special needs of children with FAS/FAE;

12. Need for financial resources and support;
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13. Need case managers/advocates that understand the special challenges for families
parenting a child with FAS/FAE; and
14. Support groups for FAS children and their families.
Navajo Parenting: Versatility through Transcendence Model

A Grounded Theory of Navajo Parenting for families who are living with
FAS/FAE emerged from the data. The explanatory theory answered the research
question: What are the social and cultural factors and processes that Navajo families use
to manage a child with FAS/FAE? The Navajo Parenting: Versatility through
Transcendence Model describes the data (Figure 1, p. 159).

The Model contained four primary categories: Intergenerational Alcohol Abuse,
Violence and Suffering, Transcendence in Parenting, Strategies for Managing
Challenges, and Knowledge/Acquisition of Needs. Families were faced with
intergenerational alcohol abuse, violence, and suffering. This category had a strong,
negative influence on the lives of the children and families. The social process of
intergenerational drinking affected women of childbearing age. and resulted in children
born with FAS/FAE. Co-existing with the alcohol use was domestic violence. The
combination produced suffering in families, and a lack of harmony and balance. This is
represented in the Model as Intergenerational Integration of Alcohol Abuse, Violence,
and Suffering.

When children are born with FAS/FAE there are challenges that parents must
overcome. The physical, mental. and social/behavioral challenges may have a negative

effect on the family’s ability to parent. The process of transcending the primary and
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Figure 1. Navajo Parenting: Versatility through Transcendence Model

Intergenerational
Alcohol Abuse,
Violence,
and
Suffering

(-)

secondary challenges can be very difficult. The informants were determined to overcome
alcohol use, violence, suffering, and the challenges of FAS/FAE to leam to parent in a

loving and effective manor. By building on strengths and resources many parents are
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able to manage these challenges. Transcendence in Parenting is the category that best
describes this process.

Families are constantly working to overcome the negative influences of alcohol
use, violence, and suffering. Through the dynamic process of identifying and using
Strategies for Managing Challenges, the families are better able to cope and manage.
Positive subcategories described techniques to increase family resilience, adjustment, and
adaptation.

Informants identified unmet needs and resources that were needed to better cope
and manage the challenges of children with FAS/FAE. Through Knowledge/Acquisition
of Needs fourteen unmet needs were recognized. Through increased knowledge and
access to resources families may leam to parent more effectively. Unmet needs represent
a priority for the future for nursing practice and research.

The influences of alcohol abuse, violence, and suffering were dynamically
affected by the family’s strategies for managing challenges, and by their knowledge and
acquisition of needs. Some of the informant families were able to transcend the problems
and challenges of FAS/FAE with the identified techniques and resources. Through
patterns of resilience, adjustment, and adaptation, many families achieved balance and
harmony. The social process of Navajo parenting to manage a child with FAS/FAE was
identified as the Versatility through Transcendence Model. The ability to overcome
negative influences, build on strengths to manage challenges, and access knowledge and
resources can allow parents to transcend the difficulties and find balance and harmony. It

is critical to provide families with education, support, and services to realize versatility.
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Through versatility the families can transcend the past. and overcome the challenges of
FAS/FAE.
Summary

Results were presented in this chapter for the qualitative study of Navajo children
and families who were living with Fetal Alcohol Syndrome (FAS)/Fetal Alcohol Effects
(FAE). A basic social psychological process, the Versatility through Transcendence
Model, was identified. Concepts of the core category were described. The BSPP was
supported through examining the subcategories that were identified in each of the four
categories. Data illustrations were offered to further define and clarify the BSPP and
Model. Concepts were integrated and presented as an emerging theory for Navajo
families parenting a child with FAS/FAE. As expected with an explanatory Model. the
theory of Versatility through Transcendence rested on assumptions that were influenced
by family traditional beliefs and practice, life experiences with alcohol, and accessibility
to community resources.

The Model contained four primary elements: Intergenerational Alcohol Abuse,
Violence and Suffering, Transcendence in Parenting, Strategies for Managing
Challenges, and Knowledge/Acquisition of Needs. To achieve Versatility through
Transcendence families used a variety of resources and techniques to manage the
challenges of caring for a child with FAS/FAE. In addition, they needed to learn to access
services to overcome the adversities of alcohol and family dysfunction. Breaking the
cycle of alcohol abuse and violence remains an ongoing challenge. Informants identified

families that had recognized resources, strengths, and strategies for coping as having
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greater success in parenting. Identification of new resources and programs within Navajo
communities was an important influence within the Model. By providing new and
innovative programs for prevention and intervention the child and family can be
positively impacted.

The Versatility through Transcendence Model described the social processes
involved in parenting a child with FAS/FAE (Figure 1). The Versatility through
Transcendence Model was congruent with Navajo philosophy of harmony and balance.
Mind, body, spirit and environment contributed to a sense of that balance. The more
flexible and open to learning and using resources, the better the family was able to
manage the every changing challenges of a child with FAS/FAE.

While some of the informant families were able to achieve Versatility through
Transcendence, others were still struggling with the over arching influences of alcohol
abuse, violence, and suffering. Addressing the unmet needs identified in the study can
increase families’ abilities to manage a child with FAS/FAE. Navajo parenting is a
dynamic social process that must balance negative and positive influences to manage the

challenges of child rearing.
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CHAPTER FIVE
DISCUSSIONS AND RECOMMENDATIONS
Overview
The purpose of this study was to develop a culturally sensitive Grounded Theory
of Navajo parenting for families who are living with FAS/FAE. Through the shared life
experiences of children and mothers. or female caregivers reflecting on family. the
Versatility through Transcendence Model was identified. It explains the cultural and
social processes used to facilitate resilience, adjustment. and adaptation in managing care
for a child with primary and secondary challenges of FAS/FAE. Presented first in this
chapter is a discussion of findings that were supportive of the conceptual perspectives.
The Versatility through Transcendence Model for Navajo parenting is applied to the
conceptual perspectives. Next comparison of the data to the literature is presented.
Application of the findings to nursing research and nursing practice is also discussed.
Recommendations for future research and potential community-based intervention
programs are discussed.
Findings Supporting the Conceptual Perspectives
These conceptual perspectives guided data collection: the Navajo Philosophy:
View of Life; resilience; Family Stress Theory; and the Resiliency Model of Family
Stress, Adjustment and Adaptation. Support for each aspect of the perspectives is
discussed. The Versatility through Transcendence Model explained concepts consistent

with the perspectives.
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Navajo Philosophy

Chisholm (1983) described behavioral prescriptions in Navajo ethics (Table 2, p.
27). The importance of taking care of children and family was very critical. Also (Table
3, p. 27) prescriptions for cooperative behavior identified characteristics that were
supported from the data, in coping with the challenges of FAS/FAE and positive
parenting. Categories identified from the study that supported these principals were
Coping strategies and strengths for managing challenges, Communication and conflict

resolution, and Kinship connectedness to clan.

For example, the recognition of personal strengths with the families was an

important factor in parent’s abilities to use coping strategies and access resources.

We had a couple of ladies that lived down there that were good friends with my
mom. ...She was always around ...and we could go to her house after school. We
would listen to them and how they talked to their kids...My grandma would be
there a lot too. She would stay at the house a lot. She would teach us the
traditional ways of how it goes, and if you need help you go see this person or that

person...and what is good and what is bad for you. (1:1, 87, 89)

The Navajo philosophy is based on a balance of natural and supernatural beliefs.
The use of traditional practices, ceremonies, and prayers assisted the families to achieve

balance and harmony. This concept was noted in two categories: Intergenerational



integration of knowledge, beliefs and practices, and Harmony and balance: mind-body-

spirit.

For example, one informant and her husband adopted her clan relative’s child

with FAS.

We were registered through Social Service as foster parents. | was certified to
work with special needs children. So that is when they brought him in. He was
only a little baby. And I took care of him for about 6 months and then he had to
go to Phoenix. He had to have surgery...His dad is my cousin’s brother. So his
dad came over and asked me if | would take care of him. Me and my husband
talked and we agreed to take care of him...our family is teaching
them...Grandfather takes them out to learn about the sheep and the old ways. (5:1.

25)

The informant families varied in the degree to which they ascribed to traditional
beliefs and practices. All informants, however, believed in the need for harmony and
balance. Several used traditional ceremonies and prayers, some used a combination of
traditional and Christian beliefs, while others used only Christian practices to find
strength, harmony, and balance for themselves, their children, and their families. Families
were able to adapt and cope by accessing resources and strengths for managing the

special challenges associated with FAS/FAE.
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Resilience

Resilience was found in behaviors, strategies, and practices of the informants. The
protective and risk factors present influenced how a family was able to cope or manage.
Protective factors that were identified from the data were described in Strategies for
Managing Challenges and Knowledge/Acquisition of Needs. Abilities to access and use
community resources, positive communication and conflict resolution skills. support of
extended family and community, and application of leamed skills from classes on
parenting and anger management were some of the protective factors identified.

Risk factors identified for families were described in the categories of
Transcendence in Parenting and Intergenerational Alcohol Abuse, Violence and
Suffering. The challenges of FAS/FAE included cognitive, social/behavioral. and health
impairments, delays, and challenges. Informants described their challenges in managing
their child and/or children with these difficult conditions. Lack of understanding and
community resources put a child and family a risk for not being able to maintain balance
and harmony. Also. the underlying problems of alcohol abuse, anger management issues.
and violent and impulsive behaviors were all risk factors idex;tiﬁed from the data.
Alcohol abuse and dependency was identified as a major risk factor across all of the
families. Intergenerational alcohol abuse included multiple generations of family
members who were alcoholics, and also extended to family and friends who drank. The
problem was also extended to the children affected with FAS/FAE. The informants

reported alcohol abuse among their FAS/FAE children starting in their early teens.
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Providing families with educational programs and resources. treatment and
follow-up programs, and support for healthcare, counseling, and finances assisted
families to learn positive and protective strategies. The more strengths (internal and
external) and positive coping strategies a family had the more resilient they were in being
able to manage the day-to-day challenges of parenting the child with FAS/FAE.
Flexibility, openness to learn, strong values and beliefs, supportive family and
community relationships and interactions all added to the family’s patterns of resilience.
Family Stress Theory

The ability of the family to cope and adapt through characteristics of cohesion,
adaptability, family hardiness, and family time together supported the Family Stress
Theory (Table 6, p. 35). Patterns of resilience noted from this theory included using and
acquiring benefits from resources, family commitment and an environment that is
supportive to managing change and preventing crisis (McCubbin, 1993). The categories
that reflected the concepts within this theory were Strategies for Managing Challenges,
Transcendence in Parenting, Breaking the cycle of substance abuse/violence, and
Knowledge/Acquisition of Needs. Many of informants described how they were able to
overcome hardships, neglect, abuse, abandonment, poverty, and alcoholism to be able to
have their children and families together. The women relied on extended family and
community to stay strong. They were able to identify and access community resources for
themselves and their children. The women relocated their children to safer homes and
environments that were free of alcohol, drugs, violence and abuse. Often this meant

leaving their husband, asking the husband to stay away or in two cases calling the police
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and having the partner arrested. Examples from the data that supported the Family Stress

Theory were,

I was in the placement program for a good 5-6 years...That was a real positive
experience. | think that was the foundation of what I have become. Because [ saw
the affection, the loving, the family get togethers. So that was the positive. I got to
see how families were supposed to be like...how [ want my family to be. (7:1. 81)
Social services have helped with financial and kids... We have gotten some

financial support; we get our food stamps. (1:1, 24)

My FAS children get AFDC.... Just one boy who is 8 years old... He gets special

education at school. (6:1, 6, 12)

Just like, well, what I was talking about with “A™ ....he has learned about how to
talk to them (the special education teachers) and he communicates’ by sign

language...we don’t know how to talk to him that way. (1:1. 28)

The Resiliency Model of Family Stress, Adjustment and Adaptation

The final element of the conceptual perspective was the Resiliency Model of
Family Stress, Adjustment and Adaptation (McCubbin & McCubbin, 1993). The Model
identified variables that assisted in determining if a family was adjusting or adapting to

stressors, challenges or crisis. It also assessed the family’s capacity to use of resources,



169

previous experiences and knowledge to cope and manage. The family’s level of
resilience, adjustment or adaptation was influenced by protective and risk factors
(McCubbin & Mc Cubbin, 1993). The more able the family was to cope and manage the
better they were able to achieve balance and harmony (Allen. 1998). All four concepts
within the Versatility through Transcendence Model were found consistent with this
Model. Strategies for Managing Challenges, Transcendence in Parenting, and
Knowledge/Acquisition of Needs represent protective factors and positive strategies that
the families could use to adjust and adapt. Intergenerational Alcohol Abuse, Violence.
and Suffering represented an area of transition that could be identified with how a family
coped with pile-ups, stressors and challenges. The risk factors or potential risks from this
category adversely affected the family’s abilities to adjust and adapt. If however, they
received support and resources they were able to transcend to positive coping instead of
allowing the pile-ups, stressors and challenges place them in crisis.
Family Resilience

Patterson (1991) identified nine characteristics that were found in a resilient
family that is dealing with chronic illness. The data showed the difficulties of families
overcoming alcohol abuse, violence, and suffering. However, some of the characteristics
identified by Patterson were noted. A comparison to the data is provided in Table 13 (p.
170). Due to the small sample, the concepts were still emerging. Further study is needed
to assess these characteristics. Some of the families that participated in the study revealed

patterns of resilience, adjustment, and adaptation. All the informants possessed:
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maintaining a commitment to family as the unit, “striving to” engage in active coping
efforts, maintaining social integrations, and developing collaborative relationships with

professionals.

Table 13

A Comparison of Family Resilience: Families Dealing with Chronic Illness to FAS/FAE

Characteristic Chronic Illness FAS/FAE
Balancing the illness with other family needs Yes No
Maintaining clear family boundaries Yes No
Developing communication competence Yes No
Attributing positive meaning to the situation Yes No
Maintaining family flexibility Yes No
Maintaining a commitment to the family as a unit  Yes Yes
Engaging in active coping efforts Yes Striving for this
Maintaining social integration Yes Yes

Developing collaborative relationships with
professionals Yes Yes

(Patterson, 1991)

There were varied degrees of resilience identified within the families. Resilience
appeared to be a characteristic that was necessary to family’s adjusting and adapting to
the conditions of FAS/FAE; however, the negative influences of multigenerational and

intergenerational alcohol abuse and violence greatly impacted this process.
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Findings in Agreement with the Literature

Significance of the Problem

In Chapter One, Finley (1989) described national tribal leaders, community
members, healthcare providers, and educators’ major concerns secondary to alcohol
abuse. Their concerns included inadequate parenting skills, unsteady employment
patterns. absence of strong role models, and vandalism. The informants identified these
factors when discussing challenges with alcohol abuse and dependency. The category
Intergenerational Alcohol Abuse, Violence and Suffering supported the literature in this
area of concern. Families needed resources and strategies to be successful in overcoﬁxing
challenges.
Native American Perspectives on Health/Illness

The literature described how cultural traditions and beliefs had the potential to
promote positive mental health for the community (Keltner. 1993). The use of traditional
prayers, and ceremonies were helpful tool in assisting a child with FAS/FAE or the
family. A traditional healer spoke to the importance of understanding what was
happening in the family prior to the birth to know how best to approach the effect alcohol
had on a child and family. He discussed how prayers and ceremonies could assist the
child and family to manage and cope with some of the “conditions” secondary to
FAS/FAE, but they could not cure the damage that the alcohol had created. The damage
had occurred from multiple generations of negative behaviors, influences, and taboos.
Ceremonies would be needed to restore the family to balance and harmony (Gamble,

2002).
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Navajo Ceremonies, Chants, and Prayers
The traditional healer and the study informants addressed the importance for the

whole family to be involved in the parenting.

We are losing our stories and traditions. . .it is important for us to teach the young

ones... (Gambler, 2002)

Intergenerational integration of knowledge, beliefs, and practices also supported
the literature on how Native Americans view illness and integration of knowledge. Illness
is a state of disharmony between mind-body-spirit and the environment. It is necessary to
find balance and harmony to optimize well-being of the individual and family. This can
be achieved through good living, prayers, and ceremonies (Gamble, 2002; Keltner, 1993).
Historical Perspectives of Navajo Parenting

The historical accounts of Navajo parenting and boarding schools were also
confirmed by the life experiences of the informants. The Navajo informants shared
similar stories and experiences about how they learmed about parenting and their
experiences with boarding schools and off-reservation church placements. The
informants described the drinking patterns of their own parents and grandparents and how
they were sent off to boarding schools or placements when they were still very young
(early school-age). The informants who were placed in church foster care experienced
positive parenting role models from their “foster” parents. They were able to observe

affection, nurturing, positive communication and parenting skills. The women sent off to
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the boarding schools had minimal positive “parenting” role models. They would see their
families only on holidays and school breaks. Many shared that they had not learned to
express affection because their parents did not do that with them. The informants
expressed a desire to take parenting classes and classes specific to parenting a child with
special needs. All of the informants wanted to learn how to be a good and supportive
parent. Currently the women were sending their children to local community schools
when ever possible.
Challenges of Alcohol Use

In traditional Navajo families the grandparents and extended family were
involved in the parenting and child rearing activities. Hauswald (1988) discussed the
problems of alcohol on the family and parenting process. Four informants were still
struggling with alcohol dependency and were relying on their own parents to raise their
children. All but one family had children living with grandparents or extended family.
The women described instances when someone in the family took over or assisted with
the care of their children. Kinship connectedness to clan identified these relationships and
the positive family participation and support.
Empirical Studies on FAS/FAE

The empirical data from the literature review discussed the direct correlation
between the amount of alcohol consumed, the trimester of use, and the degree of alcohol
effect on the child (FAS/FAE) (Coles et al., 1997; Emhart et al., 1995; Goldschmidt, et
al., 1996; Janzen, Nanson & Block, 1995; Kodituwakku, et al., 1995; Larroque ét al.,

1995; Masis & May, 1991; May et al., 1982/83; Mattson et al., 1996; Nichols, 1994;
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Uecker & Nadel, 1996). The informants described cognitive. social/behavioral and health
related delays and challenges that were noted in the empirical studies found in the
literature. They included: developmental delays, impulsiveness, distractibility. difficulty
with focus, anger problems, memory problems, lying and stealing, hyperactivity,
difficulty in school and learning, poor social skills, emotional problems, depression and
problems understanding right from wrong or consequences. Also there were health
problems related to the alcohol exposure in several of the children. The health problems
were severe visual problems, need for hearing aids and supports, joint problems, and
central nervous system problems-seizures and tremors.

The informants stated that it was more difficult to manage their son or daughter
when the child went through puberty and wanted more independence. The adolescent
children were having difficulties with the law-underage drinking and drug use, stealing
and violence towards others. Many of the children were suffering from secondary mental
illness-depression and bipolar disorder. All of the children with FAS had focus problems,
anger management issues and difficulty in social and school settings. Many were also on
medications for Attention Deficit Hyperactive Disorders (ADHD) and Attention Deficit
Disorders (ADD). These specific problems were discussed within the literature. LaDue
(1995) and La Due et al. (1999) described the problems and concerns as well as the
recommendations for parents, teachers, and counselors when working with children of
varying age groups who were suffering from FAS/FAE. The experiences shared by the
informants were supportive of the literature reviews in this area. Transcendence in

Parenting further illustrated this context.
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Identification and Treatment of Children with FAS/FAE

Early identification is critical for children with FAS/FAE. The informants
discussed the benefits of having their child diagnosed with FAS. Once the diagnosis was
made the child was eligible for services and financial assistance. Services for the FAE
child were often not available, or were difficult to access. Many of the children in the
study with FAE were not diagnosed until they reached school age. The diagnosis was
much more difficult to confirm at this time. The dysmorphic features of FAS listed in the
literature were consistent with the presenting characteristics of the children in the study.
Interdisciplinary Teams

The importance of specially trained interdisciplinary teams was discussed in the
literature (Kodituwakku, et al., 1995; Malbin, 1996). Collaboration with a trained team of
professionals was identified by the families as a need. There were teachers and aids
within the local communities who were not trained on working with a child with

FAS/FAE or with special needs.

The schools were not supportive of family concerns about the quality of the
teaching and support staff, and their knowledge about how to manage the child in the

learning environment. An example was,

I kept going back to the teacher and one thing that we did was with his [EP...We
were working with his potty training...I told them at school to just keep putting

him on the bowl. So that is what happened...Then time went by and the teachers
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switched. He kept coming home with soggy pants. | went up to the school and
said don’t send him home like that. I got really angry...you are just telling all of
these kids that he is mentally retarded...They put suspenders on him to hold up his

wet pants. (5:1, 116)

For many Navajo families it was difficult balancing traditional cuiture with
western ways of modern healthcare, educational practices in schools. and life style
choices (Allen, 1998). The informants expressed concerns about how difficult is was to

find balance within their family. For example,

For balance. ...traditional ceremony did help, the cedar burning ceremony. Also
mental health and doctor helped... Being active in church-LDS church
helps...My husband is an herbalist...He is worried about me and gives me herbs
to help me to stay strong so I can take care of my family...so I can be a good
mother... It is hard to balance my traditions and religion some times...I just want

to find some balance. (3:1, 65)

Also it was very challenging to work with the schools and outside communities.
Informants identified that advocates were needed within the Navajo communities to
support families as they interacted with schools and support agencies. This was seen in

the category Knowledge/Acquisitions of Needs in the list of fourteen unmet needs.
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Native American/Navajo Studies: Parenting and Resilience

The literature informing parenting and resilience for children with FAS/FAE was
minimal; however, the data reinforced the published studies. The data showed that many
of the children were in temporary or permanent foster or adoptive situations secondary to
the mother’s problems with alcohol. All but one of the situations involved caregivers that
were siblings, grandparents and cousins. The birth parents remained connected and
involved in all but one case. The one informant who was not directly caring for her child
was in court ordered treatment so she could care for her child. The category Kinship
connectedness to clan was supportive of the literature findings. The social processes of
Coming together with family and community for strength, balance, and harmony also
reinforced the literature concerning historical Navajo parenting strategies (Allen, 1998).
Research Methodologies for Native American Populations

All persons possess unique cultural beliefs that may bias, or prejudice, their
perspectives and approaches to research (Guyette, 1983). In order to gain access to
Navajo families parenting children with FAS/FAE it was important to understand the
process within the Navajo Nation. Insider experts were used as consultants throughout
the research process. The researcher visited community chapters, healthcare clinics,
behavioral health clinics and met with FAS/FAE experts within the Navajo Nation during
all phases of the study. The presence of the researcher within the community before the
beginning of the study increased acceptance by the cultural community and increased
participation of Navajo experts with the study population at all phases of the research

(Jacobson et al., 1998). It was found that use of Navajo informants as participants and
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consultants in the research endeavor increased the acceptability of the project. increased
the access to the study population, and allowed more accurate and sensitive analysis and
interpretation of the findings (Kavanagh, 1999).

All methodological procedures were reviewed with Navajo experts and
consultants, and approval by the Navajo Nation Health Review Board was received.
Navajo Behavioral Health FAS/FAE expert, Louise Ashkie served as a consultant and
research assist during the recruitment, data collection, and analysis phases for the study.

Summary of the Findings

The aim of the study was to develop a culturally sensitive Grounded Theory of
Navajo parenting for families who were living with FAS/FAE. Exploring the social and
cultural factors and processes that Navajo families use to parent resulted in the Navajo
Parenting: Versatility through Transcendence Model. The core construct of Versatility
through Transcendence was supported by four categories. The categories identified were:

1. Intergenerational Alcohol Abuse, Violence and Suffering, and

2. Transcendence in Parenting

3. Strategies for Managing Challenges

4. Knowledge/Acquisition of Needs.
All four of the categories were saturated through theoretical sampling. There were,
however, subcategories that were still emerging as the study was stopped. Table 14 (p.
180) described the subcategories that had reached saturation and those that were still

emerging from the data.
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Theoretical Samples Needed for Saturation of Categories

There are four subcategories that were identified from the data that were still
emerging. Continued exploration was needed with informants from this region of the
Navajo Nation, as well as with the other geographic regions of the reservation and the
border towns. The emerging categories were:

1. Affection and nurturing

2. Transcendence over challenges

3. Application of knowledge and skills

4. Mental Health Challenges.
For each of the emerging categories theoretical sampling needs to occur to further
explore if these were isolated cases or relevant categories within the Model.

Affection and nurturing was a category that was found to be a positive parenting
attribute for many of the families. However, there were informants who were
uncomfortable with showing their children physical affection. Exploring further the
affects of absent parenting role models secondary to alcohol use is needed. Informants
described how they showed affection and nurturing towards their children as learned
behaviors. All expressed a desire to learn more in this area to support their parenting.

Transcendence over challenges was a goal for all of the informants but had only
been accomplished with some. The four women facing alcohol treatment were struggling
with this issue. It was important to explore this category with other families that were
demonstrating patterns of resilience in parenting to assess whether this contributed to

coping.
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Table 14

Code Categories: Saturation Versus Emerging
Category Saturation Emerging

Strategies for Managing Challenges X
Coping strategies and strengths for managing challenges
Resource utilization

Communication and conflict resolution

Intergenerational integration of knowledge, beliefs, and practices

Kinship connectedness to clan

<X X X X X

Harmony and balance: mind-body-spirit
Affection and nurturing X
Transcendence over challenges X

Application of knowledge and skills X

Transcendence in Parenting X
Cognitive impairment, delays, and challenges X
Social and behavioral problems, delays, and challenges X

Mental Health Challenges X

Intergenerational Alcohol Abuse, Violence, and Suffering
Intergenerational alcohol abuse X

Domestic Violence and Alcohol Abuse X
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Table 14 (continued)

Code Categories: Saturation Versus Emerging

Category Saturation Emerging
Acquisition of needs and programs X
Knowledge deficit X
Unmet needs and resources for managing challenges ‘ X

Application of knowledge/skills was a goal all of the informants identified. Seven
informants were demonstrating skills that were acquired from classes and felt very
positive about them. It was important to the informants to have parenting programs
available in their communities and parenting experts to assist them in evaluating how
they were applying the new skills. Further exploration is needed to determine if parenting
classes with follow-up provides acquisition and use of new skills.

The final category that required further study through theoretical sampling was
Mental Health Challenges. Depression secondary to poor self-esteem was documented
within the literature (Streissguth, et al, 1996). Many of the informants and their FAS/FAE
children described feeling down, distressed, or depressed. Several were diagnosed with
mental health conditions. There was a strong correlation in the alcohol abuse literature
about the connections of depression and other mental health challenges related to
alcohol/substance abuse and violence (Roberts, Reardon, & Rosenfeld, 1999). It is

necessary to further explore this category related to the child and other family members
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to determine if this is true across the Navajo Nation with families rearing children with
FAS/FAE.
Implications for Nursing Practice

Nursing as well as other disciplines in healthcare, education, and counseling are
concerned with how families move through crisis or adversity and are able to adapt and
carry on with their lives. The concept of resilience assists in understanding the process of
how children and families manage the challenges of FAE/FAE. The Versatility through
Transcendence Model provides an understanding of the social processes involved in
Navajo families for parenting a child with FAS/FAE. The Model explains the difficulties
in overcoming alcohol abuse, violence, and suffering for families. It also explores the
challenges - physical, mental, and social/behavioral, that affect the child with FAS/FAE.
The use of strategies, knowledge, and resources can assist families to develop patterns of
resilience, adjustment and adaptation.

The role of nursing is to assist families to transcend events in a way that optimizes
their health and well-being and assures intactness of their dignity and autonomy. Navajo
families and children living with FAS/FAE can be assisted, by nursing and other
healthcare and educational professions. Families can be taught new strategies for
parenting and coping to mange the challenges of raising a child with alcohol related birth
defects or disorders. Applying cultural knowledge of values, beliefs, and practices is
critical in approaching Navajo families in a sensitive and appropriate manor. Identifying
key family members, strengths, and resources will facilitate appropriate interventions and

optimal outcomes for the child and the family.
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Recommendations for the Future

In the development of the Grounded Theory for Navajo parenting, several issues
and needs evolved. Unmet needs and resources for managing challenges were identified
as a category within Knowledge/Acquisition of Needs. Fourteen unmet needs were
identified. Working closing with Navajo Nation Division of Health, many of these needs
can be addressed and the services provided through Indian Health Services or Navajo
Behavioral and/or Mental Health Services.

Education is the critical element children and families on the Navajo Nation need
to prevent problems with alcohol abuse and FAS/FAE. The Centers for Disease Control
(CDC) (2002) has identified their mission for Fetal Alcohol Syndrome. The mission is
for, “The prevention of Fetal Alcohol Syndrome and other alcohol-related birth defects
and developmental disabilities.” They have identified the needs for estimating prevalence
of FAS and for providing financial and technical supports for research and prevention
programs. The focus on preventing FAS directly supports the Healthy People 2000 goals
for children’s health. FAS continues to be a high priority for the CDC (About FAS,
2002). The Navajo Nation Health Review Board (NNHRB) has also identified this as a
priority. A prevalence study has been recommended by the NNHRB to determine current
trends across the Navajo Nation.

The CDC recognizes that “to reduce the incidence of FAS, we must increase the
number of women who abstain from alcohol use during pregnancy” (About FAS, 2002).
The research agenda from the CDC to accomplish this task are to:

* [mprove public health surveillance methods for FAS.



184

® Refine methods for identifying children who have been affected by exposure to
alcohol during fetal development.

® Demonstrate the effectiveness of prevention programs for women of reproductive
age who are high risk of drinking during their pregnancies.

» [Investigate effective secondary intervention strategies, such as special education
strategies for children born with FAS or alcohol-related birth defects.

o [dentify biological markers for recognizing problem drinkers or children exposed
to alcohol “in utero.”

® [dentify genetically determined markers for susceptibility to *“in utero” alcohol

damage. (About FAS, 2002)

The CDC has requested that state health departments and other organizations
become partners in the critical endeavor to reduce the human suffering and societal
burden of FAS resulting from the harmful effects of alcohol consumption during
pregnancy. They are providing scientific and financial assistance for research and
prevention efforts (About FAS, 2002).

Community-based prevention programs and crisis interventions programs are
needed to meet the needs of children, families, and communities managing FAS/FAE.
Efforts are also needed to assist individuals and families to break the cycle of alcohol
abuse and violence. FAS/FAE youth are at high risk for violence. Prevention programs

within communities are needed to identify youth at risk.
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Research Plan

A planning team made up of experts in FAS/FAE, parenting, healthcare (physical.
mental, and behavioral), and special education is required to identify priorities within the
unmet needs. Interviews with informants from different regions of the Navajo Nation and
border towns are needed to continue to determine saturation of emerging categories and
identification of new categories for the Grounded Theory of Navajo parenting. A
prevalence study for the Navajo Nation will determine the occurrence rates of FAS/FAE
within the regions of the reservation. The current numbers reflect 1989 prevalence rates.
Submission of a proposal to fund continued data collection, prevalence studies, and
planning work is proposed.

The planning team would design a proposal to:

1. Survey agencies that provide services for FAS/FAE children, pregnant and
postpartum women, and families to determine available agency strengths,
resources and needs.

2. Design a comprehensive plan involving multiple community-based interventions
to meet the needs of this population.

Navajo Nation-wide programs are needed to meet the needs within each
community chapter area. Grassroots education for prevention of FAS/FAE is required.
Perinatal “women and family sensitive” treatment programs are needed to assist women
to achieve and maintain sobriety. Alcohol/substance abuse programs for women and men

need follow-up interventions and services. Parenting programs for children with special
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needs-FAS/F AE are necessary to assist families to understand and cope with the
cognitive, social/behavioral and development issues as the child grows.

Data collection would continue throughout the other regions of the Navajo Nation
to enrich and clarify the theory. Prevalence data from each region would assist in
identifying areas for community-based intervention programs for prevention activities
and treatment/follow-up activities for children, women, and families.

Summary

Versatility through transcendence was described as a positive social process for
Navajo families parenting a child with FAE/FAE. Overcoming the influences of alcohol
abuse, violence, and suffering was critical for families. Parents had to transcend the
challenges of physical, mental, and social/behavioral stressors to manage the child with
FAS/ FAE. Resilience, adjustment, and adaptation were identified as positive patterns of
functioning for families. The patterns were developed when families were able to use
strategies for managing challenges, education, and resources to meet their needs.
Versatility was achieved for some families who were able to transcend the difficulties.

Understanding, the negative influences and challenges that Navajo families face
when parenting a child with FAS/FAE, can offer explanation and direction for nursing
and other health/educational professionals. Continued study is needed to further define
this Grounded Theory of Navajo parenting.

In developing a Grounded Theory of Navajo parenting for families, it was
essential to understand the conditions that resulted from FAS/FAE and the primary and

secondary challenges that those conditions caused. It was also necessary to understand
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the specific beliefs and traditions involved within the families for healing and
maintenance of body-mind-spiritual balance and harmony. Finally, it was critical to
understand the child rearing/parenting strategies used by “traditional”, *mixed”. and
“non-traditional” caregivers who were providing care for children with FAS/FAE.
Understanding the impact of tradition on parenting is still an emerging concept and
requires further investigation.

The social and cultural processes identified from the data contributed to the
resultant theory. The theory was completed through a participatory process using Navajo
experts. Joint dissemination of knowledge by the researcher and the Navajo experts will
increase acceptance of the theory by the Navajo Nation. The Navajo Parenting:
Versatility through Transcendence Model will be presented to the Navajo Community for
review at the completion of this study. The Model was found to support the conceptual
perspectives and the literature. The negative influences of alcohol abuse and violence
were strong in the data.

Community-based prevention and intervention programs are needed within the
Navajo Nation and northem Arizona to meet the needs of children and families managing
children with FAS/FAE. Continued work with the Navajo Nation, and the Navajo
Division of Health, Department of Behavioral Health is planned. This study will provide
a foundation of knowledge that nursing and other disciplines can use to improve
prevention and treatment services for women, children, and families in the area of

perinatal alcohol abuse and the prevention of alcohol related defects and disorders.
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EPILOGUE

The researcher will be providing a dissemination workshop to the Navajo Nation
Division of Health: Indian Health Services, Behavioral Health Services, and the Navajo
Nation Research Review Board in early 2003. Collaboration with Navajo Nation
Behavioral Health Department is in progress for planning further studies.

The Journey

The journey for this dissertation has been a long one that started with my first
semester of coursework in June 1997. Living in Flagstaff. Arizona created a long and
thoughtful commute for five and one-half years (four hours, one way) to the Tucson
campus. Through the doctoral process, I survived many challenges that broadened by
perspectives about family. The challenges included deaths of loved ones. asthma
exacerbations and hospitalizations, development of Type I diabetes and the now ever
present insulin pump, a son’s loss of a good friend to suicide and his struggles with
depression, and a rear-end collision that resulted in back surgery. and ten weeks on
crutches for a broken foot during recruitment, data collection. and analysis.

While these experiences do not come close to the challenges described in the
study, I have learned about struggle, adjustment, adaptation, and resilience. Learning to
overcome stressors and barriers has been a daily process. When faced with difficulties,
families find ways to survive but not without costs. I have learned that life is precious and
that family is critical. [ could not have achieved an end to this process without the love

and support of family, friends, and colleagues.
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I feel that divine destiny lead me to Louise Ashkie. Without her participation and
support, I would still be struggling to find families and meaning in this research process.

The journey was rich along each step of the process. I have learned about myself.
my family, and about families who were struggling each day to make a difference. I hope
that the research presented from this dissertation will provide a beginning and a
foundation for nursing knowledge and practice.

I thank God and for those who have walked this journey with me. It was a journey

that I will never forget.
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APPENDIX A:

The Resiliency Model of Family Stress, Adjustment and Adaptation

Nursing Metaparadigm of
Person, Environment, Health,
and Nursing used in Family
Theory Development in
Nursing .

1. Person, “family”: viewed
as encountering
hardships and changes as
an inevitable part of
family life over the life
cycle.

2. Environment: The family
system is viewed as an
open system and a
component of the larger
community and society.

3. Health: Defined as
“family resiliency” or
“the ability of the family
to respond to and
eventually adapt to the
situations and crises
encountered over the
family life cycle.”

Role of Nursing: Not only
to promote family
member’s health,
recovery form illness,
maximum functioning
within specific health
limitations but also to
support and enhance
family strengths, to assist
families in maintaining
linkages with community
supports, and to aid
families in arriving at a
realistic appraisal of what
is the best “fit” for them
in their particular
situation.

Two Phases to Family

Response to Life Events and
Changes (Resiliency Model)

Phase 1: Adjustment
1. [llness/stressor

2. Family Vulnerability
due to life changes and

pileups
3. Family types and

established patterns of

functioning.

4. Appraisal of iliness

stressor and its
severity.

5. Problem solving and

coping
6. Family resistance
resources

7. If family has positive

coping pattemns of
resilience, family

strengths and resources

bonadjusment will

occur. (Bonadjustment:
Meeting both the needs
of individual family

members to enable

them to achieve their
maximum potential and
also the functioning of
the family system and
its transactions with the
community (workplace,

school, healthcare
system).

8. Ifthe family is unable
to cope, or adjust then
the pattern is one of
maladjustment, or a

crisis situation.

9. The family then enters
the second phase of the

stress and coping

process: the adaptation

phase.

Phase 2: Adaptation

1. Family crisis
situation

2. Pile-up: Stressors,
strains, and
transitions.

3. Family types and
newly instituted
patterns of
functioning.

4. Family schema
appraisal and family
meaning

5. Situational appraisal
of family’s
capabilities

6. Problem solving

and coping
Social support
Family resources
Bonadaptation
(postitive coping
and adaptation)
10. Maladaptation or
continued crisis
situation and need
for referral and
assistance.

bl ol

(McCubbin& McCubbin),
1993
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APPENDIX A (Continued)

Resiliency Model of Family Stress, Adjustment, and Adaptation

Adjustment Phase
Bonadjustment
Appraisal of ®
Illness Stressor A
/ and its \
Severity (C)
Family Family Types
Vulnerability and Problem
) Established Solving :
Iiiness —» due to life —p Patterns of and
Stressor Changes Functioning Coping
and Pileups (M Family (PSC)
'\l Resistance 44— ¢
Resources (B)
Maladjustment
Crisis Situation (X)
-
Adaptation Phase
Family
Appraisal
(CCC)
Schema and
Meaning Bonadaptation
Pileup: *)
Stressors 4
Strains Situational
Transitions Appraisal
(AA) / (CC)
‘ Family's Capability
Family Types and Problem
Family Newly Instituted Solving

—» (Crisis —® Patterns of
Copmg

Situation Functioning (R)
% \ / SO

Family Resources

(BB)

Social Support
(BBB) v

Maladaptation
Crisis Situation (XX)



APPENDIX A (Continued)

Resiliency Model of Family Stress, Adjustment, and Adaptation

Abbreviations and Terms

Adjustment Phase

Iliness Stressors

Family Vulnerability Due to Life Changes and Pileups
Family Types and Established Patterns of Functioning
Appraisal of Illness Stressor and Its Severity

Family Resistance Resources

Problem Solving and Coping

Bonadaptation

Maladjustment Crisis Situation

Adaptation Phase

Pileup: Stressors, Strains, and Transitions
Family Crisis Situation

(A)

(D
©
(B)
(PSC)
*)

(AA)
0.9

Family Types and Newly Instituted Patterns of Functioning (R)

Family Appraisal, Schema and Meaning
Situational Appraisal, Family's Capabilities
Problem Solving and Coping

Family Resources

Social Support

Bonadaptation

Maladaptation Crisis Situation

Bonadaptation is defined as "meeting the needs of the individual family member to

(CCO)
(CC)
(PSC)
(BB)
(BBB)
*)
XX)
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enable them to achieve their maximum potential and also the functioning of the family
system and its transactions with the community (work place, school, healthcare system)"

(McCubbin, 1993, p. 50).
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Preliminary Feasibility Study
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Preliminary Feasibility Study

In order to describe resilience in Navajo families who are caring for a child with
FAS/FAE, it was necessary to first identify categories of Navajo parenting/child rearing
as a foundation for understanding the cultural practices and beliefs. A preliminary
feasibility study was conducted to develop a culturally sensitive Grounded Theory of
Navajo parenting. The study explored Navajo parenting of families raising children with
no problems or challenges. It was used to refine interview questions, and to identify data
management strategies. The research question was: What are the social, and cultural,
factors and processes that Navajo families use in parenting/child rearing?

Grounded Theory methods of interview and observation were used to identify
social processes of parenting. Concepts were formulated to produce a preliminary
integrated Grounded Theory for Navajo parenting.

Informants

The sample consisted of three Navajo mothers who did not have children with
FAS/FAE. The convenience sample was obtained from Navajo students enrolled in a
baccalaureate-nursing program in northern Arizona. All three informants had received
information about Fetal Alcohol Syndrome/Fetal Alcohol Effects within their nursing
coursework. The informants were all married and had extended family support within
their homestead. The husbands all refused to participate in the study. The informants
differed with regards to traditional beliefs and influences. One stated she was traditional,

one a blend of traditional/Western, and one stated she was raised very Western.
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Descriptions of the social and cultural processes involved in parenting/child
rearing were used to develop a preliminary Grounded Theory of Navajo parenting. A
broad question was used to initiate the interview. Sequencing of the questions was very
important to encourage the flow of the interview. The questions and interview techniques
were reviewed with a Navajo consultant for culture appropriateness and sensitivity.
Questions asked of the informants included:

1. What do you do to parent?

2. How has being Navajo influenced your parenting?

3. What are the supports and resources that help you parent?

4. What are the difficulties you have parenting?

Analysis

Three main categories were identified after open coding and categorization was
completed. The categories were harmony and balance: spiritual-mental-physical;
intergenerational integration of knowledge, beliefs, and practices; and
kinship-connectedness to clan. A preliminary Model was developed from the Grounded
Theory for Navajo Parenting: Integration of Culture (Figure B-1).

The Preliminary Model — Navajo Parenting: Integration of Culture has several
components: circles (from inner to outer); intersecting arrows (representing the major
core categories/themes); cardinal directions of east, south, west, and north (representing
the cardinal directions found within the Navajo Philosophy of life); and the words-
person, environment, and clan (representing the key elements of Navajo that assist in

parenting). The person (inner circle) interacts with the environment that surrounds the
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Figure B-1. Preliminary Model

Navajo Parenting:
Integration of Culture
East

Mental-Physical-Spiritual
Harmony & Balance

4

North South
Intergenerational West Kinship
Knowledge, “Clan
Practice & Connectedness”
Beliefs

Figure B-1. Navajo parenting is an integration of culture through influences of intergenerational
knowledge, practice, and beliefs; and through integration of kinship “clan connectedness”. Harmony and
balance of mental-physical-spiritual aspects of person, environment, and clan are achieved through the
dynamic processes found from the influences of east, south, west, and north (traditional cardinal forces);
intergenerational teaching; and clan connectedness and support (Adapted from Nichols, 1994).
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person (middle circle). Also the clan family (outer circle) interacts with both the person
and the environment. The interaction occurs through the intersecting arrows. Each arrow
represents a category in Navajo parenting. The three categories are: intergenerational
knowledge, practice, and beliefs; kinship “clan connectedness’; and mental-physical-
spiritual harmony and balance.

Navajo parenting is an integration of cuiture through influences of
intergenerational knowledge. practice and beliefs; and through integration of kinship
“clan connectedness”. Harmony and balance of mental-physical-spiritual aspects of
person, environment and clan are achieved through the dynamic processes found from the
influences of east, south, west and north (traditional cardinal forces); intergenerational
teaching; and clan connectedness and support (Adapted from Nichols “Cherokee
Parenting Model”. 1994).

Categories
There were three categories that were repeatedly discussed in the interviews. The
categories were harmony and balance: spiritual-mental-physical; intergenerational
integration of knowledge, beliefs, and practices; and kinship-connectedness to clan. The
categories are defined as follows:
1. Harmony and balance: spiritual-mental-physical. (Well-being is only possible
when the environment and all aspects of the being are in harmony and balance.

The spirit, mind and body cannot be separated).
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2. Intergenerational integration of knowledge, beliefs, and practices. (The
knowledge, beliefs and practices that are possessed by children, parents.
grandparents, and extended family/community).

3. Kinship-connectedness to clan. (The relationship and closeness of individuals and
family to the tribal clan and community).

Properties were identified for the three categories (Table B-1. p. 209). Supportive

data are presented in Table B-2 (P. 211).

Table B-1

Identified Properties in Navajo Parenting

Harmony and Balance: spiritual-mental-physical: positive actions and words, health of
environment, resilience, and mind, body, spirit are connected

Intergenerational Integration of Knowledge, Beliefs, and Practices: story telling,
watching, observing, and interacting

Kinship-Connectedness to Clan: family, clan, community, and cultural identity.

Relational Statements

Relationships were identified within the three main categories to help in theory
development. Each of the informants stated that they felt a connectedness to the
environment; however, depending on their perspective of traditional, traditional/western,

or western views the degree of importance varied.
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There are specific roles in the teaching of the children and the parenting of
children. The passing of knowledge, beliefs and practices belongs to everyone that is
associated with the child. This is not limited to the biological parents.

Kinship-connectedness is discussed as the strongest relational link in Navajo life
and in parenting. The extended family and clan family provide support in all areas if the
parents are unable to be there for the child.

Relational statements reflect testable links of the categories to the theory. Each of
the informants varied in there answers based on there orientation to the traditional Navajo
ways. All three stated that they were hopeful to teach their children the more traditional
ways so that they would know who they were and where they came from.

Social Processes

Through the interviews two social processes were identified as important in
Navajo parenting. The first social process was that of participation in the ceremonies.
Each ceremony represents different aspects of balance and harmony.

The second social process identified was social gathering of the clan family. This
coming together of family provides for a balance and harmony of mind-body-spirit,
allows for role modeling and story telling by the elders, and facilitates a feeling of
connectedness and kinship.

Conclusions
The data were collected from a convenience sample. Saturation was not achieved

with this limited sample and further research is needed; however preliminary categories,



201

properties, relational statements and social processes were identified. Further studies may

discover other categories to clarify the emerging theory.

Table B-2

Analysis Data

Categories
Harmony and balance: spiritual-mental-physical:
"I must teach my children about balance. All things are connected and must be in
harmony to have well-being" (informant 3).
"My family uses ceremonies to help us get in balance" (informant 1)
"Health is not just body; it is spiritual and mental as well" (informant 2).
Intergenerational integration of knowledge, beliefs and practices:
"I learned from my grandfather, and he teaches my children" (informant 1).
"The elders know the traditions and culture. We must teach the children so it
won't be forgotten" (informant 2).
"We learn by how the stories are told to us, and how we see our parents do things.
Many times there were no words, you just knew what to do by watching. You
didn't ask questions" (informant 3).
Kinship-Connectedness:
"The clan is what makes me Navajo" (informant 1).
"The first things you teach your child is the proper way to introduce yourself. You

identify with your clan mother” (informant 2).
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Table B-2 (continued)

Analysis Data
"Without the clan, I think I would not be able to take care of teaching my children

the old ways" (informant 1). "I am proud of my kinship” (informant 3).

Properties
Harmony and balance: spiritual-mental-physical:
"You have to teach your children to not say negative things, or even think them.
What you say can cause someone harm, make them sick. They might call you a
witch" (informant 1).
"You have to have it all in balance to be well. Any one area can cause problems"
(informant 2).
*“ My family is always able to cope. We build on experiences from the past to stay
in balance” (informant 1).
“We seem to always adjust to things. We are strong” (informant 2).
Intergenerational integration of knowledge, beliefs, and practices:
"They learn from watching the elders. They don't even have to ask questions.
They just know what to do" (informant 1).
"The elders keep the Navajo traditions. I want my children to learn from them"
(informant 2).

"Stories teach and also discipline” (informant 3).
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Table B-2 (continued)
Analysis Data

Properties
Kinship-connectedness to clan:

"I moved back to the reservation so that my children could be with family. It is
important for them to grow up knowing who they are” (informant 3).

" I am from the Bitter Water Clan. It is important” (informant 1).

"I came home to the reservation to connect with who I am. I don't want to loose

what being a Navajo means. [ want my children to understand" (informant 3).

Relational Statements
"Navajo children learn to appreciate all things, even the rocks, the plants, animals.
everything alive or not. We must find a balance with mother earth and father sky"
(informant 1).
"You can't be healthy if you are not in harmony" (informant 2).
“We use western ways a lot, but my grandmother always has me do the old ways
to find harmony. I do it to make her happy. I respect grandmother” (informant 3).
"Role modeling and story telling are how we teach the children the Navajo ways"
(informant 1).
"The boys learned from watching Grandfather and my girl from being around my

clan sisters, aunts, and the grandmothers" (informant 2).
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Table B-2 (continued)

Analysis Data

"The children have lots of aunts, uncles, grandmothers, and grandfathers"”
(informant 3).

“I parent my children by western ways because I have lived in the city for so long.
I need to learn the old ways for my children so that they can understand more
about being Navajo” (informant 3).

"I go to school, I couldn't do it without my brothers and sisters" (informant 1).

"I know that if I need anything my family is there" (informant 2).

"It is important to know who you are. My children can now all introduce
themselves the clan way. It has only been in the last few months that I have felt so
connected.  am glad that I have moved my children back to the reservation to be

close to my family" (informant 3).

Social Processes
Participation in ceremonies:
"Through the Beauty Way ceremony we are able to find a balance and can know
better how to handle the problems of raising our children” (informant 1).
"I learn with my children about the old ways" (informant 2).
"All the family comes together for prayers and the ceremony when someone is in

need" (informant 3).
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Table B-2 (continued)

Analysis Data

Social gathering of the clan family:
"Having family close by is the only way I can get by. My family is not just my
brothers and sisters as you see them, they are my clan, my blood. They live close

by and help raise my children” (informant 1).

Credibility Analysis

Using Navajo expert informants for review and checks of process assured
trustworthiness and credibility of the data. Audit trails were maintained in collaboration
with faculty who had experience in qualitative methodology and through Grounded
Theory seminars. Techniques of prolonged engagement and persistent observation
occurred with the informants. Member checks and peer debriefing were completed
through Grounded Theory seminars and with two Navajo research assistants (Glaser,
1978; Strauss & Corbin, 1990). Two Navajo research assistants were used in the open
coding process. This improved understanding of meanings from the interviews. The
process increased accuracy in the identification of categories and assured increased
sensitivity to the Navajo culture.

The preliminary feasibility study results were presented at a scholarly conference
held at Northern Arizona University 04/09/99 to an audience comprised of Navajo
student nurses and Navajo health professionals. Evaluations from the presentation
reflected support for the research and confirmation of the categories identified and to the

emerging theory of Navajo parenting.
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APPENDIX C

Consent/Assent Form (English, p. 207-208)

Consent/Assent Form (Navajo, p. 209-210)
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THS STAMP MUST APPEAR ON ALL
TO CONSENT .
OKTE: Wo D EXPIRATION: 3

SUBJECT’S CONSENT FORM
NAVAJO CHILDREN AND FAMILIES LIVING WITH
FETAL ALCOHOL SYNDROME (FAS)YFETAL ALCOHOL EFFECTS (FAE)

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE THAT I AM
INFORMED OF THE NATURE OF THIS RESEARCH STUDY AND OF HOW I WILL
PARTICIPATE IN IT, IF | CONSENT TO DO SO. SIGNING THIS FORM WILL INDICATE
THAT 1 HAVE BEEN SO INFORMED AND THAT I GIVE MY CONSENT. FEDERAL
REGULATIONS REQUIRE WRITTEN INFORMED CONSENT PRIOR TO PARTICIPATION IN
THIS RESEARCH STUDY SO THAT [ CAN KNOW THE NATURE AND RISKS OF MY
PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT PARTICIPATE IN A FREE
AND INFORMED MANNER.

PURPOSE

[ am being invited to participate voluntarily in the above-titled research project. The purpose of this project
is to determine what factors affect the ways in which Navajo children and their families manage the
problems associated with living with Fetal Alcohol Syndrome (FAS)/Fetal Alcohol Effect (FAE).

SELECTION CRITERIA
I am being invited to participate because | am Navajo, live in northern Arizona, and have a child with either

FAS or FAE. Approximately 90 subjects will be enrolled in this study.

PROCEDURE(S)

If I agree to participate, | will be asked to consent to the following: [ will be interviewed by a researcher to
describe my experience in managing a child with FAS/FAE, and the problems associated with FAS/FAE. |
will be given the choice of location for the interview. The interview will take approximately 1-2 hours of
my time. The researcher will audio tape the interview and will takes notes during the interview.

RISKS
The subject may experience emotional distress from discussing the issues around living with a child with
FAS/FAE and the problems associated with these conditions.

BENEFITS
There are no direct benefits.

CONFIDENTIALITY

All information associated with this study will be held in confidence and only Cynthia D. Beckett, Ph.D.
candidate, and a two member research team (to be compiled) will have access to the information. Each
subject will be assigned a number, and that number will be on all documents rather than his/her name.
Only Cynthia D. Beckett, Ph.D. candidate will know the identity of the subject.

PARTICIPATION COSTS AND SUBJECT COMPENSATION

There will be no cost for me, or my child, to participate in this study except for my time. The family will
receive a thank you gift of a $15.00 grocery store gift certificate for participating in the study.

COMNTACTS

[ can obtain further information about the study from Cynthia D. Beckett, Ph.D. candidate at 928-523-8928.
If I have questions concerning my rights as a research subject, | may call the Human Subjects Commiittee
office at 520-626-6721, or Linda Phillips PhD, RN at 520-626-7124. Navajo Division of Health, Navajo
Research Program contact is Carol Leonard, Director of Planning, Research and Evaluation 928-871-6650.
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AUTHORIZATION

BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE METHODS, INCONVENIENCES,
RISKS, AND BENEFITS HAVE BEEN EXPLAINED TO ME AND MY QUESTIONS HAVE BEEN
ANSWERED. | MAY ASK QUESTIONS AT ANY TIME AND | AM FREE TO WITHDRAW FROM
THE PROJECT AT ANY TIME WITHOUT CAUSING BAD FEELINGS. MY PARTICIPATION IN
THIS PROJECT MAY BE ENDED BY THE INVESTIGATOR OR BY THE SPONSOR FOR REASONS
THAT WOULD BE EXPLAINED. NEW INFORMATION DEVELOPED DURING THE COURSE OF
THIS STUDY WHICH MAY AFFECT MY WILLINGNESS TO CONTINUE IN THIS RESEARCH
PROJECT WILL BE GIVEN TO ME AS IT BECOMES AVAILABLE. THIS CONSENT FORM WILL
BE FILED IN AN AREA DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS
RESTRICTED TO THE PRINCIPAL INVESTIGATOR, CYNTHIA D. BECKETT, PH.D,
CANDIDATE, OR AUTHORIZED REPRESENTATIVE OF THE COLLEGE OF NURSING. I DO NOT
GIVE UP ANY OF MY LEGAL RIGHTS BY SIGNING THIS FORM. A COPY OF THIS SIGNED
CONSENT FORM WILL BE GIVEN TO ME.

Subject’s Signature Date
MINOR SUBJECT’S ASSENT FORM
Your mother/father has told me it was OK to ask you some questions about how you get along each day.

Some things may be hard for you to do, and I would like for you to tell me about them. Do you understand?
Is it OK?

Subject’s Name Date
Subject’s Signature Date
INVESTIGATOR'S AFFIDAVIT

I have carefully explained to the subject the nature of the above project. | hereby certify that to the best of
my knowledge the person who is signing this consent form understands clearly the nature, demands,
benefits, and risks involved in his/her participation and his/her signature is legally valid. A medical
probiem or language or educational barrier has not precluded this understanding.

Signature of Investigator Date
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THS STAMP MUST APPEAR ON ALL
USED TO CONSENT SU .
mmmmm 3

SUBJECTS CONSENT FORM
(Naaltsoos Nahodikidigii Bee la ajitéehigii Nabid: Kid)

Diné Ba’alchlm doé 1 hooghandoo *Ama yiltsaago ‘adladgo ‘awéé’ bitsiighga’ dod bits'ifs yaah
dahoot’ aahngu

Dii naaltsoos yldul(a shldlmmgn bmahjl dif na’alkaahigif baa ‘akonisin dooleerdoo haiit’ ao't bee ‘atah
nishlfidoo, el T bee la ‘asehdiiy got *éfya. Dif naaltsoos shizhi’ bikda’ ‘ashlaahgo & shit hoone lgu ibaa
*gkonisin dod bee I ‘asehHi i’ dooleet! Washmdoon dos bit hahoozoo lgn i bibeehaz’aanii en { naaltsoos
na alkaahxgu binahji’ ‘eehozxmgxf ‘altse hazhdiil l9]g0 inda ‘atah Jiil( dooleet binahji’ t'aa ‘altso
bidadiit’i’igif bee ] adeeshleey igii éi'bee shoholniih.

Biniigh¢:
Du na’alkaahigii 44 shi bee I' asehl(go koo *aldh nlsl)(’ Dii Din¢” ‘ Alchin amf yiltsaago ‘adlaa
‘awé€’ bitsiighaa’ doo bits’ iis yaah dahool’aahgo biniighé naalkaah doo haiit’dao la hoogiian haz’ amdoo

yijdahing.

Diné nishlinigii biniinao nashldnltl nléi Az nahookos_u bil hdhoodzodi shighan, d6o she’awéé’ baah
dahaz’a 6o bits'aa’doo bits’iis doo bltsnghaa bitah ahoot’chigif. Nahastl¢ diin bilah hidoodla d6o
nidadoolkaah.

La asehlu‘ o €i dii bik’ehgo ahodoonn.l" el hﬁlsh ( nashldldoolkn‘}i | { dfi she*‘awé?’ héiit’ao baah

dahaz émglfbd’ hmlshnanfgu néilkaah dooleet. Nashldldookll'idl éi bee shoholniih doolet. Nashidikidgo
{vddla i 406 naakiji ahedoolkil. Na’idijkidi { é béésh saad bee bik’i neheny’ gii udoolu)’ d64 naaltsoos

blkaa" neidiyoozoh.

Dii'na’idikid doo binighe’ ‘ach' ’ ‘azlaada.

(Confidentislity) Doo nﬁng Iahji’ %! hane’da:
Dii naaltsoos nanideehigff ¢{ naanaa h4f{da doo bee biyhane’ da doo, t *34 ‘ahazho’6 Cynthia D. Beckett,

PhDc, RNC, d0d naakigo bika ‘ahinool cha'fgii véfya. Nidaalkaahigf{ v'da /&’ fmzlmgo binoomba ba
adadoolmn}’ el blnahjl beedahddilzin doo. Cynthia D. Beckett, PhDc, RNC t’ aabi t* enya dif binahji’
nihéédahdsin doo.

Dii na’alkaahigii binahji’ ei nilinigii doo bééso blts idmoohdada. Ndi 4 hooghan
haz’anidoo $15.00 beese biighahgo naaitsoos h'aha'idoos, binahji ch’fyaan nishdiyoofhi’.

Contacts) Bich’i* hodooni’igii:
Nias 00 dit na’alkahigii biniinaa shina’idikid holoogo €l Cynthla D. Beckett PhDc, RNC bich’j’ Koji’
béesh be h6deeshm 928-523-8928. Nashidilkahii sezngn i beehaz’aanii shideet’igo bee *adayashti’go
shaadee t"anigif ei binahji’ shina’idikid haloogo é1 Koji® hodaesh ni’ 520-626-6721 or Linda Phillips, PhD,
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RN at 520-626-7124. Din Bits'{’s Baa ‘ahoyanfji, Din¢ Naalkaah bilhaz'anijf Carol Leonard bich’ i’ hani
928-871-6650.

ization) Bee Li ‘Aleeh:
D’.’. t’ﬁdoo shizhi’ hadis hléchgdo, 'aa ‘altso di bidadeet’i"fgii shiy ‘{ishjaah ‘alyaa, d66 shi na’idikid ye¢

K’éédahazdood. T"a4 bitahigii na’{dikid shee h6lGggo na’idideeshkit, a6 1'ad shi nisingo bits’aniyaa doo
binahji’ yit'ao ntsa’akees da doo. Dif na’alkaahigff ‘atah nishlinigii. Na’alkaahi d66 yik eh
na'asli’igfi ni hwideileehgo &{ biniighe fgif shj hodooni’. Lah hane’ ‘aniidigi binaanéfdzohgo &1 shiy
hodooni’ ndi & binahjf® t’a4 ‘atah nislu:ji‘ dooleeligil ni hodeeshpii daats’i dooleet. Dif naaltsoos bee Ja’
aleehgo hadadilyaafgf{ éf (Human Subjects Committee) Diné Naalkaah{ Ya Naazinigif hasht’enideidooni)/
1’4 hazh6’8 Cynthia D. Beckett PhDc, RNC t'éiya choyogP1idoo, d66. Hodahgo *Olta” *Azee'fil’ inf biy
haz'4nid66 d6° t*éiya. Dif naaltsoos bee 15 “aleehigif shizhi’ bikaa’ ‘ashkaago &i doo shi sézigil
beehaz’danii shideet’igo bee ‘adyashti’fgfei doo shits’aa’ ni hodoolniil da. Dif naaltsoos shizhi’ bik4a’
hadishaa’ fgi}4 shaadooltsos. “<

(Subject’s Signature) NabidikaahlBizhi’ (Date) Yoojkaaligil’
MINOR SUBJECT’S ASSENT

Your mother/father has told me it was OK to ask you some questions about how you get along each day.
Nima/Nizhe’€ I nf t'da ‘ahwiishji’ ‘anit’@igii bee nanidideeshkift6if.

Some things ma?' b?,hard for vou L to do, and I would like for you to tell me about them. Do you
understand?La’f shii' t’sa doole’é ‘ldiiliil'fgf(nil/nanu’ah, € bee shiyhodiilnill nisin. Bik’idinitaash?

Is it OK? T’aash ‘ako?

(Subject’s Name) Naalkaah{ Bizhi’ (Date) Yoofkaaligfi
(Subject’s Signature) Naalkaahi Bizhi’ (Date) Yootkaaligii’

hfgil difna’alkaahii bidadeet'I'g bil ‘iishjaa ‘ashfaa. Dif bizhi’ ‘ayiilaaigii éf na’alkaah
bidadeet’i’gil yaah ‘akonizingo shif'bééhdzin. Haada yit'éehgo baah dahazldnigii, d66 saad doo bj¥
nanitt’ahgoo yik'i'diita.

(Investigator Signature) Na’alkaahii Bizhi’ (Date) Yoolluall’gn’(
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APPENDIX D

University of Arizona

Protection of Human Subjects Approval (p. 212-215)



212

/202 0508 I s2OTRL . WV Az 1m gee/0e:
OUEDATE: HURAN SURJECTS COMITTEE . (%3}
1 MARCH 2302 PERNIODIC REVIEY FORS .

AT .. ..

This pasiadis sviow is soguised by the Dopmrtment of ttath et s Sarvives (DHSID) aod e

L ghuﬂd&u&
O Cionad 0 New
OCminhd

s
& Anhfntyscthhantmemtnil el Oves
* W"' Oves P
= Saayeosyhtesiesbus bypun sheee Gy Gt of et
S o g o cutfeet S i e Geindg? Oves e

- . . - e



PERIODIC REVIEW (continued)

Confiict of interest Statement:

Do any of tha invastigators serve as consultant o

the sponsor, the manufacturer, or t0 the owner of the test asticle? OYes ﬁllo
Do any of the investigators (or their immediste family) .

have an equity and/or royaity relaionship with the sponsor, X

the mmnutacturer, or the owner of the tast asticle? O Yes MNo
Has a discicsure statement been flled with the instiution? O Yes (ANo

SUMMARIZE STUDY ACTIVITIES TO DATE [attach available research analysin or reprint(s); include
w«mmhnwundmmmmummm]

) c""\e‘b‘am of Graduaic Ce-mprmnuv:e_) exams and
' Wﬂ'inc’ of —Dls;l-rw{w P“P"u Cﬁefﬁrs"a. A/O

lterariment | dlate. Calictimy dunng 2000 ~200 1.

"Plen 4o s-l-u-i'-,(l.nk, Sprine Zo;’t or &mmu-Zc’ol).

REMINDER: SUBMIT THE POLLOWING WITH PERIODIC REVIEW FORM.
fu&d ® COPY OF ALL VERSIONS OF CONSENT DOCUMENTS AND/IOR DISCLAIMER FORMS USED
I DURING REPORTING PERIOD (INDICATE DATES EACH VERSION WAS N USE).
® CLEANCOPY OF EACHCURRENTLY APPROVED CONSENT DOCUMENTINSCLARER FORM TO
'BE USED N NEW APPROVAL PERIOD (UPOATED TO CURRENT INSTITUTIONAL STANDARDS)
FOR RE-APPROVAL. NOTE: ONCE REAPPROVAL IS GRANTED, IRB APPROVAL STAMP MUST
APPEAR ON EACH CONSENT DOCUMENT SIGNED BY SUBJECTS AFTER APPROVAL DATE

Ploase retum to: University of Artzons
Human Subjects Conwniites
4350 N. Vias Avenus
PO BOX 248137
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Ethnography Permit (p. 238-240)
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Marie Tso Allen, consultant for NTH-NRSA proposal — July 1998 (p. 241)
Flagstaff Unified School District — June 15, 2001 (p. 242)
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Rehabilitation Services Clinic)- July 6, 2001 (p. 243)
Dr. Hovee, Director of the Pediatric Clinic-Tuba City Indian Medial — October 5,
2001 (p. 244)
Oljato Chapter resolution of support - October 21, 2001 (p. 245-246)
Tuba City Chapter resolution of support - October 21, 2001 (p. 247-249)
Sally N. Pete, Acting Chief Executive Officer Winslow Service Unit - November
13, 2001 (p. 250)
District 8 Council of the Navajo Nation resolution of support — November 17.
2001 (p. 251-252)
Dennahotso Chapter resolution of support — November 18, 2001 (p. 253-254)
Chilchinbeto Chapter resolution of support — November 18, 2001 (p. 255-256)
Linda White, Chief Executive Officer Kayenta Indian Health Service Unit-
November, 26, 2001 (p. 257)
Dr. Suzie John, Chief Executive Officer Tuba City Indian Medical Center and
Service Unit - November 26, 2001 (p. 258)
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(p- 259-261)
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December 14, 2001 (p. 262-263)
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(p. 264)
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(p. 265-266)
Tuba City IHS Health Service Unit resolution of support - November 14, 2001
(p. 267-268)
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(p. 269-270)
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Flagstaff Medical Center-Children’s Health Center (Children’s Rehabilitation
Services Clinic) —- July 19, 2001; August 28, 2002 (p. 271-272)
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NAVAJO DIVISION OF HEALTH
NAVAJO RESEARCH PROGRAM
NAVAJO NATION HEALTH REVIEW BOARD (NRRB)

DATE:

PROJECT TITLE:

MANUSCRIPT TITLE:

APPLICATION

December 26, 2001 (Revised: March 01, 2002)

Navajo Children and Families Living With Fetal Alcohol
Syndrome/Fetal Alcohol Effect

Dissertation Proposal for College of Nursing/University of
Arizona: Navajo Children and Families Living With Fetal
Alcohol Syndrome/Fetal Alcohol Effect

PRINCIPAL INVESTIGATOR (PI)/AUTHOR: Cynthia D. Beckett, PhDc, RN, C

TITLE/ORGANIZATION AFFLICATION: Doctoral Student-College of Nursing,

ADDRESS:
CITY/STATE:
PHONE:

FAX:

EMAIL:

University
of Arizona/Assistant Clinical Professor-Department of
Nursing, Northern Arizona University.

(National Institute of Nursing Research, National Institutes
of Health-National Research Service Award # NR07450-

03)

2333 N. Timberline Road

Flagstaff, Arizona 86004
928-522-8588 (home); 928-523-8928 (work)
928-523-7171

Cindy.Beckett@nau.edu

Application Received:
Received:

HRRB Approval Date:
/

Approval Date Expires:
/

HRRB USE ONLY
/ / Progress Report
/ / 1* qtr /
/ / 2" qtr /
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Continuation Req. Rec’d: / / 3qtr /
/

Continuation Apprvd: / / 4" gtr /
/

Proposal ID#: NNR- - Final Rpt /
/

Manuscript ID #: NNM- -

Condition Letter Sent: / /
PRINCIPAL INVESTIGATOR (PI)
1. Abstract:

Many Navajo children and their families manage the problems associated with living
with Fetal Alcohol Syndrome/Fetal Alcohol Effects (FAS/FAE). Identifying what social
processes influence their abilities to stay in spiritual-mental-physical harmony despite the
impairments of FAS/FAE, will provide information to health care providers, counselors,
educators, and parents to assist these, and other, children and families who may be
struggling to manage. Resilience is a concept that has been used to describe Native
Americans yet few studies have been done using resilience as a theoretical perspective.
The resilience perspective provides a focus for study (e.g., protective factors as well as
risk factors). Resilience identifies strengths within the child, family, and community. It is
important to determine how children and families are managing, and to discover what
social processes occur in parenting of children with special needs.

In order to achieve harmony, many customs and ceremonies are used. Fetal Alcohol
Syndrome and Fetal Alcohol Effects are believed to be conditions secondary to lack of
harmony and balance. The devastating effects of developmental delays, hyperactivity,
impulsiveness, poor judgment, inadequate social and adaptive skills, and inability to
discern cause and affect relationships have affected family relationships and parenting.
Native American leaders and their communities have identified the problems of
FAS/FAE as an internal threat to the family and culture; therefore, there is a focus goal
for the child, family, and community to work together to achieve a renewed harmony.

Understanding social processes of Navajo child rearing in the integration of culture
to their children is an important foundation for further investigation into how
children with FAS/FAE and their families manage with this condition. Traditional
parenting beliefs and practices must be explored in families who have children with
FAS/FAE to determine if patterns of resilience are present. The knowledge gained
from the study will be used to provide strategies for assisting children to optimize
their potential and provide support for parents, health care providers, educators,
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and counselors within the Navajo Nation that are caring for these special children.

2. Curriculum Vitae:

Cynthia D. Beckett

3. Support Letters/Resolutions:

Marie Tso Allen, consultant for NIH-NRSA proposal — July 1998

Flagstaff Unified School District — June 15, 2001

Jeff Axtell, Flagstaff Medical Center-Children’s Health Center (Children’s
Rehabilitation Services Clinic)- July 6, 2001

Dr. Hovee, Director of the Pediatric Clinic-Tuba City Indian Medial — October 5.
2001

Oljato Chapter resolution of support - October 21, 2001

Tuba City Chapter resolution of support - October 21, 2001

Sally N. Pete, Acting Chief Executive Officer Winslow Service Unit - November
13, 2001 District 8 Council of the Navajo Nation resolution of support —
November 17, 2001

District 8 Council of the Navajo Nation resolution of support — November 17,
2001

Dennahotso Chapter resolution of support — November 18, 2001

Chilchinbeto Chapter resolution of support — November 18, 2001

Linda White, Chief Executive Officer Kayenta Indian Health Service Unit-
November, 26, 2001

Dr. Suzie John, Chief Executive Officer Tuba City Indian Medical Center and
Service Unit - November 26. 2001

Western Navajo Agency Council resolution of support - December 8, 2001
Navajo Area Indian Health Service Health Advisory Board resolution of support —
December 14, 2001

4. Agency Support Letters/Resolutions:

Wanda MacDonald, Navajo Behavioral Health, Tuba City - October 8, 2001
Winslow [HS Health Service Unit resolution of support - November 9, 2001
Tuba City [HS Health Service Unit resolution of support - November 14, 2001
Kayenta IHS Health Service Unit resolution of support - November 16, 2001

S. Approval Letters:

University of Arizona Human Subjects — February 27, 2001; revised August 21,
2001

Flagstaff Medical Center-Children’s Health Center (Children’s Rehabilitation
Services Clinic) — July 19, 2001
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6. HRRB-Certificate of Confidentiality:
Confidentiality Statement

Navajo Children and Families Living with
Fetal Alcohol Syndrome (FAS)/Fetal Alcohol Effects (FAE)

The principal investigator, research assistant, and referring nurse will know the identity
of the child and families who choose to participate. The nurse and research assist will
sign a statement of confidentiality to protect the child/family. (Only with family
permission will the physician be notified). The principal investigator and the research
assistant will be present for the interview, and will review the transcripts and field notes
for analysis. Each informant will be referred to by code number, not name to protect
confidentiality. All consents/assent forms, audiotapes, transcripts, and questionnaires will
be kept in a locked file cabinet by the principal investigator. The Navajo experts and
community advisory committee will review anonymous transcripts to assist in the
analysis process to assure culturally sensitive and appropriate assignment of meanings,
identification of themes and categories for the development of the grounded theory.

[, Cynthia D. Beckett- pri investigator for this research proposal, have reviewed the
federal Privacy Act and will abide to the provisions set forth in that document. In
conducting this study, I will protect the privacy of each participant, and will keep his/her
identity confidential. All confidential data will be maintained in a locked file cabinet
throughout the research process. [ will protect the anonymity of the participants
throughout the research process.

M/ F)bif_/ Date: ‘27@1 eA)ﬁ/, CO02_

©@MB Clearance:
Not Applicable

8. Navajo Area IHS Written Statement:

I, Cynthia D. Beckett- primary investigator for this research proposal. have reviewed the
federal Privacy Act and will abide to the provisions set forth in that document. If I need
to review and remove Navajo health data from the Tuba City Indian Medical Center
(CRS/Pediatric Clinic), I will protect the privacy of that person and will keep their
identity confidential. All confidential data will be maintained in a locked file cabinet
throughout the research process.

%td"{@ D /Cfﬁ@{éq Date: ){/d/a/u g/ 2edZ.
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9. Budget: There will be no expenses to the individual/family, agencies, or community.
Research Grant: 1F31 NR07450-01

National Research Service Award, Department of Health and Human Services, National
Institutes of Health, National Institute of Nursing Research and National Institute of
Social and Behavioral Sciences

Awarded: $18,924 for three years (Total: $56,772)

Issue Date: 09/21/99-09/22/02

Final Year available funds: $18,924.00 (August 01,2001 to September 22, 2002)
University of Arizona Fees for Dissertation Coursework: $7,500.00

Expenses:
Recruitment materials (letters, envelops, stamps) $ 300.00
Paper supplies (questionnaires, transcripts, analysis work) $ 350.00
Audio tape equipment (tape recorder, microphone, audio tapes) $ 500.00
Grocery store certificates for families ($15.00/family, 10-30) $ 450.00
Navajo Research Assistant (translation/analysis, $10.00/hr) $1500.00
Laptop Commuter for field notes and transcription $2100.00
Software for qualitative data analysis $ 800.00
Travel and meals (for principal investigator/research assistant) $4500.00
Miscellaneous $ 924.00
Total: $18.924.00
10. Ethnography Permit:

Permit attached for: January 1, 2002 through December 31, 2002.
RESEARCH PROJECT DESCRIPTION

1. Background and rationale:

The most frequent and preventable cause of mental retardation is Fetal Alcohol
Syndrome (FAS) (Masis & May, 1991). FAS is defined as the presence of central
nervous system abnormalities which include mental retardation, growth retardation, and a
pattern of facial abnormalities (Masis & May, 1991). Fetal Alcohol Effects (FAE) is a
related but different condition and can produce similar challenges (Masis & May, 1991).
The overall incidence of Fetal Alcohol Syndrome is now estimated at 1.9 cases per 1,000
live births, or 1 in 500 (Kellerman, 2000). Fetal alcohol exposure is a serious health
problem that affects 1 out of every 100 live births in the world, resulting in FAS, FAE, or
other alcohol-related disorders (Sampson, et al., 1997). All socio-economic groups and
races are vulnerable to FAS/FAE. The incidence for Native American women of FAS and
FAE is an estimated 4.59 to 30.4 per 1000 women of childbearing age (Finley, 1989).
Many Navajo families live with the problems associated with FAS/FAE. The special
needs of these children present challenges for childrearing/parenting (Allen, 1997). With
the increased incidence of FAS/FAE among Navajo children, it is important to determine
how these families are parenting, and determine what protective and risk factors may be
present.
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Many Navajo families manage the problems associated with FAS/FAE. In the late 1970s
FAS programs were started on the Navajo Nation to establish networks of support for
women, children, and families dealing with alcohol use and its effects (Kunitz & Levy,
1994). Identifying what factors influence resilience in this population will identify
abilities to manage, adapt, and stay in harmony despite the impairments of FAS/FAE.
This knowledge will provide information for healthcare providers, counselors, and
educators working with FAS/FAE children and their families. This knowledge can also
be used to assist other families who may be struggling with similar problems.

In order to determine the social and cultural factors and processes that Navajo families
and their community uses to manage care for a child with FAS/FAE, it is important to
understand their beliefs and practices for treating the conditions presented by the child.
National tribal leaders, community members, health care providers, and educators are
identifying major areas of concem secondary to alcohol abuse including:

1. Inadequate parenting skills,

2. Unsteady employment patterns,

3. Absence of strong role models, and

4. Vandalism (Finley, 1989).
The problems of inadequate parenting skills and unemployment associated with
intellectual deficits and cognitive impairments are already being perpetuated as women
with FAS reach childbearing age and have children (Finley, 1989).

Even though alcohol consumption is discouraged during pregnancy in the Navajo tribe in
Northern Arizona, there continues to be increasing numbers of children born with
FAS/FAE (Finley, 1989). The rate of alcohol use by pregnant women has increased by
fourfold from 1991 to 1995 (CDC, 2000). There has been an increased documented use
of alcohol among Native American populations and Navajo women from the mid-1960s
to the mid-1980s resulting in the increased prevalence of FAS/FAE in this population
(Kunitz & Levy, 1994). The problems of prenatal alcohol use, increased incidence of
FAS/FAE, and ineffective parenting skills are escalating with the Navajo (Zehr, 1997).

Early identification of children with FAS/FAE may be difficult. Developmental and/or
behavioral effects may not be fully identified until the child is older. Developmental
delay, hyperactivity, cognitive impairment, attention deficit disorder with hyperactivity,
and low IQ (mean of 65 as an adult) are commonly noted. Secondary conditions, or
disabilities, have been identified with children who have FAS/FAE that include mental
health problems, disrupted school experience, trouble with the law, confinement,
inappropriate sexual behavior, alcohol/drug problems, dependent living in late
adolescent/adult, and problems with employment as they become independent. Alcohol-
related birth defects that may accompany FAS/FAE include: heart defects, sight/hearing
problems, and joint anomalies (Kellerman, 2000).

The estimated cost for maintaining one individual with FAS over a lifetime is
approximately $2,000,000. The National Institutes of Health estimated in 1992 that
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FAS/FAE costs the American taxpayer more than $1.9 Billion every year (Beckett, 1993;
CDC, 2000; Chandler, Richardson, Gallagher, & Day, 1996; Goldschmidt, Richardson,
Stoffer, Geva, & Day, 1996; Kodituwakku, Handmaker, Cutler, Weathersby, &
Handmaker, 1995; Malbin, 1996; Streissguth, Barr, Kogan, & Bookstein, 1996; Woods,
1996). There are no published updated cost estimates for FAS/FAE in 2000.

Nursing is concerned with how families move through crisis or adversity and are able to
adapt and carrying on with their lives. The concept of resilience assists in understanding
the process that families use to transform a situation, build on it, and grow from it as they
progress toward wellness (Polk, 1997, p. 2). Further clarification of patterns of resilience
that assist a person to overcome stressful conditions and/or experiences, and evolve these
occurrences into opportunities for growth may contribute to a better understanding of the
concept of health and wellness. Understanding the patterns of resilience is necessary if
nursing as a discipline is going to actualize its commitment to health promotion and
wellness (Polk, 1997).

The role of nursing is to assist each family to transcend each event, or process, in a way
that will optimize their health and well-being, and will ensure intactness of their dignity
and autonomy. Navajo families and children living with FAS/FAE can be assisted, by
nursing and other health/educational professionals, through an understanding of the
patterns of resilience that exist within the family. Understanding the cultural
underpinnings for resilience is also critical in working with Navajo families.

Resilience is identified as positive pattern of functioning for families. The patterns of
resilience identify ways of living and adapting that are assumed to be healthy and
normative. Patterns of resilience are very unique and are self-defined for each family
unit. They vary from family to family, and event to event. The underlying patterns of
resilience offer definition and direction to support those going through stress, crisis, or
parenting chronic events. Resilience models offer intervention guidelines for nursing,
educators, and counselors to assist families adapt through adversity, and maintain
equilibrium for health and well-being.
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2. Purpose, objectives and/or hypotheses:

The purpose of this study is to develop a culturally sensitive grounded theory of
resilience in Navajo families raising a child with FAS/FAE. The question that guides this
discussion is: What are the social and cultural factors, and processes that Navajo families
use to facilitate resilience to manage care for a child with FAS/FAE? Understanding the
factors and processes involved in raising a child with FAS/FAE will enhance the
identification of patterns of parenting for these children and families. The knowledge
gained from the study will be used to provide strategies for assisting children to optimize
their potential and provide support for parents, health care providers, educators, and
counselors within the Navajo Nation that are caring for these special children.


http://www.taconic.net/seminars/fas-b
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3. Specific characteristics and number of human subjects being recruited:

e 10-30 Navajo families who are parenting a school-age child (ages 5-18) with Fetal
Alcohol Syndrome (FAS) or Fetal Alcohol Effects (FAE) will be recruited.

o Families who are recruited will have: a child who is enrolled in Flagstaff Unified
School District, or a child receiving services from Children’s Rehabilitation
Clinics (Flagstaff, Kayenta, Tuba City, or Winslow), or will be receiving services
from Navajo Behavioral Health Services (child and/or family).

e The family may live in the Flagstaff area off the reservation, or within the
Western Navajo Agency area of the Navajo Nation.

4. Procedures (selection and exclusion criteria) for participant recruitment:
The researcher will recruit Navajo families raising a child with FAS/FAE from the
Children’s Rehabilitation Service Pediatrics /Genetics Clinics-Flagstaff Medical Center,
Tuba City Indian Medical Center, Winslow IHS Service Unit and Kayenta IHS Service
Unit, and/or Navajo Behavioral Health -Western Navajo Agency regions to participate in
my study. I (the PI) will be interviewing the primary person responsible for
childrearing/parenting of the child with FAS/FAE. If the child is able and willing to be
interviewed, I will also ask the child to tell me about living with FAS/FAE (with parent
permission). The following sampling criteria will be used to identify potential
informants.

Sampling Criteria:

e The family will be Navajo (registered as a Navajo) - at least one primary
caregiver and the child (caregivers may be extended or clan family). Primary
parent/caregiver and family member(s), (nuclear, extended, and/or clan), that are
identified as being involved in parenting/child rearing will agree to participate.
This may include siblings if they are involved in the child rearing roles.

e School-aged child with FAS/FAE (ages 5-18)

e Family identified by nurses, casemanagers, or counselors as being resilient (able
to handle the challenges that occur with parenting a child with FAS/FAE;
demonstrate that they are able to cope with the challenges of a child with special
needs).

After identifying a potential family, the nurse, casemanager, or counselor would provide
the family with an information packet that would contain a letter to tell them about my
study, a participation form, and a self-addressed stamped return envelop. The family
would decide if they wanted to participate and would return their participation
information in the self-addressed envelop to me, or to the clinic nurse, casemanager, or
counselor. The nurse, casemanager, or counselor will notify me if the family returns a
participation form to the clinic/agency. Confidentiality would be maintained for the child
and families because [ would only know the names of those choosing to participate. I will
contact the family through the method that they identify on their participation form, i.e.,
my phone or mail.

I will notify the nurse, casemanager, or counselor of those families who choose to
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participate. The nurse, casemanager, or counselor will be the only person to know the
identities of the potential and actual participants in the study. The list of participants will
need to be kept in a locked file to protect confidentiality. The nurse, casemanager, or
counselor will be asked to sign a confidentiality statement to protect the child and the
family. The physician will be notified of family participation with family permission.

5. Methods and procedures for study design (sampling, dats gathering, data
analysis, and data dissemination):

Family members who wish to be interviewed will be interviewed individually. Family is
defined as those individuals that are responsible for the parenting of the child with
FAS/FAE. The informants may be identified as being part of the nuclear, extended, or
clan family. Children between S years and 18 years of age will be the focus of the study.
This will be the identified “school-age™ group. This age group was selected because
many of the primary and secondary problems/conditions that occur with FAS/FAE are
not recognized until the child enters the school environment.

Navajo families with children affected by FAS/FAE will be asked to describe the
experiences they have with these conditions to tell their story. Information will be tracked
on families who have a single child with FAS/FAE and also those who have multiple
children with FAS/FAE. If there are other significant family members who are involved
in the parenting/child rearing process they will also be interviewed. The family will
decide which members will be interviewed. The interview will be conducted in an area
that will provide privacy. Privacy is necessary for individual interviews due to the fact
that family members often describe how they manage the child in differing ways. It is
important understand that their responses may differ according to traditional beliefs and
influences. One member of the family may have conflicting strategies for parenting the
child that may not support the overall themes of parenting in the family. Confidentiality
must be maintained for each informant so that they will respond truthfully and
completely to the interview questions. Each informant needs to be reassured that his/her
answers will not be shared with any other person in a way that could ever be identified or
connected. A Navajo research assistant that is fluent in the Navajo language will be
present to translate questions and responses during the interviews. The Navajo research
assistant will sign a statement of confidentiality to protect the informants.

The researcher will use open-ended tape-recorded interviews to elicit information from
informants. The tape recordings and field notes of each interview will allow for accuracy
when transcribing the interviews. Words, as well as, reflections and tone will be recorded
on the field notes. The interviews should last 60 — 90 minutes in length. Interviews will
be conducted in a location acceptable to the family, i.e., clinic, home, school, chapter
house, etc., and mutually agreed upon by the family and researcher.

Questions that will be asked in the interview are:

I would like to identify who is involved in the tasks of parenting your child. I would like
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for you to fill out the Navajo Parenting Study Information Form.
e How many people live in the house (homestead)?
Who are the primary “parent’s” or “caregivers” for the child?
What are the ages of the family members?
What are the genders of the family members?
What services are the child, and/or, family receiving? (Tribal, healthcare, social,
educational, financial, etc.)? (Attached: Navajo Parenting Study Information
Form)

I am interested in learning about how families who are raising children with special needs
and challenges are able to manage from day to day. Resilience is a word that describes
how a person or family is able to cope with challenges and keep going. Resilience looks
at patterns and strengths of how a family manages. | want to learn about how you and
your family are able to cope and manage-your family resilience. I am going to ask you
questions that will help me to understand what you do to cope and manage.

e Tell me a story about the most difficult thing that has happened with the child?

e Tell me a story about how the family handles problems, or difficult times with the
child? Do you have a way of coping that you use most often to help you handle
these problems/difficult times? Do you feel that you are able to handle others
problems using these same strategies/ways of coping?

e What strengths help your family to cope? What special practices and beliefs help
your family to cope?

e When you need help to cope or manage, whom do you go to for support?

e Tell me a story about how you handle financial challenges you have had raising
the child?

e Tell me a story about what you have had to do to access health care and other
services for the child?

e Tell me a story about how you teach the child about beliefs, values, and how to
behave?

The questions and interview techniques will be reviewed with Navajo experts for culture
appropriateness and sensitivity. Observations of non-verbal responses during the
interview will be recorded in field notes. The combination of interview and observation
will enrich the data.

The development of the Grounded Theory of Navajo parenting will be completed through
a participatory process using Navajo experts. The researcher will work closely with
community advisory committee (made up of volunteer community members), expert
informants, Marie Tso Allen, R.N., M.P.H., Wanda MacDonald, Cora Phillips, and Jenny
Joe, Ph.D., R.N. throughout the study to insure sensitivity and appropriateness of the
process in terms of Navajo. Navajo experts and community advisory committee will be
involved in all phases of the research process to increase acceptance, accuracy, and
sensitivity of the study.
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6. Type and content of instrument(s) for data collection (attach instruments):

The participants will be asked to complete consent forms prior to the start of the
interview process. They will then be asked to complete the “Navajo Parenting Study-
Information Form” - demographic data collection tool (attached). This form will assist
the researcher to identify those involved in the childrearing/parenting activities for the
child who may want to participate in the interview. It will also assist in identifying
services that the child and/or family are receiving to help manage the special needs of the
child. The form will be available in English and Navajo.

7. Described content and procedures for informed consent:

The principal investigator prior to the interview will obtain informed consent. The family
will self-identify the person or persons who are the primary caregivers for the child from
the “Navajo Parenting Study-Information Form. Consent forms will be completed for
each family member who wishes to participate in an interview. The consent/assent forms
will be available in English and Navajo. If the child is able and wants to participate in an
interview (with parental permission) an assent form will be obtained for the child. Each
informant will receive a copy of the consent/assent form.

The informed consent form includes the following:
Purpose

Selection criteria

Procedure(s)

Risks

Benefits

Confidentiality

Participation costs and subject compensation
Contacts

Authorization

Investigator’s affidavit

The assent form will be completed if the parent gives permission for the child to be
interviewed. Parental informed consent will be obtained prior to the child signing an
assent form. Included in the assent form are:

e Child’s name

e Child’s signature

¢ Investigator’s signature

The forms will be available in Navajo and English. (Attached are: Consent and Assent
Forms approved by University of Arizona Human Subjects.)

Translations were completed by Ron Singer and were checked for validity and reliability
of translation to meaning by Navajo translation expert Rosie Jakub. Ron Singer is a
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Navajo language educator from the Cameron area, and Rosie Jakub is a Navajo
translation expert from the Kayenta area. Both currently live and work in Utah.

The principal investigator, research assistant, and referring nurse, casemanager, or
counselor will know the identity of the child and families who choose to participate. The
nurse, casemanager, or counselor and research assistant(s) will sign a statement of
confidentiality to protect the child/

family. (Only the researcher and a research assistant will be present for the interview, and
will review the transcripts and field notes for analysis. Each informant will be referred to
by code number, not name to protect confidentiality. All consents/assent forms,
audiotapes, transcripts, and questionnaires will be kept in a locked file cabinet by the
principal investigator. The Navajo experts research assistant(s) and community advisory
committee will review anonymous transcripts to assist in the analysis process to assure
culturally sensitive and appropriate assignment of meanings, identification of themes and
categories for the development of the grounded theory.

8. Collection of specimens:
Not Applicable

9. Nature and procedures of incentives for research participants:
Each family will receive a $15.00 grocery store gift certificate as a thank you for
participating in the interview.

10. Explain and risks or benefits:

e There are no real risks in participating in the study. The subject may experience
distress from discussing the issues around living with a child with FAS/FAE and
the problems associated with these conditions.

e There are no direct benefits other than a thank you gift certificate. Parental
participation will help nurses, educators and other service providers better
understand the impact of having a child with a disability has on a family or social
network.

¢ Knowledge gained from the study will be used to provide support strategies for
parents, nurses, educators, counselors, and other service providers within the
Western Region of the Navajo Nation, and the Kayenta, Tuba City, and Winslow
Service Unit areas.

11. All physical locations where projected conducted:

Flagstaff Medical Center-Children’s Health Center (CRS) “Genetics” Clinics in Flagstaff
and at their satellite clinics at Tuba City Indian Medical Center-Tuba City, Kayenta [HS
Service Unit Clinic, Winslow IHS Service Unit Clinic, and Navajo Behavioral Health
within the Western Navajo Agency region will be sites used to identify potential families.
Nurses, casemanagers, or counselors will be asked to identify “resilient” families who
have children with FAS/FAE. Those families who choose to participate and the
researcher will decide where the interview will take place. It could be in the chapter
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house, clinic, or in the family home (where ever the family lives either in Flagstaff or on
the reservation).

12. How results will be used to benefit and improve the health status of Navajo
people:

The researcher will provide the results to the Navajo Division of Health, the Kayenta,
Tuba City, and Winslow IHS Health Boards, Navajo Area IHS Health Advisory Board,
Navajo Behavioral Health, Navajo health care providers, educators, and counselors for
use in assisting other families who have children with FAS/FAE. The researcher would
like the opportunity to work with Navajo community members, health care providers,
educators, and counselors to assist in the development of a parenting support intervention
to meet the special needs of these families.

13. Has research been conducted elsewhere?

There have been no studies that directly look at family coping and resilience in the
parenting and child rearing of a child with FAS/FAE. There have been studies looking at
prevention and treatment for pregnant women. There has been research that addressed the
Tuba City FAS Prevention Project by Masis and May(1991). There have also been
studies looking at resilience in children and families with chronic health conditions, but
not specifically looking at parenting issues with families managing a child with
FAS/FAE.

COMMUNITY FEEDBACK

1. Describe how you plan to involve community members in the planning of your
research:

The researcher involved Marie Tso Allen, RN, MPH in the planning of this study from its
inception. Mrs. Allen was consulted in the summer of 1998 about the potential for a study
with children and families affected by FAS/FAE. It was suggested, by Marie Tso Allen
for me to research parenting of these special needs children. Mrs. Allen provided a letter
of support for the NRSA grant proposal submitted in August 1998. The grant was funded
from September 1999 to September 2002. | have remained in contact with Mrs. Allen and
plan to consult with her during each phase of the research process.

I also have consulted with Dr. Jennie R. Joe as an expert in Navajo children and families
managing chronic conditions. I have consulted with her conceming this proposal and all
phases of the research. I plan to work closely with Dr. Joe throughout the research
process.

I will also be working with Navajo experts and interested community members on this
study and on the writing of grants for community-based interventions to support the
children, families, communities, and the Navajo Nation.
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2. Describe how you will involve community members in the implementatioa of your
research process:

I will be working with a group of community members as a volunteer advisory committee
to assist me throughout each phase of the research process to assure sensitivity and
cultural appropriateness for data collection (interviews), data analysis, and data
dissemination. This is a group of nurses, Navajo nursing students, behavioral health and
social work experts, and parents who live in the Western Agency Region of the Navajo
Nation and have an understanding of the parenting challenges that can be present with a
child who has FAS/FAE.

I have recruited two Navajo community members to serve as interpreters and research
assistants throughout the research process. Both are bilingual and have experience in
working with qualitative research.

I will be working closely with Wanda McDonald-Director of Navajo Behavioral Health-
Tuba City and Cora Phillips, Clinical Social Worker — Leupp to increase understanding
of the issues and challenges that children and families living with the FAS/FAE are
dealing with. I am working with Roy Laughter and Gary Holiday, Kayenta Behavioral
Health to provide a full day FAS/FAE training for the staff and health care providers in
that area January 16, 2002.

3. Describe how you plan to give feedback about your research study to Navajo
Health care providers, communities, agencies, schools, chapters, or other interested
persons:

Upon completion of the study, the researcher plans to share the results with Navajo health
care providers, communities, agencies, schools, chapters, and/or other interested persons
through presentations and publications (with HRRB approval). | would like to have the
opportunity to work with interested persons to develop a community based parenting
intervention to assist families with special needs children. Identifying the social processes
and resilience patterns of families who are managing a child with FAS/FAE can provide a
foundation of understanding for a parenting support program that is Navajo specific.
would like to have the opportunity to collaborate with Navajo experts and community
members on this intervention at the conclusion of this proposed study.

Community Benefits will include:

e [ will provide training programs on FAS/FAE for the staff and counselors at
Navajo Behavioral Health-Tuba City and within the Western Navajo Agency area
and service units. This would increase knowledge about the primary and
secondary conditions that can present challenges for the child and family, and
assist counselors in determining individual and family referral and treatment
needs.

e [ will provide training programs for parents and community members on
parenting strategies to optimize a child’s potential and to manage the challenges
of the primary and secondary conditions related to FAS/FAE. This
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parenting/caregiver program will address strategies to build on family strengths
and patterns of resilience. The program will build on the Parenting programs
already existing in Western Navajo Agency area and would focus on positive
techniques and strategies needed with children with special needs.

e [ will provide training programs for the educators, staff, and counselors at the
Western Navajo Agency schools to assist teachers in understanding the primary
and secondary conditions of FAS/FAE that affect the child within the school
setting and classroom.

e [ will provide training inservice programs to the health care providers at Tuba
City Indian Medical Center, Kayenta [HS Service Unit, and Winslow [HS Service
unit on the primary and secondary conditions related to FAS/FAE. Included will
be strategies for supporting the child and family that may be a patient in the clinic
or inpatient areas of the hospital.

e [ will provide a final report and presentation from this study to supporting
chapters, agencies, and service units.

e [ will provide the Navajo Division of Health a final report and presentation from
this study.

e [ will collaborate with Navajo community members, nurses, casemanagers,
counselors, teachers and service providers to research available funding resources
and grant opportunities to support training programs.

4. Explain how you will involve technical assistance to the community by writing
grant proposals, conducting training sessions, developing educational materials,
and/or assisting a community conference:

I have 21 years of experience as a nurse working with children and families. Since 1990 I
have had the opportunity to work with women, children, and families living with the
effects of prenatal substance abuse, including FAS/FAE. I have had the opportunity of
working with Navajo children and families for the past five years while living and
working in Flagstaff. I have taken care of families in the Pediatrics and Obstetric units at
Flagstaff Medical Center and Tuba City Indian Medical Center as a registered nurse and
Assistant Clinical Professor in the Department of Nursing at Northern Arizona
University. In my role at NAU, I have been responsible for teaching students in Flagstaff,
Ganado, and statewide.

I have attended workshops and trainings to learn about the Navajo Nation and its people.
I have work closely with Navajo health care providers, educators, and students to learn
about the culture, beliefs, and practices. I look forward to the opportunity of working
closely with Navajo families in this study to better understand what strengths and
practices guide children and families to be resilient.

I plan to continue my work with families and parenting of children with special needs. I
would like to collaborate with other Navajo health care and community members in
writing grants to address parenting for children with FAS/FAE and also for other special
needs children. Developing Navajo specific parenting programs can build on the
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strengths of each family and community and incorporate traditional beliefs and practices
to assist in childrearing of children with special needs. I would be available to collaborate
in grant writing, conduct training sessions, develop educational materials and to present
community conferences as needed.

CER CATION

I, Cynthia D. Beckett PhD¢c, RNC , hereby certify that the statements made in this
application are true, accurate and complete. If I receive HRRB approval for this project, |
agree to timely inform the Navajo Nation Research Program, in writing, of any emergent
problems or proposal procedural changes. I agree not to proceed in the research until the
problems have been resolved or the Navajo Nation Health Research Review Board has
reviewed and approved the changes. I agree to comply with all the requirements of the
Navajo Nation HRRB regarding the conduct of the approved research. I agree to submit
all required progress reports on my research activity. If I publish the results of this
research study or if I do oral presentations at professional conference, I agree to submit
pre-publication manuscripts, abstracts and/or presentation materials to the Navajo nation
HRRB for pre-publication and/or pre-presentation review and approval.

Signature: uﬁwgéfﬂ Date: ¢35 /c/ | &2

( E,ﬂz{igé, D. Bed,ée
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Universi .
333 N. Timberline Rd
Flagstaff, Arizona 8004

Dear Dr. Beckett:

The Navajo Nation Health Research Review Board (“the Board™) reviewed your resesrch study,
NNR-§2-93 ecntitied: “Navajo Childven sad Familles Liviag with Fetal Alcohol
Syadrem/Fetal Alcshel Effect”. The Board spproved your study on January 15, 2002, sabject
to the following requirements.

All studies must meet the following standsrd requirements:

L Onuly the spproved informed consent document must be used in the study;

2, Any proposed changes to0 the protocotl or the consent formn must again be submitted to
the Navajo Rescarch Program for Boerd review and approval prior 0 impiementation
of the proposed change;

3. If the resuits of the study will be published or used for oral presentstioma at
professional conferences; the proposed publicstion, sbetract and/or presentation
materisls must be submitted to the ‘Navajo Resesrch Program for Board review and
prior spproval;

4. Three (3) copies of the final publication must be submitted to the Navajo Research
Program;

5. All manuscripts must be submiitted to the Navajo Research Program for Board review
and spproval.

6. The Principle Investigator must inform the Navajo people how the resuits of the study
snd how theae results will gemerully benefit or improve the heaith of the Navajo
people. These may be done by such means as:

a. Conducting sn educational in-service for the community people and health care
providers on the Navajo Nation;

b. Developing educstional materials for use by the health care providers and the
community people; and,

c. Presenting and sharing the results of the study at s reacarch confarence sponsored by
the Navajo Nation for its health care providers and the Navajo people.

7. The Navajo Nation retains ownership of all data obtsined within its territorial
boundaries.
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The following conditions are additional special requirements for your research study:

1. Prior approval of the Board is required prior to any presentations at professional

conferences or dissemination/sharing of information and data. Original presentation

must be submitted to the Navajo Research Program.

Board requests the Principal Investigator to meet with the Medicine Man Association.

Make change on page 3: Strike “that remove and review files from the service unit™.

Any equipment purchased becomes property of the Navajo Nation once the project is

complete, turn equipment over to the Navajo Research Program, as the Laptop.

5. If including the Flagstaff Unified School District, secure approval from the School
Board

bl M

6. Work .with Carol Leonard on revising the Consent Form.
7. Identify the authorized person in the Consent Form.
8. Develop a joint consent with the parent and the child.

This approval will automatically expire on January 15, 2003, unless sooner suspended, revoked
or terminated by action of the Board. An extension of the expiration date may be requested by
submitting a written request at least sixty (60) days prior to the expiration date to the:

Navajo Division of Health — Research Program

P.O. Box 1390

Window Rock, Arizona 86515.

If you have any questions, please call 520-871-6650.

cc: File #NNR-02-93
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March 1, 2002

Navajo Division of Health-Research Program
Review Board

P.O. Box 1930

Window Rock, Arizona 86515

Dear Board Members:

I am writing this to address the additional requirements of my research protocol that was
presented on January 15, 2002 “Navajo Children and Families Living with Fetal Alcohol
Syndrome/Fetal Alcohol Effects”. The Board approved the study on that date. I will be bringing
the revised protocol to Carol Leonard on March 19, 2002.

I will address each of the 8 points as follows:

1. Prior approval of the Board is required prior to any presentations at professional
conferences or dissemination/sharing of information and data. Original presentation must
be submitted to the Navajo Research Program.

© First presentation is to the Arizona Sigma Theta Tau International Consortium
Conference in Phoenix April 4, 2002. I have submitted my Powerpoint
presentation and handout for your review at the March 19* meeting.

2. Board requests the Principal Investigator to meet with the Medicine Man Association.

< 1 will be cafling to make an appointment in April. I am still recovering from back
surgery on 02/01/02.

3. Make change on page 3: Strike “that remove and review files from the service unit”.

< 1 have changed this in the protocol as requested.

4. Any equipment purchased becomes property of the Navajo Nation once the project is
completed turn equipment over to the Navajo Research Program, as the Laptop.

< [ have contacted Marian Bowers, Business Manager at the University of Arizona-
College of Nursing concemning this item. 1 was informed that because my grant is
an NRSA through the University of Arizona, College of Nursing that anything
that is purchased with grant funds is the property of the university and not mine. |
have to retum the laptop and any other equipment purchased to them upon my
graduation. I will be unable to meet this request due to this issue. | was unaware
of this at the time of my presentation to the board on January 15*. 1 am sory that
I cannot meet this requirement.

© Marian Bowers is the person who administers my grant. Her contact information
is: 520-626-6188, email: ing.ari

S. Ifincluding the Flagstaff Unified School District, secure approval from the
School Board.

@ 1 will not be using the Flagstaff Unified School District at this time. If I find that it
is necessary I will get the School Board’s approval and will provide the Board
with a copy to be attached to the protocol.

6. Work with Carol Leonard on revising the Consent Form.

< I have been in contact with Carol and will present the revised form to her on
March 19* for her review.




7. Identify the authorized person in the Consent Form.

» Dr. Linda Phillips is the authorized person from the College of Nursing at the
University of Arizona. I have added that information into the protocol and the
consent and will provide a copy to Carol on March 19® for her review.

8. Develop a joint consent with the parent and the child.

% 1 have completed this consent and will provide a copy to Carol on March 19* for

her review.

I am looking forward to seeing you all again on March 19, 2002 when I present my abstract
for the conference.

Sincerely, =

ia D. Beckett, PhDc, RN,C
2333 N. Timberline Rd.
Flagstaff, Arizona 86004
928-522-8588 (h)
928-523-8928 (W)
928-556-8526 (pager)
. .edu
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NAVAJO
NATION

P. 0. BOX 9000 < WINDOW ROCK, ARIZONA 86515 °* (520) 871-6000

December 12, 2001

Cynthia D. Beckett

University of Arizona/NAU
Dept. of Nursing

P.O. Box 15035

Flagstaff, Arizona 86011-5035

Dear Ms. Beckett:

Enclosed is the Navajo Nation Cultural Resources Investigation Permit No.: C0124-E for a
peviod of ONE YEAR BEGINNING JANUARY 01, 2002 AND ENDING DECEMBER 31,
2002, t conduct QUALITATIVE GROUNDED THEORY INTERVIEWS OF INDIVIDUALS
AND FAMILIES LIVING WITH FAS/FAE, WESTERN NAVAJO AGENCY .

If you have eny questions, picase call Ron Maldonado or Judie Lee at (520) 871-7145. Thank
you.

Sincerely,
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NAVAJO
NATION
P.O. BOX 9000 - WINDOW ROCK. ARIZONA 88515 _* _ (530) 671-6000

NAVAJO NATION
CULTURAL RESOURCES INVESTIGATION PERMIT

PERMIT NUMBER COI24-E

Pursusst 10 the authority of Section 302 of the Navajo Nation Cultural Resources Protection Act
(CMY-19-38), permission is heroby granted 90 CYNTHIA D. BECKETT, UNIVERSITY OF
ARIZONA/NAU, DEPT. OF NURSING, P.O. BOX 15035, FLAGSTAFF, ARIZONA 8601 1-
5035 to conduct QUALITATIVE GROUNDED THEORY INTERVIEWS OF INDIVIDUALS
AND FAMILIES LIVING WITH FASFAE, WESTERN NAVAJO AGENCY AREA

I.  Name sod title of peron in:

General Chagge:  CYNTHIA D. BECKETT

Direct Charge:  CYNTHIA D. BECKETT

Project Mambeny:  AS ABOVE

2. OunLands Deacribed es Follows: Westem Navajo Agency, State of Arizona

3. Pexmission is Granged for a Period of : ONE YEAR , BEGINNING JANUARY 16, 2002
AND ENDING DECEMBER 31, 2002

4. Standard Stipulations: This pcrmit is granted subject to the Permittee adhering to the
following stipulstions. Feilure to conform strictly to these conditions msy result in
sespension or revocstion of this Permit and saay affect the Premitice’s sbility to obtain
similar Permits from the Navajo Nation in the future.

A
B.
C.
D

A The Permittee will provide five days advance written notice to the Historic
wmmumaqaumwm

permit. THIS IS NECESSARY ONLY FOR NON-SECTION 186 CLASS C
ETHNOGRAPHIC PERMITS

B. A copy of this Permit must be in the possession of field workers at all timea when
they are conducting field work under the suthority of this Permit.

C. The Permittee will exclusively employ Navajos for all positions to the extent that
qualified Navsjos sre availsble.
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D. This Permit is not a grant of authority.

1. Prior to initiating field work, the permittee must notify Chapter Officials
(President, Vice President, Secretary, or Manger) to familiarize them with
the proposed field work and the provisions of the Permit.

2 The Permittee must inform any potential interviewee that he/she is not
required to consent to interviews or to cooperate otherwise with the
Permittee.

(@) If the interviewee does consent to be interviewed, the researcher
must get the signed consent of the interviewee for publication and
other use of the information, use of their name, and how they are to
be given credit for providing information. THIS IS
NECESSARY ONLY FOR NON-SECTION 106 CLASS C
ETHNOGRAPHIC PERMITS

(d)  Reports and publications will follow conditions set by the
interviewees on publication of information, use of their names, and
how they are to be credited. THIS IS NECESSARY ONLY FOR
NON-SECTION 106 CLASS C ETHNOGRAPHIC PERMITS

PERMIT GRANTED,

pha
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P. O. Box 617, Ft. Defiance, Arizona 86504

P

To Whom It May Concern:

| first met Cynthia Beckett when | was conducting a “Navajo Traditional
Parenting” workshop on May 15, 1998 in Flagstaff, Arizona. She informed me that she
was interested in doing further study on Navajo parenting. Cynthia came to visit me on
July 7, 1998 when | agreed to work with her as a consuitant.

| am a retired Navajo health care professional. | worked thirty years for Navajo
Area Indian Health Service beginning as a public health nurse, working later as
community heaith educator. | was granted educational leave to obtain my Master's
degree in Public Health from Loma Linda University. Upon retum to Navajo Area, t
became the Public Health Education consultant for nine years. Thereafter for nine
more, | served as the Ambulatory and Hospital Nursing Consultant for six hospitals
and five health centers. During all those years, | conducted many health education
and nursing continuing education sessions, including Navajo Cultural belief system. |
precepted many graduate students from Loma Linda University, University of
Alabama, University of Hawaii, UCLA, Arizona State University, Northern Arizona
University, University of Cincinnati and other undergraduate and foreign students.

| was pleased to leamn that Cynthia Beckett was very interested in doing her
doctoral dissertation on Navajo Parenting. To complete some preliminary work, she is
applying for a project grant entited “Navajo Children and Family Living With
FAS/FAE." In the 1980's and early 1990’s, Navajo and especially Tuba City, work was
done in identifying children with special FAS needs. Follow up study or work needs to
be done. This is where Cynthia’s study would be very important.

Because | strongly believe that the follow up study would be significant, | fully
support the grant proposal. | highly recommend the proposed project. | am willing to
work with Cynthia Beckett in facilitating the research process as coordination and
communication need to occur with the many resources in the Navajo area.

Thank you. Enclosed is my curriculum vitae; please contact me at 520-729-
5625 if you have any questions.

Sincerely yours,

Marie Tso Alien, RN, MPH
Heaith & Education Consultant
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Flagstaff ‘llngﬁed .Sc/iao "\ #1
. S5 E SpavowAe - - 88004 (520) 5270000 - Fex

June 15, 2001

To Whom it mey Concem:

Cindy Beckett has requested the opportunity to work with Flagsteff Unified School District
Studonts in order to complete her doctoral studies through the College of Nursing, University of
Arizona.

Humﬂﬁa-uutﬁaqﬁmﬁomhmhouﬂwdﬂd
as the result of Fetal Alcohol Syndrome or Fetal Alcohol effects. -

As the Suparvisor of Heslth Services, 1 have spokes with Cathy Cox, mwdn
have agrecd to assist Ms. Beckett, through the distribution of informution packets, %0 identified
familios in FUSD. Ms. Bockett hes ressmsrod confidentiality for all children and fhmilics
pesticipating. &ﬂoﬂyh&.uﬂﬂm&u“m
mmmumm&m

Ifyou mmmammmmusn-ﬂu.
Thank you.

Health Services Supervisor
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Flagstaff Medical Center 1200 Norsh Sesver Strest
Monber of Norshors Avissna Hoashhose Fagall, Aviaoas 3600
1-800-232-1018

Childvan's Hoalth Conter
Childban’s Rshabilinthe ServicesSefe Childy
Dwvelopmantel Clinic/vesstissding Centaw'

July 6, 2001

To All Interested Pasties:

peesented by Cynihia Beckett 10 study the effects of fetal alcobol syndrome on Navajo familics
and care givers. Based upon ber dissertation proposal and outlining documents presensed to the
Childrens Rebabilitative Scrvices staff it has boen agreed 10 participase in aad suppost this project
based upon it’s purpose and resesrch methodology.

Ouce the FMC’s Inatitutionsl Review Bosrd has ecviewed this dissertation project, the Northem
Arizons CRS Team is committed ©© assistiog Ms. Cynthin Beckett towerds identify children with
FAS/FAE and commmnicating the project with thooe particaler familics. The Nosthern Arizons
CRS program staff will comwre that paticat confidentiality is maintsined and that the Navajo
families are comfortabie with and understand the purpose of this project.

If I can be of any further assistence in communicating the CRS commitment (o this dissertation
project presented by Ms. Cynthia Beckett plesse contact me at (520) 773-2054.

Sincerely,

Axtell, MEd
Director

cc:  William Austin, CRS Medical Director
Terry Stewart, Vice President, Support Services
FMC IRB Committee
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Public Hulth Sarvics
DEPARTMENT OF HEALTH & HUMAN SERVICES Haslh SurvicenAdwinioration

UL Public Hoshh Sarvice

Teba Chiy Indion Madical Conter

P.O. Bex 600

167 Nerth Main Strect

Tube City, AZ §6045-0600

October 5, 2001

To Whom it May Cencemn:
RE: Navajo Children end Familics Living with FAS/FAE

ﬁﬂm-u&dmh&pﬁh&dﬁhﬁyhﬁ
Medical Conter.

On bebalf of the podiatrics department 1 bave reviewed Ms. Bockett’s proposal. We
believe the stady could be of benefit 10 the families in our arca. We will gladly allow Ms.
Beckett the time snd space in owr clinic % recruit patients for this study,

If there are any questions please contact me at 928-283-2680.

Sincerely,
<SWcRe

Steve Holve, MD
Chief of Pedistrics
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RESOLUTION
OLJATO CHAPTER - NAVAJO NATION

WHEREAS:
1. The Ofjato Chapter was established to provide representation for the people of the
Monument Valley, Utsh community in matters pertaining to the their health and well-
being; and

2. The Oljato Chapter supports carefully designed research projects which aim to raise the
level of heaith and well-being of all residents of their commumity; and

3. Fetal Alcohol Syndrome (FAS) and Fetal Alcohol Effects (FAE) is a serious problem
caused by exposure to aicohol by a baby during pregnancy; and

4. The primary conditions/challenges that are present from FAS/FAE which are cognitive
impairments (learning disabilitics to mental retardation), difficulty focusing (sttention
deficit disorders, hyperactivity disorders), impulsive behaviors, poor judgment,
and behavioral problems; and

5. The secondary conditions/challenges that are present from FAS/FAE which are mental
health problema, disrupted school experience, trouble with the law, confinement,
nappropriate sexual behaviors, alcoholdrug problems, dependent living in late
adolescent/aduit, and problems with employment as they become independent; and

6. The major concems of health care providers, teachers, counselors, community members,
and tribal leaders im regards to FAS/FAE are inadequate parenting skills to mamage these
special children, inadequate cducational strategies for managing these special children in
the classroom, and inadequaie sirategies to assist communities to support families raising
these special children; and

7. The proposed study “Navajo Children and Families Living with Fetal Alcohol Syndrome
(FAS)/Fetal Alcohol Effects (FAE)” will explore the strengths in the child, family, and
community that heips the family to cope and be able to manage the challenges of these
special children; and

8. The study will involve interviews by the primary investigator, Cynthia D. Beckett, of
Navajo families who are raising a child with FAS/FAE to identify patterns of
coping/resilience and strategies for managing these special children (traditional beliefs,
practices, ceremonics, resources, SUpports, etc); and

9. The study will identify information that will be used to develop parenting support
program and resources to assist caregivers to learn new strategies to help them cope and
guide the child; and
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10. The study will identify information that will be used to develop training programs for
heakh care providers, counselors, teachers, and community members to learn about
FAS/FAE and how to help famillies to guide these special children to become s valuable
member of the community and a person who feels good about himself/herself; and

11. The study will be conducted with Navajo families who are raising a child with FAS/FAE
that are identified through agencies providing services for the child and/or famifies
(Navajo Behavioral Health, Tuba City Indian Medical Center Pediatric/Genetics Clinic-
Children’s Rehabilitation Clinics, Flagstaff Medical Center Pediatric/Genetics Clinic-
Children’s Rehabilitation Clinics, and Flagstaff Unified School District); and

12. Informed consent will be obtained from the parents/legal guardians of all children and
family member that choose to participate in the study, and the study will be explained to
them in detail using the Navajo language if necessary; and

13. The identities of the children and families who choose to participate will be kept
confidential, and the tape-recorded interviews and type written transcripts will be coded
to protect participants; and

14. Navajo experts, health care providers, counselors, teachers, and community members will
be asked to collaborate in the analysis of the findings to assure cultural sensitivity and
appropriateness for the development of the training programs; and

15. A report of the findings and the proposal for the training programs will be presented to
the community for their review at the completion of the study.

NOW BE IT THEREFORE RESOLVED THAT:

The Oljato Chapter of the Navajo Nation hereby supports and approves the proposed
research project to identify the patterns of resilience in Navajo Children and Families Living
with Fetal Alcohol Syndrome (FAS)/Fetal Alcoho! Effects (FAE).

CERTIFICATION

Wehaebycautythttheﬁmgomgmohnnnwasdulyeomdaedbytheom
Chapter, Navajo Nation at a duly called meetjpg in Monument Valicy, Utah, at which a quorum
was presented and the same was passed by a ! 32 inf &
abstained, this 21* day of October, 2001.

Motion: )3 Fa‘ﬂ"
Second: PeqqqA‘ L‘[('pf
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Mo Los Bogry Te’Nances’Dizi® Chapter Cors Moxx Phitips

Clpeer Presidens Tube 2y Ch gy covago A Chapser Secreserv/Treaswrer
. Peat Office Bax #727
. Peunk SGagedy o < e
Chanter Yioe-Pressd Tuba City, Arizona 56045 Aagein Begay
Myr. Barry Wiliams Mr. Jamas Bilagedy Mr. Reywend Maxx
Council Dulogase Coancil Delagme Camcil Delsgase
TND-10-112 -0}

RESOLUTION OF THE TO’NANEES'DIZI CHAPTER OF THE NAVAJO NATION
Te’Nanees'Dizi, Tuba City, Navajo Nation (Arinsns)

1. Pursuant to Title 26 N.C.C To'Nances’Dizi Clmpter is certified and recoguioed chapter
by the Navajo Nation Council, vested with the authority and responsibility to provide and
address local concerns of the people within it’s corzmmity; and

2. Pursnant to Title 26 N.C.C.; Section 1; Prior Inconsistent Lsw Superseded: Upoa the
affiective date of the Nawvejo Nation Local Governance Act, all incousistent cuactments,
lews, rules, policies, ordinances and regulations of the Navajo Nation and aB branches,
divisiors, departmenes, offices, and political subdivisions thereof are supersede hereby

and/or zncnded 10 comply herewith; sad

3. The To'Nances'Dizi Chapier was established to provide representation for the people of
the Tuba City, Arizona conymmity in matters pertaining to the health and well being; and

4. The To'Nances'Dizi Chapter supports carefully designed research projects which aim to
raise the level of bealth and well being of all residents of their community; and

S. Fetal Akohol Syndrome (FAS) and Fetal Alcohol Effects (FAE) is serious problem
caused by exposure 10 aloohol by a baby during pregnancy; and

6. The primesy conditions/challenges that are present from FAS/FAE which arc cognitive
impairments (learniag dissbilities to mental retardation), difficultly focusing (attention
deficit disorders, hypersctivily disorders), impuoisive bchaviors, poor judgment,
inodequate social and adaptive skills, irabilicy to discern aad affect relstionships, and
behavieral problens; and

7. The major concerns of health care providers, teachers, counselors, community members,
and tribal leaders in regards to FAS/FAE are inadequate strategies 0 assist communitics
to support families raising these special children; and

Teicphone: (529) 283-3284 ~ Fax: (520) 283-3288
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Page2 TND 10-112-01 Supporting Resolution To Conduct A Research Project On Fetal
Alcohol Syndrome and Fetal Alcohot Effects in Navajo Nation.

October 21, 2001
8. mmwwm smihes Living with Fetal Alcohol Syndrome
(FAS)Fetal Alcobol Effects (FAE)" mthemaudsnmeehid,ﬁiy,nd
commmnity that helps the faraily 10 cope and be able 10 manage the challenges of these

special childvren; and

9. The study will involve interviews by the primary investigator, Cynthia D. Beckett, of
Mh&smnmaﬂm FAS/FAE to udextify of coping/resilience
and sn_wpu for maneging these special children (tradiiosal belicfs, peactices,
ceTemonies, resources, supports, ctc); and

10. The study will identify infornmtion thet will be used to develop perexting support
program and resources to assist caregivers to leamn new strategies to help them cope and
guide the child; and

11. The study will identify information that will be used 1o develop training programs for
health care provides, counselors, teachers, snd community members to leamn sbout
FAS/FAS snd how to belp familics to guide these special children to become a vaiuable
member of the community and a person who feels about himaetifherself, snd

12. The study will be conducted with Navajo families who sre ratsing a child with FAS/FAE
that are identify through ageacics providing services for the child and/or families (Navajo
Behavioral Health, Tuba City Indian Medics] Ceater Pedistric/Genetics Chnic Children’s
Rehabilitation Clhnics, Flagstaff Medical Center Pediatric/Genetics Clinic Childven's
Rehebifitation Cliics, and Flagstaff Unified School District); snd

13. Informed consent will be obtained from the parents/legal guardisns of all chikiren and
family members that choose to participate in the study, and study will be cxplained to
themn in detail using the Navajo Langusge if necessary; and

14. The identities of the children and families who choose to participste will be kept
confidential, and the tape-recorded interviews and type written transcripts will be coded
10 protoct participants; and

15. Navsio experts, health care providers, counselors, teachers, and community members will
be asked to collaborate in the amalysis of the findings to assure cultural sensitivity and
sppropristeness for the development of the training programs; and

16. A report of the findings and the proposal for the training programs will be presented to
the community for their review at the completion of the study.

Telephone: (520 283-3284 ~ Fax: (520) 283-3288



Mo. Lan Begny To’Nasees’Dizi’ Chapter Cors Maxx Pallips
Choprer Prexident Tafia Oty Chapter - ¥4 A Chopter Secrviary/Trwaswrer
. @ost Offfics Bax #727

. Fraak Bingedy Tuba Ciex, Arizeus M. Aagels Segny

Chapaty Vice-President Cen 6045 Chepnar Grazing Officer
Ae. Willisms Mr. Jamses Blagedy My. Baymond Maxx
Cowncil Defogase Council Delegae Comcil Delegase

NOW, THEREFORE BE IT RESOLVED THAT:

1. To'Nances'Dizi' Chapter of the Nevajo Nation heseby supports and spproves the
propased research project to identify the patterus of resilience in Navajo Children and
Families Living with Fetal Alcobol Syndrome (FAS)/Fetal Alcohol Effects (FAE).

CERTIFICATION

We hereby cestify that the foregoing resolution was duly comsidered &t a duly called meeting of
the To'Nanees'Dizi Chapter at Tuba City, Navajo Nation (Arizons), at which a quorum was
present and the same passed by & vote of 31 in favor, §8 opposed and €2 abataining this 21 day

of October 2001.
Motion by: Elsie Watson
Scconded by: Brian Bilsgody

e S L TV

Frazk Bilagody, Chapter Vice- President James Bilagedy, Ceuncil Delegate

Cora Maxx-Phillips, Seerctary-Tressurer Harvy Willisms Sr., Council Delegate

Telephone: ($20) 283-3284 ~ Fux: (524} 243-3288




PLUT

DEPARTMENT OF HEALTH & HUMAN SERVICES Newejo Area indian Haalth Servics

November 13, 2001

To Whom It May Concen:

Winslow Service Unit has been serving children and families who are dealing with Fetal
Alcobol Syndrome/Fetal Alcohol Effects. Incressed knowledge and understanding of
this problem is needed. Ms. Cynthia Beckett presented her proposal to the Winslow
Health Advisory Board for support. A supporting resolution was granted on
November 9, 2001.

also to the community, educators, counselors, and parents. These training are needed to
provide extended knowledge to help more families.

As Acting CEO of Winslow Sexvice Unit, [ support Ms. Beckett’s study.
Sincerely,

L

Acting Chief Executive Officer

Winslow Service Unit
(928) 289-6100

250
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RESOLUTION

The District 8 Council of the Navajo Nation hereby supports the proposed research project
to ideatify the patteras of resilicace in Navajo Children and Families Liviag with Fetal
Alcobol Syndrome (FAS) Fetal Alcobol Effects (FAE)

WHEREAS:

1.

10.

‘The District 8 Council was established to provide representation for the people of the
community it serves in matters pertaining to their health and well-being; and

The District 8 Council supports carefully designed research projects which aim to raise
the level of health and well-being of all residents of their community; and

Fetal Alcoho! Syndrome (FAS)/Fetal Alcohol Effects (FAE) is a serious problem caused
by exposure to alcobol by a baby during pregnancy; and

The primary conditions/chalienges that are present from FAS/FAE which are cognitive
impairments (leamning disabilities to mental retardation), difficulty focusing (attention
deficit disorders, hyperactivity disorders), impulsive behaviors, poor judgment,
inadequate social and adaptive skills, inability to discern cause and affect relationships,
and behavioral problems; and

The secondary conditions/chalienges that are present from FAS/FAE which are mental
health problems, disrupted school experience, trouble with the law, confinement,

i iate sexual behaviors, alcohol/drug problems, dependent living in late
adolescent/aduit, and problems with employment as they become independent; and

The major concems of health care providers, teachers, counselors, community members,

and tribal leaders in regards to FAS/FAE are inadequate parenting skills to manage these
special children, inadequate educational strategies for managing these special children in
the classroom, and inadequate strategies to assist communities to support families raising
these special children; and

The proposed study “Navajo Children and Families Living with Fetal Alcohol Syndrome
(FASY Fetal Alcohol Effects (FAE)” will explore the strengths in the child, family , and
community that helps the family to cope and be able to manage the challenges of these
special children; and

The study will involve interviews by the primary investigator, Cynthia D. Beckett, of
Navajo families who are raising a child with FAS/FAE to identify patterns of coping/
resilience and strategies for managing these special children (traditional beliefs, practices,
ceremonies, resources, supports, etc.); and

The study will identify information that will be used to develop parenting support
programs and resources to assist caregivers to learn new strategies to help them cope and
guide the child; and

The study will identify information that will be used to develop training programs for
health care providers, counselors, teachers, and community members to learn about
FAS/FAE and how to help families to guide these special children to become a valuable
member of the community and a person who feels good about himself/herself; and
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11. The study will be conducted with Navajo families who are raising a child with FAS/FAE
that are identified through agencies providing services for the child and/or families
(Navajo Behavioral Health, Tuba City Indian Medical Center Pediatric/Genetic Clinic-
Children’s Rehabilitation Services, Kayenta [HS Service Unit Pediatric/Genetic Clinic-
Children’s Rehabilitation Services, Winslow IHS Service Unit Pediatric/Genetic Clinic-
Children’s Rehabilitation Services; Flagstaff Medical Center Pediatric/Genetic Clinic-
Children’s Rehabilitation Services, and Flagstaff Unified School District.)

12. Informed consent will be obtained from the parents/legal guardians of all children and

family members that choose to participate in the study, and the study will be explained to
them in detail using the Navajo language if necessary; and

13. The identities of the children and families who choose to participate will be kept
confidential, and tape recorded interviews and type written transcripts will be coded to
protect participants; and

14. Navajo experts, health care providers, counselors, teachers, and community members will
be asked to collaborate in the analysis of the findings to assure cultural sensitivity and
appropriateness for the development of the training programs; and

15. A report of the findings and the proposal for the training programs will be presented to
the community for their review at the completion of the study.

NOW BE IT THEREFORE RESOLVED THAT:

The District 8 Council of the Navajo Nation hereby supports the proposed research
project to identify the patterns of resilience in Navajo Children and Families Living with Feta!
Alcohol Syndrome (FAS)Y Fetal Alcohol Effects (FAE).

CERTIFICATION

We hereby certify that the foregoing resolution was duly considered by the District 8

Council, Navajo Nation at a duly called meeting in Chilchinbeto, Arizona at which a quorum was

presented and the same was passed by a vote of _ |3 in favor, (% opposed and _ (¥
abstained, this 17® day of November , 2001. (

Motion,_(ormn le_‘dm,
Second: _(Usgalie (!,'BLIIMI

T

A

James i, President
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RESOLUTION
Rssolution Bumber DHE11-49-01
The Deanchotso Chapter of the Navajo Nation hereby supports the proposed research
project to identify the patterns of resilience in Navajo Childres and Families Living with
Fetal Alcohol Syndrome (FAS)Y Fetal Alcobol Effects (FAE)

WHEREAS:
1. The Dennchotso Chapter was established to provide representation for the people of the
community it serves in matters pertaining to their health and well-being; and

2. The Dennehotso Chapter supports carefully designed research projects which aim to raise
the level of health and well-being of all residents of their commumity; and

3. Fetal Alcohol Syndrome (FAS)/Fetal Alcohol Effects (FAE) is a serious problem caused
by exposure to alcohol by a baby during pregnancy; and

4. The primary conditions/challenges that are present from FAS/FAE which are cognitive
impairments (learning disabilities to mental retardation), difficulty focusing (attention
deficit disorders, hyperactivity disorders), impulsive behaviors, poor judgment,
inadequate social and adaptive skills, nability to discern cause and affect relationships,
and behavioral problems; and

5. The secondary conditions/challenges that are present from FAS/FAE which are mental
health problems, disrupted school experience, trouble with the law, confinement,
inappropriate sexual behaviors, alcohol/drug problems, dependent living in late
adolescent/adult, and problems with employment as they become independent; and

6. The major concerns of health care providers, teachers, counselors, community members,
ang tribal leaders in regards to FAS/FAE are inadequate parenting skills to manage these
special children, inadequate educational strategies for managing these special children in
the classroom, and inadequate strategies to assist communities to support families raising
these special children; and

7. The proposed study “Navajo Children and Families Living with Fetal Alcohol Syndrome
(FASY)/ Fetal Alcohol Effects (FAE)™ will explore the strengths in the child, family , and
community that helps the family to cope and be able to manage the challenges of these
special children; and

8. The study will involve interviews by the primary investigator, Cynthia D. Beckett, of
Navajo families who are raising a child with FAS/FAE to identify patterns of coping/
resilience and strategies for managing these special children (traditional beliefs, practices,
ceremonics, resources, supports, etc.); and

9. The study will identify information that will be used to develop parenting support
programs and resources to assist caregivers to learn new strategies to help them cope and
guide the child; and

10. The study will identify information that will be used to develop training programs for
health care providers, counselors, teachers, and community members to learn about
FAS/FAE and how to help families to guide these special children to become a valuable
member of the community and a person who feels good about himself/herself; and



254

11. The study will be conducted with Navajo families who are raising a child with
FAS/FAE that are identified through agencies providing services for the child and/or
families (Navajo Behavioral Health, Tubs City Indian Medical Center
Pediatric/Genetic Clinic-Children’s Rehabilitation Services, Magents [HS Service
Unit Pediatric/Genetic Clinic - Children’s Rehabilitation Services, Winslow IHS
Service Unit Pediatric/Genetic Clinic — Children’s Rehabilitation Services, Flagstaff
Medical Center Pediatric/Genetic Clinic — Children’s Rehabilitation Sesvices, and
Flagstaff Unified School District.)

12. Informed consent will be obtained from the parents/legal guardians of all children
and family members that choose to participate in the study, and the study will be
explained to them in detsil using the Navajo language if necessary; and

13. The identities of the children and families who choose to participate will be kept
confideatial, and tape recorded interviews and type written transcripts will be coded
to protect participants; and

14. Navajo experts, heaith care providers, counselors, teachers, and community members
will be asked to collaborate in the amalysis of the findings to assure cultural

15. A report of the findings and the proposal for the training programs will be presented
to the community for their review at the completion of the study.

NOW BE IT THEREFORE RESOLVED THAT:
The Dennehotso Chapter. of the Navajo Nation hereby supports the proposed research project to
identify the patterns of resilience in Navajo Children and Families Living with Fetal Alcohol
Syadrome (FAS)/Fetal Akcohol Effects (FAE).

CERTIFICATION
We hereby certify thet the foregoing resolution was duly considered by the Dennchotso Chapter,

of the Navajo Nation, at a duly called meceting in Dennchotso, Arizons at which a m was

present and the same was passed by s vote of 35 in favor, _ | opposed and abstained,
this 18* day of November, 2001.

Mm:m_g%g? Second:_Deeg_ u@q
Qi - facaeny Uy
Ch&aBepy.St..ChmJlB?l MtKerry, Chapter Vice President
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RESOLUTION OF CHILCHINBETO CHAPTER
CHILCHINBETO, NAVAJO NATION, ARIZONA

N Y SU

THE PR ED RESEARCH PROJECT TO IDENTIFY PATTE F

SSILIENCE IN NAVIO CHILDREN AND FAMILIES LIVING WITH FETAL

ALCOHOL SYNDROME (FAS)FETAL ALCOHOL EFFECTS (FAE)

WHEREAS:

l.
2.
3

Chilchinbeto Chapter is authorized to address concems of community pursuant to Title
26, CAP-34-98; and

The Chilchinbeto Chapter supports carefully designed research projects which aim to
raise the level of health and well-being of ail residents of their community; and

Fetal Aicohol Syndrome (FAS)/Fetal Aicohol Eflects (FAE) is a serious problem caused
by exposure to alcohol by a baby during pregnancy: and

The primary conditions/chalienges that are present from FAS/FAE which are cognitive
impairments (learning dissbilities to mental retardation), difficuity focuting (attention
deficit disorders, hypcractivity disordcrs), impulsive behaviors, poor judgement,
inadequate social and adaptive skills, i:.ubility to discern cause and affect relationships,
and behavioru! problems; and

The secondary conditions/challenges that are present from FAS/FAE which are mental
health problems, distupted school experience, trouble with the law, confinement,
inappropriate sexual behaviors, alcohol/drug problems, dependent living in late
adolcscent/adult, and problcms with cmploymcnt as they become independent, and

The major concerns of health care providers, teachers, counselors, community members
and tribal leaders in regards to FAS/FAE are inadequate parenting skills to manage these
special children, inadequate cducational stratcgics to assist communitics to support
families mising these special children; and

. The proposed study “Navajo Children and Families Living with Fetal Alcohol Syndrome

(FAS)/Fetal Alcobiol Effiects (FAE)™ will explore the streagths in the child, family and
community that helps the family to cope and be able to manage the challenges of these
The study will involve interviews by the primary investigator, Cynthia D. Beckett, of
Navajo families who are raising a child with FAS/FAE to identify patterns of
coping/resilience and strategies for managing these special children (traditional beliefs.
practices, ceremonics, resources, Supports, etc.); and

The study will identify information that will be used to develop parenting support
programs and resources to assist caregivers to learn new strategies to help them cope and
guide the child; and

10. The study will identify information that will be used to develop training programs for

heaith care providers, counselors. teachers. and community members o leam about
FAS/FAE and how to help families to guide these special children to become a valuable
member of the community and a person who feels good about him/Mherseif: and

255
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11. The study will be conducted with Navajo families who are naising a child v
FAS/FAE thet are identified through agencies providing services for the child and/or
families (Navajo Behavioral Health. Tubs City Indian Medical Center Pediatric/Genetic
Clinic- Children’s Rehabilitation Services, Kayenta THS Service Unit Pediatric/Genetic
Clinic- Children’s Rehabilitation Services, Winslow THS Service Unit Pediatric/Genetic
Clinic; Flagstaff Medical Center Pediatric/Genetic Clinic- Children’s Rehabilitation
Services and Flagstaff Unified School District).

12. Informed consent will be obtained from the parents/legal guardisns of all children and
family members that choose to participate in the study. and the study will be expiained to
them in detail using the Navajo language if necessary; and

13. The identities of the children and families who choose to participate will be kept
confidential, and tape recorded interviews and type written transcripts will be explained
to them in detail using the Navajo language if necessary; and

14. Navajo experts, health care providers, counselors, ieachers, and communily members will
be asked to collaborase in the analysis of the findings 10 assure cuitural sensitivity and
sppropristeness for the development of the training programs; and

15. A report of the findings and the proposal for the training programs will be presented to
ihc community for their rovicw at the compiction of the study.

NOW, TIIEREFORE BE IT RESOLVED THAT:

i. Chilchinbeto Chapter of the Navajo Nation hereby supports the proposed research project
10 identify the patierns of resilience in Navajo Children and Families Living with Fetal
Alcohol Syndrome (FASVFetal Alcohol Effects (FAE).

CERTIFICATION
We hereby certity that the foregoing resolution was presented at a duly called meeting ot the
Chilchinbeto Chapter at Chilchinbeto, Navajo Nation, Arizona, at which a quorum was present

and the same approved by a vote of 28 in favor, -0- opposed and —0- abstained on this 18 day of
Navember 2001.

czﬁ_ée:——%m@_s—
2 NAN D P ——

Charlic C. Billy. Cowncil Delegaee Deniel Peaches, Council Delegaie
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DEPARTMENT OF HEALTH & HUMAN SERVICES Il-ﬂ"..e t-un-m mm

To Whom it Mey Concem:

At its November 16, 20021 meeting, the Keyenta Servios Unit (indien Health Servios) Heelh
Advisory Bowrd passed s resolution supporiing the program “Navaje Childven and Families
Living with FASFAE". A program overview was pmeanied by Cindy Beckett.

This istier offers the suppert of the Kayenta Service Unit (indien Health Service)
sdministration for the same program. FAS/FAE services are minimel in this sree and any
program that increases such servioss in a shudied manner is weicoms and hes my full
suppornt.

R wes a plessure 10 heer the program presentsson and | hope that Anding and IRB approval
ere forthcoming so that we may perticipals in olfering these servioes 10 our patients and
families in need of them.

Sincerely,

Chisf Exscutive Officer
Kayants Servioe Unit, HS



11/26/2001

To Whom It May Conoem,

Tuba City Indisn Medical Center has been serving children and families who are dealing
with fetal alcohol syndrome/fetal aloohol affects. Incresse knowledge and understanding
of this problem is needed. Ms. Cynthia Beckett presented her proposal %o the Tuba City
Health Advisory Board for support. A supporting resolution was gramted on Wednesday,
November 14, 2001.

Ms. Beckett bas indicated to provide training not only for care providers but slso to the
community educators, counselors and parents. These trainings are needed to provide
extended knowledge to help more families.

As CEO of the Tuba City Indian Medical Center, I support Ms. Beckett’s study. If you
have any questions, plense do not hesitate to call me.

 Sincerely,
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RESOLUTION OF THE
WESTERN NAVAJO AGENCY COUNCIL

Requesting the support of the research study, titied “Navajo Children And Families Living With
Fetal Alcohol Syndrome (FAS)/Fetal Alcohol Effects (FAE)™ by Cynthia D. Beckett, PhDc,
RNC, primary investigator from Flagstaff, Arizona-Northem Arizona University, Department of
Nursing/University of Arizona, College of Nursing.

WHEREAS:

1.

The Western Navajo Agency Council is established to provide representation for the
people of the Western Navajo Agency it serves in matters pertaining to the health and
well-being of these communities; and

The Western Navajo Agency Council supports carefully designed research projects which
mwthofwwmmmofmmoftheNmwa

The Westem Navajo Agency Council recognizes that Fetal Alcohol Syndrome (FAS) and
Fetal Alcohol Effects (FAE) is a serious problem caused by exposure to alcohol by a
baby during pregnancy; and

The Western Navajo Agency Council understands that the primary conditions/challenges
that are present from FAS/FAE are cognitive impairments (learning disabilities to mental
M),MM(MndeﬁcﬁdebM),
impulsive behaviors, poor judgment, inadequate social and adsptive skills, inability to

The Western Navajo Agency Council understands that the secondary
conditions/challenges present from FAS/FAE are mental health problems, disyupted
school experience, trouble with the law, confinement, insppropriste sexual behaviors,
alcohol/drug probiems, dependent Eving in late adolescent/adult, and problems with
employment as they become independent; and

The Western Navajo Ageney Council understands that the major concerns of health care
providers, teachers, counselors, community members, and tribal leaders in regards to
FAS/FAE are inadequate parenting skills to manage these special children, inadequate
educational strategies for managing these special children in the classroom, and
qu:dwwmmmmmmmw

The Western Navajo Agency Council acknowledges that the proposed study “Navajo
Children and Families Living with Fetal Alcohol Syndrome (FAS)/Fetal Alcohol Effects
(FAE)” will explore the strengths in the child, family, and commumity that heips the
family to cope and be abie to manage the challenges of these special children; and
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8. The Western Navajo Agency Council understands that the study will involve interviews
by the primary mvestigator, Cynthia D. Beckett, of Navajo femilies who are raising a
child with FAS/FAE to identify pattems of coping/resilience and strategies for managing
these special children (traditional beliefs, practices, ceremonies, resources, supports, etc);
and

9. The Western Navajo Agency Council understands that the study will identify information
that will be used to develop parenting support programs and resources (o assist caregivers
to leamn new strategies to help them cope and guide the child; and

10. The Western Navajo Agency Council recognizes that the study will identify information
that will be used to develop training programs for health care providers, counselors,
teachers, and community members to learn about FAS/FAE and how io belp families to
guide these special children to become a valuable member of the community and a person
who feels good about himself/herself; and

11. The Western Navajo Agency Council understands that the study will be conducted with
Navajo families who are raising a child with FAS/FAE that are identified through
agencies providing services for the child and/or families (Navajo Behavioral Health,
Tuba City Indian Medical Center Pedistric/Genetics Clinic-Children’s Rehabilitation
Clinics, Winslow Indian Health Service Unit-Pediatric/Genetic Clinic-Children’s
Rehabilitation Clinics, Kayenta Indian Health Service Unit-Pediatric/Genetic Clinic-
Children’s Rehabilitation Clinics, Flagstaff Medical Center Pediatric/Genetics Clinic-
Children’s Rehabilitation Clinics, and Flagstaff Unified School District); and

12. The Western Navajo Agency Council understands that informed consent will be obtained
from the parents/legal guardians of all children and family members that choose to
participate in the study, and the study will be explained to them in detail using the Navajo
language if necessary; and

13. The Westem Navajo Agency Council understands that the identities of the children and
families who choose to participate will be kept confidential, and the tape-recorded
interviews and type written transcripts will be coded to protect participents; and

14. The Western Navajo Agency Council understands that Navajo experts, health care
providers, counselors, teachers, and community members will be asked to collaborate in
the analysis of the findings to assure cultural sensitivity and appropriateness for the
development of the training programs; and

15. The Western Navajo Agency Council understands that a report of the findings and the

proposal for the training programs will be presented to the board and the communities for
. their review at the completion of the study.
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NOW BE IT THEREFORE RESOLVED THAT:

1. The Western Navajo Agency Council hereby supports the proposed research project to
identify the patterns of resilience in Navajo Children and Families Living with Fetal
Alcohol Syndrome (FAS)/Fetal Alcohol Effects (FAE).

P
2. The Western Navajo Agency Council further requires of the researcher to provide a
periodic project progress report.

CERTIFICATION

We hereby certify the foregoing resohution was duly considered by the Western Navajo Agency

Council at a duly called ing in Flagstaff, Arizona, at which a quorum was present and that

same was passed by a vote of infavor, _ O opposedand | _abstained, this 8* day of
December, 2001.

>

James Presidént
Westem jo Agency Council

WNA Condll b

tes
Kena Dotson  SCOTRD, el
wh
Second: EUwoad Saga “43 WA 2 TR LS

Motion: boy Launa hter
JJ U




262

RESOLUTION OF THE
NAVAJO AREA INDIAN HEALTH SERVICE ADVISORY BOARD
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10.The Navsijo Area Heslth Advisory Board understends that a repost of the
and the proposal for the training programs will b presented to the board and
communities for their review st the compietion of the study.

f

NOW THEREFORE BE IT RESOLVED THAT:

CERTIFICATION

| hereby certify that the foregoing resolution was duly considered by the Navajo Area
Indian Health Advisory Board at a duly called maeting in Gallup, New Mexico, at which
a quorum was present and that same was pasasd by a vote of __¢ in favor, 4
__oppoeed, and _ /)~ sbetained, this 14™ dey of December. 2001.

g

Albart Ross Jr., Chairman
“Navsjo Area indien Health Advisory Board

Motion: S//- Jo
Second: £
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October 8, 2001

TO WHOM [T MAY CONCERN:

The Department of Behavioral Health Services has been servidng patients
for many years who are desling with FAS/FAE. It has been my observation that
we are not as knowledgeable as we should be in this area. Ms. Cynthia Beckett
presented her proposal to this office for review and we think that her proposed
study willl assist our clinical staff to fully understand FAS/FAE and provide more
comprehensive services in this area to the affected families.

Ms. Beckett has indicated that she would provide training not only for care
providers like us, but to the community, educators, counselors and parents. She
will also train the trainers to provide extended knowledge to help more families.
This training, in itself, will cover a need that has long been neglected.

Our Department of Behavioral Health Services Outpatient Treatment
Centers (Tuba City and Kaibeto areas) looks forward to working with Ms. Beckett

on this very important and necessary study.
Sincerely,

M d i Triciratd

Wanda MacDonaid
Program Director |

Department of Behavioral Health Services
Qutpatient Treatment Center
P. O. Box 1350 - Tuba City. AZ 86045 - 928/283-3031 Fax 928/283-3039



265

Dilhen IndinWells Joddite Leugp Tesste Telenilebe - Hhite Cone

RESOLUTION OF THE
WINSLOW SERVICE UNIT HEALTH ADVISORY BOARD

TO SUPPORT A RESEARCH PROJECT TO CONDUCT A STUDY ON NAVAO
CHILDREN AND FAMILIES LIVING WITH FETAL ALCOHOL
SYNDROME/NETAL ALCOBHOL EFFECTS

L The Hoallh Advisory Board of the Wimslow Sexvice Uak was catablished t0 peovide seprescatation for
the people for the Sexrvice Unit commmaity in matites pertaining to their heakth and well-being; aad

2 The Heakth Advisory Board supports carefully deaigaed research projects which sim w0 maise the leved of
health and well-boing of all sesidonts of the Service Usit; sad

3. Fetal Akohol Sysdrome (FAS) and Fetal Alcohol Bificts (FAE) is a serians probiss cassed by
exposure 10 alcobol by a baby during progaaacy; aad

4 The primary conditions/chalicages thet ase presest from FAS/FAE which are coguitive impairments
(lcarning dissbiltics t0 montal sutardation), difficalty focusing (attontion deficit disorders, byporactivity
disovders), impulsive bohavioss, poor judgment, insdequate social and adaptive skills, inabiliy to
discors camse and afioct selationships, and bohavioral problems; and

s The secondary conditions/chalicnges that ase prcssut from PAS/FAE which ave mental health problems,
disrepted school experieace, trosbie with the law, confinoment, insppropriste sexual bebaviors,
alcobolAdreg problems, dependent living in late adolescent/adult, and probloms with casployment ag they
become indepeadent; and

& The major concerns of boalth care providers, teachers, counselors, community members, and tribal

. leaders in sogande 10 FAS/FAE ase inadoquate pasoating skills $0 manage these special children,
inadequate educational strasegies for managing these special children in the classroom, and inadequate
stratogies (0 assist communitios to support families raising these spocial childen; sad

1 The proposed stady “Navejo Childesa aad Familics with Fesal Alcohol Syndrome (FAS)/Fetsl Alcobol
Effects (FAE)” will explove the stseagths in the child, family, and community that helps the family 10
cope and be abie 0 amnage the chalicagee of these special children; and

&  Thestudy will involve imerviews by the pirimary investigator, Cynthia D. Beckntie, of Navajo families
who are raising a child with FAS/FAE 0 ideatify patieras of coping/resilicace and stsategies for
- mameging (hese special children (teaditioan] beliefs, practices, coremonies, TESOUICES, JUPPOTLS, €4c.); and

9. The study willl idontify informatien that will be wsed 10 develop pasenting Support program asd sesomsce
10 assist caregivers 10 learn now strasegios 10 help them cope and guide the child; and
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The stady will idontifly informution that will be used 2 dovelsp taining programs for heahbican
providers, coumsolors, tcachery, and consmsally members 10 learn about FAS/FAR aad bow 10 help
fomilies 0 guids these spocial childven %0 become 3 valnahie menber of the communily and 2 parsce
who focls good about himeeifherself: and

The sindy willl be conducted with Navejo familics who ase caiaing a child with FPAS/PAE thet are
idestifiod Seough agenciss peovidiag sorvices for e child sadfer familics (Naveje Bobavioral Fiealh,
Teba Chy Indlian Medical Contor Pediatric\Geartics Clinic-Chiliven’s Ralsbiliation Clisics, Winsbw
Sexvice Uak Fedianric/Gentics Clisio-Chiliiun’s Rababilhation Clinics, Fagatalf Modical Conter
wmﬁmmﬁ.-nﬂwmmm

Inforessd comseat will be obtained from the pasenta/logal peasdians of all children and family member
that chooee 10 participase in the stady, and the study will be explained (0 them in dotail ssing the Navejo
lenguage if nocessary: and

The identitics of the childven and Camilios who chooss 0 participate with be kopt confidential, and the
tape-socorded isterviows and type writies tramscripes willl be coded © protect participants; and

Navejo exports, health care groviders, counselocs, teachers, sad community messbers willl be asked 0
collsborate ia the asalysis of the findings 10 assure caltural scanitivity and approprisicucss for the
development of the traising programs; and

A ropont of the finding sad the proposal for the (raining programs will be prescated 10 the community for
their reviow at the compietion of the study.

NOW BE IT THEREFORE RESOLVED THAT:

The Hoalkth Advisory Board of the Wiaglow Sesvice Uit hescby supports asd approves the proposed restarch
projoct o ideatify the patterss of sesllisace in Navajo Childrea and Families Living with Fetal Alcobol

We hasoby cortify tt the fosegoing resolution was duly comsidesed by the Winslow IHS Service Uait Hoalth
Advisory Board at a duly calicd mecting in Winslow, mnt&nmnmdbm
waspassed byavore of _(o _infavor,_ O opposed. _Q) _ sheteined, this 9 day of November 2001.

__Eaégym_ﬁcﬁaﬁ__ﬂaﬁ(_imla__

SallyAsn Chairpersos
Winslow Usit Heakth Advisory Board
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RESOLUTION
TUBA CITY HS SERVICE UNIT HEALTH ADVISORY BOARD

TO SUPPORT AND APPROVE A RESEARCH PROJECT TO CONDUCT A STUDY ON
NAVAJO CHILDREN AND FAMILIES LIVING WITH FETAL ALCOHOL SYNDROME/
FETAL ALCOHOL EFFECTS
WHEREAS:

1. The Health Advisory Board of the Tuba City (HS Service Unit was established (0 provide
representation for the people of the Service Unit communily in matiers pertaining 10 the their health
and well-being; and

2. The Health Advisory Board supports carelully designed research projects which aim o raise the
level of health and well-being of all residents of the Service Unit; and

3. Fetal Aicohol Syndrome (FAS) and Fetal Alcohol Effects (FAE) is a serious problem caused by
exposure 10 aicohol by a baby during pregnancy; and

4. The primary condilionsichallenges that are present from FASAFAE which are cognilive impainments
(leaming disabillies (o menial retardalion), dificully focusing (atiention deficit disorders,
hyperactivily disorders), impulsive behaviors, poor judgment, inadequate social and adaptive skills,
inability o discem cause and affect relalionships, and behavioral problems; and

5. mmwﬂumt.ammmmﬂemd\mmm

6. The major concems of health care providers, teachers, counseiors, communily members, and ¥ribal
leaders in regards fo FASFAE are inadequale pareniing skills 1o manage these special children,
inadequate educalional siralegies for managing these special children in the classroom, and
inadequale stralegies b assist communilies 1o support families raising these special children; and

7. The propoeed siody “Navajo Children and Families Living with Fetal Alcchol Syndrome (FAS)/Fetal
Alcohol Effects (FAE)® will expiore the sirengths in the child, family, and community that helps the
family o cope and be able b manage the challenges of these special children; and

8. The study will involve interviews by the primary invesiigalor, Cynthia D. Beckett, of Navajo famiies
who are raising a child with FAS/FAE 1 ideniify palisms of copingiesiience and stralegies for
mﬂmb)a;d these special children (tradilional beliefs, pracioes, ceremonies, resources, supports,
ek);

9. The study will identify information that will be used to develop parenting support program and
resources o assist caregivers 0 leam new strategies to help them cope and guide the child; and
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10. The study will identify information that will be used fo develop Fraining programs for health care
providers, counselors, feachers, and community members to leam about FASFAE and how 1o help
familles o guide these special chidren 1o become a valuable member of e community and a
person who feels good about himseltherself; and

11. The study will be conductad with Navajo familles who are raising a child with FASIFAE fhat are
identified through agencies providing services for the child and/or families (Navajo Behavioral
Health, Tuba Cily indian Medical Center Pedialric/Genefics Clinic-Children’s Rehabilitaion Clinics,
Flagstaff Medical Cenler Pediatsic/Genetics Clinic-Children’s Rehabilitaion Clinics, and Flagstalf
Unified School District); and

12. informed consent will be cbiained from the parentsAegal guardians of all children and family
member that choose (0 participate in the study, mdhesudywlbeexplmedbhemmdeﬁ
using the Navajo language i necessary; and

13. The identilies of the children and families who choose 1o participate will be kept confidential, and
the tape-recorded inferviews and type written transcripts will be coded fo protect participants; and

14. Navajo experts, health care providers, counsslors, teachers, and communily members will be
asked t0 collaboraa in the analysis of the findings 10 assure culkral sensibvily and
appropriateness for the development of the training programs; and

15. A report of the findings and the proposal for the training programs will be presentad 1o the
communily for their review at the completion of the study.

NOW BE IT THEREFORE RESOLVED THAT:

The Health Advisory Board of Tuba Cily HS hereby supports and approves the proposed research

project 1o identfy the patisms of resiiance in Navajo Children and Famiies Living wilh Fetal Alcohol
Syndnome (FAS)Fetal Alcohol Effects (FAE).

CERTIFICATION
We hereby cerfify that the foregoing resolulion was duly considered by the Tuba City Service Unit .

Health Advisory Board at a duly called meeting in Tuba Cily, Arizona, at which a quorum was presenied

aﬂhmu&p&aﬂhaﬂd_@hhu._@mﬂad#m.ﬁs“'day

of November, 2001

>
Tuba City Service Unit Health Advisory Board
Mofon: Jee  Paaloais
Second: _ Reatd~ Bernegd
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RESOLUTION
KAYENTA HS SERVICE UNIT HEALTH ADVISORY BOARD
TO SUPPORT A RESEARCH PROJECT TO CONDUCT A STUDY ON

NAVAJO CHILDREN AND FAMILIES LIVING WITH FETAL ALCOHOL SYNDROME/
FETAL ALCOHOL EFFECTS

WHEREAS:

1.

The Health Advisory Board of the Kayenta iHS Service Unit was established 10 provide
representation for the people of the Service Unit community in matiers pertaining 10 the their health
and well-being; and

The Health Advisory Board supports carefully designed research projects which aim (o raise the
level of health and well-being of all residents of the Service Unit; and

Fetal Aicohol Syndrome (FAS) and Fetal Alcohol Effects (FAE) is a serious problem caused by
exposure 10 aicohol by a baby during pregnancy; and

The primary condiions/challenges that are present from FAS/FAE which are cognilive impairments
(leaming disabililes i mental retardaion), difficulty focusing (atiention deficit disorders,
hyperaciivily disorders), impulsive behaviors, poor judgment, inadequate social and adaplive skills,
inability to discem cause and affect relalionshipe, and behavioral problems; and

The secondary condiions/challenges that are present from FAS/FAE which are mental health
problems, disrupiad school experience, trouble with the law, confinemsnt, inappropriate sexual
behaviors, alcoholidrug problems, dependent living in iate adolescent/adult, and problems with
employment as they become independent; and

The major concems of health care providers, isachers, counselors, communily members, and tribal
leaders in regards to FAS/FAE are inadequals parenting skills (o manage these special children,
inadequate educaional sirategies for managing these special children in the classroom, and
inadequale sirategies 10 assist communifies to support families raising hese special chidren; and

The proposed study “Navajo Childrsn and Families Living with Fetal Aicohol Syndrome (FAS)/Fetal
Alcohol Efiects (FAE)" will explore the strengihs in the child, family, and community that helps the
hﬂybmmuubmmghdumadmwm;md

The study will involve interviews by the primary investigalor, Cynthia D. Backet!, of Navajo families
who are raising a child with FAS/FAE (b idendify patiems of coping/resiience and stralsgies for
ek);

mmnwmmwum%mmupmnmm
resources 10 assist caregivers 10 leamn new strategies © help them cope and guide the child; and
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10. The study will identify information that will be used to develop training programs for
health care providers, counselors, teachers, and community members to learn about
FAS/FAE and how to heip families to guide these spedial children to become a valuable
member of the community and a person who feels good about himself/herseif; and

11.The study will be conducted with Navajo families who are raising a child with FAS/FAE
that are identified through agencies providing services for the chiid and/or families
(Navajo Behavioral Heslith, Tuba City Indian Medical Center Pediatrics/Genetic Clinic-
Children’s Rehabilitation Clinics, Winsiow Indian Health Service Unit-Pediatric/Genetic
Clinic-Chiidren‘s Rehabititation Clinics, Kayenta Indian Health Service Unit-
Pediatric/Genetic Clinic-Children’s Rehabilitation Clinics, Flagstaff Medical Center
Pediatric/Genetic Clinic-Chiidren’s Rehabilitation Clinics, and Flagstaff Unifled School
District); and

12.Informed consent will be obtained from the parents/legal guardians of all children and
family member that choose to participate in the study, and the study will be explained
to them In detail using the Navajo language if necessary; and

13. The identities of the children and families who choose to participate will be kept
confidential, and the tape-recorded interviews and type written transcripts will be coded

to protect participants; and

14.Navajo experts, health care providers, counselors, teachers, and community members
will be asked to collaborate in the analysis of the findings to assure cultural sensitivity
and appropriateness for the development of the training programs; and

15.A report of the findings and the proposal for the training programs will be presented to
the community for their review at the completion of the study.

NOW BE IT THEREFORE RESOLVED THAT:
The Health Advisory Board of Kayenta IHS hereby supports the proposed research

project to identify the patterns of resilience in Navajo Children and Famities Living with Fetal
Aicohol Syndrome (FAS)/Fetal Alcohol Effects (FAE).

CERTIFICATION
We hereby certify that the foregoing resolution was duly considered by the Kayenta
ServieeUnltHealthvlsowBoatdatadulycalledmeeﬂngln , Arizona, at which a
m was presented and the same was passed by a vote of in favor,

opposedand 0O abstalned,tMsls"'dayofNovemberls,zom

Helen Bonnaha, President
Kayenta Service Unit Health Advisory

Board

Motion: &M&M Hdllddﬂ
J 4
second: ~IS elte [Tl
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Flagstaff Medical Center 1200 Marth Semver Swvs

Momber of Novtharn Avisens Heabhoare m %80!
www.ashesbh.com
July 19, 2001

2333 N. Timberfine Rd.
Flogstaff, AZ 86004

SUBJECT: Nawjo Children ami Families Living with Fetal Alcokel Syndrems
(FAS)/Petal Alcohel Effect (FAE)

At their meeting held on July 19, 2001, the Institutional Review Board of Flagstaff
Medical Center granted approval on the above mentioned study.

The primary investigator being Cynthia Beckett, PhDc, RN. A written report will need to
umnmmmumwmmmm whichever comes first. The

primary investigator will be traveling to the participants homes or to the clinics where
they ore receiving treatment in order to conduct her study.

If you have any further questions please contact Cindy Robinson, IRB Coordinator
at (520) 773-2418 or via e-mail ot robinsc®naheaith com

Sincerely,

QoheSR Sty
John R. Steenbarger, MD
Chairman

e Cynthis Bachett, Mc, AN
Fils Copy
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Flagstelf Medical Center . 1200 Morth Supver Seus
Msnder of Novthen Avissas Fenbicme . Fagmafl, Arisas 85001

August 28, 2002

Cynthia Beckett, Ph.D., RN
2333 N. Timberline Rd.
Flagstaff, AZ 86004

SUBJECT: Nawyjo Children and Famiies Living mith Fetal Alcohol Syndrome
(FAS)/Fatal Alcohol Effect (FAE)

At their meeting held on July 24, 2002, the Institutional Review Board of Flagstaff
Medical Center granted annual reoppraval on the above mentioned study.

The primary investigator will be Cynthia Beckett, Ph.D., RN. A written report will need to
be presented to the IRB in one year or when the shudy ends, whichever comes first. The
primary investigator will be traveling to the participant’s homes or to the clinics where
they are receiving treatment in order fo conduct her study.

If you have any further questions please contact Cindy Robinson, IRB Coordinator
at (928) 773-2418 or via e-mail at robinsc@naheaith com

Sincerely,

Shbag

ohn R. Steenbarger, MD
Chairman

cc Cywthis Baciet?, PhD, AN
File Copy
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APPENDIX F
Letter of Support from Louise “Mitchell” Ashkie to Potential Informants (p.274)
Recruitment Packets (English, p. 275; Navajo, p. 276)
Navajo Parenting Study Participation Form (English, p. 277; Navajo, p. 278)

Navajo Parenting Study Information Form (p. 279)






