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ABSTRACT

This research study seeks to better understand the experience of South Asian immigrant
women in the Neonatal Intensive Care Unit (NICU). The information gathered cannot be
generalized to all South Asian and other immigrant populations nor is it the intent of this study.
Instead, by examining the individual NICU experiences and challenges faced during this
experience, themes emerge that can prompt neonatal nurses to examine their own practice with
immigrant families. The main, overall theme identified in all participant responses was, Fear of
the Unknown. Three subthemes that emerged from discussions regarding how participants
experience nursing care were Trust, Teaching and Advocating. In terms of what participants
identified as their most critical concerns while their infant was in the NICU, the three subthemes
that arose were Language Barriers, Lack of Knowledge about the NICU and A More
Comfortable NICU. On a broader scale, it is hoped that this research study will inspire all nurses
to examine their interactions with all immigrant families in order to provide care that is holistic

and individualized to the needs of their immigrant patient.



Table of Contents

Supervisory Committee
Abstract

Table of Contents

List of Figures
Acknowledgments
Dedication

Chapter ONE: Introduction & Background
Statement of the Problem

Purpose of the Proposed Research Study
Research Questions

Significance of the Topic

Chapter TWO: Literature Review

Introduction

South Asian Immigrant Women’s Health Experience
Immigrant Health

Experience of Families in the NICU

Summary

Chapter THREE: Methodology
Introduction

Research Design

Sampling & Recruitment

Data Collection

Data Analysis

Rigor

Ethical Considerations

Summary

Chapter FOUR: Findings
Introduction
Sample Characteristics
Emergent Themes
Fear of the Unknown
Trust
Disclosing Information
Informal & Open Environment
Nurses as a Source of Knowledge
Teaching
Being Involved in Care
Preparing for the Future
Encouraging Oral Feeding
Advocating

v

11
111
v
Vi
vii
viii

W W W N —

— = 3 QNN QN

W =

14
14
14
18
21
22
24
26

27
27
27
29
31
32
32
33
34
36
36
37
38
38



Primary Nursing

Voicing Parental Concerns
Language Barriers
Lack of Knowledge about the NICU
A More Comfortable NICU
Summary

Chapter FIVE: Discussion of Findings, Implications & Conclusions
Introduction
Discussion of Findings
Implications of Findings
Implications for Nursing Practice
Implications for Nursing Research
Limitations
Conclusions

References

Appendices

: Tear-Away Recruitment Poster

Recruitment Poster

Subject Information & Consent Form
Contract for Transcription of Interview Tapes
Demographic Data

Sample Interview Questions

mmoQwe

38
40
40
43
43
47

48
48
49
56
56
59
60
62

64

72
73
74
78
80
81



Figure 1: Overall Theme & Subthemes

List of Figures

30



vii

Acknowledgments

Foremost, thank you to the five mothers who shared their experiences with me and
volunteered to participate in this study. It was an honor to be entrusted with your personal
emotions and thoughts at a time when you were most vulnerable or were still adapting to having
your infant home.

Thank you to my supervisor, Dr. Joan MacNeil for inspiring me with your own research
and for showing that cultural care does have an important place within nursing practice. Thank
you for your mentorship and guidance throughout my thesis work. Thank you also to my
committee members, Dr. Lenora Marcellus and Dr. Karen McKinnon for your knowledge and
expertise in guiding this study.

To my NICU colleagues, I am truly privileged to work alongside such dedicated, and
compassionate individuals. Thank you to all who helped me recruit participants and offered
encouragement and ideas. A special thank you to Jennifer Claydon, the NICU research manager
who encouraged me to share my project with the rest of the NICU research team and was an
invaluable resource every step of the way.

My academic journey has been made possible by my parents, Ashok Garga and Reshma
Garga who taught me that anything is possible in life if you love to learn. Thank you for always
being my biggest cheerleaders and for believing in me as a nurse, a student and above all as a
daughter. Thank you also to my brother and friends for your constant support and listening to
both the academic and non-academic stresses of my life.

A final thank you to my husband, Chris Wilson for pushing me into applying into the MN
program in the first place and for always reminding me that I can achieve anything if I really

want it. You have always believed in me and I am grateful to have you as my partner in life.



viil

Dedication
To my mother
Reshma Garga
The bravest South Asian immigrant mother I know.
Thank you for inspiring me to undertake this research project with your own stories of struggle
and courage as you cared for my brother during the first years of his life at B.C. Children’s

Hospital



Chapter One

UNDERSTANDING THE EXPERIENCES OF SOUTH ASIAN IMMIGRANT WOMEN IN
THE NICU: AN INTERPRETIVE DESCRIPTION

Introduction & Background

According to Citizenship and Immigration Canada (2000), the number of immigrants that
arrived in Canada between 1995 and 1999 was over one million. The 2001 census done by
Statistics Canada also documents this diversity by reporting that approximately 5.4 million
Canadians, or 18.4% of the total population were born outside of the country. Further enriching
this demographic picture, the most common origins reported from recent arrivals were Asian,
Caribbean, Arabian and African. In addition, it was found that most of these immigrants settled
in large, urban centers (which house numerous Neonatal Intensive Care Units (NICUs) including
tertiary care centers) such as Toronto, Canada, which has the highest magnitude of foreign-born
citizens of all the cities in the world (Statistics Canada, 2003). Without question, Canada is a
multicultural country home to immigrants, refugees and citizens who come from a multitude of
ethnic backgrounds.

This phenomenon of ethnic diversity in Canada is reflected in hospital demographics and
more specifically, NICUs. In a study done by Claydon, Mitton, Sankaran, and Lee, (2007) data
related to ethnicity of premature babies born was collected from nine NICUs representing each
of the five geographic regions of Canada (British Columbia, the Prairies, Ontario, Quebec and
the Atlantic provinces). Of the total study population of known ethnicity, 63.5% were of
Caucasian origin, 14.4% Aboriginal, 6.1% South Asian, 5.5% East Asian, 4.1% African, 1.7%
Hispanic and the remaining 4.8% were labeled other. According to the 2010 British Columbia
Women and Children’s Health Centre (BCWH) NICU admission data, 11% of all 2010

admissions were of South Asian descent, which were the third highest ethnic group to be



admitted to the NICU. This data depicting the ethnic diversity of infants lead to questions about
how to best care for these infants and their mothers, particularly in immigrant populations where
disparities in health delivery or health outcomes may already exist.

Statement of the Problem

Many South Asian immigrant women have infants in the NICU at British Columbia
Women’s and Children’s Health Centre (BCWH). Although there is considerable heterogeneity
within South Asian groups, similarities of family values and structure, communication, religion
and health beliefs may contribute to common obstacles faced by South Asian women. In
addition, cultural factors and common issues related to the acculturation and assimilation
processes also contribute to these challenges when faced with a new healthcare system (Ahmed
& Lemkau, 2000).

Having a premature or critically ill newborn is a stressful and life changing experience
for any parent. Delivery of a premature or critically ill infant triggers a cascade of psychosocial
crises for the parents of these newborns (Bass, 1991). However, this experience can be
compounded for South Asian immigrant women who must also deal with the stresses of being in
a foreign country. These mothers may experience disadvantages many immigrant groups
experience such as stress, underemployment, discrimination, poor housing, lack of access to
services and inadequate social support. In addition, they may find the new healthcare system
confusing and simply may not know where to go or who to ask for help. Language barriers and
cultural differences further add to this level of confusion causing them to feel isolated and
neglected (Simich, Beiser, Stewart & Mwakarimba, 2005). It is important that research be
conducted that explores the experience of South Asian immigrant women in order to identify the

unique challenges and obstacles they face. Exploring these challenges is essential for optimizing



the NICU experience and building health promotion strategies for these women during such a
stressful and critical event.
Purpose of the Proposed Research Study

The purpose of this research study is to understand the experiences of South Asian
immigrant women in the NICU. More specifically, the focus of this study will be how South
Asian women experience nursing care in the NICU. The primary audience for this study will be
neonatal nurses since they are the persons who provide care for both the infants and mothers in
the NICU. It is my hope that this research will allow nurses to understand how South Asian
immigrant women make sense of their NICU experience in order to provide care that is family
centered and sensitive to the needs of all immigrant families. In addition, this research is also
targeted at neonatal unit managers in hopes of creating change in NICU environments that allow
for a more positive NICU experience for South Asian immigrant mothers and immigrant families
overall.
Research Questions

The research questions addressed in this study are:

1. How do South Asian immigrant women experience nursing care in the NICU?

2. What do South Asian immigrant women identify as the most critical concerns or needs in
terms of nursing care while their infant is in the NICU?

3. What do South Asian immigrant women identify as most and least supportive

psychosocial neonatal nursing practices while their infant is in the NICU?

Significance of the Topic
This research is important to me for many reasons. As the daughter of a South Asian

immigrant woman, I listened to the many challenges and barriers my mother faced with her first



encounters with the Canadian healthcare system. During her first three years in Canada, my
mother, a young, naive newcomer from India spent a great deal of time at British Columbia
Children’s Hospital with my brother who was born with bilateral club feet. Although my mother
had the advantage that she spoke and understood English fluently, she still describes the
experience as extremely isolating, stressful and full of difficulty. She was housed at Easter Seal
House (funded housing nearby the hospital for out-of-town families) because my family was
living in Penticton, B.C. at the time. The separation from my father, who had to work to provide
for our family, and support from other relatives only added to her sense of loneliness and
exacerbated her increasing stress levels.

Although my experiences as a first-generation South Asian woman and the impact of my
mother’s stories are not the focus of this research study, they influence my desire to delve deeper
into the experience of South Asian immigrant women. Thus in accordance with an interpretive
tradition, my own personal experiences, presuppositions and knowledge will act as valuable
guides to inquiry and will make the research process a meaningful undertaking. Lopez & Willis
(2004) state, “It 1s impossible to rid the mind of background of understandings that has led the
researcher to consider a topic worthy of research in the first place” (p. 729). This view will be
further explored in the methodology section of my proposal.

I have worked in the NICU at BCWH for the past six years and have encountered many
South Asian women and their families. These women undergo the same struggles all families
coping with having a sick infant in the NICU experience. However, they also encounter many of
the same difficulties my mother experienced due to their immigrant status. For example, their
inability to speak or understand English often leads to them being uninformed about the status of

their infant until an interpreter can be brought in. They also lack a social support network



because although many of these women live in large families, these family members are often
their in-laws or from their husband’s side of the family. As a result, these women do not have
someone who is “their own” to confide in.

In addition to these hardships, these women must also often endure stereotypes and
judgments made by the nursing and medical team. For example, I have overheard many of my
colleagues speak negatively of South Asian families who have wanted to continue care for their
extremely premature son. Nurses have made comments such as, “Its only because it’s a boy
otherwise they would have let it die.” As a result of listening to my mothers stories and
experiences working as a neonatal nurse with South Asian families, I became interested in how
South Asian immigrant women experience neonatal nursing care and the unique challenges they
face. It is my hope that this research study exploring the experience of South Asian women in
the NICU will allow me to better understand what my mother went through when she first
immigrated to Canada. In addition, hopefully it will educate caregivers and provide insight into

the unique journey of these immigrant women.



Chapter Two
Literature Review
Introduction

Currently there is neither scholarly nor non-academic literature addressing the exact
phenomenon of understanding the experience of South Asian immigrant women in the NICU.
There is however, literature that addresses areas related to this topic of inquiry such as South
Asian immigrant women’s health experience, immigrant health and the experience of families
overall in the NICU.

South Asian Immigrant Women'’s Health Experience

In their 2002 study, Choudhry, Jandu, Mahal, Singh, Sohi-Pabla & Mutta conducted a
qualitative study using interviews with South Asian immigrant women in order to identify their
unique health needs and factors that affected their health status. They wrote, “Research indicates
that many South Asian women lack knowledge of health risks, having differing ideas about self-
care, experience language barriers, and are economically dependent” (2002, p. 75). The study
concluded that maintaining culture and tradition, placing family needs before self and surviving
by being strong were three dominant factors that were important to South Asian immigrant
women and affected their health status and experience with the healthcare system.

Similarly, Ahmed & Lemkau (2000) identified numerous cultural features that were
relevant to health care and South Asian immigrant women. One such feature is family values
and structure where women are expected to assume domestic responsibilities and bear children.
Family needs are given higher priority than individual needs. Education is another such feature

where South Asian women tend to be well educated but then upon immigration, subordinate their



own career aspirations to those of their husbands. Other features identified by Ahmed &
Lemkau (2000) include, religion, cultural beliefs and practices and nonverbal communication.

Grewal, Bhagat & Balneaves (2008) conducted a qualitative study using focus groups
with Punjabi women in order to describe the cultural traditions that surround Punjabi immigrant
women’s perinatal experiences and the ways traditional beliefs and practices are incorporated
into the Canadian healthcare context. The participants also described their interactions with
health care professionals during the pregnancy. The researchers found that the women believed
the physician to be the most important health professional during the prenatal period and nurses
during the labour and delivery period. The participants also experienced challenges in their
interface with the Canadian health care system in areas such as accessing information, and
understanding the role of technology and the role of hospital nurses in the postpartum period.
Immigrant Health

In the field of immigrant health, a great deal of literature exists exploring “the healthy
immigrant effect,” which is the observed trend, “whereby the health status of immigrants at the
time of arrival is high but subsequently declines and converges toward that of the native-born
population” (Newbold, 2009, p. 545). The existing literature attempts to understand this
“healthy immigrant effect” by determining if it can be explained primarily by socioeconomic,
sociodemographic or lifestyle factors, which all may point to problems in the Canadian health
care system.

An ongoing study related to immigrant health is currently being conducted by the
Canadian Collaboration of Immigrant and Refugee Health (CCIRH) in hopes of establishing
clinical guidelines for practice. More specifically, using a systematic, evidence-based approach,

the CCIRH provides detailed methods and results related to the burden of illness for immigrants



and refugees compared to Canadian-born populations. They also include a summary of fifteen
recommendations which they feel will provide a foundation for improving health care for
immigrant populations. These recommendations are directed at a variety of areas related to
immigrant health from infectious diseases such as tuberculosis and HIV, mental health issues
such as depression, to women’s health issues such as pregnancy and contraception use. For
example, one recommendation is to develop interventions to prevent social isolation for pregnant
immigrant women because they are at higher risk for maternal morbidity and having infants
small for their gestational age (Pottie et al., 2010).

Other studies related to immigrant health explore the barriers to health services
experienced by immigrants. Henry, Tator, Mattis & Rees (2000) wrote:

Some of the barriers to health and social services identified by minority-group clients

were lack of information about the services provided, the unavailability of service, the

service providers’ lack of knowledge of the linguistic and cultural needs of different

groups, and the inappropriateness of treatment modes and counselling (p. 210).

Many of these studies provide ways to combat these barriers in the form of culturally sensitive
care, use of interpreters and linking with immigrant outreach programs in the community.

The connection between immigrant health status and the social determinants of health
such as income status, education level and social support is another common theme in immigrant
health literature. For example, immigrants are over-represented in lower-paying and lower-
status jobs. According to the results from the National Population Health Survey, immigrants
were significantly underrepresented in the upper middle-income quartile and non-European
immigrants were significantly underrepresented in the highest income quartile (Dunn & Dyck,

1998). This phenomenon is significant because lower-paying and lower-status jobs result in



poverty and all three trends are social determinants of health. Aside from the obvious connection
that low income levels do not allow individuals to financially practice healthy behaviours, there
are also indirect ways low income affects health status. Wilkinson (1994) stated, “The stresses of
economic insecurity or relative deprivation may impact directly on health, affecting both the
endocrine and immune systems. Relatedly, psychosocial stress may cause people to start
smoking or engage in behaviours which are detrimental to health” (p. 71).

Education, which is another social determinant of health, also affects this disparity in
income levels and job status. Because the education and professional status of immigrants and
refugees is often not recognized in Canada, it results in lower-paying and lower-status jobs
(Dunn & Dyck, 1998). Social support also influences health status. Immigrants are less likely to
have social support because of their arrival in a new country with a new language and numerous
cultural barriers. In addition, they often have fewer family members and members of their own
community in Canada to use as a support network. As a result, they experience social exclusion
and loneliness, which can result in depression and lower health status. Dunn & Dyck (1998)
stated:

Non-European, less well-established immigrants were overrepresented among those

reporting that they did not; have someone to make them feel loved, have someone to

advise them on personal decisions; have someone to confide in and talk about personal

matters, and have someone to help if they needed it (p. 15).

Furthermore, this depression and loneliness caused by lower social support often goes
undiagnosed and untreated because in many cultures they are not perceived as medical problems
but as personal ones (Newbold, 2009). As a result, the compromised health status of immigrants

declines even further.
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The 2000/2001 Canadian Community Health Survey highlights many strengths of
immigrant populations. For example, immigrants had significantly lower rates of alcohol
dependence and depression than the Canadian-born population. In addition, immigrants were
found to consume fruits and vegetables at a higher rate and had lower rates of overweight. Also,
foreign-born teenagers were less likely to use illicit substances than their Canadian counterparts
and adult immigrants had lower rates of smoking (Ali, McDermott & Gravel, 2004). Ahmed &
Lemkau (2000) also highlight strengths of the South Asian culture such as strong family ties,
encouraging educational or occupational success and maintaining family values.

There is also research that explores the vulnerable groups within the immigrant
population. The Centres of Excellence for Women’s Health (2001) stated, “The application of
gender analysis to health has been effective in revealing gender gaps among immigrants and
refugees, and the social processes that reinforce them” (p. 8). Thus, Canadian immigrant women
have particular social, cultural and economic experiences that may require specialized nursing
care and particular policy responses. For example, immigrant women may have to cope with
distinct realities such as threats of violence, intergenerational tensions and changing familial
roles and responsibilities (Bannerjee, 1985). Another vulnerable group within the population of
interest are refugees who are sometimes viewed as involuntary migrants versus immigrants who
are regarded as voluntary migrants. Although the two groups share many common
characteristics and experiences, they also vary in age, economic, social and political status,
education, national origin, culture and ethnic and racial identity.

The area of immigrant health is a field that is recently beginning to gain attention. As a
result, many gaps exist in the literature and thus, further research is needed in order to address

these gaps (Guruge & Khanlou, 2004). For example, mental health promotion among immigrant
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youth and health issues of lesbian and bisexual immigrant women are examples of important
topics that lack nursing research. As Canada’s immigration rates continue to grow, the need for
inquiry into this population is critical in order to deliver care that is based on evidence.
Experience of Families in the NICU

There is a great deal of literature exploring the family experience in the NICU with
particular emphasis on parental stress and perceived parental role. In their phenomenological
study, Schenk & Kelley (2010) interviewed nine women who had extremely low birth weight
infants in the NICU. The major themes revealed in this study were “being the mama” and
“making the connections.” Within each of these major themes, minor themes existed such as
being worried and scared, exhaustion, accepting help from family and community and
relationships with doctors and nurses. Schenk & Kelley (2010) conclude this study by stating
“Additional studies need to be conducted with samples of mothers, fathers, or families with a
wider range of ethnic, geographic, and socioeconomic background” (p. 96).

Many studies also explore how various ethnic traditions and beliefs that are related to
neonatology and perinatology influence family’s experience in the NICU. For example,
according to Bracht, Kandankery, Nodwell & Stade (2002), having a sick infant in the NICU is
especially difficult for many Chinese families because they experience great shame for
producing an infant with a disability. However, they will still love and accept their infant
unconditionally but out of feelings of duty and obligation. Mothers of African background
reported that the most difficult aspect of having a sick infant was that they were not with them at
all times. These mothers experienced a great deal of separation anxiety and their prime focus
was when their infant would be able to come home. In addition, they felt they were unable to

fully love their infant in fear that their infant would die. Therefore, these mothers did not want to
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fully attach themselves to their infant.

Grewal et al., (2008) found that women of Punjabi descent followed the cultural practice
of chilia in which the new mother is encouraged to rest for forty days in the immediate
postpartum period. This rest period is viewed as necessary for the new mothers healing process
and it is believed that women who do not observe chilia may experience health problems later in
life. As a result, new Punjabi mothers observing chilia may not visit their infant in the NICU
frequently and may be viewed as neglectful or uninterested in the condition of their new infant.
Other cultural practices Punjabi families may engage in are hanging neem (green leaves from a
tree native to India) above the infant’s crib or tying a black thread around the infant’s ankle,
wrist or waist. They may also wish to apply a dot of black kohl on the face of the infant. All of
these practices are believed to ward off najar or evil spirits and keep the infant safe and promote
healing. These practices are extremely important to some Punjabi families, however many do
not follow them following the birth of a sick infant because they feel it is not allowed in a
hospital setting.

Colon (2001) reported that in many Hispanic families, the role of major decision maker
falls to the eldest member of the family, who may be a grandparent. Therefore, it is important
for nurses to understand that any major decisions involving the care of the infant should be
directed to this elder and the ultimate decision is left to them. Other Hispanic customs include
dressing the infant in a hat and rubbing the infant with oil in order to protect his or her spirit.
Hispanic families also believe it is acceptable to have a male infant’s genitalia exposed as it is a
sign of machismo. However, exposing a female infant’s genitalia is viewed as dishonorable and
disrespectful. Religion is usually an integral part of the Hispanic belief system and these

families are usually quite close with their church leader.
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Roberts (2003) has done extensive work with Islamic families and their cultural beliefs
surrounding childbirth and infant care. In her studies, she encourages nurses to adopt a culturally
sensitive stance and provides them with a framework to do so. She discusses how the Koran
plays a very important role in the lives of many Islamic families and that time should be given to
these families during important decisions because many may want to consult it for guidance. In
addition, when using interpreters it is essential that the interpreter and the parent are of the same
sex because in Islamic culture discussing health related issues between unrelated males and
females is prohibited. Many times when an infant is admitted to the NICU, the mother’s
placenta will accompany the infant in order to determine whether the parents wish to consent to
lab tests and studies related to placental blood and tissue. However, in Islamic culture the
placenta is often buried as an act of symbolic return to the Creator.

Summary

A literature review of South Asian immigrant women’s health experience,
immigrant health and experience of families in the NICU can serve as a foundation for
examination of South Asian immigrant women’s experience in the NICU. Researchers have
demonstrated that South Asian immigrant women face unique health challenges and have special
health needs that must be acknowledged in order to deliver optimum medical and nursing care.
These health challenges can often be intensified in a stressful environment such as the NICU. In
addition, cultural factors, socioeconomic status and the social determinants of health all influence

the health status of immigrant families and thus, all must be further explored and researched.
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Chapter Three
Methodology
Introduction

This section describes the research design of this study: its sampling and recruitment
method, data collection procedures, data analysis, means of ensuring rigor, and ethical
considerations and procedures for protecting participant rights.

Research Design

This research study used interpretive description methodology to explore and understand
the experiences of South Asian women in the NICU. The foundation of interpretive description
is the investigation of a clinical phenomenon of interest to the discipline of nursing. The purpose
of this qualitative methodology is to identify themes and patterns within subjective perceptions
and offering interpretive descriptions, which can then inform clinical practice. More
specifically, inductive analytical techniques are used in order to allow researchers to illuminate
the characteristics, patterns, and structure of a clinical phenomenon such that they can be used in
some manner to inform clinical nursing practice (Thorne, Kirkham & O’Flynn-Magee, 2004).

I chose interpretive description as the methodology for the study because it was a good fit
for the structure and aims of the study. Its orientation toward clinical practice is appealing
because the goal of this study is to influence how healthcare and nursing care is delivered to
South Asian immigrant women in the NICU. Finally, this methodology has a detailed approach
to research design and analysis, which is manageable for my level of knowledge.

Sampling & Recruitment
The sample size of this study was initially aimed at six to eight participants. However,

only five participants were recruited and proved adequate to explore the phenomenon under
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investigation. Many factors could explain the difficulty in recruiting more participants.
Obtaining trust of the South Asian immigrant mothers was essential to the progress of this study.
Like any other immigrant population, the South Asian community is reluctant to participate in
research for fear of being investigated or other negative consequences (Grewal, 2003). In
addition, a lack of awareness regarding the benefit and importance of research and language
barriers were also contributing factors to low recruitment numbers.

Finally, although South Asian immigrant mothers who currently had infants admitted in
the NICU were approached at a time when their infant was stable and not in critical danger,
mothers were still understandably stressed and overwhelmed. Mothers may not wish to “add
more to their plate” at time when they have enough on their mind and may want to focus on the
health of their infant. As a result, they do not wish to participate in research, which also
contributes to the low recruitment numbers. This theory could explain why the majority of
participants enrolled in the study are mothers whose infants were discharged home and therefore
they were no longer as stressed or worried about their infant.

The initial method of selecting participants for this study was purposeful sampling.
According to Schatzman & Strauss, (1973) purposeful sampling allows the researcher to select
people according to the aims of the research study. Categories such as age, gender, status, role,
stated philosophy or ideology can serve as starting points from which the researcher chooses his
or her sample. In this study, the criterion for sample selection reflects the intent of the research,
which was to explore and understand the experience of South Asian immigrant women in the
NICU. Thus, immigrant women of South Asian descent who had infants currently admitted in
the NICU or had infants admitted to the NICU in the past five years were selected for this study.

Immigrant women were defined as women who were born in a South Asian country (India,
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Pakistan, Sri Lanka, Bangladesh, Afghanistan, Iran, Bhutan, Nepal and Maldives) and had
immigrated to Canada anytime prior to the birth of their infant. Their length of stay in Canada
was asked as part of the interview but it did not matter how long they had been in Canada to be
part of the study. These women all now reside in British Columbia but did not necessarily need
to have Canadian citizenship in order to participate in the study.

In addition, participants all had to speak and understand English at a conversational level
in order to participate in the study. Purposeful sampling is also directed by a desire to include a
range of variations of the phenomenon under study (Coyne, 1997). Therefore, although
participants were selected in accordance to the inclusion criteria, both typical and atypical
experiences were sought out in order to provide a well-rounded representation of the experience.

As the study progressed, it was hoped that theoretical sampling would be utilized to
recruit participants. Glaser, (1978) states:

When the strategies of theoretical sampling are employed, the researcher can make shifts

of plan and emphasis early in the research process so that the data gathered reflects what

is occurring in the field rather than speculation about what cannot or should have been

observed (p. 38).
Because interpretive description methodology dictates that data collection and analysis happen
simultaneously, theoretical sampling must be employed in order to identify participants who can
speak to particular issues that will be identified in the early analysis of the data (Hunt, 2009). In
addition, theoretical sampling is key to the inductive data analysis process of interpretive
description. Unfortunately, theoretical sampling was not utilized because of the difficulty in

recruiting, which will be discussed in a later section.
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I recruited participants in several ways and only recruited participants currently at BCWH
NICU or who were in BCWH NICU in the past five years. I began the recruiting process by first
presenting the study proposal to the NICU research team. This presentation was essential to
obtain ethical approval from the University of British Columbia, which must be obtained before
commencing any research studies taking place at BCWH. This presentation allowed the research
team to learn the participant criterion, goals and overall nature of the study. The research team
was then able to help recruit participants and also inform other NICU staff members about the
study.

I then put up posters (Refer to Appendices A & B) that described the intent of the study
and criteria for participation on various poster boards throughout the NICU, neonatal follow-up
clinic and the rest of the hospital. Individuals who were interested in participating in the study
could then contact me directly upon which, I would determine whether the individual was a good
candidate for the study.

I also recruited through a third party by asking professional and personal contacts who
were likely to know suitable participants to contact me if they knew of individuals who were
interested in participating in the study. The third party contact distributed the recruitment poster
(Refer to Appendices A & B) to interested participants and was someone who was supportive of
the research study and in a position to know of potential participants (such as a NICU bedside
nurse or the NICU program manager). Upon contact with potential participants, the third party
or myself conveyed the nature and purpose of the study, expectations of participants, information
about the researcher, and guarantees of confidentiality and anonymity. The third party provided

the women with my contact information so that the women could contact me for more
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information about the study and to volunteer. I then answered questions and explained the
research study in more detail.

Finally, I recruited through word-of-mouth conversation (also known as snowball
sampling) through nurse colleagues and participants themselves, who may know of other South
Asian immigrant women in the NICU. There is also a parent support group and neonatal follow-
up clinic where word-of-mouth conversation about the study could also occur. Through word-
of-mouth, participants interested in the study were provided my contact details. Upon contact
with interested participants, I provided a detailed account of the study, which included
information related to; the consent process, supervision of the research project, resources for
participants in the event that issues raised caused any emotional discomfort or stress for the
participant, risks and benefits of the study, confidentiality, description of the interview and
transcription process and the rights of the participant including option to terminate participation
in the study.

Data Collection

According to Thorne et al., (2004) interpretive description is built upon a foundation of
pre-existing knowledge and the researcher has preconceptions and existing experience, which
guide the study. Thorne, Kirkham & MacDonald-Emes (1997) state, “Nursing’s interpretive
description ought to be located within the existing knowledge so that findings can be constructed
on the basis of thoughtful linkages to the work of others in the field (p. 173).” This existing
knowledge can then continually be challenged as the inductive analysis of findings continues
throughout the study. Thus, a critical review of the state of current knowledge should be
conducted before conducting participant interviews. The literature review above reflects this

review and will form the basis for the preliminary analytical framework.
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Multiple data sources are often used in interpretive description because it avoids
overemphasis of interview data and neglect of pre-existing knowledge that has led the researcher
to explore the phenomenon of interest in the first place (Thorne et al., 2004). According to
Thorne et al., (1997) the use of data sources such as nursing case reports, media reports and
personal narratives add considerable strength to the usual data sources and can help generate
practice knowledge for nursing. In this study, primary sources of data include audio-recorded
interviews with participants, transcripts of interviews and notes that I kept. Secondary sources
included literature relevant to establishing a current state of knowledge about the experience of
South Asian immigrant women in the NICU. These secondary data sources allowed me to
evaluate the products of inductive analysis and provisional findings (Hunt, 2009).

A third party such as a NICU bedside nurse or social worker identified all the participants
in the study. The third party would approach a mother and first identified if she met the study
criterion (i.e. were a South Asian immigrant mother, spoke conversational English etc.). Once
the mother met all the criteria, the third party would provide a brief background about the study
and then asked if I could contact them. If the mother agreed, the third party would relay this
information to me and then I would contact the potential participant. I would then provide the
necessary information and ethical considerations pertaining to the study and then secure a time to
meet to conduct an interview.

The interviews either took place on site at BCWH in a private room or at the participant’s
home. I began the interview process by asking the participant questions pertaining to her
background (e.g. Demographic Data, Refer to Appendix E). The gathering of this background
information allowed me to develop a rapport with the participant in addition to gathering

valuable demographic information about the participant. I then used sample interview questions
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(Refer to Appendix F) to guide the interviews. Interviews were audio recorded and
supplementary memo and summary notes were written after each interview. A hired transcriber
was used to transcribe the taped interviews verbatim. Thorne et al. (2004) state, “As with all
interpretive research processes, data collection and analysis inform one another iteratively, and
thus the shape and direction of the inquiry evolve as new possibilities arise and are considered
(p. 11).” Thus, because data gathering and analysis happened simultaneously, interview
questions were altered or new questions were added in order to explore new concepts and themes
that arose as data was analyzed.

All the interviews were conducted in English, however if needed, the women spoke
Punjabi or Hindi at intermittent times during the interview to better express themselves because I
am able to understand Punjabi and Hindi and can speak at a functional level. Most of the
interviews took place with only the mother, however; some of them also included either another
family member or the husband. The questions were directed solely at the mother but at times,
either the husband or another family member would interject. These mothers all asked for
another individual to be present at the interview, which I allowed. The interviews ranged from
15 -30 minutes in length and were informal in nature.

Once I felt the interview was complete, the audio recorder would be switched off and
more conversation about the questions asked would follow. This conversation was also informal
and the participants spoke more freely and gave both positive and negative feedback about their
NICU experience. These conversations were reflected in the supplementary notes and memos I
made following each interview. The combination of the transcribed interviews, supplementary
notes and memos, personal experience and relevant literature sources were used to guide data

analysis.
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Data Analysis

Data analysis occurred simultaneously with data collection and flowed from the content
of the interview, the framework derived from secondary sources and through reflexive memos
and summary notes. Thorne et al. (1997) wrote, “Many researchers find a reflective journal a
valuable asset to guiding as well as documenting the reactive processes of interpreting or
countering bias within the research process” (p. 175). Thus, memos were made at each stage of
the data collection and analysis process. I wrote memos relaying any assumptions regarding the
topic before beginning the interview process. Further memos were created that chronicled my
reflections and perspectives on each individual interview. In addition, these memos allowed me
to interpret and understand data and refine categories and codes.

Summary notes were also written describing key points from each interview. These notes
were revisited at each stage of the research process in order to remind me of each participant’s
narrative. Thorne et al. (2004) stated, “Coding too meticulously, too early, or in too much
minute detail can derail even the most enthusiastic analyst in exhaustion (p. 11).” Thus, in order
to achieve an effective inductive analytical technique, repeated immersion in the summary notes
and memos occurred prior to coding, classifying or creating linkages in the data (Thorne et al.,
1997).

In order to allow for a responsive interaction between data analysis and data collection,
analyzed data and new insights developed from early interviews were incorporated into later
interviews. Coding aimed to identify categories and linkages in the data, explore relationships
and patterns between data sources (Hunt, 2009). According to Thorne et al., (2004) “For some
investigators, creative coding (using symbols, colors or conceptual codes, and visual tools such

as concept mapping) may help with inductive imagining (p. 14).” Therefore, a concept map was
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used to link relationships between codes and concepts. Provisional findings were compared with
secondary data sources in order to challenge my analysis and interpretation of the data.
Rigor

According to Lincoln & Guba (1985), four factors can be used to establish
trustworthiness of data in the qualitative paradigm of inquiry such as interpretive description.
These factors are credibility, transferability, dependability and confirmability. Credibility refers
to the confidence the researcher has that the data is truthful to the findings and will be addressed
in many ways. Firstly, interpretations are supported with direct quotes from participants.
Secondly, data is drawn from discussions with participants, health care professionals, secondary
literature sources and experts in the field to verify interpretations. Finally, interpretations were
also made by drawing on my personal experiences as the daughter of a South Asian immigrant
and on my extensive clinical experience in providing neonatal nursing care to women and
families of South Asian background.

Transferability is enhanced when results are not context bound (Sandelowski, 1986).
Thus, having a diverse sample in terms of religion, age, level of education and employment
status supported transferability. However, it is acknowledged that the findings are not
transferable to all South Asian immigrant women with an infant in the NICU. Dependability and
confirmability are supported using audit trails and by ensuring all possible explanations of data
are thoroughly explored and through reflexivity, which involved me being aware of how my own
experiences and background shaped the study.

A key tenet to the data analysis process of interpretive description is that although the
method is participatory and collaborative, it is the researcher who is the driving force behind the

analysis. Thorne et al. (2004) stated, “Thus, an explicit awareness of the investigator as
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interpreter becomes an essential element in generating “findings” that have the potential for
credibility or “interpretive authority” (Thorne et al., 1997) beyond the artistic license of the
individual author.” Thus, particular attention must be paid to rigor in order to eliminate
researcher biases and preconceptions from infiltrating research findings. I accounted for findings
in an auditable manner via the supplementary memos and field notes used in this study. These
memos and field notes served as a means by which one can retrace the development of
abstractions and ensured that my interpretation and analytical directions are defensible (Thorne
et al., 1997). Furthermore, I provided sufficient information to allow one to follow the analytical
reasoning process and judge whether the analysis is grounded within the data.

Another means of ensuring scientific rigor and validity is the “thoughtful clinician test”
(Thorne et al., 2004), which involves the researcher presenting provisional findings to those who
have expert knowledge of the phenomenon. The goal of this “test” is to determine whether the
findings are plausible and confirm “clinical hunches” and to illuminate new relationships and
understandings (Thorne et al., 2004). Thus, I used secondary data sources such as relevant
published and non-published literature as sources of expertise. For example, past theses related
to South Asian immigrant women’s health were consulted. In addition, input from other South
Asian neonatal nurses, physicians and respiratory therapists were also used as a source of
expertise.

Finally, emerging understandings from past interviews were shared with subsequent
participants (while still maintaining confidentiality) in order to allow me to receive feedback and
determine how consistent emerging understandings were with participant experiences. For
example, in one interview a mother suggested the need for more “Punjabi-speaking nurses in the

unit.” Thus, this idea was proposed to a subsequent participant in order to gain input regarding
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this suggestion. The feedback obtained was used to refine the analytical process and allowed the
participants to have ownership over the findings of the study.
Ethical Considerations

This research study gained approval from both the University of Victoria’s Human
Research Ethics Committee (HREC) and the University of British Columbia / Children’s and
Women’s Health Centre of British Columbia Research Ethics Board (UBC C&W REB). An
application for Ethical Review of Human Research was submitted using guidelines for
application provided by both universities. Once both the HREC and UBC C&W REB granted
approval, participants were recruited using a recruitment poster (Refer to Appendices A & B),
through a third party and word-of-mouth conversation. Recruited participants then underwent a
consent process, which relayed information about the nature and purpose of the research study
according to the protocols of ethical research (Refer to Appendix C).

Participants were informed of the risks, benefits and inconveniences as a result of
involvement in the study. The only known inconvenience was the time associated with
participation in an interview. Although the potential for emotional or physical responses was
minimal, it is possible when discussing personal experiences. Potential risks were related to the
possibility of becoming upset, feeling fatigued, and/or experiencing emotional distress when
engaged in the interview. To prevent or deal with these risks, the consent form explained to the
participant that if they experienced any fatigue, distress, or unease during the interview, they
could end the interview and reschedule at their convenience. In addition, participants were given
the NICU social worker’s telephone number if they wished to discuss concerns that lingered after
the interview. If requested or thought to be appropriate by me, participants were also provided

with names and phone numbers of support services available for additional counseling. None of
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the interviewed participants became emotionally distressed to the extent that contact information
for additional counseling services was required.

The consent process also ensured participants that participation in the study was entirely
voluntary. Individuals approached for consent were guaranteed that participating or declining
the study would not influence the current care of their infant in the NICU or any subsequent
follow-up care. Confidentiality was guaranteed and participants were given the option to choose
not to answer questions on any sensitive topic, and could stop the interview at any time. In
addition, participants were able to withdraw at any time before, during or after the study.

All data included in this research study is confidential. Participants are referred to only in
pseudonyms and although interviews were audio recorded and transcribed, identifying
information was kept separate from the audio recording and transcription notes. Data was stored
in a locked and secure password protected computer and the researcher handled the audio
recorded interviews. A paid transcriptionist transcribed the audio recordings and also upheld
ethics of confidentiality and signed a contract (Refer to Appendix C). Transcripts were coded,
used in analysis, and were available only to my supervisor and myself while the study was in
progress. Transcribed data will be kept for the possibility of secondary analysis because this
research is potentially the first of a series of studies with the phenomenon of understanding the
experience of South Asian immigrant women in the NICU. For purposes of communication with
participants, I kept one list of participants’ names, addresses, phone numbers, e-mail address (if
applicable), and codes. This list was kept in a separate location from the transcribed data. Audio
recordings will be erased upon completion of analysis and thesis requirements and the file

containing the list of participants will be destroyed at the end of the study.
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Summary

The qualitative research method of interpretive description was chosen for this study
because it was appropriate for the level of skill of the researcher and fit the aims of the study.
Sampling and recruitment, data collection procedures and data analysis were all performed in
accordance with the chosen methodology in order to further examine the experience of South

Asian immigrant women in the NICU.
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Chapter Four
Findings

Introduction

This chapter begins with a description of the sample characteristics or demographic data of
the five participants. Following the sample characteristics is a description of the main theme and
subthemes I identified through interpretive description methodology. The theme and subthemes
are described by using direct quotes from participant interviews in order to illustrate and
substantiate my interpretations.
Sample Characteristics

Six mothers were formally recruited for the study. However, I withdrew one participant
after several unsuccessful attempts to contact her and secure an interview time. Thus, the sample
for the study included five women who identified themselves as South Asian immigrant mothers.
They were representative of various sub-groups and religions, including 3 Sikhs, 1 Muslim and 1
Hindu. The women’s ages ranged from 30 to 53 years and they were all married. All of the
women except one were born in India and the other was born in Pakistan. The number of years
they had been in Canada ranged from 6 to 30 years and all except one resided in an urban area of
the Lower Mainland. The other resided in a small town in British Columbia. The women all had
various reasons for immigrating to Canada, some immigrated after their parents obtained
Canadian citizenship, others came after their husbands sponsored them and others came together
with their husbands because they either had other family residing in Canada or simply wanted to
forge a new life for themselves in Canada.
All the women except one had attended college in their native country and most had

some form of education upon their arrival in Canada. All of them were currently either on
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maternity leave or had decided not to go back to work after the birth of their infant. However, all
used to work in jobs that ranged in employment status from professional to working class. All
the mothers except one had some extended family (siblings, in-laws, aunts and uncles) living in
Canada. The other did not have any other family except her husband living in Canada. For all
the mothers, the infant(s) (one mother had a multiple birth) admitted in the NICU were their first
biological children. However, one mother had stepchildren living at home as well. The women
all could speak English at a conversational level but only one identified it as her first language.
The others identified Punjabi, Hindi or Marathi as their first language.

The women all identified doctors and nurses as their support people at the time of NICU
admission. In addition, some women identified both close family friends and family members
such as in-laws and their husband as sources of support. This support ranged from driving the
women to and from the hospital, bringing cooked meals or performing other daily tasks for the
women. Most of the women (n=2) reported their health status as good after admission to the
NICU. However, several of the women (n=2) were recovering from cesarean sections and thus
had a great deal of pain and others (n=1) had complications such as pneumonia.

This was the first time all the mothers had infants admitted to the NICU however, several
of the mother’s infants were admitted to another NICU but then transferred to BCWH NICU
after some time due to complications in their infants condition. For most of the women, having a
sick infant was their first real encounter with the Canadian healthcare system. However, some of
the women (n=2) had previous minor surgeries or past miscarriages while others had
complications with their pregnancy and had to be admitted for bed rest or other pregnancy
related procedures (n=2). The infants of the women all had a variety of diagnoses ranging from

extreme prematurity, congenital deformities, asphyxia to unknown. In addition, at the time of
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birth, the infants all ranged in age from 25 weeks to full-term.
Emergent Themes

The main, overall theme identified in all participant responses was, Fear of the Unknown.
Three subthemes that emerged from discussions regarding how participants experience nursing
care were Trust, Teaching and Advocating. Three factors that led to building Trust were,
disclosing information, an informal and open environment and nurses who were viewed as a
source of knowledge. Teaching was demonstrated when participants were involved in care,
prepared for the future and oral feeding of their infant was encouraged. Advocacy was
demonstrated through primary nursing and voicing parental concerns.

In terms of what participants identified as their most critical concerns while their infant
was in the NICU, three subthemes were identified; Language Barriers, Lack of Knowledge about
the NICU and A More Comfortable NICU. How participants experience nursing care and their
critical concerns are connected because nursing care should aim to meet these critical concerns

(Refer to Figure 1).
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Figure 1: Themes & Subthemes
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Fear of the Unknown

During conversations with participants, the theme that was most apparent was, Fear of
the Unknown. Participants described their NICU experience, as one of the most stressful and
worrisome events of their lives and at the core of these emotions was the inability to know what
would happen next. Only one participant felt somewhat prepared for the NICU environment
because she had been told she would most likely deliver a preterm infant. She had also been
given a tour of the NICU prior to giving birth. However, she expressed that despite this
knowledge, she still felt fearful of what would happen during her NICU stay. She recalled:

That [NICU Tour] made me more stressful since [Participant’s Infant] was inside me
and I would panic more like what is going to happen.

Participants all relayed that waiting was the most difficult part when they first learned
their infant had been taken to the NICU and they had to wait to visit them. On participant
expressed:

1 think it was morning by the time I got to see her- I can’t really remember. The waiting

was hard. Ididn’t know what was going on with her.

Upon arrival in the NICU, participants were bombarded by the noise, busyness,
equipment and myriad of tubes and infusions connected to their infant. From this point onward,
participants felt they were never able to relax or not worry about what would happen next.
Participants felt they never fully understood the diagnosis of their infant or what the course of
action would be. One participant said:

They told us because maybe he had not oxygen when they put that tube inside, so maybe

it can be damage of his brain. That is why it was scary. I wanted to ask them- how is

he? I want to see him. [ was very excited to see him.
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Participants would also overhear other medical information being relayed to other parents
and would start comparing it to their own infant and then worry whether this would also happen
to their own infant. One participant stated:

We have so many questions and [ was always comparing if I would hear something else,

I would always compare it to him.

Trust

Unanimously, trust was perceived as the single most important factor regarding the care
participants received from all health care professionals but especially nurses who participants felt
they interacted most with during their NICU experience. All of the participants interviewed
described experiences in the NICU where trust was either built or broken. For example, one
participant relayed how she did not trust a nurse who would not provide accurate information
about her infant because the information was seen as bad news. Participants expressed
appreciation and gratitude towards the nurses who cared for their infant and relayed that the
nurses were competent, compassionate and had a high level of skill and professionalism.
However, participants also relayed stores of mistrust, resentment and anger at what they
perceived as neglect towards their infant, lack of knowledge about nursing and medical issues
and simply “not caring”.

Disclosing of Information

All the parents interviewed expressed the importance of nurses disclosing information
truthfully and accurately. It was important to participants that they were kept informed about
their infants’ health status and progress. They could not understand the reasoning behind why
some nurses would not disclose information or update them on the status of their infant. One

participant stated:
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And second, maybe it’s all personal but for us, we needed answers. Some of the nurses
wouldn’t talk — what they thought was not important, but sometimes they would not
disclose things and they would not tell us what is to be done. We didn’t get answers from

a couple of nurses.

Participants felt trust was built with nurses by this disclosing of information. In addition,
parents felt less stressed and worried when they were provided accurate and honest information.
When parents were informed, they felt a sense of control and involved in their infant’s care. One
participant emphasized:

L used to try get as much as possible from them [The Nurses] and then I would maybe ask

the doctor. If I had some questions that was dangling, I would ask. There was no point

coming home, thinking about the situation, and then he [Participant’s Husband] would
sort of talk to me, and I would [talk] to them. So we would made sure of what needed to
be said.

The option of asking questions about their infant helped build trust with both the nursing
and medical staff. One participant expressed:

That was very helpful to me because at that time I was thinking I don’t know about the

medical of what is going there because everything was new for me. I cannot remember

what is going on then. That I can call them. How I can ask, because now I have not
much knowledge of this one, about the medical. So that was comforting for me.

Informal & Open Environment

An informal and open environment also helped facilitate trust between health care
professionals and participants. For example, having complete access to their infant’s chart was

important to participants. By being able to freely look through every component of their infant’s
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chart, participants’ felt like they were part of the decision-making team and that information was
not being hidden from them. One participant recalled:

They would say like, but some of the nurses were like you can read anything. There is a

file over there in the drawer, you can read anything you have. Any questions, just ask,

and if we don’t know, we’ll call the doctor.

Being able to participate in morning rounds with the healthcare team was also perceived
as beneficial to participants. One participant stated:

The rounds. That was the best part. Joining the rounds. That was very good. Because

there, there was open discussion between the doctors and the nurses and we knew

everything about it and they themselves when they went for the rounds, they had the
group of other doctors, young doctors, come, I suppose-and they had so many questions,
and we would also know about it. So that was really good. Even the doctors used to ask,
do you have any questions at that time, so that was good.

This informal and open environment alleviated participant’s feelings of anxiety and fear
about voicing their concerns or asking questions especially to the physician, who traditionally in
South Asian cultures is seen as a figure of power and authority. In most South Asian countries,
questioning a physician can be perceived as disrespectful and insulting. One participant recalled:

I was telling my mother, she was coming here to visit us for six months- I was telling her,

1 said one day-we went to see her [Participant’s Infant]-we were sitting like we were on

the doctor’s chair, right. The doctor was sitting down.

Nurses as a Source of Knowledge

Participants relayed that they most trusted nurses whom they identified as

knowledgeable, competent and skillful. Participants trusted nurses who were confident and
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knowledgeable about the procedures and equipment associated with their infant’s care. Many
participants were able to pinpoint specific occasions where a nurse did not demonstrate adequate
nursing care. Most of these occasions were focused on a particular nursing care task. For
example, one participant stated:

And one thing I find a little hard, I was worrying when the nurses suction them, suction

him, and they put the tube suction catheter back in the suction catheter, not in the bag.

Because all the time, a long time somebody not change that, a long time, it is because

they have so much secretion, it was stuck in the tube in the hospital. At home, it okay,

when we suction, we put in and clean every time, not much dirt. In the hospital, in 1hour,
half-hour, stuck everything in the tube. I don’t like that one.

Another participant felt that if she did not trust her nurse’s ability to look after her infant
or her/his level of skill then she would stay at her infant’s bedside in order to monitor the nurse.
The participant stated:

And then we had seen the same nurse was doing with the other baby and that baby’s

oxygen had gone to thirty. And we were like oh my God, she’s doing the same thing

again. And same with the makeup like. She was doing her lipstick. Yeah, and at one
time, I had told him, you were saying that we should go and complain because she
shouldn’t do it again to some other child but I said forget it, her job might be in trouble
or something so just leave it like don’t. I didn’t leave that place whenever she was on
duty- 1 didn’t leave that place. I used to be always there with him.

Participants also expressed appreciation for nurses who would admit they did not know
the answer to their question but then find another resource such as the physician or another

member of the healthcare team in order to answer it. They felt this ability to direct participants
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to the physician or another source demonstrated that the nurse cared, valued their question and
was knowledgeable. One participant expressed:

All the nurses. I mean if I had any questions, they were always ready with the answer. If

they didn’t know the answer, they always paged the doctor and said we will get an

answer over here. But most of the nurses-yeah, they were quite a few nurses who
wouldn’t care like —but most of the nurses, I could say like 90% of them, were all were
helpful.

Teaching

Being Involved in Care

Participants all viewed nurses as a source of knowledge and thus, felt that those who took
the time to teach them new skills or procedures related to the care of their infant facilitated trust
between them and the nurse. One participant stated:

The nurses over there had told me everything. When I came to the NICU, they told me

everything like you would have to go and pump there, and the storage of the milk, since

he wasn’t drinking milk at that time. [ had to freeze it. So they had told me where the
freezer is and everything. They were quite helpful.

Learning was an integral part of participant’s NICU experience and participants felt it
was part of the nurse’s role to provide teaching and encourage them to participate in their
infant’s care. Unanimously, participants appreciated being involved in their infant’s care in any
way they could and did not feel supported by nurses who would not allow or encourage them to
participate. One participant stated:

Like put the diaper on, give a bottle. At [Another NICU Facility], you are not allowed to

give a bottle to the child everyday. No, it’s every other day. No, not ever other day- it’s
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every 2 days or something like that. Since we had come from Children’s and we were so

used to all this, it was very difficult for me in [Another NICU Facility] to like get used to

this kind of. Since he was growing better and better, I wanted to be more with him.

Thus, it was important for participants to be allowed to participate in the daily care of
their infant especially as their infant became more stable and healthier. Participants felt like
“normal parents” when they could participate in feeding, diaper changes and taking temperatures
because it prepared them to fully care for their infant upon discharge home.

Preparing for the Future

Participants all felt more at ease when nurses demonstrated procedures and prepared them
for the future by teaching them about potential procedures. One participant stated:

They [The Nurses] support me. They gave me encourage too when I was sick too. They

prepare me for everything for her [Participant’s Infant] to use this one. They showed me

everything. The nurses told me everything for how to care my baby when I move to my
home.

Many participants relayed their anxiety regarding their infant receiving a gastrointestinal
feeding tube, which requires a minor surgery. Most participants whose infant received this tube
were extremely against it and felt it was not necessary. However, after teaching and information
from the nurse, they would consent to the procedure and understood why it was needed.
Participants understood that their infant would be unable to go home without a gastrointestinal
feeding tube and it was required to feed their infant. One participant described:

She [The Nurse] got me ready for [Participant’s Infant] G-tube way before anybody even

talked about it and she was just saying this could be the possibility. I know its still hard

because I was really against the G-tube, getting it.
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Encouraging Oral Feeding

For most participants, getting their infant to fully orally feed was a huge challenge and
usually the final hurdle before discharge home. Therefore, nurses who taught participants how to
breastfeed were perceived as extremely supportive. One participant stated:

She [The Nurse] said to me, you come to everyday in the NICU for your daughter.

Because I have the C-section, I didn’t feel well, that’s why I never go to everywhere,

everyday. I went to there some days, after couple days, after three days. Because my

husband, he went to everyday for brought breastmilk. Then she [Participant’s Infant]
knows day by day. She [The Nurse] increase the hands for me and I gave her

[Participant’s Infant] the breastfeed too. Then after she [Participant’s Infant] used

me for the breast milk.

Participants also said that nurses who encouraged them to visit frequently to either
breastfeed or bottle-feed were helpful and an integral factor to discharge home. Nurses who
informed participants that by visiting frequently and providing oral feedings would result in the
cessation of nasogastric feeds and discharge home.

Advocating

Primary Nursing

Participants who had primary nurses all voiced their appreciation and praise for them.
Primary nurses are nurses who volunteer to care for the same family throughout their NICU stay.
As a result, primary nurses develop a strong bond with the family and become experts in the
needs and care of the infant. As a result, the healthcare team takes the opinion of primary nurses
as especially important and will even plan to do particular milestone procedures only when a

primary nurse is working. Although all nurses advocate for families, primary nurses are in a
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special position to do so because of their particular knowledge of the family and their infant.
One participant became teary as she described how her primary nurse advocated for her and was
integral to the care of her infant. She expressed:

[Primary Nurse] is the best nurse and yeah, other nurses too. I have learned a lot. Each

nurse brought difference experiences. [Primary Nurse] is a strong woman! That’s what

1 like about her. She speaks her mind and that’s what I like about her. Yeah, she’s a

strong woman.

Participants reported feeling comfortable disclosing personal fears and opinions to their
infants’ primary nurses instead of the entire healthcare team because they felt the team was not
listening to them or because participants were not healthcare professionals, they did not have the
knowledge base to have opinions. As a result, primary nurses would advocate for them by
bringing these concerns and opinions forward to the team.

Participants who had primary nurses described how it was helpful to have the same nurse
work with them in a unit that is staffed by almost 200 nurses. Primary nurses came to have
comprehensive knowledge about both the family’s and infant’s specialized needs and prevented
situations where “the nurse did not know the baby” and information was not passed on during
handover and thus, adequate care was not delivered. Participants felt their primary nurses fully
understood the complex needs of their infant and was then able to deliver the best care. One
participant stated:

1t’s only for the primary nurses might be knowing about it. The doctors knew about it.

Primary nurses also developed special bonds with the family and some kept in touch after
the family was discharged home. Another participant who became emotional when expressing

her gratitude for her primary nurses stated:
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They were like second moms to him. [ have seen the nurses over there in the night.
Because he was a premature baby and he was always crying and all that, they were
holding him all the time, like nothing like why should I keep carrying him. They were
very good, the nurses.

Voicing Parental Concerns

Participants expressed their appreciation for nurses who would take the time to listen to
their concerns and then voice them to the rest of the healthcare team. One participant stated:

The nurses were okay. It was good to talk about whatever we ask and they tried to

answer us.

Voicing parental concerns was especially important to participants who felt less confident
in their English speaking skills or depended on someone to drive them to the hospital and thus,
were not always part of morning rounds or could not visit daily. Participants felt more
comfortable and at ease talking one on one to their nurse instead of voicing their concerns to the
whole healthcare team. One participant stated:

No because I can speak English right. I can understand. Sometimes there is a more

confident word for the medications and stuff, and it’s really hard to understand but

normally I can talk to the nurses.
Language Barriers

Unanimously, all participants expressed that more interpreters or Punjabi/Hindi speaking
staff were a critical need during their NICU stay. One participant expressed:

Interpreters would be good but if there are Punjabi nurses there, we don’t need to hire

interpreters. It will cost too right.
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Even participants who were completely fluent in English felt lack of English speaking
skills would make the NICU experience especially difficult. One participant expressed:

When a person speaks English, the person opposite you takes you in a positive way. If

you can'’'t, then oh, what is she asking me? Why does she need to know? Automatically.

Participants who struggled with speaking English felt they were not taken seriously or
were unable to fully express their questions, concerns and ideas. When they would encounter a
nurse who could speak Punjabi or Hindi, they felt more at ease and relieved. One participant
expressed:

She [The Nurse] come to me then she told me I can speak Hindi so whatever you need to

ask you can ask anytime. So I was comfortable, so [ was more comfortable with what 1

need to ask I can ask.

Participants felt especially frustrated when nurses would speak quickly to them knowing
that English was not their first language. In addition, nurses who used large gestures, slang
terms and a great deal of medical terminology were perceived as not helpful. Participants also
felt further confused by nurses who had strong accents. They felt it was already difficult
understanding a Canadian born English speaking nurse and then having to understand the
English of a foreign born nurse with a unique accent was even more difficult. One participant
stated:

I was not comfortable. I was not understand her English. Otherwise, I understand what

they asking for, but I was not understanding. Her accent, she [Accented Nurse] was

trying to understand me by gestures, then sometimes I understand then sometimes not. 1

was thinking it was very hard to talk to her. After that, I told the one nurse, the Punjabi

nurse over there, that she [Accented Nurse] was back right? I told Punjabi nurse that



42

she [Accented Nurse] was coming so [ won’t understand her-its very hard for me. Also

she [Accented Nurse] was coming to me and she was laughing either. The Punjabi nurse

was telling me that she talked with her. She told her [Participant’s Infant]’s mom not
understanding and she said yeah, yeah, yeah.

Although participants said it was uncommon to have nurses who were insensitive to their
fluency level in English, they did on occasion have nurses who became frustrated or inpatient
with them because participants could not understand them or communicate effectively. On these
occasions, participants did not wish to engage with the nurse and thus, would not learn anything
from the nurse or obtain information about their infant’s status.

Participants who used interpreters found it very helpful especially to explain surgical
procedures and during care conferences with the entire healthcare team. One participant stated:

Yeah we use interpreter. When we have meeting and sometimes when they had surgery,

I was asking them.

Participants also found it helpful to have staff that spoke Punjabi or Hindi and would rely
on them for updates and information about their infant. One participant expressed:

If somebody if somebody is speaking Punjabi — I want to ask something to the doctor.

Then some nurses over there, they bring the nurses. Sometimes the one working the front
desk, she help us. She speaking Punjabi. She is young.

Another participant shared:

Yes, I more confident in Punjabi. [Punjabi-speaking Doctor] was a doctor and was
pretty nice too. He just told us the situation and MRI for her brain. He said we have to
do an MRI and if MRI is normal, then it is easy to fix her legs. We were so worried about

that when he told us, but we went to the Gurdwara and prayed to the God right. MRI
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was normal and everything is fine now.
Lack of Knowledge about the NICU

All participants compared the Canadian healthcare system to their native healthcare
system and felt that their lack of knowledge about how the NICU environment worked affected
their NICU stay. For example, participants described how the healthcare system in India does
not encourage visiting sick patients or parents staying for too long especially in an NICU
environment. One participant stated:

They [Indian NICU] may not let you stay in the NICU. Maybe one person. They don’t

like that. It’s very challenging there, knowledge and they don’t know why you 're asking

those things. So those things are there.

Some of the participants were unaware that they were allowed to read their infants charts
because they were not allowed to do so in their native countries. In addition, they were unaware
of certain resources such as social workers and interpreters either because their NICU experience
was their first encounter with the Canadian healthcare system or such resources were unavailable
in their native country. One participant stated:

Because in Canada, I never go in the hospital. First time I go to the hospital for my

delivery. Because I have no experience for anything. I had some problem in talking to

the doctor about my delivery and my daughter too, because I was so sick.
Another participant stated:

For a person to come from India and then I probably know much better what is

happening. But for people who doesn’t know, will get frustrated initially.

Participants were also initially unaware they could voice concerns to the medical team

and even question care. However, as their NICU stay lengthened they were encouraged to ask
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questions, be part of rounds and ask for any information regarding resources and support
services. One participant recalled a situation where the NICU healthcare team repeatedly
removed the PICC line of her infant immediately after the team felt he no longer required it.
However, on both occasions the infant required the PICC line and thus, it needed to be re-
inserted. Only after the participant voiced her concerns did the healthcare team decide to keep
the PICC line longer to ensure it was no longer needed.

A More Comfortable NICU

All participants voiced their opinion that the NICU could be made more comfortable to
parents while their infant was in the NICU. Unanimously, they expressed that the NICU could
be made more comfortable if the unit was designed as individual rooms for each infant and
family instead of many large rooms with small bedside spots. The BCWH NICU has a small
area with six private rooms. Each of the participants had stayed in one these private rooms for
some time during their NICU stay. However, because infants are constantly shuffled to
accommodate nursing staffing or the needs of other infants in the unit, participants were
eventually moved back to the larger rooms. Thus, participants were able to compare being in a
single private room to a larger, public room. Participants felt a private room allowed them to
interact with their infant in a more normal way, ensured privacy and still allowed for adequate
nursing care.

Participants also felt ind