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 STATEMENT OF PURPOSE

The National Center for Cultural Competence (NCCC) conducted a critical review to ascertain the degree to which issues of cultural competence are addressed in the current body of literature concerned with Sudden Infant Death Syndrome and other Infant Deaths (SIDS/ID). The Maternal and Child Health Bureau (MCHB), Infant and Child Health Branch (ICHB) requested this literature review, which was completed as one of the tasks of the NCCC’s current Statement of Work. The purpose of the literature review was to:

· determine the current findings on cultural competence and SIDS/ID;

· identify gaps in the literature;

· identify problems in existing research methodology;

· identify promising approaches to SIDS/ID research that incorporate culturally competent values, principles and practices; and

· recommend future directions for SIDS/ID literature and research that will systematically incorporate methodology and salient issues related to cultural competence.

METHODOLOGY

A search of the literature, Web sites and other resources for literature on cultural competence and Sudden Infant Death Syndrome and other Infant Death (SIDS/ID) was completed. The search included all major Web search engines as well as a broad range of literature databases including: ProQuest, LexusNexus, Pubmed, Medline, Grateful Med, Psychlit, UM Medsearch, AIDS Line, and Culture Med.  Additionally, sites of major research universities were searched for current faculty work and publications. Search terms included SIDS, bereavement, infant death, cultural competence, diversity, minorities, specific ethnic and racial groups and ethnicity.

Parameters of the Literature Search

Nationally and internationally, there is a dearth of literature, articles or studies that specifically address the overall concept of cultural competence in risk reduction efforts or services to families who have experienced SIDS/ID.  When the search for cultural competence and SIDS/ID yielded little information, broader related topics were included:

· culture, race, ethnicity and SIDS/ID;

· health disparities including documentation, reasons, impact and remedies;

· health education and race, culture, ethnicity and SIDS/ID; and

· grief/bereavement in relation to SIDS/ID and race, culture and ethnicity.

Using the aforementioned Web sites and literature databases, specific search terms produced the following number of citations:

· grief and culture =  75 

· grief and infants =   67

· health, education and culture = 389

· health, education, culture and SIDS = 0

· infant mortality and ethnicity = 57.

Literature Selection Criteria

A set of criteria was developed by the National Center for Cultural Competence (NCCC) for the inclusion and exclusion of documents, resources and other materials in its resource bank.  Please see Appendix A for the complete document. The following criteria were determined to be relevant and subsequently used for the selection of literature for this review:

1. Priority is placed on including documents and other materials that specifically focus on cultural competence theory, principles, structures and practices.

2. An emphasis is placed on including publications and other materials that specifically address disparities in infant mortality and SIDS/ID rates for specific racial or ethnic groups. This may include ethnic specific or population based data.

3. An emphasis is placed on including those materials and information which increase awareness of and provide insight on successfully delivering public health education and relevant messages; understanding and providing services related to grief and bereavement; and developing family support approaches for diverse racial, ethnic, cultural and linguistic groups.

4. An emphasis is placed on including information that is accurate, factual and of potential interest to consumers receiving services from HRSA, MCHB, SIDS/ID-funded programs. 

5. An emphasis is placed on including those materials and resources that describe approaches for addressing discrimination, bias and racism in health and human service agencies.

6. Only documents written in English were included.

7. Only documents from 1990 to 2000 were reviewed.

Of the total number of citations identified in the search, 35 met the criteria described for inclusion in the literature review.  Please see Appendix A for an annotated bibliography of the literature. 

An “at a glance” chart (see Appendix C) provides information on the focus of the articles and categorizes the literature using the following topics:

· Statistics – Documenting the Health Disparities;

· Health Disparities in Infant Mortality;

· Risk Factors;

· Role of Culture;

· Grief/Bereavement and Acculturation; 

· Empirical Studies;

· Cultural Competence; and

· Future Research Recommendations.

Limitations of the Review Process

Because of the scarcity of empirical studies on cultural competence and SIDS/ID or related areas, this review does not attempt a detailed critique of specific methodologies employed in studies reviewed.  Instead, it focuses on large methodological issues in the literature and concepts that will be useful in moving forward the state of knowledge about cultural competence and SIDS/ID.

About Terminology

Throughout this paper a variety of terms are utilized to designate racial and ethnic groups. These terms reflect those used by the authors being reviewed.  The lack of consistency in these terms reflects the continuing national struggle to define and designate race and ethnicity in health and human services, including SIDS/ID.

The NCCC applies the following definitions in its analysis and discussion within this literature review. 

· Acculturation

Cultural modification of an individual, group, or people by adapting to or borrowing traits from another culture, a merging of cultures as a result of prolonged contact. It is recognized that individuals from culturally diverse backgrounds may desire varying degrees of acculturation into a dominant culture. 

· Assimilation

To assume the cultural traditions of a given people or group.

· Cultural Competence

There is no one definition of cultural competence.  Definitions of cultural competence have evolved from diverse perspectives, interests and needs and are incorporated in state legislation, federal statutes and programs, private sector organizations and academic settings. 

The conceptual framework of the cultural competence model (Cross, T. et al., 1989) used by NCCC is based on the following beliefs:

· there is a defined set of values, principles, structures, attitudes and practices inherent in a culturally competent system of care;

· cultural competence at both the organizational and individual levels is an ongoing developmental process; 

· achieving cultural competence, at the individual and organizational levels,  is a complex framework that can be viewed along a continuum including (1) cultural destructiveness, (2) cultural incapacity, (3) cultural blindness, (4) cultural  pre-competence, (5) cultural competency and (6) cultural proficiency; and

· cultural competence must be systematically incorporated at every level of an organization, including policy making, administrative, practice and consumer/family levels.

The NCCC provided consultation in the development of the following definition of cultural competence endorsed by the Maternal and Child Health Bureau (MCHB). This definition was developed in 1999 and used in the Guidance for Special Projects of Regional and National Significance (SPRANS) Grants, MCHB, Health Resources and Services Administration, U.S. Department of Health and Human Services.

Cultural competence is defined as a set of values, behaviors, attitudes, and practices within a system, organization, program or among individuals and which enables them to work effectively cross culturally.  Further, it refers to the ability to honor and respect the beliefs, language, interpersonal styles and behaviors of individuals and families receiving services, as well as staff who are providing such services.  Striving to achieve cultural competence is a dynamic, ongoing, developmental process that requires a long-term commitment of time.

At a systems, organizational or program level, cultural competence requires a comprehensive and coordinated plan that includes interventions on levels of (1) policy making, (2) infrastructure building, (3) program administration and evaluation, (4) the delivery of services and enabling supports, and (5) the individual. This often requires the re-examination of mission statements; policies and procedures; administrative practices; staff recruitment, hiring and retention; professional development and in-service training; translation and interpretation processes; family/professional/community partnerships; health care practices and interventions including addressing racial/ethnic health disparities and access issues; health education and promotion practices/materials; and community and state needs assessment protocols.

At the individual level, this means an examination of one’s own attitude and values, and the acquisition of the values, knowledge, skills and attributes that will allow an individual to work appropriately in cross cultural situations.

Cultural competence mandates that organizations, programs and individuals must have the ability to:

1.
value diversity and similarities among all peoples;

2.
understand and effectively respond to cultural differences;

3.
engage in cultural self-assessment at the individual and organizational levels;

4.
make adaptations to the delivery of services and enabling supports; and

5.
institutionalize cultural knowledge.

The following three definitions are taken from training materials developed by the NCCC.

· Culture 
An integrated pattern of human behavior that includes thoughts, communications, languages, practices, beliefs, values, customs, courtesies, rituals, manners of interacting, roles, relationships and expected behaviors of a racial, ethnic, religious or social group; the ability to transmit the above to succeeding generations.

· Ethnicity

Of or relating to large groups of people classed according to common racial, national, tribal, religious, linguistic, or cultural origin or background.

· Race

There is an array of different beliefs about the definition of race and what race means within social, political and biological contexts.  The following definitions are representative of these perspectives: 
· a  tribe, people or nation belonging to the same stock; a division of  humankind possessing traits that are transmissible by descent and sufficient to characterize it as a distinctive human type;

· a social construct used to separate the world’s peoples. There is only one race, the human race, which comprises individuals with characteristics that are more or less similar to others;

· Evidence from the Human Genome project indicates that the genetic code for all human beings is 99.9% identical; there are more differences within groups (or races) than across groups. 

CATEGORICAL REVIEW OF LITERATURE

In order to address the issues raised in the literature reviewed, this paper is organized into three topical sections.  While the issues raised in each section relate to the other two, for clarity, they have been organized as follows:

1. Addressing Racial and Ethnic Disparities in SIDS/ID;

2. Examining Cultural Protective Factors; and

3. Developing Culturally Competent Approaches to Bereavement Support.

1. 
Addressing Racial and Ethnic Disparities in SIDS/ID

· Developing Culturally Competent Approaches to Risk Reduction

The overall infant mortality rate for 1998 based on the National Vital Statistics Report (Matthews, Curtin and MacDorman, 2000) that linked birth/death data sets for all U.S. states and territories was 7.2 deaths per 1,000 live births. All statistics for the aforementioned report are for mothers living in the United States or its territories. This rate was unchanged from 1997.  There continues to be large disparities in the infant mortality rates by the race of the mother.  The highest rate, 13.8 for infants of black mothers, is more than three times higher than the lowest rates.  Infants of Japanese and Chinese mothers had the lowest infant mortality rates.  Infants of black and Hawaiian mothers had the highest rates of neonatal mortality (less than 28 days).  Infants of black and American Indian mothers had the highest postneonatal rates. There was a wide variation among Hispanic subgroups.  The infant mortality rates for Puerto Rican mothers was above the U.S. average, higher than the rates for South American and Mexican mothers and more than twice the rate for Cuban mothers. 

That same report indicates that SIDS rates for the total population declined by 7% from 1997-98.  While black mothers had the highest overall infant mortality rates, in 1997-98, American Indian mothers had the highest SIDS rates, 2.3 times higher than the rate for non-Hispanic white mothers.  For infants of mothers who were Asian/Pacific Islander, the SIDS rate was 40% lower than the rate for non-Hispanic white mothers.  For infants of Mexican mothers the SIDS rate was 38% lower than that for infants of non-Hispanic white mothers.  In fact, SIDS rates in South American and Central American mothers were notably lower than overall rates and rates for non-Hispanic white mothers.  Because of the way in which the data are collected and coded, Hispanic mothers may be of any race. (Matthews, et al. 2000)  The NCCC posits that the findings that several racially diverse Hispanic subgroups have low SIDS rates suggests that cultural factors rather than biological differences may be the key to understanding risk for SIDS and other causes of infant mortality.  These factors may include, but are not limited to, cultural values, spiritual or religious beliefs, health beliefs and practices, level of acculturation, assimilation, and socioeconomic status.

In light of an overall downturn in SIDS/ID rates, the continuing disparities among African American, American Indian and some Hispanic populations suggests the need for culturally competent approaches to risk reduction.  Berglas and Lim (1998, p.2) indicate that “To achieve new insight and direction for meeting the health care needs of growing minority groups the MCH (maternal and child health) community can . . .work to institutionalize guidelines for creating culturally competent, community-based systems of care that respect patients’ cultures and customs while designing the best course of action for health.”  

Based on the NCCC’s definition of culture, the literature, particularly in the United States, has almost no studies that directly examine cultural differences in relation to SIDS/ID rates.  Thus, race, ethnicity or country of origin have, by default, become the proxy variables by which to approach these issues.  This review surveyed the literature that relates to race and ethnicity and SIDS/ID rates to understand how and if it can make a contribution to developing culturally competent approaches to addressing health disparities in SIDS/ID.

Two areas of the literature reviewed relate to addressing racial and ethnic disparities in SIDS/ID.  Knowledge in each area, obtained through effective methodologies, is essential to creating effective interventions to reduce risks and eliminate disparities in SIDS/ID and infant mortality.  The two areas are:

· Accurate and meaningful statistics about the rates of SIDS/ID across racial and ethnic groups; and

· Information about the relationship between risk factors and SIDS/ID rates and race, ethnicity and culture.

A review of the literature related to each of these areas provides a view of: 

(1) what has been ascertained in current research;

(2) what methodological problems exist that limit current knowledge and direction for future research on the issues of addressing racial and ethnic disparities in SIDS/ID; and

(3) the role of culture as a mediator in those disparities.

· Accurate and meaningful statistics about the rates of SIDS/ID across racial and ethnic groups

It is important to be able to effectively identify the populations disproportionately affected in order to address the racial and ethnic disparities in SIDS and infant mortality. In order to determine risk factors that relate to differences among racial and ethnic populations, it is important to have: (a) clear definitions of the categories used to define these populations; (b) reliability in the application of those definitions; and (c) consistent ways of obtaining and reporting such data across studies and government agency reports. Current literature suggests that there are serious limitations in all of these aspects of data on racial and ethnic disparities in SIDS/ID. Without consistency in the data reported, it is difficult to study changes over time, to guide intervention strategies, or to understand how race and ethnicity relate to risk factors and outcomes.

The first problem in interpreting current statistics reported on racial and ethnic disparities in SIDS/ID is a lack of definitions for these variables.  Anderson and Moscou (1998) note that some investigators consider race to have a biological basis and interpret differences among populations as evidence of genetic differences.  Others see race as a social construct.  Biologists began to look to the concept of ethnicity, which conveys more about cultural and behavioral variables as a way to categorize differences among populations.  Unfortunately the attempt to differentiate these concepts and choose which to apply in research related to infant mortality was confounded by the decision in 1978 of the U.S. Office of Management and Budget to create “race/ethnicity” as a category in federal statistics.  The Centers for Disease Control and Prevention (CDC) conference, The Use of Race and Ethnicity in Public Health Surveillance in 1993, noted the lack of a conceptual model for race and ethnicity in public health research and reporting as a major obstacle to effective collection of data that will lead to interventions to address health disparities. (CDC, 1993)

Even more problematic than the lack of a common definition of concepts such as race and ethnicity is that most researchers do not even bother to define these constructs, yet use them as key variables in the analysis of their findings.  Anderson and Moscou (1998) reviewed the literature on infant mortality between January 1995 and June 1996.  Race and ethnicity were mentioned in 80% of the U.S. articles reviewed.  In fact, race and ethnicity were mentioned more often that four other major risk factors associated with infant mortality.  Often, race and ethnicity were considered confounding variables and were factored out in order to identify main effects of the research.  Race and ethnicity were central to the main hypothesis of only 14% of the studies. No article defined race and only one defined ethnicity. No article provided specific information about how the race of individual subjects was determined.  Of the 43 articles that discussed race and ethnicity, 23 mixed data on race with data on ethnic groups, nationalities or geographic area of origin. 

Recommendations from the CDC conference on The Use of Race and Ethnicity in Public Health Surveillance  (1993) included the following:

· Researchers establish definitions of race and ethnicity;

· Study populations self-identify their race and ethnicity;

· Researchers clearly indicate their reasons for analyzing data on race and ethnicity; and 

· Studies document the effects of racism.

Thus, given the current state of the literature it is very difficult to interpret and compare current data and research findings related to race and ethnicity and infant mortality.  In addition, data collected nationally on SIDS and infant mortality through various public health agencies are also impacted by the problems of lack of definition and confounding of race and ethnicity.  The key source for public health data relating to infant mortality, the CDC’s National Center for Health Statistics, National Vital Statistics System, perpetuates the confounding of these two constructs.  Data are reported based on racial categories (black, white, Hawaiian, American Indian); and ethnic (Hispanic) and non-Hispanic white (a combined category). In addition, categories based on geographic origin including Puerto Rican, Filipino, Mexican, Chinese, Cuban and Japanese are used.  Even when categories are aggregated, there is a mixing of racial categories and ethnic categories.  Creating even more confusion is that mothers of Hispanic origin may be of any race. (Mathews, 2000)

An illustration of the importance of clearly defining those terms in research and literature related to health disparities, can be found in an ongoing debate within the public health surveillance and research community about the relative merits of using race vs. ethnicity to classify populations for study.  Proponents for the choice of each approach argue that its use will more likely lead to the information and research needed to identify the causes for and the ways to eliminate health disparities.  The highlights of these arguments are presented to demonstrate the impact that use of terms can have on the basic paradigms that guide health research related to disparities.

In 1999, the Institute of Medicine (IOM) made a series of recommendations to Congress on how to address the needs of ethnic minorities and underserved populations in the cancer research programs of the National Institutes of Health. The report strongly recommended the use of ethnicity rather than race to categorize populations. The report noted that an emphasis on ethnicity rather than race implies a shift away from fundamental emphasis on biological differences.  Using ethnicity to classify populations puts the focus of study on the range of cultural and behavioral attitudes, beliefs, diet, environmental living conditions and other factors that affect cancer rates. Thus the IOM recommended that ethnicity rather than race be used in government public health data collection. (Haynes and Smedly, 1999)  

Others in the field strongly disagree with this recommendation. Cohen and Northbridge (2000) indicated that long-standing health disparities are rooted in fundamental social structures that are affected by racism.  Thomas (2001) suggests that public health policies and programs are affected by racism and notes that:


… from the social-justice perspective of public health, the shift away from


“race” to “ethnic group” is in some respects minimizing the health impact  of

racism, especially for populations subjected to social prejudice because of their dark skin and facial features. A growing body of scientific evidence suggests that racism is a pathogen with biological consequences.  (Thomas, 2001, p. 1046.)

Thus, to focus exclusively on ethnicity moves research and public health surveillance away from the political and economic factors that are in focus when race is used.

Oppenheimer (2001) wonders how to deal with these competing perspectives.  He suggests that since racialization and associated racism will continue to affect any new taxonomy, the construct cannot be completely abandoned at this point in time. Instead, both race and ethnicity should be reported and that both, carefully defined and justified, might be used as “crude research variables.”  Eventually it may be possible to move to an all-encompassing variable, but as long as there are such strong associations with race in this country, it cannot be ignored.

Clearly care in the use and definition of terms in research related to health disparities is essential.  Each term has many implications, many levels of meanings and the potential to shape the research questions asked.  The NCCC thus recommends that all studies carefully report the definitions of these terms as used in each instance, a discussion of why specific classifications were used for the study population and how that choice was shaped by or shaped the research questions addressed.

It is the opinion of the NCCC that the current state of information is woefully inadequate from the perspective of addressing disparities in SIDS/ID by using culturally competent approaches.  First, the review of the literature reveals that studies have used race and ethnicity as proxies for culture.  Thus, what is reported about differences among populations does not yet provide direction for the nature of targeted, effective interventions.  Second, without clear and consistent definitions of race and ethnicity, it is impossible to address the questions about the relative contributions of biological or genetic differences among populations as compared with behavioral differences, which may be mediated by culture.  

A second major problem in the current data about SIDS/ID rates among various racial and ethnic groups is the lack of reliability in the designation for reporting and the different approaches used by different government agencies.  Thus, there is a problem in comparability among sources currently reported infant mortality rates.  Hahn, Mulianre and Teutsch (1992) analyzed linked birth/infant death data from the National Center for Health Statistics (NCHS) computer data tapes for 1983-1985.  Of all the infants identified in the study, 3.7% were classified as having a different race at death from that at birth (based on data on birth and death certificates.)  Inconsistencies were greater for non-white infants with 4.3% of infants designated as black at birth having a change and 43.2% of infants classified as members of all other races at birth having a different race at death.  As a result, infant mortality rates for diverse racial/ethnic groups may be very unreliable.  

The method for determining the race/ethnicity at birth and at death greatly affects the reported rates of infant mortality by race/ethnicity.  Most states (but not all) use the U.S. Standard Certificates of Live Birth and Death.  On birth and death certificates, race and Hispanic ethnicity are regarded as separate.  Information on birth certificates is to be obtained from the parents and on death certificates from next of kin.  It is not known, however, how often funeral directors, coroner or medical examiners make an independent determination.  (Hahn, et al., 1992)  Before 1989, the race of a child on the birth certificate was based on a set of rules—if both parents were white, the child was white; if only one parent was white, the child was assigned the race of the non-white parent. Since 1989, race of the infant is determined by the mother’s race.   If no information is provided on the birth certificate, the infant was assigned the race of the record for the file immediately preceding in the NCHS database. 

Not all government agencies, however, use this method of determining the race of the infant for data purposes.  For example, the Indian Health Service assigns the race of an infant as American Indian if either parent is of that race.  As a result, the reported infant mortality and SIDS rates can differ considerably from those reported by the CDC.  Using the Indian Health Service (IHS) model, infant mortality rates for American Indians are as much as 4.5 % higher in some parts of the U.S.  (Indian Health Service, 1999)

A study from the international literature sheds light on how methods to determine the race or ethnicity of the infant can greatly affect the data.  Mitchell and Scrugg (1994) presented data from New Zealand on the issue of how ethnicity should be defined.  Historically, in New Zealand, ethnicity has been defined by biological criteria.  To be classified as Maori (the indigenous population in New Zealand), an infant had to have 50% Maori “blood” based on the ethnicity of parents and grandparents.  However, when ethnicity is determined by self-report, a more accurate reflection of cultural identification, the percentages of infants classified as Maori is quite different.  For example, 71% of mothers who reported having only 25% Maori “blood’, self-identified their ethnicity as Maori.  In fact, while the number of Maori based on the 50% “blood” definition is declining in New Zealand, the number of people who self-identify as Maori is increasing.  The implications of this study for the United States relate to the types of methodologies used in research and public health surveillance to designate the race or ethnicity of infants.  

The NCCC suggests that for the purposes of developing culturally competent approaches to addressing disparities in SIDS/ID, it may be most effective to have parents identify the race or ethnicity of the infant.  This process of self-identification, as recommended in the literature, is likely to make the proxy variables of race and ethnicity at least somewhat more related to cultural identification and the related cultural factors that may affect SIDS/ID rates.

Large, national data sets may obscure the differences between culture, race and ethnicity.  In designing interventions for risk reduction that are culturally competent, national statistics may not provide sufficiently detailed information.  For example, the Indian Health Service (1999) provides regional breakdowns of data on infant mortality for American Indians.  Rates vary greatly by location.  Infant mortality rates in 1994-96 for American Indians in Aberdeen, Kansas (adjusted to IHS standards), were 14.1 per 1,000 live births.  In contrast, in the same period, the infant mortality rate for American Indians in Portland, Oregon, was 8.4 per 1,000 live births. These differences suggest that the race category alone does not provide sufficient differentiation of populations.  For American Indian populations, different tribes with different cultural traditions are represented and these cultural differences may account for the widely disparate rates.  In addition, differences among state policies such as those that affect access to prenatal care may also account for some of the differences. (Morbidity and Mortality Review Weekly, 1999)  For all racial or ethnic categories, there are assuredly variations in culture for populations that live in different areas of the country and have different histories in the communities within which they live. This emphasizes the NCCC’s belief that development of culturally competent risk reduction approaches must take into account local or geographic variations.  

The data required to create culturally competent approaches to risk reduction have to be highly specific.  A promising methodology for identifying the characteristics and specific risk factors for a target population has been implemented by Smyth, et al. (2000) This one-year, three-phase study in Wayne County, Michigan, examined maternal and infant risk factors; neighborhoods in Wayne county at particularly high risk for SIDS; the quality of data collected regarding SIDS deaths; and strategies to raise the level of awareness of SIDS and SIDS risk factors in Wayne County.  The authors first completed a comprehensive review of birth and death certificates for infants born between 1990 and 1996 in Wayne County. They then completed a geo-mapping of the deaths by ZIP codes. For each death a review of information from death and birth certificates, autopsy reports, death scene investigations and medical records was completed for 1996 SIDS cases.  Finally, to gain more definitive data, 10 families who lost a child to SIDS were interviewed.  This approach allowed for an understanding of the specific maternal and infant risk factors in Wayne County and helped identify parts of the county that had SIDS rates higher than the national average.  

This type of approach to statistics on SIDS/ID begins to help public health and other agencies develop targeted approaches for risk reduction and to plan and implement bereavement support services that are tailored to the needs of the local population.  The specificity of information gained though this method then can lead to identifying community leaders and organizations, natural support networks and community-based sources of public information for locales in need of improved outcomes.  These data suggest, and the NCCC concurs, that the use of national statistics to build the kinds of community-based coalitions that will lead to culturally competent approaches to SIDS/ID may be neither feasible nor the most effective.

· Information about the relationship between risk factors and SIDS/ID rates and race, ethnicity and culture

There is a large and complex body of literature about the causes of SIDS and other forms of infant mortality and on the risk factors associated with SIDS/ID.  It was not the intent of this paper to review the full range of these studies, but rather to review the literature that relates directly to the issue of cultural competence and risk factors in addressing the disparities in SIDS/ID and infant mortality.   

Gates-William, et al. (1992), in a review of literature between 1978 and 1990 on preventing African American infant mortality, provide a useful critique of the methodological approaches that appear in the literature.  The authors identify three types of studies extant in the literature at that time.  These three are epidemiologic studies, prenatal care promotion studies and ethnomedical studies that examine how cultural beliefs affected or interfered with maternal and infant health.  Gates-William, et al. also noted that these approaches “ focus on some alleged deficiency inherent in the ‘high risk’ target population and often imply that the cultural belief systems or lack of values associated with poverty encourage high-risk behavior.”  (p.353)  The authors conclude that notably missing from the literature are studies that incorporate the experiences of women or examine what factors might help mothers and families cope and survive in a society hostile to African Americans. The authors deduce that such studies would provide the information needed to successfully address disparities in infant mortality.

Gonzalez-Calvo, et al. (1998) echo the concern that research and interventions to address behaviors identified as increasing the risk for SIDS/ID must not re-victimize the victims.  It is easy to move from identifying risk factors to viewing the behaviors involved as negligence or a defective quality of the groups studied.  In this view, culture can be seen as a defective belief system that values or leads to high-risk behaviors.  Gonzalez-Calvo, et al. (1998) note that:

“Following this line of thinking, the focus of research and program development becomes identification and development of ways to change the individual, to enable her to accept and internalize the values and behaviors of dominant society.  Problematic in this view is the assumption of deficiency and the tendency to assign pathologies to the individual without taking into account the pathology in the environment and the social systems ostensibly constructed to address health and social needs.  While it is of great importance to address beliefs and behaviors detrimental to maternal, family, and child health, this cannot occur in a vacuum.  It is essential to separate those behaviors and beliefs that are truly pathological and counterproductive from those beliefs that, while they may appear idiosyncratic or strange to an outsider to the social and cultural milieu of the client, do not harm health.  Herein lies… cultural competence…  Acceptance and internalization of beliefs and practices of Western medicine should not entail the denigration of the individual and her culture...”

The current literature reviewed in this paper continues to reflect some of the categories identified by Gates-William, et al. (1992) Epidemiologic studies continue to report on the prevalence of various risk factors by race and ethnicity.  There is a shift within some studies to examine positive as well as negative differences among groups.  There is also more of an attempt in some studies to relate positive behaviors to culture.  A few studies still address the promotion of prenatal care, although most acknowledge that improved access to or even use of prenatal care does not fully address the disparities in infant mortality. (Gates-William, et al., 1992; Sanders-Phillips and Davis, 1998)  The focus of the literature on prenatal care has shifted from increasing access through better health care coverage and increased capacity of the system to deliver prenatal care to high risk mothers, to assessing the content of services provided and the cultural competence of the programs and providers in the system.  The current literature also has examples of articles that reflect the focus recommended by Gates-William, et al. and Gonzalez-Calvo, et al.  Studies are finally beginning to examine culture rather than race or ethnicity and are addressing cultural differences as potential strength and protective factors.  A review of all three types of studies follows.

Epidemiologic Studies

The National Vital Statistics Report, vol. 48 (2000), reports on infant mortality in relation to selected infant and maternal characteristics based on linked birth/death files for 1998. These statistics are based on the racial and ethnic categories already noted to be problematic in a number of ways; however, they reflect the most current data available at the time of this review.  The following discussion is based on the findings in the report.

Two risk factors, sex of infant and multiple births, did not have significant differences among racial and ethnic groups.  Birthweight and period of gestation, two of the most important predictors of infant health and survival, however, showed marked differences among racial and ethnic groups.  Low birthweight ranged from 5.4 percent of births to Chinese mothers to 13.1 % for births to black mothers (highest of any racial or ethnic group).  The percentage of low birthweight and very low birthweight babies born to mothers of all races combined was 9.1 %.  When these two categories are combined, only 7.7 % of white infants were born below 2500 grams, while 16.2% of black infants were in this category. With the exception of infants born to Puerto Rican mothers, rates of low and very low birthweight for Hispanic infants were lower than the rates for mothers of all origins.

Continuing differences in rates of maternal characteristics of infants who died are also reported.  American Indians had the lowest percentage of mothers whose infants died who began prenatal care within the first trimester (68.8 %) compared with 84.8% of white mothers.  Black mothers were also less likely than white mothers to obtain prenatal care within the first trimester (73.3%).  Hispanic women overall were also less likely (74.3%) than non-Hispanic white women (87.9%) to receive prenatal care within the first trimester. There are, however, significant variations in prenatal care rates in the first trimester for Hispanic women based on country of origin with Cuban women having higher rates than non-Hispanic white women. 

Young mothers are more likely to have infants who die.  Again, there are significant differences among racial and ethnic groups in percentage of births to mothers under age 20.  Percentages of black and American Indian mothers under age 20 are almost twice that of white mothers.  Black (69.1%) and American Indian (68.8%) mothers have higher rates of being unmarried than white mothers (26.3%).  Similarly, higher percentages of Hispanic women (41.6%) are unmarried compared with 21.9% of white, non-Hispanic mothers.  

Lower maternal education has also been identified as a risk factor for increased infant mortality.  Hispanic mothers have lower rates of high school completion (50.7%) than white non-Hispanic (94.9%) or black (73.1%) mothers.  American Indian mothers also have low rates of high school completion (67.3%).  

Maternal smoking during pregnancy has also been linked to higher infant mortality rates. Black mothers (9.5 %) have a lower rate than white mothers (14.0%) for this risk factor  as do Hispanic mothers (4.0%).  American Indian mothers, however, have a much higher rate of maternal smoking during pregnancy (20.2%). 

All of these factors have been shown to be correlated with increased risk for infant mortality, but no direct one-to-one causal relationship has been established.  In addition, differences in rates of these previously cited risk factors as well as other known risk factors such as income level, health insurance coverage, and alcohol and drug use do not account for the whole picture.  Gonzalez–Calvo, et al. (1998) report that even when all of these factors are controlled for, racial and ethnic disparities in infant mortality persist.

When examining data related to an explicit cause of infant mortality, specifically SIDS, at least one study does not find a persisting disparity when these types of social risk factors are removed.  Principe (1997) conducted a case control study using 1990-1994 North Carolina birth cohorts to investigate the relationship of a number of risk factors for SIDS to racial differences in SIDS rates.  The risk factors studied included:

· cigarette smoking during pregnancy, 

· young maternal age,

· unmarried marital status, 

· low maternal weight gain during pregnancy, 

· low or advanced maternal education, 

· failure to obtain regular prenatal medical care, 

· low socioeconomic status, 

· low birthweight, 

· low Apgar scores, and

· male gender of the infant.

Using data from birth certificates, except for low socioeconomic status, which was measured using the proxy of Medicaid eligibility, black and white populations were compared based on (a) the prevalence of the risk factors, (b) how the two samples differed beyond these risk factors and (c) which of the risk factors was associated with higher SIDS rates for each population.  While the prevalence of most risk factors associated with SIDS was higher among black infants than white infants, when these risk factors are controlled for, there are no significant differences between the two groups.  Principe concludes that race itself is not a causal or primary agent. (1997)  There were common risk factors for both groups that were more highly associated with SIDS.  Specifically, maternal smoking and low birthweight were the greatest risk factors for both races.  In addition, maternal education level and late prenatal care were related to the rate of SIDS for both groups.  However, there were also differences between the groups.  The strongest predictor of SIDS for white infants was low birthweight, while the strongest predictor of SIDS for black infants was maternal smoking. 

Another area of risk factors for SIDS has been identified as critical. Understanding risk factors related to child care practices have been key in addressing SIDS.  Most notably, sleep position has been the focus of study due to the important impact the national Back to Sleep Campaign has had on reducing the overall SIDS rates.  However, the reduction in SIDS rates, as already noted, has not been accomplished for all racial and ethnic groups.  Thus, the question arises as to why.  A number of studies have investigated whether differences among racial and ethnic groups in the use of sleep position, and other child care practices, may account for the continuing disparities in SIDS rates.  

One of the largest, ongoing studies that addresses the issue of sleep position is the Pregnancy Risk Assessment Monitoring System (PRAMS) effort of the CDC. It should be noted that this survey has some limitations in reaching women who are low literate or illiterate, who have limited English proficiency or no or intermittent telephone access. Consequently, reported rates of use of sleeping position may not reflect practices by mothers who are not effectively reached by the PRAMS survey methodology. Nonetheless, it does represent an ongoing set of data that can be tracked over time.  

The PRAMS has identified state-to-state differences in sleep position for all groups and differences in sleep position used most of the time among white, black, American Indian and Alaskan Native mothers.  The study reported that the percentage of respondents usually putting their babies to sleep on their stomach ranged from 30.8% in Alabama to 16.0% in Maine.  Five southern states had particularly high percentages reporting placing infants on their stomachs to sleep. The states of Washington  (42.9%) and Alaska (40.8%) had the highest percentage of mothers reporting that they usually put their babies to sleep on their backs.  When the survey was completed in 1996, most respondents usually used the side sleep position for their babies. Overall, the percentage of black mothers who placed their babies on their stomach to sleep was 11 - 54% higher than for white mothers. (Centers for Disease Control and Prevention, 1998)  These trends continued for 1996-1997 (Centers for Disease Control and Prevention, 1999) with black mothers twice as likely to use a stomach sleep position as white mothers did.  The rate for stomach sleep position among Alaska Native women was similar to the national average, but still higher than for white women in Alaska.  In the state of Washington, the rate for American Indian women who used stomach sleep positions for their infants is comparable to that for white women and is the lowest rate for any racial group in the 10 states initially studied.  In contrast, in Oklahoma, the rate for American Indian women was the same as that for black women (33.95) and higher than the national average. 

These findings again reinforce the NCCC’s position that sole reliance on national data may inaccurately inform efforts to provide culturally competent risk reduction efforts for populations who are considered statistically the same race (American Indian), but who may have different cultures and live in different environments.  For example, the low percentages of American Indians in Washington state who usually place their infants to sleep in the prone position may relate to the reported decline in SIDS deaths in the Northwest Region and to a targeted risk reduction program.  The Portland Area Indian Health Service initiated programs for parental education on non-prone sleep position and reduction of infant exposure to tobacco smoke. (Centers for Disease Control and Prevention, 1999)

Saraiya, et al. (1998) reported on data available from the Georgia Women’s Health Survey that included items about sleep position of women’s infants in the first two months of life for their most recent birth.  A number of variables were found to be associated with higher rates of prone sleep position.  Black mothers in Georgia were twice as likely to use the prone sleep position than the overall rate.  In addition, higher rates were noted for women who entered prenatal care after the first trimester, had less than a high school education, and were living in rural Georgia.  Since there is undoubtedly shared variance among these factors, these findings again point to the complexity of understanding risk related behaviors solely on the basis of race and or ethnicity designations.  Of note was the finding that women who had previous children were also more likely to use the prone position. In some cultures, the role of and the receptivity to advice for first-time mothers may be different than for experienced mothers. The NCCC supports the premise that these types of beliefs and values need to be taken into account to effectively design culturally competent risk reduction efforts.  

These epidemiologic studies of sleep position help identify groups who need different approaches to education.  They do not, however, help elucidate what culturally defined values, beliefs and behaviors may contribute to the persistent use of prone sleep positions. At the 1999 CJ Foundation Symposium on Minority Health Issues in SIDS, information was presented that begins to move the research in the direction of exploring this perspective. (CJ Foundation for SIDS, 1999)  This information described a sample of African American women who reported that they chose the prone sleep position because they were concerned that back sleeping could lead to the child choking, smothering or being fussier.  African American mothers who were bed sharing with their babies were asked why they preferred this sleep method.  They responded they feared that the crib could cause death.  It should be noted that SIDS was once referred to as crib death.  Most of the women noted that after their babies were born, that they could not afford a crib or thought they would sleep better with the baby in bed with them.  The NCCC believes that more investigation is needed of the cultural values and beliefs that underpin behaviors which increase the risk for SIDS.  This type of research agenda is necessary to develop risk reduction approaches that will be effective for specific groups with a specific cultural identification.

A series of studies in the United Kingdom (UK) suggest the importance of culture as the mediator for racial and ethnic differences in use of sleep position and child care practices.  What is important about these studies is that they do not examine cultural differences in childcare practices as problems among diverse populations.  This set of studies seeks to understand the protective effects culturally-based practices can have on ameliorating the impact of other known risk factors for SIDS.  These studies look at a paradox issue in SIDS rates in the UK: why are SIDS rates lower for Asian infants, even though the Asian population has a higher burden of many risk factors associated with SIDS and have higher rates of other types of post-neonatal mortality? (Davies, 1994)

Asian babies in the UK have been reported to be at theoretically higher risk for SIDS than white babies in that nation based on a number of factors. These risk factors include poverty, poor housing conditions, more births with shorter intervals (Davies, 1994), later development of mature body temperature rhythms (Petersen and Wailoo, 1994), poor access to health care, low birthweight and preterm birth. (Hilder, 1994)  Yet, all these authors report that immigrant Asian mothers (primarily from India, Pakistan and Bangladesh) have lower rates of SIDS than white mothers.  The question for these authors is why, and more specifically, are there culturally mediated behaviors or infant care practices that provide protection for the babies, despite the presence of a number of risk factors associated with higher SIDS rates?

Asian mothers are less likely to smoke than white mothers in the UK. (Hilder, 1994)  Sleep position may be one protective factor.  These studies were done before the public health campaign in the UK promoting non-prone sleep position.  At that time, a significantly greater percentage of white women placed their babies prone for sleep compared with immigrant Asian women. (Farooqi, 1994)  With increasing duration of living in the UK and acculturation, Asian mothers became more likely to use the prone sleep position. (Farooqi, 1994)  Thus, it appears that for these families, there was some cultural component to sleep practices.  

Authors also explored the general approach to infant care in Asian and white families.  It was observed that Asian infants are rarely left alone.  These infants are kept within the circle of family activity at all times and are significantly more likely to sleep in the same room as their parents.  White babies studied in the UK were more frequently left alone in a room separate from family activity and slept in a separate room. (Hilder, 1994; Davies, 1994; Davies and Gantley, 1994; Farooqi, 1994; and Petersen and Wailoo, 1994)  These authors hypothesize that the Asian infants were in environments with more sensory stimulation that might result in more frequent arousal during sleep, perhaps the mechanism that diminishes their risk for SIDS.  Another explanation offered is that due to the constant attention given to these infants, behaviors indicating distress or early signs of infection are more readily noted by caregivers.  The authors of these international studies state that while further research is clearly needed to establish a causal link between the noted caregiving behaviors and lower SIDS rates, the approach is an important new direction for the research.  The NCCC supports the premise that an emphasis on cultural differences as protective factors, rather than the source of problematic behaviors, is an important direction for a research agenda in the attempt to understand disparities in SIDS/ID and infant mortality.

Studies on Promoting Prenatal Care

Gates-William, et al. (1992) noted that by the end of the last decade it was becoming clear that prenatal care alone could not reduce the wide disparities in infant mortality rates.  Sanders-Phillips and Davis (1998) also note that based on their review of the research, prenatal care, in and of itself, was not the key to reducing disparities in infant mortality.  These authors also noted that previous studies indicated that eliminating financial barriers alone did not reverse the underuse of prenatal care by low-income African American women.  The literature has since moved to an understanding that financial barriers may not be the only salient issue for women who have the highest rates of SIDS/ID.   

Gonzalez-Calvo, et al. (1998) and Sanders-Phillips and Davis (1998) identify a wide range of other types of barriers to accessing prenatal care for women at high risk for poor pregnancy and infant outcomes.  These barriers included unreliable transportation, lack of childcare, long clinic waits, and inconvenient clinic hours.  In addition, Gonzalez-Calvo, et al. identified a set of factors they called “internal barriers,” which included not wanting to get care, not feeling like getting up to go to the doctor, perceived rudeness by clinic staff and the inability to follow the doctor's instructions for self-care.  In addition, negative experiences with the health care system served as barriers to the access and use of health care.  Such negative experiences included rudeness by clinic staff, conflicts with care providers and perceived racism.  For women with limited English proficiency, language is also a barrier and may relate to the particularly low levels of prenatal care for most Hispanic women.  A notable exception is for Cuban women, who have higher rates of prenatal care.

The perception of racism and bias noted by the subjects in the Gonzalez-Calvo, et al. (1998) study is supported by data relating to other aspects of the health care system.  There is evidence that children of color are treated differently within the health care system: African American and Hispanic children were less likely to receive medications and had fewer medications overall than white children. (Moorehouse Medical Treatment and Effectiveness Center, 1999)  

Gonzalez-Calvo, et al. (1998) studied a sample of low-income African American women at high risk for poor pregnancy and infant outcomes.  Effective use of prenatal care was related to positive outcomes for the subjects who were provided with an intense public health nurse home-visiting program.  Effective uses of prenatal care involved entering care early and using care consistently.  Having the “internal barriers” noted above was the strongest predictor of preterm delivery.  These internal barriers related to the need to address psychosocial issues to improve pregnancy outcomes for the subjects in this study and the importance of the way in which medical personnel interacted with the women.  Maternal depression and unresolved grief were important predictors of low birthweight in this sample.  The authors conclude that the medical model alone of prenatal care may not be sufficient to impact disparities in infant mortality.  Furthermore, they note that health care that is culturally competent and addresses the psychosocial well-being of mothers is key.

Sanders-Phillips and Davis (1998) note the need for the content of prenatal care to change.  They observe that the “medicalization” of prenatal care in mainstream culture has had the effect of reducing social and psychological supports for pregnant women.  Prenatal visits tend to focus on medical issues and medical interventions.  In many cultures, prenatal care is provided by midwives who give social support and are able to teach new mothers how to adjust to their changing role.  Among some women from culturally diverse groups, a solely medical approach to prenatal care can lead to feelings of depersonalized care, fright and difficulty developing a supportive relationship with the physician or provider.  This is particularly evident in clinic situations, where the women may see a different care provider on each visit.

In summary, the NCCC concludes that current studies suggest that simply the presence or absence of prenatal care may not be the issue affecting infant mortality rates.  Models of service delivery, including accessibility of prenatal care, must be examined in terms of how well they respond to the cultural and linguistic needs and practices within and among diverse groups.  There is a dearth of literature that provides empirical examination of these factors and that links them to infant mortality rates.  Again, it is the opinion of the NCCC that without this type of knowledge, it will be difficult to create models of prenatal care that will successfully engage women from culturally, ethnically and racially diverse groups.

2.
Examining Cultural Protective Factors

As previously discussed, the literature review suggested that racial and ethnic differences do not always reflect negative factors.  There is evidence that for some groups, cultural aspects may act as a protective factor.  The following section reviews a series of articles that propose models for conceptualizing and ultimately studying aspects of culture as protective factors in addressing disparities in infant mortality.  Approaching cultural protective factors requires a broader understanding of the risk factors for infant mortality than currently pervades the literature. Gates-William, et al. (1992), Gonzalez-Calvo, et al. (1998) and James (1992) all argue that to understand and address racial and ethnic disparities in SIDS/ID, researchers and policymakers must look beyond individual behaviors, socioeconomic factors and risk factors to broader psychosocial issues and societal stressors that impact women during and after pregnancy in their care-taking roles.  Despite their importance, very few studies have addressed these complex issues.  The few that were identified for this paper are presented in some detail to reflect the kinds of approaches that must be promulgated

to study the issue of disparities in infant mortality and the role of cultural protective factors 

To understand the role that cultural protective factors may play in infant mortality, it is first important to understand the potential stressors that may impact pregnant women and mothers of infants. Gonzalez-Calvo, et al. (1998) note that college educated black women have higher infant mortality rates than white women with the same educational and/or socioeconomic status.  Looking across studies, these authors suggest that factors other than socioeconomic status must be studied in relation to disparities in infant mortality rates for African American women.  Such stressors include racism, lack of social support, inadequate coping mechanisms to deal with a hostile environment, violence, residential segregation and community disempowerment.  It may be important to study these factors to better understand infant mortality among other diverse racial and ethnic groups.  

Many risk factors immediately correlated with high risk for infant mortality may be the result of stress from broader societal factors. (Gonzalez-Calvo, et al. 1998)  The authors identify factors such as drug, alcohol and tobacco use, depression, closely spaced pregnancies, poor nutrition, poor self-care during and after pregnancy and untreated medical conditions.  The study proposes that the strategies that some African American women, who are considered high risk, use for stress relief and coping with the harsh realities of their lives often lead to behaviors that are high risk for infant mortality. 

Several authors (James, 1992; Kreiger, et al., 1993; and Magana and Clark, 1995) focus on Mexican American women as a contrast to African American women in relation to infant mortality.  Where defined, this includes women of Mexican origin born in the United States or women born in Mexico who reside in the United States. They share in many of the harsh societal realities faced by African American women.  Looking at risk factors associated with poor infant mortality outcomes, on the surface, it is reasonable to expect Mexican American infants to be at as high or higher risk than African American infants.  Mexican American women have lower than average educational levels, are less likely to get early prenatal care, (NCVS, 2000; James, 1992) face discrimination based on color and language, have similar levels of poverty and have children closely spaced in age.  Despite having a similar exposure to such stressors, Mexican American women have low rates of low birthweight and infant mortality, comparable to those of non-Hispanic white women.  (James, 1992)  When compared with white women across socioeconomic levels, African American women have higher rates of infant mortality.  No matter what their socioeconomic level, Mexican American women have rates that are on par with white women in the aggregate. (Magana and Clark, 1995)  As James (1992) notes, “Why is socioeconomic disadvantage (median education, income, percent unemployment, etc.) associated with excess infant mortality among African Americans but not Mexican Americans?”

Women living in Mexico are less likely to have low birthweight babies than Mexican women living in the United States.  James also reports that Mexican American women with a predominantly Mexican cultural orientation are less likely to have low birthweight babies than those with a predominantly U.S. cultural orientation.  The author defined Mexican cultural orientation as place of birth, parental and self-identification and preference for communicating in Spanish rather than English.  Similarly, foreign-born black women also have better pregnancy outcomes than U.S.-born black women.  James (1992) examines the possibility that some protective cultural factor accounts for these differences.  He proposes that there is “psychological benefit available to American women of color if they have an ‘alternative cultural framework,’ that is an alternative to the dominant Euro-American cultural frame of reference, which throughout history has marginalized …" (p 134)  Without these culturally supported ways of dealing with the stresses of life, women frequently turn to alcohol, drugs, and tobacco for help in dealing with stress, increasing the risk for poor outcomes for their infants.  This conceptual model addresses the sources of stress noted by Gonzalez-Calvo, et al. (1998) as having  an impact on infant mortality rates for African Americans.  James (1992) goes one step further to suggest that culture can provide protections from those stresses for women.  This approach marks a real shift in focus from studying mothers to understand what is wrong with them due to racial, ethnic and cultural differences to examining how cultural differences may protect and strengthen women and their babies. 

Magana and Clark (1995) provide a review of the literature related to the low rates of infants born at low birthweight and overall low infant mortality rates among Mexican American populations in the United States to study what they describe as the “Latino health paradox.”  The question explored in this review of the literature was why Mexican American women have low infant mortality rates while experiencing the same or greater socioeconomic disadvantages associated with excess infant mortality among African Americans?  This effort operationalizes James’ model (1992)  by examining a particular aspect of culture that may provide a protective mechanism for Mexican American women.

The authors argue that psychosocial factors, behaviors and social relationships may help explain these different outcomes.  Magana and Clark (1995) summarize findings that indicate that socioeconomic status does not correlate with low birthweight for any subgroup of Hispanic women except Puerto Rican women.  This finding is particularly evident for Mexican American women.  Thus, arguments that higher infant mortality rate and higher rates of low birthweight among African American women are related solely to socioeconomic status are questionable.  Krieger, et al.(1993) also indicate that examination of the data suggests that socioeconomic status does not adequately account for differences in infant mortality.  Magana and Clark (1995) summarize a number of behavior and social relationship variables that differ between African American women and women of Mexican origin.  Overall, Mexican American women are less likely to consume alcohol, smoke tobacco, use drugs or become pregnant when young than African American women.  African American women, on the whole, are better educated, have initiated prenatal care earlier and are more likely to have health care coverage.  They also experience more stressful life events, more anxiety and less positive feelings toward pregnancy.  African American women also are significantly less likely to live with the baby’s father.  Interestingly, as Mexican American and other Hispanic women acculturate, their profiles related to these risk factors become more like those of African American women in regard to these variables.  The literature reviewed speculates that these factors support a hypothesis that some cultural factors may be the mediator of lower infant mortality rates for Mexican American women.

Magana and Clark (1995) provide an example of the kind of conceptual models that are needed to begin to study the effects of culture rather than race, ethnicity or socioeconomic status on disparities in infant mortality.  They identify one particular feature of Mexican culture that may account for the paradox.  They report that religiosity and spirituality among Mexican American women is strong.  The authors note that:

“A central thesis of the discussion is that religiosity and spirituality of many of these Latinas, a key factor in their culture, may protect them and their infants through the pre- and antenatal phases of life.” 

Magana and Clark (1995) suggest that the religious symbol of the Virgin of Guadalupe provide for many Mexican Americans visible proof of the value of being a female of color and the value of being a mother.  This symbol serves as a support that the Hispanic woman can petition for strength, compassion and help.  Identification with the Virgin of Guadalupe supports behaviors that are correlated with better birth outcomes and healthy infancy for their children, such as avoiding smoking and drinking, care in sexual relationships and healthy diet functions.  Finally, the connection with the Virgin of Guadalupe can lead to social support and care from other women in the community who share this sense of religiosity.  The authors report that this connection can continue in more acculturated generations.  However, that continued connection with other Mexican Americans is a factor in perpetuating this relationship with the Virgin of Guadalupe. Thus, simply measuring acculturation by number of years living in the United States or by English language proficiency may not adequately help researchers and program developers understand the cultural perspective for Mexican American women.  The authors hypothesize that religiosity as a cultural factor may explain the apparent paradox in low rates of infant mortality and associated conditions for Hispanic women.

The role that religiosity plays for Mexican American women, affirming self-worth, providing social support and supporting healthy behaviors, matches with the key sources of stress noted in the work of Gonzalez-Calvo, et al. (1998)  It certainly fits the James’ model (1992) in that religiosity, as expressed by Mexican American women, provides that “alternative cultural framework” that sustains them in the face of negative experiences and stresses.  Given the central role that religiosity and spirituality play in the lives of many cultural groups, the NCCC suggests pursuing a research agenda that examines them as they relate to infant mortality, and its associated risk factors, for diverse groups other than Mexican American. 

Magana and Clark (1995) have provided a set of provocative questions in their article.  Empirical approaches to examining these issues are now needed.  These authors indicate that research into understanding and addressing health disparities needs to look beyond descriptive concepts such as race and ethnicity and move to studying cultural variables that may be contributing factors.  They provide a set of recommendations for future research that will greatly enhance the knowledge about such cultural factors and support the effective development of culturally competent approaches to risk reduction.  Their recommendations are:

· Further research is needed to begin to address the role of specific cultural factors that may serve as protective factors for health.

· Research is needed to document and more carefully define the role of religiosity. 

· Research should address the complicated issues of how to identify the population of study.  

· Research should define and operationalize ways to study a culturally mediated construct such as religiosity. 

· Research must develop more effective ways to measure the concept of acculturation.

This model of recognizing and then supporting potential protective factors also has applications in practice to reduce disparities in infant mortality.  Gonzalez-Calvo, et al. (1998) put forth a model of prenatal support based on the success of case management and home visiting in reducing perinatal risk and ensuring healthy, viable infants among low-income, high-risk African American women.  Based on a review of the literature, the authors identified characteristics of optimal case management models for high-risk pregnant women.  A number of factors beyond ensuring access to medical care were cited, including cultural competence.  Culturally competent prenatal case management, according to the authors, is based on the concept of building on potential protective factors for women experiencing great stress due to poverty, racism and other societal factors.  The authors define cultural competence as follows:

“The practice and content of the case management process reflects the cultural (sic) and lifestyle of the clients, while encouraging good health behaviors.  Culturally competent care eschews racism and sexism, and moves the client toward empowerment.  Culturally competent care reduces stress by buffering the effects of racism, enhancing self-esteem and teaching new skills to manage stress.” (p. 397)

After critically reviewing the literature, the NCCC concludes that there is a gap in the current literature about how culture does and does not serve as a buffer or protection for specific populations in relation to infant mortality.  There is a need for a strong research agenda that addresses the relationship of culture and risk factors in order to effectively address the current disparities in infant mortality. 

3.
Developing Culturally Competent Approaches to Bereavement Support
There is a vast literature on the interplay between culture and bereavement or grief.  This review did not attempt to deal with this larger issue.  Instead, articles reviewed were those since 1990 that dealt specifically with culture and bereavement in infant death.  Only three empirical studies were identified in the search.  These three, however, represent important questions and approaches to studying cultural competence and bereavement.  None of the three studies directly address the issue of cultural competence.  Instead, each examines an aspect of cultural competence that could lead to enhancing bereavement support services.  In addition, these studies are not presented because the NCCC supports their specific methodological approaches.  They are presented as examples of the types of important questions that empirical studies must begin to address to support the development of culturally competent practice.

Gender is a key variable that affects cultural responses to events.  In most cultures, there are distinctly defined differences in roles, behaviors and beliefs related to loss through death of someone close.  Vance, et al. (1995) explores gender differences in parental psychological distress following the death of an infant.  The authors studied a sample of parents in Australia.  Information on the racial, ethnic or cultural make-up of the sample is not provided.  The parents were followed over a 30 month period after the loss of an infant.  They were compared with matched controls (infant of same sex, born in the same hospital and same insurance status) on measures of psychological distress.  Again, nothing is noted about racial, ethnic or cultural variables in the matching.  The bereaved mothers showed significantly more anxiety and depression than the controls at all four interviews.  Bereaved fathers showed significantly more anxiety and depression than controls at the two-month post-infant death interviews.  Heavy alcohol use was significantly greater in bereaved fathers during the rest of the 30 month period.  While the findings of this study may not have direct application to populations in the United States, the NCCC believes that this study provides an important lesson on future directions for research on cultural factors and bereavement.  Further investigation is needed on gender differences within cultural groups to inform practice on how to recognize distress and how to provide appropriate support services.  

Religiosity is another dimension of culture that is very salient when examining reactions to infant death.  Thearle, et al. (1995) examined the impact of SIDS, neonatal death or stillbirth on religious practices of the parents and the association between church attendance and levels of anxiety and depression.  Again, the sample is Australian and is predominantly of white European and Christian origin.  Parents who had lost a child were compared with matched controls on religious affiliation, church attendance in general in the last month and on self-reported symptoms of anxiety and depression.  The results did not confirm the belief that the bereaved “turn to God” as reflected in church attendance.  However, those who did attend church regularly reported less anxiety and depression than those who attended irregularly or not at all.  The authors note that in many instances with stillbirth or neonatal death, churches and clergy do not extend to families the religious rituals associated with either birth or death.  By omitting religious rituals in the face of such a devastating event, clergy may inadvertently undermine a potential source of support and consolation to bereaved parents.  Again, the specific results may not be applicable to all groups.  However, examining the role of religion, such a critical aspect of culture in relation to bereavement, is an example of the type of empirical studies needed to inform culturally competent practice.  The study suggests that long-held notions regarding the role of religion in bereavement for any specific cultural group must be tested empirically to determine if they should guide practice. 

Palmer (1999) addresses a third key area - differences in the impact of a SIDS loss on different groups of parents.  Palmer studied the impact of SIDS on a population the author describes as inner city African American mothers.  It is important that race alone is not the defining factor for the sample.  The context within which the mothers lived was also defined.  Palmer (1999) found that the mothers studied evidenced similarities to other groups of mothers from diverse racial and ethnic groups previously studied.  There were, however, issues unique to this group of inner city African American mothers.  They reported more problems with interpersonal relationships with the baby’s father and/or another significant family member before and after the baby died.  Half of these mothers also reported that from one to five other family members had died within a year of the death of their infant.  In addition, most reported that they had low levels of social support.  Studies that address the specific context and needs of a group to be served are essential to the development of effective bereavement services.

Two other articles about bereavement support are included in this review to illustrate the ways in which a conceptual framework can be developed to guide the implementation of culturally competent bereavement support services.  While both provide specific guidance on approaches to individual racial, ethnic or religious groups, they provide a broader framework for understanding the issues involved in providing bereavement support to families from diverse backgrounds.  Neither is based on empirical studies, but they do provide approaches to consider when working cross-culturally.

Lawson (1990) provides a definition of culture and notes that culture influences how members of families grieve in several ways.  Those working with bereaved families from diverse cultures need to understand the following:

· the meaning of death and particularly the death of an infant in the cultural group; 

· the customs surrounding death and funerals; 

· family life patterns such as lines of authority, 

· the roles of various family members during periods of grief; 

· the amount of help available to the family; and

· the family’s expectations of health professionals during death and periods of grief.

In addition, the author notes the critical role of language in exchanging information with health professionals.  There is a need for trained interpreters if the family and the professional do not speak the same language.  

Lawson (1990) recommends that the first step toward providing what she calls “culturally sensitive” support is for the provider to explore his/her own attitudes toward grieving.  Next, the provider should then understand the family’s attitudes.  Lastly, the provider needs to be able to separate his/her own expectations and values about death from how others might need services provided.  Lawson (1990) provides an overview of how Native Americans, Mexican Americans and Southeast Asians might address each of the four key issues identified.  The author does caution, however, that not all members of these racial or ethic groups will respond in the same way and providers must address key issues individually with each family served.  Providers must learn the individual needs of each family served within the context of culture.

Shaefer (1999) provides both a definition of cultural competence and a conceptual framework for cultural competence as a continuum.  This article is the only one identified in this literature search to do so; it is not in a juried publication.  Given the lag time to have material published in juried journals, it is not surprising that the first appearances of a relatively new concept occur first in other sources.  Shaefer (1999) notes that a variety of factors interact with culture to affect the grief response of families affected by an infant death.  These factors include:

· age;

· family customs and traditions;

· gender;

· faith foundation;

· geographical region;

· education;

· economic status;

· prior experiences with death and loss;

· historical background of the cultural group;

· level of assimilation and acculturation of the family; and 

· generation (whether the parent is an immigrant or is descended from earlier generations of immigrants).

An understanding of all of these factors is important not only for the provision of services, but also for empirical studies that are needed to inform clinical practice. As noted previously, few such studies exist that address these issues for populations at highest risk for SIDS.

Shaefer (1999) provides an overview of customs, values and beliefs that may affect grief for Latino, specific Native American, African American, and multi-national Muslim families.  The overarching message is that there is no single way all families from any given cultural, racial, ethnic or religious background grieve.  The emphasis is on learning about the specific beliefs, values, customs and needs of each family to be served within the context of their culture.

CONCLUSIONS
This review of current literature related to cultural competence and SIDS/ID reveals a troubling lack of well-developed empirical studies that can inform culturally competent approaches to risk reduction and bereavement support.  Even the most basic studies, designed to identify disparate rates of SIDS/ID among diverse groups, are hampered by the lack of: (1) consistent definition of variables such as race and ethnicity and (2) a consistent way to distinguish the race or ethnicity of an infant that reflects a family’s cultural identification.  Another problem within the literature is the lack of studies that actually address culture rather than the proxy variables of race and ethnicity.  Too often, race and ethnicity are treated as if they reflect some homogenous cultural aspect of populations.  Researchers need to acknowledge and address in their chosen methodologies the enormous intra-group and cultural differences among various racial and ethnic populations.

Current literature continues the approach of identifying problems among groups at high risk for SIDS/ID rather than studying the interaction of a variety of cultural factors that result in both risk and protective factors for families.  No studies were found that have developed a relationship between specific aspects of culture and outcomes for infants from specific racial and ethnic groups.  Some literature reviews offer important suggestions for areas to explore such as religious beliefs.  Others recommend that an important area for further study is how culture may provide protection against the stresses of racism, discrimination, bias and other environmental factors.  Culturally competent risk reduction efforts will be difficult to design in the absence of a clear understanding of the relationship between various aspects of culture within specific populations.

Very few empirical studies exist that explore the needs of diverse families and effective approaches to delivering bereavement services.  The few studies reviewed do, however, suggest critical areas for further examination including: (1) gender differences in response to the loss of an infant; (2) the role of religiosity or other culturally mediated values and (3) the interaction between culture and environmental stressors for specific populations.  The literature provides some useful guidelines to help practitioners provide culturally competent services and supports to individual families.  These practitioners, and the systems in which they work, need more empirically derived information to design, implement and sustain culturally competent services and supports.

RECOMMENDATIONS

In Policy Brief 1: Rationale for Cultural Competence in Primary Health Care, (Cohen and Goode, 1999) the NCCC proposed that there are numerous reasons to justify the need for cultural competence in health care at the patient-provider level.  Consistent with the conceptual framework for cultural competence used by the NCCC, the Brief delineates six salient reasons for systematically incorporating cultural competence into organization policy, structures and practices, which include the following:

· responding to current and projected demographic changes in the United States;

· eliminating long-standing disparities in the health status of people of diverse racial, ethnic and cultural backgrounds;

· improving the quality of services and health outcomes;

· meeting legislative, regulatory and accreditation mandates;

· gaining a competitive edge in the market place; and

· decreasing the likelihood of liability/malpractice claims. 

The rationale for cultural competence in primary and preventive health care systems described by the NCCC is compelling.  However, cultural competence in health care is still a relatively new concept.  Although cultural competence has been recognized as a key tool to address health disparities among this nation’s racial and ethnic groups, there is a dearth of scientific evidence to prove its value.  This literature review substantiates the critical need for research that validates the efficacy of culturally and linguistically competent approaches to health care delivery, particularly as they relate to infant mortality, one of the health disparities identified by the U.S. Department of Health and Human Services (DHHS).  Such a research agenda will require new protocols, approaches and interventions that are grounded in a clear understanding of culture and its impact on effecting the health disparities.  It will require fundamental changes in how research is designed, conducted and disseminated in collaboration with the diverse communities impacted by racial and ethnic health disparities.  The DHHS has recognized the need for a new research agenda with the recent establishment of the National Center for Minority Health and Health Disparities.  This Center was created through the Health Care Fairness Act and was given an appropriation of $150 million to support this research agenda.  

The following recommendations are gleaned from the literature review and offered to assist MCHB and related constituency groups to advocate for and develop new research agendas and methodologies to assist in the elimination of the health disparities in infant mortality. 

There is a need for consistent approaches to defining race and ethnicity in research related to disparities in infant mortality. 

1. A consensus should be developed among government agencies and private foundations that fund research, and those that collect public health surveillance data on race, ethnicity and infant mortality, to ensure that results can be compared across studies and data reports.  Issues to be considered include:

· explicit definitions of race and ethnicity;

· a consistent way to identify the race or ethnicity of infants at birth and death; and 

· explicit rationales for reporting data by race and ethnicity.  

2.
Empirical studies are needed to determine which definitions and which ways of ascertaining the race or ethnicity of a child are most likely to reflect the cultural identity of the family.  One current effort provides a natural opportunity to begin to study this issue.  The state of Washington now asks parents to identify the race or ethnicity of the baby on the birth certificate.  Studies that explore how this approach compares with others, including the current standard for birth certificates that use the mother’s race as the infant’s race, could provide an empirical basis for future methodologies.  It will be important to study whether the Washington state approach makes race or ethnicity a better proxy for culture than systems where the race or ethnicity of the mother determines that of the baby.  These types of studies have major implications for incorporating cultural competence in risk reduction and bereavement support services.

There is a need for more studies that address the complex issue of culture and infant mortality.  

There is a need to understand the interaction between cultural values, beliefs, and behaviors that may impact maternal and infant health related to infant mortality.  A series of studies is required to accomplish the following:

· develop methodologies to document and define the role of such culturally mediated factors as religiosity;

· develop descriptive data and effective measures of social class (within the context of culture);

· develop more effective ways to measure acculturation;

· include contextual analysis at the individual and community levels;

· develop and validate methodologies to measure components of discrimination, oppression and internalized oppression;

· address the effects of racism on health;

· identify intra-group as well and inter-group differences;

· focus on protective factors; and

· develop research questions that ask “why” rather than “how” related to disease prevention.

There is a need for empirical exploration of the differing bereavement needs and the most effective approaches for support for diverse families who experience SIDS/ID. 

1. Research is required to further develop methodologies that allow for effective evaluation of needs and outcomes of small or local populations receiving related services.  This type of research has the potential to directly inform service providers, health policy makers and others who address larger theoretical and population issues. 

2. There is extensive literature on bereavement, grief and culture.  However, among this literature there is a dearth of studies that specifically address the loss of an infant.  There is a need for research about the impact of culture on grief and bereavement for families who have lost an infant.  

3. Since culture is not static, this research effort (described in number two above) should be ongoing and sustained over time.  It is important to determine the extent to which acculturation impacts diverse immigrant groups who have lived in the United States for varying periods of time.

4. Studies that address culture, bereavement and SIDS/ID must attend to the internal and external factors as identified in the chart below.


CULTURAL FACTORS THAT INFLUENCE DIVERSITY AMONG INDIVIDUALS AND GROUPS

Internal Factors



External Factors
-cultural/racial identity



-institutional biases

-socioeconomic status/class


-community economics

-nationality




-intergroup relations

-language




-natural networks of support

-family constellation



-community history

-social history




-political climate

-health beliefs and practices


-workforce diversity

-perception of disability


-community demographics

-age and life cycle issues

-spatial and regional patterns

-gender and sexuality

-sexual orientation

-religion and spiritual views

-political orientation and affiliation

(Modified from James Mason, Ph.D., NCCC Senior Consultant, 2000)

All literature that addresses SIDS/ID should provide definitions of terms, constructs and conceptual models that underpin the material being presented.  

1.
A critical finding of this literature review is that current statistics on race and ethnicity as they relate to SIDS/ID are not defined and are often used interchangeably.  This observation extends to the constructs such as culture and cultural competence as well.  There are numerous definitions for these constructs that are based on very different philosophical approaches.  It is essential that the literature clearly define these constructs in order for the audiences to effectively interpret and utilize findings.  

2. It is recommended that other key terms also be defined in a manner similar to those provided by the NCCC on pages 3-5.  Key terms related to cultural competence may include but are not limited to: definitions of assimilation, acculturation, cultural sensitivity, cultural awareness, linguistic competence, race and ethnicity.

All literature should provide detailed descriptions of sample populations beyond race, socioeconomic status, country of origin and geography.

1. Much of the literature often describes subjects solely in terms of their race and/or socioeconomic status.  These descriptors provide little in the way of information about the values, beliefs, behaviors and cultural identity of these individuals and groups.  Descriptors that have been used for some groups such as “inner city”, “urban” and “rural” contribute to stereotyping and may engender bias and negative responses.  It is recommended that researchers are more cognizant of and demonstrate sensitivity to terminology and language that describe racial, ethnic and cultural groups.

2.
The literature often identifies individuals and groups by their country of origin.  This approach to research fails to acknowledge the myriad differences of people who may share the same country of origin but little else.  The chart on page 29 provides a listing of numerous cultural factors that influence diversity. The literature should reflect research methodologies that have the capacity to recognize the critical nature of these cultural factors as intervening variables in understanding individuals and groups.  

Research should incorporate culturally competent and participatory action 

designs.

1. The NCCC developed Policy Brief 3 - Cultural Competence in Primary Health Care: Partnerships for a Research Agenda, which is included in the appendix.  Policy Brief 3 was designed to: (a) provide a rationale for cultural competence in primary health care research; (b) cite the role of culturally competent and participatory action research designs in the DHHS initiative to eliminate health disparities among racial and ethnic groups and (c) give guidance to assist primary health care organizations to develop policies, structure and practices that support partnerships to achieve a culturally competent research agenda.  It is recommended that Policy Brief 3 be widely disseminated in the SIDS/ID and MCH community.  The SIDS/ID Program, Infant and Child Health Branch, and MCHB may consider convening a forum to discuss the critical issues delineated in the Brief with constituency groups concerned with infant mortality and SIDS/ID. 

2. Researchers have discovered that the use of standard concepts, theories, instruments and procedures are often inappropriate for culturally diverse groups. (Caldwell, et al. 1999)  This finding, cited in Policy Brief 3, is reinforced based on the findings of this literature review.  It is recommended that the SIDS/ID Program consider collaboration with the new National Center for Minority Health and Health Disparities to explore the feasibility of a joint research agenda.  This type of collaboration may provide a vehicle to elevate the issue of infant mortality and SIDS and result in building support and leveraging additional resources for this new research agenda. 

Notice of Nondiscrimination

In accordance with the requirements of Title VI of the Civil Rights Act of 1964, Title IX of the Education Amendments of 1972, and Section 504 of the Rehabilitation Act of 1973, and implementing regulations promulgated under each of these federal statutes, Georgetown University does not discriminate in its programs, activities, or employment practices on the basis of the race, color, national origin, sex, age or disability.  The University’s compliance program under these statutes and regulations is supervised by Rosemary Kilkenny, Special Assistant to the President for Affirmative Action Programs.  Her office is located in Room G-10, Darnall Hall, and her telephone number is (202) 687-4798.

Permission is granted to reproduce this document for distribution.  The only requirement is that proper credit is given to the National Center for Cultural Competence. Permission is required for this document to be published. 

REFERENCE LIST

Anderson, M. and Moscou, S. (1998).  Race and ethnicity in research on infant 

mortality.  Family Medicine, 30(3): 224-227

Berglas, N. and Lim, J. (1998, November).  Racial and ethnic disparities in maternal and 
child health.  National Center for Education in Maternal and Child Health Policy 
Brief,3, 1-5.

Centers for Disease Control and Prevention.  (1998, October 23).  Assessment of infant sleeping position-selected states, 1996.  Morbidity and Mortality Weekly Review: 47(41): 1899-1900.

Centers for Disease Control and Prevention.  (1999, March 12).  Decrease in infant mortality and sudden infant death syndrome among northwest American Indians and Alaskan Natives Pacific Northwest, 1985-1996.  Morbidity and Mortality Weekly Review: 48(9): 181-184.

Centers for Disease Control and Prevention. (1999, October 8).  Progress in reducing risky infant sleeping positions-13 states, 1996-1997.  Morbidity and Mortality Weekly Review: 48(39), 878-882.

Centers for Disease Control and Prevention. (1993). Use of race and ethnicity in public health surveillance.  Summary of the CDC/SDR Workshop.  Morbidity and Mortality Weekly Review: 42(RR-10): 1-6.

CJ Foundation for SIDS. (1999, October 18).  Symposium on Minority Issues on SIDS: Highlights from the CJ Foundation Symposium on Minority Issues in SIDS.  Retrieved May 31, 2000 from the World Wide Web: http://www.cjsids.com.

Cohen, E., & Goode, T. Policy Brief 1: Rationale for Cultural Competence in Primary Health Care (Washington, D.C.: National Center for Cultural Competence, Georgetown University Child Development Center, 1999.

Cohen, H. and Northridge, M. (2000) Getting political: racism and urban health (editorial). American Journal of Public Health: 90, 841-842.

Cross, T., Bazron, B., Dennis K., & Isaacs, M. Towards a Culturally Competent System of Care (Washington, D.C. : National Technical Assistance Center for Children’s Mental Health, Georgetown University Child Development Center, Vol. 1, 1989.

Davies, D. (1994).  Ethnicity and SIDS: What have we Learnt?  Early Human Development: 8, 215-220.

Davies, D. (1994).  Ethnicity and the sudden infant death syndrome: An introduction.  Early Human Development: 38, 139-144.

Davies, D. and Gantley, M. (1994).  Ethnicity and the aetiology of sudden infant death syndrome.  Archives of Disease in Childhood: 70, 349-353.

Farooqi, S. (1994).  Ethnic differences in infant care practices and in the incidence of sudden infant death syndrome in Birmingham.  Early Human Development: 38, 209-213.

Fiscella, K., Franks, P., Gold, M., and Clancy, C. (2000).  Inequality in quality addressing socioeconomic, racial and ethnic disparities in healthcare.  JAMA: 283, 2579-2584.

Gantley, M. (1994).  Ethnicity and the sudden infant death syndrome: Anthropological perspectives.  Early Human Development: 38, 203-208.

Gates-Williams, J., Jackson, M., Jenkins-Monroe, V., and Williams, L.  (1992, September).  Cross-cultural medicine – A decade later: The business of preventing African American infant mortality.  Western Journal of Medicine: 157, 350-356.

Gonzalez-Calvo, J., Jackson, J., Hansford, C., and Woodman, C.  (1998, November).  Psychosocial factors and birth outcome: African American women in case management.  Journal of Health Care for the Poor and Underserved: 9, 395-419.

Grant Makers in Health. (1998).  Eliminating racial and ethnic disparities in health: A chart book.  Washington, DC: Author.

Hahn, R., Mulinare, J., and Teutsch, S. (1992).  Inconsistencies in coding of race and ethnicity between birth and death in U.S. infants: A new look at infant mortality, 1983 through 1985.  JAMA: 267.2, 259-263.

Haynes, M. and Smedly, B. eds. (1999). The Unequal Burden on Cancer: An Assessment of NIH Research Programs for Ethnic Minorities and the Medically Unerserved. Washington, DC: National Academy Press.

The Henry  J. Kaiser Family Foundation. (1999).  A synthesis of the literature: Racial and ethnic differences in access to medical care. Atlanta, GA: Morehouse Medical Treatment and Effectiveness Center.

Hilder, A. (1994).  Ethnic differences in the sudden infant death syndrome:  What we can learn from immigrants to the UK.  Early Human Development: 38, 143-149.

Indian Health Service, U.S. Department of Health and Human Services.  (1999).  Regional differences in Indian health, 1998-99.  Rockville, MD.: Author.

James, A. (1992).  Racial and ethnic differences in infant mortality and low birth weights: A physiological critique.  APE, 3(2), 130-136.  Ann Arbor, MI: School of Public Health, University of Michigan.

Krieger, K., Rowley, D., Herman, A., Avery, B., and Phillips, M. (1993).  Racism, sexism, and social class: Implications for studies of health, disease, and well-being.  American Journal of Preventive Medicine, 9(6 Suppl.): 82-122.

Lawson, L. (1990, March/April).  Culturally sensitive support for grieving parents.  Maternal Child Nursing, 76-79.

Magana, A., and Clark, N. (1995).  Examining a paradox: Does religiosity contribute to positive birth outcomes in Mexican-American populations?  Health Education Quarterly: 22, 96-109.

Mathews, T., Curtin, S., and MacDoman, M. (2000).  Infant mortality statistics from the 1998 period linked birth/infant death data set.  National Vital Statistics Reports, 48, 12.

Mitchell, E. and Mitchell, S. (1994).  Observations on ethnic differences in SIDS mortality in New Zealand.  Early Human Development: 38, 151-157.

Oppenheimer, G. (2001). Paradigm lost: race, ethnicity, and the search for a new population taxonomy. American Journal of Public Health: 91(7), 1049-1055.

Palmer, P. (1999).  The impact of SIDS on inner city African American mothers.  Horizons: 2,5.

Peterson, S., and Wailoo, M. (1994).  Interactions between infant care practices and physiological development in Asian infants.  Early Human Development: 38, 181-186.

Principe, G. (1997, May).  Racial differences in risk factors for Sudden Infant Death Syndrome: A case-control study in North Carolina.  State Center for Health Statistics Study No. 105.  Raleigh, NC: Department of Environment, Health and Natural Resources.

Sanders-Phillips, K., and Davis, S. (1998, February).  Improving prenatal care services for low-income African American women and infants.  Journal of Health Care for the Poor and Underserved: 1, 14-29.

Saraiya, M., Seranescu, F., Rochat, R., Berg, C., Iyasu, S., and Gargiullo, P. (1998).  Trends and predictors of infant sleep positions in Georgia, 1990-1995.  Pediatrics: 102(3):E33.

Shaefer, J. (1999).  When an infant dies: Cross-cultural expressions of grief and loss.  National Fetal Infant Mortality Review Program Bulletin, from the Third National Conference of the National Fetal and Infant Mortality Review Program.

Smyth, M., Milberger, S., LeRoy, B., and Harrison, S. (2000).  A Three-phase Study to Better Understand the Incidence of SIDS in Detroit and Wayne County, Michigan.  Detroit, MI: Developmental Disabilities Institute, Wayne State University.

Thearle, M.J., Vance, J.C., and Najman, J.M. (1995).  Church attendance, religious affiliation and parental responses to sudden infant death, neonatal death and stillbirth.  Omega, 31(1), 51-58.

Thomas, S. (2001) The color line: race matters in the elimination of health disparities.  American Journal of Public Health: 91(7), 1046-1047.

Vance, J., Boyle, F., Najam, J., and Thearle, J. (1995).  Gender differences in parental psychological distress following prenatal death or sudden infant death syndrome.  British Journal of Psychiatry: 167, 806-811.

APPENDIX A

ANNOTATED BIBLIOGRAPHY

ANNOTATED BIBLIOGRAPHY

Anderson, M. and Moscou, S. (1998).  Race and ethnicity in research on infant mortality.  Family Medicine, 30(3): 224-227.

Race and ethnicity are frequently used in research on infant mortality in different ways resulting in confusion over the interpretation of racial/ethnic differences.  These authors conducted a literature review on publications between January 1995 and June 1996 that addressed research on infant mortality to differentiate how race and ethnicity were used.

Results of this literature review revealed that race and ethnicity were used interchangeably in 54% of the articles used.  Studies in the United States mentioned race and ethnicity 80% of the time, while non-US articles mentioned it only 22% of the time. 

There are various concepts of race and its definition leading to confusion for researchers and interpreters of the clinical literature.  Over time, race and ethnicity are being perceived as the same word.

The authors reviewed how race was used in epidemiological and health services research including infant mortality, and concluded that the review documented “ race and ethnicity serve primarily to describe study populations and secondarily as a potentially confounding variable.” 

Recommendations were offered to researchers for a better approach to the issues of race and ethnicity, including:

· When including race and ethnic data as variables, researchers should clearly state the  purpose;

· Define race and ethnicity; 

· State methods used for determining race and ethnicity; and 

· Demonstrate that these methods are reliable and valid.

Key Words:  race, ethnicity, epidemiology

Berglas, N. and Lim, J.  (1998, November).  Racial and ethnic disparities in maternal and child health. National Center for Education in Maternal and Child Health Policy Brief, 3, 1-5.

The article provides statistics on racial and ethnic disparities in maternal and child health in the United States.  The authors note the urgency in understanding the health care needs of racial and ethnic minority groups and the need to help policymakers and maternal and child health professionals develop programs and strategies to serve minority populations.

The need for collecting complete and accurate data is raised.  The importance of the “Maternal and Child Health Community to institutionalize guidelines for culturally competent, community-based systems of care that respect patients’ cultures and customs” is also noted.

The article cites factors that relate to minority women receiving less prenatal care than their white counterparts.  Among the barriers listed were the unavailability of culturally competent providers and the health beliefs of some cultural groups.
Key Words: statistics, racial and ethnic groups, disparities

Centers for Disease Control and Prevention. (1998, October 23).  Assessment of infant sleeping position—selected states, 1996. Morbidity and Mortality Weekly Review: 47(41):1899-1900.

This article presents findings from the Pregnancy Risk Assessment Monitoring System (PRAMS) in ten states for 1996 births in relation to maternal report of the usual sleeping position of their infants analyzed by race.  PRAMS is an ongoing population based survey of mothers who have given birth in the previous 2-6 months.  There is great variation among states, with the five southern states in the study having twice the prevalence of reported stomach sleeping position.  The percentage of black mothers who put their babies to sleep on their stomachs was 11-54% higher than that of white mothers.  This higher rate for black mothers is consistent with previous reported data.  There was great variation among the states for percentages of  American Indian and Alaska Native mothers using the stomach sleeping position.

Key Words: Sudden Infant Death Syndrome, risk reduction, sleep position
Centers for Disease Control and Prevention.  (1999, March 12).  Decrease in infant mortality and sudden infant death syndrome among northwest American Indians and Alaskan Natives Pacific Northwest, 1985-1996. Morbidity and Mortality Weekly Review: 48(9):181-184.

The report analyzed the decrease in infant mortality rates (IMR) and Sudden Infant Death Syndrome (SIDS) among Northwest American Indians and Alaskan Natives.  The data for these two populations has been historically high.  The study analyzes IMR/SIDS data from American Natives and Alaskan Natives in Idaho, Oregon and Washington to determine if the decline being realized in the U.S. overall was occurring as well as in the Northwest American Native and Alaskan Natives. Using annual vital statistics, the report looked at data from 1985 to 1996 from the states of Idaho, Oregon and Washington and from the Centers for Disease Control (CDC).

There was a substantial decrease in IMR and SIDS for both populations especially during the period of 1993-96.  The decrease is attributed to several factors including the National Back to Sleep Campaign; a special SIDS risk reduction campaign designed by the regional Indian Health Service to target American Indians and Alaskan Natives in the Northwest to decrease  prone sleeping position and the reduction of exposure to environmental tobacco smoke. Other influences were programs initiated to identify and manage high-risk pregnancies, state Medicaid expansion programs, “access to tertiary care for very low birth weigh” babies, and improvements in technology.

Also noted, was that the findings in the report were subject to limitations including:

· The determination of race for AI/AN from vital statistics was problematic 

· Infants deaths formerly deemed SIDS being attributed to other causes.

Key Words: American Indian, Alaskan Native, infant mortality rates, sudden infant death syndrome.

Centers for Disease Control and Prevention. (1999, October 8).  Progress in reducing risky infant sleeping positions—13 states, 1996-1997. Morbidity and Mortality Weekly Review: 48(39), 878-882.

This article presents findings from the Pregnancy Risk Assessment Monitoring System (PRAMS) in thirteen states for the year 1996-1997 in relation to usual sleep position of infants of the mothers surveyed.  As in the previous year there was great variation among states.  In 1997, black mother in six states were significantly more likely than white mothers to place their babies to sleep on their stomach.  There were decreases in the prevalence of stomach placement among American Indian/Alaska Native mothers.  In this sample, minimal differences in sleep position used were found based on maternal education level or maternal age.  Mothers who began prenatal care early were more likely to avoid using the stomach sleeping position in 11 states, but not at a statistically significant level.  

Key Words: Sudden Infant Death Syndrome, risk reduction, sleep position
Centers for Disease Control and Prevention. (1993) Use of race and ethnicity in public health surveillance.  Summary of the CDC/SDR Workshop. Morbidity and Mortality Weekly Review: 42 (RR-10):1-6.

This summary of a workshop to identify issues in the use of race and ethnicity in public health statistics and studies addressed the current lack of definition of these terms and inconsistency in their application.  It provides a detailed discussion of the Office of Management and Budget’s Directive 15  which governs current data collection on race and ethnicity.  This directive was not designed to define these concepts and thus there are difficulties presented in using the data to address health issues for minority groups.  A summary of presentations on the issues that must be addressed to provide better data, to define the concepts of race and ethnicity and a summary of workgroup discussions is presented.

Key Words:  race, ethnicity, epidemiology, disparities
CJ Foundation for SIDS. (1999, October 18).  Symposium on Minority Issues on SIDS: Highlights from the CJ Foundation Symposium on Minority Issues in SIDS.  Hackensack, NJ: Author.  Retrieved May 31, 2000 from the World Wide Web: http://www.cjsids.com

The article discusses the following at risk behaviors: 

· smoking and the effects of prenatal exposure to cigarette smoke;

· sleeping environment;
· infants sleeping in prone, face down position on very soft bedding;

· infants not sleeping face down but loose bedding covering the airway; and

· infants sleeping with head covered or total body covered.

It was reported that in 1999, in the United States, 13% of Caucasian babies are placed in the prone position; 21% of African American babies are placed in the prone position.

A series of studies related to SIDS and minority populations are included.

The Symposiums also addressed culturally competent grief counseling.  

Key Words: senior caregivers, smoking, SIDS, SIDS and sleeping environments
Davies, D. (1994).  Ethnicity and SIDS: What have we Learnt?  Early Human Development: 8, 215-220.

The article references and reviews earlier studies about the differences in SIDS rates among different ethnic groups living in the United Kingdom (UK).  The author proposes a number of explanations for such differences including differences in the care giving environment, in child care practices and in physiology among ethnic groups that might account for the differing SIDS rates.  The author posits an interaction among these factors, but indicates that addressing childcare practices may be the most important way to impact SIDS rates.  Davies provides the perspective that cultural differences are not only risk factors, but can result in protective factors for infants.

Key Words: ethnicity, care practices, SIDS, cultural attitudes

Davies, D. (1994).  Ethnicity and the sudden infant death syndrome: An introduction. Early Human Development: 38, 139-144. 

The author notes that one aspect of the epidemiology of SIDS that is not fully explored is its association with ethnicity.  The author examines previous studies to identify why some ethnic groups with higher incidence of known risk factors for SIDS, have lower SIDS rates than other groups.  The author posed the following question in this article: could culturally associated infant care practices provide an important clue to sudden infant death?

Key Words: cultural, risk factors, ethnicity, race.

Davies D. and Gantley, M.  (1994).  Ethnicity and the aetiology of sudden infant death syndrome.  Archives of Disease in Childhood: 70, 349-353.

Despite the steady decline in sudden infant death syndrome, the article suggests that the investigation of SIDS needs to take place from a broader historical and geographical perspective.

Several studies are cited in the article that provide statistics on the incidence of SIDS in western Asian and European countries.  The article references two reports using data from the Office of Population Censuses and Surveys in the United Kingdom of the mother’s country of birth, which addressed ethnic differences in infant deaths in England and Wales between 1982 and 1985.  Infants of mothers born in Asian (India, Pakistan, and Bangladesh) countries, had lower occurrences of SIDS than those with mothers born in Britain and Ireland.

The author raises the question of “might culturally associated infant care practices provide an important clue to sudden infant death?”

The authors suggest that issues on the influences of lifestyles, care taking practices (such as sleep position) and babies never being left alone were being underestimated in favor of more “exotic and esoteric explanations” for the cause of SIDS.

Key Words: historical/geographical perspective, SIDS, ethnicity.

Farooqi, S. (1994).  Ethnic differences in infant care practices and in the incidence of sudden infant death syndrome in Birmingham.  Early Human Development: 38, 209-213.

In the United Kingdom (UK), the incidence of SIDS among Asian women is less than half that of whites.  This article focuses on the role of infant care practices and ethnic differences in the incidence of SIDS.

A questionnaire-based survey (with translation to Punjabi or Urdu) was conducted with 374 women.  Questions addressed infant care practices of the last born child and maternal practices during the first year of the child's life.  Of the 374 women surveyed, 46% were Asian and 54% were white.  

The results revealed marked differences in infant care practices between Asians and whites, such as the use of the supine sleeping position (Asian) versus the prone position (white).  However, Asian mothers in the UK and those who lived in the UK for longer periods of time tend to use the prone position, thus increasing the risk for SIDS. The authors noted that this study was conducted before the nationwide publicity addressing the risks associated with the prone sleeping position.

Asian infants live among extended families and sleep in the same room as their parents.  The author suggests that sleeping in the same room with the parents "encourages more synchronous arousals from sleep" and a reduction in the amount of time spent in deeper stages of sleep. It is suggested that the low incidence of SIDS among Asians in the UK may be attributable to the infant care practices noted.

Key Words: prone sleeping position, supine sleeping position, co-sleeping, SIDS, infant care practices

Fiscella, K., Franks, P., Gold, M. and Clancy, C. (2000).  Inequality in quality addressing socioeconomic, racial and ethnic disparities in healthcare.  JAMA: 283, 2579-2584.

The authors cite overwhelming documentation on the correlation between lower socioeconomic position and minority race/ethnicity.  The absence of reliable socioeconomic and racial ethnic data is a major obstacle to improving accountability in health care to minorities. The article describes the disparities in health care quality and discusses the inconsistencies in the gathering of data that would allow for monitoring and addressing the disparities in health care through organizational quality improvement.
Further, the article states that there has been minimal discussion about the inability of existing measures to identify socioeconomic and racial, ethnic disparities in quality.

Five principles for addressing disparities through modification in healthcare quality performance measures were proposed:

(1) disparities must be recognized as a significant problem 

(2) the collection of relevant and reliable data are needed to address disparities current data collection efforts are inadequate to identify

(3) socioeconomic position and race/ethnicity for public reporting should stratify performance measures.

(4) because the socioeconomic position and race/ethnicity of enrollees affect existing performance measures, population-wide performance measures should be adjusted for socioeconomic position and race/ethnicity; and 

(5) an approach to disparities should account for the relationships between both socioeconomic position and race/ethnicity and morbidity.

Also cited were challenges to implementing the proposals, i.e., leadership; absence of relevant demographic data; privacy and data collection concerns, misuse of data; and health care organizational inertia and resistance.

Key Words: data, health disparities

Gantley M. (1994).  Ethnicity and the sudden infant death syndrome: Anthropological perspectives.  Early Human Development: 38, 203-208.

The author discusses two sets of data on infant caring practices among: 1) Bangladeshi and Welsh families in Cardiff and 2) among Maori and white families in New Zealand to understand disparate rates of SIDS in different populations.

Several contrast were drawn between the Bangladeshi and Welsh families. Bangladeshi families had lower rates of SIDS. The practices in Bangladeshi families of extended family living, children sleeping in the parents’ rooms and practices where babies were never left alone were contrasted to practices in Welsh families whose households were smaller, with mothers who experienced isolation and set sleep and independent time for infants.  Bangladeshi placed their babies to sleep in their backs while Welsh families placed their babies on their stomachs.  Bangladeshi women rarely smoked and smoking was more common in Welsh women.  The author concluded that “the sensory environment of the Bangladeshi infant is qualitatively different from that of a white infant.”

The second set of data addressed the Maori population in New Zealand.  SIDS rates in the Maori population have fallen at a much slower pace than the white population.  Advice to Maorians to place infants to sleep on their stomachs and to bottle feed instead of breastfeeding came from whites – and is seen as an “expansion of western values on indigenous people.”  The article looked at different cultures, beliefs and practices and the impact of white western culture on infant care practices. 

Key Words:  SIDS, ethnicity, anthropology, co-sleeping, sensory environment

Gates-William, J., Jackson M., Jenkins-Monroe, V. and Williams, L. (1992, September). Cross-cultural medicine – A decade later: The business of preventing African American infant mortality.  Western Journal of Medicine: 157, 350-356.

The authors note that the recent improvement in infant mortality for African Americans is due in large part to neo-natal technology and not to major successes in preventing low birth weights.  The rates of low birth weight and infant death in African American women is twice the rate of women from other ethnic groups. 

 The authors provide a structured review of studies related to preventing infant mortality in African Americans from 1978-1990.  Three types of studies are reviewed. The first, epidemiologic studies, are critiqued by the authors as too frequently reporting on risk factors as problems or defects in the populations who have a high incidence of them. The second type of study, promoting prenatal care, is also critiqued for being unable to show that prenatal care alone can impact low birthweight and infant mortality for African American women.  Finally, ethnomedical studies have too often looked at cultural differences as the source of beliefs that impede good health care and outcomes.  

The authors propose that the focus may need to shift from changing the mothers and their behaviors to changing the systems that serve them and the society within which they live.

Key Words: infant mortality, ethnomedical research, culture of poverty 

Gonzalez-Calvo, J., Jackson, J., Hansford, C. and Woodman, C.  (1998, November).  Psychosocial factors and birth outcome: African American women in case management. Journal of Health Care for the Poor and Underserved: 9, 395-419.

The article explores the relationship between psychosocial risk factors and birth outcomes among African American women.  The article refers to a Centers for Disease Control (CDC) report that states that the gap (the racial disparity in birth outcomes) was possibly due in part to "non-medical risk factors, stress, lack of social support, inadequate coping mechanisms and environmental factors."  Some environmental factors listed included poverty, racism, violence, residential segregation and community disempowerment.

The authors provide a useful paradigm shift for the focus of research on improving birth outcomes for African American women.  Rather than studying only medical issues, access to care and physiological risk factors, studies should focus on psychosocial and societal factors.

The article also provides preliminary results from a study of the relationship between culturally competent and psychosocially focused case management on birth outcomes for a group of high risk African American pregnant women. Previous literature has indicated that case management and home visiting have contributed to the reduction of perinatal risk and ensuring healthy infants among low-income, high-risk women.  The authors also note that "culturally competent case management avoids revictimization of the client."

Key Words: risk factors, infant mortality, infant morbidity

Grant Makers in Health. (1998).  Eliminating racial and ethnic disparities in health: A chart book. Washington, DC: Author.

This book of charts was compiled for a conference entitled “Call to Action: Eliminating Racial and Ethnic Disparities in Health”.  Data are reported on racial and ethnic disparities in six health areas.  One of the health areas is infant mortality, including disparities in risk factors.

Among the charts with the infant mortality section is one on SIDS mortality rates by race and ethnicity.

Key words: racial and ethnic disparities, health areas, SIDS

Hahn, R., Mulinare, J. and Teutsch, S. (1992).  Inconsistencies in coding of race and ethnicity between birth and death in U.S. infants: A new look at infant morality, 1983 through 1985.  JAMA: 267.2, 259-263.

The article addresses the inconsistencies of racial and ethnic classification in the United States by comparing the coding of race and ethnicity at birth and at death for infants born from 1983 through 1985. 

After reviewing the data available for the specified period, there were inconsistent racial classification in 3.7% of infants, who died in that period and whose records were linked to birth certificates.  Inconsistency in coding was lowest for whites (1.2%), greater for blacks (4.3%) and greatest for races other than black or white (43.2%)

The results of their study indicate problems in the classification of race and ethnicity at death and recommend the need to reconsider definitions / procedures used for race and ethnic origin in federal health statistics.

Key Words: race, ethnicity, classification

The Henry J. Kaiser Family Foundation. (1999).  A synthesis of the literature: Racial and ethnic differences in access to medical care.  Atlanta, GA: Morehouse Medical Treatment and Effectiveness Center.

The paper describes the review of literature on racial and ethnic differences in health and human services from 1985 to 1999. The author chose 1985 as a point to begin the literature review concurrent with the release of the Report of the Secretary’s Task Force on Black and Minority Health conducted by the Department of Health and Human Services.  The Task Force was assembled to study the health status of African Americans, Hispanics, Native Americans, and Asian Americans, their access to and utilization of the health care systems and factors that contribute to disparities in health status between minority and majority populations. The report listed high mortality rates and identified six causes. Among the listing was infant mortality.

According to the review, disparities in health outcomes noted in the Task Force continue as well as racial and ethnic gaps in prenatal care.  The authors caution interpretation of the literature due to limitations in the data, “inaccuracies in coding” and omission of race data in a large number of cases.

The article ends with recommendations for future research in general and specific disease/service areas.  One of the recommendations under maternal and child health is that studies should identify “social and cultural determinants of early initiation of prenatal care, especially among low-income women that would improve the effectiveness of intervention programs.”

Key Words: culture, disparities, and minority health concerns 

Hilder, A. (1994). Ethnic differences in the sudden infant death syndrome: What we can learn from immigrants to the UK. Early Human Development: 38, 143-149.

The article compared the potential effect of maternal and birth factors on rates of SIDS in infants born to mothers of six ethnic groups.  The study was conducted using data in 3 East London, England Districts with a high proportion of births to immigrant mothers of babies born in 1989-90.  The birth data was matched to death registration records and mortality rates were calculated. Maternal and birth factors examined were: maternal age and parity, infant sex, birth weigh and gestation at birth and reported use of cigarettes, alcohol, and a lack of social support. 

The study sample was 39,1000 births to mothers of Anglo-European, Bangladeshi, Indian, Pakistani, West Indian and African Origin.  The largest of the ethic groups were Anglo-European and Bangladeshi. The study confirmed the findings of the low rates of SIDS among Bangladeshi and Indian infants. The study also linked maternal smoking with higher SIDS mortality.  

The article noted that recent immigrants brought up in their country of origin were more likely to maintain cultural patterns of country of origin than those of subsequent generations.  Secondly, the United Kingdom (UK) uses country of birth “as a proxy for ethnicity available from birth registration data” which is an inaccurate marker “as the generation born in the UK reaches child bearing age.”

Key Words: infant mortality, SIDS, ethnicity

Indian Health Service, U.S. Department of Health and Human Services.  (1999).  Regional Differences in Indian Health 1998-99.  Rockville, MD: Author.

The Department of Health and Human Services, Indian Health Service has the responsibility for providing comprehensive health services to American Indian and Alaska Natives.  This book is a collection of charts and tables describing the health status of American Indians and Alaska Natives.  There are five major categories presented in the charts.  One of the categories is Natality and Infant/Maternal Mortality Statistics.

Key Words: infant mortality, American Indian, Alaskan Native
James, SA.  (1993, March).  Racial and ethnic differences in infant mortality and low birth weights: A physiological critique. Annals of Epidemiology, 3(2), 130-136. Ann Arbor, MI: School of Public Health University of Michigan.

The health problems of racial disparities in infant mortality and low-birth weight among African American, Mexican American and non-Hispanic whites are discussed.  The author presents a conceptual model of the connections between social, cultural and economic realities of racial and ethnic minority women and specific behavioral risk factors for infant mortality and low birth weight.  

According to the author, data about racial and ethnic disparities “may help us to begin thinking in new ways about the psychosocial significance of race and ethnic minority status as determinants of birth outcomes.”  The author’s literature review suggest that Mexican American women with a predominantly Mexican cultural orientation were less likely to give birth to a low birth weight child than Mexican American women with US cultural orientations.  The question is raised about the psychological benefits from maintaining contact with cultural identity by preserving symbols of their native culture.

The article concludes that new conceptual models are needed to guide research.  The research community has focused on factors such as marital status, alcohol, smoking and drug use and not on “structural" (economic and cultural) factors.  The author suggests that not only the current life circumstances of ethnic groups should be considered, but conceptual frameworks must also include socioeconomic and cultural histories.

Key Words:  race, low birth weight, infant mortality, acculturation

Krieger, K., Rowley, D., Herman, A., Avery, B. and Phillips, M. (1993)  Racism, sexism, and social class: Implications for studies of health, disease, and well-being. American Journal of Preventive Medicine, 9(6 Suppl):82-122.

This article examines, in detail, factors associated with the excess rates of low birthweight and infant mortality among children born to black women.  It examines two paradoxes.  First, black women, no matter what their socioeconomic and education levels have higher rates of low birthweight and infant mortality.  Second, Mexican American women who are at lower socioeconomic and educational levels than black women have birth outcomes and infant mortality rates similar to those of white women.

The article offers a thoughtful critique of approaches to studying racism, sexism and social class in relation to health. The authors note limitations in the literature addressing racism. The first problem they note is the tendency to assume that if one controls for socioeconomic status, one can then compare different racial groups as comparable, without consideration that the same factors have differential effects when issues such as racism are included in the analysis. Second, very few studies have addressed the non-economic aspects of racism.  Third, there has been a lack of research that studies the within group variations of diverse racial and ethnic groups.  Finally, few studies look at the gender specific aspects of racism, which are key when addressing infant mortality issues. The authors provide an extensive review of the literature in relation to these limitations and recommend that future research address the following:

· Develop descriptive data and effective measures of social class

· Include contextual analysis at the individual and community levels

· Develop and validate methodologies to measure components of discrimination, oppressions and internalized oppression 

· Focus on protective factors

· Ask why versus how questions of disease causation and prevention.
Key Words:  racism, health disparities, low birth weight, infant mortality

Lawson, L.  (1990, March/April).  Culturally sensitive support for grieving parents.  Maternal Child Nursing, 76-79.

The article discusses the ways in which cultural beliefs of Native Americans, Mexican Americans, and Southeast Asians affect individuals grieving following the death of their infant to Sudden Infant Death Syndrome.  Grief support needs to be tailored to meet the specific needs of families along with an understanding and acceptance of how culture and tradition influence the grieving process.

The author discusses cultural influences on how members of a family grieve, i.e., “the meaning” death has for the group; and the families expectations of health professionals during death and periods of grief.  A section on cultural assessment provides information on the importance of first exploring one’s own attitudes about grief. One must separate his/her values and expectations about death from how one provides care to parents from other cultures.

The article provides information on the cultural characteristics of Native Americans, Mexican Americans and Southeast Asians on family life, religion and healing, death and grief and interaction with health professionals.

Key Words: cultural beliefs and grief, cultural tradition

Magana, A. and Clark, N. (1995).  Examining a paradox: Does religiosity contribute to positive birth outcomes in Mexican-American populations?  Health Education Quarterly: 22, 96-109.

The article is a review of the literature regarding Latino health indicators and the paradox that exists. In Latino populations there are lower rates of low birth weight babies born, lower rates of infant mortality and generally lower mortality rates for some chronic illnesses than other minority populations, in spite of the lower social economic status. 

Researchers have used race, class and social economic status to predict health status of minorities, but are now beginning to look at the relevancy of psychological factors and culture. 

The article discusses how religion and spiritually may be a  protective factor for  Latinas in the pre and antenatal periods.  These factors may translate into health-related attitudes and behaviors.  Behaviors and actions that are derived from the particular religion’s norms  play a protective role.  The authors state that religion and religiosity decline with acculturation.  Further, the authors suggest a lack of understanding of cultural differences and similarities in Hispanics/Latinos can result in “faulty or simplistic hypotheses and findings.”

Key Words: low birth weight, infant mortality rates, culture, acculturation, and religion

Mathews, T., Curtin, S. and MacDoman, M. (2000).  Infant mortality statistics from the 1998 period linked birth/infant death data set.  National Vital Statistics Reports, 48, 12.

This report presents infant mortality statistics from 1998.  Infant mortality rate were lowest (per 1000) for infants born to Cuban mothers (3.6) and highest (13.8) for babies born to black mothers.  Infant mortality rates were higher for male infants, multiple births and premature babies.  There were also considerable variations in the cause specific mortality rates by race and Hispanic origin. 

The infant mortality data was gathered from information on the death certificate, which was linked to information on the birth certificate for infants who died under one year of age.  The linkage in the information (to the birth certificate) provides access to variables to conduct a more detailed analysis.  The report provides analysis of infant mortality rates by race, origin of mothers, state and selected infant and maternal characteristics.

Key Words: infant mortality, birth weigh, maternal characteristics

Mitchell, E. and Mitchell, S. (1994).  Observations on ethnic differences in SIDS mortality in New Zealand. Early Human Development: 38, 151-157.

This article addresses two questions: How should ethnicity be defined – by biological or cultural criteria?  Why is SIDS rate higher in the Maori population – because of different risk factors or because of a higher prevalence of common risk factors?

The focus of the article is on how inconsistencies in coding of race and ethnic impact on ethnic specific infant mortality rates.  According to the authors, New Zealand has historically defined an individual’s ethnicity based on biological criteria.  There is a lack of concordance in the birth records between the biological definition and the self–designation.   The authors suggest that interventions to improve health status can be more successful if they address lifestyle risk factors within particular cultures with which people self-identify. The use of a biological definition underestimates the number of Maori infants as compared to a cultural definition. “The differences in SIDS mortality appear to be explained by differences in prevalence of known risk factors i.e., prone sleeping position, maternal smoking, lack of breast feeding and bed sharing, are culturally determined rather than biologically”.

Key Words: SIDS, cultural definition, Maori, risk factors.

 Palmer, P. (1999).  The impact of SIDS on inner city African American mothers.  Horizons: 2, 5.

The article addresses a recent study on the impact of SIDS on inner city African American mothers.  There were similarities to other mothers who participated in previous studies, i.e., “periods of intense distress upon the loss of their child characterized by various emotional and physical manifestations of anxiety and depression, self-blame and marked ability to carry out their daily routine….”  However, there were also issues unique to the African American group.  One issue that occurred in all of the members of this particular study was troubled interpersonal relationships with the baby’s father and /or a significant family member before and after the baby died.  Half of the mothers in the group reported from one to five family member deaths within a year of their child’s death.  Most stated that they didn’t have a high level of social support.

The article states that the loss of a child may be equally devastating to all mothers, however the manner in which the loss is manifested and treated varies.

Key Words: grief, bereavement, SIDS, non-juried publication

Peterson S. and Wailoo M. (1994).  Interactions between infant care practices and physiological development in Asian infants. Early Human Development: 38, 181-186.

This article discusses the interactions between infant care practices and infant physiology as a possible explanation for lower SIDS rate in the Asian population. The author conducted a study to look at the relationships between the development of daily rhythms of body temperature and risk factors for SIDS.  Based on the findings of the study, Asian babies “developed mature body temperatures later, often associated with a reduced birth weigh and other factors previously considered to increase the risks of SIDS.  The author concluded that the studies did not reveal any physiological difference, which would determine the low SIDS rate, or low vulnerability. It is also suggested that further research on the interactions between infant physiology and infant care practices may be warranted.

Key Words: SIDS, Asian, body temperature

Principe, G.  (1997, May)  Racial differences in risk factors for Sudden Infant Death Syndrome: A case-control study in North Carolina. State Center for Health Statistics Study No. 105. Raleigh, NC: Department of Environment, Health and Natural Resources.
In order to investigate the elevated rate of Sudden Infant Death Syndrome (SIDS) among black infants compared with white, a case control study was conducted using 1990-1994 North Carolina birth cohort vital statistics data.  Results of the analysis showed that after adjustment of all measured risk factors, the higher risk for black infants disappears.  The authors suggest that these findings indicate that the higher incidence of SIDS for black infants is related to the higher incidence of risk factors.  Maternal smoking during pregnancy, low birth weight, inadequate prenatal care and low maternal education were significantly associated with SIDS for mothers and infants of both races.
Key Words: race, disparities, Sudden Infant Death Syndrome

Sanders–Phillips, K. and Davis, S.  (1998, February). Improving prenatal care services for low-income African American women and infants.  Journal of Health Care for the Poor and Underserved: 1, 14-29.
Factors influencing the access to and the use of prenatal care along with strategies for increasing the use of prenatal care among African American women and infants are discussed.

The article presents data on the disparity, compared with other groups, of low birth weight infants; pre-existing and pregnancy related medical conditions: preterm delivery; and barriers to prenatal care among low-income African American women.  In addition to personal psychological and socioeconomic barriers, the articles discuss the barriers of discrimination against minority groups and the subsequent loss of cultural identity and traditional support systems as minority groups adopt the lifestyle of the dominant culture.  

The following is a sample of the suggestions offered for modifications to the present system of prenatal care for women and direction for future research:

1. Care for women of childbearing age must begin at the preconception stage.

2. Primary emphasis in prenatal care should be placed on determining the psychological needs of a woman and her family, and appropriate interventions should be provided.

3. There must be recognition and acknowledgement that outcomes of women and their infants cannot improve in the absence of support provided subsequent to the birth of the baby.

Key words: prenatal care, African American, women, low birth weight

Saraiya, M., Seranescu, F., Rochat, R., Berg, C. Iyasu, S. and Gargiullo, P. (1998).  Trends and predictors of infant sleep positions in Georgia, 1990-1995. Pediatrics: 102(3):E33.
In order to evaluate trends in the prevalence of prone sleep position in Georgia from 1990-1995, the authors analyzed data from the Georgia Women’s Health Survey.  This survey is a random digit-dialed phone survey of 3130 women between the ages of 15 and 44.  They examined the usual sleep position women used during the first two months of life of their most recent live birth.  The overall prevalence of mothers using the prone sleep position decreased over the five year period from 49% to 15%.  Prone sleeping position was higher among women who entered prenatal care late, were black, had less than a high school education and were living in rural Georgia.  The authors note that increased efforts should be made to target groups who are more likely to use the prone position to reduce risk of SIDS.

Key Words:  Sudden Infant Death Syndrome, sleep position, risk factors, disparities
Shaefer, J. (1999). When an infant dies: Cross-cultural expressions of grief and loss.  National Fetal Infant Mortality Review Program Bulletin, from the Third National Conference of the National Fetal and Infant Mortality Review Program.
The Bulletin is a compilation of a panel presentation of the Third National Conference of the National Fetal and Infant Mortality Review Program, which convened July 16–18, 1998.  Cultural traditions of grieving the loss of an infant in Latino, African American, North American “tribal” and Muslim families are discussed.  The article provides various lists and strategies that health care providers can use to begin providing culturally competent supports to families.  However, the articles also stress the importance of each family’s uniqueness, customs and traditions and that loss of an infant affects individuals differently.
Some highlights/lists included in the article were:

· key factors affecting grief response; 

· culturally competent supports;

· A continuum of cultural competence (Model of ethosensitivity from denial to cultural integration);

· questions providers can ask to assist the bereaved; and

· a list of resources for providers who work with families from diverse cultures.

Key Words: grief, bereavement, customs, traditions, non-juried publication, cultural competence

Smyth, M., Milberger, S., LeRoy, B., and Harrison, S. (2000).  A Three-phase Study to Better Understand the Incidence of SIDS in Detroit and Wayne County, Michigan.  Detroit, MI: Developmental Disabilities Institute, Wayne State University.
This one-year, three phase study was designed to specifically study the incidence of Sudden Infant Death Syndrome (SIDS) in Detroit and Wayne County, MI.  Utilizing a case control research design for a comprehensive review of birth and death certificates for infants born between 1990 and1996, the authors then used a geomapping approach to identify which neighborhoods were at particularly high risk for SIDS.  In addition, they studied the risk factors involved for the families who has a SIDS death in comparison with the controls.  Finally, they conducted in depth interviews with ten families who experienced a SIDS death to gather more detailed information about post natal risk factors including sleep position and  knowledge of SIDS before their child’s death.  The study is an important contribution in terms of providing a local public health surveillance methodology that can be used to develop community-based, culturally competent approaches to specific groups at higher risk for SIDS.

Key Words:  Sudden Infant Death Syndrome, risk factors, epidemiology

Thearle, M.J., Vance, J.C. and Najman, J.M. (1995).  Church attendance, religious affiliation and parental responses to sudden infant death, neonatal death and stillbirth. Omega, 31 (1), 51-58.
The article examined the impact of Sudden Infant Death Syndrome (SIDS) Neonatal Death (NND) or still birth (SB) on church other attendance and the association between these variables and the levels of anxiety and depression produced by the loss.  

Between 1985 – 1988 a study was conducted in Greenland, Australia to examine the emotional health of parents after SIDS, NND or SB.  The study consisted of individuals of white European, Asian and Australian origins.  The families who lost a child to SIDS, NND, and SB were compared to a control group with families who had not experienced a loss but had a live born child. A home interview was conducted two months after the death of an infant. The questionnaire was administered separately to mothers and fathers with questions on psychological symptoms and religious practices; e.g., What religion are you? How often do you go to church?  How often have you been to church in the last month?

The belief that religion offers consolation and the bereaved “turn to God” as reflected in Church attendance was not confirmed. However, the study results suggest that the bereaved who attend church regularly have less anxiety and depression than non-church goers, or those who attend church on an irregular basis.

Key Words: SIDS, neonatal death, stillborn, religious affiliation

Vance, J., Boyle, F., Najman J. and Thearle, J. (1995).  Gender differences in parental psychological distress following prenatal death or sudden infant death syndrome.  British Journal of Psychiatry: 167, 806-811.
Family members react differently to the death of a family member due to SIDS, neonatal death (NND) or still birth (SB).  The authors conducted a study (1985-88) with a sample consisting of bereaved families, who had experienced SIDS, NND or SB, along with control families who had a live born infant of the same sex, born at the same time, in the same hospital,  and matched by health insurance status.  The study describes findings at various intervals (2, 8, 15 and 30 months) during the 30-month post loss period.

The findings revealed that females responses are longer lasting and bereaved mothers showed significantly more anxiety and depression at all intervals.  For bereaved fathers, anxiety and depression levels were significantly different from the control at 2 months and heavy alcohol use was significant at 2 and 30 months.

 Key Word: bereavement, anxiety, depression, gender differences
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RESOURCE BANK & LITERATURE REVIEW CRITERIA

National Center For Cultural Competence

Sudden Infant Death Syndrome & Other Infant Death Project (SIDS/ID)

Georgetown University Child Development Center

University Center for Excellence in Developmental Disabilities 

Resource Bank & Literature Review Criteria
The following listing includes criteria for the inclusion and exclusion of documents, resources and other materials for the resource bank and for literature review as they relate to SIDS/ID.

· Priority is placed on including documents and other materials that specifically focus on cultural competence theory, principles, structures and practices.

· An emphasis is placed on including publications and other materials that specifically address disparities in infant mortality and SIDS/ID rates for specific racial or ethnic groups. This may include ethnic specific or population based data.

· An emphasis is placed on including those materials and information which increase awareness of and provide insight on successfully: delivering public health education and relevant massages; understanding and providing services related to grief and bereavement; and developing family support approaches for diverse racial, ethnic, cultural and linguistic groups.

· An emphasis is placed on including information that is accurate, factual and of potential interest to consumers receiving services from HRSA/MCHB/SIDS-ID funded programs.   

· An emphasis is placed on including those materials and resources that describe approaches for addressing discrimination, bias and racism in health and human service agencies.

· Documents and other materials that are more than ten years old, with the exception of classic publications related to cultural competence theory, constructs and frameworks will be excluded. 

· Adaptations of original works will generally be excluded unless new knowledge is presented, if there are practical applications relevant to:  the Maternal and Child Health Bureau (MCHB) performance goals; the Health Resources and Services Administration (HRSA) 100% Access and Zero Disparities campaign; or if the new format makes the material more accessible to the community (e.g. literacy level, translation, etc.)

· Materials with graphics which do not accurately or realistically depict racial, ethnic, and cultural groups will be excluded.
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