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Abstract:

Getting communities healthy is a major challenge facing Indian Country. Tribes and organizations that serve Indian people have struggled to alleviate disproportionate rates of health-related problems, both on the reservation and in urban areas. This case study introduces students to the ways health concerns of Native women are inextricably tied to colonialism, particularly in the area of prenatal and well-child care. Tribal health clinics working closely with community organizations can provide a promising way to improve Native women’s health and empower tribes. Students will analyze a fictional meeting in which several characters identify health disparities and envision ways to work more closely together. They then critically evaluate possible outcomes of the meeting including challenges and successes, and suggest areas for further research. 

Grace is a new women’s health nurse practitioner at the tribal clinic. Getting ready for an important meeting, she reflects on how excited she is to be back home and working for her Tribe, particularly since she has spent a great deal of time away from her community because of her schooling. She feels a bit disconnected and doesn’t really know many people very well. Already she feels overwhelmed. 

There are few comprehensive reviews of Native women’s health, so Grace was a little unprepared for some of the health problems she has seen in the clinic. The statistics for Native Americans of both genders generally illustrate higher rates of death than for the general population in many areas, particularly diabetes and cardiovascular disease. When gender is taken into account, the differences between Native Americans and the general population are even more stark. Native women are second only to African American women in terms of death rates due to homicide and drug abuse. The infant mortality rate for Natives residing within the 35 state Indian Health Service (IHS) areas is 22% higher than the overall U.S. rate (9.3 vs. 7.6 per 1000 live births). Factors related to this increased mortality include Native women’s lower rates of prenatal care in the first trimester (18% lower than for all races combined), higher rates of alcohol consumption during pregnancy (3 times higher than for all races combined), and higher rates of tobacco use during pregnancy (1.5 times higher than for all races combined) (Walters and Simoni, 2002). 

A significant challenge for Grace has been in reconciling her Western medical training with tribal people’s different ideas of health. Western medicine today typically concentrates on defining and treating illness, disease, and pathology. “Health” for many American medical professionals is defined by the absence of these deviances from a normal or efficient condition. “Health” for Native Americans, in contrast, is often dependent on the harmony of many different factors: the individual, family, landscape, spirituality, politics, and culture. 

In her short time back, Grace has learned to patiently listen to the women she sees, for what others may dismiss as “just small talk” may uncover the interconnection between mind, body, and community in ways that illuminate her patient’s condition. This was made starkly clear to Grace with one early encounter she had with an elder patient. The woman talked about how she used to gather herbs with her grandmother, but how difficult it seemed to be for her own grandchildren to accompany her lately. They were missing experiencing the plants with all their senses: touch, smell, sight, taste, and hearing. The plants needed to be talked and listened to, the woman said. She worried that things were out of balance. Her youngest grandchild, age 7, she continued, had difficulties at school so the grandmother was going to make a more concerted effort to take her granddaughter to gather herbs. The elder was sure that this would help both the plants and her granddaughter. 

Something clicked in Grace’s mind.  The child the woman mentioned had been diagnosed with attention deficit/hyperactivity disorder (AD/HD). Recent studies have shown that children exposed to outdoor settings can concentrate for longer periods of time and that a range of AD/HD symptoms are reduced (Kuo and Taylor, 2004). This brief interaction underscored for Grace how interconnected things were and how she would think differently about how tribal people viewed health.

“Talk about things out of balance,” Grace thought to herself, as she tried to prepare the speakerphone for her meeting. “Some of the fish which we used to eat are now too polluted with mercury for pregnant women and children to safely eat more than a few times a week.” Grace is torn between adequately warning her patients but fears turning them away from the fish her people have traditionally relied on for centuries. Some studies have shown that the health benefits of fish clearly outweigh the dangers, and her people have typically relied on fish as the mainstay of a healthy diet. Balance! Well, her next meeting will deal with her main concern: prenatal care and well child care in the community, particularly with the high number of pregnant/mothering teens that she has seen. Grace has ideas about implementing programs that will help these women, but needs the help of others in the tribal community. 

A few weeks ago Grace scheduled this brainstorming meeting to include Dorothy Jones, Sofia Smith, and Charlotte Adams. They plan to meet in a conference room in the tribal clinic. At the last minute, Charlotte can’t make the meeting in person, but she is willing to be included in a conference call. This leads to increasingly desperate attempts on the part of Grace to get the speakerphone to work. In the meantime, her other two guests arrive.

Dorothy is the first to walk in the door. She is a tribal health care administrator who has been with the Tribe for over 20 years. Grace reports to her, though the relationship is more of an indirect supervision than a daily one. Dorothy is very knowledgeable about tribal issues as well as how to work with the state and federal government for grants. She has a great deal of experience working with IHS and has experience in administering federal programs for the Tribe: her Tribe maintains a 638 contract with the IHS through the Indian Self-Determination Act (P.L. 93-638).

Dorothy recollects that tribal health services have changed a lot since they relied mainly on the Indian Health Service (IHS) for direct delivery of services. Several types of relationships have evolved during her career in tribal health because of the unique relationship tribes have with the federal government. The IHS has provided health care to Indians in different ways.  Direct service delivery by the Bureau of Indian Affairs (BIA) was the oldest form of service provision. This came about through the minimal health services provided through the federal trust relationship and sometimes as a treaty right since the mid-nineteenth century by the BIA. The IHS was eventually created in 1955 to provide services through federally administered programs within what is now the U.S. Department of Health and Human Services. The IHS also runs urban Native health clinics, though they account for less than 1 per cent of the budget. 

A second method for providing health services came about under the Indian Self-Determination and Education Assistance Act of 1975 (ISDEAA) that began the process of  self-determination leading to government-to-government relationships in the 1990’s and beyond.  Under ISDEAA, tribes contracted with the IHS to actually transfer administrative control, operation, and funding to the tribe. This is called 638 contracting.  Dorothy remembers that change – it enabled her as a tribal member to get a job working for her Tribe in health care. Without contracting, healthcare professionals were mainly non-Indians who transferred in from other jobs across the country.  Even with self-determination there were still problems—funding was never enough and they did have to work with federal administrative regulations. But at least the Tribe had authority for local hiring and the methods of managing and administering programs.  

Dorothy also thought about the newer self-governance amendments.  She had heard that they strengthened self determination by having tribes assume full administration and operation of their own health services including the budget and participation in a negotiated rulemaking process. A 1988 amendment to the ISDEAA created the first “Tribal Self-Governance Demonstration Project.”  In 1992 amendments to the Indian Health Care Improvement Act of 1976 (IHCIA) extended the self-governance demonstration project to the IHS and its programs.  Then in 1994 the success of the self-governance project led Congress to create a permanent self-governance authority for tribes.  Finally, in 2000 Congress passed the “Tribal Self-Governance Amendments of 2000,” amending the ISDEAA, which specifically authorized the IHS to make the tribal self-governance program permanent. (PL 106-260) Dorothy didn’t know too much about this newer method of service delivery, but she thinks it might be a good alternative, and it seems to represent the trend of tribes taking over the administration of most federal programs for tribal health care.
 

Still, problems exist with tribal governments administering their health programs without adequate funding. Tribal governments who administer health programs tend to have more costs than the federal government, and appropriations from the federal government have not met the need. It is estimated that funding is less than 60% of the total need. (Holt) In fact, funding for health programs for Native people had plummeted in the late twentieth century and it does not look as though funds will meet the need in the near future.  In addition, urban health programs for Native Americans had been recently targeted for massive cuts or total elimination.
  Furthermore, funds are not distributed equitably among Indian Health Service regions, all leading to diminished access and quality of care. Nor do all Indians enjoy equal access to IHS services: federally approved competition for limited funds favors the large and the strong over the weak (Kunitz, 1996). Dorothy often struggles to administer the health programs in ways that meet the needs of her community, given the dwindling funds and narrowly defined programs of the federal government.

Feeling that she only understands a small fraction of the policies of the Indian Health Service, Grace is glad to have Dorothy, who brings years of experience and expertise in dealing with both the Tribal and federal governments, involved. 

Grace has also come across the compact alternative on her own.  She has learned from  a native healthcare professional from Alaska about the Self-Governance Program in the IHS that was authorized by Congress in 2000. She had checked it out on the Internet and found that many tribes have already moved to implement this new model. They negotiate  written compacts that set forth the terms of the relationship between the tribe and the Secretary of the Department of Health and Human Services that can only be amended by mutual agreement of the parties (Title 25 Chapter 14 Subchapter 11 Part E 45aaa-3).  The legislation shows how the negotiated self-governance compacts transfer the funding associated with programs, functions, services and activities assumed by the tribes from area and headquarters budgets directly to the tribal government.  What this means is the tribes have the money and the authority to develop their own health services and programs.  By  2006, there were 72 compacts and 93 funding agreements.  Overall, the number of tribes in the Tribal Self-Governance Program was 322.  (www.ihs.gov/NonMedicalPrograms/SelfGovernance).  Still with all these changes, Congress does not appropriate enough funds to cover the services offered.

Besides the Self-Governance alternative, Grace was intrigued by the work of Sofia, who is a midwife who moved to the community 7 years ago and is married to a local tribal member. She is enrolled in another tribe in the state, but has family in the local tribal community. Since she has been living in the community, she has founded a women’s health non-profit called The Women’s Place, as well as running a midwifery practice. Her group has been very involved in sex education efforts in the Tribal middle and high school, providing information about birth control and abstinence programs. She advocates for the recovery of traditional midwifery knowledge from Indigenous traditions as a way for healing. She is a proponent of breast feeding and home births. Sofia has been a vocal critic of the IHS because she views the agency at its worst as a tool of colonialism and genocide, but at the very least as a burdensome bureaucracy distanced from the people. From her conversations with Sofia and other women in the community, Grace has learned why Sofia was distrustful of the role the IHS had played historically in Native American communities.

Health care has reflected the colonized nature of the relationship of Native Americans to the United States. This is particularly true in the case of sterilization of Indian women without fully informed consent which occurred in 1960s-1970s, Sofia told Grace during one of their first meetings. The majority of Indians living on reservations were using the medical services of the IHS as their primary caregiver then. IHS began providing family planning services for Native Americans in 1965 under the authority of the Department of Health, Education, and Welfare, and the Public Health Service. IHS targeted American Indians for family planning in the 1970s because of their high birth rate. Family planning services typically provide a range of services, including information on birth control. Providing patients with information on contraceptives and helping them decide which one is right for them is a right that only works when the women and men are free to choose which contraceptive will work for their needs, particularly since sterilization is virtually irreversible. It soon became clear that the IHS was implementing troubling practices that were too widespread to be dismissed as anything but a structural, or systemic problem.

Because of concerns of both Native and non-Native patients, activists, doctors and hospital personnel, the Senate Interior Subcommittee on Indian Affairs requested the Government Accounting Office (GAO) to conduct an investigation on American Indian sterilization in 1975. A year later, the GAO released a report that did not verify that the IHS had performed coerced sterilizations, but it did state that the IHS had not followed the necessary regulations and that the informed consent forms did not adhere to standards set by the Department of Health, Education, and Welfare. Among the violations were sterilizations performed on women under the age of 21. The GAO could not find evidence that informed consent was presented orally to these patients (many of the forms just had a signature), and there was no statement on the form that the patients had to right to refuse sterilization procedures. These conclusions, while far short of what many activists were arguing, were nonetheless damning (Ralstin-Lewis, 2005).

Some have argued that the IHS sterilized between 25-50 percent of Native American women between 1970-1976 (Lawrence, 2000). The reasons given by doctors were often economic and social in nature and not medically warranted. Given the concerns over informed consent, this was a significant violation of trust on the part of medical practitioner to patient, not to mention the colonial implications of a society that routinely limits the ability of reproduction to those who are from certain racial, economic, or social groups. 

The legacy of distrust left by these policies has been profound. It led to many tribal communities asserting a more active critique of the top-down ways that federal government policies could be implemented. Family planning has also become a more sensitive issue for many tribal communities, fraught with historical trauma. In her own way, Grace has tried to focus on prenatal and well-child care as a way of contributing to the overall recovery of a community damaged by colonialism. There is ample evidence of the link between discrimination and poor health, particularly in the effects of psychological distress, depressive symptoms, anxiety, poor physical health, and high blood pressure. Recent evidence suggests that a combination of oppression and the chronic strains associated with multiple forms of discrimination may lead to more cumulative physical and mental health symptoms among people of color (Walters and Simoni, 2002). Sofia’s group has been active in trying to study the link of historical trauma and health outcomes as it relates to women’s health.

The final person invited to the meeting is Charlotte, a non-Native medical doctor and administrator with the federal government. She has ideas about implementing federal programs to lower the number of teenage births in the community and ways to expand the prenatal health programs. Charlotte is very interested in ways to better utilize the resources in the tribal community. Community-based public health interventions that target families have had success in many Native American communities (Teufel-Shone, et. al, 2005). Tribes have implemented programs in parenting skills and childcare, and have made it a priority that health clinics offer prenatal and well-child preventive care. In addition, some tribal communities have sought to reclaim and restore traditional knowledge of health practices to the community by identifying individuals who hold that knowledge and supporting the training of others. Western medical care has also come to embrace some of what used to be called “alternative medicine” only a few years ago and is now studying the efficacy of herbs, the mind-body connection, and the effect the physical environment has on individuals. All of this means there is an opportunity to work more closely with tribes, Charlotte thinks, even though she hasn’t been able to facilitate this yet. 

Grace has had some concerns about how best to use the federal programs. She agrees with Charlotte that community-based public health organizations can be used to alleviate health concerns, but goes a step farther than Charlotte. Grace also thinks that tribal organizations, whether they are funded by the tribe or not, can be used to empower the people as a whole. For many tribes, negative health outcomes are not alleviated when they merely administer health programs that are designed by outsiders, such as the federal government. Yet this is the model in which the federal government typically implements health program on tribal reservations as well as in urban communities with high Native American populations. Though these programs may be well intentioned and work well in mainstream communities, it less certain whether programs designed and administered in a top-down fashion, without significant input by the community, are of much use to tribal communities. For many Native people, who have been historically displaced by colonialism and had their control over their own affairs limited or taken away from them, this lack of control can be further dispiriting. Further, for tribal communities, many of which rely on historical and cultural collective processes, Western medicine’s focus on the individual may not address the root of the health problem. What is important from a tribal mental health or public health perspective is collective agency – the community doing the work themselves, from designing the public health approach to its implementation (Kral and Idlout, 2006).  Of course, that is why the Self-Governance compacts are becoming more popular because they allow tribes to design their own healthcare programs without the top-down designations or budgetary restrictions of the direct delivery programs. Grace is very concerned, however, that these tribal programs are not adequately funded and that the tribes must assume part of the costs.

Grace expects Sofia to provide a critique of top-down knowledge transfer from governments and agencies to communities. She has heard Sofia argue that knowledge based on this type of transfer from outsider to tribe is historically and experientially incongruent. It excludes local knowledge. However, Grace has found Dorothy to be a moderating voice because she believes the federal government has resources (both financial and intellectual) that their Tribe can take advantage of. So the challenge for Grace has become, how do you make sure that local knowledge is validated and affirmed? She is keenly aware of the importance of knowledge transfer going in the other direction. Of course, self-determination at the community level is not simple. Internal disagreements about specific goals, people, and methods occur. But in many tribal communities there is a focus on sustaining community-developed action over time. The tool for community wellness lies in respecting and listening to the collective wisdom of the community. With all this in mind, Grace starts the meeting.

MEETING:

A little flustered because of technical problems with the telephone call (and because the room that they were originally supposed to be in was double-booked), Grace starts the meeting. “Okay, everyone, I’d like to thank you for coming to the meeting. I have lots of ideas and I know you have ideas, so I thought if we all came together we could come up with some great things. Dr. Adams, thank you especially for putting up with the telephone equipment problems.”

“No, problem,” comes Dr. Charlotte Adams’ disembodied voice from the speakerphone. “I’m really interested in letting you know more about our teenage abstinence program and well baby care program.”

“I’d just like to say that I have known Dr. Adams since she gave me information on federal funding for training tribal members in the health care profession over 7 years ago,” Grace says. “You know Dorothy, of course, and Sofia is here from The Women’s Place.”

“Dr. Adams. We’ve never actually met.” Sofia smiles.

“No, but I’ve heard of your work and have been really interested in it. Please, call me Charlotte,” she says. “And yes, Dorothy and I have worked on several grants for over the past years.

“Well, you’ve all read my initial thoughts on what I’m seeing as areas of concern in prenatal care and well-child care.” Grace begins. “Native American women are less likely than the dominant population to have regular prenatal care and that may be a partial reason why the infant mortality rate is 22% higher. I’ve been concerned that I haven’t seen as many of the women as regularly as I thought I would, given that prenatal care is routinely covered under tribal health care.”

“I’m not sure that’s really the definition of the problem, Grace,” Sofia breaks in. “In most cases, normal pregnancy progresses very well without overt medical intervention. What women need are support and places to talk about issues with trained people in a culturally appropriate environment. That’s what we do at The Women’s Place.”

“But we have a large number of women who don’t go to either place, the tribal clinic or The Women’s Place. Shouldn’t we be concerned about getting them to go somewhere?” Dorothy asks. “Our incidence of miscarriage and stillbirths is higher than the area non-Native community in the state. That’s what I think we need to focus on. I’d also prefer that they go to the tribal clinic, given those statistics.”

“But prenatal care has been made more available to women from a variety of racial, cultural, and class backgrounds and still the infant mortality rate is higher in many Native communities,” Sofia argued. “A study that some people are working on for the Seattle Indian Health Board is looking at the ways racism affects the miscarriage rate of Native women, for example. It’s had to see why women are not participating and whether it’s because of lack of access to medical care, or knowledge, or something else. They may not need the clinic.” 

“Of course, you’d say that. You advocate for home births. I think it’s easier for women to go to the tribal health care center or local hospital,” Dorothy says.

“Uh, what do you think, Dr. Adams – I mean, Charlotte,” Grace says. “I think both Dorothy and Sofia have good points.”

“Well…we do have a federal program especially for teens that provides funding for a drop-in clinic of some sort. Once a month, you can bring in your baby to get checked or, if you are pregnant we can provide someone who will do a weight check, vitals, give you some info on nutrition, that sort of thing. We had some success in an immigrant Latino community downstate with that program last year. The medical staff that took part found that it really helped them connect with the women and they had a better sense of what was happening with the women and children.”

“But we tried something similar three years ago, don’t you remember?” Dorothy asks. “We had very low attendance, and the ones who did come tended to already be coming to the tribal clinic anyway. Tribal health administrators cut that program because of what they felt was that duplication of services.”

“Oh, right,” Charlotte said. “I’ve got so many women of color health organizations that I work with, it’s hard to remember.”

“We do that sort of thing at the Women’s Place,” Sofia said. “Sometimes we get lots of people in. But also, I think you have to realize that a number of women still associate the federal government and IHS with colonial policies, particularly forced sterilization. It wasn’t so many years ago that doctors were telling Native women that they shouldn’t have children because they weren’t educated enough, rich enough, or they already had too many children. So I can see why some women avoid the tribal health clinic.”

“You have a point, Sofia,” Dorothy said thoughtfully. “But I don’t know how many women think about it explicitly in that way. But,” she says before Sofia can argue against that, “one thing I’ve been really intrigued by is your group’s community involvement. I see you at all the festivals and powwows and health fairs and whatnot. You go into the schools if needed. I wonder if there’s a way we can use your knowledge of that to our benefit. We might be able to access federal funding for something with like that, right Charlotte?” 

“Yes,” Charlotte said. “Although it would have to have a tribal health clinic component to be considered.”

“That’s what’s always stopped us before because we aren’t, strictly speaking, a tribal health organization,” Sofia said. “Our group also goes into Metro City to work with tribal women there. We have a large number of tribal people in urban areas that we would like to reach, even though Metro City is an hour and a half away.”

“Maybe we could link together somehow,” Grace said, excited again. “I think that sounds promising.”

“I’d just like to make sure that The Women’s Place is not taken over by the Tribal health clinic. We’ve worked really hard to make it non-political, and not just seen as an arm of the tribe, but as a place for tribal women in this community. It’s for them and the community.” Sofia said.

“But you’re missing out on some funding and resources they can offer. My main concern is that we reach the broadest number of people and make the program work for the Tribe,” Dorothy answered.

“You both just said the same thing,’ Grace said. “ And I agree. I want this to be an effort for the tribal community. Let’s start thinking of some ways to do that.”
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Websites 

“Facts on Indian Health Disparities”

http://info.ihs.gov/Files/DisparitiesFacts-Jan2006.pdf
 “Natality and Infant/Mortality Statistics” (Chart 3.8 and Table 3.8)

http://www.ihs.gov/PublicInfo/Publications/trends98/front.pdf
 “The Health of Seattle Women”

http://www.seattle.gov/womenscommission/Documents/SeattleWomenDataSummary2005.pdf 

� Copyright held by The Evergreen State College.  Please use appropriate attribution when using and quoting this case. For further information on the Native Cases Project see � HYPERLINK "www.evergreen.edu/tribal/cases" ��www.evergreen.edu/tribal/cases�.





� Dorothy has found a 2002 speech on the internet by Dr. Charles Grim, director of IHS in which he stated that tribal governments have 3 choices of how to have health care provided. 1) Directly by the IHS as was done in the past, 2) To contract with the IHS for those programs or services they wish to provide for their own members. And 3) For tribes to assume, through compacts, the total operation and control over their health systems from the IHS. (Grimm, “Healing Our Spirit, Worldwide Conference,” (http://www.ihs.gov/PublicInfo/PublicAffairs/Director/index.asp)


�  In 2007 as many as 70% of Americans identifying as American Indians and Alaska Natives live in urban areas. (www.ncuih.org)
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