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Cove " Alaskas rugged terrain complicates the delivery of health care and contributes to Alaska's

high occupational fatality rate.



VOLUME 15

SPRING/SUMMER 2001

ARCTIC RESEARCH

OF THE UNITED STATES

Interagency Arctic Research Policy Committee

Department of Agriculture

Department of Commerce

Department of Defense

Department of Energy

Department of Health and Human Services
Department of the Interior

Department of State

Department of Transportation
Environmental Protection Agency
National Aeronautics and Space Administration
National Science Foundation

Smithsonian Institution

Office of Management and Budget

Office of Science and Technology Policy

Arctic Research Commission
George B. Newton, Jr., Chair
Arlington, Virginia

Richard K. Glenn
Barrow, Alaska

Jacqueline M. Grebmeier
Knoxville, Tennessee

John E. Hobbie
Woods Hole, Massachusetts

Jim O. Llewellyn
Atlanta, Georgia

Walter B. Parker
Anchorage, Alaska

John R. Roderick
Anchorage, Alaska

Rita R. Colwell, Ex Officio
Arlington, Virginia

Managing Editorial Committee

Charles E. Myers, National Science Foundation—Editor
John Haugh, Bureau of Land Management—Associate Editor
David W. Cate, Cold Regions Research and Engineering

Laboratory—Consulting Editor

Editing and production: Cold Regions Research and
Engineering Laboratory, Hanover, New Hampshire

Donna R. Valliere, Production Assistant

Stigma, Ethics, and the Frontier

Occupational Injury Research and Prevention in Alaska
Prevention and Control of Infectious Diseases in the Arctic
Alaska Native Traditional Food Monitoring Program
Cancer in Alaska Natives

Report of the Interagency Working Group on Arctic Health
Research

Report of Interagency Arctic Research Policy Committee
Meeting

14
27
32
36

42

53



Stigma, Ethics, and the Frontier

Challenges in Caring for People with Serious Illnesses
in Alaska and New Mexico
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Foreword

fear of others knowing about their health problems.

The following paper explores some of the difficult and unique public health problems affecting the
estimated 62 million Americans who live in Arctic, rural, and frontier areas of the United States. A
multidisciplinary research team of National Institute on Drug Abuse grantees from the University of New
Mexico (UNM) and the University of Alaska Anchorage (UAA) have described in this paper their ongoing
systematic study comparing and contrasting the ethically important aspects of rural health care provision
for stigmatizing illnesses like substance abuse, mental illness, or sexually transmitted diseases in Alaska
and New Mexico. Stigma is a particularly important barrier to obtaining health and social services in such
places. Those who dwell in low-population-density locales tend to know each other, and obtaining such
services as drug and alcohol, psychiatric, and sexually transmitted disease treatment can be hindered by

This article is hopefully the beginning of more scientific investigations aimed at understanding the
complex interaction between stigma, ethical health care decision making, and health care access in the
Arctic and other remote locations. This work is also the first step in helping international scientists address
issues of improving health care quality and access in parts of the world dominated by low-population rural
or frontier areas. The authors do an admirable job of overcoming major obstacles to conducting this type of
research. Not only do the research strategies being developed and described have applications to the
current UNM-UAA project on stigma and ethics, but they will also have applications to other research
efforts dealing with health in remote areas. This importance cannot be understated because of the rise of
health problems, especially substance abuse and infectious diseases, in such locales. This article is timely
in pointing out that rural and remote area populations have significant health issues unlike those found in
most major urban areas. The UNM-UAA project will make significant contributions to health services
research in the Arctic and other frontier/rural areas, as well as opening new doorways leading to a better
understanding of rural health problems and finding their solutions.

Peter 1. Hartsock
National Institute on Drug Abuse

Introduction

The vastness, isolation, and cold of Alaska cre-
ate extraordinary challenges for human survival.
The people of this region experience significant
health needs, including physical, mental, and sub-
stance abuse problems, but the development of
sufficient infrastructure for health care delivery
in Alaska, as well as other sparsely populated
regions of the U.S., has been particularly difficult.
Well-documented barriers to care for rural people
include few and undiversified clinical resources,
unstable economic support for health care, tremen-
dous physical distances to reach clinics, and poor

systems for transportation, communication, and
health information. For these reasons it is increas-
ingly recognized that the 62 million residents of
our country’s rural and frontier areas represent a
highly underserved patient population.

In the shadow of these prominent barriers to
care in rural areas are other obstacles that are ethi-
cally important and appear to be potent determi-
nants of care for serious illnesses. The difficulty of
preserving patient confidentiality in small commu-
nities, for example, may interfere with a patient’s
willingness to seek care from a clinician for an
embarrassing health issue related to drug abuse,



sexual behavior, depression, or anxiety. Rural
settings in which stoicism, sturdiness, and self-
reliance are highly valued may interfere with the
acceptance of a diagnosis of mental illness or alco-
hol dependence. Cultural dimensions of rural care
for Native people are especially complex, affect-
ing what is experienced as symptom and illness, as
cause and cure, as health and healer, and as self
and family. In very remote villages in the Arctic or
in pueblos in the high deserts of the Southwest, the
interdependence of community members also
alters the role of the clinician, who may provide
care for a patient one day, negotiate with him for
necessary fuel or food on the next, sit next to him
at a religious ceremony on the third day, and so on.

The nature of these rich, overlapping relation-
ships may make confrontation of substance depen-
dence, domestic violence, or other stigmatizing
issues very difficuit. It may also make the discov-
ery and disclosure of a serious illness painful for
both patient and caregiver, contributing to the
heightened stresses and exhaustion of rural clini-
cians. On the other hand, when care is provided by
“outsiders” or itinerant clinicians in frontier areas,
the patient may speak a different language and
have a life history so different from the caregiver
that establishing a therapeutic relationship is elu-
sive. Finally, because rural clinicians experience
professional isolation and often have limited
access to health care resources including specialist
expertise, they struggle to acquire new skills and
advanced knowledge as standards of care evolve
in urban settings.

For the first time, ethically important aspects of
rural health care for stigmatizing illnesses will
receive systematic study in a five-year project
funded by the National Institute on Drug Abuse.
This work is being conducted in Alaska and New
Mexico by our collaborative multidisciplinary
team with direct clinical and research experience
in these two rural and frontier states.

Key concepts in our program of work include
rurality, ethics, clinical ethics, psychosocial issues,
stigma, and barriers to optimal care. In keeping
with the broader rural health literature, we gener-
ally define “rural” for this study as communities
that have fewer than 2500 residents and frontier
areas as those that have less than 7 residents per
square mile, although it is apparent that many
complex issues accompany the definition of
rurality.

Our use of the term “ethics” refers to ways of
understanding and examining moral life, thus cre-
ating a systematic, coherent, shared, and justifia-

ble view of what is good and right in human
experience. Perceptions of ethical issues and the
processes surrounding ethical reflection are influ-
enced by religious, cultural, historical, and gender-
related values. Ethical inquiry serves to clarify the
rules of conduct that govern society, and as such,
ethics serves as a guide for the actions of individu-
als and groups, including the health professions.
The field of health care uses the study of ethics
(called biomedical ethics) to create principles and
standards that guide clinical practice. “Clinical
ethics” in particular is the branch of biomedical
ethics that seeks to improve patient care by refin-
ing clinical decisions; pursuing empirical inquiry,
scholarship, and education; and shaping social
policy that is richly informed by clinical experi-
ence and science. Clinical ethics decision making
employs formal case analysis (such as casuistry) as
well as social scientific methods and is informed by
professional principles such as beneficence, jus-
tice, autonomy, respect for persons, and veracity.
“Psychosocial issues” are the psychological (atti-
tudes, beliefs, cognitions, emotions) and social
(societal, familial, and interpersonal roles, emo-
tional supports, cultural traditions, social struc-
tures, economic conditions) attributes that influ-
ence views of health and health behaviors.

“Stigma” is defined as phenomena that carry
negative value judgments by society and have
consequences in thoughts, emotions, or behaviors
of the stigmatized person and of others (for exam-
ple, ascribing blame, feeling shame or embarrass-
ment, or being shunned and avoided by others).
Finally, “barriers to optimal care” for stigmatizing
illnesses are factors that inhibit or prevent people
from receiving care that meets professional clini-
cal and ethical standards for a given illness (such
as engagement in a therapeutic relationship, pre-
ventive efforts, prompt symptom recognition,
accurate diagnosis, fully informed and autono-
mous consent, confidentiality protections, inte-
grated treatment interventions, compliance with
recommended therapies, and appropriate follow-
up and relapse prevention).

In this article, we first outline the serious health
needs experienced by rural residents in this coun-
try, giving special attention to stigmatizing ill-
nesses and related issues in Alaska and New
Mexico. Second, we illustrate key features of the
experience of clinical care in Alaska. Third, we
describe the aims of our research and offer com-
ments on the future direction of this research and
its implications for communities, large and small,
in our nation.



Health Needs and Services
in Rural Regions

The United States, comprised of 3.6 million
square miles, is the fourth largest country in the
world, with roughly 45% of the land frontier areas
(less than 7 people per square mile). Most states
have some rural areas (less than 2500 residents per
town), and in eight states (Alaska, Idaho, Mon-
tana, New Mexico, North Dakota, South Dakota,
Utah, and Wyoming), more than 10% of people
reside in frontier counties.

Stigmatizing Illnesses

More than 15 million rural and frontier resi-
dents suffer from stigmatizing illnesses such as
mental illness, substance abuse, and substance
dependence. Lifetime prevalence data reveal signi-
ficant use of substances, including alcohol, mari-
Jjuana, cocaine, inhalants, and stimulants, by rural
youth and adults. Heavy drug and alcohol use
among rural residents has been strongly associated
with other problem behaviors and violence. In
1990, more than half of non-metropolitan adult
residents routinely drank alcohol, and one in seven
had at least two social consequences of excessive
use. Alcoholism’s acute health effects (such as
motor vehicle deaths due to alcohol) and chronic
health effects (such as cirrhosis and fetal alcohol
syndrome) are greater among rural than non-rural
residents. Ten percent of rural twelfth graders
report “high involvement” with drugs and alcohol.
A 1991 study revealed that 14% of rural residents
had used illegal drugs in the preceding year, and
41% of these illegal drug users experienced signif-
icant problems as a result. Although the figures for
rural drug use currently resemble metropolitan
data, rural substance abuse and dependence are
increasing at rates far beyond those of urban areas.
Illicit drug production is also growing.

About one fourth of rural residents are affected
by mental illness. Symptoms related to mood,
anxiety, trauma spectrum, and developmental,
cognitive, and psychotic disorders appear to be as
common among rural residents as urban dwellers.
During certain seasons (such as whaling and fish-
ing seasons and harvest time), symptoms may
become more frequent among rural residents, as
they may live in areas that have had natural disas-
ters or severe economic hardships. Rural residents
who are poor, minority, or women or have height-
ened psychosocial problems (such as unemploy-
ment) represent populations with “overlapping
vuinerabilities” and manifest greater psychiatric

symptoms. The rural elderly perceive themselves
as more depressed than do their urban peers. Rural
suicide rates have increased, surpassing urban sui-
cide rates over the past 20 years. Suicide rates
among the 1.5 million rural elderly are higher than
among the metropolitan elderly and are three
times the national adult average in some areas.
Numerous reports of HIV, other sexually trans-
mitted diseases, hepatitis B, and hepatitis C infec-
tions in rural areas have been published. These
infections are often linked to drug use in terms of
direct transmission (for example, needle-sharing),
as well as to drug-related risky sexual behavior
or poor self-care. Such drug-related behaviors
are also linked to transmission of tuberculosis.
Although HIV prevalence in non-metropolitan
areas is relatively low (27,504 deaths due to AIDS
through 1995), it has increased annually by 30%
(as opposed to 26% in major cities), largely
because of “outmigration” of infected urban resi-
dents. Certain sexually transmitted diseases (such
as syphillis, gonorrhea, and chlamydia) occur at
much greater than national rates in many predomi-
nantly rural states.

Overall Health Needs

The age-adjusted death rate is greater in rural
areas than in non-rural areas. Rural residents have
higher rates of chronic illness, life-threatening
medical conditions, physical activity limitations,
and medical-psychiatric comorbid conditions.
Rural regions have a greater prevalence of motor
vehicle and environmental hazards (for example,
contaminated water supplies). Morbidity from
cancer, heart disease, arthritis, and diabetes is
greater in rural communities, and in 1987, 47% of
rural adults had a diagnosed chronic condition, as
opposed to the 39% urban rate, although rural
areas have many fewer clinicians available to
diagnose and treat illnesses. Rural and frontier
areas have greater proportions of elders and chil-
dren, populations that often require greater medi-
cal attention than young and middle-age adults.
Rural areas have more domestic and occupational
injuries (for example, forestry or farming acci-
dents). Groups such as the rural elderly, farmers,
American Indians, southern blacks, and Appala-
chian whites are more greatly affected by prob-
lems such as diabetes and nutritional deprivation.
Finally, fewer non-metropolitan than metropolitan
dwellers in 1991 assessed their personal health as
“excellent,” and greater proportions of rural resi-
dents reported “fair or poor” health. The poorest
rural residents are four times as likely to give this



negative assessment, a critical consideration
because rural unemployment is severe, with 20%
of rural residents living below the poverty line
and often without health insurance.

Limited Rural Health Care Resources

Despite substantial needs, access to care in
rural areas and especially in remote frontier areas
is limited. Urban health care paradigms are char-
acterized by specialists, high technology, indivi-
dualism, good availability, high insurance rates,
and high standards of care. In contrast, rural
health care models have been characterized by
generalists, paraprofessionals and self-help, low
technology, extended interdependent families and
communal systems, poor availability, inadequate
insurance rates, and overall lower care standards
than urban areas. Compared to urban settings,
rural and particularly frontier areas experience
many obstacles to health care access, including
lack of a continuum of services, reduced actual
use of services, less willingness to use services,
less ability to use services, and relatively low
effectiveness of services.

Primary and specialty medical care resources
are limited in rural areas. For instance, 1 of 17
rural counties in the U.S. had no physicians in
1985. Of those with practicing physicians, more
than two of three rural counties had no pediatri-
cians or obstetricians and over one in four had
only general and family practitioners. Over the
past 15 years, physician availability has not signif-
icantly increased in rural areas. Indeed, challenges
to rural health access are intensifying with new
financial pressures driven by managed care sys-
tems in both private and public sectors. Rural
facilities increasingly face threats of closure, chal-
lenges to financial viability and quality of care,
and lower skill levels of practitioners. For people
with substance abuse and dependence, mental ill-
nesses, and sexually transmitted diseases, rural
care often lacks any specialist support or expertise.
Also, rural patients are twice as likely as urban
dwellers to travel over 30 minutes to reach health
services.

Finally, it is increasingly recognized that the
use of services also may be affected by psychoso-
cial factors such as attitudes toward illness and
perceived vulnerability, the ethnicity and cultural
background of the providers, perceived effective-
ness of past treatment, the languages spoken in the
clinic, and factors such as the acceptance of alter-
native healing approaches, tolerance of illness,
stoicism, and mistrust of technology. In sum, height-

ened needs for health resources due to growing lev-
els of drug abuse, HIV, hepatitis B, hepatitis C,
and mental illness, combined with greater barriers
to care, make rural residents a special, under-
served population, particularly with respect to
stigmatizing disorders. This is especially true for
residents of smaller, more isolated communities
that have more limited communication and trans-
portation abilities, fewer clinics and clinicians, and
fewer health care resources (for example, no emer-
gency services), such as those in Arctic Alaska.
These issues prevent optimal care to relieve great
suffering of rural people with multiple physical
and mental health needs related to stigmatizing ill-
nesses and suggest broad public health conse-
quences.

Health Issues in Alaska and New Mexico

While Alaska has 615,230 square miles—equal
to nearly one-fifth of the continental United
States—the population of the state is only
626,932. Alaska Natives comprise 16% of the
state’s overall population. Almost all (99.7%) of
the land of Alaska is non-metropolitan, but about
half of the state’s population (52%) reside in the
three largest cities, Anchorage, Fairbanks, and
Juneau. Of these, only Anchorage has more than
100,000 inhabitants. Juneau and Fairbanks have
only about 31,000 inhabitants, and most of the
remaining communities have populations of under
one hundred to a few thousand. Thus, most of the
immense area comprising Alaska has from 0 to
0.20 people per square mile. The significance of
this observation is hard to comprehend unless it is
compared to the population density of New Jersey
(1098 people/sq mi) or to the U.S. average (77
people/sq mi) or to Denmark (940 people/sq mi)
or Japan (865 people/sq mi). Alaska has the most
water area (44,856 sq mi) of any state in the U.S,,
the lowest annual mean temperature (41°F), and
the fewest days of sunshine annually. Almost 9%
of Alaskans live in poverty. Thirteen percent of
Alaskans lack health insurance, slightly better than
the national average of 15%, but unfortunately the
number of uninsured Alaskans increased 33% be-
tween 1994 and 1998.

New Mexico is the fifth largest state in the
U.S. with 121,598 sq mi. Its population, 1.8 mil-
lion, is ranked 37th in the U.S., with a density of
14 people/sq mi. It, too, has only one city over
100,000 people, Albuquerque, and most of the
remaining population lives in rural and frontier
regions of the state. New Mexico is a tri-cultural
state, with 40% of the population Hispanic, 9%



Vignettes lllustrating Ethically Important Barriers to Care
in Remote Rural Areas

* Several women who were raised in the same rural community were
being treated in an urban center for a stigmatizing iliness. All of these
women independently reported sexual abuse by the same adult male
perpetrator. The perpetrator was of high status in the rural community,
which led to the community rallying around the offender and ostracizing
the victims. The women felt uncomfortable returning to the rural commu-
nity after treatment.

* A resident of a rural village was in need of psychiatric treatment only
available in a large urban center. After treatment the individual was dis-
charged without arrangements for transportation back to the village. As
the individual was indigent, he was unable to return to his village and
ended up homeless in the urban center. This uitimately led to psychiatric
relapse and re-institutionalization.

* A Pueblo religious leader collapsed during a secret ceremony. He was
wearing sacred clothing not to be seen or touched by people outside of
his clan. He was brought by ambulance to a hospital but, at his family’s
and the community leaders’ insistence, he was not treated until other
religious leaders coulid be brought in to remove his clothing. The risk to
the family and the Pueblo was believed to be dire if any religious taboos
were violated. He refused care, and he died without receiving treatment.
The rural caregivers were distressed because, although they understood
the indian cultural issues, the experience did not meet accepted stan-
dards for informed consent or informed refusal of care.

¢ A 34-year-old woman sought treatment at a university hospital in a rural
state, complaining of multiple infections, fatigue, and severe weight loss
over several months. During her evaluation she was discovered to be
HIV positive. When asked about her local care, she replied that she had
received none. She said that she was aware that she “probably had
AIDS” due to known exposure. She hadn’t sought treatment because
she “knew” that she would “die anyways” and didn’t want her family to
be ostracized by the local community. She stated, “There are no secrets
here.”

* A Native teenager in a rural area was brought te a clinic by a social
worker. She was found to be pregnant and to have chlamydia and geni-
tal herpes infections. She had not received health care earlier in her
pregnancy. Fearful and embarrassed, she would not speak to the clini-
cians through the clinic translator, who was a member of her family.

* The only mental health professional in a very isolated area was named
as the court-ordered therapist for a patient who had killed the therapist's
own father the year before.

* A social work aide and psychiatric nurse performed an annual home
visit to a poor family living in a frontier area. They found that their
patient, who was diagnosed with a chronic mental iliness, had been
badly beaten by her husband. The extended family sided with the hus-
band in the marital disputes. No domestic shelters and no trained thera-
pists were available in neighboring counties. The woman did not accept
or consent to recommended follow-up care because she believed that
the problems were her “own fault.”

Native American, and the remaining 51% primar-
ily white. More than 22% of all New Mexicans
and 17% of New Mexican families live in poverty,
the highest rates in the U.S. (the national rates are
13% and 10%, respectively). Twenty-two percent
of New Mexicans are uninsured, significantly
higher than the national average (15%), ranking
New Mexico last in the U.S.

Alaska and New Mexico are thus predomin-
antly rural and frontier states, and both experience
significant health burdens associated with stigma-
tizing illnesses. New Mexico and Alaska have the
two highest death rates due to alcohol-induced
deaths (both at 16/100,000), over twice the national
rate (7/100,000). New Mexico has about 321,000
residents with alcohol, drug abuse, and mental
health problems, including 62,000 severely men-
tally ill people. One-quarter to one-third of the
population in New Mexico, with large groups of
Hispanic, white, and Native American people,
have substance abuse problems (10%), mental
health problems (22%), or both (3%). New Mexi-
co ranks last in the U.S. for the age-adjusted death
rate by chronic liver disease and cirrhosis (13/
100,000), the reported arrest rate for driving under
the influence (972/100,000), and the rate of drug-
induced deaths (12/100,000). About 10% of rural
residents of New Mexico and Alaska have mood
disorders such as major depression, bipolar disor-
der, and dysthymia, and 13% have anxiety disor-
ders such as phobias and panic disorder. The age-
adjusted suicide rate in Alaska is second in the
nation (21/100,000 residents), and New Mexico is
fifth nationally (17/100,000), in comparison with
the national average of 11/100,000. Alaska experi-
ences the highest rate of any state in terms of years
lost by premature death from suicide, with 817/
100,000 years lost, compared with 378/100,000
years lost nationally.

The prevalence of sexually transmitted and
infectious diseases in Alaska and New Mexico
has generally been lower than in other areas, but
these states are experiencing dramatic increases far
beyond many other areas in the country. Among the
fifty states, Alaska is ranked second for tuberculo-
sis and tenth for chlamydia, whereas New Mexico
is ranked 31st for tuberculosis and 25th for chlam-
ydia. Unstable rates of hepatitis A, B, and C in
Alaska have warranted sufficient concern that
these infections have been an important focus of
preventive efforts by the Center for Disease Con-
trol and Prevention’s National Center for Infec-
tious Diseases. Through 1998, 784 New Mexican
and 153 Alaskan AIDS cases were reported, far



higher numbers than four years earlier; by June
1999 the numbers had more than doubled to 1858
AIDS cases in New Mexico and 448 in Alaska.
New Mexican Indian and Alaska Native com-
munities in particular struggle with serious prob-
lems accompanying stigmatizing illnesses, includ-
ing homicide, violent crimes, child abuse, and
fetal alcohol syndrome, that have not been fully
studied. Nationally there are 558 Federally recog-
nized tribes, 229 of which are in Alaska. American
Indian and Alaska Native life expectancies in 1995
were 66 years for males and 74 years for females,
compared with 73 and 80 years, respectively, for
Caucasians in this country. These figures in part
stem from increased death rates due to social
problems that are associated with stigmatizing ill-
nesses. Deaths due to alcohol-related motor vehi-
cle crashes for American Indians, for example,
are roughly twice the national average, far greater
than for other ethnic groups. In 1995, alcohol-
related deaths (cirrhosis/chronic liver disease and
alcohol-induced deaths) were 67/100,000 for
American Indian and Alaska Native women, com-
pared with 7/100,000 for Anglo women. Of people
living in reservation Indian communities, 10-30%
need mental health services. But non-reservation
health care is also poorly understood, codrdinated,
and accessed by American Indians. Needs may be
especially acute among Alaskan Native and New
Mexican American Indian adolescent boys and
young men, as they commit suicide at a rate two to
six times the national average. Moreover, official
statistics related to these social problems with
health consequences are under-representative, as
shown by a Department of Justice finding that
child abuse cases on Indian reservations are grossly
under-reported. Such stigmatizing health issues
occur in a context of intractable social problems
such as poverty, poor education, and trauma.
Despite great human need, health care services
in Alaska and New Mexico are relatively limited.
Overall, there are only 1.4 physicians/1000 resi-
dents in Alaska and 1.9/1000 residents in New
Mexico. Alaska is ranked 50th and New Mexico
is 47th in community hospitals per square mile
(0.03/1000 and 0.30/1000 sq mi, respectively), a
small fraction of the national rate of 1.40/1000.
The lack of psychiatric resources in New Mexico
is well documented. Only 4 of 44 counties have
sufficient numbers of psychiatrists, and in the
remaining counties the population to psychiatrist
ratio is over 30,000:1 (over 20,000: 1 where there
are unusually high needs for psychiatric services).
Most counties (23 of 33) have no psychiatric or

alcohol treatment beds. Few community mental
health clinics exist in rural Alaska, and there are
only 11 general health clinics in its rural and frontier
areas. Only one publicly funded psychiatric hospi-
tal serves the entire state of Alaska, and 12 psychi-
atric hospitals exist in New Mexico, well under
national averages. Alaska and New Mexico thus
represent rural and frontier states with tremendous
need, reduced access, and limited resources for
health care, especially for those illnesses that may
be stigmatizing. Moreover, an array of psychoso-
cial issues complicate our ability to understand and
remedy these problems of inadequate care.

Lessons Drawn from Clinical
Experiences in Arctic Alaska

A great number of elements shape clinical
experience in Alaska. Perhaps one of the most seri-
ous is the scarcity of health care resources in the
face of overwhelming clinical need. Another seri-
ous element relates to the distinct cultural chal-
lenges of Western-trained health care providers
caring for Native people, often without appropriate
preparation for interacting respectfully with Native
culture. Other elements include the vastness of the
state, extreme weather conditions, difficulties in
travel to roadless areas, the absence in many places
of modern amenities such as running water and
sewer systems, and limited technological infra-
structure.

Approximately one third of Alaska is consid-
ered “Arctic,” formally defined as the area lying
above 66°33' north latitude. Only three small towns
exist in this region, with populations of 3800
(Kotzebue), 3500 (Deadhorse), and 3000 (Barrow).
These towns have grown largely as a result of trade
and commerce (for example, the “Gold Rush” and
oil drilling/reserves), and their populations are
predominantly Alaska Natives and Caucasians.
Medical services in these communities are limited,
with one community having a medical center, one
relying on emergency medical technicians at the
nearby oil-drilling facility, and one having a small
hospital. These medical services are primarily pro-
vided by Western-trained physicians, nurses, and
other health care professionals. For the most part,
primary care clinicians work in these settings,
although itinerant clinicians sometimes provide
specialist expertise. The remaining populations in
Arctic Alaska reside in predominantly Native vil-
lages—approximately 20 in all—each having from
less than a dozen to several hundred members.



These communities rarely have resident health
care professionals but instead rely on paraprofes-
sional “health aides,” who usually are Alaska
Natives raised in the village. These special indi-
viduals carry extraordinary responsibilities,
although their training often consists only of a
high school degree followed by a brief period of
Western medical training in Anchorage. These
health aides may have only telephone access to
physicians and nurses in neighboring towns, areas
that often are not physically accessible except by a
small plane and then only when weather conditions
permit. Once or twice a year, a physician, nurse,
physician assistant, or other professional health
care provider may visit the more remote villages.
In some areas, no outside clinician is ever present.

Given the features of the Alaskan Arctic, the
challenges and obstacles for delivering health care
are appreciable. The geography, terrain, and cli-
mate certainly make these areas poorly accessible
for supplies as well as personnel. There are times
when travel to these regions is simply impossible,
and the inhabitants must wait and hope for desper-
ately needed medical care. To get a sense of the
distances involved, consider a patient living in
Point Hope on the Chukchi Sea who needs hospital
or specialist care that is only available in Anchorage;
the distance involved in such a trip is equivalent to
traveling from Washington, D.C. to Missouri.
Moreover, the Alaskan travel would be much more
difficult, owing to small plane travel and frequent-
ly severe weather conditions. For a person who is
in physical pain or who is frightened, psychotic, or
suicidal or withdrawing from drugs or alcohol,
such a trip would be extremely strenuous. Even
when travel is possible, the cost of travel is pro-
hibitive for many residents of remote areas, so
their care is restricted to what is available nearby.
For these reasons, local health care professionals
often find themselves in the situation of treating
illnesses that would be beyond the scope of their
practice in any urban area.

At times the human costs of limited access to
care can be devastating both to patients and to care-
givers. In one example, a health aide was treating
an infant with an influenza-like upper respiratory
illness. Although the child had a high fever, he
was generally stable and the decision was made to
treat him in the village. Several hours later, his
condition worsened with the development of stiff
neck, vomiting, and continued high fever unre-
sponsive to medications. Weather would not per-
mit a plane to come to the village. The child died
within a few days from bacterial meningitis. The

health aide suffered severe mental trauma and
anguish from this event, and despite the fact that
the provider was recognized for excellent work,
that person felt compromised and unable to treat
people with severe symptoms in the future. This
provider prematurely retired from the position.

Another issue relates to the care of serious ill-
ness in the context of dramatic cultural change
now being experienced in Arctic Alaska. Despite
having adapted to one of the harshest environ-
ments on earth for nearly 10,000 years, large num-
bers of Arctic residents have succumbed tragically
to illnesses introduced, triggered, or amplified in
the region over the past century. The Alaskan
experience with tuberculosis provides one illus-
tration. During the 1920s the annual tuberculosis
death rate among Alaska Natives was the highest
documented in the U.S., and by 1944 tuberculosis
was the leading cause of mortality in Alaska. Rates
of tuberculosis infection in Alaska (10/100,000)
remain twice the national average (5/100,000),
placing it as the second highest state in the U.S.
Native populations have also suffered tremendous
morbidity and mortality from stigmatizing illnesses
such as drug abuse, sexually transmitted and
blood-borne infectious diseases, alcohol depen-
dence, and mental disorders. Related psychosocial
problems of domestic violence, sexual abuse,
abuse and neglect of children, and homicide have
grown to epidemic proportions. Although measures
of suicide in Alaska are twice those nationally, the
figures are much more daunting for Alaska
Natives (45/100,000 annualily), Alaskan youths
(38/100,000), and Alaskan young men (65/100,000).
Moreover, although Alaska Natives comprise 17%
of the Alaska population, they comprise 26% of
the individuals served by the mental health sys-
tem. Western health care is, for the most part, not
available, and many traditional ways of Native
healing have been lost, displaced, or denigrated.
While the Alaskan Arctic population experiences
the “worst” illnesses from both cultures, clinical
approaches that integrate the best features of West-
ern and Native healing do not yet exist.

*“I have just landed on a small airstrip shared by

several Native villages in an Arctic territory of

Alaska. I am a psychiatrist and have come to this

region to provide assistance with a healing con-

ference among these villages, as there has been an

epidemic of suicidal deaths among teenagers in

the area. | am met by Andrew, a sturdy, cheerful,

Inupiaq man who hands me several layers of win-

ter gear. Straight and to the point, he tells me to

get ready for a cold ride. I dutifully don these

items, then climb aboard a wooden dog sled that



is pulled by Andrew in his snow machine. It is 40

degrees below zero, and 1 keep my face pointed

to the ground to stop the biting, icy cold from

abusing my skin. As we skim along the snowy

surface, I occasionally peek up at the expansive,
barren white tundra surrounding us. How can
anyone live here, I wonder?

When we arrive at the conference I am struck
by how little I understand of the proceedings,
despite the best efforts of an interpreter. Armed
with contemporary medical knowledge and
expertise, [ try my best to transcribe my ways of
healing into theirs, but my interventions seem flat
and ineffectual. Literally everyone in the room
has been a personal witness or victim of severe
trauma. Suicide, sexual abuse, physical abuse,
domestic violence, and alcoholism are “givens”
in this setting, and there is plenty of illness at
work here. Although I am the recognized “expert”
at these proceedings (there are no nurses, doctors,
or professional clinicians of any type living in
these villages), the Elders are held in awe and
their word clearly carries the most weight. Some-
times we are at odds with how to proceed. With
how much force do I present my learned views,
especially when they are different from the Elders?

I have the science and knowledge of contempo-

rary psychiatry at my disposal, they, thousands of

years of wisdom and experience. And yet the
problems they face are modern ones, I think.

How much do I really understand of what is
happening here? Despite being an accomplished
clinician and academician, | seriously wonder
how much I can be of help to these people. 1am a
stranger in a strange, estranged land.”

In this illustration, a Western-trained psychia-
trist, equipped with all the tools of modern medi-
cine, traveled to a remote Arctic region to provide
mental health care to a group of people who have
inhabited the region for nearly 10,000 years. They
dressed in Native garb, spoke their Native tongue,
and continued to practice some of the traditional
Native hunting, fishing, and trapping methods
handed down through centuries. A closer look at
the picture, however, reveals some important
recent cultural changes. For instance, while many
families did not have clean, running water, many
had satellite TV, CD players, and Internet access.
The adolescents spoke mostly in English and had
adopted clothing like those of teenagers in urban
settings. The “modern” problem, and the presence
of the Western psychiatrist, challenged traditional
beliefs and activities. In this story, based on the
direct experience of one of the authors (JB), the
outside clinician was invited to help the communi-
ties as they suffered after the suicides of their
young people, their children and grandchildren,

nieces and nephews. There were no precedents-—
only questions—regarding how to honor Native
ways of healing and pair them with Western clini-
cal practices.

Thus, Western-trained clinicians who travel
to remote Arctic regions encounter cultural issues
that greatly influence their ability to provide care
effectively. Language itself is the first obstacle,
and this is accompanied by differences in cus-
toms, social repertoire, and conceptual models of
illness. For example, a man with a chronic, severe
mental illness was banned from his village after he
burned down his home. A mental health profes-
sional attempted to work with the village to edu-
cate community members about the contribution
of delusional beliefs to this man’s behavior (that
is, to convey that the person was “sick,” not
“pad”). The village Elders, however, believed that
the man was evil and that he placed the village at
risk. They would not allow him to come back to
the village, and this was supported by the other
nearby villagers, nearly all of whom were related
by blood or by clan. This situation was ironically
complicated by Alaskan state legal doctrines guar-
anteeing the right of a patient to return to their
home after psychiatric commitment, indicating
how even local and state governance in rural areas
may be incompatible.

When a stigmatizing disorder is involved, these
issues become especially prominent. Village inhab-
itants may not entrust the caregiver with sensitive
information until a closer relationship has been
established, often requiring several years. A Native
person, may, in fact, be ostracized by their local
Native community because of their symptoms and
underlying disease, while at the same time they
may feel unable to seek help from the designated
health care professional because of wide cultural
disparities or because disclosure through a transla-
tor may feel shaming or unsafe.

In summary, clinical care in rural Alaska is greatly
affected by scarcity of resources, cultural issues, and
the vastness of the state, and few simple solutions
exist for the dilemmas encountered by resident health
aides, local caregivers, or outside clinicians. Clini-
cal experience suggests that the barriers to optimal
care are heightened in the case of people with stig-
matizing illnesses. These issues have yet to receive
systematic study in Alaska or in other frontier regions
of the U.S. If we are to be effective in our efforts to
provide clinically and ethically sound care to the
underserved peoples in the rural areas of this coun-
try, efforts to clarify the character and prevalence of
these barriers are essential.






