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Abstract/Summary
American Indian governments located in a region west of  the Cascade mountain range and the govern-

ment of  the state of  Washington offer programs to serve the needs of  a growing American Indian elder and 
disabled population through the services of  individuals caring for family members and also individuals 
employed to provide care. The American Indian and Alaska Native elder population that is disabled as a 
result of  dementia rely on the care and help of  an estimated 3,1601 individuals in tribal communities (the 
vast majority of  whom are women) on and near Indian reservations and in cities in Washington. Tribal 
governments and the state government depend on federal program support to provide elder American Indian 
assistance. To achieve effective benefit for elder American Indians, direct assistance and support services 
have been defined under federal legislation to be delivered by the state of  Washington through the Agency on 
Aging and Area Agencies on Aging working at the county level. Tribal governments also deliver support and 
services through caregiver programs and elder programs. Despite these efforts, support and assistance are often 
obstructed and qualitatively diminished for those providing care to elders and for assistance directly available 
to elder American Indians and Alaskan Natives.

American Indian Caregivers Policy: A Case Study  
An analysis with findings of the barriers to federally funded and state and 
tribally administered caregiver programs in western Washington state

Under this Caregiver Policy Study 
researchers learned from state and 
county informants about their expe-

rience attempting to implement policy and 
provide services to elder American Indians and 
Alaska Natives. Tribal informants provided 
information about their experience attempting 
to provide direct services and to follow state 
policy directives; all informants discussed at 
length what they believe to be obstacles work-
ing with and through tribal agencies, county 
agencies, and with state agencies. Duplication 

of  services, cultural insensitivities, confusion 
about county and tribal service and assis-
tance policies, lack of  culturally appropriate 
needs assessments, insufficient and limited 
demographic and population descriptive 
information, mismatched services, inflex-
ible and complicated regulations from state 
agencies, inexact cross-cultural communica-
tions between tribal and county agencies, and 
mismatching eligibility criteria are among the 
many suggested obstacles to effective and ben-
eficial support and assistance to Indian elders.

The Caregiver Policy Study was conducted with the cooperation of the University of Washington School of Social Work, Lewis-Mason-
Thurston Area Agency on Aging, the Washington Association of Area Agencies on Aging, South Puget Intertribal Planning Agency, 
Olympic Area Agency on Aging, Southwest Washington Area Agency on Aging, Washington State Department of Social and Health 
Services, American Indian Health Commission for Washington State, Indian Policy Advisory Committee (DSHS), Portland Area Indian 
Health Board, Northwest Area Agency on Aging, Pierce County Aging and Long Term Care, Jamestown S’Klallam Social Services, 
Quinault Tribal Social Services, Quinault Indian Nation, Lummi Indian Nation, Squaxin Island Tribe, Nisqually Indian Tribe, Suqua-
mish Indian Tribe, Puyallup Tribal Health Authority, Puyallup Indian Nation, Region X Agency on Aging, the Office of American Indian, 
Alaskan Native and Native Hawaiian Programs. The statements and analysis contained in this report are solely those of the authors 
and do not necessarily reflect the views or policies of the organizations or individuals who cooperated with the authors.

1.This estimated figure was established at 3,160 when the original American Indian Caregiver Study was being conducted—2007. 
There is no more recent estimate.
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Individual family members and individuals 
employed through county and tribal programs 
provide care and support to elders. Neither 
county nor tribal support or assistance pro-
grams specifically include social, health, and 
economic services aimed at the persons provid-
ing the care to the elder population. Perhaps 
the most important element in the change of  
support and assistance for elders—the person 
providing the care—is at major risk due to 
stress, traumatic events, and chronic health 
problems. The diminishing capacity of  those 
providing care may involve as many as 90% of  
all such persons adversely affecting their qual-
ity of  life and the quality of  life for those to 
whom care is being provided.

Background of the Study
The Center for World Indigenous Studies, 

an independent research, policy, and education 
nonprofit 501 (c) 3 organization in Olympia, 
Washington was in 2004 awarded a two-year 
National Institute of  Health/National Center 
for Complementary and Alternative Medicine 
(NIH/NCCAM) grant in support of  its clinical 
agency, the Center for Traditional Medicine to 
undertake an exploratory study of  the efficacy 
of  polarity therapy on American Indian family 
caregivers of  people with dementia: The Ameri-
can Indian Caregiver Stress and Health Study. 
Polarity therapy is a holistic healing, touch 
therapy intervention designed to reduce stress 
and pain and improve the quality of  life. It is 
widely practiced across all life stages for health 
and wellbeing.  It is well established that family 
caregivers of  individuals with dementia experi-
ence stress, depression, and increased risk of  
serious illness, however very little research has 
been done with American Indian caregivers 
and none in the Pacific Northwest. The clinical 
study applied physiological, biological, and 

psychological assessments and personal narra-
tive data to understand more about caregiver 
stress and how a culturally congruent healing 
touch therapy might reduce stress and depres-
sion.

The American Indian Caregiver Health 
Study research team drew an important con-
clusion after two-years of  clinical study about 
the subjects participating in the study:

While the enrolled participants (average 
age 50) were considered to be healthy they 
had significant decrements in physical and 
psychological health such as chronic stress 
and pain, depression, digestive problems, 
hyperlipidemia, and adrenal exhaustion. 
Coupled with their high rates of  exposure to 
traumatic events earlier in life, these caring in-
dividuals were on the verge of  near total “burn 
out” and some were at risk of  sudden death 
due to low heart rate variability.2

In addition to the focus on polarity therapy 
as a culturally acceptable treatment for stress, 
the study uncovered a wealth of  information 
ancillary to the main research project. Our 
findings concur with the findings of  the Ad-
ministration on Aging survey of  68 programs 
funded through the Native American Caregiver 
Support Program (NACSP) that identified 
multiple barriers faced by caregiver programs 
and staff.

During the clinical research recruitment 
process the team learned directly from tribal 
providers and program managers throughout 
western Washington about the actual delivery 
of  support services to caregivers. As a result 
researchers decided that a parallel Caregiver 
Policy Study should be designed with the 
participation of  the Principal Investigators Dr. 
Rudolph C. Rÿser and Dr. Leslie E. Korn and 
a Research Assistant, Ms. Clara W. Berridge, 
University of  Washington School of  Social 

2. Clinical Research Team members drew this conclusion after careful review of the Heart Rate Variability data. (McCraty, 2006)
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Work Masters degree candidate, to examine 
the legal framework, policy, and practices, 
and attitudes of  the main participants in the 
service delivery stream for American Indian 
caregivers. The Policy Study team began this 
inquiry in May 2005 and completed gather-
ing data in May 2006. We then undertook to 
review, evaluate, and analyze the data through 
the remainder of  2006 and much of  2007.  The 
central question of  this Caregiver Policy Study 
is:

Since tribal governments, county governments 
and the state of  Washington government, with fi-
nancial support from the federal government, seek 
to deliver support services to American Indian 
caregivers in tribal communities, is there sufficient 
programmatic capability, legislative and adminis-
trative clarity, and intergovernmental cooperation 
to effectively serve and support American Indian 
caregivers?

The review of  programmatic policies and 
practices as well as foundational literature 
and legislation is the product of  this year-long 
study. We have attempted to confine the study 
to the central question as noted. Individuals 
directly involved in the delivery of  support and 
services, policy makers, and those who guide 
and direct practices at the county, state, fed-
eral, and tribal level were interviewed in west-
ern Washington state and Washington, D.C. 
Meetings and conferences of  state and tribal 
organizations were also observed. We have 
carefully documented our analysis and findings 
and offer concrete findings and recommen-
dations drawn from tribal, state, and federal 
informants and the facts as we found them. 
We have also carefully reviewed the extant 
literature as well as the legislation, existing law, 
and the roots and original intent of  legislation 
supporting the delivery of  support and services 
to American Indian caregivers.

Initial Caregiver Policy Study findings ex-
pose a communications gap between tribal and 

non-tribal actors significantly affecting cross-
institutional cooperation effectiveness. Yet, 
there is also a growing consensus among these 
affected parties suggesting that American In-
dian tribes can benefit from caregiver supports 
and services as a result of  cooperation between 
tribal and non-tribal agencies.

The Center’s Polarity Therapy Study con-
ducted under a grant from the NIH/NCCAM 
found that American Indian caregivers who 
enrolled in the study in western Washington 
State have been exposed to both physically and 
emotionally traumatizing events of  both an in-
terpersonal and/or accidental nature. Virtually 
all of  the subjects participating in this study 
had experienced an elevated and sustained 
level of  stress before participating in the study.

Traumatic events are known to contrib-
ute to chronic depression, anxiety, pain, and 
sleep problems. Most of  the participants of  
this study were women and most had survived 
one or more traumatic events; some still had 
ongoing traumatic exposures in their jobs, fam-
ily or community life. The rates of  exposure 
to traumatic events were 90% in this sample. 
(In a parallel study of  nine non-Indian female 
caregivers researchers found that 50% had 
experienced at least 1 traumatic event.)

Current caregiver program design provides 
“respite” and “training.” The evidence strongly 
indicates that American Indian caregivers may 
require more specialized supports and servic-
es—particularly through culturally appropriate 
stress reduction methods as well as support 
for family health and nutrition. These need to 
be integrative, tailored to specific needs, and 
responsive to the age-specific cohorts. Clini-
cal research among non-Indians shows that 
individualized and intensive services are the 
most effective and beneficial (Shulz & Czaja, 
2000). Tribal-specific methods should include 
approaches that draw upon traditional healing 
practices, support customary food gathering 

American Indian Caregivers Policy: A Case Study
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and preparation opportunities, and provide 
complementary and alternative medicine 
(CAM) interventions for both the caregiver 
and the family member.  While many of  these 
are currently practiced, there is virtually no for-
mal, policy-driven, or funded support for any 
of  these activities.

Advocacy and informal counseling are also 
essential components that may be available 
through programs designed in law, policy, and 
practice to assist them. Most caregivers are 
intensely private and reject the idea of  anyone 
coming in to the home to provide assistance in 
the form of  respite or cleaning activities. This 
is especially true with older or more traditional 
caregivers. Hence respite or home care services 
routinely go unused. Yet employment of  fam-
ily members who are accepted in the home or 
reimbursement for chosen program supports 
may instead suit many caregivers. The policy 
mandates that often preclude these innovations 
are ripe for revision.

Improved cross-cultural communication is 
also needed to maximize the benefits of  inter-
agency cooperation.  Informants repeatedly 
told researchers about the cultural misunder-
standings, programmatic miscommunications, 
the perceived discrimination, and bigotry 
during communications between state and 
tribal personnel. In some cases the effect of  
“local politics” was seen as an obstacle to ef-
fective service delivery from the point of  view 
of  state/county personnel. On the other hand, 
informants also reported that some of  the 
most effective staff  and managers had spent 
time working in both state and tribal agencies 
and were able to navigate both worlds, serving 
successfully as translators across the barriers to 
cooperation between tribal and state players. 
Failure to provide such specialized support and 
services to American Indian caregivers effec-
tively defeats the purpose and intent of  legisla-
tion, policy and practices aimed at ensuring 

long-term care and quality of  life for tribal 
elders and disabled persons.

Major  Recommendations:
(NOTE: Bracketed capital letters at the end 

of  a recommendation relate to the correspond-
ing letter designation for findings and recom-
mendations in the report.)

[A]  Bi-annual Intergovernmental Elder Care 
Conference focusing on cooperation and 
coordination of policy and practices, in-
formation, training, and networking (O)

An initial conference followed by a series 
of  bi-annual meetings to promote cooperation 
and coordination between the federal, state, 
and tribal governments to improve informa-
tion dissemination, training, and networking 
will improve coordination. The conference 
joins key players from American Indian social 
and health agencies and non-Indian social and 
health agencies, as well as legislators in these 
fields. This will significantly reduce obstacles, 
and lead to the establishment of  bridges 
between the affected parties that will improve 
communications and facilitate improvements 
in the Older Americans Act Title VI, Part C 
making it more appropriate, effective and ben-
eficial for Indian communities.

[B] Revise Title VI, Part C – Tribally Orga-
nized Area Agencies on Aging (F)

Adjusting federal (Older Americans Act 
Title VI, Part C) and tribal laws to permit the 
establishment of  tribally organized agencies 
that match county and state Area Agencies 
on Aging will increase cultural suitability of  
support and services at the tribal level while 
providing an institutional mechanism for 
coordinating relations between tribal and state 
agencies. Establishment of  agencies of  equal 
authority and competence will ensure a bal-
ance in institutional relations between tribal 
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and state/county governments.

[C] Intergovernmental Cooperation Agree-
ments (B)

An intergovernmental agency between 
tribal agencies on aging and county and state 
agencies on aging should be established to 
facilitate tribal/state cooperation, communica-
tions, and policy. Such an intergovernmental 
agency must reflect a full recognition of  the 
separate jurisdictions of  tribal and state au-
thorities.

[D] Establish tribal specific policy and prac-
tice on direct and indirect compensation 
of family caregivers (H) (N)

Tribal legislation should be introduced 
and adopted, describing a policy on payment, 
financial supplement, and other services for 
caregivers. Where the tribal specific legisla-
tion defines financial payment funding must 
be appropriated at a rate commensurate with 
need.  Where tribal specific legislation ad-
dresses uncompensated labor, transportation, 
food, etc. that is “community subsidized” then 
a carefully defined plan must be instituted re-
sponsive to these needs. State agencies should 
incorporate guidance from tribal government 
policy into agency policy on caregiver eligibil-
ity and payment.

[E] Provide integrative personal health sup-
port for tribal caregivers (I)

Tribal governments should take steps to 
reorganize tribal social and health services into 
collaborating service teams permitting caregiv-
ers and elders to draw on integrated social and 
health service provider teams, so as to provide 
social health, physical health, mental health, 
and spiritual health support. Massage and 
touch therapies, stress reduction, nutritional 
therapy, herbal therapies, and trauma resolu-
tion therapies should be incorporated into the 
whole health and social service system for 

caregivers. These traditional healing and CAM 
interventions should be coordinated and orga-
nized in an integrative fashion to reduce costly, 
unnecessary, and excessive pharmaceutical 
use and in the support of  other health goals 
such as cardiovascular disease and diabetes, 
both of  which are rooted in stress. State and 
federal agencies should work to complement 
tribal whole health and social service program 
reorganization.

[F] Bidirectional cultural competency (D)
State/county agency personnel and tribal 

agency personnel must participate in bi-direc-
tional cultural competency training to facilitate 
greater understanding and improved com-
munications. The training program should be 
provided on a regular and refresher basis by an 
experienced and proven independent agency 
whose services should be purchased by both 
tribal and state/county agencies. A structured 
program of  inter-agency personnel exchange 
would also provide an opportunity for the 
exchange of  program staff  to spend 12 –24 
months working in a “sister” agency manner.

[G]  Stabilization of permanent staff in tribal 
governments (J)

Tribal human resource departments must 
become more proactive. They should provide 
professional development for managers and 
for service delivery personnel to maximize 
improved professional skills and confidence. 
Emphasis must be placed on: (a) strengthen-
ing managerial knowledge about the stressors 
associated with their own work; (b) strengthen 
managerial knowledge of  the work of  the 
service delivery personnel so they can provide 
guidance and sustained support to encourage 
understanding of  agency policies and prac-
tices; and (c) systematically define and imple-
ment best practices within the specific tribal 
community. Adjustments in intergovernmental 
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cooperation and policy coordination will re-
lieve the major obstacles to effective elder care 
and improvement of  American Indian and 
Alaskan Native caregiver quality of  life and 
reduction of  stress.

[H] State should promote simplification and 
flexibility 

County agencies should have greater 
flexibility delivering support and services to 
tribal and county caregivers. Tribal specific 
demands are similar to the county community 
needs: both require greater simplification and 
flexibility to maximize responsiveness. State 
government regulators should support on-the-
ground responsiveness with reduced regulatory 
control.

[I]  Replace assessments with progress moni-
toring

Tribal assessments are not generally 
conducted. Instead of  emphasizing a costly 
process, tribal programs with the support of  
county agencies should seek to monitor for 
positive outcomes and thereby avoid excessive 
costs.

Regional Backgound and Context of Inquiry
Families in western Washington tribal 

communities have historically practiced the 
ancient custom of  extended family living and 
lifelong care for disabled and elder members. 
The American Indian family has experienced 
extensive pressures during the 176 years since 
the beginning of  non-Indian immigration and 
settlement in western Washington. The long-
house and the extended family are the social 
institutions that historically provided care 
for disabled and elder members. These social 
institutions inform and powerfully influence 
attitudes toward disabled and elder care today. 
The break-down of  longhouse living has decid-
edly interrupted the shared responsibility for 

many modern Indian families, but the custom 
remains strong in numerous families.

Tribal populations are rapidly growing and 
the number of  elders and disabled members in 
tribal communities is growing at an accelerated 
rate. The demand for long-term care is grow-
ing even as social institutions are themselves 
changing. The customary practice of  long-
term care was historically carried out by many 
members of  a family—within the framework 
of  the extended family. The modern tendency 
is for the extended family to be fragmented, 
leaving individuals—usually women—with 
the responsibility for providing long-term elder 
and disabled member care. The consequent 
social, economic, and personal health stressors 
on individuals providing care directly affect 
the quality of  life and care received by disabled 
persons and elders in the tribal community.

Longhouse societies in western Washing-
ton once defined the cultural and institutional 
mechanisms necessary for supporting long-
term care.  It is now the modern tribal govern-
ment that has the responsibility for creating 
new social and economic institutions that 
support and serve those providing disabled and 
elder care on a long-term basis. Tribal govern-
ments have initially contributed to long-term 
elder care by supporting the establishment of  
elders’ programs and providing some support 
for caregivers. While important steps, they do 
not yet constitute a comprehensive response to 
the serious concerns arising from changes in 
population demographics.

The Older American’s Act (July 14, 1965) 
is the US federal government’s response to the 
demands for direct care support and services 
to elders and disabled persons throughout the 
United States. The state of  Washington acts 
to offer support and services to elders under 
the federal act through Agencies on Aging and 
Area Agencies on Aging.  The act provides 
limited support to persons providing long-term 
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care, but does provide significant support to 
elders.

The generations old approach to long-term 
care rooted in tribal communities sits alongside 
the more than forty-year-old Older America’s 
program approach of  the federal and state gov-
ernments. When the Older Americans Act of  
the United States and state government meets 
the long-term elder care customs of  tribal 
communities, adjustments become essential if  
elders and those who provide long-term care 
are to maintain a good quality of  life, good 
personal health, and stable social and eco-
nomic lives.

In May 2005 the Center for Traditional 
Medicine branch of  the Center for World 
Indigenous Studies in Olympia, Washington 
authorized this study to discover barriers and 
recommend solutions for the successful deliv-
ery of  caregiver services provided to American 
Indians living on and near Indian Reserva-
tions in the state of  Washington.  This ques-
tion arose while the Center was undertaking a 
randomized and controlled clinic study (The 
American Indian Caregiver Health Study) 
to evaluate the efficacy of  a healing therapy 
known as polarity therapy as an intervention 
to reduce stress and improve quality of  life 
among American Indian family caregivers of  
people with dementia.  The clinical research 
was carried out with major funding support 
from the NIH/NCCAM.

As the work proceeded in the clinical 
research, it became increasingly apparent that 
a separate policy study would be necessary 
to determine why federal, county, and tribal 
caregiver agencies were experiencing obstacles 
to effective service delivery, contributing to dis-
parities in Indian communities. It was increas-
ingly clear that public and private institutions 
were not consistently able to reach American 
Indian caregivers. The present study was initi-

ated as an eighteen-month inquiry to identify 
barriers and recommend solutions to effective 
support for American Indian caregivers and 
those whom they help.

Overview of Research Literature
There is a dearth of  published documenta-

tion characterizing the relationship between 
American Indian family members as care 
providers for elder or disabled family members. 
Even as studies are conducted on minorities, 
the collection of  data on American Indian 
caregivers is not done “because of  the cost of  
identifying individual caregivers in a small 
community” (John, 1999). Data on caregivers 
is not collected in tribal health clinics and it 
is generally the community health representa-
tives who are working on-the-ground who are 
aware of  caregiver and elder status, yet that 
knowledge does not often translate into service 
remedies.

There is virtually no systematically studied 
or reported information describing the specific 
circumstances of  tribal communities in the Sal-
ish cultural region—from the southern coastal 
region of  Oregon to the coastal border of  the 
state of  Washington with Canada and then to 
the interior of  north central Washington State. 
In that area we estimate more than 177,5753 
American Indians live in cities and on more 
than 29 reservations (US Census, 2004).

Family members provide 90% of  long-
term care in American Indian households, yet 
despite this extraordinary figure discrepancies 
in the level of  support and services received 
by both the caregiver and the elder are little 
understood or rarely addressed in programs 
(Redford, 2002).  At 12.7%, the rate of  poverty 
among American Indians is nearly double that 
of  the general US population (Parker, Haldane, 
Keltner, Strickland, & Tom-Orme, 2002); and 

3. The US Census Bureau figure was established in 2000…a figure here used to provide relative context.
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a major factor in this figure is elder-poverty. 
American Indian elders have incomes lower 
than the established US poverty level of  one 
person over 65, determined by the US Census 
Bureau to be $8,2594 annually.  American 
Indian elders disproportionately suffer from 
obesity, and in comparison with other elder 
populations, American Indian and Alaskan 
Native elders engage in a fraction of  leisure-
time physical activity and suffer from higher 
rates of  diagnosed diabetes (Clark, Holtzman, 
Goins, & Croft, 2005; Eschiti, 2004).  In some 
American Indian communities, more than half  
of  the elders have diabetes (Benson, 2004). 
Testimony before the US Commission on 
Civil Rights caused that body to conclude that 
common barriers preventing American Indians 
from maintaining health and receiving qual-
ity health care include environmental factors, 
culturally inappropriate health care delivery, 
discrimination, geographic isolation, provider 
turnover rates, IHS service management, and 
long wait-times (USCCR, 2004).

As American Indian and Alaska Native 
elder populations increase4, more families will 
be comprised of  three or four generations—in-
creasing the extended family nature of  these 
families and establishing greater numbers of  
individuals having the responsibility to care 
for elders or disabled family members. Hen-
nessy and John (1998) refer to the family as 
“extenuated” rather than the oft-romanticized 
extended family of  American Indian caregiv-
ers because of  the increasing pressures on the 
whole family to provide care most often with-
out any additional supports. Modern housing 
and community patterns, compartmentalized 
institutional organization in tribal government, 
schools, health agencies, and economic agen-
cies may combine to increase stress on indi-

viduals delivering care while compromising 
the important cultural strengths of  extended 
family systems.

Many current or prospective American 
Indian caregivers tend to be younger than the 
general population and hence may be potential 
recipients of  program support and services 
for a significant duration of  time. In our study 
and one completed in the Santa Fe Service 
Unit (Hennessy & John, 1998), the average 
age of  the caregiver was 50. They performed 
at least 4 hours a day of  direct care, 50% were 
daughters caring for parents and most worked 
at least half-time. Many caregivers served both 
disabled elders while they were still raising 
children and grandchildren. In our study 60% 
had provided care for 6 months to 3 years, 17% 
between 3-5 years, and 20 % for over five years. 
The majority of  these individuals balance dual 
care responsibilities for an elder and a child or 
grandchild (DHHS, 2003). With funding from 
the North Dakota Department of  Human 
Services, the Center for Rural Health, and the 
University of  North Dakota School of  Medi-
cine and Health Sciences (CRH) conducted a 
study of  American Indian caregivers and com-
pared those needs and characteristics with the 
state’s general population of  caregivers.  Their 
findings reveal that Lakota tribal members are 
on average more likely to work full-time, are 
not officially retired, and they care for more 
children than the general population (CRH, 
2003).

The intersection of  health disparities in 
American Indian populations with caregiver 
burden are understudied and therefore not 
well understood by social and health service 
agencies. Chronic disease significantly affects 
the ability of  individuals to function indepen-
dently. Individuals are often disabled at earlier 

4. The aggregate total of elders from 29 Indian tribes in Washington 60 years and older in 2000 was 14,744, but that same cohort is 
estimated to reach 21,044 in 2013 (US Census 2000).
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ages as well as at older ages. Chronic disease 
such as diabetes, arthritis, cardiovascular dis-
ease, Post Traumatic Stress Disorder (PTSD), 
and obesity in American Indian populations 
contribute to greater numbers of  disabled 
individuals. Thus, there is an increasing need 
for individuals providing care for elders or 
other family members. In our study of  Ameri-
can Indian Caregiver Stress and Health, many 
of  the participants had significant heart rate 
variability problems, which result directly from 
chronic stress. If  treated early, heart related 
problems have the potential for amelioration 
through intensive stress reduction activities. 
It is well established that diabetes is directly 
associated with high levels of  chronic stress 
(Korn & Ryser, 2005) and that exposure to 
trauma early in life often reduces the biological 
capacity to cope with stress later in life.

Demand for caregivers in Washington 
tribal communities will significantly increase 
during the years ahead in part due to growing 
numbers of  elderly and individuals disabled 
due to chronic disease. We estimate that 3,160 
individuals in tribal communities (the vast ma-
jority of  whom are women) now provide care 
for elders and disabled persons in Washington. 
Since these are primarily unpaid individual 
family members or trusted friends performing 
caregiver services their work bears virtually 
no publicly recognized costs. However, using 
a pay rate of  $8.00 to $12.00 per hour for 
services delivered for four to six hours a day 
we estimate the value of  this unpaid service 
in Washington State Indian communities 
ranged from $54.6 million to $81.9 million in 
2006. These amounts translate to individual 
direct and indirect expenditures ranging from 
$17,065 to $26,419 per caregiver in a year. 
While for many individuals the cost is paid in 
uncompensated labor, transportation, food, 
housing, sundries, and other out of  pocket 
expenses, the cost is clearly quite substantial.

Those who Care for Elders
Virtually all American Indian and Alas-

kan Native family caregivers are unpaid like 
many in non-Indian communities. None of  the 
federally mandated services under the Older 
Americans Act or state/county services and 
supports include provision of  payment for the 
services delivered. The added financial burdens 
associated with caring for a family member 
simply adds stress to the already overly stressed 
caregiver’s daily life.  As noted elsewhere in 
this study the role of  a person taking care of  a 
family member is often determined by cultural 
norms in each tribal community. In some com-
munities it would be unthinkable to receive a 
wage or salary while taking care of  a family 
member. The common view held in such com-
munities is, “if  there is money to be paid…
provide the money to help the elder.”

Despite such cultural norms, it is quite clear 
that tribal family caregivers suffer considerable 
stress from financial burdens. It is possible for 
a tribal community to provide supports and as-
sistance for caregivers without direct financial 
aid in the form of  childcare, gas allowances, 
special health services, house cleaning, nutri-
tional supplementation, and regular exercise 
delivered in the form of  service supplements. 
Tribal budgets and state/county agency 
budgets do not contain such support and 
services for caregivers. The consequence can 
be degradation in the health of  the caregiver 
and a decline in the quality of  life and support 
necessary for the person receiving care. It is 
probably safe to suggest that the cost of  provid-
ing such support to caregivers in the state of  
Washington would range from $59 million to 
$89 million in 2007 dollars.  Without support 
for Indian caregivers the cost of  acute care 
for the caregiver and the declining conditions 
of  those who are being cared for may exceed 
$120 million per year—a burden carried by the 
individual caregiver and communities.
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The American Indian Caregiver Health 
Study research team drew after two years 
an important conclusion about the subjects 
participating in the study: While the enrolled 
participants were considered to be healthy, 
they had significant decrements in physical 
and psychological health such as chronic stress 
and pain, depression, digestive problems, hy-
perlipidemia, and adrenal exhaustion. Coupled 
with their high rates of  exposure to traumatic 
events earlier in life, these caring individuals 
were on the verge of  near total “burn out” and 
many were at risk of  sudden death due to low 
heart rate variability.5

In addition to the focus on polarity therapy 
as a culturally acceptable treatment for stress, 
the study uncovered a wealth of  information 
ancillary to the main research project. Our 
findings concur with the findings of  the Ad-
ministration on Aging survey of  68 programs 
funded through the Native American Caregiver 
Support Program (NACSP) that identified 
multiple barriers faced by caregiver programs 
and staff. They include inadequate funding and 
staffing, geographic isolation, and the cultural 
mismatch of  the NACSP focus on caregivers 
instead of  on elders (Wright et al., 2003). The 
findings from our American Indian Caregiver 
Policy Study demonstrate additionally that 
structural barriers prevent Area Agencies on 
Aging and tribal social service directors from 
better serving American Indian elders and their 
family members in western Washington. 

The primary identified obstacle is a failure 
to engage each other in service coordination, 
a problem rooted in the historical structure of  
institutions that provide inadequate mecha-
nisms for tribe/county/agency negotiation. 
We believe this is the root cause of  the other 
problems observed in the service delivery 
failures.

American Indians and Alaskan Natives 

have cared for their elders for hundreds of  
years but enabling cultural elements are not 
identified as a basis for a caregiver support 
program; rather, the Native American Care-
giver Support Program entails five components 
of  caregiver supports that are identical to the 
components of  the National Family Caregiver 
Support Program (NFCSP). There is little rec-
ognition through this policy that caregiving is 
a community process as opposed to an agency 
process, and that each tribe is a unique com-
munity. The word “caregiver” is a new name 
given to an age old practice in Indian Country, 
yet ironically the name is fraught with meaning 
either unknown or threatening to many family 
or informal “caregivers.”

Lack of  personnel and training for coor-
dinators to adhere to the Older Americans 
Act Title VI, Part C is endemic. Elders and 
caregivers alike experience eligibility assess-
ment procedures as invasive and coordinators 
identify a general confusion about the five 
components of  the Native American Caregiver 
Support Program.

The added information suggests that 
institutional services and supports available to 
American Indian caregivers may be inadequate 
or inappropriate. Furthermore, tribal, state, 
and federal laws, policies, and practices may 
prevent American Indian caregivers access to 
personal services and support needed to ensure 
their good health and quality of  life.

As the main clinical study continued it 
became increasingly apparent that all the care 
delivery participants (caregivers, caregiver 
service delivery personnel, and officials at the 
tribal, county, and federal level) had substan-
tially different understandings of  what was 
actually being delivered to family members at 
the tribal level. It also became gradually clearer 
that tribal family caregivers were not consis-
tently receiving either training and respite sup-

5.  Clinical Research Team members drew this conclusion after careful review of the Heart Rate Variability data. (McCraty, 2006)
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port or services. Indeed, when county agencies 
proffered such assistance to the tribal elder 
programs for Indian caregivers these services 
were commonly rejected on grounds of  inap-
propriateness or intrusiveness. Generalized 
resistance appears to arise from the belief  that 
caring for a family member is a deeply private 
and personal matter of  primary concern to the 
immediate family. These observations led us to 
believe that there are important breaks in what 
is supposed to be a seamless service stream 
from agencies to caregivers to family members.

Support services and assistance to Ameri-
can Indian caregivers appear to be inadequate 
or non-existent with the possible result that ser-
vices to American Indian elders (particularly 
persons suffering from dementia or individuals 
physically or mentally impaired) is proportion-
ately degraded. No personal health support 
is made available to caregivers to improve 
stress and quality of  life. Obstructed relations 
between tribal, county and state services agen-
cies appear to directly contribute to the lack 
of  support for American Indian caregivers 
with the consequent impairment of  services to 
American Indian service recipients.

A recent study on long-term care needs 
concludes that American Indian elders wish to 
remain in their communities, maintaining their 
roles and relationships (Wright et al., 2003). 
Instead of  moving to facilities remote from tribal 
territory, elders choose their own home, and this 
circumstance creates a greater demand for individu-
als providing care. The Retirement Research 
Foundation conducted a national needs survey 
(receiving one or more responses from 109 
tribes) and found that the least available elder 
services were adult daycare and resources for 
people with Alzheimer’s disease. When asked 
how often tribal elders get all of  the help they 
need, 39 % of  respondents indicated “some 
of  the time,” while 25% responded that elders 

got help “most of  the time” (Benson, 2003). 
Sixty-eight percent replied that “most” fam-
ily members would benefit from caregiving 
assistance. Respite care and personal care were 
often described as being most helpful, yet these 
services were seldom available (Benson, 2002).

Support for caregivers has been provided 
through legislation and grants in Indian 
communities and through Area Agencies on 
Aging for many years. The level of  funding for 
individual service providers varies considerably 
from program to program. The Areas Agen-
cies on Aging through their Family Caregiver 
Support Program provide a limited number 
of  discretionary supplements that range from 
about $500.00 to $1,000.00 per caregiver avail-
able to caregivers who require either special 
home modifications, or counseling services. 
It is unclear whether any tribal members ac-
cess this support. Through this program the 
Lewis-Mason-Thurston-County Area Agency 
on Aging (LMTAAA) has provided eligible 
caregivers with access to up to 8 hours of  
polarity therapy, relaxation and wellness coun-
seling and this program is accessed by both 
Indian and non-Indian caregivers.  Success of  
communication between the AAAs and tribes 
vary widely with some AAAs feeling “closed 
out entirely” and others having closer, though 
still limited relationships. The most success-
ful coordination was observed when a well-
experienced tribal elder worked at one of  the 
agencies serving as a dynamic navigator. This 
highlights both structural issues as well as the 
vagaries of  locale and experience.

The 2005 funding for a single grant under 
the NACSP ranged from $16,990 to $67,9906.  
The program received $5 million its first year, 
$5.5 million in FY 2002, $6.2 million in FY 
2003, $6.3 million in FY 2004, and $6.3 in 
FY 2005 and FY 2006.6 Nine demonstration 
projects were also funded through the NACSP 
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at $100,000 over three years for fiscal years 
2001-2004. Present funding levels in support 
of  tribal programs is clearly too low to meet 
the needs. While this is often the refrain about 
any social program, there is clear evidence that 
tribal programs are seriously under-funded.

Tribal programs suffer from a number of  
limitations and obstacles—many of  which 
require tribal leadership and attention in the 
form of  tribal legislation and policy changes.

Methodology
This policy study was structured to include 

interviews of  primary participants in the de-
livery of  caregiver support services and direct 
services including tribal, county, and federal 
officials and service providers; and a review of  
the literature and statutes relevant to American 
Indian caregiver policy. The research assistant 
conducted interviews asking each informant a 
set of  predetermined, open-ended questions, 
providing a consistent framework for responses 
without determining the responses. After 
conducting several interviews the research 
assistant reviewed initial responses with the 
principal investigators and a record was made 
of  the discussion, providing documentation 
on interpretation of  responses. The research 
team, comprised of  the Caregiver Policy Study 
Principal Investigator, Caregiver Study Prin-
cipal Investigator, and the Research Assistant, 
conducted a thorough review of  the literature 
relating to caregiver programs in Indian com-
munities and their effectiveness throughout the 
United States.

The enabling federal legislation (USC: 
Title 42, Chapter 35, Subchapter 3057) was 
reviewed emphasizing the existing language 
contained in the law as it relates to county and 
tribal programs, the congressional intent, and 

the role of  such organizations as the National 
Congress of  American Indians, National 
Indian Council on Aging, National Indian 
Health Board, and the National Indian Child 
Welfare Association.

Statutory Policy
The federal government enacted the Older 

Americans Act (July 14, 1965); and in succeed-
ing years the Act was amended in 2000 (Public 
Law 106-501-Nov 13, 2000 – 114 Stat. 2267) 
to improve community employment for older 
Americans. At the time of  its reauthorization 
in 1992, Congress inserted a new Title VII, 
Chapter 3 addressing “prevention of  abuse, 
neglect and exploitation of  older Americans”. 
They also reauthorized the Older American’s 
Act and amended it with House Resolution 
6197 (Older Americans Act Amendments of  
2006). The section concerning American Indi-
ans was added in August 31, 1988.

The Act was originally designed to serve 
(1) family caregivers, and (2) grandparents or 
older individuals who are relative caregivers. 
Specific programmatic services include:

(1) information to caregivers about available 
services;

(2) assistance to caregivers in gaining access 
to the services;

(3)  individual counseling, organization of  sup-
port groups, and caregiver training to care-
givers to assist the caregivers in making 
decisions and solving problems relating to 
their caregiving roles;

(4) respite care to enable caregivers to be 
temporarily relieved from their caregiving 
responsibilities; and
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(5) supplemental services, on a limited basis, 
to complement the care provided by care-
givers.

The initial delivery mechanism for these 
services to all recipients has developed to 
include 53 State Units on Aging, 650 Area 
Agencies on Aging and 240 Title IV American 
Indian Programs (AAA, 2006).

The United States Congress enacted the 
Older Americans Act with a specific chap-
ter concerning American Indians, Alaskan 
Natives, and Hawaiian Natives which was 
recorded in statue as the United States Code 
Title 42, Chapter 35, Subchapter 3057. Con-
gress made the following determination in this 
part of  the law that American Indians:

(6) are a rapidly increasing population;

(7) suffer from high unemployment;

(8) live in poverty at a rate estimated to be as 
high as 61 percent;

(9) have a life expectancy between three and 
four years less than the general population;

(10) lack sufficient nursing homes, other long-
term care facilities, and other health care 
facilities;

(11) lack sufficient Indian area agencies on ag-
ing;

(12) frequently live in substandard and over-
crowded housing;

(13) receive less than adequate health care;

(14) are served under this subchapter at a rate 
of  less than 19 percent of  the total nation-
al population of  older individuals who are 
Indians living on Indian reservations; and

(15) “are served under Subchapter III of  this 

chapter at a rate of  less than 1 percent of  
the total participants under that subchap-
ter” (Older Americans Act, 2005).

Accordingly, Congress expressed its intent 
with legislation as follows:

“The Assistant Secretary shall carry out a 
program for making grants to tribal orga-
nizations with applications approved under 
parts A and B of  this subchapter, to pay 
for the Federal share of  carrying out tribal 
programs, to enable the tribal organiza-
tions to provide multifaceted systems of  the 
support services…” (Older Americans Act, 
2005).

In addition to funds for program support, 
Congress decided that surplus facilities should 
be converted to the benefit of  American Indian 
Senior programs:

“…the Secretary of  the Interior through 
the Bureau of  Indian Affairs shall make 
available surplus Indian educational facili-
ties to tribal organizations, and nonprofit 
organizations with tribal approval, for 
use as multipurpose senior centers. Such 
centers may be altered so as to provide 
extended care facilities, community center 
facilities, nutrition services, child care ser-
vices, and other supportive services” (Older 
Americans Act, 2005).

The most recent action amending the Older 
Americans Act was signed into law in Octo-
ber 2006.  These amendments placed a strong 
emphasis on the reduction of  elder abuse and 
neglect, volunteerism, community planning 
for elder care, caregiver outreach and service 
and inter-governmental coordination. Upon 
passage of  the reauthorization and amend-
ments to the Older Americans Act, Wyoming 
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Senator Mike Enzies, then-Chairman of  the 
Senate Health, Education, Labor and Pensions 
Committee summarized improvements to the 
Act this way:

• Direct the Department of  Health and 
Human Services’ Assistant Secretary of  
Aging to appoint a full time officer to take 
charge of  federal elder abuse and preven-
tion services and to coordinate federal 
elder justice activities;

• Promote the development of  systems that 
en-able older individuals to receive long 
term care in home and community-based 
settings based on individual needs and 
preferences;

• Improve access to programs and services 
under the Act by addressing the needs 
of  older individuals with limited English 
proficiency;

• Encourage both states and area agencies 
on aging to plan for population changes 
and require state agencies and local area 
agencies on aging to coordinate activi-
ties and develop long-range emergency 
preparedness plans;

• Improve access to supportive services that 
help foster independence and maintain 
quality of  life, including assistive technol-
ogy services and devices, mental health 
services, and activities to promote lifelong 
learning;

• Expand caregiver program services to 
older adults caring for children of  any 
age with a disability; individuals with 
Alzheimer’s disease; and grandparents or 
relative caregivers, age 55 and older, caring 
for children of  any age; and,

• Ensure that the Older American Com-
munity Service Employment Program, a 
job-training program for older Americans, 
provides on the job training to unem-
ployed seniors in community service 
programs—helping seniors build new jobs 
skills while providing skilled workers for 
programs serving low-income families and 
individuals (Enzies, 2006).

The Agency on Aging in Washington, D.C. 
interpreted improvements in the Act in slightly 
condensed and imprecise terms after the Bill 
was signed into law.

• Enhanced federal, state, and local coordi-
nation of  long-term care services provided 
in home and community-based settings

• Support for state and community planning 
to address the long term care needs of  the 
baby boom generation

• Greater focus on prevention and treatment 
of  mental disorders

• Outreach and service to a broader universe 
of  family caregivers under the National 
Family Caregiver Support Program

• Increased focus on civic engagement and 
volunteerism

• Enhanced coordination of  programs that 
protect elders from abuse, neglect and 
exploitation (Carbonell, 2006).

The Amendments do touch on the con-
cerns of  Indian communities, caregivers and 
elders primarily in connection with the forma-
tion of  “coordinating councils” concerned 
with advising federal government officials on 
appropriate “models” to “combat elder abuse, 
neglect, and exploitation…” (Older Americans 
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Act Amendments of  2006). The reauthoriza-
tion also includes proposals for modest cost of  
living budget increases resulting in status quo 
funding levels.

Commentary
The United States Congress’ intent when 

it passed and later amended the Older Ameri-
cans Act of  1965 has been consistently clear 
in connection with American Indians: elders 
and their caregivers must receive financial and 
service support to assure a good quality of  
life and health.  Examining the on-the-ground 
outcome of  Congress’ intent affecting western 
Washington Indian tribes suggests a dra-
matically different reality: there are funding, 
structural, cultural, and jurisdictional obstacles 
to achieving “a good quality of  life and health” 
for American Indians who are to benefit from 
the Older Americans Act. The on-the-ground 
players who seek to implement the intent of  
Congress in the state of  Washington and in 
tribal governments in western Washington are 
faced with daunting obstacles and American 
Indians on and near reservations are being 
short-changed.

Area Agencies on Aging (AAA) like the 
Lewis-Mason-Thurston, Pierce County and 
northwest agencies and tribal social service 
directors seek to serve American Indian elders 
and their family members in addition to their 
primary responsibility for the non-Indian 
population. The Washington State Department 
of  Social and Health Services affirmed this 
commitment by publishing a memorandum to 
Area Agency on Aging Directors spelling out 
its policy on AAA relations with Indian tribes. 
The memorandum reflects a state bureaucracy 
working with Indian government officials and 
other representatives as unfamiliar and distant 
from official state government experience.

It emphasizes “matrixes,” “goals,” and 
“objectives” for planning processes with 

“Tribal entities” (Black, 2005).  The intent is 
clearly reflective of  a desire for efficiency, but 
also a need to have tribal governments and 
their representatives function according to the 
policies of  state government employees.  Tribal 
governments and their service officials often 
express an informal policy of  distancing the 
tribe from the state government; and individu-
als in tribal service positions convey their lack 
of  confidence in and suspicion of  state policies 
and practices. The primary obstacle to effec-
tive cooperation between tribal government 
and county officials as this memorandum 
suggests is an awkward breakdown in efforts 
to engage each other in true collaboration. 
This awkwardness in county and tribal govern-
ment persists despite agency, state, and federal 
mandates to incorporate tribes into the Aging 
Network.

Tribal agency and county agency infor-
mants to this study expressed frustration with 
the failure of  communications between AAAs 
and tribal programs.  The perception by several 
informants on both sides is that official com-
munications obscure rather than explain policy 
and practice. Some noted that communica-
tions problems often arise as a result of  lack of  
training at the tribal and county levels; and still 
others noted that staff  turnover contributed to 
a breakdown in communications. Caregiver 
service practice may be at variance from policy 
in the tribal government and in the state gov-
ernment as a result of  limited training, impre-
cise communications and limited funds.

The tribal side and the county side inde-
pendently agree that there are advantages to 
improved communications, cooperation, and 
collaboration, but according to some infor-
mants they seem to not understand the advan-
tages from the other side’s perspective. Neither 
side seems to understand the responsibilities, 
pressures, concerns, goals, and objectives of  
the other. The inability for each side to under-
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stand or appreciate the perspective of  the other 
side contributes to a reduction in confidence 
and cooperation.

Other informants on the county side say 
they want to develop closer coordination with 
tribal service providers, but they see themselves 
as “spread too thin” with their work respon-
sibilities that such personal contact is rarely 
possible.  Consequently, there is little opportu-
nity for service providers and coordinators at 
the county and tribal levels to develop strong 
working relationships.

Some informants on the tribal side be-
lieve the quality of  communications between 
their agencies and county agencies could be 
improved if  the county employs a “native per-
son.”  Where Area Agency on Aging liaison 
roles have been filled by a “native person” 
there has been improved communications be-
tween that person and tribal personnel. Several 
informants note, that while it is true that com-
munications between the county agency and 
the tribal agency is improved, the relationship 
between the “native person liaison” and the 
county agency is often strained and occasion-
ally estranged to the point where there is a 
conflict between county policy and the tribal 
liaison.

Achieving benefits from caregiver support 
is prevented by:

• The fact that the term “caregiver” appears 
to have little currency in the Indian com-
munities in which we worked.

• Lack of  tribally appropriate needs assess-
ments for tribal programs.

• Limited and generally unsuccessful efforts 
to disseminate information, or in reaching 
out. 

• Indian communities, networking, and 
facilitated coordination between agencies: 

Area Agencies on Aging and tribal agen-
cies and governing authorities and fairly 
low levels of  trust among American In-
dian caregivers toward the Area Agencies 
on Aging; lack of  bi-directional cultural 
competency.

• Tribal personnel turnover and inconsistent 
tribal policy and practice.

• Deficiencies in the number of  agency 
personnel are widespread.

• Ineffective provisions in the Older Ameri-
cans Act Title VI, Part C policy and lim-
ited procedural training for affected parties 
contribute to a breakdown in the conduct 
of  successful support for American Indian 
caregivers.

• Interagency power mismatch where the 
asymmetrical relationship between the 
tribe and the state places the state in the 
position of  dominance where the state sets 
policy and guides practice, and the state 
controls many sources of  funds.

These shortcomings undermine virtu-
ally all participating parties despite statutory 
mandates that facilitate communications and 
coordination through the training of  personnel 
within the organization of  affected parties.

The word “caregiver” is an inexact term in 
Indian country. It is a term originally coined 
by non-Indian health professionals, academics 
and federal agency personnel seeking to cap-
ture in limited language a specific target audi-
ence.  Most Indian families customarily apply 
an age-old practice where certain individuals 
(family members or chosen individuals) are 
given or assume a duty to care for an elder or 
disabled individual—the word “caregiver” is 
simply not commonly used. Caregiver con-
notes a “job” instead of  a customary duty or 
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responsibility. Ironically the term is fraught 
with meaning either unknown or threatening 
to many persons who have the duty in a family. 
Elders and family members who have the duty 
to look after an elder often consider state and 
federal guidelines and procedures for eligibility 
assessment socially invasive and insulting—
even destructive of  customary community 
norms. This manifests in several ways:

• The state-mandated assessment process of  
caregivers and their family member(s) who 
wish to receive services is understood to be 
intrusive and unnecessarily prolonged (re-
quiring many hours) by both state agency 
and tribal staffs and, as a result, on and off  
reservation Indians often forgo services 
rather than become subject to the process.

• The paperwork required to receive ser-
vices is often prohibitive; one tribal elder 
stated: “I would spend all day filling out 
paperwork and it would never come to 
anything.”

Caregiver program coordinators at the trib-
al level (an employed role) acknowledge their 
general confusion about the five components 
of  the Native American Caregiver Support 
Program (NACSP) on which they are re-
quired to rely. Confusion and conflict with the 
NACSP provisions is another layer obstructing 
effective program execution.  Other obstacles 
are institutional and cultural communication 
strategies, which often fail in part because they 
reflect common non-Indian biases regarding 
Indian communities and society and common 
Indian biases regarding non-Indian program 
and agency officials.

These obstacles are not all solely associated 
with caregiver support services but, rather, 
speak to larger structural issues faced by other 
social and health coordinators and delivery 

agencies.  The conflicting meanings of  the 
word “caregiver” is emblematic of  the prob-
lems of  cross-cultural and cross-procedural 
policy communications that appear to result 
in service delivery failures common to many 
health delivery systems serving Indian Coun-
try. Addressing these barriers in the field of  
“caregiving” will tend to illuminate the need 
for policy and procedural changes in other 
social and health service arenas.

Tribally-specific needs assessments address-
ing long term care and caregivers are generally 
lacking. The process of  needs assessment is un-
derstood by program personnel to be needed, 
and, if  completed, that such needs assessments 
require frequent updating and review. The cost 
of  such assessments combined with limited 
experience and personnel turnover frequently 
prevent the possibility that the long term health 
care assessment is actually carried out. Addi-
tionally, tribal program personnel have limited 
access to models of  needs assessments suit-
able for their unique tribal communities and 
cultural contexts. Such models are not neces-
sarily transferable between tribal communities, 
even if  they were available.  Recognizing this 
problem, the National Resource Center on Na-
tive American Aging (NRCA) has attempted 
to develop a partial answer in their The Long 
Term Care Tool Kit (McDonald, Ludtke, Mc-
Donald, & Allery, 2005). Offering guidelines 
for the development and conduct of  a long 
term care needs assessment, the authors of  this 
“kit” focus a conventional research approach 
that employs an “objectivist” methodology. 
Indeed, the approach is typically used in the 
academic environment with its main focus on 
the recipient of  care— the elder—while failing 
to note the importance of  the family and the 
caregiver’s needs as a part of  a whole case as-
sessment. Integrating quantitative and qualita-
tive information is commonly appropriate to 
evaluating needs in a tribal community. The 
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NRCA approach provides a survey and techni-
cal assistance to tribes to conduct their own 
needs assessments. This approach is a good 
start but may sometimes be unsuitable for the 
tribal context, since it often requires technical 
training and funds not commonly available.

Tribal agencies and Area Agencies on Ag-
ing aiming to serve caregivers and the persons 
they help frequently fail to communicate 
effectively between themselves and with the 
service population. Methods of  communica-
tion with service populations commonly used 
to disseminate information in metropolitan 
areas (radio, television, newspapers, posters, 
flyers, and pamphlets) are generally ineffective 
in tribal communities. Successful communica-
tions in many tribal communities are more 
labor intensive: visits in homes, conversa-
tions at gatherings, public presentations, and 
supplemental written material outlining key 
elements of  information. Tribal communities 
tend to be more conversational, person-to-
person communication environments. This is 
not to say that written material is not useful. 
But when written material is presented in the 
language of  “bureaucratic jargon” either by the 
tribal program or the state/county agency, the 
degree of  understanding and confidence in the 
information is frequently reduced or very low. 
Communications between tribal agencies and 
Area Agencies on Aging or other state entities 
concerned with long term care are similarly 
complicated. Local tribal circumstances (so-
cial, economic and cultural) color and define 
how tribal officials communicate. Similarly, 
agency ethos and the agency personnel’s own 
living environments shape and define how 
Area Agency on Aging and other state pro-
gram personnel communicate. Neither tribal 
nor state/county officials share a common 
experience so they are prone to misunderstand-
ings. Greater bi-directional training to improve 
communications is clearly essential.

Tribal social service and elder health pro-
grams experience frequent personnel turnover. 
Changes in personnel destabilizes the program, 
complicates communications, often slows a 
program due to interruptions from the need for 
new personnel to learn about the program and 
results in inconsistency. Changes in person-
nel or other program interruptions result from 
episodic funding, management or personnel 
conflict, competition for limited employment 
opportunities, lack of  tribally-specific profes-
sional development training, and uncertainties 
about the intent of  the program.  Changes in 
state/county agencies are similarly affected 
by personnel changes. These agencies have 
attempted to improve their coordination with 
tribal programs by employing “tribal liaisons” 
who are a member of  an Indian tribe. These 
positions tend to be unstable. Merely employ-
ing an individual who happens to be a member 
of  a tribe does not ensure that the individual 
can work with the programs in various tribes 
in the agency’s service areas (though as noted 
above many individuals serving as liaison have 
improved communications). Indeed, even if  an 
individual is accepted and trusted, the policies 
and practices they must present to tribal pro-
grams may still conflict.  Personnel stability is 
an essential element in program effectiveness, 
and neither tribal nor state/county agencies 
are able to ensure such stability.

In tribal programs social service and 
elder programs are often under-funded and/
or staffed by individuals who are themselves 
under immense social stress. Like funding 
for socials services outside of  tribes these 
jobs are generally held by women who are 
paid minimum or near minimum wage. This 
contributes to lack of  stability because they are 
seeking other jobs.  Likewise, because caring 
for elders and the aging requires the develop-
ment of  trust, high levels of  trust occurs over 
time and requires staff  who are there for the 
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long haul. Our findings were iterated by focus 
groups held in the Dakotas, which point to 
this endemic problem. The payment structure 
for the positions of  caring cannot be separated 
from the valuation afforded the positions by 
both tribal and society at large. These basic 
service positions are the foundation of  care for 
the elders and yet they pay the least.

A hard look at the valuation of  care must 
be undertaken as part of  cultural restoration 
programs within the tribes and understood 
as part of  the educational process of  the 
young and adults of  all ages. A new model for 
integrating values and economics of  care can 
be created at a tribal specific level in order to 
more fully use the abundant human resource 
capacity within the tribe and as a method of  
economic returns within families.

Sovereignty and Jurisdiction
Tribal sovereignty is negotiated through 

interactions defined by a government-to-gov-
ernment relationship meant to support tribal 
self-determination, and tribes’ “right to opt 
into negotiations is the exercise of  sovereignty 
just as much, or more, than attempting to oper-
ate independently” (Ashley & Hubbard, 2004). 
It is particularly difficult for the state con-
tracted social service provider on the ground 
to define its role in coordination relative to 
the government-to-government protocol with 
ambiguous implications for tribal/state agency 
interactions.  As one AAA manager put it, “I 
guess tribes don’t want to deal with us lowly 
providers.”  This comment reflects a general 
lack of  understanding of  tribal legal and politi-
cal status in relation to the state of  Washington 
and the United States. It also reflects the long-
standing unresolved problem identified by the 
Intertribal Study Group on Tribal-State Rela-
tions that conducted a yearlong study between 
1979 and 1980 in Washington State on tribal 
and state government conflicts. The tribal 

government leaders’ panel was co-chaired by 
Quinault Nation President Joe DeLaCruz 
and Yakama Nation Councilman Russell Jim, 
and included Squaxin Island Chair Cal Peters, 
and Makah Nation Councilwoman Mary 
Jo Butterfield. Their report in 1980 asserted 
that conflicts between tribal governments and 
the state government result when there is no 
co-equally created intergovernmental mecha-
nism established to facilitate government-to-
government relations (Ryser, 1980).  In partial 
reply to the Intertribal Study Group on Tribal/
State Relations, the governments of  the state 
of  Washington and twenty-six Indian nations 
and tribes nine years later signed the Centennial 
Accord (Centennial Accord, 1989) establishing 
ground rules for the conduct of  government-to-
government relations. The framework setting 
agreement established between tribal govern-
ments and the state government was amplified 
and reaffirmed by a subsequent Millennium 
Agreement signed in Leavenworth, Washing-
ton (Millennium Agreement, 1999) further 
providing definition to structured government-
to-government relations. Both tribal govern-
ments and the state government took steps to 
establish intergovernmental liaison positions 
specifically designed to deal with subjects of  
mutual concern. Considerable improvements 
in tribal/state relations have been achieved as 
a result of  these important intergovernmental 
measures. Both tribal governments and the 
state government did reduce legal and jurisdic-
tional conflicts that characterized the decades 
before 1990.

While these important agreements contrib-
uted to important changes in intergovernmen-
tal policy and practices, still more changes in 
relations between state government and tribal 
governments are warranted as communica-
tions and procedural problems between tribal 
caregiver and elder health programs and Area 
Agencies on Aging suggest. The power rela-
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tionship between agencies of  tribal government 
and state government are significantly out of  
balance in terms of  funding, personnel experi-
ence, and the reach of  governmental jurisdic-
tion. One important consequence of  this im-
balance is reluctance on the part of  tribal and 
state/county program and service personnel to 
work collaboratively. As the Intertribal Study 
Group on Tribal-State Relations indicated in 
1980, the imbalance cannot be corrected when 
there is no co-equally created intergovernmental 
mechanism established to facilitate government-to-
government relations. As one informant said: 
“A missing structure for coordination creates 
tension based on fear of  stepping on toes or 
unwittingly into tribal politics.”

There is little recognition in current policy 
that caregiving is a community process as op-
posed to an agency process, and that each tribe 
is a unique community. Much of  our informa-
tion at the tribal level suggests that caregiving 
is a process of  community, not of  an agency, 
tribal or state. Tribal informants suggest that 
caregiving has been done in Indian country for 
millennia, but no one is asking why it works 
(peer pressure, familial obligation), when it 
doesn’t, or what is needed.  Those elements 
must be the basis for any caregiver program.

Findings and Recommendations:

[A]  Tribal service coordinators express 
confusion as to the intent of county and 
agency actors— the purpose of Title VI 
Part C.

1. Recommendations
AAAs hold the knowledge of  and train-

ing experience on national caregiver grant 
components and are active members of  the 
Aging Network while tribes face deficiencies 
in the number of  personnel and effective Older 
Americans Act Title VI, Part C policy and 

procedure trainings.
The state mandates that the allocation of  

resources shall require outcome evaluations 
that are culturally inappropriate and unrealistic 
for tribal social services to produce. Aware of  
these burdensome regulations, tribes are reluc-
tant to request or accept AAA assistance.  One 
AAA county informant stated, “It [collabora-
tion] is not worth it for tribes.  They don’t want 
AAAs involved if  they come across as control 
freaks and frankly I don’t blame them.”

Federal: No Action
Tribal: Tribal Service Managers should 

provide regular in-service training explaining 
state and federal policies and practices and 
compare them against tribal policies and prac-
tices in the field of  long-term care services.

State: State/County Managers should meet 
with tribal managers to answer questions con-
cerning the intent of  state and agency actors 
carrying out the purposes of  Title VI.

[B] The asymmetry of power between AAAs 
and tribal social services is fundamental 
to tribes’ inability to deal effectively with 
state agency mechanisms for coordina-
tion.

Area Agency on Aging organizations have 
the power and influence of  the state govern-
ment and the federal government in support 
of  their policy and practices that are mainly 
designed to address the needs and interests of  
the wider population of  the state. The more 
particular needs and interests of  tribal commu-
nities can be effectively addressed in relation to 
state/county agencies within a framework of  
government-to-government relations as framed 
by the Centennial Accord of  1989.  Function-
ing mechanisms including balanced, authori-
tative representation from tribal government 
and state government should coordinate policy 
and practices on long-term care. This is an 
enhancement to a system that is only partially 
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complete.

2.  Recommendations 
Federal: The Older Americans Act should 

be amended to include financial support for 
multiple intergovernmental agencies providing 
for tribal and state representation addressing 
long-term care.

Tribal: Each tribal government or the 
governments of  cooperating tribal govern-
ments should introduce and enact legislation 
authorizing the creation of  an intergovernmen-
tal agency on long-term care, providing tribal 
budgetary support, and designating representa-
tives.

State: The state government should in-
troduce and enact legislation authorizing the 
creation of  an intergovernmental agency on 
long-term care, providing state budgetary sup-
port, and designating representatives.

[C] The components of the Native American 
Caregiver Support Program (NACSP) 
address needs that have been defined 
outside tribal communities.

American Indians have cared for their 
elders for hundreds of  years but enabling 
cultural elements are not identified as a basis 
for a caregiver support program.  Rather, Title 
VI Part C entails five components of  caregiver 
support that are identical to the components 
of  the National Family Caregiver Support Pro-
gram (NFCSP) and applied universally. There 
is little recognition through this policy that 
caregiving is a community process as opposed 
to an agency process, and that each tribe is a 
unique community.

Paid respite is preferable to other NFCSP 
components such as support groups and coun-
seling that may not appeal to many members 
of  small tribal communities.  Tribes spend the 
vast majority of  their grants on respite by train-
ing and employing caregivers. This was not 

defined as a problem by each affected party but 
is a concern of  an intertribal organization that 
assists tribes with federal grants, the Admin-
istration on Aging central office and AAAs 
as there is a strong emphasis on supporting 
unpaid caregivers among NFCSP advocates.

3. Recommendations 
Federal: No Action
Tribal: Each government should develop 

tribally-specific long-term care policies and 
practices that reflect the cultural, social, and 
economic realities of  the particular communi-
ties served—emphasizing the needs of  caregiv-
ers as well as the individuals they provide care 
to. Policy statements must also address the 
question of  payment or supplemental financ-
ing for caregivers. These policies must then 
provide guidance to service managers and 
personnel.

State: Consistent with the spirit of  the 
Millennium Agreement of  1999 the State and 
County Area Agency on Aging should en-
gage tribal officials and request their specific 
statements of  policy and practice on long-term 
care, caregivers and their care recipients.

[D] Area Agency on Aging staff lack the 
tools to communicate with tribal mem-
bers across cultural difference and time 
to work through cultural differences and 
form working relationships with staff of 
tribal social services. State and agency 
cultural training guidelines are well-
meaning but unfunded and disconnected 
from practice. AAAs want to coordinate 
but don’t have tools beyond what they 
have already tried.

Staff  are spread thin and it is easier and 
makes more sense from their standpoint to de-
vote precious time to serving those ethnically 
diverse caregivers and elders who are eagerly 
standing in line requesting services. AAA staff  
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recognize the cultural importance of  relation-
ships yet lack time, cultural understanding, and 
confidence or precedence to risk making per-
sistent efforts. AAA program managers do not 
know appropriate contacts on the tribal end to 
exchange information about caregiver services 
or events. Furthermore, often the people pro-
viding direct caregiver support work function 
outside of  the “formal” or funded programs. 
Without close working relationships, the AAA 
program manager would not gain access to the 
behind-the-scenes reality of  caregiver support.

4. Recommendations 
Federal: No Action
Tribal: The health and social service agen-

cies of  the tribal government should establish 
close program coordination then establish, 
develop, and conduct regular bi-directional 
cultural competency training that provides 
experience and learning about state and county 
social and health services ethos as well as tribal 
culture.

State: Establish, develop, and conduct 
regular bi-directional cultural competency 
training that provides experience and learn-
ing about state and county social and health 
services ethos as well as tribal culture.

[E] Tribal caregivers and elders widely regard 
eligibility assessment procedures as inva-
sive and disruptive of family norms.

5. Recommendations 
Federal: No action
Tribal: Tribal policy and practices should 

define tribal specific eligibility assessment 
procedures.

State: State managers should support a cus-
tomized approach to eligibility assessment to 
be carried out at the discretion of  Area Agency 
on Aging entities working with tribal manag-
ers.   They should recognize tribal specific 
eligibility assessment procedures as valid.

[F] There is a consensus in tribal government 
agencies that American Indian family 
members can benefit from caregiver sup-
port services, but coordination between 
western Washington tribal social and 
health agencies and county Area Agen-
cies on Aging is limited and often non-
existent.

The Older Americans Act contributes to 
the existence of  an asynchronous relation-
ship between tribal governments and the state 
government on matters of  policy and practice 
serving caregivers and elders. By virtue of  the 
federal authority conveyed to the state govern-
ment, tribal governments are relegated to a 
“grant recipient role” and not included in the 
policy-making position necessary for tailoring 
caregiver and elder care service delivery at the 
tribal level. Because of  the imbalance, tribal 
governments are left to implement policies 
generated in Washington D.C. and in Olympia, 
Washington without the full ability to define 
and implement policy most beneficial to tribal 
community members. To redress the imbal-
ance, it is necessary for tribal governments 
to take the initiative exercising their separate 
sovereign powers by independently establish-
ing service and coordinating agencies that 
equal the role of  the Area Agency on Aging.  
Further redressing the imbalance demands the 
establishment of  a working intergovernmental 
mechanism between tribal agencies and state 
agencies established pursuant to the 1989 Cen-
tennial Accord.

6. Recommendations 
Federal: The Older Americans Act should 

be amended to authorize, fund, and recognize 
Tribal Agency on Aging organizations estab-
lished under the authority of  tribal govern-
ments.

Tribal: Each tribal government or a 
coalition of  tribal governments should adopt 
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legislation establishing either a single tribe 
or multiple-tribes “Tribal Agency on Aging.” 
Initially drawing on their own financial and 
professional resources tribal authorities should 
establish Tribal Agency on Aging as a support 
for tribal service programs providing training, 
health support, and coordination and policy 
guidance. The Tribal Agency on Aging should 
also function as the coordinating Agency that 
interfaces with the County and State Agency 
on Aging.

Each Tribal Agency on Aging should 
participate in an intergovernmental coordinat-
ing commission made up of  tribal officials and 
Area Agency on Aging Officials that is formed 
by tribal governments and state governments 
as a working inter-governmental mechanism 
established to facilitate interagency coordina-
tion and cooperation. The mechanism may 
rely on the Centennial Accord for initial 
authority.

State: Each Area Agency on Aging should 
participate in an intergovernmental coordinat-
ing commission made up of  tribal officials and 
Area Agency on Aging officials that is formed 
by tribal governments and state government as 
a working inter-governmental mechanism es-
tablished to facilitate interagency coordination 
and cooperation.  The mechanism may rely on 
the Centennial Accord for initial authority.

[G] Tribes spend the greater portion of their 
respite grants on training and employing 
caregivers.

7. Recommendations 
Federal: New funds should be appropriated 

to support both respite and personal health 
care for caregivers.

Tribal: New legislation should be intro-
duced in tribal council to provide and autho-
rize funding for respite and personal health 
care for caregivers.

State: No action

[H] There is a strong emphasis on support-
ing UNPAID caregivers among National 
Family Caregiver Support Program 
coordinators, which creates a division 
between state and tribes; however, other 
components such as support groups and 
counseling may not be appealing to mem-
bers of small communities.

We estimate that 3,160 individuals in 
western Washington tribal communities (the 
vast majority of  whom are women) now 
provide care for elders and disabled persons in 
Washington. Since these are primarily unpaid 
individual family members or trusted friends 
performing caregiver services their work bears 
virtually no publicly recognized costs. The 
burden for delivering care is paid in the form 
of  uncompensated labor, transportation, food, 
housing, sundries, and other out of  pocket 
expenses. Tribal cultural norms historically 
provided support from the community through 
longhouse extended families and giveaways. 
Some tribal communities may still desire 
this approach while various forms of  direct 
compensation may be desired from the view of  
other cultural communities.

8. Recommendations 
Federal: No Action.
Tribal: Tribal legislation should be intro-

duced and adopted describing a policy on pay-
ment, financial supplement, and other services 
for caregivers. Where the tribally-specific legis-
lation defines financial payment, funding must 
be appropriated at a rate commensurate with 
need.  Where tribally-specific legislation ad-
dresses uncompensated labor, transportation, 
food, etc. that is “community subsidized,” 
then a carefully defined plan must be instituted 
responsive to these needs.

State: State agencies should align their 
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policies regarding the provision of  caregivers 
to supporting family caregivers through tribal 
community systems and provide alternative 
support for unpaid caregivers beyond training 
to include cooperatively-developed tribal/state 
support and assistance options for caregivers.

[I]  Tribal health and service delivery is 
fragmented as a result of compartmen-
talized administrative structures that 
separate caregiver and elder needs into 
separate services preventing the delivery 
of effective whole health services when 
these services should be collaborative and 
integrative especially for caregivers.

Compartmentalization of  social and health 
services in tribal government fragments and 
reduces the quality of  services available to 
caregivers and elders. The services needed 
require a whole-health integration of  services 
working together. A special study prepared for 
the National Congress of  American Indians 
in 2005 by the Center for Rural Health makes 
the case for this approach to reservation-based 
health services in this way:

“Health promotion should become a major 
goal infused into programs of  health care, 
community education, human services, and 
in-home outreach programs. While the target 
population of  elders is imperative, prevention 
must also address younger age groups such as 
those in pre-retirement cohorts.

The advantage of  this approach is that an 
environmental, multi-disciplinary community 
approach to health promotion will have the 
greatest chance of  making a lasting impact. 
Furthermore, implementing successful health 
promotion strategies across the age spectrum 
is critical to addressing the poorer health status 
experienced by the majority of  Native Ameri-
can communities” (Ludtke & McDonald, 
2005).

Informants for this Study note the impor-

tance of  combining social and health services 
in a collaborative fashion, but advise that the 
different social and health programs provided 
by tribal governments do not always work to-
gether for the benefit of  caregivers and elders. 
The structure of  social and health services is 
compartmentalized, reducing or preventing 
effective whole health support for caregivers 
and elders (Ludtke & McDonald, 2005). The 
delivery of  holistic health services during the 
caregiver study met with great interest and ben-
efits to caregivers who expressed their need for 
health interventions closely aligned with their 
own cultural practices as well as using methods 
associated with complementary and alternative 
medicine (CAM). Research shows that 63% of  
the US population uses some of  CAM but its 
use is often paid for out of  pocket. Research 
also shows that the majority of  clinic visits are 
due to stress related illnesses, which is what 
CAM is specifically designed to help. In the 
American Indian Caregiver Stress and Health 
Study sample 78% of  participants had used 
some CAM and/or traditional healing meth-
ods. The integration of  service delivery is the 
macrocosm of  the integration of  whole-health 
methods for the health of  the whole person.

9. Recommendations 
Federal: New legislation ought to consider 

the need for structural and organizational flex-
ibility in tribal administration and operation of  
social and health programs.

Tribal: Tribal governments should take 
steps to reorganize tribal social and health 
services into collaborating service teams 
permitting caregivers and elders to draw on 
integrated social and health service provider 
teams so as to provide social health, physi-
cal health, mental health, and spiritual health 
support. Massage and touch therapies, stress 
reduction, nutritional therapy, and trauma 
resolution therapies should be incorporated 
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into the whole health and social service system 
for caregivers.

State: State and county Area Agencies on 
Aging ought to incorporate whole health, inte-
grated social and health service training at the 
supervisory and service provider levels.

[J] Tribal Agencies experience personnel 
turnover, lack Title VI coordinator per-
sonnel and training for the position.

The stability of  professional personnel 
working in caregiver service agencies is critical 
to providing consistent services to caregivers 
and to the persons they serve. State, county, 
and tribal informants all note that frequent 
changes in personnel in tribal agencies contrib-
ute to service inconsistencies and to inter-
agency communications problems. Adequacy 
of  funding, management support, in-service 
training, and support personnel are all fac-
tors affecting the stability of  personnel in any 
program. In tribal agencies, personnel turnover 
is also related to community-sensitive, policy-
level pressures on management and service 
providers, forcing early departures.

Individuals employed by Area Agencies on 
Aging who liaise with tribal agencies, govern-
ments, and communities often lack experience 
and knowledge of  the Agency’s philosophy of  
operation contributing to difficulties working 
with Agency personnel and policies. Simi-
larly, informants advise that the role of  liaison 
between the Agency and tribal agencies is 
complicated by the strictly observed Agency 
policies and procedures and the service prac-
tices and cultural realities in tribal communi-
ties. Coordination between Area Agencies and 
Tribal Agencies is frequently limited, stalled, 
or obstructed due to contrasting Area Agency 
and Tribal Agency policies, practices, and 
levels of  interagency experience possessed by 
personnel in both agencies.

10. Recommendations 
Federal: Funding authorization and appro-

priations specifically directed at strengthening 
tribal and county service agency professional 
training to stabilize employee retention and to 
support improved cross-cultural communica-
tions.

Tribal: Tribal management systems should 
consider establishing guidelines for profes-
sional conduct and organization of  quarterly 
professional development training opportuni-
ties for both management and service delivery 
personnel focusing on the solution of  specific 
service delivery and managerial problems. 
Closer organizational support between social 
and health services and interagency coopera-
tion will contribute to cost reductions and 
improve support to service personnel.

State: State and county Area Agency and 
related social service agencies should organize 
and conduct quarterly professional devel-
opment training opportunities focusing on 
multicultural best practices. Agency managers 
must directly engage individual tribal liaisons 
to identify and resolve obstacles within the 
agency to effective agency and tribal/agency 
coordination arising from failure of  cross-
cultural communications.

[K]  The term “caregiver” is in some instanc-
es a barrier to the effective provision of 
services.

The US Congress defines the term “care-
giver” in the Older Americans Amendments 
Act of  2006 (HR 6179) as “an individual who 
has the responsibility for the care of  an older 
individual, either voluntarily, by contract, 
by receipt of  payment for care, or as a result 
of  the operation of  law and means a family 
member or other individual who provides 
(on behalf  of  such individual or of  a public 
or private agency, organization, or institu-
tion) compensated or uncompensated care to 
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an older individual’’ (Older Americans Act 
Amendments of  2006). Despite this definition, 
the term remains problematic.

The conflicting meanings of  the word 
“caregiver” is emblematic of  the problems of  
cross-cultural and cross-procedural policy com-
munications that result in service delivery fail-
ures common to many health delivery systems 
serving Indian country. Informants repeatedly 
advise that the term “caregiver” implies a 
“paid position” when taking care of  a family 
member or honored individual is considered a 
responsibility—a duty an individual is given. 
To accept money as a caregiver may create the 
impression that the individual receiving care 
is not getting assistance. “My elder should get 
the funding support and help, not me!” is the 
expressed view of  many persons caring for 
family members.

Federal, state and county policy and prac-
tice guidelines commonly use “jargon” that 
fails to communicate in tribal agencies and in 
tribal families. The on-the-ground realities of  
the tribal culture are not only physically remote 
from county, state, and federal agencies, they 
are remote in terms of  experience and how one 
understands that experience.  The breakdown 
in communications and levels of  willing coop-
eration is obvious at the tribal level.  When a 
problem is defined and explained in meetings 
outside and separate from the community most 
directly affected, the likelihood is considerable 
that the solutions applied will often be imple-
mented with difficulty, if  at all.

11. Recommendations 
Federal: Amend the Older Americans Act 

to incorporate a mandate to recognize and 
adopt tribally-specific guidelines and defini-
tions for the role of  individuals who care for 
disabled or elder persons.

Tribal: Tribal Councils should develop and 
adopt tribally-specific legislation providing 

guidelines and definitions for the role of  indi-
vidual who care for disabled or elder persons.

State: State and county legislation should 
incorporate a definition of  individuals who 
care for disabled or elder persons in tribal com-
munities—noting that such definitions may 
differ from community to community.

[L] Tribal caregiver agencies lack needs as-
sessments.

Tribal caregiver programs have not always 
prepared needs assessments that are tailored 
specifically to the circumstances of  communi-
ties they serve, nor the specific cultural context 
within which caregivers must function.

12. Recommendations 
Federal: No action
Tribal: Tribal Councils should develop and 

adopt legislation to support the organization 
and conduct of  tribal “caregiver needs assess-
ments” that consider the needs of  caregivers as 
well as the persons to whom they provide care, 
with a specific emphasis on the cultural and 
community context.

State: State and county Area Agencies on 
Aging ought to adjust their program approach-
es to reflect, in part, the community-specific 
needs as described in tribal needs assessments.

[M] AAAs and tribes are duplicating elder 
and caregiver services

13. Recommendations 
Federal: No Action
Tribal: Preparatory to Finding 2 above, 

seek to meet with the State Agency on Aging 
leadership to negotiate a provisional accord 
delineating services and practices for caregiver 
and long-term care programs.

State: Preparatory to Finding 2 above, seek 
to meet with the tribal leadership to negoti-
ate a provisional accord delineating services 
and practices for caregiver and long-term care 
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programs.

[N] The personal uncompensated direct and 
indirect cost to individual tribal caregiv-
ers is substantial—estimated at $17,065 
to $26,419 or in the aggregate $54.6 
million to $81.9 million in 2006—and 
contributes to high stress levels among 
caregivers.

While personal uncompensated costs are 
substantial for individual caregivers, cul-
tural norms in tribal society frequently reject 
payment in the form of  wages to caregivers. 
Widely recognized evidence supports the 
contention that: caregiver stress is substantially 
exacerbated by financial stressors associated 
with taking care of  an elder or disabled family 
member. Decision-makers should consider 
alternative means of  supplemental and indirect 
support to caregivers and their families when 
wages prove to be unacceptable.

14. Recommendations 
Federal: Amend legislation providing for 

annual appropriations of  supplemental and 
compensatory support for individual caregivers 
based on tribal specific policies established by 
tribal governments.

Tribal: Tribal legislation, policy, and 
practice ought to be introduced and adopted to 
provide for naturally grown and healthy com-
munity food gathering, nutrient supplementa-
tion, tribally-provided housing supplements, 
and community supported transportation as 
supports to caregivers. Where compensation is 
considered appropriate, tribal authorities ought 
to introduce and adopt policy and practices 
permitting the payment of  wages to caregivers 
from public funds.

State: Recognize the tribal-specific policy 
and practice concerning compensation and 
support of  caregivers. Where appropriate, 
provide funds to tribal governments for supple-

mentation or direct compensation.

[O] Cooperation and coordination between 
tribal and state elder care and support 
agencies is limited, especially in terms of 
policy and practice at the tribal commu-
nity level and at a state-wide level.

Federal, tribal, and state elder care policies 
and practices are under constant adjustment 
and revision, giving rise to frequent confusion 
and operation disconnects. Legislators, admin-
istrators, and service providers all play a part in 
the process of  delivering support and assis-
tance to elders, yet they do not actually interact 
directly; and they do not actively engage the 
practical consequences on a real-time basis of  
legislative, administrative, and service policies 
and practices. Each of  the governments (fed-
eral, tribal, and state) influence and determine 
one or more aspects of  the elder care chain. 
Collaborative cooperation between each of  the 
jurisdictions to coordinate policy and practice 
is fundamentally lacking. A biannual Intergov-
ernmental Elder Care Conference including 
representation from the administrative, legisla-
tive, and service provider elements of  the elder 
care chain should be participants.

15. Recommendations 
Federal: Agency on Aging officials should 

designate an intergovernmental coordinator 
specifically responsible for securing federal 
administrative and legislative participation 
in a bi-annual Intergovernmental Elder Care 
Conference specifically concerned with coordi-
nating policy and practices at the federal level 
with state and tribal elder care policies and 
practices.  The federal agency should provide 
the designated intergovernmental coordinator 
as the federal representative to join with an 
intergovernmental (federal, tribal, and state) 
conference planning body.

Tribal: Tribal governments in Washington 

American Indian Caregivers Policy: A Case Study



134 Fourth World Journal   •   Vol. 13 No. 1

State should designate an intergovernmental 
coordinator specifically responsible for se-
curing federal administrative and legislative 
participation in a bi-annual Intergovernmental 
Elder Care Conference specifically concerned 
with coordinating policy and practices at the 
federal level with state and tribal elder care 
policies and practices. The tribal governments 
should provide the designated intergovernmen-
tal coordinator as the federal representative to 
join with an intergovernmental (federal, tribal, 
and state) conference planning body.

State: The Office of  the Governor in Wash-
ington State should designate an intergovern-
mental coordinator specifically responsible for 
securing federal administrative and legislative 
participation in a bi-annual Intergovernmental 
Elder Care Conference specifically concerned 
with coordinating policy and practices at the 
federal level with state and tribal elder care 
policies and practices. The state government 
should provide the designated intergovernmen-
tal coordinator as the federal representative to 
join with an intergovernmental (federal, tribal, 
and state) conference planning body.

[P]  State should Promote Simplification and 
Flexibility

County agencies experience conflicts be-
tween the demands of  service delivery (espe-
cially in connection with tribal communities) 
and the fairly complex and inflexible regula-
tions set by the state. Undue complexity and 
inflexibility contribute to obstacles preventing 
effective service delivery.

16. Recommendations 
Federal: No Action
Tribal: No Action
State: County agencies should have greater 

flexibility delivering support and services to 
tribal and county caregivers. Tribal-specific 
demands are similar to the county community 

needs: both require greater simplification and 
flexibility to maximize responsiveness. State 
government regulators should support on-the-
ground responsiveness with reduced regulatory 
control.

[Q] Replace Assessments with Progress 
Monitoring

Tribal assessments are not generally 
conducted. Instead of  emphasizing a costly 
process, tribal programs, with the support of  
county agencies, should seek to monitor for 
positive outcomes and thereby avoid excessive 
costs.

17. Recommendations 
Federal: No Action
Tribal: Tribal programs ought to recognize 

the limitations they experience and the fact 
that often program assessments do not actu-
ally occur. A more useful approach will be to 
undertake efforts to evaluate outcomes and 
identify those actions that actually produce 
positive results.

State: The county AAA ought to work 
in support of  tribal programs to identify 
outcomes and actions that produce positive 
results.

Bibliography

AAA. (2006). Promote the health, security and the 
well-Being of  older adults: National Associa-
tion of  Area Agencies on Aging.

Ashley, J. S., & Hubbard, S. J. (2004). Negoti-
ated Sovereignty: Working to Improve Tribal-
State Relations. West Port, CT: Praeger 
Publishers.

Benson, W. F. (2002). Long-term care in Indian 
country today: A snapshot (Discussion Paper 
1). Paper presented at the Indian Health 
Service, Administration on Aging & Na-
tional Indian Council on Aging Round-

RŸSER, KORN, and BERRIDGE



Summer 2014   •   Fourth World Journal 135

table Conference on American Indian and 
Alaska Native Long-Term Care.

Benson, W. F. (2004). National Indian council 
on Aging (NICOA) advocacy agenda. Paper 
presented at the “Listening Session” of  the 
White House Conference on Aging, Wash-
ington, D.C.

Black, P. (2005). DSHS Administrative Policy 
7.01/ Area Agency on Aging Tribal Rela-
tions. In A. A. o. A. Directors (Ed.) (pp. 
H05-093-Procedure). Olympia: Depart-
ment of  Social and Health Services, Aging 
and Disability Services Administration.

Carbonell, J. G. (2006). Statement by Josefina 
G. Carbonell. from http://www.aoa.gov/ 
OAA2006/Main_Site/index.aspx

Centennial Accord between the Federally Recognized 
Indian Tribes in Washington State and the 
State of  Washington. (1989). from http://
www.goia.wa.gov/Government-to- Gov-
ernment/Data/CentennialAccord.htm

Clark, D. H., Holtzman, D. R., Goins, T., & 
Croft, J. B. (2005). Disparities in chronic 
disease risk factors and health status 
between American Indian/Alaska Native 
and White elders: Findings from a tele-
phone survey, 2001- 2002. American Journal 
of  Public Health, 95(5), 825-827.

CRH. (2003). National Family Caregiver Support 
Program: North Dakota’s American Indian 
caregivers: University of  North Dakota 
School of  Medicine and Health Sciences.

DHHS. (2003). The future supply of  long-term 
care workers in relations to the aging of  
the baby boom generation: Report to the 
Congress. Washington, D.C.: Department 
of  Health and Human Services (DHHS) 
and the Department of  Labor.

Enzies, S. M. (2006). Senate unanimously ap-
proves bill to protect, serve nation’s senior 

citizens. In C. Orfield (Ed.). Washington 
D.C.: Senator Mike Enzies Press Release.

Eschiti, V. S. (2004). Holistic approach to 
resolving American Indian/Alaska Native 
health care disparities. Journal of  Holistic 
Nursing, 22(3), 201-208.

Hennessy, C. H., & John, R. (1998). Assessing 
elders’ long term care needs in the Santa 
Fe Service Unit. The IHS Primary Care 
Provider, 23(10), 137.

Korn, L., & Ryser, R. (2005). Burying the 
umbilicus: Nutrition trauma, diabetes and 
traditional medicine in rural west Mexico. 
In M.

L. Ferreira & G. C. Lang (Eds.) (2005). Indige-
nous peoples and diabetes: Community wellness 
and empowerment (pp. 231-270). Durham: 
Carolina Academic Press.

Ludtke, R., & McDonald, L. (2005). Policy 
Recommendations for Native Elders: Center for 
Rural Health, University of  North Dakota, 
School of  Medicine & Health Science.

McCraty, R. (2006). HRV Analysis Report on 
Caregiver Subjects. In L. E. Korn (Ed.) 
(pp. 1-2, Personal Communication). Wal-
nut Creek, CA: HeartMath Institute.

McDonald, F., Ludtke, R., McDonald, L. R., 
& Allery, A. (2005). Native American Map 
for Elder Services: A Long Term Care Planning 
Tool Kit. Grand Forks: National Resource 
Center on Native American Aging.

Millennium Agreement, Institutionalizing the 
Government-to-Government Relation-
ship in Preparation for the New Mellen-
nium. (November 1-3, 1999). Leaders of  
American Indian Nations and the State of  
Washington. <http://www.government-
to-Government/Data/agreement.htm>

Older Americans Act, Title 42, Chapter 35 

American Indian Caregivers Policy: A Case Study



136 Fourth World Journal   •   Vol. 13 No. 1

(2005). Older Americans Act Amend-
ments of  the House of  Representatives, 
2nd Sess. (2006).

Parker, J. G., Haldane, S. L., Keltner, B. R., 
Strickland, J., & Tom-Orme, L. (2002). 
National Alaska Native American Indian 
Nurses Association: Reducing health 
disparities within American Indian and 
Alaska Native populations. Nursing Out-
look, 50, 16-23.

Redford, L. J. (2002). Long-term care in Indian 
Country: Important considerations in 
developing long-term care services. Paper 
presented at the Indian Health Service, 
Administration on Aging & National 
Indian Council on Aging Roundtable Con-
ference on American Indian and Alaska 
Native Long-Term Care.

Ryser, R. C. (Ed.). (1980). Tribes and States in 
Conflict. Olympia: Center for World Indig-
enous Studies.

Schulz, R., Gallagher-Thompson, Haley Wil-
liam and Sara Czaja, (2000). Understand-
ing the interventions process; A theoretical 
framework for interventions approaches 
to caregiving, in Handbook of  Dementia 
Caregiving: Evidence-Based Interventions for 
Family Caregivers, R. Schulz, Editor. 2000, 
Springer: New York.

USCCR. (2004). Broken promises: Evaluating 
the Native American health care system (Ap-
proved Report). Washington, D.C.: U.S. 
Commission on Civil Rights.

USCensus. (2004). US Census Bureau Facts—
Washington and Oregon. http://quick- 
facts.census.gov/qfd/states/41000.html

Wright, L., Olney, A., Baker, F., Moss, M., 
Jack- son, Y., Dixon, M., et al. (2003). 
Assessing American Indian long-term care 
needs; Meeting American Indian long-

term care needs. Paper presented at the 
Improving long-term care for American 
Indians in Region VIII: A workshop for 
Tribal and State health officials, Bismarck, 
ND.

Additional Sources:

———. (2003). The future supply of  long-term 
care workers in relations to the aging of  
the baby boom generation: Report to Con-
gress, Department of  Health and Human 
Services (DHHS) and the Department of  
Labor.

———. (2004). Broken promises: Evaluating 
the Native American health care system 
(Approved Report). Washington DC., U.S. 
Commission on Civil Rights.

———. (2004). Indian Entities Recognized 
and Eligible to Receive Services from the 
United States Bureau of  Indian Affairs. D. 
o. t. I. B.o. I. Affairs, Federal Register. 68.

Arno, P.S. (2002). Economic value of  informal 
caregiving. Annual Meeting of  the Ameri-
can Association of  Geriatric Psychiatry, 
Orlando, FL.

Barnes, P.M., Adams, P.F., & Powell-Griner, 
E. (2005). Health Characteristics of  the 
American Indian and Alaska Native Adult 
Population: United States, 1999-2003. C. 
f. D. Control, Centers for Disease Con-
trol: Advance Data from Vital and Health 
Statistics.

Brown, A.S. (1989). “A survey on elder abuse 
at one Native American tribe.” Journal of  
Elder Abuse & Neglect, 1(2): 17-37.

Carson, D.K. & Hand, C. (1999). Dilemmas 
surrounding elder abuse and neglect in 
Native American communities. Under-
standing elder abuse in minority popula-
tions. T. Tatara. Philadelphia, PA, Brun-

RŸSER, KORN, and BERRIDGE



Summer 2014   •   Fourth World Journal 137

ner/Mazel: 161-184.

Clark, D.H., Holtzman, D.R., Goins, T. & 
Croft,J.B. (2005). “Disparities in chronic 
disease risk factors and health status 
between Ameri- can Indian/Alaska Na-
tive and White elders: Findings from a 
telephone survey, 2001- 2002.” American 
Journal of  Public Health 95(5): 825-827.

Clark, D.H., Holtzman, D.R., Goins, T. & 
Croft, J.B. (2005). “Disparities in chronic 
disease risk factors and health status 
between American Indian/Alaska Native 
and White elders: Findings from a tele-
phone survey, 2001 and 2002.” American 
Journal of  Public Health 95(5): 825-827.

Cummings, S.M., Long, J.K., Peterson-Hazan, 
S., & Harrison, J. (1998). “The efficacy 
of  a group treatment model in helping 
spouses meet the emotional and practical 
challenges of  early state caregiving.” Clini-
cal Gerontologist 20(1): 29-45.

Dilworth-Anderson, P., & Gibson, B.E. (2002). 
“The cultural influences of  values, norms, 
meanings, and perceptions in understand-
ing dementia in ethnic minorities.” Al-
zheimer Disease & Associated Disorders 16(2): 
S56- S63.

Eschiti, V.S. (2004). “Holistic approach to re-
solv- ing American Indian/Alaska Native 
health care disparities.” Journal of  Holistic 
Nursing 22(3): 201-8.

Fisher, Philip, A. & Ball, T.J. (2003). “Tribal 
participatory research: Mechanisms of  a 
collaborative model.” American Journal of  
Community Psychology 32(3/4): 207-216.

Fouberg, Brad A. Bays and Erin Hogan, Ed. 
(2002). The tribes and the states: Geographies 
of  intergovernmental interaction. Lanham, 
MD, Rowman & Littlefield.

Goforth Parker, J., Haldane, S.L., Keltner, 

B.R., Strickland, J. & Tom-Orme, L. 
(2002). “National Alaska Native Ameri-
can Indian Nurses Association: Reducing 
health disparities within American Indian 
and Alaska Native populations.” Nursing 
Outlook 50: 16-23.

Health, Center for Rural (2003). National 
Family Caregiver Support Program: North 
Dakota’s American Indian caregivers, 
University of  North Dakota School of  
Medicine and Health Sciences.

Holkup, P.A. (2002). “Big changes in the 
Indian Health Service: Are nurses aware?” 
Journal of  Transcultural Nursing 13(1): 47-
53.

Jeffrey S. Ashley, Secody J. Hubbard (2004). 
Negotiated Sovereignty: Working to Improve 
Tribal-State Relations. West Port, CT, Prae-
ger Publishers.

Jervis, L.L. & Manson, S.M. (2002). “Ameri-
can Indians/Alaska Natives and demen-
tia.” Alzheimer Disease & Associated Disorders 
16(2): S89-S95.

John, R., Hennessy, C.H., Dyeson, T.B., 
& Garrett, M.D. (2001). “Toward the 
conceptualization and measurement of  
caregiver burden among Pueblo Indian 
family caregivers.” The Gerontologist 41(2): 
210-219.

Minkler, M. (2004). “Ethical challenges for the 
‘outside’ researcher in community-based 
participatory research.” Health Education & 
Behavior 31(6): 684-697.

Nerenberg, L., Baldridge, D. & Benson, F.W. 
(2004). Elder abuse in Indian Country: A 
review of  the literature, research, policy 
and practice, The National Indian Council 
on Aging.

O’Rourke, N., Cappeliez, P., Guindon, S. 
(2003). “Depressive symptoms and physi-

American Indian Caregivers Policy: A Case Study



138 Fourth World Journal   •   Vol. 13 No. 1

cal health of  caregivers of  persons with 
cognititve impairment: Analysis of  recip-
rocal effects over time.” Journal of  Aging 
Health 15: 688-712.

Wallace, S., Satter, D.E., & Zubiate, A. (2003). 
Medicaid home care for Tribal health 
service: A tool kit for developing new pro-
grams, UCLA Center for Health Policy.

Wimo, A., Winblad, B., Aguero-Torres H., & 
Von Strauss E. (2003). “The magnitude 
of  dementia occurence in the world.” Al-
zheimer Disease & Associated Disorders 17(2): 
63-7.

About the Authors
Clara Berridge is a Post 
Doctoral Fellow at the 
interdisciplinary Center 
for Gerontology and 
Healthcare Research at 
Brown University.
She received her PhD 
in Social Welfare at UC 
Berkeley and her MSW 
from the University of  

Washington where she completed an advanced 
practicum with CWIS/CTM.  Her research 
is focused on the new care arrangements and 
social and ethical implications of  technology-
based services and surveillance practices, 
including remote monitoring to support aging
in place, telehealth systems, and virtual pro-
grams to target social isolation.

Leslie Korn is a clini-
cian and researcher 
specializing in tradi-
tional medicine, mental 
health nutrition, and the 
treatment of  traumatic 
stress.  She is the author 
of  Rhythms of  Recovery: 
Trauma Nature and the 
Body, and Preventing and 

Treating Diabetes Naturally: The Native Way.

Rudolph Rÿser has 
worked in the field of  
Indian Affairs for more 
than thirty-five years as 
a writer, researcher, and 
Indian rights advocate. 
Rudolph has taught 
widely on historical 
trauma, cultural models 
of  addictions recovery, 

diabetes and culture, foods, and medicine. He 
is the leading architect of  the discipline of  
Fourth World Geopolitics--the study and prac-
tice of  the social, economic, political, and stra-
tegic relations between Fourth World nations 
and between Fourth World nations and States. 
He has developed and conducted tribal and 
intertribal workshops and seminars on health, 
community organization, self-government, law 
enforcement, and natural resource manage-
ment. He has led these programs in the United 
States, Canada, Australia, Mexico, and in Peru 
in Indian and other indigenous communities.  
Ryser served as Acting Executive Director of  
the National Congress of  American Indians, 
and as former staff  member of  the American 
Indian Policy Review Commission. He holds 
a doctorate in international relations and he 
is the author of  Indigenous Nations and Modern 
States, published by Rutledge in 2012.

RŸSER, KORN, and BERRIDGE




