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ABSTRACT

Title: Managing Chronic lliness: Older Adults from the Former Soviet Union

Author: Catherine R. Van Son

Purpose: The purpose of this study is to describe how chronic iliness is
experienced and managed by Evangelical Russian-speaking (ERS) older adults

and family caregivers from the Former Soviet Union (FSU).

Method: A focused ethnographic design was used, which included participant
observation, interviews and artifacts for data collection. Ten months of participant
observation included teaching citizenship classes, attending a Slavic church
weekly, frequenting Slavic businesses and attending other social activities as
invited. A purposive sampling of 24 Russian-speaking individuals were

interviewed, they included older adults, family caregivers and key informants.

Results: Findings demonstrated that the focus of managing chronic illness in this
group was strongly related to their interactions with the healthcare system and
healthcare providers. Five main themes were found: (a) not being heard; (b)
doing what they know; (c) trusting their own; (d) guarding what they say, and (e)
dialogue with healthcare providers. Not being heard described both their
historical life experiences when living in the FSU and their lives as newcomers

here in the US. The research provides insights as to the barriers encountered,



vii
such as language problems, reliance on interpreters, and frustrations with
providers. In response to not being heard, they responded by: (a) doing what
they know, which involved using popular medicine (narodnaya meditsina) such
as herbs, Russian pharmaceuticals, and home remedies; (b) trusting their own,
which led them to seek advice and support from family members, their church,
and Russian-speaking healthcare providers both in the US and the FSU: and (c)
guarding what they say, which was related to cautious self-disclosure influenced
by the level of trust they had with others. The extent to which they responded by
doing what they know, trusting their own, and guarding what they say, appeared

to be dependent on the level of trust they had with their healthcare provider.

Conclusions: The management of chronic illness is navigated by experiences of
one’s past and present. Evangelical, Russian-speaking older adults blend what
they know and trust with their experiences in what sometimes feels like a cold
and threatening healthcare system. Providers must elicit iliness narratives from
these older adults to create a dialogue built on trust, so that older adults will
utilize the evidenced-based therapeutic intewentiohs available to help them

manage their chronic conditions.



viii

Table of Contents

CHAPTER PAGE
| INTRODUCTION ..o ................................................. 1
Clarification of Descriptive Terms ... 3
Problem Statement ... 6
Research QUestions ...............c...covmieeiuiiseeeee e 7
Implications for Nursing ................cccocooeoniiooi 8

Il REVIEW OF THE LITERATURE ..ot 9
Newcomers from the FSU to the Pacific Rim ...........................__ 9
COROIUETIEGIS ;o . nanasssomnia o sabhesiv gaina Mk 250 b8 i s e e een oo 11

Factors Framing the Complexities ................c.oc.......... 18

REHGION. ... oo 14

Language ,,....ccooviiiiii e 15

Historical, Political, Environmental, Healthcare .......................... 17

Clinical Observations ............cccocoooioiiiiioo 19

Chronic llness ... 23
Salientfeatures ..............cccocooeiiiiii 24

Factors affecting the course of chronic illness in ethnic minorities............ 24
SOGHELSURPOM ... oo sisme s emsinsiseso e ke kEE msanbhs s oe rnsia o e e e 25

Locus of Control ...........ooeiiiiniiiiiiccieeee 27

Health Insurance ...............cccooooiiiion 29

Comorbidity ..ot e 30



Table of Contents

CHAPTER _ PAGE
Alternative therapies ................oooooomiii 32

Compliance (ADherence) ..............ooooveooeeeemeeooes e 33

Chronic lliness and Older Adults from FSU ...........cccooovveiieiii 34

Role of Family and Chronic lliness Management ...........co.oovvvveveni.. 36

Limitations of prior research with newcomers from the FSU .................. Ty

Theoretical Framework. ..............u.oiiiioi i 40
COTIAREIGIN - a5 o s i S 2 5 5 8 Eonsseore s g oo 44

1 METFIOEIS . uommscrosns i smmiskimms i wn il 5 saws s de S baem s Al o e o a e 46
Ethnography’s Roots in the 20" Century ... 47
Ethnography as a Research Design ............coocuuieeeirmmoeiieae e 50

Types orEMNNOGIAPIIEE .. i o<t st e su s sved s oes sms s seseneh 52
Classical.......... 52

SYSIEMIC. ... 53

IEEIPretiVe. . ..., o3

L e S Y LU | 53
EtRRoaraphiy I NOWBIOG. .. . iesbimsixsénrmmed. ais Soan bin gyss wl s b 1 amtd s smmm e, 54
Justification for using Focused Ethnography — .........ccooovviemioeeiie 55
DESIgN. e 56

FIBIA SIE .. .uiiiniiisrmecitonmysmeree o snnsos oraas maransns sue s a5 58500 e85 mmne s vemsnssns 57



Table of Contents

CHAPTER PAGE
BTN g st om0 et s € AR S s e 59

KEY UHDIMRAME . i oo oo a9 . S 50 s A e 60

Older adults .......cc.ooveeeenniiiiiio oo 60

Family caregivers  .........o.oooiiiioie 61

REETUHMENE 510 cvns oanr saeadiuniad biwan i 5 b2l ais bt Bl ee s wmeeem bl 62

Data Collection ...t 66
INEEIVIEWS ... 67

Key informants.............oooeeoiiiiiiiiii i 67

Older adults and family caregivers................................._ 69

Participant Observation.......................occoooevii 73
Fieldnotes............oooiiiiii e 74

Examination of Artifacté .............................................................. 76

Genograms and ECOMaPS .............oooviiemiiieieeee 76

Data Analysis .............ccoovieiiiiini R A S o s g e &4
Content Analysis  .........cccoooiiiiiiiiieiii 79

Constant Comparative Analysis ...............c.ccccvvviiiiiii 81
Methodological RIgor ...........ccoocooviiiiiioieceeoe e 83
LA SOEREGHE : 1o neune s vmibinbiont o bt dism b i ot S5 St s e g 87

v ESUETD omanomr soomisp i atemichi gomms snpbry s T ¥ s S S s e 89



Xi

Table of Contents

CHAPTER PAGE
Not Being Heard ..............c.cccoooiiiiiiiiieeeoeio 91

Historical Life Course in the Former Soviet Union ... . 92
Religiozniki-Religious Believers .......................... 92

SOVIEL [dEOIOGY .uvieeiumiasson st svetemmens s son Ce e g 97

»Newcomer tothe United States  ........................oo 100

Language is a Barrier ... 101

Learning a New Language Late in Life ... 102

IBRIGHOR . cocossatmidomordvibaisnson o m oo memreanes 104

Dependence on bilingual family members

and professionals ...................o 105
Delay in Seeking Healthcare ~ ........................ 108
Lack of Information .. ................... 109
Frustration--Healthcare Encounters ..................... 114

From Their Roots--Symptom Management .....114

Am I a Doctor or You?-- Not Listening ~ ........ 116
More Explanation--Clinic Visits .................... 117
Waiting--Getting an Appointment  .............. 119
A Chemical Thing--US Medications ................ 120

Generic medications ............................ 120

Medication adherence .................... . 123



Xii

Table of Contents

CHAPTER PAGE
Medication literacy ....................... 126
RESPONSES......o.oiiiecccrce et 130
Doing What They Know ..........c.cocoovovceomiisioo 130

Just Healthier--Gathering, Growing and Giving .................... 136

Sources of Resources PN A 4108 e S KB s B st e 140

Being Prepared ... 143

An Onion Heals 40 Diseases--Diet ...................___ 144

Strange Things Really--Drinking Urine, Digesting Dirt ..... R 146

Dress Warmly--Other Treatments ... 148

Oh, It's Just Russian Medicine ...........................__ 150

Trusting Their OWN  ..........cccouomiiierieiiseooo 1565

People from all over Ruséia-—The Slavic Community ... 165

Where Lots of Russians Live--Russian-Speaking Neighbors .....159

| Know the System-—Russian—speaking MEI'S . ecriantid nes 160
Never Give Our Mothers Awa y--Family ... 163
Don’t need a lot of English-- Family Caregivers ......... 164
Caregiving Role: Activities of Daily Living ................... 166
Caregiving Role: Symptom Management ... 168
Caregiver Strain ... 170



Xiii

Table of Contents

CHAPTER PAGE
Healthcare Providers in the Former Soviet Union ......... .. 179

BOIGOH GUBIT ' . yuyyyi-vesitin swrtm oot 5oLl 59 g s S s et 180
Guarded Related to Language ... 182

Guarded Related to Fear ................................. 183

Believers and Non-believers  ............................. 189

US Healthcare Providers ..o 189

Mental Health Issues ..............c..cooovvveei 190

Guarding Comes from Not Knowing ... 194

DIALOGUE WITH HEALTHCARE PROVIDERS ..o 196
Cold as a Threat versus Warmth as Trust--A Metaphor .................. 196
FOBMIVBEHBIB ... .uisix: veses s son btiesion s bbss e x5 ot e el 198

Health Practices .....................ccoooeeie 203

SUMMARY e I 204
INSCUBSIOMN . ... ooy s sosnsnne stas misti e 550 b A o0y Pheasstemrantiar e, 207
DISCUSSION OF FINDINGS e L L N TR S 207
Increased Vulnerability ...................o.ooooiii 208
Lack of Health Education .................................... 3 NS B 209
Exclusion of Family Caregiver ... ..o 210

Poorer Health Outcomes  .................ooooioniii 211



Xiv
Table of Contents

CHAPTER PAGE

Understanding Chronic lliness Management
Ethnic Minorities and Healthcare Provider Dialogue .............213

Dialogue and Chronic lliness Management ...... 214

Medical Pluralism ................................ 216
Poor Dialogue/ Cold-Threat ......................._ 217
Poor Dialogue and Popular Medicine ... . 221
Poor Dialogue and Adherence  ........... 221

Poor Dialogue and lliness Management .....223

Technology and Infections ............ 223

Conﬂict Influences Dialogue.......... 225

Good Dialogue/ Warm-Trust ......................__ 226

Good Dialogue and Client Needs ............ 228

CONTRIBUTION TO THE LITERATURE  ooooovvieoee o 232
LEMITATIONS.  oi50su st 038 450 i s e oo e e s 236
IMPLICATIONS AND RECOMMENDATIONS  .oovovoo 240
RECOMMENDATIONS FOR FUTURE RESEARCH oo 248
CONCLUSION e 251
REFERENCES  .....cieiivomomirioromions St s s mon i 056 S B TS e 256

APPENDICES ..o 290



XV

List of Figures
Figure PAGE
I Themes and subthemes of Not Being Heard — ..............oovvoio 91
2 Themes and subthemes illustrating responses
to the experiences of Not Being Heard .............cccoeeeesesieie 130
3 The intersection of Dialogue with HCP and themes related to
Experiences and RESPONSES .........c.ciuiveeeiieeeeeeeeeeeeeeeeeeoeeeeeoeeeoeoeoeeoe 198

4 The connection between Dialogue with HCP and

Russian-speaking older adults’ health beliefs and behaviors....................... 216



Managing Chronic lliness 1

CHAPTER |
INTRODUCTION

By 2030, the number of adults over the age of 65 living in the United
States (US) will double to 68 million (Health Care Financing Administration,
1998). The principal health problem confronting older adults today is managing
chronic illness. Eighty percent of this group currently has one or more chronic
diseases, and 50% has two or more (Lorig et al., 2001). The cost of managing
these diseases currently runs into billions of dollars, but will increase to trillions
over the next 20 years (Health Care Financing Administration, 1998).

The number of older, ethnically diverse adults is increasing even more
rapidly than the population as a whole and little is known about how they view
chronic illnesses or manage them in daily life (Becker, Yewoubdar, Newsom, &
Rodgers, 1998; U.S.Department of Commerce, 2001). Older adults in ethnically
diverse groups are disproportionately at risk of developing disabling illnesses and
are more likely to experience health disparities as a result of their socioeconomic
status, literacy and language issues, access, and acculturation status |
(Carstensen, 2002; Erlinger, Pollack, & Appel, 2000; Kim, Juon, Hill, Post, & Kim,
2001; Littrell, 1996; Smedley, Stith, & Nelson, 2002). As the population of the US
ages and becomes more culturally diverse, managing chronic illnesses will
become increasingly more complex. Understanding the role culture plays in

healthcare delivery is required; if ethnically diverse older adults and their families
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are to successfully manage chronic illness (Higgins & Learn, 1999; Torsch & Ma,
2000; Tripp—Re_imer, 1997).

One of the fastest growing groups of new refugees to the US is comprised
of immigrants from the Former Soviet Union (FSU). Since the 1970s, the US has
experienced an increase in the immigration of individuals from the FSU.
However, during the period from 1991-1993, following the collapse of the Soviet
Union, the number of refugees from the FSU reached about 160,000 (Hardwick,
1993). For the past decade, the US quota for immigration from the FSU has been
50,000 and 60,000 each year (U.S. Department of Commerce, 2001). Their
numbers now reach well over 750,000, representing 45% of all who have
immigrated since 1989 (Miller & Chandler, 2002: Muecke, 1992a; Perez Foster,
2002; B. o. P. U.S. Department of State, Refugees, and Migration., 2001).

This group of refugees has historically suffered political, economic,
medical, environmental hardships due to religious persecution (Baider, Kaufman,
Ever-Hadani, & De-Nour, 1996; Chase, 1994: Cockerham, 1999; Persidsky &
Kelly, 1992; Solzhenitsyn, 2002). Some of those who have immigrated since the
fall of the Soviet Union are Russian-speaking Protestant Evangelicals who left
their homeland because of their religious beliefs. Long persecuted by
government and Orthodox Church authorities, these individuals migrated to North

America under great duress (Hardwick, 1993).
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Clarification Of Descriptive Terms

Examining a cultural group requires clarification of terms used in the text.
The region of the world from which the cultural group examined by this research
comes is massive. It extends across 11 time zones, covers one-eighth the
world’s land mass and is approximately 6,000 miles wide. This region’s history
spans many centuries, however, for purposes of this study, pertinent definitions
will focus on events that have occurred since World War | in general and since
the fall of the Union of Soviet Socialist Republics (USSR) specifically.

The term “Former Soviet Union” refers to a name change that followed the
political events of 1991 when the Union of the Soviet Socialist Republics was
abolished and the Commonwealth of Independent States (CIS) was formed
(Hingley, 2001). The FSU was politically divided into 15 union republics:
Armenia, Azerbaijan, Belarus, Estonia, Georgia, Kazakhstan, Kyrgyzstan, Latvia,
Lithuania, Moldova, Russia, Tajikistan, Turkmenistan, Ukraine and Uzbekistan.
Although Russia was the name of one of the republics, the terms “Russia,” the
“USSR" and the “Soviet Union” were and continue to be used interchangeably
(Roberts, 1991). For the purposes of this research, the term “Russian
Federation” will be used to refer to the republic of Russia.

Eighty percent of the population living the FSU lives in the Ukraine,
Belarus and the Russian Federation (east of the Ural Mountains)(Milner-Gulland,
1999). The people representative of these republics are often referred to as the

eastern Slavic people of the FSU. By definition, Slavs are members of a



Managing Chronic lliness 4

particular linguistic group with languages that are closely related to each other
(Roberts, 1991). However, the official state language of the FSU was Russian,
which was taught in all schools (Milner-Gulland, 1999). Study participants will be
referred to as Russian-speaking, as that is a characteristic they all share.

The population of focus is composed of both refugees and immigrants.
Refugees are people who are living outside their country and are unable or
unwilling to return to that country because éf a well-founded fear that they will be
persecuted because of race, religion, nationality, political opinion, or membership
in a particular social group (Muecke, 1992b; U.S. Department of State, 2001). US
refugees are categorized as permanent aliens and are granted immigrant status;
they can live in the US permanently and become a lawful permanent resident
(i.e., they have obtained a green card) (U.S. Department of State, 2001).

Immigrants are people who have been admitted to the US as lawful
permanent residents. They may be issued immigrant visas by the Department of
State overseas or adjusted to permanent resident status by the Immigration and
Naturalization Service in the US. Immigration preference is given to close family
members of US residents and to persons with needed job skills (U.S. Department
of State, 2001).

Since 1989 individuals from the FSU who qualify under the categories
specified in the Lautenberg Amendment (Jews, Evangelicals, and certain
members of the Ukrainian Catholic or Ukrainian Orthodox Churches), who have

qualifying relatives in the US, who assert a.credible basis for fear of persecution
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are granted refugee status (U.S. Department of State, Refugees, and Migration.,
2001). Older adults in this cultural group may have arrived in the US either as a

refugee or as an immigrant as a résult of their children becoming US citizens and
later sending for them.

For the purposes of this study the population of focus will be referred to as
newcomers. A newcomer is an individual entering US territory, and is an
immigrant, refugee, asylee, legal or illegal alien, or migrant (Friedlander, 1991
Smith, 2001). The literature does not offer specifics related to the time frame in
which one can be referred to as a newcomer. The older adults in this study were
comprised of both immigrants and refugees and entered this country as a result
of specific recent event. Thus for the purposes of clarity the older adults in this
study will be referred to as newcomers.

The focus of this study will be on a specific group of refugees from the
FSU, namely “Protestant Evangelicals.” This group makes up a majority of the
newcomers that have settled in the Pacific Northwest since the disbanding of the
USSR (Roberts, 1991; Zaitseva, 1995). This designation is meant to include
Pentecostals, Baptists, and Evangelicals. The Russian Orthodox Church and the
Soviet state have persecuted these groups for decades. They were seen as anti-
Soviet; therefore, all activities were seen as suspicious. As a result, their
membership has been continually imprisoned and harassed, and their churches
were banned by the government. Often they lived in constant threat of having

their children taken away and placed in state boarding schools at which they
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were indoctrinated in atheistic beliefs, ridiculed by the teachers and fellow
students, and denied access to higher education. This discrimination continued in
the workplace in the form of being denied choice in careers, promotions, and
healthcare services (Roberts, 1991; Zaitseva, 1995).

Culture is defined as a group’s way of life: values, beliefs, norms,
traditions, folkways, rituals, symbols, language, and social organization that
become meaningful to the Qroup memberé because they link together to form an
integrated whole, functioning to preserve thé society. These lifestyles are
manifested by those elements that the group deems meaningful to the individual
members and their collective identity (Aranda & Knight, 1997; Pinderhughes,
1989).

Ethnicity refers to a group’s shared awareness of peoplehood based on a
unique social and cultural heritage passed on from generation to generation
(Aranda & Knight, 1997). The term implies a connectedness based on
commonalities such as religion, nationality,vregion, etc., where specific features
of cultural patterns are shared and where diffusion over time creafes a common
history (Pinderhughes, 1989).

Problem Statement

This research is aimed at discovering how culture influences the

management of chronic illness in older adults from the FSU and at identifying

barriers that may keep this population from receiving the care they need.
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The state of science must move beyond the basic cookbook approach to
cultural competence. To improve health outcomes in this population, in-depth
examinations of the ways this cultural group manages chronic illnesses is
needed to help HCPs gain the knowledge, skills and attitudes neoesséry to
fécilitate collaborative relationships. Due to an increased need for culturally
appropriate care among Christians of evangelical faith from the FSU because
this cultural group has a disproportionately high percentage of older adults living
with multiple chronic ilinesses, this study will examine the influence of culture on
the management of chronic illness in this group.

Research Questions

The purposes of this study are as follows: (a) to describe how chronic
iliness is experienced and managed by older adults and family caregivers from
the FSU; (b) to examine how culture (healthcare beliefs and behaviors)
influences the management of chronic iliness from the perspective of the older
adult and family caregivers within the historic, geographic, personal and social
context of their everyday lives; and (c) to identify the barriers to managing
chronic iliness from the perspective of older adults and family caregivers from the
FSU as well as and identified key informants.

This study uses a focused ethnographic method to investigate patterns of
health behaviors and beliefs regarding chroﬁic iliness as experienced by older
adults and their family caregivers from the FSU. Ethnography provides a

systematic way to uncover the meaning that health beliefs and behaviors have
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for group members and obtain a broad perspective of the people, settings and
research issues that HCPs must be aware of while trying to meet the healthcare
needs of a population (Roper & Shapira, 2000).
Implications For Nursing

“Nursing research with refugees is essential not only to develop nursing
knowledge but especially to inform nursing practice” (Muecke, 1992b, p.704). As
part of the healthcare community, nurses are instrumental in the development of
culturally appropriate interventions that can assist the growing population of
ethnically diverse older adults in the United States. Issues of aging, language,
culture, economics and family resources only complicate the needs of these
individuals. It is hoped that the knowledge gained from this research will (a) lead
to a better understanding of the healthcare needs of older adults, (b) help to
identify healthcare barriers, and (c) provide a foundation for the development of
interventions that will facilitate meeting the needs of ethnically diverse older

adults as they manage chronic illness.

8
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CHAPTER ||
REVIEW OF LITERATURE

Although management of chronic healthcare issues among older adults is
a common theme in research today, the number of these studies specific to older
adults from the Former Soviet Union (FSU) is limited (lvanov & Buck, 2002:
Mahoney, 2001; Strumpf, Glicksman, Goldberg-Glen, Fox, & Logue, 2001). This
chapter will validate the need for this exploratory descriptive study by examining
the literature regarding the current wave of immigrants from the FSU, paying
particular attention to older adults with chronic healthcare issues. It will also
include a description of issues that could potentially interfere with the
management of chronic illness, including: religion, language, history, politics, as

well as environment and healthcare issues.

The concept of chronic iliness will be defined and salient features that are
often reported in the literature about ethnically diverse populations will be
explored. The salient features to be explored include: social support, locus of
control, health insurance, and comorbid conditions. The chapter will end with a
discussion of the family’s role in management of chronic illness for this

newcomer population and a description of the theoretical framework.

Newcomers From The Former Soviet Union To The Pacific Rim
Chapter | described the influx of newcomers from the Former Soviet Union
(FSU) to the US as a result of the dissolution of the FSU. It is equally important to

recognize that unique characteristics influenced this migration. During the 1990s,
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more than 500,000 refugees/immigrants from the FSU migrated to the Pacific
Rim of North America. It has become the preferred resettlement site for a
majority of Protestant Evangelical Russian-speaking refugees, because Russians
have been settling here for the last two centuries. Unlike other European
immigrant groups in North America, Russian-speaking immigrants were the first
Europeans to discover the Northwest coast of North America and the islands of
the Ndrth Pacific (see Appendix A for a summary of Russian/US history)
(Chevigny, 1965). Over time their migration has extended as far as south as
southern California (Hardwick, 1993). Just since 1991, more than 60,000 of these
newcomers have resettled in the Portland, Oregon metropolitan area (Braun,
2002).

Russian settlements are not typical of other Euro-American immigrant
groups in North America that have settled in the east and gradually migrated
west. However, these Russian enclavés or settlement groups tend to be isolated
and historically slow to disperse through time, in both urban and rural areas
(Hardwick, 1993).

Most Russian Protestants left their homeland because of their religious
beliefs and because of the beliefs about Americans that they brought with them,
hold that staying within their group provideé them a greater degree of freedom
and safety (Braun, 2002). Reformation groups from the Russian Orthodox
Church, such as the Old Believers, Molokans, Doukhobors and Baptist, have

found freedom to practice their religion in settlements in the Northwest region of
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the US (Morris, 1991). In addition, they are sensitive to the perceptions
Americans acquired about Russians when the Soviet Union was considered an
enemy of the US, and immigrants were perceived as hostile Communists or
spies. Even today, some Americans still possess negative stereotypes about
anything Russian (Hardwick, 1993).

Cohort Effects

A review of the literature yielded 12 studies that have been published
focusing on older adults from the FSU: nine were conducted in the US. Although
older adults were included as subjects in several additional studies, they were
not, however, the primary focus. A unique characteristic of this recent wave of
older adults from the FSU is that they comprise a higher percentage of
individuals over the age of 65--ranging from 20 to 25%-- than for other immigrant
populations (Aroian, Khatutsky, Tran, & Balsam, 2001; Brod & Heurtin-Roberts,
1992; Kohn, Flaherty, & Levav, 1989: Miller & Chandler, 2002; Persidsky & Kelly,
1992; Rector & Lauber, 1995). The policy of the FSU to consider the unit of
emigration to be the intact family, rather thén the individual, may partially explain
the higher percentage (Brod & Heurtin-Roberts, 1992; Persidsky & Kelly, 1992:
Smith, 1995). Thus, when younger family members wanted to emigrate and no
other younger family members were expected to stay behind, the aging parents
were forced to leave with them.

Although life was difficult for all individuals in the FSU, older adults

experienced more detrimental life experiences than their younger counterparts.
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This cohort of newcomers, have lived through “two world wars, civil wars, political
revolutions, religious persecution, Communist rule, inadequate medical care,
nutritional deprivation, and economic instability” (Brod & Heurtin-Roberts, 1992,
p. 334) (see Appendix B for cohort analysis).

A cohort analysis is a tool used in ethnogeriatrics to provide a historical
profile of older ethnic cohorts. It is created by listing significant events and
periods experienced by the cohorts of interest during specific age periods
(childhood, adolescence, young adulthood, middle age, and older years) (Yeo et
al., 1998). Cohort analyses have currently been completed by the Stanford
Geriatric Education Center on American elders from the African, Indian, Chinese,
Japanese, Filipino, Korean, Mexican, and Vietnamese communities (Yeo et al.,
1998). Not all older adults who identify themselves with a particular group have
been influenced by the historical events in the analysis. However, the events
identified are considered significant and have most likely affected large numbers
of individuals in the group. As a result of these experiences, the life-course of
individuals is embedded and shaped by the tumultuous historical and political
events experienced over their lifetime (Elder, 2002).

Healthcare providers (HCP’s) must then acknowledge that the
accumulation of negative life events over time can influence the health status of
any ethnical‘ly diverse individual and/or group (Smith & Hart, 2002; Yeo et al.,

1998). Studies have found that newcomers from FSU use more services than

other newcomers and have a higher incidence of chronic illnesses than do
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comparison groups, thus threatening the qﬁality and length of their lives (Ivanov
& Buck, 2002; Miller & Chandler, 2002; Romero-Gwynn et al., 1997: Smith,
1995).

Based on the cohort analysis, one can surmise that older adults from the
FSU have more than likely experienced immense discontinuities throughout their
lives. The effects of those discontinuities and the associated adversities would
influence an individual’s sense of self-esteem, attitudes toward HCPs, and their
trust of individuals and orgahizations in the larger society (Yeo et al., 1998).
However, the diversity within each group must be also recognized, facilitating
both a diafog with the individual and guiding the provision of healthcare to a
particular group of ethnically diverse individuals.

Factors Framing The Complexities

Several factors frame the complexities to be considered when embarking
on a research study with older adults from the FSU. They include religious and
language issues as well as historical, political, environmental and healthcare
experiences in their coUntry of origin. In addition, the extent of health problems
adds to the complexity of examining this group and will be discussed under the
chronic iliness section in this chapter. Each of these factors has led to
challenging clinical encounters between clients and HCPs in the US. Each one

must also be addressed if the healthcare needs of this population are to be met.
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Religion

Individuals from the FSU represent a broad range of countries of origin
and cultural heritages, occupations and educational and religious backgrounds.
However, religion has often been the primary variable affecting their migration
decision-making and settlement patterns (Hardwick, 1993). Estimates show that
since the early 1990s the majority of the Russian-speaking cultural groups who
have settled in the Portland metropolitan area are Protestant/Evangelicals. It is
estimated that 85% of the Russian-speaking population are Pentecostal or
Baptist (Baker, 2000; Roberts, 1991).

Outside of the Russian Orthodox Church, several religious groups share a
common History of religious and political persecution, as well as oppression
under decades of rule by the Soviet government, influencing their decision to
leave after the fall of the Soviet Union (Stru‘mpf et al., 2001; Zaitseva, 1995).
Because they shared similar religious beliefs, these individuals often shared
common experiences. And although heterogeneous in many ways, their lives
under a specific'governmental regime for over 70 years have tended to facilitate

the development of some common health beliefs and behaviors.

The subjects of most of the studies reviewed were Russian-speaking
Soviet Jews, who either immigrated to the US or Israel. These groups
predominantly came from urban areas: were highly educated compared to other
groups within the Soviet Union (a high percentage of them were professionals,

engineers, or other white collar workers) and were able to obtain healthcare
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(Baider et al., 1996; Flaherty, Kohn, Levav, & Birz, 1988; lvanov & Buck, 2002).
Non-Jewish Russian-speaking groups, including Protestant/Evangelicals coming
from the more rural areas ofthe FSU, had limited educational and employment
opportunities, and less exposure to healthcare services. And because they
oppose birth control for religious reasons, they have large families, often with 5-
12 children per family (Forsyth, 2002; Zaitseva, 1995). A study conducted with
predominately Russian-speaking Pentecostals (Duncan & Simmons, 1996) found

that 89% of the women of child-bearing age do not use any form of birth control.

Literature is available about the processes of ethnic acculturation and
assimilation in American life from the Soviet Jewish perspective, but little has
been written about the cultural and social adjustments of non-Jewish Russian
groups (Duncan & Simmons, 1996; Hardwick, 1993). Only three nursing research
studies had an identified sample of Russian-speaking Protestants (Duncan &
Simmons, 1996; Korb, 1996; Strumpf et al., 2001). Two additional studies were
conducted, but they did not address the religious identity of their Russian-

speaking subjects (lvanov & Buck, 2002; Perez Foster, 2002).

Language

Self-isolation within these cultural enclaves also contributes to other
barriers, such as not learning to speak English. Language ability, or the lack
thereof, is often a barrier to accessing healthcare and other social services, and
| the inability to speak English may well contribute to disparities in health

outcomes (Li, McCardle, Clark, Kinsella, & Berch, 2001; Zaitseva, 1998). ltis



Managing Chronic lliness 16

estimated that approximately 45 million individuals, people 5 years of age and
older, speak a language other than English at home. Of this group, nearly 25%
described their ability to speak English as “not well” or “not at all” (U.S.
Department of Commerce, 2001). A study conducted in the 1980s found that only
1% of older adults from the FSU could speak English well and only 4% could
read it well; 49% could not speak English at all, while 29% could not read it at all
(Gelfand, 1986).

Conﬁpared with the general population, language-minority subpopulations
contain disproportionately high numbers of vulnerable members of our society,
including those less educated, older or living at or near poverty level. However,
the lack of English proficiency may be a problem even for educated immigrants.
For example, in a study by Tran, Khatutsky, Aroian, Balsam & Conway (2000),
85% of their Russian-speaking sample (N=300) had attended college or received
- advanced degrees from their homeland, but more than 50% rated their ability to
speak English as poor. In recent studies, a lack of English proficiency was
determined to result in greater-than-usual difficulties in gaining access to medical
care and other social services (Li et al., 2001; Zaitseva, 1995). Thus, language
difficulties contribute to disparities in health outcomes among ethnically diverse
groups, including Russian-speaking newcomers (Fiscella, Franks, Doescher, &

Saver, 2002; Lee, Arozullah, & Cho, 2004; Persidsky & Kelly, 1992).
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Historical, Political, Environmental, Healthcare

As previously described, historical events during the past 70 years in what
is now the FSU can hardly be understated. Under the Soviet socialist system,
healthcare policy was collectivistic rather than individualistic, and dependency
and compliance was encouraged (Cockerham, 2000; Korb, 1996; Rose, 2000).
This resulted in the state assuming responsibility for health. Thus, individuals
were consigned to a more passive role, and participation in a healthy lifestyle
was neither encouraged nor rewarded (Cockerham, 1999). Often Russians have
been portrayed as having dual personalities: a public persona responsive to the
commands of the state, and a private persona with freedom to be and to do what
they wish in the privacy of their own home or among a small group of trusted
friends (Rose, 2000). Russians formed intense, informal, face-tonace networks
with friends, relatives and people at work to shield themselves from the
oppression of the state (Rose, 2000).

The healthcare systems in the FSU and the US were vastly different. In
the FSU, routine healthcare was provided by neighborhood polyclinics. Employed
individuals used the polyclinics associated with their place of employment; this
was preferred, as the polyclinics had the authority to certify sick leave (Brown &
Rusinova, 1997). Another most common source of primary care was physician
friends (Brown & Rusinova, 1997). Informal, trusted social relationships were
critical to retaining access to goods and services that were often in short supply

(Brown & Rusinova, 1997). These relationships were employed to obtain direct
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physician s’érvioes, and to gain access to medical supplies and medications and
entrée into better medical institutions (Brown & Rusinova, 1997).

PhysiCian appointments at the polyclinics were on a first come, first serve
basis. And if the need for medical care arose after-hours or someone could not
come into the clinic, the physician would make a house call (Knaus, 1981).
Hospital stays were long, the patient was not charged for their stay, ahd there
were no incentives for the physician to discharge the patient earlier (Knaus,
1981). In fact, the healthcare community held a common patemalistic belief that
patients could not take care of themselves (Knaus, 1981).

Psychiatric healthcare presented an even more complicated picture.
Psychiatric hospitals and treatment were more often than not used as a form of
political punishment in the FSU (Podrabinek, 1980). They were often employed
to get rid of political opponents, or to get others to renounce their faith or
principles (Podrabinek, 1980). A diagnosis of mental illness was often made on
the basis of an observation that a behavior was not normal according to Soviet
standards (Podrabinek, 1980). In addition, time spent in any psychiatric
institution resulted in the patient being stripped of civil rights, being pronounced
as a second-class citizen and not being eligible for most jobs or permitted to
attend college (Podrabinek, 1980).

As previously stated in Chapter I, the population for this study lived in the
republics of the Ukraine, Belarus and the western part of the Russian Federation.

As a result of a nuclear reactor accident (explosion) at the Chernobyl power plant
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in 1986, that region of the FSU suffered a severe environmental degradation
(Perez Foster, 2002). The effects of this event are still being felt today, with
ongoing issues related to food inspections and food safety (Phillips, 2002; Wines,
2002). In Perez Foster's (2002) study of refugees, she found that the proximity to
the Chernobyl site was related to increased risk for psychological pathology such
as depression and anxiety. In addition, there is a long history of other
environmental assaults on this region of the world, such as factory and
automobile emissions, lack of safe drinking water and toxic spills that have not
been reported on in the West (Cockerham, 1999).

Clinical Observations

Clinicians in the US have reported that older adults and their families from
the FSU do not receive culturally appropriate care from HCPs (Braun, 2002).
During this investigators employment as a home health nurse in the Portland
metropolitan area, healthcare colleagues shared many stories about individuals
from the Russian-speaking community. Russian-speaking clients were seen as
frequently complaining about vague aches and pains, lacking follow-through on
instructions from their HCP, and delaying to report a health probleh to the point
that the situation required an emergency department visit.

At present, healthcare professionals are employing trial and error to
discern how to work with this cultural group. The following illustration concerning
dietary modification from a diabetes educator is an example of the difficulties

HCPs face have when working with this group. “Here there is unlimited access to
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foods they love and couldn’t get in the Former Soviet Union, there are no lines,
and grocery stores here in the US never run out of food. So this group’s intake of
foods has risen enough to increase their risk for illnesses such as diabetes and
hypertension” (personal communication, A. Manley, November 13, 2002). After
many attempts to teach elders about diabetes and diabetic food exchanges, a 7-
day diabetic menu using foods familiar to this cultural group was developed.
Since food was scarce in their country of origin, they were not accustomed to
making food choices; consequently, the usﬁal approach of designing a diabetic
food plan was ineffective. A menu outlining what to eat for each meal was easier
for them to follow.

A second example comes from this investigator's own experience during a
home health visit. An older woman was describing how she was taking her
medications, discussing only those prescribed by the physician. Meanwhile, a
pack of white tablets with Russian text lay on the table. When asked about the
tablets, the woman indicated that her daughter in Kazakhstan had sent them to
her, because she was in pain and they helped her in the past. She said it was a
simple analgesic, commonly used in Russia. Upon investigation, it was
discovered the tablets were Dipyrone (Metamizole Sodium), which has been
banned by the Food and Drug Administration (FDA) in the US, because of
serious and sometimes fatal adverse reactions (DHHS, 1999). This information
was reported to the woman'’s physician, so that a safer analgesic could be

prescribed.
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Other clinical issues have been identified in the literature, such as: (a)
arriving several days late for an appointment and then demanding to been seen
immediately, (b) complaining that they are being treated as second-class
citizens, (c) stating that their care was inferior because nurses refused a patient’s
request for more bed rest, and while being cared for in the hospital (d) insisting
on tipping staff in the belief that this would result in their getting their medicine on
time and linens changed (Heineken & McCoy, 2000). These examples illustrate
a disconnect between the client's expectations and what they actually experience
as they receive care in the U.S. healthcare system. An investigation into a
cultural group’s historical experiences, beliefs and behaviors is needed to
understand how to provide effective healthcare services, and to avoid
misinterpreting behaviors as noncompliance (Althausen, 1993; Fiscella et al.,
2002; Rios lturrino, 1992; Russell, Geraci, Hooper,_ShuIl, & Gregory, 1998:
Waitzkin, 1989).

Because of a long history of governmental mistrust, and an unpredictable
and inadequate supply and quality of healthcare goods and services, refugees
from the FSU are more inclined to rely on the advice of family and friends than
from healthcare professionals (Braun, 2002: Brown & Rusinova, 1997). A better
understanding of their culture, however, may facilitate the development of trust
between the client and the HCP. |

A central tenet of this study is that an analysis of the issues of healthcare

for older adults with chronic illnesses cannot be separated from the larger social,
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historical, political, and economic issues related to healthcare delivery (Swanson
& Tripp-Reimer, 1997). Consequently, this study will situate the healthcare
beliefs and behaviors examined in the older aduits from the FSU within the
context of these larger issues.

Poverty, access to healthcare services, appropriate use of services, and
heterogeneity within ethnic groups are of particular significance for ethnically
diverse older persons with chronic illnesses as they manage their health on a
daily basis (Anderson, 1991: Friedland & Pankaj, 1997; Gelfand, 1994). This
study will seek to describe the presence of these issues and how they impact the
management of chronic ilinesses for older adults from the FSU.

The literature on aging and ethnicity is replete in insisting on the need to
acknowledge the magnitude of cultural significance in the delivery of healthcare
to older ethnic populations. The reality of day-to-day clinical work suggests that
cultural ignorance and insensitivity regarding healthcare issues s WIdeSpread
among HCPs (Dimond, Catanzaro & Lorensen, 1997). Often HCPs fail to notice
that ethnicity is not just a set of artifacts and labels or dress, but rather a concept
that constantly changes and adapts over time, changes among generations, and
may re-emerge in later life as integrating one’s transition to age, thereby
providing a sense of continuity of self and community (Dimond et al., 1997).
Thus, this study will focus on the influence of culture in the management of
chronic iliness for Evangelical Russian-speaking older adults from the FSU. It is

hoped that this knowledge will facilitate a deeper understanding of the
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relationship between culture and chronic illness management, which in turn will
likely improve the provision of healthcare to this group.
Chronic lliness

Chronic illness is the largest threat to health status and the largest cause
of healthcare expenditures in the US (Lorig et al., 1999). The U.S. healthcare
system was designed to address acute and episodic care, not préventive or
longer-term care, as required in the management of chronic iliness (Holman &
Lorig, 1997; Lorig et al., 2001; Lubkin & Larsen, 2002; U. S. Department of

Health and Human Services, 2002).

Chronic iliness has been defined as an illness that is prolonged, not
resolved spontaneously, and rarely cured (CDC, 1998). A chronic illness is
typically a health condition that requires ongoing care for more than a year, and
can be physical or mental with an onset that often occurs later in life (Dimond et
al., 1997). Once a chronic illness passes certain symptomatic and diagnostic
thresholds, it often becomes a permanent feature of one’s life (Swanson & Tripp-
Reimer, 1997). According to Curtain and Lubkin (1995), chronic illness becomes
an “irreversible presence, accumulation, or latency of disease state or
impairment that involves the total human environment for supportive care and
self-care, maintenance of function and prevention of further disability” (pp. 6-7).
Examples of chronic iliness conditions that will be discussed in this study are
diabetes, arthritis, and cardiovascular conditions such as hypertension and

hyperlipidemia.
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Salient Features

The most salient feature of a chronic illness is its duration (Swanson &
Tripp-Reimer, 1997). Duration is the main feature that differentiates acute from
chronic illness with time frames typically described as lasting a year or more.
Other salient features include: the need for ongoing personal and medical
monitoring; the presence of an uncertain trajectory that has been described as “a
course that varies and changes over time” (Woog, 1992, p.10); the need for
collaborative management by the individual, their family, social network and
HCPs (Lubkin & Larsen, 2002). This collaboration is a key component with
chronic iIIness,‘ as a disproportionate share of emergency department visits are
made by individuals with chronic ilinesses, particularly those with asthma, chronic
obstructive pulmonary disease (COPD), congestive heart failure (CHF), diabetes,
and hypertension (Oster & Bindman, 2003; Sun, Burstin, & Brennan, 2003).
Individuals with chronic psychiatric illnesses also dramatically influence health

service utilization and costs in the healthcare system (Husaini et al., 2003).

Factors Affecting Course of Chronic lliness in Ethnic Minorities

A trend noted in the literature is thatvmany researchers assume that all
cultures understand and ascribe to the concept of acute versus chronic illness.
However, cross-cultural works on illness seldom differentiate between acute or
chronic views of illnesses (Heurtin-Roberts & Becker, 1993). The literature is
silent about how non-Westérn societies view illnesses that cannot be cured

(Heurtin-Roberts & Becker, 1993). What is known, however, is that there is no
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vocabulary in the Russian language to describe chronic illness (Rodgers, 2004).

A sampling of the aspects frequently found in the literature that are known
to influence the course of chronic illness are: (a) the presence or lack of social
support, which is. known to be a critical resource to the daily management of
chronic illness (Baider et al., 1996; Gallant, 2003: Johnson & Tripp-Reimer, 2001:
Litwin, 1997; Neufeld, Harrison, Stewart, Hﬁghes, & Spitzer, 2002); (b) the
presence of internal or external locus of control, which influences an individual's
beliefs about how their health is controlled (Anderson, 1991; Becker et al., 1998;
Gesler, Arcury, & Koenig, 2000; Nazarova, 2000; Roberts, 1991: Rose, 2000;
Woog, 1992); (c) access to health insurance, which provides the resources
necessary for obtaining timely healthcare thus improving chronic illness
management (Lucas, Barr-Anderson, & Kington, 2003; Oster & Bindman, 2003;
Thamer & Rinehart, 1998); and (d) the existence of corhorbid conditions that
make the management of chronic illness more difficult (Alexopoulos et al., 2002;
Black & Rush, 2002; Fultz, Ofstedal, Herzog, & Wallace, 2003). Each of these

factors will now be reviewed in depth.

Social Support

The concept of social support is a multidimensional, and often-defined
resource provided by a both informal and formal networks of individuals and
social groups (Lee et al., 2004; Neufeld et al., 2002). Three characteristics are
often ascribed to definitions of social support: the (a) structural aspects, (b)

functional assistance, and (c) the nature of the support (Gleeson-Kreig, Bernal, &
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Woolley, 2002). Structural aspects of social support include descriptions of the
size of the network, who participates, and where and when this support is given
(Lynch, 1998). Functional assistance of social support is categorized into four
types: emotional, informational, appraisal and instrumental (Gleeson-Kreig et al.,
2002). They address an individual's need for feeling loved, obtaining practical
advice, having their beliefs and behaviors supported and acquiring assistance
with daily activities. The last characteristic for defining social support involves the
perception of the nature and quality of support interactions (Gleeson-Kreig et al.,
2002). Only the recipient can determine whether or not the nature of the support
and the length of time the support is provided meets their needs (Lynch, 1998).

In ethnically diverse populations of older aduits, social support is primarily
met by family members, since they often have a limited number of friends to
count on for assistance (Gleeson-Kreig et al., 2002). Often the type of assistance
needed in these populations is not related to personal care, but to independent
activities of daily living such as transportation and phone calls to the HCP
(Gleeson-Kreig et al., 2002).

The process of immigration has been reported to affect social support
systems (Carmel & Lazar, 1998; Neufeld et al., 2002). As a result of cultural and
social disorientation, the older adult newcomer becomes more dependent on
family members in order to function in their new environment (Carmel & Lazar,
1998). Familial-based network ties become stronger post-immigration and

appear to be functibnal and realistic, given the demands of immigrating in later
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life (Litwin, 1997). In fact, in a study of Jewish Russian immigrants to Israel
(Baider et al., 1996), it was found that social support provided by the family
helped healthy immigrants and male patients diagnosed with cancer cope with
their psychological distress.

In another study (Walsh, 1998), church attendance was found to be
helpful for immigrants and the development and maintenance of social support.
In addition, social support has also been found to improve the language skills of
newcomers, which may in turn facilitate their ability to acquire and understand
healthcare information and negotiate the healthcare system (Lee et al., 2004).
Locus Of Control

Locus of control is used in healthcare to describe perceptions of an
individual's beliefs about how their health is controlled. Locus of control is
characterized as being either internal (one’s health is controlled by their own
behavior) or external (one’s health is controlled by others or by chance, over
which the individual has little or no control) (Roberts, 1991: Wrightson & Wardle,
1997). The literature reports that the degree of internal or external locus of
control varies with socioeconomic status, gender, ethnicity, religiosity, age and
education (Allen, 1998; Becker et al., 1998 Gesler et al., 2000; Goodwin, Black,
& Shiva, 1999; Hunt, Valenzuela, & Pugh, 1998; Wrightson & Wardle, 1997).

External locus of control is reported to be more prevalent in women than
men (Wrightson & Wardle, 1997). Research also finds that external locus of

control is higher among: (a) lower socioeconomic groups (Wrightson & Wardle,
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1997), (b) ethnically diverse populations (Becker et al., 1998), (c) older aged
populations (Goodwin et al., 1999), and (d) individuals with less education
(Goodwin et al., 1999). The existence of external locus of control (also referred to
as fatalism) can have harsh consequences for individual behavior in the
rﬁanagement of one’s health (Giger & Davidhizar, 1995). In a study by Goodwin
(1999), ethnically diverse individuals over the age of 75 believed their chronic
conditions were a normal part of aging (labeled as fatalism by the authors), that
nothing could be done about them and therefore, they did not seek treatment.
The percentages varied depending on the ethnic group and the chronic condition:
however, the consequence of holding to these beliefs was decreased use of

preventive medical services.

The healthcare system in the US reflects the values of the US
mainstream, often with the assumption that everyone shares those values. Ethnic
minorities do not necessarily subscribe to the values or tenets associated with
the US biomedical model, such as the belief that individuals can control their
environment as well as the value of taking responsibility for one’s health (Becker
etal., 1998). In a study conducted by Anderson (1991) immigrant women with
chronic iliness found that they were expected to assume responsibility for their
care, but often without getting the knowledge and support from the healthcare
system that would enable them to do so. In another study, Russian-speaking
immigrants believed it was the physician’s responsibility to tell them what they

needed to know to remain healthy (lvanov & Buck, 2002).
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The concept of locus of control can also be useful in understanding the
relationship between religion and health (Wrightson & Wardle, 1997). Studies
reviewed in the article by Gesler (2000) found that ethnically diverse populations
believe that doctors can help them, but also that they will only get well if it is
God’é will. God is in control of their health and God also controls doctors and
their power to heal (Gesler et al., 2000).

Health Insurance

Ethnic minority groups are more likely to be uninsured than European
Americans. In a 2001 study, Becker found that uninsured individuals from three
ethnic minority groups (African-American, Latino, and Filipino-American)
experienced difficulty with managing their chronic illnesses. Some of the
difficulties she found were illnesses, including: frequent health crises, difficulty
obtaining medication, improper use of medication, knowledge deficits related to

their iliness, self-care measures and risk awareness (Becker, 2001).

In addition, welfare reforms enacted in 1996 shifted benefits for refugees
and immigrants from the Federal government to the states and local
governments (Fix & Tumlin, 377). This new policy fragments what had been a
uniform approach determined by Congress and giving the states greater power to
deny public benefits to noncitizens (Fix & Tumlin, 1997). These changes increase
the vulnerability of foreign-born US residents (especially those residing in the US
less than 15 years) to not having health insurance and thus limiting access to

healthcare (Thamer, Richard, Casebeer, & Ray, 1997).
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In addition to ethnicity and residency in the US, foreign-born individuals
aged 65 and older are significantly less likely to have Medicare coverage than
US-born persons of similar race and ethnicity (Thamer et al., 1997). These
issues are important due to the “link between health insurance coverage, access
to healthcare services and subsequent utilization of these services in the us”

(Thamer et al., 1997, p.100).

Comorbidity

The literature often refers to chronic iliness as a single condition; however
a compounding feature of chronic illness in older adults is the common presence
of two or more disorders (Guralnik, 1996: Haan & Weldon, 1996). Krishnan et al
(2002) define comorbidity as “the co-occurrence of two disorders or syndromes
(not symptoms) in the same patient” (p. 559). Data analyzed from the
Supplement on Aging of the National Health Interview Survey assessed the
prevalence of comorbidity in a noninstitutional sample of older adults (Guralnik,
1996). Findings from the data demonstrated that the number of older adults
reporting two or more chronic illnesses increased with age, with women having a
higher prevalence of comorbidity than men (Guralnik, 1996).

Older, ethnically diverse populations have the greatest prevalence of
chronic iliness and are more likely to have more than one chronic illness (Becker
etal., 1998). Variations of comorbid conditions, such as diabetes and
cardiovascular disease, were found in a study of four ethnically diverse

populations in England (Chandola & Jenkinson, 2000). Anocther study found a
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relationship between two or more chronic conditions (such as diabetes,
hypertension and stroke) and physical and cognitive functioning in ethnically
diverse older populations (Haan & Weldon, 1996). In a study of older diabetic
Mexican Americans, Black (Black, 1999), found that comorbid depression and
diabetes is common, and the presence of both conditions is associated with an
increased risk for concomitant disease disability and increased health service
use.

In addition to the experience of two or more physiological illnesses, the
literature is consistent in reporting depression as an isolated or concurrent
disorder in this population of Russian-speaking newcomers. It has been reported
that the rates of depressive symptoms of immigrant groups were much higher
compared to those of the general US population (Tran, Khatutsky, Aroian,
Balsam, & Conway, 2000). In a study conducted on the use of public mental
health services by Russian-speaking newcomers, researchers found that this
population was twice as likely to be diagnosed with depression (Chow, Jaffee, &
Choi, 1999).

The literature is unclear as to the etiology of depression, although muitiple
explanations have been reported. Some literature addresses the issue of
whether or not this population experiences depression as a result of the
oppressive society they left, the challenges they face in the process of
immigration and acculturation, or a natural and expected consequence of coping

with other physiological conditions (Flaherty et al., 1988; Gutkovich, Rosenthal,
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Galynder, & Muran, 1999). Overall, the diagnosis of depression is now often
thought to be the resuit of a high degree of somatization found in this Russian-
speaking newcomer group.
Alternative Therapies

In recent national surveys in the US, almost half the respondents reported
using alternative healthcare during the past year (Reiff et al., 2003). The
numbers are even higher among immigrant populations who continue to use
therapies from their native countries, despité expectations from HCPs that
traditional healing practices would be replaced by conventional medicine as part
of the acculturation process (DomareW, Holt, & Goodman-Snitkoff, 2002; Reiff et
al., 2003). Ethnically diverse populations often incorporate nontraditional
alternative therapies and approaches to the concept of health and iliness.
Research indicated that immigrant populations rely on herbal remedies, and
foods may categorized as being hot or cold and used accordingly to treat various
ilinesses (Emami, Benner, & Ekman, 2001).

A study by Lipson et al. (2003) found that Jewish immigrants from the FSU
used home remedies in addition to pharmaceuticals. As an example, upper
respiratory conditions were treated with gogomu/ (a mixture of egg yolk, sugar,
milk, and baking soda), garlic or onion in the nose, inhaling steam with herbs and
placing feet in warm water (Lipson, Weinstein, Gladstone, & Sarnoff, 2003).

Another study of Russian-speaking immigrants found that therapies such

as massage, teas, and herbal remedies were used prior to seeking healthcare



Managing Chronic lliness 33

services, thus healthcare was only sought for episodic and acute conditions
(lvanov & Buck, 2002). In addition, as a result of the high cost of medications in
the US, a greater reliance is placed on alternative therapies and medications
brought into the US by visitors (Ivanov & Buck, 2002).

Compliance (Adherence)

One issue repeatedly addressed in the literature is related to compliance
(adherence). This issue still strongly influenced by the bio-medical model of
healthcare, and is viewed as a key to the management, and monitoring of chronic
ilinesses and their complications (Dunbar-Jacob et al., 2000; Lubkin & Larsen,
2002; Rhoades & Buckwald, 2003). Other studies concluded that the key to
managing chronic iliness is to embrace the multiple dynamic processes where
one’s behavior with regard to health and illness includes their culture, attitudes,
folk practices, medical knowledge, personal life experiences, social networks,
goals, financial means, and formal and informal resources (Bates, Rankin-Hill, &
Sanchez-Ayendez, 1997; Lorig et al., 2001; Silverman, Musa, Kirsch, & Siminoff,
1999).

Experience with any chronic illness-- including the experience of
symptoms and self-care, seeking advice from family, folk or allopathic HCPs -is
influenced by one’s culture (Silverman, Smola, & Musa, 2000). Ideas about the
body, health and illness can vary significantly from culture to culture (Kleinman,

1988). While it is doubtful that culture exclusively establishes how one
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understands illness, it realistically forms an environment for interpreting and
reinterpreting experience with an illness (Chelsea, 2000).

Chronic lllness Among Older Adults From The Former Soviet Union

The review of the literature did not find any studies that explore how older
adults from the FSU manage chronic illness. However, the literature did reveal
that this population has a higher incidence of chronic illnesses such as
depression, diabetes, hypertension, and hyper-lipidemia than do comparison
groups (lvanov & Buck, 2002; Miller & Chandler, 2002; Romero-Gwynn et al.,
1997; Smith, 1995). In data from some of the FSU republics, cardiovascular
disease mortality rates were reported to be 50-100% higher than the rates
reported in the US, Canada and England (Cockerham, 1999; Gad, Nurit, Ada, &
Yitzhak, 2002; Mehler et al., 2001: Zakashanskiy, 2000). (Gad et al., 2002)
conducted a study to assess the prevalence of chronic health conditions in the
Russian-speaking population that immigrated to Israel between 1989-1992. Self-
reportea disease prevalence rates were found to be very high: (62.2% of the
males and 68.7% of the females reported a mean of 3-3.5 diseases per person).
The highest reported disease prevalence rates among this group were for
musculoskeletal diseases, ischemic heart disease, gastrointestinal diseases and
hypertension.

Depression was one of the most frequently discussed psychological
conditions. Studies often equated the incidence of depression with the

psychosocial impact of leaving one’s homeland. Russian-speaking newcomers
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from the FSU are no exception: with the literature citing that this group suffers
from high levels of depression (Flaherty et al., 1988; Gutkovich et al., 1999;
lvanov & Buck, 2002; Miller & Chandler, 2002).

In a study by Miller (2002), individuals in the volunteer sample of 200
women aged 45-65 years old who had lived in the US less than 6 years, had very
high depression scores compared to US norms. Furthermore, older women and
those experiencing greater personal demands as a result of immigration had
higher scores on the depression scale. However, Miller also found that women
who reported greater English usage and possessed a higher degree of resilience
had lower depression scores.

Compared to other newcomer groups, Russian-speaking immigrants from
the FSU appear to have higher levels of healthcare and social service utilization
(Aroian et al., 2001; Gutkovich et al., 1999). Findings from some studies imply
that this high utilization is due in part to high rates of somatization (Aroian, 1990:
Aroian, Norris, Patsdaughter, & Tran, 1998: Ben-David, 1996). Self-reports of
healthcare status among this group are frequently listed as being fair or poor
(Baider et al., 1996; Carmel, 2001; Duncan & Simmons, 1996).

The research appears to imply that the healthcare system must deal with
a complicated picture, if it is to manage the healthcare needs of this ethﬁic
minority group. Literature is sadly lacking that explores how this group manages
healthcare issues after the initial resettliement period when healthcare is often

focused on screening for infectious diseases and conditions requiring immediate
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Role Of Family And Chronic lliness Management

Family support continues to be the cornerstone for older adult newcomers
(Aranda, 1997; (Shirey & Summer, 2000). The role of family is characterized by
obligations, expectations, responsibilities and rewards (Travis & Piercy, 2002).
The role of family members in newcomer groups can be very daunting,
particularly during the first years in a new country (Remennick, 2002).
Immigration status and recency of immigration is a factor impacting the level of
family stress as they are removed from previous support networks in their
country of origin and obligated to develop new ones (Aranda, 1997). In addition,
family members experience changed roles, as older adults become more
dependent and adult children are thrust into caregiving activities that were not yet
necessary in their homeland (Remennick, 2002).

In a study by Aroian (1996) analysis revealed two primary types of family
support: instrumental aid and emotional support. Instrumental aid includes
provision of assistance such as living accommodations, money and
transportation, in addition to serving as an information processing source that is
particularly important when language is a barrier (Aroian, Spitzer, & Bell, 1996;
Luna et al., 1996). “Elders turn for guidance and emotional support to their adult
children. These adults sons and daughters grasp the new language and culture,
and are called upon to act as their parents’ guides and interpreters” (Althausen,

1993, p. 62).
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Some ethnically diverse older adults prefer to rely on family for support,
rather than on friends or formal supports. This is due in part to familism, the
perceived strength of family bonds and sense of loyalty to family (Luna, 1996).
However, for some religious groups, the support network can be expanded
beyond the family. Religious institutions have been reported to be a strong
source of support, thereby decreasing stress for family members (Navaie-
Waliser, 2001; Winslow, 2003). |

In summary, there is a pressing need for more research that examines the
possible ethnic and cultural differences in immigrant/refugee groups in terms of
the appraisal of stressors, coping behaviors and social support systems (Becker,
2001; Benedict, 1995; Cromwell et al., 1996; Farran, 2001; Hunt, 2003; Janevic
& Connell, 2001; Li, Mazurek, & McCann, 2004). Such research is critical in light
of the need to develop educational and service programs not based on
“‘assumptions, stereotypes, or inappropriaté generalizations of existing paradigms
to other culturally distinct groups” (Aranda & Knight, 1997, p. 252).

Limitations Of Previous Research

As previously mentioned, no research has been done that addresses the
management of chronic illness among older adults from the FSU. Most of what
has been done with this cultural group was directed towards the testing and/or
adapting the psychometric properties of existing measurement tools for this
particular ethnic group. Multiple measurement scales were used to assess

depression, social support and issues related to the experience of being a
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newcomer, such as acculturation, resiliency, demoralization, and assimilation
(Aroian & Norris, 2000; Aroian, Schappler-Morris, Neary, Spitzer, & Tran, 1997;
Flaherty et al., 1988; Gutkovich et al., 1999; Kohn et al., 1989: Miller & Chandler,
2002; Perez Foster, 2002; Ritsner, Ponizovsky, Nechamkin, & Modai, 2001;
Ritsner, Rabinowitz, & Slyuzberg, 1995; Tran et al., 2000) (see Appendix C for a
listing of the measurement tools). Several of these scales were translated and
used with Russian-speaking Soviet Jews. None of these measurement scales
were validated with other Russian-speaking, non-Jewish groups, thus limiting
their use with this highly heterogeneous cultural group.

As stated earlier, only three published nursing studies included a sample
of non-Jewish, Russian-speaking Protestant/Evangelicals from the FSU (Duncan
& Simmons, 1996; Korb, 1996: Strumpf et al., 2001), but very little attention was
given to the healthcare concerns of older adults. Korb (1996) explored the
concept of giving and receiving help between nurses and a group of 28 Russian-
speaking newcomers (all under the age of 35). The findings confirmed that this
cultural group has different helping orientations that could impede relationships,
and further, that nurses should explore these differences as a part of providing
care to ethnically diverse populations.

Describing health practices was the purpose of a study conducted by
Duncan and Simmons (1996). They designed a questionnaire and administered it
to 30 Russian-speaking Pentecostal individuals (only 4 of the participants were

over 60) in Virginia. The researchers found the participants’ major health
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problems to be dental conditions requiring treatment, obesity, and the absence of
basic health screening measures such as cholesterol testing, high blood
pressure screening, pap smears, and mammograms.

The third and final study that included a sample of non-Jewish, Russian-
speaking Protestant/Evangelicals from the FSU was conducted in Philadelphia
(Strumpf et al., 2001). The researchers interviewed 15 female family members
and 8 older adults that described themselvés as Ukrainian Baptists. The findings
confirmed the special health and social service needs of refugee families in
transition. Furthermore, this newcomer group was found to have similar values
compared to those of other groups interviewed in the study (Cambodian,
Vietnamese and Soviet Jews) regarding filial obligation, minimal knowledge of
services, the impact of immigration, and ‘retention of cultural ties.

In these studies, the focus on older adults is limited; although the findings
do illustrate that the health status of older aduits is more problematic than those
of other age groups. These studies are use'ful for describing some of the needs
of older adults from the FSU; however, the next step would be to describe in
greater detail how older adults and their family members manage chronic iliness
on a day-to-day basis in whatever way this is understood and defined.

Some studies on chronic illness have focused on a particular ethnic
group’s experience; however, the literature is often found to be biased towards
white, educated, middle-class females, regardless of how that subgroup may

represent the demographic picture of any particular chronic condition (Lietal.,
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2004; Thorne et al., 2002). Factors that still need to be addressed in the research
are the chronic illness experiences of those who are “poor, poorly educated and
marginalized by virtue of ethnicity, poverty, or lack of education” (Thore &
Paterson, 2000, p.23).

Research conducted with all newcomers from the FSU, either from the US
or Israel, is useful in capturing the difficulties encountered through the migration
experience. However, research that moves beyond basic assessment of
acculturation and the screening of refugees is sadly lacking. It is time to acquire
data that will facilitate the development of culturally appropriate interventions
(Gold, 1992; Helman, 1995).

Theoretical Framework

In order to examine how culture influences the management of chronic
iliness, one must explore how the experience and meaning of health is
enmeshed in cultural contexts extending over one’s life span (Millard,

1992). Clifford Geertz (1973) suggests that the exploration of culture facilitates
understanding of a group’s reality. Health beliefs and behaviors are shaped by
cultural systems, and so HCPs must try to understand health beliefs and
behaviors, as they are shaped by cultural systems (Torsch & Ma, 2000).
Therefore, an in-depth examination of cultural contexts enables an understanding
of health beliefs and behaviors. Part of this exploration involves describing the

interrelationships and meanings of historical, political, geographical, personal and
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social factors, and their impact on management of chronic iliness among older
adults (Strumpf et al., 2001).

Culture affects health by influencing exposure and vuinerability to disease,
risk-taking behaviors, the effectiveness of health promotion efforts, and access to
and availability of, quality healthcare (Helman, 1995). Culture also shapes thé
perceptions of, and responses to, health problems and their effects on
individuals’ lives and well-being. Research is needed to clarify the dimensions of
culture that influence the decisions made regarding health behaviors, and to
provide a foundation for understanding how culture influences one’s health
beliefs and what characteristics could directly affect healthcare behaviors. Other
cultural dimensions that warrant research include the characteristics and content
of network ties within a cultural group, how they relate to an individual's health
and how culture may or may not contribute to the experience of health
disparities.

According to Kleinman (1988) health beliefs are constructed through one’s
cultural beliefs, resulting in a wide range of.approaches in health-seeking and
maintenance behaviors in different populations. These behaviors result in
different levels of functioning and a variety of strategies used to adapt to their
health status, limitations, and capabilities unique to their settings. These
culturally constructed health beliefs result in a wide range of distinctive patterns
in health-seeking and maintenance behaviors in different societies, so that illness

and health behaviors are woven into the cultural fabric (Torsch & Ma, 2000).
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Life’s transitions, such as aging and iliness, are influenced by an
individual’s historic, geographic, personal, social and cultural background.
Kleinman'’s classic work, The lliness Narratives (1988) provides the framework
for this proposal (Kleinman, 1988). In his work, Kleinman argues for the
importance of understanding cultural contexts to provide compassionate,
individualized and effective healthcare. His work illustrates the significance of
understanding both the individual and cultural perspectives of health and illness,
which then provides a context for explaining and coping with illness. This present
study will focus on older adults from the FSU and their families’ management and
understanding of chronic ilinesses, as well as how they are influenced by their
cultural health beliefs and behaviors.

Cultural considerations are vital when engaging with participants,
interpreting informant data and evaluating the significance of a social context.
Culturally shaped perceptions, communications, and coping actions are
examined in the experience of illness of the patient and family, but are
understood to affect the experience of the clinician’s practice and the work of the
researcher (Kleinman & Becker, 1998). Culture and society play a role in shaping
the context in which one understands his or her illness, in addition to shaping the
meanings applied to the iliness experience. Kleinman’s explanatory model of
iliness (Kleinman, 1981) is a way of investigating culturally constructed
explanations for illness and treatment. It has been used by nurse researchers to

obtain an in-depth understanding of the relationship between culture and illness
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(Capps, 1999; Chesia, Skaff, Bartz, Mullan; & Fisher, 2000; Dawani, 1989;
Dimou, 1995: Loriz-Lim, 1995: Luyas, 1991: Magilvy, McMahon, Bachman,
Roark, & Evenson, 1987: Mahoney & Engebretson, 2000; McSweeney, Allan, &
Mayo, 1997; Nunnelee & Spaner, 2000; Osborne, 1995; Reifsnider, Allan, &
Percy, 2000; Schoenberg, Amey, & Coward, 1998; Ugarriza, 2002; Willms et al.,
1996).

In conjunction with Kleinman’s explanatory 'model, Elder's (Elder, 2002)
life course field of inquiry is equally significant for this present study. As
mentioned in chapter |, a cohort analysis cén assist in understanding a group’s
historical, political, and societal events that may influence the values, health
beliefs and behaviors, issues of trust and expectations of others (Yeo, 1998).

The life course approach is based on the following set of principles (Elder,

1999; Elder, 2002):

1. Development and aging are lifelong processes.

2. People are actors with choices that construct their lives.

3 The timing of events and roles, whether early or late, affects their
impact.

4. Lives are embedded in relationships with other people and are

influenced by them.
0. Changing historical times and places profoundly influence people’s

experiences.
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This perspective helps to locate people according to their historical time or
life stage in the course of aging and further, to contribute to the field of cultural
competence by way of conceptualizing the mutability of cultural knowledge.
Culture is forever changing. If we fail to keep this in mind once an ethnically
diverse population has been characterized, we risk stereotyping members of that
group. Thus, by incorporating the life course perspective with this group’s
explanatory model of health beliefs and behaviors, a description of chronic illness
management might be possible.

Conclusion

The issues related to the delivery of appropriate healthcare to ethnically
diverse populations differ from those meant to provide appropriate care for the
majority of Americans. Meeting the diverse healthcare needs of our multicultural
society requires a cultural awareness of both the diversity and commonality in
people’s health beliefs and behaviors (Torsch & Ma, 2000). Understanding
cultural beliefs is a significant step toward understanding health behaviors and
how people interpret their health, health concerns and coping strategies
(Northam, 1996; Torsch & Ma, 2000). Although a large and growing body of
literature on healthcare and older adults exists, further exploration is still needed,
exploring how culture influences the management of chronic iliness by older
adults and family caregivers (Archbold, Stewart, & Hoeffer, 2001; Johnson &
Tripp-Reimer, 2001). Exploring a cultural gfoup’s belief systems and customs is

imperative if the healthcare community is to adequately address the health
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concerns of older adults in that group and to develop strategies that fécilitate the
highest possible level of functioning.

The US continues to support immigration from countries all over the world;
consequently, an understanding of the role of culture among ethnic groups
seeking services from our healthcare system is needed. The aging of our
population as well as the ever-increasing life span experienced in the 215t century
makes it even more imperative that healthcare discover the best ways to manage
chronic iliness in aging populations. The aim of this study is to focus on the
cultural issues that will assist HCPs in understanding the management of chronic

iliness among a group of older adults from the FSU.
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CHAPTER Il
METHODS

A focused ethnographic research design was used in this research study
to produce a thick description of how Evangelical Russian-speaking (ERS) older
adults and family caregivers from the Former Soviet Union (FSU) experience and
manage chronic illness. This chapter addrésses the historical background of
ethnography and its adaptation by disciplines, other than anthropology, to
explore cultural contexts of groups and identified problems. This chapter outlines
the conceptual guidelines that assure the methodological rigor of this
ethnography and concludes with the description of the focused ethnographic
research design, which includes the methods for gaining entry, sample selection,
data collection and analysis, and human subjects’ protection.

The term ethnography is derived from ethno (meaning folk) a full or partial
description of a group, and graphy (meaning description) a “description of the
folk”. Ethnography is a research process of learning about individuals’ lifeways or
patterns by learning from them via observations, interactions and examination of
artifacts (Streubert & Carpenter, 1999). This process provides a description of
the patterns of behavior of individuals and groups of people within a particular
culture. Thus, the design results in the description of cultural patterns by
observing behaviors within the cohtext of an identified group’s activities. The
design contains aspects of both art and science; science provides credibility and

humanity give us our ability to understand others (Agar, 1996).
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Ethnography’s Roots in the 20th Century
Founders of modern anthropology were committed to anthropology as a
- science and used ethnography to chronicle their descriptions of primitive
cultures. Observations by Franz Boaz (considered the father of anthropology) of
the Eskimo culture in the 1880s initiated the contemporary beginnings of
ethnographic study (Denzin & Lincoln, 2000: Streubert & Carpenter, 1999). In the
1920s, Bronislaw Malinowsk, aimed to “grasp the native’s point of view,” and
established fieldwork as a central element of ethnography. He believed that
participant observation would lead to human understanding through the process
of seeing, thinking, feeling and on occasion behaving as an insider (Denzin &
Lincoln, 2000). Early ethnographers (1900s — 1940s) wrote objective colonizing
accounts of extensive field experiences that reflected their positivist scientist
paradigm. The concern was to provide valid, reliable, and objective descriptions
in their work. The subjects of these studies were often considered alien, foreign,
and strange (Denzin & Lincoln, 2000).

In the years following WWII, the Chicago School of Sociology began to lay
the foundation for a new kind of field research, which included looking at culture
on a social level. They discovered that ethnography was just as useful to
describe everyday Western cultures as it was describing more distant cultures
(Laugharne, 1995). Scientists at the university expanded the idea of native to
include social groups of local importance (Streubert & Carpenter, 1999). Some of

the first ethnographic studies from the Chicago School of Sociology included
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gambling in a small Chicago community (Whyte, 1981), students in medical
school (Becker, Geer, Hughes, & Strauss, i961) and patients in a mental health
hospital (Goffman, 1961). The goal was rigorous qualitative analysis with
methods developed from cues taken from quantitative research.

In the 1970s, a movement towards the interpretive perspective was being
developed. Geertz (Geertz, 1973) suggested that all anthropological writings are
interpretations of interpretations and that the observer has no privileged voice in
the interpretations that are written, Geertz also calls into question the author's
presence in the interpretive text.

The philosophic roots of ethnography reside in the field of anthropology
and historically within the empirical paradigm. Historically, anthropologists were
focused on providing a valid, reliable, and objective description of their work,
where the other was to be archived (Denzin & Lincoln, 2000). The anthropologist
believed that his/her research would provide an authoritative, legitimate account
of a cultural (particularly ‘native’) group and that it could be apprehended in a
finite way through intensive participant observation over the course of several
years. In particular, it was critical not to go native and thus lose one's objectivity.

The interpretive paradigm is the perspective that was used in this focused
ethnography. in the interpretive paradigm, what is known and believed to be true
about the world is constructed as people interact with one another over time in
specific social settings. Constructs are not fixed or absolute: they can be altered

through dialogue or over time, and the alterations can lead to new constructions
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of views of reality and new ways of acting (LeCompte & Schensul, 1999b).
Interpretivists view culture as both cognitive and affective, as reflected in shared
meanings and as expressed in common language, symbols, and other modes of
communication. Culture is created in a process as many individuals share or
negotiate multiple and overlapping socially based interpretations of what they do
and what occurs in local situations. Culture, then, is an abstract construct put
together or constructed as people interact with each other and participate in
shared activities (LeCompte & Schensul, 1999b). “Shared constructs and
meanings in a culture are situated: in or affected by the social, political, cultural,
economic, ethnic, age, gender and other contextual characteristics of those who
espouse them” (LeCompte & Schensul, 1999b, p. 49). Interpretivists believe that
cultural beliefs and meanings are socially constructed, situated, and therefore
relative to a specific context; further, that they are not fixed, negotiated, muitiple-
voiced and participatory (LeCompte & Schensul, 1999b).

Interpretive ethnographies are not activist oriented as found in the critical
paradigm. Interpretivists are not expected to produce results that commit to
action; however, interactions as a result of the research can produce a shared
understanding of a particular issue that may lead to specific actions (LeCompte &
Schensul, 1999b).

Observations are to occur in the natural setting as actions and beliefs
cannot be separated from the social context in which they occur and must be

holistic to view all aspects of subjects’ lives within their culture as whole.
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Ethnography as a Research Design

The essence of ethnography is in de_scribi"ng cultures rather than
developing causal relationships. People’s behavior can be understood only in
context; the process of analysis and abstraction cannot separate elements of
human behavior from their relevant contexts of meaning and purpose. The
context provides for the understanding of human behavior: “to grasp a group’s
point of view, their relationship to life, to realize their vision of their world”
(adapted from Bronislaw Malinowski's, Argonauts of the Western Pacific 1922, p.
25) The process must “include more than descriptions of behavior but strive to
understand why the behavior takes place and under what circumstances” (Boyle,
1994, p. 162). In addition, ethnography seeks to describe “both explicit aspects
of a culture (what everyone is aware of and takes for granted), and tacit elements
(outside of awareness)” (Hodgson, 2001, p.44).

Ethnography is multi-method in that it utilizes many means of collecting
data over the period of research. Use of only one method of data collection would
invalidate the results of the research. The ethnographic design is similar to other
qualitative designs in that the researcher is the instrument; the hypothesis is not
worked out ahead of time, and data collection and analysis is cyclic and inductive
(Streubert & Carpenter, 1999). However, ethnography differs from other
qualitative designs in that there is an exclusive focus on culture: data collection is
developed out of observations énd participation with the selected culture.

Fieldwork involves prolonged engagement, and the writing of extensive field
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notes (Roper & Shapira, 2000). The researcher is the instrument, and works
within the creative “tension of researcher as researcher and researcher as
cultural member, also called reflexivity” (Streubert & Carpenter, 1999, p. 156).
He/she makes observations and records cultural data, which involves identifying,
interpreting and analyzing. Ethnography is historical, as the present is always a
product of the past. The researcher must explore where a custom comes from. Is
it borrowed, forced upon the group, tradition? The process of seeking out the
historical, places the present in context (Morse, 2003).

All ethnographic work occurs in the field, whereby the researcher situates
himself or herself within the culture being studied (Streubert & Carpenter, 1 999).
The length of time in the field for participant observation can be weeks, months
or even years. A researcher’s time, research topic and the setting influence the
length of time needed for data collection in the field. The location of the
observation is determined by the research question. Several elements influence
the quality of participant observation: sociai circumstances, language, intimacy,
consensus/validation, and bias (Roper & Shapira, 2000). Social circumstances
refer to the type of activities in which the researcher becomes part of the
participant observation process, where the researcher has opportunities to
increase their knowledge and understanding of the identified phenomenon. The
lack of fluency with the native language of the cultural group can affect the level
of understanding and analysis (Hodgson, 2001 ). Other issues to be considered

are those of consensus/validation, as the researcher must take steps to ensure
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interpretation is accurate, as well as maintaining awareness of the presence of
bias, such as the researcher's worldviews and the participant’s worldview of
researcher (Germain, 1986; Roper & Shapira, 2000). Several other data
collection methods help the researcher to understand the phenomenon and
culture being studied. Interviews validate, explain, or clarify observations. Formal
and informal interviews provide a way to get a holistic picture from a number of
viewpoints. Formal interviews are often with key informants (individuals with
expert knowledge of the topic and/or culture being studied) and occur multiple
times over the course of the study. Interviews with individuals from the identified
group being studied may be formal or informal, and sampling is theoretically
based on the number needed to describe the phenomenon being studied (Morse,
2003).

Artifacts, maps, visual data (in the form of pictures), music, genograms
(kinship charts), written materials (newspapers, reports, diaries, and literature)
are all part of the environment and are used to further explain observations
(Morse, 2003).

Types of Ethnographies

C'Iassical Ethnography

Denzin and Lincoln (2000), describe how the norms of classical
ethnography were organized:
[The norms were organized in] terms of four beliefs and

commitments: a commitment to objectivism, a complicity with
imperialism, a belief in monumentalism (the ethnography would
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create a museum-like picture of the culture studied), and a belief in

timelessness (what was studied would never change)” p.13.

The aim is for comprehensive descriptions of people’s material
constructions and perspectives. It is assumed that the people being studied
share a common culture. The researcher spends a prolonged time with the group
and selects a few key informanté for focused interviews. The credibility of the
ethnographer is crucial, and knowledge of the language is desirable.

Systemic Ethhoqraphv

The aim of systemic ethnography is to define the structure of culture, thus
criticizing classical ethnographies for being too global and unsystematic. Fidelity
to the informants’ knowledge is the paramount criterion for evaluation. The goal
is to discover the native point of view. Design often includes rigorous semantic
analysis (LeCompte & Schensul, 1999b).

Interpretive Ethnography

The aim of interpretive ethnography is to discover the meanings of
observed social interaction. This perspective describes ethnography as analytic
and interpretive. The goal is a “thick description” and renders the people
‘accessible: setting them in the frame of their own banalities, it dissolves their
opacity” (LeCompte & Schensul, 1999b, p. 89).

Critical Ethnography

Critical ethnography is subjective, reflecting the stance, values, and

awareness of its scribe. It presents an impressionistic collage, an image that
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represents only a particular moment and context, not the holistic culture of
interpretive ethnographers. Two main schools within critical ethnographies are
postmodernist and feminist.

Ethnography and Nursing

As a continuing part of the emergence of medical anthropology in the
1970s, local knowledge of particular groups has been increasingly important in
the development of healthcare programs and nursing interventions (Muecke,
1994). Ethnography conveys a coherent statement of a group’s local knowledge.
However, the costs to obtain local knowledge are high when the usual amount of
time for completing a traditional anthropological ethnography is counted in years.
Healthcare programs and disciplines typically have limited time and budgets to
garner this data.

The problem of time has led to the development of several abbreviated
forms of ethnography. The rapid assessment process (RAP) is done as a first-
cut assessment of poorly known areas. It is an intensive, team-based qualitative
inquiry using triangulation, iterative data analysis and additional data collection in
which to develop a quick, preliminary understanding of a situation from the
insider's perspective (Beebe, 2001). Quick ethnography is another approach for
completing “high quality” ethnographic research in between 30 and 90 days
(Handwerker, 2001). In nursing, Leininger termed small-scale, focused studies
mini- ethnographies, distinguishing them from the maxi-ethnographies of

anthropology (Muecke, 1994). Most of the studies conducted by nurses are
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problem-focused and context-oriented; therefore, nurse researchers prefer to use
the term focused ethnographies (Morse, 2003; Muecke, 1994). Focused
ethnographies are becoming more common in nursing because of its “research
motive to develop nursing knowledge and practicé” (Leininger & McFarland,
2002, p. 198).

A focused ethnography was the research design selected for this study.
Typically these are small-scale and time-limited studies, derived from a single
researcher’s fieldwork and conceptual orientation (Hammersley & Atkinson,
1997; Muecke, 1994; Roper & Shapira, 2000). Focused ethnographies study a
discrete community or organization and concentrate on the meanings of specific
behaviors or beliefs among a specified group of people (Morse, 1987). These
studies utilize selected episodes of participant observation, unstructured and
partially structured interviews, and a limited number of key informants, in addition
to other ethnographic methods as time and resources allow (Muecke, 1994).

Justification for using Focused Ethnography

The migration experience is multifaceted and has the potential to influence
the health outcomes of an individual, family or group. Therefore, it is judicious to
view each migration as unique; thus, a research design that involves field
research is an appropriate method for studying health issues of individuals that
have been involved in such a complex social experience (Lipson, 1992). This
ethnographic approach supports the contextual nature of this study, where data

was collected and analyzed for describing specific cultural dimensions of chronic
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iliness for a group of individuals who have recently immigrated to the United
States from the FSU (Littrell, 1996: Mahoney, 2001).

Focused ethnographic designs are most appropriate when studying
cultural groups and have been widely used in research to understand the illness
experiences of select patient populations. |

Design
The purpose of qualitative research is to understand a phenomenon and
generate theory, not to test theory. This research is aimed to serve as a
foundation for the development of potential interventions to reduce barriers and
increase support for older people from ethnically diverse backgrounds with
chronic illnesses.
The purposes of this study are as follows:

1. Describe how chronic illness is experienced and managed by
ERS older adults and family caregivers from the FSU.

2. Examine how culture (healthcare beliefs and behaviors) influences the
management of chronic illness from the perspective of the ERS older
adults and family caregivers within the historical, geographical, personal
and social context of their everyday lives.

3. Identify the barriers to managing chronic iliness from the perspective of

ERS older adults and family caregivers from the FSU, and identified key

informants.

The literature implies that ethnically diverse groups may distrust outsiders
and remain guarded at initial contacts, as they have historical experiences with

religious and political persecution, causing Russian-speaking older adults from

the FSU to be withdrawn and concerned about providing information about their
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past lives (Persidsky & Kelly, 1992; Quandt, McDonald, Bell, & Arcury, 1999).
Even after several years of resettlement in the US, many remain apprehensive of
potential oppression by authorities (Hardwick, 1993). An ethnographic research
design was used to ease these concerns that included prolonged engagement
and participant observation activities by the researcher, demonstrating visibility
and interest in their community.
Field site

During the past decade, the Pacific Northwest has become home to
thousands of refugees and immigrants from the FSU. Over 60,000 Russian-
speaking newcomers have settled here, partially because several small Russian
communities were established here in the 1960s and 1970s (Morris, 1991). The
field site for this study was a single metropolitan area on the border of two Pacific
Northwest states. The Russian-speaking cultural group is the largest ethnic
minority cultural group in this area. Several organizations and businesses now
have extensive involvement with this Russian-speaking ethnic group. Two local
apartment complexes, -- one nicknamed “Little Moscow” and the other “Little St.
Petersburg” -- have become enclaves for small Russian-speaking communities.

Gaining Entry

This research project was a natural outgrowth of my participation during
the past four years in clinical, teaching and research experiences that have
provided a foundation for my gaining entry into the cultural group. | have been

immersed in the Slavic culture in a number of ways. For example, | was invited to
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be part of a team to teach nursing faculty clinical content as it relates to the care
of the geriatric client, which resulted in my making four trips to Russia. | am also
a member of the local US-Russian Sister City Association and have taken
courses in conversational Russian. In addition, while working with an
interdisciplinary team at the local hospital, | assisted in the design and
development of a set of diabetic patient education materials designed specifically
for Russian-speaking older adults, which were recently completed.

My recent work for a local home health agency provided additional
opportunities to gain insight and make contact with the Russian-speaking cultural
group in the area. As part of my clinical employment with this organization, visits
were made to the homes of several Russian-speaking older adults and their
families.

During the past two yeérs I have networked and participated in other
activities involving this metropolitan area’s Russian culture, such as attending
community education classes on Russian Health Beliefs and Culture, and
frequenting Russian-owned businesses such as restaurants, food markets and
church services.

Although my ability to communicate in the Russian language is limited, my
efforts to use the language have been extremely helpful in facilitating

conversations and establishing trust and rapport with this cultural group.
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Sample

Three convenience samples of participants were recruited: (a) a group of
key informants (n=9), (b) ERS older adults (n=8), and (c) family caregivers from
the FSU (n=7) for a total of 24 participants (see Appendix D for demographic
data). Because | am not fluent in the Russian language, | hired a bicultural
research assistant who was fluent in English and Russian to assist me with
recruiting, communicating and interviewing throughout the data collection phase
of the research project. The research assistant was a Russian-speaking graduate
nursing student from a local university and was a valued asset to this research
study.

The research assistant was trained in the process of qualitative
interviewing, which consisted of principles of ethnographic research, ethical
guidelines and interviewing skills (Neufeld et al., 2002). Content regarding
interviewing skills addressed issues such as establishing rapport, dealing with
sensitive issues, using probes and open-ended questions, applying listening
skills, and in general, encouraging participants to tell their stories. | did the
training and, when needed, consulted with the dissertation committee regarding
the research process. The training included a pilot interview, an opportunity for
feedback and facilitation of a level of comfort with the interviewing and research

process.
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Key Informants

Key informants are used to solicit a deepér understanding of a cultural
group from individuals who are able to provide information via their connection to
the research area, and who possess unique knowledge, access or skills they are
willing to share with the researcher regarding the identified cultural group
(Hammersley & Atkinson, 1997). The information shared by the identified key
informants was combined with field notes, as well as participant interviews and
observations to provide depth to the study. Key informants for this research were
identif-ied through professional and personal contacts as part of the field site
immersion and through clinical experiences.

The sample of key informants was composed of bilingual and bicultural
individuals from the Former Soviet Union (n=9). This group included coordinators
fronﬁ a local non-profit social service organization, interpreters, registered nurses,
a physician, a mental health provider, a pastor and an employee at a state-
funded social service agency. Each of the key informants was over the age of 21,
had immigrated from the FSU after 1991, was both bicultural and bilingual (fluent
in Russian and English), and at the time of data collection was working with
individuals from the FSU.

Older adults

The second convenience sample recruited consisted of ERS older adults

from the FSU (n= 8). A purposive sample facilitated by snowball-sampling

techniques was utilized. The sample size was conceptually driven and ultimately
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determined by the presence of theoretical saturation (Streubert & Carpen’ter,
1999).

Each of the ERS older adults in the Sample had immigrated to the United
States after 1991. At the time they left the FSU, each of the women were over
the age of 50, and the men were over 55. This age distinction reflects the
retirement age in the FSU, and influences their self-perception of aging (personal
communication, L. Vaynberg, January 29, 2002). Each of thé older adults was
living in the selected metropolitan area and was experiencing at least one chronic
iliness as well as receiving some support from a family member to manage
healthcare issues.

Family Caregivers

A third group was composed of family members who provided some type
of regular caregiving activity to an older adult in their family. The range of
caregiving activities varied widely, from supervising medications, transporting to
appointments, providing meals, or doing grocery shopping up to providing 24-
hour, around-the-clock care. Some caregivers cared for their older adult family
member in their home, while others provided assistance in the older adult's living
environment. The family member participants were all over the age of 21 and had
immigrated to the United States after 1991.‘ The level of English fluency varied

among this sample; some interviews had to be conducted in Russian.
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Recruitment

Key informants are important to ethnographic research, because they can
provide both emic and etic perspectives to the phenomenon of study. They are
knowledgeable about their own culture and could direct the researcher to other
concepts and subdomains of study not previously considered (Ervin, 2000;
LeCompte & Schensul, 1999b). During the past several years, | had made a
number of contacts within the Russian-speaking community that proved helpful
when the time came to identify key informants.

The identified key informants were sent a letter requesting their
participation in thiks research project. The letter described the project and the
inclusion criteria and listed a local cellular telephone number and an email
address for their use in contacting the researcher to express their interest in
participating in the study. Some key informants were initially contacted about the
study by telephone; if they expressed an interest in participating, they were sent
a letter about the study and the inclusion criteria. This letter was followed by a
telephone call; if the key informant continued to show interest, an appointment for
an interview was scheduled.

Individuals in various community settings had stated verbally that they
would be interested in participating in the study and in assisting with recruitment
of other participants. Flyers and brochures (printed in English on one side and in
Russian on the other) created to advertise the research study were given to

Russian-speaking key informants, who then posted the brochures in clinical,
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social service and busi_ness settings where Russian-speaking clients were known
to receive care and services (see Appendix E for flyers and brochures).

The Russian/English flyer briefly described the purpose of the study and
the inclusion criteria and included a local cellular telephone number used
explicitly for the study, which, when called, included a greeting both English and
Russian that encouraged them to leave a message. | responded to the
messages left in English. Potential participants were subsequently screened to
determine if they met the inclusion criteria; if they did, an initial interview was
arranged. If a message was left in Russian, | had to contact the Russian-
speaking research assistant. She would then translate the message, return the
call, screen the individual using the inclusion criteria, identify some potential
meeting times for an interview, and after consulting with me, make the final
arrangements for the interview.

Recruiting ERS older adults and family caregivers proved to be
challenging. Initially flyers were posted with permission at local Slavic businesses
or social service agencies, or were given to key informants for distribution.
Although the flyers and brochures disappeared from where they were placed and
the supply was promptly restocked, this recruitment strategy did not result in any
participant inquiries. Definitive reasons for this lack of success with this
recruitment method are unknown. Howevef, one could easily speculate about
potential reasons. In fact, later in the recruitment process someone indicated to

me that although the Russian version of the brochure was correct, some of the
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words used gave the impression that the meeting for the interview was the type
one would have with a high level official, rather than a cozy, intimate
conversation over tea. Another problem with the brochures and flyers was the
result of a particular word. This time it was regarding the credentials of the
researcher. The word for a master's degree is (magistr), which is understood by
younger, more educated Russian-speaking individuals, but is extremely similar to
a word Russian-speaking older adults would interpret as meaning magic
(magiya). These linguistic issues, combined with the researcher not being fluent
in the Russian language and not a member of the Siavic community, clearly
presented obstacles to the recruitment process.

Fortunately, simultaneously with these recruitment strategies, | was
involved in participant observation activities in the Slavic community, which
eventually led to the recruitment of ERS older adults and family caregivers from
the FSU. Participant observation is a key component of data collection in
ethnography. One of the main activities of participant observation in this study
was the teaching of citizenship classes for two groups of Russian-speaking older
adults. | began teaching one class of 15 Russian-speaking older adults in August
2004. This class met weekly for.2 hours at a local church and provided me with
an opportunity to develop rapport and casual relationships. In January 2005, |
began teaching a second weekly citizenship class of 25 Russian-speaking older
adults living in a low-income retirement building. Of the building’s 72 units,

approximately half are occupied with Russian-speaking older adults.
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After several months, | made several recruitment announcements in all of
the citizenship classes offered. After teaching these citizenship classes for
several months, | was able to establish enough of a relationship with the
attendees to prompt them to inquire about taking part in the study. In some
cases, this occurred after an interview with >an ERS older adult with whom trust
was established, and this person in turn recruited his or her friends and
recommended participation. Establishing trust took several months. | was
involved in the community for 10 months, which eventually led to the recruitment
of 8 ERS older adult participants.

Family caregivers proved equally challenging to recruit. Initially I thought it
would be easiest to recruit family caregivers. | thought that as a group they would
be younger, more conversant in English, and more acculturated; hence, they
would be more open to talking with an American about their parent’s health
issues. Based on this assumption, | expected family caregivers to respond to the
flyers, brochures and key informant referrals. However, this did not happen. Most
often family caregivers of older adults were difficult to access because of busy
schedules related to work, family and church responsibilities.

After 6 months of using flyers and seeking referrals via key informants,
access to family caregivers was finally achieved through contacts | had made
with the local Area Agency on Aging (AOA). The AOA funds a statewide

program, whereby family members are paid to assist an older family member

with various activities of daily living (ADL) and instrumental activities of daily
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living (IADL)). This kind of assistance enables older adults to remain independent
in the community, and is a program is frequently accessed by Russian-speaking
families. The older adults’ caregiving needs are assessed by a nurse case
manager, and a determination is made regarding the nurhber of hours of
assistance per week/month the program would pay. To be a paid family
caregiver, individuals must attend an initial training program, and each year they
must complete 10 hours of continuing education classes. Often continuing
education classes are offered on weekends to accommodate the needs of
caregivers. With authorization from the AOA, | attended a few of these continuing
education sessions, which eventually resulted in the recruitment of family
caregivers. | was given the opportunity to make announcements and distribute
brochures at the beginning of an all-day class and remained for the entire day,
making myself available for questions and further clarification of the study during
breaks and after the class was finished. Making myself available, interacting with
caregivers, and being observed interacting with caregivers in the class provided
an opportunity to establish enough rapport to recruit the needed number of
caregivers for the study (n=7).
Data Collection

Data collection included semi-structured interviews, participant
observation, field notes, genograms and ecomaps, as well as the collection and
examination of artifacts. These methods provided both a method of triangulation

and an opportunity to investigate and describe the role of culture in the
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management of chronic iliness (Boyle, 1994: Schensul, Schensul, & LeCompte,
1999). Each of the sample group’s interviews provided a layer of the context
sought in investigating the phenomenon of managing chronic illness. ERS older
adults and family caregivers provided the emic view of managing chronic iliness,
while the key informants provided the researcher with emic and etic insights of
chronic illﬁess management. Combining the emic and etic perspectives of the
phenomenon is an essential aspect of ethnographic methodologies, providing
two different views without giving privilege to one view over the other (Boyle,
1994, Stewart, 1998). Interviews with the participants of each of these groups
assisted with the description and the applicability of insights obtained (LeCompte
& Schensul, 1999b; Stewart, 1998). Participant observation and review of
artifacts served to augment and support data obtained from the semi-structured
interviews.
Interviews

Key informants

Ethnographic semi-structured interviews were conducted with 9 key
informants, each of whom was a bilingual/bicultural community member who
worked with the Russian-speaking population. Key informants were each
interviewed at least once. Three were interviewed two or more times based on
their ability to provide additional data for the duration of the study. Key informants
interviewed provided unique knowledge related to explaining the customs and

beliefs of this study’s cultural group (LeCompte & Schensul, 1999b).
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Interviews averaged 60 to 90 minutes, depending on the quality of the
data obtained. During the interview, informed consent was obtained, the consent
form presented was provided in English and Russian, allowing the participant to
choose the language they were most comfortable with. The interviews were
digitally recorded and downloaded to a password-protected laptop computer. |
conducted the key informant interviews in English and subsequently transcribed
them.

Finding a suitable location in which to conduct the interviews was a
significant challenge, due to issues with extraneous noise. Digital technology was
an asset to the recording of interviews in environments not ideally suited for
recording such as in a home with a small child interacting with his mother, or in a
coffee shop with music playing and appliances running.

Key informant interviews were conducted intermittently during the data
collection process, giving the researcher an opportunity to use them to seek
clarification and expansion on the information obtained during ongoing interviews
with the older adults and family caregivers. Key informants provided in-depth
insights, and contributed to my interpretation of the initial findings of the
interviews, participant observations, and field notes.

Confidentiality was Strictly maintained, and interpretations shared with key
informants were stripped of all personal identifying information.

The recruitment of key informants was ongoing during the course of the

data collection and analysis processes. Key informants were asked questions
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that were taken from Spradley's (1979) set of ethnographic interview questions,
because they are broadly applicable to obtéining cultural snapshots of the
phenomenon of study (see Appendix F for key informant letter and interview
guide) (Spradley, 1979). The questions asked initially focused on the key
informant'’s role and experience with the Russian-speaking population, and then
moved to assist in clarifying and interpreting the data gathered from the other
interviews as well as my observations made in the field.
Older Adults and Family Caregivers

Semi-structured interviews based on Kleinman’s work were conducted
with each ERS older adult and family caregiver from the FSU (Kleinman, 1988).
In his work, Kleinman describes the narrative as the story the individual tells of
the experience of living with an illness. Questions focused on issues related to
the management of health concerns that would elicit the ERS older adult’s iliness
narrative, for instance, tell me about long-term health problem(s) you have... and
what do you do to take care of your health problems?, (see Appendix G for older
adult and family caregiver interview guide).

Interviews with ERS older adults and family caregivers were conducted at
a location of the participant's choosing, and most of the time they would chose
their own home or apartment (Braun, 2002). One family caregiver who had
several young children at home requested to have the interview at a different
location, so the logistics resulted in hosting the interview in my home. Several

other family caregiving interviews took place in the home of the older adult they
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cared for. This permitted clarification of issues but may have interfered with the
level of disclosure due to the presence of the older adult. My preference was to
talk with the family caregiver alone. However, the challénges of recruiting and
setting up the interviews in general required that | be flexible and consider the
interview setting as important contextual data.

The Russian-speaking research assistant conducted all interviews with the
ERS older adults and four of the interviews with caregivers. Although not fluent in
Russian, | was present at all interviews: (a) to clarify questions related to the
study or the interview; (b) to obtain consent form signatures; (c) to make non-
obtrusive observational notes related to the living environment and non-verbal
body language; (d) to take an occasional photograph; and (e) to maintain rapport
with the participants.

The formal activities of each interview included introductions and the
selection and review of the appropriate language version of the consent form. (Al
of the older adults and most of the family caregivers selected the Russian version
of the consent form.) Each participant was then provided with a copy of the
consent form for their records and given an explanation for the use of the digital
recorder and the note-taking that would be taking place. Prior to leaving the
home, | gave each participant a thank you card containing $10. The original plan
was to present a gift certificate but key informants indicated that this population
was not familiar with the concept of gift certificates and that a cash gift was more

appropriate.
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Informal activities related to the interviews involved integrating the
customs learned over time, thus facilitating rapport with this population. This first
consisted of bringing a gift with me when | arrived at the home. When individuals
from this community visit each other, they usuélly offer some kind of gift. | had
observed the giving of food, flowers and boxes of candy. As an outsider to the
community, | wanted to make a symbolic gesture that would help in establishing
rapport. The gifts ranged from baskets of fresh fruit in the fall to fresh potted
plants in the spring. One gift basket included separate containers of applesauce
and pudding, as it was known that the older adult to be interviewed was caring
for her spouse with end-stage Parkinson’s disease, and this individual was
having difficulty swallowing.

A second informal activity was related to clothing: | always wore a long
skirt, minimal make-up, and no jewelry except for a wedding ring and watch. |
would also remove my shoes upon entering the house. Each of these actions
had been observed within this cultural group. Many times the participant would
tell me that | did not need to take off my shoes, but | knew this to be a common
practice and removed them anyway. On occasion, the respondents remarked
that | was “a good woman,” because when they saw me | was always wearing a
skirt, removed my shoes and tried to speak Russian.

A third informal activity, which was the most difficult to acquiesce to, was
the time and effort the participants invested in providing food for the research

assistant and me, often presenting a meal. Although they would ask if we
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wanted hot tea (chai) and we would politely decline, our refusal was disregarded;
within minutes, a variety of dishes would appear on the table. This interaction
provided a rich source of observational data, which will be discussed in greater
depth in chapter IV. However, it became very clear that each interview provoked
some anxiety, required a lot of preparation on the part of the participant and likely
some additional costs for the meal. Because | believed that the interview
sessions created undue stress and were intrusive, | decided that it would be
appropriate to limit interviews to one instead of two or more as originally planned.
Although | tried with the aid of my research assistant to communicate that the
participant did not need to provide tea or a meal, this request was always
ignored. The only way to limit the stress and effort on the participant’s part was to
reduce the number of interviews to one.

On one occasion, | scheduled an interview to take place in the library of
the low-income retirement building where an older adult lived. The location was
selected, because it was convenient for the older adult, and | presumed it would
prevent the older adult from feeling as though they would need to provide food
and drinks. When the interview was over, she asked us to wait a moment,
indicating that she would be right back. A few minutes later, she brought in a tray
of food and tea, which she had prepared earlier in the day.

Data analysis activities were performed simultaneously with data
collection, which provided an opportunity to clarify preliminary findings, to fill in

missing data, and to explore emerging themes.
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Participant Observation

Participant observation is a data collection procedure whereby the
researcher becomes involved in the field site and the lives of participants, so as
to focus on human interactions and purposé viewed from the informants'
viewpoint in everyday life situations (Jorgensen, 1989). Participant observation
takes place by making observations regarding the phenomenon of interest, while
participating in some aspect of community activity. There are four levels of
involvement in participant observation: participant, participant-as-observer,
observer-as-participant, and observer (Spradley, 1980). Circumstances
- determine the level used; however, most ethnographers move back and forth
between observer-as-participant and participant-as-observer (Roper & Shapira,
2000).

For a period of at least 10 months, | was involved in several participant-
observation activities. | volunteered as a teacher in two citizenship classes for
“Russian-speaking older adults organized by a local nonprofit social service
agency. | also shadowed home health nurses, interpreters and other individuals
who work with this population. In addition, | participated in immersion activities
such as eating at Russian restaurants and shopping weekly at Russian markets.
Observations also included spending time in identified enclaves such as the
“Little Moscow” and “Little St. Petersburg” apartment complexes, churches and
other sites known to be frequented by this cultural group (such as thrift stores

and inexpensive grocery and department stores).
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I regularly attended the Slavic Baptist Church my research assistant
belonged to an invited me to attend. Because some younger members of the
congregation had married American who only spoke English, the church provides
interpreter services on Sunday mornings. A radio receiver with an ear bud is
provided to English-only speakers, and during the service the sermons, hymns
and pastoral prayers are translated into English. This provided a rich opportunity
to observe an important part of this group’s religioué practices. On occasion, it
was also an opportunity to gain insights into attitudes and beliefs strongly held by
this group, supporting the data obtained in the interviews.

| attended a number of other social activities, including a monthly potluck
at the low-income retirement building where | taught citizenship classes. This
experience provided insights regarding foods, social interactions within the
Russian-speaking group as well as between the Russian-speaking and American
residents. | also attended family functions to which | was invited, including
dinners, afternoon teas and weddings, all of which were helpful in developing
trust and obtaining insights in the everyday lives of the Russian community
(Lipson & Meleis, 1989). Participant observation activities were recorded via field
notes, which were most often made within 24 hours after the observations were
made.

Field notes
Field notes of observations are simply written notes that record

observations and conversations and are used to supplement the digitally
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recorded interviews. One goal of field notes is to preserve a sense of context.
Context can be documented using the following nine dimensions, commonly
found in most social situations: (a) Space: the physical place or places; (b)
Actor(s): the people involved: (c) Activity: a set of related acts people do; (d)
Object: the physical things that are present; (e) Act: single actions that people do;
(f) Event: a set of related activities that people carry out; (g) Time: the
sequencing that takes place over time: (h) Goal: the things people are trying to
accomplish; and (i) Feeling: the emotions felt and expressed (Spradley, 1980, p.
78). These nine dimensions guided the writing of my field notes. Although
capturing the facts about what occurred is part of writing field notes; it also
involves the process of interpretation and sense-making, and provides
inscriptions of social life and social discourse (Emerson, Fretz, & Shaw, 1995).
As inscriptions, field notes reflect the selection and transformation of witnessed
events, persons, and places into words on paper (Emerson et al., 1995).

The field notes were either written in a notebook or entered directly into
the computer in an effort to capture as many of the nine dimensions of a social
situation as possible. The goal was to enter the handwritten field notes into the
computer within 12-24 hours to prevent loss of information and to ensure
accurate recall of the event (Bilash, 2003: Hammersley & Atkinson, 1997). When
a participant observed me writing field notes during an interview, | promptly

explained the rationale for doing so.
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Examination of Artifacts

Aggregate data from organizations serving this population, including
quality improvement reports, were collected to provide information that might not
be available from first-hand observations (Fetterman, 1998; Krowchuk, Moore, &
Richardson, 1995). For example, a family practice clinic had been tracking
reasons why clinic appointments were not kept. Their analysis found that two of
the top four reasons for missed appointments were: lack of transportation and thé
need for more Russian interpreters.

Informal documents included biographies, films, and both fiction and
nonfiction literature, as these sources enabled me to become sensitized to the
cultural themes related to family, aging, religious beliefs, governmental
experiences and history, as well as health and iliness beliefs and behaviors.
These sources were not taken at face value or as accurate representations of
social reality; however they did suggest themes, images, and metaphors
(Hammersley & Atkinson, 1997; Streubert & Carpenter, 1999). Additional
informal documents included local newspaper articles, translated patient
education materials, photographs and other materials such as the Slavic phone
book and organizational literature. These items assisted me in my goal of
understanding how the Russian-speaking community manages their health.

Genograms and Ecomaps

Genograms and ecomaps are used to display family and community

relationships and demographic variables (McGoldrick, Gerson, & Shellenberger,
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1999). The genogram provides a diagrammatic representation of complex family
information and may include physical, social, and psychological health data for
identified family members (Beauchesne, Kelley, & Gauthier, 1997; Wachtel,
1982; Wimbush & Peters, 2000). An ecomap is a visual representation of a
family or family member in relation to the community. It shows relationships
between family members and external systems such as religious, community and
healthcare systems (Potocky-Tripodi, 2002). A composite genogram and
ecomap was drawn for each of the 8 ERS older adults in the study (see Appendix
H for genograms/ecomaps for ERS older aduits).

These multiple ethnographic methods for data collection facilitate the filling
in of gaps that inevitably exist due to cultural and language issues, as well as add
to the trustworthiness of the data. Thus, using multiple methods helps in
exploring “multiple and conflicting voices, differing and interacting interpretations”
(Hodder, 2000, p. 705) about how chronic illness is managed, how culture
influences the management of chronic illness, and what barriers exist in
managing chronic illness from the perspective of the ERS older adults, family
caregivers from the FSU and the key informants.

Data Analysis
The product of this focused ethnography is a rich description explicating those
cultural configurations that inform health beliefs and behaviors that might not be
explicitly recognized or easily verbalized by the ERS older adult or family

caregiver from the FSU (Emami et al., 2001). An ethnographic description
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provides a narrative of how this cultural group manages the chronic illness
experience, in addition to an elaboration on the influence and effectiveness of
healthcare interventions (Emerson et al., 1995),

Data analysis was continuous during the data collection phase of the
study. The goal of data analysis in this focused ethnography is to provide a
narrative of how this cultural group manages the chronic iliness experience
(Chambers, 2000; Emami et al., 2001). According to Kleinman (1988) in
analyzing iliness narratives, the researcher must first piece together the iliness
story as it is discovered from the informant data and then interpret this
information in light of cultural, historical, gebgraphical, personal and social
contexts. Deep immersion into the data and culture is essential to conducting
this type of ethnographic analysis.

All interviews were digitally recorded and transcribed: | transcribed the
English-speaking interviews from the key informants and family caregivers, and a
local language translation business was contracted to transcribe and translate
the interviews conducted in Russian, into English. One translator transcribed and
translated the interviews into English and, a second translator edited the entire
transcript for accuracy. In addition, a translator not affiliated with this business
was hired to translate into English randomly selected narrative sections of the
translated file chosen by the researcher. This provided two English versions of
the transcript for comparison against one another and was done to substantiate

the accuracy of transcriptions and translations (Carlson, 2000; Higgins & Leam,
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1999; Kapborg & Bertero, 2002; Twinn, 1997). Discrepancies were discussed
with the Russian-speaking member of the dissertation committee and with the
research assistant (who assisted with the original interviews and the translators).
As a result of these discussions, inconsistencies were clarified and changes were
made to the transcripts that assured cultural meanings were portrayed
accurately.

Content Analysis

The field site, participants and activities are described in-depth in chapter
IV to create a snapshot of the cultural milieu providing a foundation to
conceptualize underlying patterns in the data. Demographic variables, the
depictions of family and community relationships (genograms and ecomaps),
along with the selected formal and informal documents (artifacts) and field notes
were coded and analyzed using content analysis (Sandelowski, 2000; Schensul,
LeCompte, Trotter, K., & Singer, 1999).

Qualitative content analysis is an analysis strategy in qualitative
descriptive studies. It is the least interpretive of the qualitative analysis
approaches in that the goal is to represent the data just as it is, while answering
the who, what and where of people, places, and activities (Sandelowski, 2000
372). Content analysis is a more deductive qualitative analysis method and is a
way to confirm the descriptions of patterns and themes uncovered in the data
(Lincoln & Guba, 1985; Sandelowski, 2001). ltinvolves summarizing the

informational contents from the multiple data collection methods and assumes
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that the patterns and themes of interest have previously been revealed and
described (Altheide, 1987; Crabtree & Miller, 1999: Denzin & Lincoln, 2000;
Sandelowski, 2000).

All of the data selected for this analysis were read and coded by
conceptualizing underlying patterns and themes in the data. Data files were
created and organized with simultaneous memos regarding the data being
written throughout the coding process. Through this coding process, the data
were sorted into patterns and themes, focusing on key events, cultural meanings,
and interactions (Boyle, 1994; Emerson et al., 1995: LeCompte & Schensul,
1999a; S. L. Schensul et al., 1999; Stewart, 1998).

- Once the items were collected for analysis, the next step was to determine
and describe the unit or category of meaning, and then to code each unit or
category searching for the presence of patterns and themes (Denzin & Lincoln,
2000). The recognition of patterns indicated that something was being seen
repeatedly in one case or across a selection of cases (Sandelowski, 2001). This
method of analysis makes patterns and themes come into view with greater
lucidity (Sandelowski, 2001). Although classical content analysis often has
predetermined patterns and themes, in naturalistic inquiry there is a recognition
that throughout the study, codes can be revised through the reflexive and
interactive nature of data collection and simultaneous data analysis (Lincoln &

Guba, 1985; Muecke, 1994; Sandelowski, 2000). Therefore, patterns and themes
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coded using content analysis were continually revised until the end of the data
analysis phase of the study.

Constant Comparative Analysis

The process of constant comparative analysis guided the developing
conceptualization of the patterns of healthcare beliefs, behaviors and rules of the
cultural group as they were discovered. The purpose of this design is to generate
conceptual and descriptive categories from the data. Common narrative themes
emerging from everyday life were identified and examined in relation to the
healthcare beliefs and behaviors described by ERS older aduits, family
caregivers from the FSU and key informants (Kendall, 1999). Through the
process of comparing, conceptualizing and categorizing data, phenomena were
labeled and described in terms of its characteristics and attributes, paying
particular attention to the identification of treatment barriers and the meaning of
how chronic iliness is managed within the historical, geographical, personal and
social contexts of the everyday lives of ERS older adults. This initial data
analysis guided additional and more focused data collection, leading to continued
conceptualization of the data and refinement of the coding descriptions.
Similarities and differences in the compiled codes were further refined by
clustering codes to make descriptive categories. Once categories and
subcategories were systematically connected, the category of data accounting
for most of the variation of the central phenomenon of concern was further

described. This central category of data then becomes a guide to continued data
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collection and theoretical sampling. Conceptual saturation was attained when no
new categories were generated, and the gaps in the emerging conceptual
scheme were filled (Strauss & Corbin, 1990).

The computer software program N-6 (formerly NUDIST or Non-numerical,
Unstructured Data Indexing, Searching and Theorizing) was utilized for data
management. The researcher used N-5 for 2 years as a graduate research
assistant. In addition, audit trails and theoretical memos were generated to
document data collection and analysis, strengthening the dependability of the
research findings (Devers, Sofaer, & Rundall, 1999).

The goal of employing these analysis methods was to develop a rich
description that could be used as the basis for interventions for future studies.
Focused ethnographies of health phenomena are predicated on the pragmatic
notion that they should be used to generate an in-depth understanding of a
phenomenon, which would then facilitate the development of clinical
interventions to help guide healthcare services for a particular group of people.
These cultural constructs and theoretical links then lay the groundwork for the
description of the cultural influences and barriers to treatment existing among
ERS older adults and family caregivers from the FSU. The final product will be
both a conceptual model and a written narrative or story describing how chronic
liness is experienced and managed by ERS older adults and family caregivers
from the FSU, and how culture influences the management of chronic illness

within the context of their everyday lives (Creswell, 1998).
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Methodological Rigor

Several authors have proposed ways to ensure the trustworthiness of
ethnographic data and its interpretation (Hammersley, 1992; Morse & Richards,
2002; Roper & Shapira, 2000; Streubert & Carpenter, 1999). For purposes of this
focused ethnography, the method described by Stewart (1998) was selected,
which focuses on veracity, objectivity and perspicacity. Veracity or truthfuiness is
a way to provide what validity provides quantative research. Validity provides a
way to determine if the researcher has measured what they think they have. In
ethnography, veracity addresses whether or not the researcher has really
observed what their descriptions claim.

To assure veracity, the data collection phase must demonstrate focused,
prolonged fieldwork, seek reorienting or disconfirming observations, develop
strong and positive participative role relationships, be attentive to speech and
interactional contexts, and use multiple modes of data collection (Stewart, 1998).

As previously stated, the data was collected at field sites for more than 10
months. Fieldwork included teaching two citizenship classes for Russian-
speaking older adults, regular attendance at a Slavic Baptist church, shopping at
Slavic-owned businesses, and attendance at private community and family
events such as potlucks, dinners, and a wedding. These activities provided
opportunities to make inquiries of observations and develop relationships so that
rich descriptions could be obtained. Observations | thought might be unique or

characteristic of this population were discussed with key informants. Key
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informants would then either confirm that what was observed was characteristic
of the population or explain the observed behavior or artifact. Then | sought
behaviors or participants that might provide a variation from the original
observations. These activities offered a range of variation that assisted in the
development of a rich description.

Interviews conducted in the Russian language were transcribed and then
translated into English. After being translated they were edited by a second
translator. Next, selected narrative sections of the interviews were translated by a
third translator from Russian into English, and then compared with the original
English translation of the interview. This process, although laborious and costly,
helped to confirm the accuracy of the data obtained in the Russian language (see
Appendix | for examples of some of the dually translated narratives).

Objectivity refers to alertness, receptivity to the views of others, empathy,
and open-mindedness. Does the study transcend the perspectives of the
researcher? To determine objectivity, one uses field audits, validation of analysis
from participants, feedback from qualitétive researchers on the soundness of the
analysis and coding, and maintenance of a comprehensive data archive, so that
biases are probed, meanings explored, and the basis for interpretations clarified.

The foremost method of seeking objectivity was through soliciting insights
from key informants while collecting data from older adults, family members and
observations. Key informants were helpful in interpreting the researcher’s

observations and experiences during fieldwork. One particular key informant, the
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research assistant, was particularly helpful, since we worked closely together.
We would debrief after conducting interviews, and | could ask questions and
seek feedback regarding my interpretations of observations and data.

I made every effort to respect customs | was aware of, particularly of
religious practices such as covering my head, not wearing jewelry when
attending church, and removing my shoes when entering a home. These
activities demonstrated my ability to be receptive to the views of the participants
and embracing perspectives and customs other than my own. Periodically, |
consulted with qualitative colleagues for feedback related to data collection and
analysis.

Perspicacity is the acuteness of perception or understanding and is the
ethnographic approach to quantitative generalizability. In generalizability, the
question being asked is: Are the measurements applicable to a population
beyond the sample? In ethnography, the questions that need to be asked are:
Does this research generate insights that are also applicable to other times and
other places in the human experience? Are the conclusions transferable? The
determination of transferability comes from‘intense consideration of the data,
thorough field-site explorations and member checks, and presenting the analysis
of the data to informants for their confirmation or revision.

Field notes, participant observation and prolonged periods in the field
helped to facilitate the develbpment of data that is transferable to the local

Russian-speaking community. The emergent design provided opportunities to
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seek depth in the data being collected. Thus, each subsequent interview was
built on the previous one. This, in addition to periodically presenting the analysis
of the data to selected key informants, provided opportunities for confirmation
and/or revision,

While no attempt was made to generalize this study's findings to all older
persons and families with chronic iliness, data is provided on the characteristics
of the study participants and their settings, so that HCPs, researchers and
research consumers themselves may determine the relevance of the findings for
their own settings. Dissertation committee members served as auditors and
reviewed the analysis process to ensure that conceptual decisions stayed
grounded in the data collected, and that category development and abstract
conceptualizations came from the data, rather than from researcher bias or
nonreflective, a priori theory.

In summary, the purpose of qualitative research is to understand a
phenomenon and generate theory rather than to test theory (Morse & Richards,
2002). The results from this study serve as a foundation for the development of
potential interventions aimed at reducing barriers and increasing support for older
people with chronic illnesses from ethnically diverse backgrounds. Research
opportunities must be pursued that will meet the ever-increasing needs of our
diverse and aging population. To create a culturally competent healthcare
system, and understanding of how chronic iliness is managed and how culture

influences its management is required.
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Human Subjects

Institutional review board approval for this study and informed consent
forms were obtained from Oregon Health and Sciences University (OHSU). The
forms were written in English for participants fluent in English and were
translated into Russian for ERS older adult and family caregiver study
participants (see Appendix J for consent forms). Ongoing protection of human
subjects was assured by handling the data in manner that would ensure the
complete confidentiality of all participants. Code numbers were assigned to
transcripts that were linked to participant names, and signed consent forms were
stored and locked at a location apart from the data. All data were kept on
compact disks and were stored in a locked file along with hard copy notes.
Access was restricted to the researcher.

The ERS older adults and the family caregivers from the FSU who
participated in this study may have benefited from their participation by gaining

| insight as they articulated and reflected on how they manage chronic iliness.

Increased dialogue between the family caregivers and HCPs may also have
occurred, due to the older adult articulating and reflecting on healthcare
practices. It is conceivable that this dialogué also increased understanding and
improved communication about concerns in the managing of chronic illness.

The study adhered to the protection of human subjects via written
informed consent and approval by the Oregon Health and Science University

Institutional Review Board. Measures were put in place to reassure participants
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as to how the information they shared would be kept confidential. Informed
consent was sought prior to the beginning of data collection; however, the
researcher “engaged in an ongoing process of obtaining informed consent,
constantly re-explaining the purpose, process and outcome of the study” (Dimou,
1995, p.154) as subsequent contact was made throughout the data collection
with participants.

Unfortunately, the interviews may have brought up past traumatic events,
feelings of loss or confusion for older adults. In addition, bond'ing with the
interviewer through self-disclosure was perhaps unsettling when the temporary
relationship ended. Research on sensitive topics requires use of ethical
measures such as being clear about the duration of the relationship, and closure
at the appropriate time (Cartwright & Limandri, 1997). The protocol for
intervening if signs of depression, injury or iliness appeared during the interviews
and observations was to assist the older adult in contacting his or her primary
HCP. There were no instances of this occurring with study participants. None of
these signs were apparent during the interviews or observations, nor were any
signs of elder abuse or neglect apparent during the data collection phase. Had
any been observed, it would have been reported to the appropriate adult

protective services agency, as required by law.
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CHAPTER IV

RESULTS

The purpose of this study is to describe how chronic iliness is experienced
and managed by Evangelical Russian-speaking (ERS) older adults and family
caregivers from the Former Soviet Union (FSU). The results of this study are
presented as thick description and include how culture (healthcare beliefs and
behaviors) influences this experience by taking into account the historical,
geographical, personal and social context of the participants’ everyday lives. In
addition, barriers to managing chronic iliness from the perspective of the
Evangelical Russian-speaking (ERS) older adults, family caregivers from the
FSU, and key informants are identified.

Participants primarily described how they managed chronic illness by
relating how they experienced and responded to the healthcare system.
Narratives related to managing chronic iliness often combined acute and chronic
conditions and how they were experienced and managed. All of the ERS older
adult participants (n=8) had at least one chronic illness requiring daily
management. They described how they experienced their illnesses within the
context of their interactions with the healthcare system in general, and with
healthcare providers (HCPs) more specifically. This emphasis on the
relationship with HCPs and the healthcare system is likely a reflection of the
increased contact they have managing a chronic condition, since chronic

ilinesses require more frequent interactions with HCPs. The participants’
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emphasis on their relationships with HCPs, on the other hand, may also have
reflected the level of frustration they were experiencing.

All of the interviews included narratives regarding the participant’s
navigation of the healthcare system. The strength of these narratives required
that the analysis be focused in that direction. Instead of forcing the data to
directly answer the aims of this study, an effort was made to step back and listen
to what the data was communicating. Five major themes and 20 sub-themes
were identified, which will be described in this chapter. The five major themes
were: (a) not being heard, (b) doing what they know, (c) trusting their own, (d)
being on guard, and (e) dialogue with HCPs. Some sub-themes have additional
thematic descriptions. It is important to note that the themes are not mutually
exclusive; that is, they are distinct but cannot be separated from one another,
since aspects of each theme and sub-theme described in this analysis overlap
with each other.

This chapter describes how Evangelical Russian-speaking (ERS) older
adults’ from the Former Soviet Union (FSU) experience and manage chronic
iliness from their own perspective as well as from the perspective of family
caregivers and key informants. Participanté reported lifelong experiences of not
being heard. This experience of not being heard began while they lived in the
FSU and continued as ERS older adults encountered the American healthcare
system, leading to a set of corresponding responses. This description of the

experience of not being heard is followed by a detailed account of the
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subsequent responses ERS older adults made to manage chronic conditions in

their new environment,

EXPERIENCES

Not Being Heard

Experiences

Not Being
|___Heard

Historical Netucamer:
Life Course to US
in FSU

Learning a new language late in life

Isolation: self-imposed and Jor environmental
Delay of health seeking behaviors

Lack of information

Language

Religiozniki is a barrier

religious believers

= From their roots: Symptom management
Soviet Frustration: |Am I a doctor or you?: Not listening
Healthcare More explanation: Clinic visits
Ideology Waiting: Getting an appointment

Encounters |4 chemicar Thing: US medications

|

-generic medications
-medication adherence
-medication literacy

Figure 1. Themes and sub-themes of Not Being Heard.

The experience of not being heard is divided into two sub-themes--
historical life course in the FSU and newcomer to the US--representing their lives
before and after immigrating to the United States as shown in Figure 1. These
sub-themes and their thematic descriptors describe the life-long challenges this

group of ERS older adults have had and the effect these challenges have had on
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managing their health. Four topics described the different ways in which ERS
older adults experience or have experienced not being heard. These topics which
will be described are (a) (religiozniki) religious believers, (b) Soviet ideology, (c)
language is a barrier, (d) frustration: healthcare encounters. These topics
represent varying degrees of influence in this experience of not being heard and
are not mutually exclusive. Not being heard encompasses both life experiences
in the FSU as well as those after coming to the US. It was interesting to note that
the experience of not being heard was found in interviews with each of the
groups interviewed: ERS older adults, caregivers from the FSU and key
informants.

Historical Life Course in the Former Soviet Union

The historical life course of ERS older adults from the FSU is filled with
ongoing issues of not being heard. The political climate in which these ERS older
adults grew up uniformly denied the voice of the people, and instilled fear
between family members to share their thoughts freely. This climate of
trepidation was further magnified by being a religious believer which brought
harsh persecution and hardships, including being denied access to higher
education and employment.

Religiozniki- Religious Believers

Believers (religiozniki) were Evangelical Christians and were viewed as

criminals in the FSU. They were seen as dangerous and as a threat to the

country’s security and the Soviet way of life, thus undermining the foundations of
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the Soviet communist system. Their beliefs were viewed as poisonous, and their
teachings as poisoning children’s minds against Leninism and Marxism (Mead,
Gorer, & Rickman, 2001). Lenin once said that the churches could be closed and
the leaders put in jail, but that it was very hard to drive faith and belief from the
heart of a man once he is contaminated by them. Governmental efforts
continuously worked at squelching any attempts for growth in evangelism,
especially as it related to the country’s youth. In Soviet times, believers
(religiozniki) could lose their jobs and be sent to prison for practicing their beliefs,
even if on paper a national law guaranteed freedom of religion (Harris, 1999),
Among the general public, believers (religiozniki) were viewed as social pariahs.
Even before the advent of communism, non-Orthodox faiths were considered
heretical, as Russian Orthodoxy had been the state religion of the tsarist empire
and was the leading domination in most ethnically Russian areas of Soviet
territory (Husband, 2000). Additional stigma was heaped on believers
(religiozniki) by the heavy communist propaganda published against them
beginning with the October Revolution in 1917 and ending with the fall of the
Soviet Union in 1991. The Soviet government showed movies slandering
believers (religiozniki), e\)en accusing them of such things as sacrificing their
children (Harris, 1999). One older adult talked about her experience as a believer
(religiozniki) during this time:

I'had a hard life, although | do not want to complain, | had nine

children and raised them and also worked because | did not have

enough money to live. Both my husband and | worked and [the]
children went to school, and also the authorities were persecuting
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us. My husband was imprisoned for three years for his faith and for
raising children in a Christian spirit. I survived it. (older adult-4)

Being believers (religiozniki) also resulted in limits being set on
educational opportunities. A key informant shared how being a believer impacted
their education:

It was very difficult for them to get [an] education, for Christians.

Because to go to college or to go to university, you need to be

member of the Komsomol (Communist Youth League). Komsomol

was like first stage, and then you needed to be in a communist

party. And they didn’t want to be in the Komsomol. And because of

that they couldn’t go to college. They couldn’'t go to university, it

was always like question number one, are you in a Komsomol party

or not, are you a Pioneer or not. (key informant-1)

In addition, there was extreme pressure for children to join one of the
junior communist party organizations. Although many of the activities in these
organizations were seen as harmless by Christians--activities that would be
similar to that found in any American scouting organization--other activities, such
as the initiation oath that affirmed atheism, were a serious problem for Christian
families. Children faced extreme pressures from classmates and teachers if they
chose not to participate. Teachers had to teach atheism and were required to
make inquiries as to the participation of their students and/or the student's
parents in religious activities. And participation in religious activities often
resulted in receiving lower grades (Sawatsky, 1981). Consequently, ERS older
adults generally have a lower educational level than is often reported in the

literature regarding Russian-speaking immigrants. A key informant

acknowledged this variation from the norm:
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Another thing is their educational background, nonbelievers in the
Former Soviet Union for the majority they were more educated and
knew more about healthcare and healthy lifestyles and just [the]
general educational level was higher compared to believers.
Because believers they were not against education but it was not
their priority number one. Number two they were persecuted a Iot,
especially elderly, in their youth they were persecuted a lot and
they would not be aliowed to get any higher education than for
example just middle school level. (key informant-7)

Religious persecution included harassment that included house
searches and interrogation, fines, physical abuse, arrests and
imprisonment (Kourdakov, 1973). A key informant recalled the following:

In communist Russia, my grandfather was arrested by Stalin for

being a preacher, and he died in [a] concentration camp, my dad

was a preacher and he was also in prison for three years and six
days. | remember... “[his voice trailing off] (key informant-7).

In a Slavic church | frequently attended, one wall of the narthex
(lobby) displayed as many as 100 photographs of church meetings in the
forest in the FSU, leaders who were imprisoned with their families, and
various other documentation of where they had come from and what they
had suffered. An older adult recalled what happened to her family:

| had a search at my home. People told them that we had a worship

meeting in the house and it was not allowed, so they came and

wrote down everyone's names. We once had six brothers from the
church, so they did a search at 6 am. It was in winter, they took
everything away and told us that we were all under arrest but they

did not touch us. However, my father was a minister and they took

him away and imprisoned him for five years. (older adult-3)

After the fall of the Soviet Union, a wave of refugees entered the US.

Many were allowed to stay, based on their refugee status and possession of

95
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documentation showing how they had been persecuted for their religious beliefs.
A key informant assisting with the resettiement of refugees stated:

There are some guidelines, this person who wants to come to us
must be Christian, this person was probably persecuted by [the]
communist party before, and they have to prove that they were
persecuted before, and only in this case they can come to US with
the refugee status. (key informant-1)

Other key informants provided additional clarification regarding
believers (religiozniki) who have immigrated from the FSU since 1991.
They indicted that the majority of the newcomers are not representative of
the FSU, stating:

First of all, we have [a] different cultural background and especially
the community, it is a very unique community, [the] Russian
community, here in [name of northwest city] . . . it’s a different
community. If you go to Russia it's a special very unique group, the
elderly people in Russia they [are] different from the elder people
here, because of their culture and their faith, their religion. Most of
them are Evangelical Christians and [are] very traditional,
Pentecostals and Baptists and they have their strong beliefs and it
affects the way they relate to doctors and medicine in general. So it
is a very unique group, and they have their own beliefs. (key
informant-9)

Her clarification of the community signifies how being a believer
affected other areas of their lives, including managing healthcare issues. A
key informant who works as nurse in the local hospital indicated:

The people | usually see on the floor, the majority of these people
are believers because that is the reason they actually immigrated
because of their persecution problems in the past. Most of them
came as refugees and for religious reasons, so they are believers
but for the most part they are Evangelical Russian-speaking
believers. And [the] elderly that | see, most of them, it is hard to
estimate exactly, but a great majority of these people are like that,
they are more traditional in their views of healthcare and they are
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having a hard time understanding sometimes what is done and

what it is done for. | have to do a lot of education and use plain

language to explain the benefits, first of all of a procedure or for a

medication that they are offered for their problem, and often they

have [a] hard time understanding but they just accept the fact that

they are in the hospital and they need to accept the care. (key

informant-6)

She elaborated further:

[These issues led to] the reason they just don't know, they don’t

have the basic knowledge about their body, how their body works,

how illnesses affect the body and what would be best to maintain

their health. For that reason they tend to rely on what they know

and what they know is basically what their parents and

grandparents shared with them, and so they tend to use natural

sort of things, more than for example what medicine offers today.

(key informant-6)
Soviet Ideology

The data collected did not articulate the influence of the Soviet ideology on
the individual and its relationship to their health. However, to understand their
experiences related to not being heard, one must include conceptually the Soviet
ideology of the FSU from where these individuals immigrated. The ideology
under communism was to develop individuals in which “the will should be
developed without any sense of the possibility of choice” (Mead et al., 2001, p.
84). The personal interests of the Soviet individual must combine harmoniously
with the communal interests; the personal must always be subordinated to the
social (Mead et al., 2001).

The data revealed, however, hints of trust issues related to authoritarian

control. This occurred when issues about receiving Medicaid in a form of a

medical coupon to pay for healthcare services came up in the interviews.
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Other indications of the relationship between the individual and authority
as perceived by this group were noted in interactions while writing field notes of
my participant observations. As discussed in chapter lll, a significant part of my
participant observation occurred while teaching two citizenship classes for older
Russian-speaking adults. Based on the length of time in the US, Russian-
speaking older adults prepare for several years to take the citizenship exam and
the Immigration and Naturalization Service (INS) interview. The INS
headquarters for this northwestern state is located in a major metropolitan area,
a 3-hour drive from the field site. Historically, the INS has sent staff to the field
site twice a year to conduct the citizenship exams and interviews for all the
individuals ready to do so.

However, it was discovered in class one day that, due to budget cuts,
those wishing to take the exam and participate in the interview would need to
travel to INS headquarters to accomplish this task. This would involve two trips:
one to take the exam and participate in the interview, and, if the individual
passed, a second one to attend the swearing-in ceremony and to take the oath
for US citizenship. For many people this might not seem like a hardship;
however, for many older adults it is. Most ERS older adults do not drive and
never have. Public transportation has been the primary source of transportation
in the FSU. Those that did obtain their driver's license in the US did so in the city
where they live, but they rarely venture out of that city or the county on their own.

The idea of driving 3 hours to an even larger city with which they are unfamiliar is
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very intimidating to them. As a result, they often need to have a younger family
member take time off from work to drive them. It is also not uncommon for them
to have appointments for their citizenship interview and exam scheduled for 7 or
8 o'clock in the morning, which means they must leave home in the middle of the
night to arrive on time for this stressful event. Nor could they afford to drive up
the day before and stay overnight to reduce the stress.

Upon hearing about these changes, | explained that it would be
reasonable to contact the INS and inquire about the possibility of organizing the
exam and interviews to accommodate those who come from a distance. |
explained to them that since the INS no longer comes to their city, perhaps we
could request a reasonable accommodation, such as interviews between 12 and
5 o'clock in the afternoon and on particular days for people from this area, for
instance, every Thursday. These accommodations would permit carpooling and
sharing of expenses, plus provide a source of social support. Upon sharing these
ideas with the class, they listened carefully and almost unanimously stated
something to the effect of, “Oh, we can’t do that. We don't want to cause any
trouble. It's thé government, and they wouldn't listen to us. We just need to do
what they say”. Their response provided an opportunity to discuss how
democracy works. | explained that there was no harm in making inquiries and
checking to see if accommodations were possible. If we thought that we were
having difficulty being heard, we could enlist the aid of elected representatives. |

explained that there were no guarantees, but that a process existed for
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attempting change. | sensed from them that if | wanted to do this, that would be
fine with them; but they were distrustful of government and the possibility that
change could occur as a result of their inquiry.

In subtle ways, if one observed closely, one could see the effect of lifelong
indoctrination of the communist political ideology on Russian-speaking older
adults, thus setting the stage for how they viewed their experiences having now
immigrated to the US. |

Newcomer To The United States

As newcorﬁers to the United States, several participants shared examples
of their experiences of not being heard. Sometimes the meaning of not being
heard was literal; HCPs did not hear what participants said. Other times nof
being heard was symbolic and expressed in their narratives related to loss of
voice with their children, resulting from becoming dependent upon them. Other
issues magnified this loss, as they felt that their lack of ability to speak English
kept them silent. And when they did speak, their voice was often filtered by the
process of interpretation. The need to use interpreters magnified this loss in that:
participants were not comfortable sharing all of their thoughts, or the
interpretation process edited the dialogue between them and others.

A key informant shared her observations in this regard:

For older people this is new to them. Although they, a lot of them

have experienced symptoms [of loss] now, they just don't realize

many times that there are changes with immigration. A lot of older

people go through the stages of grieving, and loss, and depression.

They do have depression symptoms and they just don’t realize this
is attributed to nostalgia, and that is a part of it too, attributed to the



Managing Chronic lliness 101

loss, everything they left, Everything that | worked for all my life is
forgotten, | can’t speak English, | don’t know the country, | don’t
know these people, | don’t have the power in my own family
anymore, because | lost those things, my young kids they know
more than | do; and they get depressed about it. Especially elderly
men, and patriarchy, a lot of them suffer those symptoms, because
they realize that they don’t have power, they don't have knowledge
anymore. There is something else they don’t know and others, their
children, realize they feel left out. (key informant-6)

An older adult shared similar thoughts:

| am a weak person, what can | do? | don't even know; | could be

wrong in saying that we [FSU] have better therapeutic treatment; |

don't speak the language and do everything through an interpreter.

Maybe they do something wrong. Even my children who speak

English they call our doctor in Ukraine. They call because they don't

have insurance. You probably want us to ask here, right? (older

adult-3) '
Language is a Barrier

This is one of two themes that express the experience of not being heard
as a newcomer to the US. The inability to speak the language of one’s new
country can present many barriers. In talking with the staff of one non-profit
agency that provides assistance to newcomers, | found that what are often seen
as a nuisance to Americans can present major problems for those who are not

familiar with the language or the culture. Small things like junk mail, which

Americans quickly sort through everyday, can become a source of difficulty. This
issue is summarized by the following key informant;

I would like to tell that the biggest problem for elderly people is

English language. English is a problem number one, and probably

because of this problem they have all other different problems.

They get a lot of mails, and when they receive this junk mails they

don't know what to do. They are coming to me sometimes and ask
me please explain to me what this kind of letter is about, like you
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are pre-approved for credit card for $10,000, and so many different
junk mails, and people don’t know what to do and what is very
important sometimes is thrown away, very important documents.
Because they don’t understand, and | feel much more comfortable
when they bring everything to me and | can explain to them every
letter what is this about. [After a while] they [do] feel more
comfortable, but they're [still] telling me that stress is on the same
level because they don't understand a single word in English. (key
informant-1)

Five issues are described regarding language barriers: (a) learning a new
language late in life, (b) isolation--self-imposed and/or environmental, (c)
dependence on bilingual family members and professionals, (d) delay in seeking
healthcare, and (e) lack of information.

Learning A New Language Late In Life

ERS older adults recognize that after coming to the US, they need to learn
English. The local community college offers several English as a Second
Language (ESL) classes at different levels. Most newcomers take these classes,
or at least start to take them. However, many ERS older adults find the task of
learning English daunting, if not impossible. A key informant shared the following:

The older ones, say | am old and | cannot learn a new language.

Even though they might have, still have the ability, but they still kind

of give up. | see a lot of that, thinking | have worked hard all of my

life, I'm tired, I'm old and the person is just 55. (key informant-1)

Even if ERS older adults were not successful with the ESL classes, they
still took citizenship classes to become American citizens and maintain their
government-sponsored public assistance, such as Medicaid (Smith, 2001). To

obtain citizenship, one must pass a written examination on basic American

history and government, write at least two dictated sentences, and verbally
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answer questions taken from an INS form (N-400), all in English. Citizenship
classes are offered by a local non-profit social service agency and conducted by
volunteer instructors. The agency offers several classes each year, and
attendees are primarily older Russian-speaking individuals who attend at least
two classes a week. Many Russian-speaking older adults take this year-long
citizenship class for several years to achieve a level of comfort with the content
so they are successful in taking and passing the exam. In fact, it is not
uncommon for an older adult to take the citizenship classes for up to five years;
coincidentally, this is also the length of time someone must live in the US before
they are eligible to apply for citizenship. The process of preparing for this event is
an extreme source of continuous stress for ERS older adults. One older adult
discussed the impact of learning the language and obtaining citizenship:

A major problem for the Russians is the language barrier.

According to the law old people must become naturalized in order

to keep public assistance. This is a major problem and is a reason

for high blood pressure and other ilinesses for many. You've seen

our group; you know that old people feel very uncomfortable

because they cannot learn English as they have been speaking

Russian for the entire life. If only they could be allowed to have a

[citizenship] test in Russian. Special certificates are available only

to those that are mentally ill and then they may have an interpreter.

I'went to college and it is a little easier for me but I know a 75-yr old

~man who never learned English and who was so worried, and also

my husband went to college and he got headache because of

pressure and he quit. | am going to [citizenship] classes but he is

not, and we don't know how to resolve this problem. (older adult-4)

From my experience teaching two citizenship classes, older adults could

easily pass the exam in the Russian language. The students in my classes who

had taken the class before knew almost all of the answers in Russian on the
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subjects of American history and government. They had no problem learning the
material regarding American history and deernment. The difficulty came from
trying to comprehend, speak and write in English. Many attributed the
exacerbation of their health conditions, such as hypertension and insomnia, to
the stress of this process.

Isolation

One outcome of not knowing the language of the host country is isolation.
The isolation experienced by ERS older adults can be self-imposed and/or
created in their environment.

Although there are thousands of Russian-speaking newcomers, this
strong community support system does not include learning and practicing
English. As a result, for Russian-speaking older adults, the community has
become a barrier to learning the English language. Like any new skill, learning a
new language takes considerable practice. For older adults who, unlike their
adult children, are not required to speak English in the workplace, or, unlike their
grandchildren, are not required to learn English in a school setting, the
opportunity for daily practice is limited. Older adults may attend an ESL class
and/or citizenship classes a number of times per week, but at home, in church,
and very likely in their neighborhood, they will speak only Russian. In addition, it
was observed that those who were successful in passing their citizenship exam
do not maintain the English they learn and Withdraw into their Russian-speaking

community. Insufficient opportunity to practice English on a daily basis has
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inhibited the development of fluency, perpetuating the older adult’s isolation. A
key informant shared her observations about how the lack of speaking English
creates self-isolation and distress, affecting their emotional state.

They live in sort of four walls, they are not able to speak with the
neighbors because they don't know the English enough, sometimes
they are very, feel very threatened or scared, for many reasons,
some reasons like not knowing what to answer, not knowing what
[the] appropriate answer is, they would rather just not talk at all.
Even though they have some maybe few words of English but they
don’t know how to behave, how to answer correctly, the avoidance
of not speaking is more common than expressing yourself and from
that comes isolation, comes depression, comes not feeling self-
esteem ... not feeling confident in themselves, emotional problems
that's where they start. (key informant-1)

Another key informant acknowledged this tendency for self-isolation
and in her work found that isolation suffered by the older adults could be
decreased by finding housing for them in Russian-speaking
neighborhoods. Although living in such a neighborhood does not aid in
learning English, it does provide a support system to buffer the other
challenges associated with relocating to a new country. She stated:

| know for some if [older adults] they live with lots of other Russians

around they do much better. Language is a barrier, isolation from

other people. So they get depression, usually when | have to find
apartment for my client and | prefer to find apartment where lots of

Russians live, usually it works much better. Sometimes it is

support; sometimes they can just communicate with neighbors. So

it is much better for clients. For older [adults] typically it always
works. (key informant-4)

Dependence on Bilingual Family Members and Professionals

Despite the hardships related to not being conversant in English,

older adults used the various resources within their community to help
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them cope with this barrier. These resources included family members
and Russian-speaking professionals, including interpreters. Family
members were often the most immediate resource for assisting older
adults with language and cultural translations. For example: |

Other times there is family involved and family usually it's the
caregivers of the people and they are younger and they usually
speak English and know a little bit more about the healthcare here
and the structure and how things are done, so they tell their parents
what it is for, or try to educate them in some way. Or at least
explain that this is necessary. (key informant-3)

In some situations, family members were the only individuals the
ERS older adult trusted to communicate for them. Such was the case with
an older adult who was experiencing mental health difficulties:

Sometimes some of my clients they have no big physical problems,
she can eat herself, can go to the restroom herself, but she can't
stay at home alone. Because she has fear to stay alone at home she
has fear to communicate with other people, and she always get
worse and after interview with [American] case manager, it's not me,
I speak in Russian, but usually she doesn’t communicate with me
too, so | get all information about her from her niece. (key informant-
4)

Another highly utilized language resource was their church. The church
was regarded as a trusted environment for‘seeking assistance. Church members
who were HCPs and fluent in English were often called on to assist with
translating health-related materials and information. A nurse stated:

The biggest problem is lack of English. They mostly asked me

asking question, like on Friday when | go to the Russian church |

have like three to five people around, waiting for me with letter,

asking me to translate what the [medical] test result is, explain

diagnosis, explain treatment, what information regarding billing for,
any other information. So every Friday | know for sure that once the
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children go to classes | will have three to five people to talk about

their needs. Translate, explanation, some co-payments something,

so they ask me to help them with letters. (key informant-5)

In addition to bilingual church members, older adults also sought out
individuals who had become conversant or fluent in English, and who were
employed in the metropolitan area. These individuals are known to the Slavic
community, and it was not unusual for Russian-speaking older adults to frequent
businesses that have bilingual employees, including: department stores, banks,
pharmacies, healthcare clinics and social service agencies. One key informant, a
nurse who worked in a hospital, remarked that “in the hospital, this is a new
environment for them; they are anxious, they are worried, and they are really
happy to have a Russian-speaking nurse who can tell them in plain language
what is going on.”

Organizations that serve a high number of Russian-speaking clients have
made additional accommodations whenever possible. Hospitals are one
example. A key informant shared how ERS older adults are managed in the
hospital:

So most likely there is frustration when people express themselves,

depends where, ....But from my observation if like on our floor if we

have a [Russian-speaking] patient who not speak English they try

to provide a private room, so they can not irritate people around,

they can provide their help, family can do bath and just helping with

feeding, and just helping with many other things so that is very

much beneficial. (key informant-5)

Although this accommodation can be viewed as helpful for the family to

assist in the patient's care, one cannot help but notice the comment implying the
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need to segregate these people, “...so they cannot irritate the people around
[them].” In their effort to be helpful, the organization perpetuates the language
barrier. While on the one hand, it may be helpful, on the other hand, it further
limits the patient’s acquisition of the English language. However, it should be
noted that when one becomes ill and is admitted to the hospital, language
acquisition should not be the main concern. This is merely an example of how in
our efforts to accommodate, we risk segregation.

Delay In Seeking Healthcare

Language difficulties also impacted the older adult's ability to seek medical
help, including seeking emergency medical assistance, such as calling 911.
Although it was apparent that this community has established mechanisms for
getting help, much precious time is lost in this process. A key informant
described the process of seeking emergency assistance:

The number one reason for that is that they can’t explain, they are
afraid of making a phone call like that because they can’t speak
English, or again it depends on the family structure, maybe there is
somebody who provides assistance on everyday basis and who will
really manage their healthcare issues, and take them to doctor's
office and then they will of course call that person, a daughter or
son. Usually that person can understand what is going on and
where the problem maybe coming from. Is it something new or
something that has been going on for awhile and is getting worse?
It is family relations they feel more comfortable calling their
daughter, than a stranger. If they don’t have family then maybe they
call a neighbor that is Russian-speaking but also can speak English
or someone from church, their pastor, but that would be rare, it
would usually be a family member or friend. [They would call]
someone who speaks English and can call 911 [for them] or take
them to the emergency room. (key informant-8)
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In nonemergent situations, there still appears to be a delay in seeking
healthcare. In the low-income retirement building where | taught a citizenship
class, | often would hear stories about a health concern that had been postponed
until the interpreter came and could help with making an appointment. The
interpreter worked one afternoon a week, which implies a potential delay of at
least a week if the older adult determined their health concern was not an
emergency. Concerns expressed included an increase in pain, dizziness,
memory problems or general malaise. This situation could have been
problematic for the ERS older adults, because potentially life-threatening
conditions often present with subtle symptoms.

Lack of Information

Language problems may also inhibit the dissemination of information
between Russian-speaking older adults and healthcare professionals. Often
concerns about obtaining health-related information are focused on the client and
the HCP such as the physician, nurse practitioner or physician assistant.
However, in the management of chronic liness, another significant issue is
related to HCPs not obtaining enough information, for example, a lack of written
information between the healthcare system and a pharmacist, and the system’s
reliance on interpreters. A key informant discussed the impact of not knowing
English, lack of information from a pharmacist and not understanding prescribed
medications:

And another problem is the languagé barrier and the issues related
to that, sometimes they can’t understand the pharmacist explaining
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medication and they can't get interpreting services in the pharmacy.

So they are left with nothing almost. No knowledge about, no

information about medications that they are prescribed and the

information that they may have is not enough or if they have a

question, how is this medication going to interfere with the herb that

| am taking or another medication that | am taking, is this going to

be a problem or not. (key informant-9)

Written information from the healthcare system includes: billing
statements; lab result letters and related communication between provider and
client; and patient education materials. When written materials were sent to the
home of older adults, they had to find someone to translate it into Russian so an
appropriate response could be made. This can be stress provoking for both the
older adult and family members called upon to translate the materials, as most
recognize that the letter is important and requires them to understand the
contents.

In the clinic or hospital setting, ERS older adults had to rely on
interpreters. Printed healthcare information in the Russian language is limited, so
health information and education is dependent on verbal or handwritten
translations of instructions or information. Two other issues further complicate the
process of information sharing between the HCP and the client: the costs
associated with this service are very high, and the quality of interpreter services
sometimes varies (as medical interpretation is an emerging profession that does

not always require professional certification). Another key informant, a healthcare

professional, talked about how some interpreters are not able to explain some
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things adequately. She described how she often needed to intervene and provide

needed explanations:

Sometimes [interpreters are] a very big problem, they have good
English but they have no education in medicine so they can't
explain them very well. If | have medical education my English [is]
not very well but | can explain my client much better than interpreter
what is this. It is a big problem for client too. (key informant-4)

In their interactions with the healthcare system, ERS older adults find
interpreters to be a critical component. Even interpreters find that assisting with
reducing the language barrier is fraught with difficulties. A key informant who
worked as a medical interpreter encountered multiple challenges in navigating
between two languages and cultures. Here, she spoke of one challenge she
experienced:

[One challenge is] to get them to listen to what the doctor has to
say; ‘cause sometimes they want to say what they think, kind of
being stubborn, but again | believe it is from not understanding, lack
of education, and they are very set in their ways and sometimes
when the doctor asks one question, | translate, and maybe single
question, and they answer something you know that is not related
to the question and that is difficult for the interpreter. It is kind of
hard to, when you translate the doctor looks at you, like are you
sure you translated it right. That's the hardest part. Communication,
and the way, sometimes the way again lack of education the way
they form the question. It is sometimes hard to translate, and
sometimes it just the language itself, the Russian itself hard to
translate. And sometimes | have to listen, the hardest part would
be, sometimes | have to answer the question but not directly, and
they talk and they talk, and they talk and it is just a flood of words
and | have to listen to find some sense you know, and put it into
meaningful sentences. (key informant -9)

She continued to share that this difficulty may be in part due to the

structure of the language and the observations she made related to the level of
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education an individual may have. The Russian language is circular, so they
never answer questions directly. And it may appear as though one will never get
to the point of the problem or story. The Russian language is also very
descriptive; “several words may be used in place of one English word, and those
words can all have different meanings” (Richmond, 1996, p. 25). Russians take
great pride in their language, and the particular nuances of feeling and
understanding that enable them to speak frbm their soul (Ries, 1997). In ,
addition, there are structural differences in the Russian language, including: the
use of gender in nouns and adjectives; lack of articles, and the verb ‘to be’;
formal and informal levels of vocabulary; and placement of parts of speech. One
must also be aware of vocabulary variations based on regional dialects.

ERS older adults may not know where to begin when the HCP asks,
“When did your problem first start?” A comment heard among HCP's is that you
have to be careful when you ask that type of question, because many Russian-
speaking older adults will start with their chfldhood or earlier, describing the
beginning of their current condition. Those HCPs assimilated to the Western
paradigm of healthcare know that what the provider wants to know is, “When did
you specifically start having this pain?” As a result of these issues often the
interpreter needs to listen to the whole story before realizing that the client is not
really answerivng the question. As a result of language differences, the job of the

interpreter can be complicated, especially when a clinic appointment is 15
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minutes. A key informant remarks on how the Russian language effects the clinic
appointment:

Maybe education mostly, it is easier for me to translate, interpret for
people who have education. Because they answer, their answers
are more clear. It might be the lack of education and also the way
the language is a combination of the two. When | am doing a
doctor’s visit | have to interpret basically almost every word that
they say, and sometimes it just doesn’t make sense and | have to
ask, sometimes maybe | didn’t understand, so sometimes before |
interpret to the doctor | have to ask the client, what do you mean by
that, or do you mean this or this, to make sure that | understood
what they are saying. It takes longer time, the visit, they give you 15
minutes, the same amount of time as everyone else, there’s no
exceptions for Russian clients. (key informant-9)

The challenge of using the interpreter was also problematic from the older
adult's perspective. A key informant shared the following:

And then again using interpreters is an issue. Some people don't
like them; don't like having them in the room, and sharing their
healthcare problems, their personal problems through the
interpreter. Because they know that this same interpreter may go
with the patient that maybe goes to their church and they don’t trust
all of this. The community is small and people are often from the
same church, interpreters and the elderly. So they just don't want to
share their healthcare problems. (key informant-8) -

In many ways, language barriers contributed to the experience of the ERS
older adults not being heard as they attempt to manage their chronic ilinesses.
However, a key informant shared the following:

[Although] language again is [the] number one [problem],
communication is the key problem to taking care of these people. [It
is important to know that] HCPs really want their patients to
understand what they are doing for them, why they are doing that
[prescribing medications or recommending treatments]” (key
informant-6).
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Frustration--Healthcare Encounters

Frustration with healthcare encounters is the second issue that describes
the experience of older adults not being heard as a newcomer to the US. Chronic
conditions necessitate regular encounters with HCPs. When associated with
healthcare issues, management refers to maintaining one's health amidst a
condition that is chronic, often with acute exacerbations. As mentioned, the ERS
older adulits typically had at least one chronic condition and most had two or
more, adding to the complexity of illness management (Becker et al., 1998). An
important aspect of how newcomers manage their chronic illness is frequently
determined by the interactions they have with HCPs. Although the data clearly
spoke to this group being grateful for much of what American healthcare has to
offer, several issues are problematic for this group, and contribute to them not
being heard. These issues were identified from the participant’s perspective and
do not represent the provider's perspective. The issues presented here are not
universal, but do present a snapshot of the sort of challenges experienced by this
ethnic group when attempting to interact with their HCPs. The following issues
were identified: (a) From their roots--symptom management; (b) Am / a doctor or
you?--not listening; (c) More explanation--clinic visits; (d) Waiting-;getting an
appointment; and (e) A chemical thing--US medications.

e From Their Roots: Symptom Management

The perception of newcomers was that the HCP will help you take care of

the symptom but not help you to find out what is really causing the problem in the
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first place. A key informant shared her own personal experience and her
frustration related to seeking an HCP’s assistance with pain:

Like | personally had that situation, | came and had a pain in my
right side, like right here (points to right side of abdomen) and | tell
the doctor, he said, “Well seems like everything is fine, your tests
are normal, there is nothing else we can basically do”, but | still
have six months this pain. | really don't know where the pain is
coming from. My physician tells me that my tests are fine, [but] why
do | have that pain? It just seems like there is no way | can have
that answer. Who is going to answer my question, why do | have
that pain? It is really like right now | have some kind of pain, on rain
days or cold days I have a pain there and several times | have
gone, all | get is Motrin for pain. Unfortunately, sometimes they
have pains, where that pain comes from, maybe it's a bone fracture
or something, maybe there is, | don’t know? | am not a doctor. In
my country the doctor thinks why | could have had that pain from
where, what kind of disabilities, and send you to different specialists
to check me through. Here, if it is not life threatening, if it's just like
my tests are normal and | am not dying or anything like that you
just take Tylenol or Motrin and try to-live with it. (key informant-2)

Another key informant shared her perspective. She believed that there
must be a way to present the problem to the HCP to get them to listen and help
them find the root of the problem. She shared the following:

But also not understanding the medical field here, how to speak
with the doctor, how to address your medical problem, how [to]
properly address the way it's more appropriate, here they feel like
they are not really, don’t have like what | would say ... the doctor
don’t hear them or ignores their problem or of course it starts with
how you address your problem and everything else, but not
knowing all the insides how to do things, not having confidence
they feel like lost and perhaps like | said isolated, confused,
hopeless, like if they have some kind of medical problem and that
problem [is] not addressed properly they feel like it's a hopeless
feeling of there is no way | can understand my problem. | can
understand my sickness, what | need to do to prevent or what |
need to do to take care of it right now, | don’t have a list of solutions
right away, like ok | have a .... problem or something | need to take
care of , they’'ll go to the doctor, but then they often they have a
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doctor's appointment, they feel like, some of them feel like there is
no..., | can take the pain killers and nothing else really. So like in
terms of prevention in terms of taking care of the problem from their
roots they feel hopeless, like they can't really fix this problem, like,
of course it is like someone like a cancer problem or like somebody
who have let's say would have a stomach problem and that it is not
necessary a cancer but an ongoing problem they not really
understanding what that is. (key informant-8)

Frustration with the physician was echoed by an older adult who also
inferred that the physician will treat the symptom, but not help her figure out what
was causing the headache. “I have a constant headache, it never goes away.
After reading the Bible, | don't remember anything. It doesn't do any good to see
a doctor. He will prescribe pills for headache, and that's it.” (older adult-2)

* Am /A Doctor or You?--Not Listening

The previous excerpts from interviews, begin to imply a problem with the
dialogue between HCP and the client. However, the following example clearly
demonstrates the frustrations of trying to get the provider to listen. A caregiver
related her experience with the healthcare system, and the tension between
advocating for her family member and attempting to communicate with the
physician:

Not long ago he [my father-in-law] called me and said: "| feel very

bad". | asked what happened, | got an appointment and went to

pick him up. He was wobbling. | held him so he wouldn't fall down

the stairs. | took him to the hospital. They measured his blood

pressure. It always was O.K, but this time it was 160, | don't

remember. | think that's why he wobbled. | asked the doctor if this

was a problem. The doctor said, “No”. | asked what the problem

was. The doctor prescribed the medication. | asked "What are you

prescribing it for?" He said "For the inflammation of the middie ear."
I asked him, "Does he have a problem with his ears?" He said,
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“No”. Then | asked him why [did] he prescribed this medication
then. | had this incident. He said, "Who is the doctor" "You or 17" |
said, "You". And he prescribed it. But he [father-in-law] was feeling
bad because of the high blood pressure. He prescribed the
medication for the middle ear. | asked him right away if he found
anything, maybe redness. There should have been some
symptoms. He said, “No”. Then | said, "Why does he need this
medication if he has high blood pressure and this is the reason why
he feels bad". | see them often and | know why someone can feel
bad or good. | told him that the reason [he was feeling bad] was
high blood pressure. Actually, | have a device to measure blood
pressure at home, and | came and measured it. As soon as his
blood pressure started going down he started feeling better and he
stopped wobbling. He simply ignored what [ told him. He just said,
"Am | a doctor or you?” He didn't take this medication. He can't take
any medications at all. Do you understand? The reason is his
stomach problem. He can take it a day or two and then he will be
dying from it. (caregiver-4)

On other occasions older adults felt that the HCP did not really hear their
plight regarding their suffering and the required documentation to receive public
assistance. Although the ERS older adult found that their chronic health
problems were challenging on a day-to-day basis, often the disability they had
did not qualify them for this assistance. This often left them feeling that in terms
of their suffering, they were not understood or being heard:

Oh yes, it [my leg] hurts, but not to a degree that | don't remember

where | go and what | do. They did not give me pension and said it

was because of the doctor; and | said that there is nothing that the

doctor can do. The head does not hurt, to be more exact it does

hurt but not much, my leg hurts, but they did not give anything. And

so | live. I think God will help. (older adult-2)

* More Explanation--Clinic Visits

Most encounters with HCPs occurred in the clinic setting. For the Russian-

speaking older adult with chronic illness who needs the services of an interpreter,
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the clinic visit was an ongoing source of frustration. There was a strong
disconnection between what the older adult felt they needed from the provider
and the appointment and what they were able to obtain. ERS older adults were
acutely aware of the time limitation. Coupling that with the respect they hold for
the position of the provider, they felt unable to advocate for their needs. An older
adult shared her observations of the clinic experience, how she felt and what she
needed:

| would like to get more explanation from American doctors about

the way a medicine acts. | want them to talk to us Russians more.

When we came we felt uneasy. Because American doctors have

very little time when seeing a patient, just 10 to 15 minutes and

they are not able to converse with us. Because if he does not tell

you something you are afraid to ask because you know that there is

no time left. You know, an older person just feels better after a

conversation. There are different doctors in Russia, too, there are

some who are indifferent and some who listen to you and you feel

healthy after just talking to him. (older adult-4)

The difficulty of being heard was not limited to the clinic setting;
challenging healthcare encounters occurred in other settings as well. Caregivers
who were very aware of what the older adult family member was experiencing
were also frustrated with the lack of information provided. In the following
excerpt, a caregiver reports her frustration in the emergency room. Emergency
room personnel appeared to establish that the situation was not life threatening
and sent them home; however, a feeling of disconnection existed, because their
concern had not been addressed in a way that was helpful to them.

Well, | can't understand it. If a person needs immediate help, it

means he needs it. If | can wait, Il go to the clinic. If | goto
emergency, it means something urgent had happened. Last year |
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was in the hospital emergency with all my family members. | have
seen a lot there and | can't understand it. Or you take a person, |
talk specifically about my relatives, and it's just surprising "Oh,
there is an inflammation somewhere. Everything is normal." | can't
understand it. "Something hurts you, but we don't know exactly
what. You're O.K. Go home". What kind of help is this? It's not.
(caregiver-2)

¢ Waiting--Getting An Appointment

Again because of the issues already described, ERS older adults felt a
lack of responsiveness on the part of the HCP's office as well. For instance, they
found that their access to healthcare providers was severely limited when a clinic
did not provide interpreter services (i.e., did not accept federal or state funding)
and the client had only the Medicaid coupon to pay for services. The remaining
providers are often closed to new patients or booked solid. As a result they report
having some difficulty getting in to see a HCP in a timely manner. A key
informant, who works as a nurse, shared a personal experience about her
mother and the frustrations she had related to obtaining an appointment:

It is a combination of lacking trust in American medicine and

doctors and also to validate a treatment that has been

recommended. Sometimes it is related to their level of frustration

about services they get here. How they get services, they for

example my mom does not like waiting to see her doctor for two

weeks or a month sometimes or longer and she just calls

somebody (referring to a HCP in the FSU) and she gets some

advice or she knows from her past experience what to do and she

just does it without waiting. And that is a common practice. In

Russia it was different and people would be able to go and see the

doctor in a shorter period of time, they didn't have to wait for g
couple of weeks to the doctor. (key informant-6)
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* A Chemical Thing--US Medications

In addition to the difficulties experiehced by this ethnic minority group in
their healthcare encounters, another dimension of the U.S. healthcare system
appeared to magnify this feeling of disconnection: medications used to treat
healthcare problems. A recurrent concern arose related to the use of American
medications. The participants held a prevailing perception about American
medication, which one key informant stated as “nothing specific. Just general
disbelief; they do not believe in American medication.” However, specific issues
were uncovered in the data concerning their use of American medications. Some
of these issues were: (a) belief that generic medications are completely
“chemical” and not as good as other medications; (b) medication adherence (i.e.,
problems with side-effects, whether or not a positive effect is experienced); and
(c) medication literacy (i.e., the lack of understanding }regarding the medication’s
purpose). In addition, the data indicates that some older adults felt vulnerable,
because they had to rely on a medical coupon to pay for services. Consequently,
they believed that they were receiving substandard healthcare and poorer quality
prescription medications.

e Generic Medications

Americans in general accept that generic pharmaceuticals are of
equivalent quality to proprietary trade brands. Generally, brand name and
generic medications are viewed as having equal efficacy, with generic

medications more desirable to prescribe because they are less expensive
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(Mohler & Nolan, 2002). In the Slavic community, the common practice for
prescribing generic medications was not viewed in a positive light. Many ERS
older adults believed that generic medicines were a “knock-off’ medication and
inferior to the original trade brang:

Generic means it is a complete chemical. Like there is like when

they make perfumes, they make original perfume which is made

from the original whatever they are made from, the very first original

one, but then the copy, and the copy is complete chemical thing. So

the way that they believe it, whatever is generic is complete

chemical, there is no natural substances in that medicine. (key

informant-2)

The belief that generic medications are inferior is congruent with their
belief that they receive inferior care, because they are poor and need to use a
medical coupon (Medicaid) to pay for healthcare and medications. One key
informant elaborated further by stating that “with medical coupon, [you don't get]
no five star doctor. Come to see (@] regular doctor, family doctor in welfare, with
medical coupons [Medicaid] it's not good idea” (key informant-8). Therefore, even
if they are aware that the medication has been approved by the Food and Drug
Administration (FDA), it is still considered inferior to the more expensive one.
None of the study participants ever specifically addressed how these beliefs were
established; however, there is an underlying thread within the data that relates to
the government and issues of distrust. What follows is just one example:

When you go to the doctor ...the doctor give you some pain

medications or some other medications like antibiotics, there is one

that is more natural and one that is more chemical, so you ... use

your medical coupon, they give you the one that is made from

chemicals first, and then if it is not helping or if you have allergy or
something then you come and tell them and then they going to give
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you more expensive one. But people talk to each other and it
seems like they feel like they are guinea pigs that they have been
used, for like this medication is approved by FDA, but it is still a
chemical thing, that is they are not going to get the good ones right
away. They are going to get the worse one or the one that is more
from chemical made, and you need to come and tell them all this
doesn’t work and you need something else, and the doctor will give
you another one, and if that doesn’t work, they give you third one,
...the doctor will not give you right away the one that works. That is
what they believe. It may not be true, of course, but that's how they
have the general idea. Because sometimes somebody’s been told
that if | am going to give that one, it is too expensive, your medical
coupon doesn’t cover that one. So that tells them that just because
I'm poor I'm not going to get a good medication. It is just impression
that if it [is] expensive it is better. Oh, yes, it is a common belief.
Sometimes people might not tell you that, because they feel like it
is something they need to keep to themselves. (key informant-9)

One key informant believed that the issues related to prescribing
generic medications could be ameliorated if the HCP explained the
difference between the names of medications or described how they are
the same:

If generic work well it is not a problem. But often generic not work
well, so sometimes if elderly people, it would be better if the doctor
during appointment will explain client, “| give you the same
medicine but this medicine will have a little bit other name, | think it
will work better.” Sometimes my clients call me and say, “| was
prescribed this medicine but | got completely different [medication]”.
And | have to explain them that it is same medicine with different
name. (key informant-2)

Although there is little similarity between most medications in the FSU

and the US, participants were familiar with some of them. Therefore, they felt
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more comfortable using them. Their familiarity with a medication increased with

familiarity and knowledge and resulted, in some cases, with greater adherence.

For example:
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Like penicillin or Tylenol or even aspirin, it is the same name as
over there, if you give them aspirin they will take aspirin rather than
something they completely don't know. Like with penicillin too,
that's the names that they know...they will take what they know, or |
mean it is a different kind of area from being expensive than cheap.
It is another issue. They will take what they know more. .. (key
informant-9)

In general, they placed a great value on trade name medications than
generic, despite of knowing that the generic medication contained the same
ingredients:

But for medication, if | get really sick for some reason I'm going to
buy brand name. Not generic name, just because if you really sick
you feel kind of, it is just because. So if my kids getting sick | will
not buy any generic | will buy Pediacare, or something like this, |
will not buy like a Tylenol or compared to Tylenol. | will buy Tylenol;
even know that | pay more just because. | can read that it is the
same dosage of acetaminophen. (key informant-5)

e Medication Adherence

Their beliefs about US medications affected adherence. Several
participants indicated that the intended effect of a prescribed medication
determined whether or not they would accept (i.e., continue taking) a medication.
An observable experiential outcome when using a medication increased the
likelihood that the individual would continue to take it:

And they still go to doctors, and it seem to me the majority, from my
experience all of them just go to doctor they get prescription but
they not strictly follow it. Especially for Prozac, or Protonix
medication that is for prevention stomach irritation they do not use
them. They just absolutely skip them. They can't pay some
attention to Metropolol or Lisinopril, or Insulin or something that
they really have to do because they see effect, like blood pressure
going down, blood sugar going down, so they can stay on them.
But medication they can not see effect right away, they most of the
time they do not do it. So it just depends. (key informant-5)
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Ho'wever, adherence issues appeared to be magnified if several
medications were prescribed at one time, if side effects were experienced,
and/or if the clients lacked knowledge about the medication(s) being prescribed.
A HCP who had been a physician in the FSU talked about the negative effect
multiple prescriptions had on adherence (i.e., among ERS older adults,
adherence decreased as the number of medications prescribed increased). For
older adults, prescribing multiple medications at one time is a legitimate
concern. It prohibits the ability to determine efficacy of any one medication or to
identify the medication that may be responsible for a particular side effect:

When | was working as doctor [in the FSU] | always explain to

patients why he have to do this [take these medications]. If you give

to the client here [in the US] eight or five pills, at the same time, |

am sure he will not take [them]. (key informant-4)

The experience of medication side effects also appears to reinforce
the belief of the chemical nature of American medications and the
potential detrimental effects on the ERS older adulf’s overall health and
wellbeing. One key informant stated:

A lot of older people ...don't always take their medicine, because

thinking medication make it worse, and maybe [what you take] for

blood pressure [is] killing your heart. Or [it] go another place, liver,

or something.” When asked if there were some people who did take

their medicine regularly, and don’t have difficulties she replied, “I no

see these people.” (key informant-8)

Several key informants illustrated their interviews with personal

examples; one was a woman who worked as an interpreter at the low-

income retirement building in the field site. This key informant and the
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researcher saw each other every week. Often the conversations included
discussion about the latest developments related to her health status, the
predominant problem being the management of her hypertension. Her
frustration was related to the side effects that she experienced with the
anti-hypertensive prescriptions she has tried.

[For me the] doctor change maybe five to six different medications

[for my blood pressure] and no one [is] no good. | have some

medication...maybe | take, some very very bad with me, | try for

myself, | feeling very bad, 1 look like | almost dying, you know. My

vision go down, my legs shaky, my hands shaky and | can't drive

and | take different medication, my ear, | hear some noises in my

ear, and [ vomiting. [If] | no take medication, | feel much better. [ not

think about my blood pressure because | feeling better when | not

think a lot, I try more rest, more go in the fresh air, more eat

vegetables and fruit. And what's very help me if come to the ocean.

That's healing for me, fresh air.” When asked if she took any

medicines now her response was “Nope”. (key informant-8)

A few weeks after this interview was conducted, we met again, and she
stated she was going home directly after the meeting because she was not
feeling well. A week later, she indicated that she was feeling much better and
elaborated further that the reason she had felt bad was because of her blood
pressure medication. She explained that during the previous week she had taken
her blood pressure in the morning and discovered that “the numbers were very
high.” So she took a dose of her blood pressure medicine, and a few hours later
she felt terrible and needed to go home. She stated that she has decided not to
take it or any other blood pressure medicine any longer. “The doctor has tried

seven or eight different pills, nothing works, | know my pressure is high, but | feel

good, | am just going to rest and get fresh air. | feel great.”
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Some ERS older adults attempted to follow the HCP prescribed regimen
of medications, but when side effects arose that appeared to make matters
worse, they stopped taking them. When one ERS older adult was asked if he
was following the doctor’s directions for prescribed medication, he responded:

| was taking them daily but was getting an upset stomach. You see,
I don't have a gallbladder so when | eat, the gall gets into the
stomach and it starts hurting. | asked a doctor what to do. He gave
me three pills - green, red and blue. When | took them the stomach
was hurting more. | was taking pills until recently. | felt a little better
and thought that | may not need them any longer. | hope so. (older
adult-3)

* Medication Literacy

In the following excerpt, a medical interpreter describes the problems of
not knowing anything about the prescribed medication, including what it was for
and the side effects to be aware of, as well as the difficulty of getting that
information in an understandable manner at the pharmacy when one does not
speak English:

[Pharmacy] problems, if you don’t know the language you have to
have someone who can help, the interpreter cannot go with you, to
the pharmacy and again financially it's probably impossible to pay
for that [having an interpreter go with them], the cost would be
expensive. So they get medicines but they really don’t understand
how to take them and ...usually you see it is a very close knit
community, usually they have someone like family member who
speaks English who can understand and get the medicine for them,
but again there are always those who don’t have anyone, they are
really at a disadvantage. So they don't always take their medicine
or know what it is for. (key informant-9)

The desire for more information regarding medications was echoed by

another ERS older adult. During this interview it was observed that medication
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containers were kept on the dining room table in a couple of small baskets. The
baskets contained the participants Russian and American medicines. When
asked how she decided what to take, she replied:

I am already old, | lived most of my life in Russia, | got these
ilinesses there and, not to distrust American medicines, but | am
used to ours [Russian medications] and | am familiar with them. |
would like to get more explanation from American doctors about the
way a medicine acts. | want them to talk to us Russians more
[about their prescriptions). Right now | see [a Russian doctor in
town] and | can ask her all questions including how does a certain
medicine work. When we came we felt uneasy [with doctors].

(older adult-4) '

The lack of trust in American medicines created an ongoing conflict for
many ERS older adults in the study. While they knew that the HCP meant no
harm in prescribing medications to treat a health problem, it did become a source
of conflict between them and the HCP if they chose not to take it. The older
adults’ respect for the position of the HCP, feeling that it would be disrespectful to
say that they had decided not to take the medications prescribed for them,
caused additional miscommunications between them. Often, the ERS older
adults decided not to take their medications, because they thought the
medications could actually kill them, or at least make them feel worse. But they
thought it would be disrespectful to say this to their HCP,

Russian people have lots of [problems with elevated] blood

pressure. Some medication its very hard to change medication its

not right, and lots of Russian people upset and don’t believe no

more in medication because it not help me, it makes me worse. |

know lots of people tell [say], “We no like [to] lie and we must lie for

doctor, we take this medication, we not take it because, when we

try take it make me feel worse.” And people don't take it and come
to appointment, doctor tell [ask], “[Do] you take [the] medication?”



Managing Chronic lliness 128

tell [answer] “Yes”. It happens a lot, and some people tell [say],

“You know what, no [take] all medication because kill you”.

Sometimes if you don’t take the medication you are better. Yes, you

are better. (key informant-8)

In summary, the result of not being heard is that ERS older adults become
increasingly vulnerable. This increased vulnerability is related to a disconnect
between their beliefs and behaviors and the services and care they receive. They
have had a historical life course that was difficult, having lived under an abusive
regime of Soviet ideology and choosing a life as a (religiozniki) religious believer.
Their life in the FSU was filled with struggles that we in the United States may
never be able to comprehend. And unfortunately, coming to the United States did
not end their difficulties. Although they are now able to practice their faith freely,
different challenges have become apparent in their new homeland. Not being
able to speak English has presented many obstacles including some related to
the management of their health. Language and cultural variations have affected
their experience with HCPs and recommended treatments, such as taking
prescribed medications. These challenges are not insurmountable, but as an
ERS older adult their ability to successfully adapt to the American healthcare
system and their desire to hold fast to traditional methods puts them at risk for
unfavorable outcomes related to their health. One of the nurses interviewed
stated:

So they really believe in what they had in the FSU, and they don't

have the language and they don't have ability to learn to accept

what is offered by healthcare in the US, or they may accept it and
just keep using that too, so that they can be using [Russian]
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medications or herbs simultaneously with what is prescribed here.
(key informant-6)

The greatest risk associated with making the latter choice is not so much
about using both their traditional methods and Western medicines for healing: it
is about not having an open and honest dialogue with their HCP about their
illnesses or receiving the information they need to manage their chronic illness in
a manner that is conducive to maintaining health in a culturally respectful and
sensitive manner. This disconnect between their health beliefs and behaviors
and the services and care they receive increases their vulnerability to

unfavorable health outcomes.
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Figure 2. Themes and Sub-Themes illustrating responses to the experiences of

not being heard.

Doing What They Know

Participants responded to their experience of not being heard in three

ways: doing what they know, trusting their own and being on guard (See Figure

2). These themes and their sub-themes will be discussed below.
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Doing what they know was a frequent response made by Russian-
speaking older adults, particularly in relationship to self-care activities and the
use of substances believed to assist them in the management of their symptoms
and ilinesses. Each participant in the study shared a different story regarding the
substances they used and how they used them when they discussed popular
medicine (see Appendix J for descriptions of popular medicine used by
participants and common treatments).

The term narodnaya meditsina means popular medicine, and is the
Russian translation for folk medicine. The literal translation is “medicine of the
people or population” (key informant-6). In popular medicine (narodnaya
meditsina) the bulk of the data centered on what were believed to be natural
remedies--coming from nature and ultimately from God. One family caregiver put
it this way, “I'm so thankful to God that he gave such a power to plants, because |
can’t even imagine what would happen [without it]” (older adult-8).

Popular medicine is seen as different from remedies prescribed by
American HCPs, labeled as US medicine. As stated earlier in the chapter,
remedies prescribed by American HCPs are often viewed by study participants
as not natural, chemical or stronger than anything that comes from the FSU.
Even Russian manufactured pharmaceuticals are seen as better, more natural,
less strong than a similar drug obtained in the US. In fact, what the participants
referred to as popular medicine frequently includes Russian pharmaceuticals:

As | know people are trying to use the same medicines what they
used before back in Former Soviet Union, most of the time they are
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buying herbs in Russian stores, they are making kind of teas, they

drink in the morning, in the evening to make their blood pressure

lower...some people don’t believe in [US] medicine, so they better

use like herbs, or probably drink some tea (chai), what they believe

will lower their blood pressure, instead of taking medicine. (key

informant-1) .

When asked about popular medicine, most participants discussed four
major components: herbs, foods to which medicinal properties are attributed,
Russian medicine (medications created by pharmaceutical companies in the
FSU) and external treatments (such as the use of heat, wraps and salves). The
participants also appeared to prefer herbal and dietary substances over anything
manufactured. As one key informant who is a practicing physician put it, “folk
remedies are an essential part there [FSU], I can tell you from my own
perspective, from when | was living there, that | would rather take an herb than
take some pills” (key informant-3).

Some form of popular medicine was used by all participants in the study:

“‘Many Russians are using this [herbal remedy]. But | think that

they do, use some kind of stuff, because it is very common among

Russians. May be if they [are] used to some kind of medicine

[reference to Russian medications] then it works better for them.”

(key informant-7)

However, they types and amounts of popular medicines used, varied.
Some participants who were comfortable with Western medicine still continued to
use herbs or food items for managing various symptoms. Other participants who

were more suspicious of Western medicine used popular medicine for treating all

of their symptoms.
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In the FSU popular medicine was integrated with Russian Western
medicine. A key informant, who worked at a day care center for individuals with
dementia, recalled her work in the FSU:

| worked as a pharmacist [in the FSU] and we didn't have a
separation between natural and unnatural treatments. He doesn't
separate what is a drug and what is not. He is prescribed [a remedy
from the doctor] and he completely trusts it. But here [in the US,
there] is a distinct division in pharmacy. Here Americans separate;
they go to the natural doctor or to [a medical doctor]. | just know
people, who don’t want to go to the doctor because [they are given]
a drug. They go to the natural doctor, to the chiropractor. Russians
don’t separate it. | know it for sure, because those people whom |
know from church don’t separate. They trust doctors and also they
go and look at herbs or come to me, because | know what is there.
I have pharmacological experience; | know that we had so many
venoms in our drugstore [back in the FSU]: bee venom, snake
venom, many ointments which are not used here [in the US] any
more, but Russians still love it. It's interesting, | worked in a
drugstore and there was a lot related to manufacturing. We had so
many recipes, which had to be boiled and steamed, ointments
which had to be made, and so many recipes and there were a lot of
eye drops. There isn’t any eye drops here. | have macular
degeneration in one eye and | had an appointment. | asked the
doctor “Why don't you prescribe vitamin eye drops here, because |
had experience, because | made a lot of them. He said, “It's old
fashioned.” Of course, Russians use everything they know, and folk
medicine is as respectful as what doctors prescribe. (key informant-
10)

Aside from visiting a practitioner, the decision to initiate the use of self-
care remedies varied. A continuum existed regarding the decision to initiate the
use of popular medicine. On one end of the continuum, it was used first and for
all health problems. On the other end, there were those who stated they used
only what the doctor prescribed (Western medicine). In the middle was the blend

of popular medicine and Western medicjne.ﬂ This blend occurred either because
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there was a belief that Western medicine would take care of certain problems as
in cases where as an infection required an antibiotic or a need for surgery
existed—of because popular medicine was used to supplement or replace
Western medicine that had been tried and failed. One individual shared that he
did not typically use popular medicine but recalled that an herbal remedy was
recently more successful in treating a health problem he was experiencing:

Actually, [in the] last couple of months | had one specific problem
and | went to the doctor and he prescribed medicine, and |
complete it, but [in] about a week, a week after that everything
returned. It just happened that | was talking to one guy [at church]
and so he told me he had some herbs which he used for that thing
and | tried it, and actually in several days it fixed the thing. (key
informant-7) '

As stated, popular medicine was often used first and for primarily minor
problems. Almost all of the ERS older adults interviewed had a remedy in the
form of popular medicine for most common concerns:

They will use whatever herbs or medications that they use to use if
it is small problem, whatever use to help them in their country.
There are a lot of herb stores here, and even the Russian stores
have herbs, the thing that is most popular. Like my in-laws here,
they completely don’t use any medication, they only go with herbs,
they just don’t believe in medication, except like if you have
pneumonia, or need antibiotics, they will go with that, but for a
headache they will go with their herbs like even if you have a cold
they will go with garlic or onion, or natural home remedies. Older
people they have like books in their head with the herbs, the natural
home remedies that they could do before they turn to a pill. But like
my father-in-law he has some kind of problem with his men stuff,
his wife, she asked me to go and get some herbs for that, so it
means like if | am in a Russian store she will give me the name and
[tell me to] go get that. She would not know what kind of
medications here for that kind of problem or like even a bladder
infection, I think it was something to do with a bladder infection, that
she basically knew what she needed to do, and | knew what | am
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use for a bladder infection, | told her there is this pill, and she said

no, no, no, it's ok just go get that herbs. It took care of [the

problem]. If it [had] not been taking care of it they would not have

been using it. Most of the time it does help them unless it is an

infection, or something that needs antibiotics. But ...most of them

believe in natural remedies first, but if it is not helping then they will

turn to the medications. (key informant-2)

However, when these remedies were ineffective, some of the ERS older
adults would turn to Western medicine. Conditions in which Western medicine
might be sought out included infections requiring the use of antibiotics, cancer

- treatments and surgery:

Another example | have seen a patieént who had gastric cancer,

while she was in the hospital she was still taking some Swiss herbal

bitters that are suppose to help cure cancer, things like that are

very common, especially for minor problems, here they just don’t go

to a doctor, for such things as flu, cough, they use natural

remedies. (key informant-6)

The majority of participants used popular medicine for minor ailments in
the same way Americans use over-the-counter remedies from the grocery or
drug store. One Russian-speaking HCP stated, “I know lot of Russians use
medicine from herbs, sometimes it works better. If | got ill | still use Russian
medicine” (key informant-4).

Two participants told stories of how a folk healer in Russia was
recommended when Western medicine was not successful. The folk healer used
different methods for diagnosing problems and special blends of herbs for
treatment. Stories such as these reinforce beliefs that Western medicines do not

cure all ilinesses. One key informant described how herbs saved the life of a

friend:
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| know personally a guy who friend of mine, who is a pastor in one
of the big towns in Russia, about four or five years ago he was
literally dying. He had some growth, between his stomach and one
of the liver and something, the doctor did everything they could and
even surgery was not an option for that thing. So | know that the
person that he went to [a folk healer], he used to be a military
doctor for years, and now he is retired and all that, he walks on the
mountains and picks herbs there. And he puts together a mix for
different kind of stuff. So he gave him a bag full of those herbs, and
in three months he was up and running. And he is still running
today. It was about five or six years ago, it was in 1999. (key
informant-7)

An older adult shared the following story about her visit with a folk healer
who prescribed a specific treatment of herbs for her:

| convinced myself that | had cancer, and the pain did not stop and |
was not vomiting any more. Then | was referred [by my doctor] to
an old man, he was about 80, maybe 70, he was treating with herbs
and he knew what herbs to give and how much. So | saw him, he
had no equipment, nothing, but he probably had something in his
body. He checked my pulse and looked at me and told me not to
take pills or else | would die and my body would not work, and he
examined me and named all my health problems, as if he did an X-
ray on me. [He looked at you and told you everything?] Yes, he
had some kind of feeling. And he gave me herbs, he had St. John’s
-Wort, Coltsfoot and Plantain, he told me how to combine them and
to simmer them for 20 minutes and to take one glass three times a
day with [a] meal. He also gave me a tincture, | think it had alcohol,
| also took Valerian. | had a very poor nervous system. (older adult-
2)

Just Healthier--Gathering, Growing and Giving

In terms of popular medicine, the overall preference is to use herbs,
plants, and dietary remedies. Throughout data collection | was continually shown
an assortment of herbal remedies and told about the health promoting attributes
of particular foods and herbs. Historically, most of these items were gathered

from nature near where the participants lived in the FSU. Several participants
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described how substances were gathered and dried, so they were available
when needed, particularly during the FSU’s long harsh winters. One key
informant, a physician shared the following about using herbs:

[We used herbs], because sometimes it was just healthier and less

harmful. My mother still does if she has an upset stomach she

doesn’t go take a pill, she would do some herb, because we have

[them], we would get the herbs during the summer, and we would

dry them and keep them in bottles for the winter and we would have

something for a cold, something for diarrhea, different things. (key

informant-3)

In the US, some participants reported picking herbs in their neighborhood.
An older woman talked about finding “rosehips by the creek” and “also this one,
for the liver, | forgot its name, it has yellow flowers, oh yes, St. John Wort” which
she stated she found in a lot of places near where they live (older adult-4). Other
herbs are grown by individuals, such as the Calendula flower. One woman said,
“if | have a sore, and | also make tea (chai). | put two [Calendula] flowers in the
tea (chai). | grow them outside. | also use mint, | have it dry. [My] bladder works
better because of it” (older adult-5).

Another ERS older adult talked about picking bark off birch trees in her
current neighborhood. She stated that “it is for blood pressure. | have low blood
pressure. It normalizes it. My neighbor takes it. | pick it from [trees] right on the
street, from young trees.” Further, she indicated “[l take it] when | need it, when |

feel unstable, when | feel bad” (older adult-5). Another older adult talked about

the benefits of gathering raspberries. “For example raspberry tea and raspberry
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itself is even better. If | have fever | make herbal tea with raspberry leaves and
drink it. And fever subsides” (older adult-2).

An oldér adult described her experience pertaining to the gathering and
preparation of dandelions and adaptations she has made because she has
difficulty chewing:

If my liver hurts, then according to that book dandelion stems clean

the liver ducts. And | wait for spring when they start blossoming and

| gather them. Then | eat them for a week or ten days, | eat stems. |

washed them and then chewed them, but now it's hard for me to

chew them and | chop them finely, actually they are a little bit bitter,

but I'm getting used to it and it's much better. (older adult-7)

In addition to gathering herbs and dietary items from neighboring fields for
medicinal purposes, older adults routinely gathered items for their diet to reduce
costs. All of the ERS older adults were living on very small fixed incomes and
often could be found gathering and growing as much as possible in an effort to
save money. They shared stories about asking neighbors for permission to pick
their apples when it was observed that the neighbor did not pick the trees
themselves and let the apples fall to the ground and rot.

This habit of gathering from local fields could potentially be hazardous to
their health. After an interview with an older adult, my graduate research
assistant and | sat down at the table for tea and a meal that had been prepared
for us. One of the items served was mushrooms. To be polite | always took a
small amount of each dish and inquired as to where she obtained her

mushrooms, as they looked different from the ones | typically buy at the local

grocery stores. It was then that the participant shared that she and her husband
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had gathered the mushrooms in a field nearby. | felt my stomach sink as |
recalled an incident several years earlier whereby several ‘immigrants who had
picked mushrooms in the area became very ill and required liver transplants. We
briefly discussed how sometimes foods may vary in different countries and that
some immigrants have had problems with identifying which mushrooms are safe
to eat in this area. The older adult acknowledged our concern and shared that
she determined their safety by adding onions; if the mixture turned pink then they
were not edible. | was not reassured, and it was not until hours later that [ felt |
had survived the experience.

Herbs that cannot be obtained in the United States are brought directly to
the US from the FSU by family or friends. In addition to using the herbs
themselves, they are always willing to share them with others:

So when | came from Ukraine | saw doctors but treated myself with

the herbs that | brought from Ukraine. | still have some. Here there

are no such herbs for the heart. | think [the Russian pharmacies]

have some. And it helps. | even gave some to people at the church.

If you'd like, | can give you some. You need to take it twice a day

for 10 days and the pain will go away. (older adult-3)

A plant that grows long, hanging branches has been brought to the United
States and is grown as a house plant. When branches are mature, they are cut
off to either root in water to begin another plant or used in an infusion for
medicinal purposes. One participant gave me a branch, which | have rooted and

planted and am now eagerly waiting for branches to appear. Several times |

observed people sharing this plant with others at the Slavic church | attended on
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Sunday morning, and the recipients were obviously pleased with their new

treasure.

My sister got [the plant] when she went to Russia, it is popular
there. And it was a very special gift, very expensive, to buy a small
branch of this. So they grow and it helps 14 kinds of sickness, or 16
kinds of iliness. [To prepare it you] cut it before you put it in the
vodka, or cognac or something like this. So they do it differently,
and then it might be some ointment, specific ointment, or it might be
something else. And then there is something new but everyone try
it. People really believe it. (key informant-5) :

Sources Of Resources

Knowledge regarding the use of herbs and dietary measures came from
two primary sources. The first was knowledge gained by their oral history
tradition as expressed in the following statement regarding the preparation of
remedies. “My mother was doing the same so | am doing it too. | saw my mother
doing it, | am doing it and so are my children.. | use what | know” (oclder adult-1).

The second source of knowledge regarding the use of herbs/dietary
measures came from the limited number of printed resources available in some
of the Slavic stores. Some of these resources appeared to be more reliable than
others. One of the most popular reference books used by study participants
regarding the medicinal use of herbs is called Health through God’s Pharmacy by
Maria Treben. It is available locally in a Russian herb store. The book can be
purchased in this store in both English and Russian for about $35.00 (Treben,
2003). The preface of this book claims there is “a plant for every illness” (Treben,
2003, p. 3). The author further writes about the overuse of pills (medications)

and how “modern medicine is starting to turn to the field of natural healing”
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(Treben, 2003, p.3). She told a story about a woman diagnosed with leukemia

- who was sent home with three days to live; a desperate sister took the sick
woman’s urine to an herbalist who gave her herbs and reportedly cured her
within 10 days (Treben, 2003). The book provides treatment advice for particular
conditions such as arthritis, diabetes, circulation disorders, and stroke. In
addition, the book describes how to collect and prepare common herbs and
advises when to use them. Many of the herbs mentioned by participants are
listed in the book, and on several occasions this particular book a Russian
version was shown to me as a primary resource to use in taking care of a
problem.

Other printed sources of information include a monthly magazine printed
in the Russian language called The Health Magazine (30oposke) published in
Philadelphia by SNB Publishing. Periodically during the data collection process, |
purchased an issue from a local Russian store. This magazine focuses on health
issues for the entire family and includes summary updates from Western journals
such as the Journal of the Medical Association (JAMA); International Journal of
Cancer; Diabetes; Neurology; Psychosomatic Medicine and Journal of
Hypertension. It also features articles describing the health benefits of the apple;
defining what a stroke is; outlining measures to prevent illnesses: using touch
(acupressure); causes and treatments of kidney stones (including herbal/dietary
remedies)(October 2004). Topics in the November (2004) issue, for example, |

included: how to take care of a cold, how to manage emergencies, including what
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belongs in a first aid kit and calling 911. Other topics discussed the benefits of
massage and meditation, preventing the spread of respiratory diseases, the
signs and symptoms of gall stones, dietary methods to reduce heart disease risk
factors and the diagnosis and treatment of breast cancer. The magazine also
addresses social issues such as domestic violence (January 2005). Routinely
the magazine and has regular columns and articles oﬁ herbs, recipes, current
updates on nutrition and diseases. Its humerous health-related advertisements
called attention to spas, various types of clinics, dentists, various ‘nutritional
stores, pharmacies, supplements, and durable medical equipment. This
particular magazine appears to bridge medicinal practices from the FSU with the
approach to healthcare that Russian-speaking newcomers might experience in
the United States. If the content is accurate, this particular publication could be a
health education resource for Russian-speaking HCPs.

Other resources described by participants were available for free at all of
the Russian stores, with health information sprinkled throughout advertisements.
The reliability of this health information is suspect as the source of the
information printed is not made available to the reader. One such publication
referred to was the Canon (KanoH). An older adult talked about what she had
learned in this publication:

[ was taking aspirin to thin the blood, but | recently read in Canon

(Katon) that it is bad for the body. | read that it affects intestinal

flora. | think | need garlic to thin the blood. | eat lemon with honey in
the morning and in the evening. (older adult-1)
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None of the participants shared Russian-language, patient education
materials as a source of information for managing a chronic iliness. In the |
absence of these materials, participants had little choice but to rely on whatever
materials was available to assist them in the management of their health and
chronic illness symptoms. As stated, some -of these resources appeared to be
more reliable than others, and HCPs need to be cognizant of where ERS older
adults are obtaining health information. |

Being Prepared

Historically, because of political and economic rationing, the harsh
winters, and the short growing season of the FSU landscape, the population was
in a constant state of preparation for times of want. Although they were aware of
what was growing locally in their homeland, equally important was the ability to
store what was gathered for the long wintefs. | often found participants talking
about being prepared for the future, either with herbs for cold symptoms or with
canned foods when there was a lack of funds to buy groceries. For example,
when symptoms of an impending illness developed, an older adult stated that
she used stated: “[l use] herbs and teas, and popular medicine, if | have a cough
| always have basswood tea ready in a teapot” (older adult-1). It was common
for ERS older adults to show me during the interviews, what herbs had gathered
in their neighborhood. They often had Iarge plastic bags of dried leaves and
flowers. One woman was drying rosehips in her kitchen. She had gathered the

rosehips from rosebushes in the neighborhood when | came for her interview.
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She proudly opened the oven door to show me the two cookie sheets filled with
rosehips. ERS older adults with a yard would plant the herbs they frequently
used such as mint, dill, dandelion, and chamomile.

At either the beginning or end of every interview, was served tea. Sugar
was rarely placed on the table. Instead, it was typical to have honey or jam. |
observed several times a spoonful of jam being placed in the tea as \a sweetener.
When | asked about this custom, | was told that jam was made in the summer
from fruits and berries and used in tea as a source of Vitamin C during the winter
months. -

An Onion Heals 40 Diseases-- Diet

In addition to the use of herbs, almost all of the participants discussed the
use of dietary items to promote, maintain or obtain health. Many participants
showed me cupboard shelves filled with jars of canned vegetables such as
tomatoes, cucumbers and mushrooms, which were stored for the winter months.
And ERS older adults often indicated that they thought that their canned items
were better for their health than those purchased in the store, were more natural
because they used fewer preservatives and were less expensive. Unlike many
Americans who annually purchase canning jars to can fruits and vegetables, the
jars used by this group were thsoe recycled from previously purchased items.

| eat “whatever | can to get vitamins. Yes, | eat fruits and vegetables”
(older adult-1). The most frequently mentioned items used by participants were

garlic, onions, and beets. For example, “some people use garlic to strengthen
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hair, or if they get bald they would use garlic, putting it on and eating it” (key
informant-6). Another participant stated that she ate, “garlic and onions when |
get sick. Like in the saying, ‘that an onion heals 40 diseases’™ (older adult-7).
Another older aduit shared a story regarding her sister and a treatment for
diabetes using dietary measures:

My sister had a sugar disease. It was diabetes. Her husband told
her not to come back if she goes to a hospital. She had to manage
the house. So she did not go [to the hospital] and already drank half
a bucket of water. Well, she ate onion twice a day. She also ate
beet and was constantly drinking water, then also started to drink
buttermilk. She did it for 3 months, she did not eat bread, just what |
said and also ate steamed rice. And the diabetes went away
without any pills. It went away and never came back. (older adult-2)

Although from a clinician’s point of view this particular remedy is not
evidence-based, the example shows the value and reliance on these kinds of
remedies. The following excerpt from an interview with a nurse key informant
demonstrates not only the belief in dietary methods but also the level of
understanding regarding how the body works:

| had this lady who had bilateral knee replacement she was in her
70’s, she couldn't speak any English and she came in, in the
morning for her surgery, when into surgery, they put Foley catheter
in her during the surgery and she came back to the floor with the
Foley catheter. Now this urine comes out and it is just bright
orange, so orange the providers couldn’t understand what is going
on she wasn't on Pyridium which is known to make the urine
orange in color. But this lady wasn't on it, and she wasn’t taking it,
and everybody was concerned, why, what is going on. And so they
had me come to their unit, it was a different unit than where |
usually work, and | questioned the lady, is this normal for you... and
she said, “oh no, they told me that | am going to lose a lot of blood
during the surgery and so four to six weeks ago prior to surgery |
started to drink more red beet juice and carrot juice. And so she
would make juice for herself and she would drink large amounts of
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it, like up to a liter a day, everyday. So basically what she had

done, everything was colored or dyed and it was coming out in the

urine. And she said, “Yes my urine has been looking like this, for

the past few weeks.” So that was her understanding of losing biood

and what she could do for herself to replace that blood loss. (key

informant-6)

Dietary changes to assist ERS older adults in reducing hypertension and
hyperlipidemia also proved to be challenging to newcomers. Items that were only
‘occasionally enjoyed in the FSU due to ongoing food shortages were now found
in abundance in US grocery stores. Several of these items could be found in a
lower fat version, but participants appeared to lack understanding about the
relationship between certain foods and chronic illnesses. Many of the ERS older
adults in the study mentioned being prescribed a cholesterol-lowering
medication. On one occasion, when | declined putting sour cream on my meat
dumplings (pe/mini), the older adult said, “Oh, just take this tablet (tabletka)

[showing me a prescription of Lipitor] and you can eat what you want”.

Strange Things Really-- Drinking Urine, Digesting Dirt

Some approaches to caring for one's health were attributed to the very
elderly and were presumed to have occurred infrequently, perhaps only in the
past prior to moving to the United States. However, just because it was
uncommon, one cannot assume that these methods were not stil| being used. In
a conversation a few years ago, a Russian-speaking student mentioned that she
had an elderly aunt who used urine therapy, applying it topically to her face as a
treatment for wrinkles. Urine therapy is an ancient Eastern tradition that is slowly

gaining popularity in the West (Van Der Kroon, 1996). The major benefits of
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using urine internally or externally can be found in its antibacterial, antifungal,
antiviral and anticancer properties (Van Der Kroon, 1996). One of my nurse key
informants shared the following about urine therapy:

Yes, people drink urine, in FSU. Elderly do this. | have heard
people doing compresses, if they have a painful joint or if they have
a bad abrasion even, they would put urine on it, like for 24 hours or
48 hours, to keep it warm. | have heard about that, and | have
heard people drinking their urine or even worse somebody else
urine. Their belief is...cancer patients do this, | have heard cancer
patients doing that, usually it is taken for like for chronic problem
like, I've heard one lady doing that for her thyroid problem. She had
a goiter and she would drink urine, thinking that maybe it would
help. Or some think that it is helpful with getting rid of bad stuff as
they call it that accumulates in the blood, the urine helps clean the
blood, or something. (key informant-6)

Other substances less commonly used included a historical use of
ingesting dirt, clay, or chalk. Having read about the difficulties the people of the
FSU often had obtaining a balanced diet, however, these less common methods
for maintaining one’s health appear less unusual:

Some people do strange things really. Some people eat dirt. Like
dirt, basically, that is clean, and they would go out to woods or
forest and they a little bit of dirt, or there is a type of dirt that doesn't
let the water through it is called (gleena) in Russian, it is usually red
and really dense. Clay and they eat it. Also to get minerals and
people each chalk, people eat stuff that they use for construction to
get calcium. And they would sometimes even let their kids eat that
as a way to get minerals, Calcium especially. So those are
practices they would just go out and some people try to clean it
somehow or filter it first, so | thought it dangerous practice,
especially just dirt, you can get all kinds of bad stuff. That is
something unusual. It is just the whole picture this is real common
practice for all elderly, especially elderly people from the FSU, to
use that. The majority of these people they really do believe in
these things and rely on them and how they address their health
problems, or try to prevent them. It is a big piece of traditional
approach to take care of themselves. (key informant-6)
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Dress Warmly--Other Treatments

Other remedies used to promote and maintain good health included
topical and environmental alterations, in particular, the use of heat and the
avoidance of using anything cold. “In general, like Russian population we believe
like if you have a cold you should dress warmly, and like if you have people with
arthritis you cannot suggest, even suggestion of ice treatment would not go well”
(key informant-9). Another key informant reinforced that belief and stated, “|
know about ice, it is so common here. But | never heard ice used for treatment. A
lot of different heat, different kind of heat they are using, and of course different
herbs” (key informant-7).

Topical treatments included wraps with various mixtures “If | have a
swelling, | apply a piece of cloth soaked in vinegar to that place and also wrap
something else around it; | also use garlic and herbs” (older adult-1). An older
adult in the citizenship class | taught missed a couple of weeks of class due to a
burn suffered from the application of a mustard plaster to her leg. Her daughter
applied the mustard plaster, which was apparently very hot, to her mother's leg
and forgot to take it off. The result was a burn that required medical attention.

In general, the use of heat is the primary external treatment of preference
by ERS older adults. During one caregiving interview the recipient of care was
an 88-year-old woman who sat in on the interview and occasionally added
comments. She sat in a large upholstered chair and wore sweaters, several pairs

of socks and leggings in addition to her dress. She had a heating pad on her lap,
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which she kept on the highest setting during the entire interview. In one respect,
this excessive use of heat could be a problem for older adults by increasing their

risk for burns.

Other older adults talked about the use of heat to maintain their current
level of functioning, as one older adult indicated: “well [I don’t think that my
problem can be cured, but], when it hurts, | take a hot bath to warm it up, | keep it
warm, have steam baths, exercise for it to function somehow, and when it stops
working we will think of something else” (older adult-2).

It was common for a Russian physician to prescribe what is often referred
to in the West as complementary treatments, such as massage, steam baths or
time at a health-related resort. One older adult recalled such a prescription to
treat a health problem:

At work | was granted a stay [by the doctor] at a resort in Odessa
[by the Black Sea] ...l went to the resort and during that time the
ulcer went away. | had an X-ray done at the resort and they did not
treat the ulcer but other problems, like women's problems and the
rest. When | came back home | was almost another person. (older
adult-2)

| [used to] go to the sauna. It used to help me a lot. All unwanted
[wastes] slags (shlak). When | sweat all the slags (shlak) are
washed out. | received treatment there, after which | started feeling
better. | took very salty bathes; in spite of the fact that it was sea
water, additional salt was added, bathes, massage, oxygen foam to
support the heart and lungs. Thank God, | started feeling a little
better. Here | go to the sauna seldom. My neighbor turns the sauna
on, | swelter there for an hour and a half, and then | have a bath. It
even becomes easier to walk. Well | [have been] looking [here] and
[ don't see a sanatorium. Maybe there are some, but for the rich
only. There isn't one for us. | don't know where | can find out. | think
there isn't such a term as a sanatorium. | know there was in Russia.
I went to [place in FSU] seven years in a row. | started feeling so



Managing Chronic llness 150

much better, because they helped. Then they used mud, it was

therapeutic. No [I have not asked about mud], who can | ask for it?

(older adult-7)

During conversations in citizenship classes, older adults would mention
wanting a massage, but acknowledged that the cost was prohibitive. Participants
did not understand why doctors did not prescribe massages. One older adult
talked about using massage herself to aid in pain relief: “If my head hurts |
massage it; if my legs hurt | am using that thing she gave me for, what do you

call it? Arthritis? That's it, | rub the legs” (older adult-8).

Oh, It's Just Russian Medicine

In addition to the use of herbs, plants, diet, and topical/environmental
treatments, ERS older adults also continued to take Russian pharmaceuticals.
These medications, if designated as a supplement, could be purchased in some
Russian stores. However, most are brought to the US by family members arriving
directly from the FSU. Two key informants stated that Russian-speaking
individuéls get Russian pharmaceuticals from different parts of the world, not only
from Russia. They believed they were over-the-counter pharmaceuticals that
were readily available in Russia. Another participant described how common it
was among the Slavic community to use Russian pharmaceuticals:

[It is] very common among Russians, first of all Russians much

more often using self treatment, so they know several drugs, over

the counter they can buy it in Russia and normally when people are

going to Russia they are buying some familiar medicine. (key
informant-7)
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Unfortunately, many of these Russian pharmaceuticals, although
perceived as mild over the counter medications, are not all benign. A key
informant, who is a practicing physician heré in the area, says:

| tell them not to take anything more than what | prescribe, but |
know that they still do. Many of them are pretty harmless, but are
not, some cardiovascular especially. Most of them [Russian
pharmaceuticals] | think are in category of analgesic, stomach kind

of pills. But here probably would be sold over the counter. (key
informant-3)

One medication commonly used by ERS older adults for heart problems is
called Korvalol. It contains, among other ingredients, valerian, phenobarbital and
peppermint oil. One key informant shared her experience trying to provide a
physician with information about Russian pharmaceuticals known to include

substances that are not deemed safe:

There is a medication that a lot of people take for their heart,
Korvalol, and there is another one called Validol, | think it has
valium in it. These are over the counter [in the FSU] and | think one
of them, I'm not sure [which one] has Phenobarbital in it, but maybe
a very small amount because it is over the counter. | remember,
one of the client’s doctor asked her what she was taking, she was
taking a Russian medicine, one of those for her heart, and | tried to
tell the doctor, because my grandmother was taking the same thing
in Russia and the doctor just dismissed me, he was so angry with
me, it was like “is it what she is saying”, | said, “no, she’s taking this
medication, but | think because | am familiar with this medication, it
might have this ingredient in it (Phenobarbital)” and he was just
angry with me, he was just,” you are just an interpreter, don't tell
me this”, maybe he didn’t want to hear that, | don’t know, he just cut
me off. But people say that ok, maybe in America you have better
technology and better surgeons, than in Russia but we have better
physicians because they listen, which just means that the way you
approach your patient and people think oh they have better
physicians because they listen to us and they take this holistic
approach. (key informant-9)
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There appeared to be an assumption on the part of HCPs that Russian
medications are benign. Participants were either told to go ahead and take them
if they made the participant feel better, or they were instructed to not take any of
them at all. Either approach could potentially lead to problems. When one ERS
older adult was asked, if she generally told doctors that she was taking Russian
pills, she responded:

When | see them | do tell them and show them. But what can they

say? That's right, they don't know. | told them about herbs, they

said to keep taking them. When | told them what herbs | took and

for what, they [said if they] help, they tell me to continue taking

them. (older adult-5)

A key informant who worked as a medical interpreter knew of only one
individual who had taken the time to develop a list of Russian medications
frequently used by these newcomers:

And you know like local health department, | work with the nurse

who does appointments with refugees and she actually has a list of

Russian medicines and translations. [But] a lot of doctors say, “Oh,

its Russian medicine”. Ok, Russian medicine, they don’t even want

to know what it is or what it is used for. (key informant-9)

This key informant further elaborated by sharing her frustrations about
how HCPs responded when they learned a client was taking Russian
medications. From her experiences it appeared that little effort was given to
learning more about Russian medications and the rationale for using them. She
had observed that the dialogue between patients and HCPs regarding the taking

of Russian medications was woefully inadequate:

The problem is that doctors tell their patients when the patient
mentions Russian medicine, it states in the chart the client takes
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Russian medicine, and then the doctor they just say [to the client],
“Ok, stop taking it.” But the client still may take it, if they feel better,
or itis cheaper, or they are use to it. See this is the hard part for
me, because, ok, | learned that this medicine is bad for you, it is
banned, and it has side effects, every time | see ...someone taking
this medicine | tell them, that they should talk with their doctor. But
if they hear it from a doctor [that a particular medicine is not good
for them, instead of] just saying all Russian medicine is bad. It is
silly to say all medication from Russia is bad, and a lot of the
Russian medications are the same they just have different names.
If you take time and learn what kind of medicine is bad, and then
you can prescribe a different medication maybe or at least you can
explain to your client why it is bad for them. That is one of the
biggest problems, | think. (key informant-9)

Even a Russian-speaking physician who practiced in the FSU appeared to
avoid the discussion about Russian remedies with her clients. She reflected on
her assimilation to the Western paradigm for prescribing medications. As a result,
she appeared not to be integrating her former experience as a physician in the
FSU with her current practice, which included a large percentage of Russian-
speaking individuals:

[l don’t prescribe herbs now] because | have American license, you

can buy [herbs] over the counter at the Russian store. But you

cannot prescribe them. There is so little known here about Russian

remedies and | don't pretend to know, | don’t know, either, this is

something | took before, and so....| tend not to talk about it actually.

It is only rare that it comes up [in my appointment with Russian

speaking patients]. (key informant-3)

Another participant who once practiced medicine in Russia believed the
injection to be superior to other methods of administration. She stated that an

“antibiotic needs long time activity; with injection it usually works much better. |

bring medicine from Russia because it is for injection” (key informant-4).
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One ERS older adult felt that if she spaced the Russian medications out
taking both Russian and Western medication would not be a problem:

No [the doctor’s prescription], they don't affect the popular medicine

(narodnaya meditsina). | don't use them at the same time; | know

when to use them. | know that there must be a time gap. For

example, if | take pills in the afternoon | take herbs in the evening.

(older adult-1)

Besides blending the use of popular medicine with prescribed
medications, there was also a difference regarding when to stop taking a
medication:

Typical things for Russians would be [that] Russians would tend to

skip using medicine as much as possible. So like Americans, if it is

prescribed take until the end, Russians would think it is wiser just

take until you feel good and then just don't poison yourself with that

stuff. So there is a common idea about that. Most of the people, |

would say. (key informant-7)

In general, popular medicine was viewed as more natural and helpful than
any manufactured pharmaceutical, either American or Russian. “| take warm
baths, foot steam baths, | try not to take too many pills; my body likes popular
medicine (narodnaya meditsina) better” (older adult-2).

One key informant summarized well the process of doing what they know,
which is an effort to use what has worked in the past while struggling to

understand or learn about what is available to help them with their health in their

new country:

They bring them [herbal products] in to the hospital and use them at
home. They also use medications that they used before coming to
the US. And they can still get it here sometimes from the Russian
drugstore or from different places or from family bring it in from the
FSU, or visitors. And they keep using those things, especially
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elderly because quote unquote “that’'s what helped in the past’. And

so they really believe in what they had in the FSU, and they don't

have language and they don’t have ability to learn to accept what is

offered by healthcare in the US, or they may accept it and just keep

using that too, so that they can be using medications or herbs
simultaneously with what is prescribed here. (key informant-6)
Trusting Their Own

The third theme, trusting their own, was another response ERS older
adults had to not being heard and was observed in the degree of trust they
placed in their families, neighbors, church and community. “Their own” included
people they trusted most often: those who had immigrated from the FSU, spoke
the Russian language and, specifically, shared their religious beliefs. Those
whom they trusted became their first source for information and support in the
management of health-related conditions. The sub-themes of trusting their own
include the Slavic community, Russian-speaking neighbors, Russian-speaking
HCPs, family, God and the church, and HCPs in the FSU.

As | uncovered the significance of trust among the participants, | believe
that developing trust with this group was made easier by my disclosing that | was
born in another country, had been to Russia several times as a nurse, was
attempting to speak the Russian language, and on a basic level, shared similar
religious belief. Developing trust and rapport with this population was a

requirement for gaining entry and for obtaining rich data.

People From All Over Russia--The Slavic Community

One type of artifact collected for this ethnography was local newspaper

articles printed about this community. Beginning in the early 1990s, they



Managing Chronic lliness 156

chronicled the influx to this area of Russian-speaking individuals who were trying
to escape religious persecution, discrimination, and a weakened economy. The
articles related how this community had congregated in specific apartment
complexes and established several church communities and businesses, often
highlighting the subcesses of those who created a new life for themselves and
their families (Steele, 1997). Other articles discussed how Russian-speaking
newcomers often took jobs others did not want, such as janitorial and heavy,
production-line work. Interestingly enough, when one of these production line
workers was asked by a reporter if he had made many new friends since coming
to the United States, the man replied, “| have met people from all over Russia”
(White, 1995). It is interesting to note that he did not reference Americans as new
friends, but was talking about people from the Slavic community.

On a less positive note, there were also articles highlighting the numerous
obstacles this group faced as they tried to find their way in a new culture. One
discussed the presence of a pink neon sign with the message “No Russians” at a
garage sale (Willoughby, 2000). The article further elaborated that, although
occupants of the home that posted the sigh at the garage sale would not
comment, neighbors indicated they had it on good authority from friends and
neighbors that it was not a good idea to let Russians go to garage sales,
because they barter too much (Willoughby, 2000).

Most newcomers have eight months to become self-sufficient before

losing the governmental assistance designated for refugees (Hart, 2000). Fear of
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losing this aid pressures newcomers to take ESL courses, so they can become
fluent in English (Hart, 2000). The local community college serves approximately
800 students per quarter in their ESL program, with 65 % of which represents the
former Russian republics (Clos, 1998). With increasing English proficiency, many
newcomers gradually obtain employment in the local workforce and after 5 years
of residency are able to pass the naturalization interview and citizenship exam.
Occasionally, the local paper included hufnan—interest stories about
immigrants from the FSU and how they were thriving in spite of the obstacles
they had to overcome, including language and culture but also matters such as
developing a credit history and learning how to run a business (Fehrenbacher,
2004). Language can be an enormous barrier, but the fact they were also
conservative evangelical Christians meant that they avoided events that involve
alcohol, dancing, smoking or other activities viewed as vices: thus, outreach to
the Russian community met with only limited success (Willoughby, 1996).
Although they possess a common language, political history and shared religious
values within the Russian-speaking community, this is still a community of many
diverse groups of families coming from all across the FSU creating small family
communities, made up of family members and in-laws who keep to themselves
(Willoughby, 1996). This keeping-to-themselves is expected, as many of the
older family members grew up in the Soviet culture where Christianity was
forbidden, and people were imprisoned for their beliefs (Willoughby, 1996). Thus,

they learned to isolate themselves for fear of persecution.
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The resulting Russian-speaking community established a network of
resources that was of great assistance to ERS older adults, who likely will never
become fluent in the English language. One key informant shared how older
adults utilized this community of resources to manage various aspects of their

life, including their health:

They learn about places that have Russian speaking workers from
their friends, relatives, from church members, people communicate
a lot, they're talking on the phone, and how they get information.
And it is easier for them to bank when they know for sure this bank
has Russian speaking teller. It is better for them to go to that bank.
And | know for sure that they better go to [name] pharmacy to get
their medicine to go to the one that has Russian speaking person.
Even it’s, if this [name] pharmacy it's not close to that place where
they live, it is better for them to take a bus to go probably like 20
minutes far from their house and talk with Russian speaking
person. And Russian speaking person may talk to their physician or
to someone [to] explain to this person how to take this medicine.
(key informant-1)

The reliance on this informal community network has the potential for
creating problems in that, although the individuals within the community are
trusted, they tend not to question the advice they obtain from these resources.
For example, a caregiver shared the following:

Whoever tells them something, they start eating dandelions and
etc. | tell them sometimes though: “Don’t drink and eat everything
they [the neighbors] mention to you.” Now one old lady told [my
father-in-law] to take oats. Well, it helps the digestive tract. He has
constant stomach pain and he's looking for something what could
ease the pain. [My mother-in-law] likes medication, she takes
everything, but | can’t control her, because she’s an adult. They like
the Russian drugstore and when someone tells them that
something is good, they take it. (caregiver-4)
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As a result, the Russian-speaking community is close-knit. They share a
common cultural background and religibus beliefs that provide the context for
understanding their views on health and healthcare behaviors. As one key
informant put it

First of all, | think that the majority of older people from the FSU,

they have come a long way before coming here. Their life and they

develop their own views about health and health-related matters

that were influenced by many things like society, their religion, their

family structures and a lot of them share these views about health.

(key informant-6) :

Learning about this ethnic group as a community can help HCPs learn
how ERS older adults manage their health. Clearly understanding who they trust
and the information they obtain from this community would be helpful to HCPs
who are helping them manage their chronic conditions. Another way to provide
accurate health information and education to this community would be to tap into

resources and connect with leaders with whom they place their trust.

Where Lots of Russians Live-- Russian Speaking Neighbors

Among the ERS older adults, Russian-speaking neighbors were found to
be an even more powerful source of trusted support, especially for those who did
not live with or close to family members. One key informant found that seeking
housing for ERS older adults within the Slavic community was helpful to their
overall well-being:

| know for some if they live with lots of other Russians around they

do much better. Language is a barrier, isolation from other people.

So they get depression, usually when | have to find apartment for

my client and | prefer to find apartment where lots of Russian five,
usually it works much better. Sometimes it [provides] support;
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sometimes they can just communicate with neighbors. So it is much
better for clients. For older typically it always works. (key
informant-4)

Neighbors were also often the source of various popular medicine
remedies. Since the Slavic community represents FSU republics, recipes varied,
and they were only too willing to share them with one another:

No [he doesn’t drink water], | make ‘kvass’ (a fermented drink) for
him with so-called tea fungi which looks like rice. | make it for him
for his bladder. He had stones and other stuff in his bladder and
had two surgeries. He is taking this drink now and has no
complaints. Our neighbors from the third floor gave us some to try,
so this is how we started. We no longer have any problems, it is so
nice, but | really don't know what it is. It looks like rice. You can add
raisins or ‘borscht’ (beet soup) to it to make it red. (older adult-1)

! Know the System--Russian-Speaking Healthcare Providers

ERS older adults also trusted speaking to Russian-speaking HCPs. Since
the early 1990s, a number of HCPs from the FSU have either gone through the
laborious process of obtaining equivalent credentials in the US or found
healthcare-related employment. For example, one of the key informants who
participated in this study was a pediatrician in the FSU, and found work as a case
manager at a local mental health agency. Other Russian-speaking HCPs had
decided to pursue a healthcare-related profession after immigrating to the US.

ERS older adults actively sought out Russian-speaking HCPs and,
understandably, were very happy when they found one. Besides not needing an
interpreter, they held the expectation that the provider(s) would understand their
experiences and needs. A key informant who was a Russian-speaking physician

shared the following:
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I'can definitely feel that most Russian patients as soon as they hear

| am Russian, and especially that | studied there, they feel that they

want to come and see me, because they feel that | know the

system, a lot of concepts, health concepts, even certain medicines

not available here, available over there, and many of them order

through their relatives, those type of medicines are shipped here,

because they were taking those medicines for years and then they

are here, many of them ask their family or whatever, to bring them

their medicines, the ones they are used to that are not produced

here. They know that | understand all of that. (key informant-3)

ERS older adults actively referred Russian-speaking HCPs to their family
and friends. A key informant HCP shared the following regarding how her clients
seemed to find her;

Sometimes it is primary doctor refer them to here, sometimes it's

usually, Russians speak a lot between them, sometimes | get a call

from people that | don't know, sometimes they ask me for

consultation just by the phone, sometimes | don’t know how they

find my phone number. (key informant-4)

ERS older adults were grateful to find Russian-speaking HCPs, and they
placed a high level of trust in them. They also held additional expectations for
them. Often, Russian-speaking nurses were expected to come to the aid of
Russian-speaking patients in the hospital, even if the nurse was not assigned to
care for them. Russian-speaking nurses who were interviewed talked about
having been called away from their unit to assist with interpreting or problem
solving with Russian-speaking clients if other staff, such as medical interpreters,
were not available. Russian-speaking patients would make requests of Russian-
speaking nurses such as asking them to talk to the doctor, make phone calls,

obtain information, and in general advocate for them. A Russian-speaking nurses
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talked about the expectations placed upon her and others in her position by
Russian-speaking older adults:

They do sometimes, share with me the things that they do, but |
can’t know how often because maybe they just don’t tell me. Many
times they do, or just a simple question, what are you doing, what is
that there on the table, are you using something else, what have
you done before you came here, and they would tell me. And they
would tell me without fear at least that is how | feel, they trust me
and they also sometimes trust me and hope that | will advocate for
them. For example they would ask me a lot of questions and expect
that | would solve some of their problems at least, or go and talk
with the doctor or make an extra phone call and do something for
them. Advocate, find out more information, or clarify something for
them. They really appreciate it. (key informant-6)

As would be expected, Russian-speaking nurses in the hospital were often
assigned to care for Russian-speaking patients. For the nurse, however, this
sometimes created additional burdens. After these Russian-speaking clients had
been discharged, they would sometimes return to the nurse’s floor to ask her
additional questions regarding managing their health, latching on to the one
contact that could help them navigate through the healthcare system. One
Russian-speaking nurse stated:

Some help just depend on what they need. In hospital work, the

Russian nurse may have Russian people, oh, that's a kind of equal

patience, they have so many questions, some may have so many

questions and sometimes after discharge they can get back on the

floor and ask me what to do, or they have some more questions,

and do they go to doctor office or better to do this or that. Or they

can ask | have some medications at home what do you think about,

should | use it or not to use it, what is your opinion. (key informant-

5)

Even at church, Russian-speaking HCPs were sought out for consultation.

Sometimes they would not have the information needed at that moment, but
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knew the church member was counting on the HCP to follow through with their
request and get them the information. Questions commonly involved issues
related diagnoses, medications and doctors. The‘frequency of requests by
congregational members revealed the unmet need for health information in this
community. Consequently, Russian-speaking HCPs have become 3 vital and
trusted resource for health information within the Slavic community. One nurse
shared the following:

Anything, if they are diagnosed with something new, and they want
more information, they will come up to me and ask: What is this?
What is it called in Russian? For example, (padagra), it was a new
word to me, but it is in Russian, | said | don’t know but | can find
out. I went on the internet | looked it up and it was a problem when
the uric acid builds up, gout, and you develop this very painful
problem for men. And that was their problem, it is easier for me to
find out because | am in the healthcare field and | know English and
Russian. | can go on the internet, | can read about it, or if | know
about it | can just tell them. It is just a consultation and people come
for different problems, like medications. They bring their
medications to church and show me and sometimes ask me what is
all that, what is this for, or what's the better doctor to go to, do you
know a good doctor that | can go to, do you...[etc]” (key informant-
6)

Never Give Qur Mothers Away-- Family

By far the most trusted source of support for the management of chronic
linesses among ERS older adults was the immediate family. For individuals who
experienced the hardships of life in the FSU, and then the adjustments related to
being a newcomer to the US, the family unit often provided the only stability.
Believers (religiozniki) closely followed Biblical precepts that nurture the creation

of a strong family unit including having all of the children God gives you and
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honoring your parents by providing for them in their old age. A caregiver shared

the following about caring for her mother:

It's not hard to do, she's my mom. Maybe if she was a stranger,
things would be different. But she’s my mom, the person who
raised me and brought me up and it's my duty, and children will
never return what they owe their parents. Even if | did everything
for her | could, | won’t be able to return what she gave me. |
understand that and I'm ready that one day my mom will stayin a
bed and won't be able to walk to the toilet. I'm ready to take care of
her. Almost all the Russian population has the mentality that they
have to help their parents when they get old. Of course, not
everyone thinks this way, there are definitely some exceptions. [But
we will] never-never give our mothers away. (caregiver-7)

Although some ERS older adults had younger family members, they were
not close to them, either physically (within living distance) or emotionally. As a
result, some ERS older adults faced an even greater challenge taking care of
routine matters such as doing their grocery shopping, getting to doctor
appointments and filling prescriptions. A key informant (an interpreter) conveyed
this situation well in the following statement:

You see it is a very close knit community, usually they have

someone like family member who speaks English who can

understand and get the medicine for them, but again there are

always those who don’t have anyone; they are really at a

disadvantage. So they don't always take their medicine or know

what it is for. So they get medicines but they really don't understand

how to take them. (key informant-9)
Don’t Need A Lot Of English--Family Caregivers

Each of the ERS older adults interviewed in this study came to the United

States with at least one younger family member. As was the case with one

unmarried ERS older adult, individuals who did not have children of their own,
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arrived with a niece or nephew. In the Slavic community, guidelines regarding
which child should become the ERS older adult’s primary family caregiver are
variable. Although in most cases a daughter became the caregiver, participants
routinely indicated that the choice depended on who was available, who had less
responsibilities in their own lives (for instance, a daughter having three older
children was a better choice than one who had several preschool-age children),
or who was the person with whom the older adult had a close relationship.

Caregivers frequently indicated they felt blessed when they learned they
could be paid to provide care for their older' family member through a state-
administered program program. This program assesses the number of hours of
support an older adult needs to maintain independence in the community; once
this assessment is made, it is possible for the individual to hire a (other than the
older adult’s spouse) to provide this care if s/he so chooses. About this, one
caregiver remarked:

When we came here, that | or my sister can be with our mom and

be paid for doing it. Everything | have to do, | would be doing it [in

the FSU] for free, but here they pay money for it. It's very much

appreciated. It's appreciated by us. (caregiver-5)

This particular program has been of great support, not only for the ERS
older adult but also for the family caregiver. On more than one occasion, | heard
stories regarding the scope of assistance this program provided, going beyond
the help it provided for the older adult. For example, the funding became a

source of income to families in which the family caregiver not only provided

assistance to the older adult, but was also raising several small children at home.
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The role of paid family caregiver role would often shift to the newest family
members arriving from the FSU, until they too became proficient enough in
English to venture out to get employment in the community. One key informant
stated it this way:

[It] is problem for people here to find job because they don’t know

English, so they prefer to work with Russian or they prefer to find a

job that doesn’t need to Iots of English so lots of Russians people

prefer to find this kind of job like caregiver. (key informant-10)

Another key informant, who is an HCP, described the program as a great
benefit for the older adults who needed it. On occasion, this key informant had to
explain to a ERS older adult that s/he was too independent to meet the
program'’s criteria to qualify for a paid caregiver. This was frustrating to the older
adult who wanted to help a family member unable to find employment. This key
informant shared the following:

Sometimes it is a problem, if | start to say true [the truth] to my

clients they don’t like me. And sometimes | have this problem when

| started work here, | had a woman, she was able to do everything

at home but she asked for caregiver and she wanted her daughter-

in-law to be caregiver for her. But when | say her you don't need

this at all because you can do everything yourself at home. She

became very angry because her daughter could not find a job.

Sometimes it's a problem. (key informant-4)

Caregiving Role--Activities Of Daily Living

The support caregivers provided ERS older adults in this study covered a

broad spectrum of activities: making weekly visits to the older adult’'s apartment,

taking them grocery shopping, ensuring their safety while they showered, or

providing total care with the older adult living in their home. One family member
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shared how her level of assistance is was dependent on how her mother was
doing:

Rebently she started feeling worse and when she doesn't sleep at

night she becomes very weak, then | take her to the bathroom in

the wheelchair. | also help her to dress. When she has a good

sleep she can even braid her hair on her own, but when she is

weak, | dress her and braid her hair.

(caregiver-6)

In another situation, both a daughter and an adult granddaughter shared
caregiving responsibilities with their father/grandfather who has end-stage
Parkinson’s disease. Twice a day they provided him with caregiving activities
such as bathing, dressing, oral hygiene and toileting and on occasion gave his
wife some respite to attend church or to take a walk. This support was of great
benefit to his wife, who manages his care on her own the rest of the time.

Another caregiver, who has five small children at home, shared the
challenges of helping her in-laws with aspects of their daily lives, such as
managing the mail and their finances. Most of these activities are second nature
to most adulits but became overwhelming at times for the ERS older adult
newcomers. This daughter-in-law shared that not only did she help her in-laws
with their mail, their banking, and clinic visits, she also provided an immense
amount of emotional support. She recognized that a big part of her role was to
intervene and de-escalate situations to avoid a mess:

He shouldn't get nervous or emotional, but he wasn't prescribed

medication for it. You see, he can’t take any medication. As soon

as he gets a letter from welfare or SSI, right away he becomes

hysterical. He right away calls me, “| got a letter, look, it's from
welfare. It's in Russian and English”. It seems that he doesn’t
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understand either Russian or English. His hands become shaky
and | come and start reading and explaining. There are insurance
companies and they send invoices for what they paid for, and it's
written [what he owes]. He gets it, and he becomes hysterical. Its
says 700 dollars, but it's not a bill. | go and | explain. It’s even
written in Russian. | feel that his and [my mother-in-law's] mind
shuts down and they're in hysterics, and their eyes become
frightened. | start calming them down and bringing their minds
back. It happens often; he takes a pen and can’t sign. He asks me
to do it. In the bank, he can’t do even such small things: he can't
sign, concentrate and becomes ineffective. Well, | don't take [my
mother-in-law] with me at all, because she loses her memory. She
started getting awful problems. All the time she forgets if she
received money or not. Then we have trips to the bank, then to SSI,
then to the bank. It's just awful. Once a week. Say, | take them to
the clinic and they get prescribed something. | go and get it,
because things can get messed up. These kinds of problems. We
buy what they need or take them. It's not only about purchases,
many other things too. | tell them that it's written in Russian there,
but they are like helpless children. (caregiver-4)

Caregiving Role--Symptom Management

In addition to routine daily care, the management of various symptoms
and conditions became part of the caregiving role. One caregiver shared her
creative approaches to working with her mother who had dementia (Alzheimer’s
type) and problems with constipation. Communication with individuals who suffer
from Alzheimer's disease is challenging, as they gradually become unable to
process rational thought. Consequently, presenting the logic for taking a daily
walk to prevent constipation is no longer effective. This caregiver found
alternative methods to encourage her mother to be active, such as encouraging
her to walk outéide to look at the flowers or encouraging her to show visiting

grandchildren birds and squirrels outside. In addition to promoting bowel
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regularity, these methods had a secondary benefit of keeping her mother active.
The caregiver shared the following:

She doesn’t move and she gets problems, constipation. If she has
constipation she tries to take pills, but they cause an allergy on her
arms (hands) and legs. Then again | take her to the doctor, they
prescribe medications for allergies, sometimes it helps, but
sometimes nothing helps. They prescribe different crémes and
ointments. That's why | have a different opinion, because as much
as | ask her to walk, she says My legs hurt”. | tell her “Mom,
tomorrow they'll hurt more.” | understand that she’s old enough, but
still, if she moves | see improvements. If she has constipation she
has to use popular medicine (narodnaya meditsina). | read in the
book that if there are problems, one must add a tablespoon of ...
and a spoon of salt in 2.5 liters of water and drink it. And it goes
away. But she’s old and it's understandable that the colon doesn't
work very well. Sometimes | find a way to get her to walk around.
She likes flowers and she says sometimes “Bring flowers to the
bedroom.” | tell her “It's better if you go outside to the flowers.”
Then she walks. Or if they bring the grandchildren, | tell her, “‘Mom,
walk around with them, show them a squirrel, a bird.” Her whole life
the doctors have been her best friends. She trusts them, but |
convince her sometimes, but she doesn’t want to treat constipation
without pills. | tell her to have more tea and Juice. (caregiver-5)

Another caregiver, in managing her mother's hypertension, talked about
how she blended what the doctor had prescribed with what natural remedies she
believed would work better:

If we measure and she has high blood pressure, then she takes it
[prescribed medication]. But | try to make for her a salad with beets
and hawthorn. I'm so thankful to God that he gave such a power to
plants, because | can’'t even imagine what would happen.
(caregiver-3)

Sometimes the church will help, if they don’t have a large family
network then they usually have, maybe they have a daughter or
son who they live with but they maybe working and have their
family, kids and they are really busy and so they just do the
minimum for their parents, and not really support them as much as
they need. (key informant-6)
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Explanations provided by family members or other parties were helpful for
older adults taking prescribed medications; however, relief was still attributed to
self-care methods such as a hot cup of tea:

She [the doctor] told me that | must take aspirin and other pills for

the heart. My son-in-law told me [about the information that came

with the pills], he understands English. If when [ go to bed | feel a

heart pain | do take aspirin and a heart pill, I mainly use the tea and

it gives me relief. (older adult-7)

Caregiver Strain

Although family caregivers stated they were happy to care for their older
family members, they also saw it as a challenge. Interview data revealed that
caregiving strain was similar to that reported in the scientific literature which
defines it as substantial physical or mental exertion required of, and the resulting
stress experienced by, persons providing care for chronically ill individuals (Hunt,
2003).

Caregiver strain is seen in the following vignettes by a woman in her 60s
who is caring for her mother who has memory impairment. The mother is in her
80s and lives with the daughter and her husband. The first vignette illustrates
how Alzheimer's disease affects the perception of reality and the need for the
daughter to constantly reassure her mother that she is not alone. The second
vignette reveals the strain associated with needing to be vigilant regarding her

mother's safety and the frustration of not being able to leave her alone for even

10 minutes:
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I do, because | take care of her, they [the COPES program] give
me an hour and half only [per day]. Most of all I'm afraid of
Alzheimer's disease. Today | did some laundry. | went outside and
she [my mother] told me “| didn’t sleep for two days.” | told her
“Mom, | woke up several times and you were sleeping.” [She then
said], “I was waiting for you until two in the morning.” [I replied],
‘why did you wait?” We were at the meeting, then we came on time
and my daughter lives here and we went, we just dropped by, my
grandson had his birthday. We wished him happy birthday and
came back home at 9:45. [My mother said], “l was waiting for you
until two in the morning.” | said “No, we were at home. We came
home and you were sleeping.” [She said], “I thought you weren't at
home.” Memory problems, I'm afraid. | don't know how to prevent it.
Sometimes she’s o.k. but today she is... | told her “Mom, we were
at home. We weren't anywhere.”(caregiver-8)

Well, [ feel the responsibility. Of course she doesn't listen to me

very much. She listens to the doctor. I'm not an authority for her.

She goes to church twice a week to socialize. Once | took her back

home from a meeting and locked her in. “Mom, stay at home, I'll [be

gone] just for ten minutes.” [When |-came back] the microwave

was already on. These are the worries | have for her safety.

Generally speaking | can't predict what she can do. The only thing

I'm worrying about is her memory loss. She comes and says “Did |

eat today or not?” | say “Yes, but it was some time ago, it's time

again.” (caregiver-8)

To be a paid caregiver, the state-administered program requires that
potential caregivers receive 16 hours of initial training and 10 additional hours
each year of continuing education. However, from the foregoing it appeared that
additional resources, such as educational materials and support groups for
caregivers, would be helpful in reducing the strain associated with managing
chronic conditions like Alzheimer's disease.

Caregiving strain is often the result of trying to balance one’s own life with

the demands of caregiving. In this excerpt, a daughter expressed her feelings of
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helplessness as she tried to balance her caregiving responsibilities with her own
needs:

If my mother is ill, it's hard for me too. If she doesn’t sleep for the
whole night and she’s weak, | also feel uncomfortable. | want to
help but there’s no way to help even if | try. Maybe my mom gets
offended sometimes. | have my own life. | may go to the store and
won'’t be with her for some time. | have my own things | have to
take care of or f want to go to church, but my mom thinks that I'm
not there with her for a long time. Because of it sometimes we... I'm
not there for 2 hours but she thinks that it's a long time. Yes, but |
deal with it, | cook, it's all natural for me. (caregiver-6)

Caregiver strain associated with the logistics of getting the ERS older
adult to medical appointments appeared even more daunting when newcomers
recalled how doctors routinely made home visits in the FSU:

Doctor wants her to go more often, but it's hard for her. In Russia

the elderly are better provided with doctors who visit them at home.

We called them to our home. Here it's hard for her to get into the

car and when she gets an appointment she doesn’t sleep that night,

she worries. (caregiver-2)

Slava Bogu! --God and Church

A defining characteristic of this group of newcomers from the FSU is their
trust and faith in God and their church community. During a lifetime of living in an
environment characterized by instability, their religious beliefs provided a thread
of stability. When there was little else around them that they could trust, their life
focused on trusting in God. Their life experiences were viewed through this lens,
which included their health and healthcare encounters. ERS older adults
experienced the American healthcare system as extremely challenging, providing

different methods of treatment and medications than they were use to as well as
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different philosophies of care. One ERS older adult put it this way: “Well, | trust
God, I don't trust myself. Today | breathe and tomorrow | might not be alive. [ try
to live according to the Word of God but not according to the rules made up by
people” (older adult-7). |

Most participants found comfort in their faith, as it helped them cope with
their new life in the United States. There are more than 13 Slavic churches in the
local area. “We have people from everywhere [in our congregation]. There are
some Ukrainian churches here [name of town], but our church is a good mix. We
have people from all Soviet Union” (key informant-7). What binds them together
are common historical, political and economic experiences, as well as a common
language, healthcare system and experience of being a newcomer. | noted
several times in field notes made following church services that comments were
often made about the collective experience of immigrating to the US, and it was
stated in such a way that it was regarded as a frame of reference they all had in
common.

Even when ERS older adults could no longer attend church, they found
ways to continue their worship:

She doesn't go [to church] anymore. Here we have a Russian radio

station and we pay twenty dollars for it. It's her spiritual food. There

is very good preaching on this station. Radio “Hope” is from

Sacramento. Also she likes to sing, she has a beautiful voice. She

spends her day this way. She reads the Bible a little bit; she can’t

read a lot, because her eyesight is poor. She has the Gospel on

tapes. She listens to it and then sings from the collection of spiritual
songs. When | have time we sing together. (caregiver-6)
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During data collection, | frequently attended a Slavic Baptist church. As is
often the case in many American churches, there were designated times for
prayer requests. One kind of prayer request related to health concerns. During
the service young children were seen quietly going up to the pastor and handing
him small pieces of paper. It was from these small pieces of paper that prayer
requests were presented. At this church, the pastor read the prayer requests at
the end of the service, and prayed with the congregation regarding the petitions
made. A key informant who is a pastor of a large Slavic church shared his
experience about the role of the church as it relates to health:

We believe that bible prescribes use of medicine with prayer. One

is not excluding the other. And | believe that there is pretty big

evidence in the bible for that. So we do pray, for those who are

sick, but we do believe that God gave wisdom to doctors who are

studying or suppose to study that subject and come up with to the

best of their knowledge some kind of care or advice or treatment.

(key informant-7)

During every interview, some reference was made to the role of religious
beliefs in the management of chronic illnesses among ERS older adults:

[Some people like to take] herbs, tea, natural things, and some

[people] not care for anything, thinking some day God take me, |

must be ready, | am finish. | enjoy food, | enjoy church, [and]

everything [wil] be alright” (key informant-8).

Fasting was another activity practiced by this religious group. Fasting has
a long history in Russia, with the primary goal of taming the flesh (Heretz, 1997).

In contrast to the Russian Orthodox religion, which has designated days of

fasting, this group self-selects when and for how long they will fast. Most fast one
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day a week, such as on Fridays or Saturdays, or the day before communion
Sunday. However, during the interviews, some ERS older adults reported fasting
two or three times a week; on those days, they did not take food, drink or
medication. For some ERS older adults, this level of fasting could create or
exacerbate health problems. Although fasting more than twice a week and not
taking medications and fluids was an infrequent finding, HCPs should still be
cognizant of this practice when working with this population. A key informant
who is a pastor provided his perspective about the practice of fasting:

So concerning fasting we don't have rules, each individual

according to their own needs to their own prayer life they choose

that they how they and when they do it. | never heard any problems

with medications that somebody is not taking medication during

their fast. | assume that they are taking their medication; | just have

no knowledge about that. (key informant-7)

Prior to the data collection process I'expected to see many examples of
the role of religion in the everyday life of this population. However, beginning with
the first encounters with the ERS older adults, | discovered that practicing their
faith was their life. The following is an excerpt from my field notes from that first
day in August, 2004:

In the first 10 minutes of the citizenship class, we were working on

introductions and students were signing the check-in sheet. All of a

sudden there was a moment when the entire class stood up and an

older gentleman began to pray with verbal utterances by other
participants. Everyone appeared to know that this was a usual
occurrence and the same thing occurred at the end of the class

before we left. Words | recognized in the closing prayer were
“Catherine” and ‘Amen’ (Amin).
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During every interview with ERS older adults and caregivers, before we
ate or drank anything, there was a time of prayer. And before my research
assistant and | left the home, another prayer was given. In addition, all prayers
were spoken while standing up and were led by a man in the group, if one was
present. On occasion | was asked if | was a believer, and although not as
conservative as this particular group appeared to be, | was able to answer that |
was a Christian. Disclosure of my beliefs seemed to help to establish rapport and
the ability to obtain rich data. On a few occasions when no man was present, |
was asked to lead the prayer at the end of class or prior to eating.

Every belief system includes beliefs or behaviors that do not always
service the community’s best interest, and in this study, two such issues were:
the stigma surrounding mental iliness and a lack of privacy. In some church
communities, mental iliness is perceived as the work of Satan, rather than as a
biochemical imbalance or disease. Although this belief was not prevalent in all of
the churches in the Slavic community, a mental illness diagnosis could present
challenges such as acceptance of the diagnosis and/or treatment adherence.
These challenges should not be unexpected, given their distrust of US
medications and the long history of “political abuse of psychiatry” in the FSU
(Fireside, 1979, p.1). A key informant who worked in mental health shared the
following about the church and mental health:

Sometimes [the church is a good support system for people],

sometimes not. It depends on the client...it's not helpful if person

have real mental problem. Like schizophrenia, because lots of
these people still think this problem comes from devil. So usually
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people have depression then it [the church] is good for them,
because they can talk with other people when they attend church.
But if client have a different, some strange behavior it is no good to

go to the church. Usually it is not supportive of them. (key
informant-4)

Issues related to privacy were also of concern. Because the church is a
trusted environment, it was not unusual for significant personal information to be
shared among the congregation. This became an issue at times for interpreters if
they attended the same church as the people they had been translating for.
Some HCPs assisted many people from the same congregation, and clients saw
each other in waiting rooms knowing they were seeing the same provider. Due to
prior concerns about trust discussed earlier in this chapter, HCPs, particularly
Russian-speaking ones, needed to be extra vigilant about privacy issues. A key
informant who is a pastor stated it this way:

When people are more involved into lives of each other you
become more vulnerable so you are open more, and it is easier to
take advantage when you are community oriented. Like people
tend to know everything about everyone, like in American churches
they’re more individualistic, it's my little world and it's not your
business. It creates problem of kind of isolation, but when you are
opening up yourself that's good because you are breaking up those
walls, but you create another problem which actually depends on
the level of spiritual growth, how mature people are. (key informant-
7)

I have right now more than ten clients who [have been] client here
for very long time, and all of them came long time ago, and they all
know each other and they all know who is my client, but they don'’t
say to each other they come here, and sometimes | have a problem
usually I try to not have clients see each other, but one client see
another woman she goes to different church and | don’t know how
they know each other but one client say me why you see [name of
woman]... | say excuse me | did not know, so sometimes it is a
problem for me to.” (key informant-4)
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In addition to providing shared faith and community cohesion, the church
was another source of healthcare information and support. Because the church
was such a trusted environment, individuals risked obtaining inaccurate or
potehtially harmful advice or remedies, because they often did not question the
advice they received. This could potentially. put them at risk, for example, a
remedy interacting badly with a prescribed medication or not seeking medical
advice for symptoms that should prompt such action. A key informant who
became a nurse in the US, shared her experience of wanting to trust the
assistance given by a church member but realized it conflicted with her
knowledge of healthcare. She determined that what the woman offered in the
way of a therapeutic massage was not something she wanted to use but
observed the woman’s activities and those who sought her out for assistance:

| have one woman, | have to admit | was not feeling well, she say, "I
can massage your tummy and help you with your ... she was so
kind of persistent asking for it. And after the first session, when she
just does the massage, and everything, she was giving me an
explanation what she is doing and how it is working in the body
system. As a nurse | knew this was absolutely unlogical and
unreasonable. But she was talking and talking, talking and talking
and of course | haven't gone anymore because | say to her that |
am sorry but | absolutely have no time and thank you so much, but
| cannot do it. But | can see many women in church who staying
next to her after church just trying to get her help and they believe
this is helpful and she helping many many people, and she herself
helpful, very kind of everyone need her. And she is happy from
what she is doing. It's not harmful; it's not helpful of course. So she
talk about some kinds of cancer that can be treated ...so it is kind of
illogical but that is what it is. And some people believe. The way
she sounds, she sounds so, she believes in what she is doing...
Some abdominal massage may help with constipation, circulation,
she is very gentle, she does just circulating motions. And of course
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there is no harm because if someone has acute pain they will go to
emergency room, they have no time to think about anyone else.
Because pain will push them to go to emergency room and look for
help. And they just do it because it may be helpful they just go and
they have no harm because there is no possibility to do something
wrong it is just massage. (key informant-5)

Healthcare Providers In The Former Soviet Union

Several ERS older adults in the study continued to contact their doctors in
the FSU to seek help with their iliness. The need for information, confirmation,
and support was so great that they sought comfort by calling a former physician.
None of these participants indicated whether or not the FSU provider agreed or
disagreed with diagnoses and treatments offered to them in the US. Most made
reference to calling the providers as a way of gaining reassurance. An older
gentleman shared the following excerpt with me:

Doctors told me that | have a narrow vessel. When | got a bad cold

it becomes narrower and when the weather changes it always hurts

me. But you know, in Ukraine we never treated it and just let it hurt.

We were using popular medicine (narodnaya meditsina). Diet,

herbs, when | take them | am more assured. If it really hurts | take

them once and the pain goes away. But a Ukrainian doctor told me

not to let the heart hurt. He is a very good doctor of ours. We call

him for advice even now. (older aduilt-3)

In summary, ERS older adults had a circle of individuals and groups that
they trusted: immediate family members, Russian-speaking neighbors and
HCPs, their church congregation, and contacts in the FSU (primarily former
physicians). This circle varied for each individual and family. ERS older adults

were bound together by several collective experiences and values that most

cases provided a supportive network. For those who did not have supportive
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families, the church seemed to help pick up the slack, and the increasing
presence of Russian-speaking HCPs, living environments and businesses

provided a buffer for the difficult experience of managing illness after relocation.

Being on Guard

Throughout data collection there was an underlying palpable theme in
which ERS older adults appeared to guard what they said; sometimes it included
a subtle withdrawal such as stepping back, turning away, or shutting down. The
response to the experiences of not being heard resulted in the older adults being
on guard to outsiders in generai and HCPs more specifically. Guarding what they
said is not surprising, considering the historical experiences shared by the study
participants. Their survival during the Soviet regime required that, out of
necessity, they be on guard in both their public and private lives.

Being on guard is a layer of protection implemented as a result of a real or
perceived threat. Two factors are thought to potentially influence an individual’s
willingness to disclose information about themselves to others: culture and
demographics (Barry, 2003). Many cultures have norms regarding the amount,
content, and type of disclosure in addition to differences between genders and
one's age (Barry, 2003). For the ERS older adult, the need to be on guard
appears to be related to generalized concerns of self-disclosure to anyone in
addition to disclosing information that might result in the loss of privacy, benefits,

or citizenship.
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In October 2004, | made a field note about a conversation | had with my
research assistant that illustrated poignantly the concept of being on guard as a
part of everyone’s life in the FSU. At one point during our conversation, as we
were talking about what life was like in the FSU, | shared that in addition to
reading several books about the subject, | had been watching films as well. |
talked to her about a film | felt gave me some insights into what life was like
under Stalin.

The film is called The Inner Circle and is based on a true account of lvan
Sanshin, a film projectionist who worked for Stalin. At one point in the movie, the
projectionist lvan was sitting in his own private apartment somewhere in Moscow,
talking with his teenage foster child. He had not seen her for several years, and
they were catching up with one another over a cup of tea. While they are talking,
his tea cup left a watermark on the newspaper sitting on the kitchen table. It was
soon noted by both that the watermark was made on a newsprint photograph of
Stalin. There was a moment of silence during which they both saw the watermark
on Stalin’s photograph and looked at each other. After a pause, his foster child
said, “That's ok, | won't tell anyone” implying that defaming Stalin in any manner
was cause for continued fear. This single scene in the film is powerful in its
ability to portray the real fear that existed about something that appeared to be
$0 benign occurring in a private apartment (Konchalovsky & Usov, 1991).

As | shared my thoughts about the film, my research assistant confirmed

that this was indeed how life was in the FSU. She shared that people often said,
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‘Walls can hear!” She further elaborated that this suspicion occurred even within
families, “that not even a brother could be trusted; in fact, no one could be
trusted.” She added that “even in the privacy of the marriage bed, people always
knew that whatever may be said could be heard and reported to the authorities”
(key informant-6).

Guarded Related To Lanquage

Fortu'nately all ERS older adult newcomers speak the Russian language,
although not by choice. It came as a result of the Soviet government enforcing
the Russian language as the official language of the country. However, this policy
did make it possible for older adults from the FSU to communicate with each
other regardless of which republic they lived in. The inability to communicate in
English, however, has produced a form of being on guard.

ERS older adults are only too aware that they lack the ability to express
themselves using English, and are embarrassed when their attempts are not
what they had hoped. In the citizenship classes, | had to do a lot of encouraging
to get them to speak any English words. As the instructor, they saw me as a
person having authority; and to decrease their anxiety, | would use what little
Russian | knew to share that we would need to help each other. | made it a point
to practice Russian and to seek out their expertise in pronunciation, spelling and
meanings of various words. After several months as my Russian improved, their

English had improved and the anxiety of speaking had decreased.
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In general, inability to speak English restricted and suppressed the flow
and content of communication due to fear of not being fully understood or being
misunderstood. Chapter | addressed some of the issues surrounding the need to
use an interpreter for healthcare activities and how that often made ERS older
adults uncomfortable. In everyday life, however, the frustration of even simple
conversation would result in them becoming guarded. Often when an older adult
in a citizenship class or potluck wanted to talk with me and an interpreter was not
available, you could visually observe the individual éhut down when s/he reached
their limit of English words with which to share their thoughts. Sometimes an
older adult would make a simple statement in English but was unable to
elaborate further. Then they would shake their head, smile, signaling the end of
the interaction. You could see in their face that they were frustrated at not being
able to tell me anything more.

The difficulty of expressing themselves in English could be interpreted as
an aspect of the language barrier. However, not being able to speak freely needs
to be placed within a broader context whereby not being able to speak the
language of the majority silences one’s voice both on an individual and collective
level. |

Guarded Related To Fear

During a conversation with an ERS older adult participant, the woman
began to share her observations about the local neighborhood and the US, some

of which was negative. Then in mid-sentence, she stopped and said, “Oh | have
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said too much.” It appeared that she had become self-conscience for having
said something negative about the US to an American. After the interview and
over tea, this woman shared how nervous she had been about having me come
to her apartment. A friend had told her | was a nice lady who just wanted to talk
with her, and the interview was set up by my research assistant. The participant
stated that she did not know why an American would be interested in talking with
her about her health, and she was concerned about what | was going to do with
the information.

During the recruitment process, it became apparent that these newcomers
from the FSU were hesitant or even fearful about communicating freely with an
outsider. One ERS older adult who had been a student in my citizenship class for
4 months agreed to participate in the study, and an appointment had been set
up. She had an elementary knowledge of English and often served as a resource
for me to help explain a concept related to American history or government. She
often brought me food she had made and had given me an apron she made for
me. We talked about God, church and prayer. Our visits each week were
pleasant, and we appeared to have established a level of trust and rapport.

We had scheduled the interview to take place one afternoon after our
citizenship class at the iow—income retirement building. During the class she was
quiet and withdrawn, which was atypical for her. | asked if she was feeling all
right, and she stated, “Yes.” We went upstairs and sat down in the library for the

interview, where she continued to look pale and apprehensive. | asked my
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research assistant to explain that we could reschedule or even cancel the
~ interview if she would like and that would be fine. The older adult said that it was
all right to continue; however, as we explained the consent form, she continued
to look very apprehensive. Again, | said that it would be fine if she would rather
not participate, reassuring her that it would not impact our friendship or her
participation in the class; and we began to put our materials together to leave.
Slowly, she shared her concern, which was related to what | was going to do with
the information from the interview, the consent form and the tape recording. She
went on to share that recently her church they had shown a video from a sister
church in another state. The video was about a microchip being implanted into
humans to track Medicaid clients. For the people in her church, it was a sign of
the beast (or antichrist). Most Evangelical Christians believe that we are entering
the end times as foretold in Revelation, the last book of the Bible. In Revelation
chapter 13, Verses 16-18, it says, “And the beast [a powerful leader] will force
everyone to receive a mark on or in their right hand or forehead, and that no one
would be able to buy or sell unless they had the mark” (Society, 1995). Followers
of the antichrist are required to accept this mark, and this woman'’s church
believed the biochip or microchip to be this mark. This technology and their belief
about how the government could potentially use it reinforced this group’s need to
be guarded about what information they gi\)e to outsiders.

As a result of this concern, any and all activity that may be related to a

government agency is suspect, and they are genuinely fearful. This was yet
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another example of how difficulties with recruitment in this study may have been
related to the official appearance or language contained in my flyers, brochures
and the official consent forms. One or more of these documents raised a concern
for them as to who | was, who | was representing and what | was going to do with
the information obtained.

Believers And Nonbelievers

For the Evangelical Christian from the FSU, the distinction between
believers and nonbelievers is a carryover from the FSU, and nonbelievers are not
to be trusted. Appearance frequently distinguishes Slavic believers from
nonbelievers. Before words are spoken, one could often determine whether or
not a person is a Russian-speaking believer (religiozniki). This distinction
provides an initial method for believers (religiozniki) to determine whether or not
an individual is safe to communicate with. Female believers (religiozniki) always
wear a skirt; do not wear make-up, nail polish or jewelry, except for a watch and
wedding ring if married; and many married women wear a scarf on their head.
While sitting in church once, my research assistant commented about a middle-
aged woman sitting in front of us: “She must be visiting someone here.” | asked,
“How do you know this?” And she replied, “She does not have her head
covered.” It was understood that except for very young women, a woman should
have her head covered when in church.

In the Slavic community, appearance is an essential tool in differentiating

a believer (religiozniki) from the nonbeliever. The importance of this distinction
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becomes clearer after talking with a Russian-speaking key informant who is not a
believer (religiozniki). She works as a mental health case manager, and because
she is currently the only staff member of this particular agency that is fluent in
Russian, all of the Russian-speaking clients are assigned to her. She shared that
not being a believer (religiozniki) created some barriers for her initially in her work
with believer clients.

Based on my experience with the local, Russian-speaking community, |
knew from her appearance that she was not a believer (religiozniki). She had
acrylic painted fingernails, and wore makeup, a bright necklace, earrings and
pants. ERS older adults guarded what they said to her, because from her
appearance she obviously had different religious and cultural beliefs. Her
appearance suggested to them that she could not be trusted, especially since
they were addressing mental health issues, which was already difficult for them.
The key informant believed that believers (religiozniki) had strange ideas about
things, that she did not always understand their thinking, and preferred not to talk
about religious things with them. Before she could begin to develop a relationship
with them---a necessity if she was going to be able to help them—she needed to
overcome the initial barrier of her appearance:

Usually | prefer don’t discuss this with my clients this [religion].

Sometimes elderly people like to say me something [about religion],

| just hear them and that's all. Sometimes they use to see me and

they look, but [the] first time they [see me they] started to say me,

“You can’'t use make-up, you can’t use pants”. | wear pants very

often. But when they start talking to me [about religious things], in
the past | have some clients who talk to me about this: | say, “l
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don’t discuss your clothes or your religion, so don't discuss with
me”. (key informant-4)

During the data collection process, therefore, | needed to be alert, not only
to establishing trust, but to issues that would result in the participants feeling the
need to be on guard. For instance, whenever | met with participants or thought |
might be seen by ERS individuals, | dressed more conservatively. As mentioned
in Chapter lll, I did not use nail polish: wore a skirt, small post earrings, my
wedding ring and watch; and used minimal-to-no makeup. Also, in church, |
always covered my head. Doing so allowed me to be seen as more
approachable and communicated that | was aware of their customs and
respected them. The establishment of trust and the flow and content of our
communications may well have been hindered had | not demonstrated this
cultural awareness.

Humans continually assess the environment for potential threats to their
safety. Culturally we develop criteria whereby we initially identify those we
perceive to be a potential threat. Of course, when making visual generalizations
about others different from ourselves, we risk discriminating against them. The
Slavic community is no different. Believers (religiozniki) have spent their entire
lives being suspicious of nonbelievers and determining who is safe to trust. They
have brought these suspicions with them, and their concerns about who to trust
continue. As a result, they find themselves being on guard about what they say to

others.
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US Healthcare Providers

Being on guard was seen in practical ways during the interviews and
discussions related to communication with HCPs. Unless the provider made a
concerted effort to acquire information from the client about themselves or their
health-related behaviors, the client did not provide such information. A key
informant shared that Russian-speaking clients “don’t always let the providers
know about things that they do. That includes not only this [not taking prescribed
medications] but other things like again, herbs, using herbal products, and herbal
teas” (key informant-6). In reference to sharing with their doctors, many ERS
older adults would say, “If they ask, | will tell them, but if they don’t ask then |
won't”. They believe that if they are asked something, they cannot tell a lie. But
they feel equally as strong about not offering information. This was particularly
true if they were not adhering to a recommendation prescribed by the provider.
They feared disappointing someone in authority as well as the ramifications they
perceived would come from not following the recommendation, such as losing
their benefits or the provider refusing to continue to care for them. In contrast, if
they felt they were not being respected by their HCP, then to protect themselves,
they would be guarded in their communications:

In general, everybody wants to be understood, and everybody

wants to be respected and if you don’t understand their values and

their belief system, you might offend them and they won't open up
to you. (key informant-9) '
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Mental Health Issues

The interview with the mental health case manager provided rich insights
into this population regarding mental health issues. In addition to the historical
abuses in the field of psychiatry in the FSU, mental health problems come with a
stigma, because the cause is often perceived to be the work of Satan (Fireside,
1979; Podrabinek, 1980). In addition, those who are mentally ill may behave
differently, bringing attention to themselves and those around them. In the FSU,
bringing attention to yourself or others by behaving strangely was to be avoided:
it could lead to being identified as someone who has psychiatric problems; and
the ramifications of being placed in psychiatric care was hazardous, not only to
the individual who may need help, but at times to his/her family:

My problem comes from Soviet Union. Because lots people in
Russia think that if a person have a mental problem he’s crazy. So |
have to explain everyday to my clients, it doesn’t mean that you
crazy, if you have depression. It doesn’t mean crazy, sometimes |
have to say him, some people who are really mentally ill, [and] they
are very smart people. | have one very funny woman, she is elderly,
she is more than 70, she always, when | was at her home, and |
talk her about her appointment and she put the date of this
appointment, appointment is DD. | asked her what is DD, she say in
Russian but it means its “crazy house” (dom dushuvnaya). | was so
shocked. She was full of sense of humor but she always says me
from crazy house. Lots of people think the same way, and so its
problem working with Russian(s] and Ukrainian[s], some of them
doesn't want to say about this problem [mental health] because
they have a fear everybody will think about them [that] they are
crazy. So it's main problem sometimes the people.

The second problem for me, sometimes they say [to] me about their
[mental health] problem but they don't want to say to their doctor
about this problem. So usually | prefer to go with my client for
appointment and usually | interpret for them myself and sometimes
| speak during appointment much more than my client. Because
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they told me, and sometimes they say me don't say about this to
the doctor. You can't understand me, so | [say] you have to see a
doctor if you don’t want to say him about problem, but it is still a
problem for me. So usually | go with client for interpretation.
[Because sometimes when they see the doctor and they get an
interpreter they don’t know] they don’t want to say about all
problems, especially if it is mental problem or if they have so
special problems they prefer don’t say about this. (key informant-4)

ERS older adults are fearful of any suggestion that they may have
mental health problems, because of how such problems were addressed
in the FSU and a lack of knowledge about how such problems are
addressed in the US. Mental health issues were never mentioned in any of
the ERS older adults. The literature reveals, however, that these adults
may well be susceptible to depression from the difficulties they
experienced while in the FSU and from the process of immigrating to the
US (Aroian & Norris, 2002; Gutkovich et al., 1999) . This ethnic community
generally was not familiar with the term “depression” or the symptoms.
Symptoms that would generally point to depression in the US would be
referred to by this community as nostalgia for the past (nostalgiya
proshlomu). The following excerpt is from a daughter who shared about
her mother and her nostalgia for the past:

She misses her city, she remember its streets. We have a tape of

our city, it's a video tape. My mom watches it often. She

remembers. Often she talks about her life, she remembers many
stories, and I've heard them many times. She has to express
herself somehow. It's important for her when someone listens to
her and also visits her. My mom tells everyone, well her children,
grandchildren and it's very important for her. And maybe it's

important for us too, because passes from one generation into
another. We get together if there’s someone’s anniversary. All the

191
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relatives get together, all generations, and sometimes only our

generation of sisters and our husbands get together to socialize.

And my mom is the head of the family. (caregiver-6)

Depression expressed as nostalgia for the past was mentioned by, not
surprisingly, by only a few family caregivers, based on what is known regarding
the negative attributions associated with mental health diagnoses. The mental
health disorder most likely to affect ERS older adults seemed to be depression.
In some cases, the diagnosis even appeared to have been recognized, as
several participants talked about gathering and taking St. John’s Wort. However,
none discussed using it for its reported anti-depressant properties.

A few participants made reference to changes in memory. ERS older
adults usually discussed memory problems in reference to learning English and
studying for the citizenship exam. One older adult‘showed me a prescription
bottle of Aricept, her doctor had given to her to reportedly to help her with her
memory as she studied for the exam.

Still other memory problems were mentioned by caregivers who were
seeing signs of dementia, often related to the onset of Alzheimer's disease.
Those that mentioned seeing this change in mental capacity in their family
member did not appear apprehensive about talking about the problem; on the
contrary, they saw it as another elderly disease. It is not clear from the data why
Alzheimer's disease was viewed as an acceptable (i.e., not a work of Satan)

diagnosis and depression is not. Perhaps the quality and quantity of information

available to the public about this disease has influenced its acceptance, or, unlike
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depression, it most often afflicts older adults. Depression is not specifically age-
related and can have variations in its cause and expression, making it more
difficult to understand and accept.

Although never mentioned during the interviews, one diagnosis that |
suspect was present within this particular cohort of older adults was Post-
Traumatic Stress Disorder (PTSD). One day | noted in my field note a reaction by
an older gentleman that upon further observations and reflection might have
been an aspect of hypervigilance associated with PTSD. In November 2004, 1
began visiting the low-income retirement building where many older Russian-
speaking individuals lived. A Russian-speaking interpreter was there for 2 hours
on Tuesdays to facilitate social activities for the group. One Tuesday while sitting
at a table, | shared that | ‘had been to Russia a few times, and the interpreter
translated this to the group. At the same time, a woman reached over and tried
to pull a small thread that was hanging from the back of the cap her husband was
wearing. Suddenly, he turned around abruptly and snapped at her, saying
something in Russian. | whispered to the interpreter, what did he say? She said,
‘He asked her what she was doing.” Then the interpreter said quietly to me that
this gentleman is very sensitive, and further added that, “He had spent a long
time in prison for his faith, and sometimes they get that way.”

While one should be careful not to make a diagnosis from such
observations, it would be equally important not to ignore the possibility that the

individual may have PTSD. The Russian-speaking man described was observed
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as having at least five of the eight symptoms commonly found with this diagnosis
(Boehnlein, 2005). Interestingly, aside from some pharmaceuticals that have
been known to assist in the treatment of PTSD, the most essential
psychotherapeutic intervention to be used is the establishment of trust and
psychotherapy which presents additional issues for this particular cohort from the
FSU (Boehnlein, 2005).

Guarding Comes from Not Knowing

Frequently, being on guard was actually a way to protect themselves from
feeling powerless and lacking information. Putting up their guard was often a
result of not knowing the language or not having knowledge and access to
resources to adequately advocate for themselves. They lacked knowledge about
how the U.S. healthcare system works, and there are no instruction booklets in
Russian that explain what works, what does not work, and how to navigate this
system. This information is often shared even among Americans as oral history.

ERS older adults were familiar with the Soviet healthcare system and
have found that the same methods do not work for them in the US. For instance,
one method for obtaining services in the Soviet system was bribery; another was
using connections (i.e., contacting who you knew that had power or authority). A
HCP once exclaimed that her Russian-speaking clients were always bringing
gifts in hopes of being allowed a longer office visit or, when the office was no

longer accepting new clients, have a friend be seen.
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Not understanding the American healthcare system has left many ERS
older adults with the impression that if they have an appointment to see the
doctor in the future, and then they must deal with health issues on their own until
their next appointment. The healthcare system, then, assumes that the individual
knows when to call the doctor or go to the emergency room. This assumption is a
problem for many Americans and an even greater one for newcomers who have
survived by using a different system of healthcare. One older adult said, “The
doctor will set an appointment. If something happens, | use our popular medicine
(narodnaya meditsina)” (older adult-1). The healthcare system has not supplied
the information these individuals need to comfortably interact with the system.
The result is that the system has created an environment in which between
appointments ERS older adults do not feel free to talk with their provider and
express their concerns. In addition, they do not always trust the provider's
recommendations. As stated earlier, many believe their concerns are not heard
and all they can expect from the provider is another medication. So they do what
they know and talk to those they know and trust to manage ongoing concerns
with their chronic iliness. This point was explored further by a key informant;

Sometimes they just wait and see if the problem will get better on

its own or they might start using some herbs or use a medication

that they use to use in Russia or wherever they come from. | think

the main problem is that they don’t have trust in Western medicine,

and healthcare system, because of lack of knowledge about it.

They just don’t know how it works, the medications that they use for

SO many years, it was helping so why should [ start using

something else, [and] I'll just keep using that, what has always

worked for them they are more comfortable to keep using them,
medications, herbs, whatever. (key informant-6)
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Lack of knowledge related to healthcare issues ahd lack of trust in their
US HCP served to reinforce this response of being on guard. Being guarded is a
way of life in this newcomer community, particularly for the older adult. It began
with their life in the FSU and was imprinted to such an extent that it is always
present for anyone they determine is an outsider. It provides them with a layer of
protection against perceived threats, and, in the case of healthcare, is reinforced
by the absence of information to empower them to advocate for themselves.
Lack of knowledge only serves to disempower and keep populations vulnerable
and subservient to the current system. Unfortunately this activity of being on
guard is an unconscious and natural part of life.

DIALOGUE WITH HEALTHCARE PROVIDERS
Cold as a Threat versus Warmth as Trust--A Metaphor

The Dialogue with Healthcare Providers theme provides depth and context
to the variations found in the data along the health beliefs and behaviors
continuum that are ever changing as a result of their experiences and responses.
The scope of their experiences was seen to influenced the level of response they
implemented to manage their health.

The theme describes the significance of the interaction between ERS
older adults and family members as they attempt to manage their health and
chronic conditions. The HCP is the gatekeeper and has the knowledge and skills

that are needed to manage any chronic ililness. The data obtained in these
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interviews reveals how the characteristics of this dialogue with the provider
impacted how an illness was managed.

To further describe this contextual relationship a metaphor is being
proposed in this study that will assist in the understanding the relationships
between the themes elicited from the interviews (Kleinman, 1978).
Anthropologists and sociologist often talk about the war metaphors that exist in
the English language. Examples of the war metaphor can be found in statements
such as fighting illness, battling the common cold, and winning the war on
cancer. | would like to suggest that an appropriate metaphor for this study is an
oppositional one related to the health beliefs and behaviors attributed to hot
(warm) and cold. This oppositional metaphor helps to explore the Dialogue with
Healthcare Provider theme that intersects the ERS older adult believers
Experiences and Responses themes related to illness, see Figure 3. References
to cold and hot go beyond literal temperature meanings to that of the symbolic.
‘Cold’ is symbolic for potential ‘threats’, whereas ‘hot’ or ‘warm’ is symbolic for
what and whom can be ‘trusted’. This additional attribute associated with ‘cold’ in
this study included characteristics of Western medicine, such as HCPS and their
prescribed treatments. As discussed earlier in the chapter, in the section, not
being heard, Western medicine is often seen as ‘not natural, ‘more chemicaf
and ‘makes you worse’. Furthermore, heat (warmth) is seen as protective in
nature, something to be trusted, safe, and more natural. This hot-cold metaphor

provides a context by which to explore how US HCPs can understand the ERS
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older adult and interact with them in such a way as to ‘warm-up’ the relationship

between provider and client.

f

Doing what they
know

Trusting their
own

Being on Guard ]

S

Experiences

Responses

Not Being Heard

Figure 3. The intersection of Dialogue with HCP and themes related to

Experiences and Responses.

Health Beliefs
Health beliefs are foundational to the experience and responses one
utilizes in the management of chronic illness. They play a significant role in an

individual's perception of how an iliness can be managed. Three health beliefs
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related to the cause of illness most frequently discussed by this ethnic minority
group were: (a) a hard life, (b) old age, and (c) exposure to cold. A hard life
connects the hardships of living in the FSU with how it has affected their health.
The literature often describes the Slavic personality as being overdramatic in
their expression of fatalism. One source stated that, “Russians are convinced life
is like a zebra: a white stripe is inevitably followed by a black one. Not only does
every cloud have a silver lining, but every silver lining must have its cloud”
(Zhelvis, 2001, p. 45). The participants’ discussions about a hard life in the FSU
included ongoing examples of stress related to everyday activities, such as
standing for hours in long lines for basic necessities, raising many children and
financial difficulties. Added to that stress was the ongoing experience of
persecution and imprisonment of family members, leaving the remaining family
members to manage on their own. The participants in this study shared
experiences that most would find daunting and one would surely agree with their
estimation that their life had been hard:

The main reason [for my health problems] was hard times. You

hardly had time to come from the bus stop, you know, you have to

walk a long distance from the bus stop to home. And always carry

something, not just carried but dragged it like an ox, and also

raising children. [Now] mostly it is stress. If | wake up in the

morning and | 'm stressed, my sugar level will rise, | have it

because of nerves. (older adult-5)

| had a hard life, although | do not want to complain, | had nine

children and raised them and also worked because | did not have

enough money to live. Both my husband and | worked and children

went to school and also the authorities were persecuting us. My

husband was imprisoned for three years for his faith and for raising
children in a Christian spirit. | survived it, | was affected by the
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death of my son and my father and | had a nervous breakdown, |
was also affected quite a bit by my daughter's iliness. She is
already 24 and we are always tense. It has been like that for ten
years. You probably understand the situation. And my husband got
diabetes. We did not now about it: we only found out about it in
1987, it will be 20 years soon. But he became il before that. |
generally got used to [taking care of] them [her hypertension and
Parkinson’s disease] because of my age and | rely on God; | got
them all [chronic health problems] in Russia; | don't think that they
became more serious here; | am glad to be here because | get the
kind of care | did not have back there. Here | have good nutrition
and fruits, | rejoice every day, it is almost like a holiday and a good
table each day. Thank God (Slava Bogu!) So the whole life went
under such pressure and probably my nerves were affected and
they certainly affect the general health. As they say, all diseases
are caused by the nerves. (older adult-4)

The second belief regarding causes of chronic illness was that of old age.
Caregivers believed that chronic illnesses of older adults is directly related to the
aging process. One caregiver stated, ‘hypertension | think is a result of her age.
But now she got more elderly diseases: her memory weakened, she got
heartburn, allergies and insomnia” (caregiver-7). And an older adult saw that the
process of time has had the greatest impact:

| am getting old and my body can no longer cope with it, especially

since I've been sick for such an extended time. Thank God (Slava

Bogu!) 1 think it is bearable because | can still walk, | rely on God

but our flesh falls apart because it's time. (older adult-4)

The third frequently mentioned belief regarding the causes of chronic
illness was exposure to the cold or a draft (skvoznyak). They believed that one
cause of ilinesses in general was attributed to being cold, catching a cold, or

being exposed to cold such as a draft (skvoznyak). Here are three examples of

the attribution of cold to the cause of ilinesses:
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I was riding a motorized bicycle to work and when it broke | needed
to replace it. It was hard to find such a bike though, and one day |
was sweating quite a bit and when | came home | think | drank a lot
of water and | think | got a bad cold then. [So] I try my best to avoid
getting cold. | always try to prevent myself from getting cold. (older
adult-1)

I had a problem with heart after my military service. | worked as a
driver and laid down on a pavement to inspect the vehicle. It
happened in March; | got a bad cold and at times passed out when
riding in a bus as the pain was so intense. | took a steam bath and
felt better, but something was still left hurting inside. | have been
feeling it for 40 years now. (older adult-3)

My mother was born in Byelorussia and lived in a difficult time.
When she was six years old she lost her father and mother, and
became an orphan. She became an orphan and lived in families
where she worked just to get food. Work was very hard. Mostly she
helped around the house and looked after children, but conditions
were bad at the stranger's houses. Sometimes she had to sleep on
the floor. She lived this way before she got married. She didn’t
marry for love; she was pushed into it. Her [first] husband was very
cruel and she didn't live with him for long. He was drafted in the war
and he died there. Then she married our dad. Then she had
children and her life was hard, she was always taking care of
something. She had to work with our dad doing wood cutting, for
example, they went to the forest, sawed trees and together with
dad carried heavy logs. | think it was the beginning of her disease.
[She was] always carrying heavy things. They didn’t have good
clothes; sometimes their feet were frozen, once her feet were
frostbitten. She got blisters on her knees and | think that was as a
result of carrying heavy things and lack of warm clothes she got
arthritis. (caregiver-6)

To summarize, the ERS older adults spoke about several of their health
beliefs, including beliefs about the cause of their illness and beliefs about what
would work best in treating their ilinesses. They described their perception that
their ilinesses were most frequently, although not exclusively, related to a hard

life, old age and exposure to cold. Health beliefs mentioned related to treatments
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were associated with the belief that anything natural or that comes from nature is
always best, such as when they discussed doing what they know and when they
voiced concerns about Western medicine. These health beliefs are but a
snapshot of the beliefs held by the ERS older adults interviewed in this study.
| Superstitions is on one area of health beliefs that is mentioned in the
literature related to people from the FSU but not found in the data from this study
(Grabbe, 2000). Superstitions are beliefs or practices that lack a scientific basis
(Grabbe, 2000). Some common superstitions found in the literature related to
people from the FSU were, always buy or give an odd number of flowers: even
numbers are considered bad luck; if someone give good wishes or compliments
your appearance, you must spit three times over your left shoulder and/or knock
on wood to keep your good fortune; and don’t shake hands or give anything over
a threshold. None of these superstitions were alluded to in this study. | did ask a
key informant about the presence of superstitions, and she stated that believers
(religiozniki) were not superstitious and that most believed that depending on
your relationship with him, God brought both good and allowed bad to come to
them. On occasion | found that | shook hands over thresholds and often gave
gifts over thresholds as | entered an ERS older adult’'s home; | was never aware
of any action taken. | never saw an ERS older adult or a caregiver from this study
throwing salt over his/her shoulder or knocking on wood. Because | was an
outsider and not a fluent speaker of the Russian language, | may not have

recognized behaviors associated with superstitious beliefs.
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Health Behaviors

Along with the common health belief that cold causes illness,
comes extensive measures to avoid anything cold. As stated earlier, ice
as a treatment is not understood or practiced. In addition, efforts to protect
oneself from a draft are extensive. In every home or apartment visited, the
windows were closed, and the environmenf was kept very warm. The
citizenship class at the low-income retirement building was held in a room
located in the southwest comner of the building. Before the class, the
windows in the room on warm days would be opened. However, as the
class gathered, the Russian-speaking older adults would systematically
close all of the windows. | dressed as light as possible, and on occasion
when | was visibly warm, they would open the window closest to me about
two inches while they moved themselves further away, two feet or more.
In addition to avoiding the cool draft of a window, they wore numerous
layers of clothing. On occasion, men could be seen wearing long johns
under their suit pants, and women wore stockings, leggings, multiple skirts
and sweaters all at the same time. These layers were seen as protection

from the cold.

203

Many cultures have strong beliefs about the attributes of hot and cold, as

well as which one related to particular ilinesses, activities and foods. In Eastern

medicine, the goal is to achieve a balance between yin and yang. Similarly, it

appears that in this Evangelical Russian-speaking minority group, the goal is to
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keep warm and prevent cold. Often what is known in the US about the FSU came
from the time of the Cold War, a crusade between us and them. Us and them
were defined by which side of the fence you sat on. This dichotomous situation
represented on a global level that which has been in existence within the FSU for
decades if not for centuries. The us and them mentality is and was part of
everyday life in the FSU. The language used in literature about the FSU
frequently places people in oppositional positions in how the language is used,
such as the government versus the people; Moscow versus the rest of the Union:
believers versus nonbelievers, and so on. This dichotomy appears to have
embedded itself into all areas of their lives. The dichotomous symbolism
permeates this ethnic group’s history and culture, and is exemplified in part in
this study.

Again, the emphasis on the cold and hot (warm) health belief and
behaviors serves to provide a health-related metaphor to the themes described in
the data. This health belief is only one of many one could associate with this
group has but serves to illustrate the relationships between the themes.

SUMMARY

Experiences and responses to the management of illness illustrate how
ERS older adults manage their health in a variety of ways. Some participants had
minor chronic illnesses that did little to interfere with their daily lives. These
individuals lived in their own apartment, perhaps were able to drive, were

comfortable using Western medicine and had a good relationship with their HCP.
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In addition, they had regular access to a strong social support system that was
able to answer their healthcare questions and recommend appropriate
resources. On the other hand, other participants struggled in the management of
one or more chronic ilinesses, were not comfortable with Western medicine, and
were careful with what they said to their HCP. They sought comfort in using
popular medicine, obtaining remedies from neighbors, and trusting God. One
older adult put it this way: “| watch my diet and also tell myself that everything will
be fine in order to have hope. It's the main thing, to go outside and breathe fresh
air, Praise God (Slava Bogu!).”

In summary, the management of chronic illness by ERS older adult
believers is a combination of lifelong experiences and living in two different
cultures. They navigate the day-to-day management to the best of their ability
and are unusually dependent on family and community support in their new
home in the United States due to language and healthcare system barriers. This
dependence appears to increase their reliance on, or at the very least prevents
them from letting go of, those traditional practices they know and individuals they
trust, while also monitoring and guarding carefully what is shared with others.

This description of managing chronic illness in ERS older adults is
supported by the data obtained from ERS older adults, key informants, and
family caregivers as well as from participant observation. The perspectives of

these different groups added depth to the analysis by expanding the applicability
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beyond the older adults interviewed. Participant observations often provided
experiential data that supported what was shared in the interviews.

As a result of this description, it is clear that a chasm exists between
American HCPs and the older adults in this ethnic group they hope to serve. That
chasm is filled with problems in relation to dialogue. The experience of ERS older
adults is that they are not being heard in the healthcare system and as a result
have developed their own ways to mediate the management of their chronic
conditions. The primary conclusion from these results is that problematic
dialogue is not solely the responsibility of the HCPs but of a system that no
longer fosters a relationship with their clients. The issues of dialogue between
HCPs and Russian-speaking older adults and the impli(‘;ations of both poor and

good dialogue with this particular ethnic group will be discussed in Chapter V.
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CHAPTER V
DISCUSSION

This chapter will present the results of this research, which was aimed at
discovering how Evangelical Russian-speaking (ERS) older adults and family
caregivers from the Former Soviet Union (FSU) manage chronic iliness. The
study results will be linked to applicable literature, and the study’s limitations and
implications for healthcare providers will be addressed. Implications for further
research will also be proposed, followed by a conclusion section, which will
summarize the research.

This chapter will include relevant data from the ERS older adults, family
caregivers and key informants from the FSU. The rational for including data and
results in the discussion, although not typical, is to give voice to the participants’
views of the meanings of the results rather than privilege the researcher
regarding what this research means for this particular group of individuals. This
inclusion of additional data and results is supported in the literature (Pasco,
2003). Not to do so would silence the voice of this community that so generously
trusted me with a part of their lives.

DISCUSSION OF THE FINDINGS

The major conclusions of this study relate to the differences and tensions
that exist between the cultural values, histories, and systems of care ERS older
adults, their caregivers experience with HCPs. There appears to be a disconnect

between the customs, values and norms held by the study participants and those
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of their HCPs. ERS older adults lack the skills and confidence to connect with
their HCPs in the U.S. healthcare system, which is designed to be efficient,
direct, specific and quick. Study participants were uncomfortable with such a
direct communication approach, especially when discussing the nature of their
symptoms and treatment regimen. They often wanted the dialogue to go in
different directions, at a slower pace, and to be in a more personal and indirect
style. Because of this tension between cultqres and the resultant disconnect,
ERS older adults are often distrustful of their HCPs, and the dialogue between
them can become inflexible and problematic. Therefore, major conclusions from
this study are that ERS older adults: (a) are more vulnerable to receiving
inadequate care, (b) lack the health education needed to successfully manage
their chronic conditions, (c) lack an understanding of the U.S. healthcare system
and pharmaceuticals, (d) are disadvantaged by the exclusion of the family
caregiver in healthcare encounters, and (e) are at risk to suffer poorer health
outcomes related to chronic conditions. Each of these issues is discussed below.
Increased Vulnerability

First, it is well recognized in the literature that as a result of economic,
language, and cultural differences and barriers, being a newcomer to thé us
increases one’s vulnerability to poor health, lack of healthcare access, and lack
of culturally competent care (Tripp-Reimer, 1997; Becker, et al., 1998). Distrust
and inadequate dialogue magnify and perpetuate these issues and increase both

the actual and perceived vulnerability of this population. ERS older adults lack
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the knowledge and skills to advocate for themselves and are often not aware of
what the healthcare system can and should offer them. They appear to accept
what is offered within the formal healthcare encounter, and if this is not
satisfactory then to them they utilize what théy know and trust from the past and
from their culture.

Findings from this study indicate that historically this group’s life-course
experiences make them vulnerable to feeling powerless and without voice,
because of their religious beliefs and their former government’s ideology.
Asserting to others what they need appears to be difficult for them. The data
collected revealed that not being heard in the healthcare system served to
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