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Abstract

This institutional ethnography research explored aomen with rheumatoid arthritis,
who are mothers, and of employable age, go abait thaily lives given their social
context. The social context for this research wastéa, which is characterized by social
policies based on familialism and an emphasis opl@ment. This context may open up
various resources and possibilities about what wogen do and actually do in their

daily lives, and thus, directs attention to theatied nature of human occupation.

In institutional ethnography particular attentiengiven to the social, which suggests that
daily life becomes accomplished through coordinaetivities of various individuals
who are active across places and time. These swations often remain invisible.
Institutional ethnography aims to explicate theseia relations by exploring the work,
that is, anything that requires time, effort, aras hntent, of individuals in their daily
lives. An understanding of the work of the severm&a in going about their lives was
collected by means of interviews and participargenbations. Texts were analyzed to
understand how the actual, local doings of the wormee coordinated to trans-local
relations. Texts have a mediating character anddouate the women’s consciousness

into relations ruling organizational processes.

The findings contain a thick description of the wanis actual work in their daily lives;
an explication of how their doings are coordindi@the relations ruling arthritis-related
health care; and relations organizing processegectlto employment and invalidity.
What the women do, how they do it, and with whoepehds on how they are situated
within social relations. Once they enter arthnigtated health care, their experiences
become coordinated to medical concepts ruling themicular relations; once the
women enter relations at the labor market, the epnhof employability rules the
processes there. Within these respective rulirgfiogls, the complexity of the women'’s
daily lives is not accounted for.



This research illustrates the necessity for attemdio the situated nature of how
individuals go about their daily lives to comprebigely understand the social

organization and work that goes into accomplishimg ordinary activities of everyday
life.

Keywords

Institutional ethnography, rheumatoid arthritis, sfia, women, occupation,

employment, familialism, occupational science,nglrelations, health care;
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Concept

Glossary

Definition

Accomplish-

ment

Account-

ability

Authoritative

knowledge

Biometrician

Discourse

The notion of “accomplish” refers to the ethnomelhlogical
influence in institutional ethnography. This notipats attention to
how commonsense, familiar activities are concedrd organized in
everyday life so that they become recognized asreddsocial scenes
(de Montigny, 2007; Garfinkel, 1967).

Accountability refers back to the ethnomethodolabimfluence in
institutional ethnography. Garfinkel referred totiaties that are
accountable as those that are observable and abpmrt More
specifically he outlines that “any setting orgasi#s activities to make
its properties as an organized environment of fmalctactivities
detectable, countable, recordable, reportable;atstbry-aboutable,

analyzable — in short, accountable” (Garfinkel, 1,96 33).

When experiences become subordinated to authorotgdctified
accounts, the knowledge that rules these accoustsnamed
authoritative knowledge (Smith, 1990Db).

Biometrician refers to a team of hlegdtofessionals (e.g. occupational
therapists, physiotherapists, nurses, and psycistépg at the
Department of Rheumatology at the Medical Univgrsit Vienna,
Austria, that is responsible for conducting rout@mel research-specific

assessments and evaluation at the clinic.

Discourse, as mediated through text, @sa@nd language, coordinates
the experiences and activities of various individuato a common
“sequential grammar” (Smith, 1999, p. 124). “Whahde spoken or
written and heard and understood by others” (Sn@@5, p. 18) is

XVi



shaped through discourse. Hence, discourse is eerad reproduced
through actual practices that are going on at vargites (Smith, 1999;
2005).

Generalization/ Generalization in institutional ethnography refershe organization of

generalizable

Ideology

Informants

Institution

Institutional

capture

local experiences into generalized ruling relatiof®mith, 1987;
Townsend, 1998)

Ideology is a method of reasoning thatsgback to Karl Marx.
Thinking ideologically means to think in a distinetay that directs
attention away from actual experiences and confipexctices of
thinking and reasoning to an abstracted and conagpgvel (Smith,
1990a).

In institutional ethnography, informanteffer their insights,
information, and cues as to how their work is cowated to
institutional discourse. The experience of infortsas the standpoint
from which to explore the social and ruling relagoin which their
experience is situated and organized. Informargsnat transformed
into the objects of this study, but rather acknalgkd as knowing
actors (Smith, 1987).

Institutions refer to a functional colay; that is the organization of
practices and activities around a distinctive fiorctsuch as health

care, mothering, or education (Smith, 1987; 2005).

When informants’ accounts of their experiencescareverted into the
terms of an institutional discourse, institutioefthnographers refer to
institutional capture (McCoy, 2006). Institutionedhpture may occur
when researcher and informants are both famili#in tie institutional

discourse and remain talking within the instituibmliscourse rather
than attending to the actual work and experiendeth® informant

(Smith, 2003).
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Knowledge

Local

Materiality

Occupation

Problematic

Remission

Work knowledge describes the knowledge pleople have “of and in
their work and how it is coordinated with the warkothers” (Smith,
2005, p. 229)

The local refers to the place where indiailduare active with their
bodies in actual place and time. Local settingsoaganized by social
relations that go beyond the local setting and rekt® trans-/ extra-
local settings. This trans-/ extra-local relatiahspe the local setting.
Exploring how daily life becomes accomplished indbsettings, and
tracing extra-/ trans-local relations, facilitatte understanding of the
social organization of everyday life (Grahame & lG@me, 2009;

Smith, 1987; 2005).

The materiality of daily life undersas that daily life takes place
under definite conditions, in actual time at anuattplace (Smith,
1987; 2005).

Occupations are “the various everydativides people do as
individuals, in families and with communities tocopy time and bring
meaning and purpose to life. Occupations includlegth people need
to, want to and are expected to do” (ISOS, 2011)

The problematic constitutes the arebetaliscovered in institutional
ethnography. "The problematic of the everyday warlides precisely
at the juncture of particular experience, with gaheing and

abstracted forms of social relations” (Smith, 1987187).

In reference to rheumatoid arthritis, ission is “a state with no
apparent disease activity and absence of joint danaad disability
progression” (Villeneuve and Emery, 2009, p. 110).
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Rheumatoid

arthritis

Ruling

relations

Rheumatoid arthritis is a chronic, systemic inflaatony disease that
may affect people at any age. Characteristicdilg,Highly destructive
nature of rheumatoid arthritis starts with the anfimation of joints.
Persistent synovitis may lead to the developmejaiof damage in the
respective joint that leads also to severe paily @athe course of the
disease (Smolen & Aletaha, 2004; Smolen & Stein2003;
Turkiewicz & Moreland, 2006).

Ruling relations develop historically and are forofsconsciousness
that cannot be conceived as arising in the dailgsliof individuals but
rather coordinate the activities of many people sehconsciousness is
coordinated to and shaped by these relations. Ergldhe ruling
relations is exploring particular forms of poweratthare diffused
through textually-mediated social relation. Thamglrelations are not
something abstract existing “out there”. Ratheis the ruling relations
that abstract the activities of the individual imegyday life into a
“technological and technical specialization, elabon, differentiation,
and objectification® (Smith, 1999, p. 77).

Situated nature The situated nature of what individuals do in thisily lives refers to

Social

“how occupation is shaped, embedded and negotretbad, as well
as how it contributes to the shaping of, sociateays and structures”
(Laliberte Rudman, 2010, p. 55)

The term ‘social’ is used in distinctive wayhroughout this

dissertation:

First, in reference to the ontology of the soci&h regard to
institutional ethnography, the reference is todh#logy of the social,
which attends to the ongoing activities of peoplg lmoking
specifically at how things are coordinated with dwivities of other

people. The social characterizes the coordinatfqreople’s activities

XiX



Social

organization

Social

relations

Social

situatedness

in local and extra-local settings. Attention is gjvto the social
relations that describe how the activities of imgdinals are socially

organized across time and place (Smith, 1999; 2005)

Second, in terms of features of a welfare stateeWhsed as an
adjective, for instance social insurance, sociaktays, social
structures, the reference is to structures buitbugh or services
provided and/ or supported by the welfare statantjdes are benefits
and services provided to people who are unemployexh sick-leave,

or family benefits.

Third, as a social perspective: My reference tooeias perspective
implies that attention is given not primarily teetindividual, but to the
interface of the individual and the social contentl how the disease is
negotiated and shaped at this interface. A soceispgective is
concerned with the social construction of certdmerpmena, as well
as with for instance the accessibility, availapjliand distribution of

services and resources to individuals given thagrad context.

Social organization refers to the reproduction aftipular social

relations over and over again (Smith, 1999; 2005).

Social relations are based in the Marxist traditiand refer to
connections between and coordination of peoplevan#t processes at
various sites. By focusing on the social relatioting researcher is
oriented toward sequences of action that extenlatts-/ extra-local
sites (DeVault, 2008).

My reference to social situatedness is close todd#fis understanding
of social class as “dynamic social process, orgagithe activities of
individuals and families both in very direct wayssuch as through
wages flowing into households, or the demands oftiqudar

occupations — and also in less direct ways, throlagfations in
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Standpoint

Texts

Work

particular neighborhoods, schools, and other sapalips” (1991, p.
168; Note: DeVault's understanding of occupatioferse to one's
profession and is not necessarily in line with gational scientists

and therapists understanding of occupation).

Institutional ethnographers start ingjairthe standpoint of individuals
in their daily lives, that is, inquiry starts atethexperiences of
individuals rather than subordinating their expeces to objectified
forms of knowledge. The notion of standpoint poiatgention to the
everyday life; it returns to the actualities whartual people go about
their daily life in real life (Smith, 1997; 2005).

Texts are any kind of document, photographwihg, video, sound
recording, or representations that have a fixedrapticable character.
They include any documents that can be storededpfriansferred and
distributed to become subsequently activated bysus¢ different
places at different points in time. Given theserabteristics of texts,
they have a standardizing and mediating role ingbeal relations.
Texts occur in time and space, constitute and agaactions and
courses of actions, and mediate knowledge thahes property of
organizations rather than individuals. Texts apdicable and mediate
discourses and ruling relations (DeVault and McCa@02; 2006;
Smith, 1987; 2005).

Work is used in two distinct ways in this digsition:

First, it is used in the institutional ethnograggnse: For institutional
ethnographers, work encompasses any activity teaplp do that
requires time and effort, and has intent. This ephcwants to include
the actual doings that go on to making institutidvappen, whether
they are recognized in institutional discourse ot {Smith, 2005, p.
157). The reference to work acknowledges the stitjgc of the

individual who is doing the work; this all-encompasy reference to
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Work

knowledge

work goes back to the women’s movement and thenattéo make the
everyday work that women do visible (Smith, 19870%).

Secondly, it is used in terms of employment or padtk. As such, it
appears also in regard to for instance work digglat work-place.

Work knowledge refers to what individuals know imdeof their work,
and how their work is coordinated with others. imsbnal
ethnographers draw upon people’s work knowledga amjor source
for discovering how daily life is socially organ@éSmith, 2005).
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Chapter 1

1 Introduction

| aimed to explore in my dissertation how Austriammen, who are mothers, of
employable age, and have been diagnosed with riewdhathritis, are going about their
everyday life as it is situated within their socebntext. More specifically, | was
interested in understanding how the social coniagtuding organizational processes in
for instance arthritis-related health care, maynope varying resources and possibilities
for what the women can do and actually do. My diss®n research started at the
disjuncture that | have experienced as an occumdtitherapist in working in a
rheumatology outpatient clinic: what women, anganticular mothers, were describing
about their everyday lives did not fit into the refardized categories of routine
assessments that | was supposed to fill in. | becemncerned about what occupatf'ons
of the women'’s daily lives become addressed inritighrelated health care as well as
which occupations remained unaddressed and wesgeldftufor the women to struggle
with on their own. Despite a vast body of literatwon the impact of the disease on
women’s lives, on changes and adaptations requiezh living with the disease over
time, and on the availability and advancementsaooffmrehensive treatments for people
with rheumatoid arthritis, | could find little litature that addressed how women with
rheumatoid arthritis actually manage their everydiéy as it interacts with various

organizational processes including health care.

As | felt limited in understanding this disjunctudewent to literature that approaches
illness and disease from a social rather than régerspective. Literature from a social
perspective calls attention to the interface of itidividual and the social context and
how the disease is negotiated and shaped at ttesface. A social perspective is

concerned with the social construction of certaernpmena, as well as with, for

! Occupations refers in this dissertation to “theouss everyday activities people do as individuads,
families and with communities to occupy time anihprmeaning and purpose to life. Occupations inelud
things people need to, want to and are expectddt@lSOS, 2011).



instance, the availability and accessibility ofvsees and resources to individuals given
their social context. For instance, research oniakodeterminants points to the
importance of considering the life conditions andcumstances of individuals to
comprehensively understand the health of indivisl@alross their life course. In contrast
to the dominant approach to knowledge generatiorarthritis-related literature that
focuses predominantly on the individual and the icgdcondition, literature from a
social perspective directs attention to society lam disease is negotiated and shaped at
the interface of the individual and social cont&ttus, both approaches are relevant, and
yet limited, for achieving a more comprehensive arathnding about what the women
actually do in their daily lives and what becomeidrassed within organizational

processes such as arthritis-related health care.

My aim of exploring how Austrian women with rheumiat arthritis go about their
everyday lives was informed by the disjuncture thatas experiencing between what
they described about their daily lives and what atsnded to in arthritis-related health
care. In this research, | was interested in undedétg, from the women’s knowledge
and experiences how they go about their everydeayifi particular, how their doings are
coordinated to organizational processes such astarrelated health care. Throughout
the course of my doctoral studies | came to knostitutional ethnography, which
provides a conceptual framework for inquiry thatramvledges the social situatedness of
people and their everyday activity (Smith, 20035)stitutional ethnographers aim to
explore and understand how the complexity of evayytife is put together into a
complex whole. The starting point of institutiorethnographers is the standpoint of
individuals, the experiences of actual people &y thre active in their daily lives. |
started in this dissertation from the experiences@amen with rheumatoid arthritis as
they are active in their daily lives to explore htwveir work is coordinated with other
people and organizational processes. Addressing thew work is coordinated with

others and broader processes calls attention twahgen'’s situatedness given their social

2 For institutional ethnographers, work encompassgsactivity that people do that requires time and
effort, and has intent (Smith, 1987; 2005).



context and the subsequent resources and possgildr what they do and can do in
their daily lives. Equally | am drawing upon my kvledge about the organizational
processes within arthritis-related health care egithrough my experience of working in
a rheumatology outpatient clinic. This knowledgevyed me with a complementary
perspective about how the activities of various pieosuch as patients and health

professionals, are coordinated in such a clinietilrsy.

1.1 The structure of this dissertation

In this dissertation | drew upon my clinical and rwoexperience in the field of
Rheumatology in Vienna (Austria) and the researclbohducted in Austria. The
dissertation was written as part of my doctoraldss at The University of Western
Ontario in Canada. As | wrote this dissertatioreptkan international audience in mind
and made an effort to familiarize internationaldes with the Austrian system. Hence, |
begin by providing a brief overview about key-tenef the Austrian health care and
social system in the next section of this chaphkdy. experience as an occupational
therapist and a doctoral student in occupationaénse is also crucial to the
understandings gained through this study aboutWwomen with rheumatoid arthritis go
about their everyday lives. Hence, | conclude fhi chapter with my reflections on
how | understand occupational science and see sgareh contributing to occupational
science, as well as how this knowledge can furtherunderstanding about how women

go about their daily lives as they are situatedhivitheir given social context.

After outlining the Austrian and disciplinary cortefor this research, | present in
chapters two and three a review of relevant liteentiddressing the daily lives of women
with rheumatoid arthritis, with chapter two outhigi literature within the dominant
approach to knowledge generation in arthritis-selafiterature, and chapter three
addressing a social perspective. The review of litesature on the everyday lives of
women with rheumatoid arthritis was guided by tlwm @&f this research, namely to
explore how women with rheumatoid arthritis go abtheir daily life as it is situated
within their social context. Despite the vast amtoaf research drawing on these two
broad perspectives, the literature that addressemterrelation of the two perspectives is

very limited. | argue that the literature falls shm offering an understanding of how



women with rheumatoid arthritis actually go abdwit daily lives, given that the disease
might be one part of a complex whole. | am using taily lives of women with
rheumatoid arthritis as a thread throughout tlexdture review to argue that research is
needed that starts in the actualities of women widumatoid arthritis and their doings as
they are situated within a particular social conhtekhis context opens up various
resources and possibilities for what women canrdsheir daily lives and what they
actually do. Thus, the purpose of the literatungengs is not solely to review relevant
literature from a medical, rehabilitation, and sbgpberspective respectively; it is to
elaborate and subsequently build on insights gafred each perspective to argue for

the relevance of my research inquiry.

The overall structure of these two literature rev@hapters is similar: at the beginning of
each chapter a short introduction is given aboat rtfain arguments addressed in the
chapter, followed by the elaboration of these argoits based on current literature. Both
chapters conclude with a discussion on what remairegtended in current literature
regarding the daily lives of women with rheumataithritis. Based on the review of the
literature | posit that an approach is needed #Htkhowledges the situated nature of
women’s doings in their everyday lives, that allofs better understanding the
complexity of women’s lives and at the same timesdoot lose sight of the social

context. | therefore posit institutional ethnograg@ls one promising approach.

Chapter four introduces institutional ethnograplsy tae conceptual framework for
inquiry drawn upon in this dissertation. This cleps divided into two parts. First, |
introduce the framework for inquiry informing intstiional ethnography. In the second
part | outline how this framework guided this reshaand present the detailed research

process of this study.

In chapters five to seven the analytical descngiand insights gained from my research
are presented; in each chapter | outline a disanetlytical focus and conclude with a
short discussion about the specific findings irerefice to reviewed literature. In chapter
five | present an ethnographic account based @anviews and participant observations



of what the women are doing in their daily livesischapter starts with the informaﬁts,
experiences and work knowledge as they go about taly lives. The analytical
description presented in chapter six focuses omthanization of arthritis-related health
care as it is textually-mediated through the haspécords. In this chapter | analytically
describe the hospital record as a sequence in &iroeurse of action, to explicate how the
work of health professionals and the informantsosrdinated and organized in this work
setting. Furthermore, based on the women’s accdumifiine what remains unattended
within the ruling relations in arthritis-related dith care. Chapter seven addresses the
work that women do regarding employability, invéld capacity to work, and disability.
In this chapter the analytical focus is on how kigbrder texts, such as law-texts,
infiltrate into the work of people active in thisovk setting, and mediate the
consciousness of service agents and the womerthateelations ruling social services
related to unemployment and invalidity. Moreoveilustrate the work that women were
doing to resist being labeled disabled, and how #rk is shaped by and reflects the

historical development of disability policies.

In the analytical description presented in chaptéve to seven the diversity of
informants’ work knowledge becomes evident giveairtisituatedness within the social
relations and their unique resources and needthéAsame time, the textually-mediated
realities of arthritis-related health care and eyplent related matters coordinate their
work into standardized ruling relations. Only wdhat fits within the abstracted and
conceptual work of the ruling relations would beeoatcounted for, that is any activity
that fits within the boundaries of concepts and loameported and recorded within these
conceptual boundaries. Work not fitting into thesencepts remains unnoticed and

unattended.

In chapter eight | revisit the disjuncture from walhil started this research, and discuss
and reflect upon how this research allowed furtigethe understanding of the situated

nature of occupation by taking the social conted iconsideration, and address some

3 In institutional ethnography participants in resbaare referred to as informants (Campbell & Grego
2004).



implications emerging from this research. | closes dissertation with my thoughts on
how institutional ethnography offers a useful amdnpising framework for inquiry to
advance the knowledge about the situated natunéhat people do in their daily lives in
occupational science. Given the focus of my resedrpredominantly used the female
form throughout the dissertation when referringndividuals with rheumatoid arthritis

and their situatedness within the social context.

1.2 The Austrian context

In providing the context for this research, | staith placing the clinical setting, in which
the disjuncture that evoked the interest in thesth emerged, within the structure of the
Austrian health care system. In subsequent chapeysstructural characteristics of the
Austrian health care and social system are dravam when referring to the situatedness
of the daily lives of Austrian women with rheumatairthritis. Thus, the description of
the Austrian health care and social system provétese background information about
the social context that shapes the daily liveshaf women who participated in this

research for an international audience.

1.2.1 The Austrian health care system

My clinical experience most relevant to this dissgon research evolved when | was
working as an occupational therapist in a rheuroatploutpatient clinic in Vienna
(Austria). Women who patrticipated in this reseansre also recruited from this clinic.
This outpatient clinic is linked with the Medicainlversity and a public hospital. As a
department within the Medical University, the depeant is committed to research and
has been recognized for its continuous researtheirfield of rheumatology. The clinic
has been identified as Center of Excellence byEtm@pean League Against Rheumatism
(EULAR, 2012), a designation granted based on astanding record of scientific
contributions to the field. The linkage with theivarsity indicates that the clinic is a
teaching clinic as well. Health professionals, atigular medical doctors in specialized
training, are engaged at the clinic for a certanqa of time, and then rotate further to
another department. This has implications for a aomwith rheumatoid arthritis as she

may consult with a different doctor any time shterads the clinic.



The fact that the clinic is attached to a publisgital has implications for funding and

service provision. An outpatient clinic attachedatpublic hospital is regulated under the
state law and implies that services offered at dhiisic are not offered elsewhere or

within reasonable distance for patients (RIS, 20Th)s implies that patients consulting

this clinic do not only come from the immediate ambcatchment. In Austria seventy
percent of hospitals are public hospitals finandeectly through taxation (about 25

percent are run by non-for-profit organizationsg about five percent by private for-

profit organizations; Busse, Saltman, & Dubois, £00in the Austrian health care

system, parallel access to primary and speciadist ¢s assured with no geographical
restrictions (van der Zee & Kroneman, 2007). Nogyephical restriction means that

individuals can consult any health professionalprimary or specialist care not only in

their home province, but also in other provincestidhnts have the right to access any
physician directly regardless of the district opynce. Parallel access implies that a
woman with rheumatoid arthritis can consult anycsdest without the necessity of a

referral from her general practitioner. A physicsareferral is needed though to access
health professionals such as occupational thegpisphysiotherapists, as it is regulated
by law that health professionals are only allowedréat patients based on a physician’s
referral (Stamm, 2009).

In Austria, hospital and community-based healthecare grounded in two different
financing schemes as illustrated in Figure 1. | r@ferring here to ‘community-based’
health care as any primary and secondary health tbat is provided by medical and
health professionals located outside hospitalsai\sutpatient clinic attached to a public
hospital, the rheumatology outpatient clinic isoaffnanced through a hospital-based
funding scheme, hence, | refer to it also as bbogpital-based.



International Classification

of Diseases (ICD)
ed** Diagnostic-group model
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Hospit
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General practitioner; Specialists

* Electronic Health Card I Codex for Reimbursement
** Social Insurance Number
*** Particular outpatient services can also be provided in hospital-based settings

Figure 1: Financing of hospital-based and communitypased health care provisioﬁ

In the case of community-based care, the Federatioall social insurance institutes
provides a Codex for Reimbursement that outlinegises that are covered within public
health care. For instance, the Federation of @ilad@nsurance institutes has generated a
database with a list of pharmaceuticals that avereal by sickness funds for purposes of
monitoring and quality management. For some preedri special medication,
authorization by a senior physician (Chefarzt) eguired (BMASK, 2010b). The
database which goes into the Codex for Reimbursemetructured by a box-system to
ensure most cost-effective prescriptions. Any pleereatical covered in the database is
assigned to either red, yellow, green, or no bay; medication in the red or yellow box
requires the approval of a senior physician ofdic&ness fund before the prescription is
valid (Hofmarcher & Rack, 2006). This means thav@nan with rheumatoid arthritis
who receives a prescription that falls into the oedyellow box has to see the senior-
physician of the sickness fund she is assigned anth get approval for her medication

before she can actually go to the pharmacy to thieknedication up.

4 Figure 1 was developed within the scope of théselitation.



Hospital-based health care, on the other handased on a diagnostic-related group
funding (DRG; BMG, 2010b). This funding model indies that once somebody is
diagnosed with a disease according to the IntemnatiClassification of Diseases (ICD-
10; WHO, 2011a) then sickness funds woetder predefined health care services.

Sickness funds are a powerful player in the Austti@alth care system as they are
collector of revenues and payer of services. Sekifiends cover allowance in kind (e.g.
medical treatment, medication, aids and assistaxeécds), and monetary allowance (e.qg.
weekly allowance, sickness benefit) (BMG, 2010adlividuals, who are health insured
through sickness-funds, have a right of timely mitid in-patient health care in

hospitals. If a person is hospitalized, a daily fdfe7 to 17,30 Euros is charged.
Individuals have to pay costs up to a maximum ofd2§s per year; thereafter, it is
covered via insurance. People with identified doneeds are exempted from this fee
(BMASK, 2010b). Regarding medication, a predetegdifixed prescription fee of five

Euros has to be paid by the individual for any roation. People with low income or

people with expenditures for medication above ayeravhich may include persons with
rheumatoid arthritis, can apply for release of tfes. In January 2008 a cap was
introduced, such that individuals who have alrepdy more than two percent of their

net income per year for medication fees receive alselease for the remaining year.

Increasing critique has been raised about the feaggal service provision and the lack of
coordination between hospital-based and commurdgedd health care (Wendt &

Thompson, 2003). For a woman with rheumatoid dithwho receives health care, the
separation between hospital and community basetthheare becomes apparent for
instance when she receives a prescription for rmaéidic from the rheumatology

outpatient clinic. As the outpatient clinic is ati@d to the hospital, the rheumatology
outpatient clinic is financed based on the perforoeabased diagnostic group model.
However, once the patient would like to pick up thedication in the pharmacy, she
does not necessarily know whether the prescribedicaigon is covered through her
sickness fund. She is supposed to go to the GeReeadtitioner first, who reviews

whether the medication is covered within the Codéxeimbursement and revises the
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prescription if necessary. If the medication fahi® the red or yellow box, she may have

to consult additionally a senior physician of hieksess fund.

In addition to the critique of the fragmentation hafspital-based and community-based
health care, further issues and challenges witin Austrian health care system have
been raised by the Federation of Austrian sociaunance institutes (SV, 2010). In
particular the lack of a cross-sectoral planningl gmovision of services has been
identified as an issue. The cross-sectoral planaimprovision of services points to the
provision of social welfare. Social welfare is ursteod as the state’s role and
responsibility in providing some basic modicum dcélfare to its citizens, including the
domains of health, but also social insurance amdicgss, and poor relief (Eikemo &
Bambra, 2008). Social welfare is framed within #teucture of the Austrian social

insurance based system.

1.2.2 The Austrian social welfare system

The Austrian social welfare system is grounded iwith social insurance based system
(Ivansits & Pfeil, 2010). The social insurance systhas a long history in Austria as core
branches of social insurance were already intradlucethe late nineteenth century
(Obinger et al., 2010). It currently exists as adfation of social insurance institutions
and contains accident, health and pension insurscitemes (Table 1). Unemployment
constitutes another important dimension within guestrian social insurance system. In
contrast to accident, health, and pension insuranemployment insurance is regulated
by an independent organization and characterizea bstinct service- and provision

scheme. Further details in this regard are outlimedthis chapter's section on

Unemployment benefits and social assistance.
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Federation of Austrian social insurance institutes

Accident insurance Health insurance Pension insurance

9 provincial 6 sickness
General institute for sickness funds for Pension insurance institute
accident insurance funds companies

Social insurance institute for industry (incl. self-employed people)

Social insurance institute for farmers

Social insurance institute for railway and coal mining

Social insurance institute

Social insurance institute for civil servants
for notary

Table 1: Organization of the Austrian social insurance institutes

The supervision of the various insurance schemassgned to the following Ministries
(European Commission, 2011):

» Health and accident (refers to work-related ingirend occupational diseases)
insurance to the Federal Ministry of Health

» Pension insurance (includes old age, invalidity] death) to the Federal Ministry
of Labor, Social Affairs and Consumer ProtectioM@ESK).

* Unemployment insurance is directed by the laborketaservice (AMS) which
operates under the supervision of the BMASK.

Thus, one way in which cross-sectoral planning sardice provision is challenged is the

administration of different insurance schemes lffgdnt ministries.

Assignment to social insurance institutes occurgairnous ways: in the case of sickness
funds for companies based on the employer; in thse cof funds for particular
professions based on professions or professioralsst such as farmers, railway
employee, or civil servants; or in the case of prowl sickness funds on the basis of
region of the employer’s residence. This structfréhe social insurance system leaves
individuals with basically no choice about the sbdhsurance institute (Busse et al.,
2004).

5TabIe 1 is based on a Figure in BMASK (2010b, p.drid has been translated and slightly modified.
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Any individual that is born in Austria is assignedsocial insurance number (SIN)
immediately after birth. The SIN consists of 10 rems (four numbers followed by the
birth date; XXXX DDMMYY). Children until the age o018 are co-insured with their
parents except if the child takes on employmeritezastudents until the age of 27 years
can also be co-insured with their parents (SV, 200nce an individual takes up
employment in Austria, the employer has to register employee for social insurance
purposes (European Commission, 2011). Women whorareaternity leave continue to
be insured themselves; once maternity leave erda/diman takes on employment again
and maintains her insurance status. If a womarddedb opt out of employment and stay
at home with the child, she would have to beconfieeseployed or is co-insured with

her partner.

Individuals who have a total income below a “minmthreshold” of 374.02 Euros per
month (as of 2011; SV, 2011) do not fall into thandatory social insurance scheme,
however, a special voluntary scheme is availalbiddhfem. This is an option individuals
have to opt into and pay for. Any individual whosheocial insurance has the right for
social benefits and services. Each individual wlas Bocial insurance is provided an
electronic health card (E-card) which serves asoafdor one’s health insurance status,
and is essential for the accounting of costs wite physician with sickness funds
(BMASK, 2010b). Sickness funds may vary in theirve®e provision: for instance,
individuals insured with the Provincial sicknesadihave to pay an annual service fee of
10 Euros which is levied from the employers; setdat of costs occurs on a quarterly
basis; and individuals can only change specialistsa quarterly basis. In contrast,
individuals who are health insured with the Soamslurance institute for civil servants
have to pay a 20 percent excess of health senimegever, they do not have to pay
service fee for the electronic health card andviddials can change their doctor on a
monthly basis (SV, 2011).

1.2.2.1 Social benefits and services

The Austrian welfare state provides various sos@lices and benefits, which can be
subdivided into benefits and services that refersagial compensation, needs-based

provision, or to a provision based on a univergatem (BMASK, 2009a). Provisions
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based on a universal system are independent ofopiieemployment or level of income
and include for instance family allowance, childecallowance, and care allowance
(BMASK, 2009a). In this section | outline the sddanefits that are particularly relevant
for the context of women with rheumatoid arthritighich includes sickness benefits,
unemployment benefits and social assistance, bhtsalbenefits, disability pass, and

family benefits.

Sickness benefits

Sickness benefits are granted when sickness iemvidased on the legal definition
(based on § 120 Z1 ASVG); sickness entails abnophgsical or mental state which
requires treatment (lvansits & Pfeil, 2010). In easf sickness, the employer has to
provide continuous payment up to a certain predetexd period. After that, the sickness
fund covers continuous payment. The duration oftinapus payment depends on the
period of previous contributions to health insuerfap to max. 6 — 12 months). The
minimum payment is 50 percent of the previous ginseme. The individual can apply
for invalidity pension if the disease lasts forden than the period of continuous payment
covered by the sickness fund. In Austria thererily ahe option of being on or off
sickness benefits which may constitute a challendke case of diseases with a chronic,
episodic nature such as rheumatoid arthritis. &eiployed people only receive
continuous payments if they have a voluntary insceafor the case of sickness
(BMASK, 2010b).

Unemployment benefits and social assistance

Unemployment benefits and social assistance arentte¢ common monetary benefits
out of unemployment insurance (BMASK, 2010b). Tladdr market office (AMS;
Arbeitsmarktservice) plays a central role in thevmsion of unemployment benefits and
assistance as it is located at the interface betwe individual and the government. In
1994 with the inception of the Public law for tladbr market service, the management of
the labor market office was outsourced from the B3fAand is constituted since then as
service provider under public law. The labor markéfice bears responsibility for

preventing and remediating unemployment in Aus{dS, 2011b). Labor market
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policies comprise passive and active dimension® pa&ssive dimension includes the
monetary compensation in case of unemployment. (tm@mployment benefits). Active
labor market policies, such as re-training progrgoisy a less significant role in Austria
than in other European countries (AK, 2011).

Unemployment benefits are insurance benefits, tradire depends on previous insurance
periods; however, additional payments would be tgihnf the benefits are below a
predetermined minimum threshold. In order to reeeimemployment benefits (BMASK,
2010b), an individual must

* have a record of a minimum insurance period: 52k&/egithin a period of 24
months.

* be employable: otherwise the responsibility forviong benefits is with the
health- or pension-insurance (e.g. in case of iditglor unemployability).

» be willing to work and take on a reasonable johf ik, a job that fulfills all legal
requirements and requirements based on collectixgaining agreement.

Statistics from 2009 indicate that mean unemploytnemefits are slightly lower for

women than for men which results out of differendas previous income and

employment records. Maximum duration of benefitpates on previous insurance
periods; for instance 20 weeks of benefits are tgchtbased on a minimum insurance
period; 30 weeks in case of 3 years of insuranagogeout of five years in total.

Minimum insurance period refers to 52 weeks of aoicisurance within 24 months for
people who apply for unemployment benefits the iree. Exceptions are available for
people under 25 years of age, and people who renaved benefits previously. Once
benefits are granted for a determined period, a@nsion of benefits can be granted if an
individual participates in active employment pragsaoffered by the labor market office

(e.g. re-training programs; BMASK; 2010b)

Social assistance is based on previously receimethployment benefits and the need for
financial support. Thus, social assistance contaimsciples of social insurance and
social welfare (AMS, 2011b). Any person that reesisocial assistance is also health
insured (AMS, 2011b; BMASK, 2010b). This monetasgiatance can be granted until
an individual is granted pension, however, aftemg2ks an application for renewal has

to be submitted to the labor market office. Theifpincome, meaning the income that is
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available in a given household, provides the fotindafor the needs-base. In 2010,
changes in the social benefits system were intrediuwith implications for social
assistance: the amount is not solely dependent rewigos unemployment benefits
anymore, but also on the minimum threshold defingtiin the needs-based minimum
social benefits system. In 2009, the mean socsstance was 25 percent lower than the
mean unemployment benefits (AMS, 2011b; BMASK, 2§10

The distinction between unemployment benefits aril$ assistance is also grounded in
distinct paragraphs within Public act for Insuraméehe Unemployed. Unemployment
benefits direct back to 812 of this act which owe8 that the unemployed person is an
individual who discontinued employment, is not leamanymore to mandatory social
insurance that underlies retirement pension insgaand does not pursue any new or
further employment. Social assistance benefitsadd¥essed in 833 of the Public act for
insurance of the unemployed and come into effectuf@mployed individuals who have

exhausted unemployment benefits.

Invalidity benefits

An individual can apply for invalidity benefits omther employability is deemed to be
challenged. The terms invalidity and incapacitymark refer to blue-collar (‘Arbeiter’)
workers and white-collar (‘Angestellte’) workersspectively (PV, 20123.People can
apply for invalidity/ incapacity to work pension

» if they have no entitlement for rehabilitation bese efforts are not purposeful;
» if invalidity/ incapacity to work will last for dteast 6 months;

» if they have a record of a certain insurance period

» if they do not fulfill the criteria for old-age psion.

The degree of invalidity is determined within thrarhe of a medical examination by a
certified doctor. If it can be assumed that therdegf invalidity/ incapacity to work is

decreasing, then invalidity/ incapacity to work g@m is granted for a fixed period of

6 I am using predominantly the term invalidity thghwut this dissertation.
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two years (SV, 2011). If the medical examinatioveads possibility for reintegration into
employment, rehabilitation would be initiated. Rleititation may include medical,
vocational, and social measures/ actions: medicabres refer to rehabilitation in a
respective institute or reimbursement for prostBesscational actions contain re-
training other actions taken to ensure continuatibemployment; social measures may
include offering credit-lines for the adaptation the apartment. Rehabilitation is not
subject of being a legal entitlement. If invalidisy assumed to be not decreasing then

unrestricted invalidity pension would be grantetf,(P012)

Disability pass

Disability does not entitle the individual to reeeisocial services and benefits such as
unemployment or invalidity, but rather refers tdoes toward societal integration of
people with disabilities. Nevertheless, as | havedticted my research with women of
employable age, | consider it noteworthy to disculsability in the context of
unemployment, social assistance, and sicknessthghe passing of the Austrian Federal
Act on the Equalization of Persons with Disabisti@GStG) in 2005 the Federal Office
for Social Affairs and Disability (Bundesamt fur Zales und Behindertenwesen —
Bundessozialamt; BASB) was established. The BASBa iservice provider that is
subordinated to the BMASK. Disability is seen toéeross-sectoral task and has to be
integrated into all political concepts and acti@aasoss sectors — the social integration of
people with disabilities in any sector has beeerrefl to as mainstreaming (BMASK,
2010a). As any sector aims for distinct outcomashesector has a distinct definition of
disability which leads to a broad variety of defioms for disability within the Austrian
law (BMASK, 2009a). The main areas of practice udel the conduct of arbitration
processes in reference to equality of people witlaldlities, vocational integration of
people with disabilities, and the support of infatroaregivers (BASB, 2011).

People with disability can submit an applicatiorthe BASB for a disability pass. To be
eligible for a disability pass, one has to have egrde of disability that reduces
employability by at least 50 percent. Verificatioh this degree of disability is made
through a medical examination by the Federal Ofi€eSocial Affairs and Disability

(BASB). The disability pass is a card that servesagroof for a particular degree of
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disability and allows, for instance, for certairddetions at social and cultural events, and
other transport-related expenses, as well as -aafl@tfor income tax allowance (BASB,
2011). The disability pass does not imply that betongs to the group of people with
disabilities that are granted particular employmamtections (Personenkreis begunstigt
Behinderter). To become a member of this group @ars¢e application has to be
submitted to the BASB. Being granted the statusaoperson with disability with
particular employment protections according to Braployment law for people with
disabilities (Bundeseinstellungsgesetz; BEinstG)s hkegal consequences. Such
consequences include particular obligations relate@mployment for employers and

employees, as well as protection rights and firelngiplications (BASB, 2011).

Family benefits

Social benefits regarding families include co-irwe for family members, fiscal family
support, infrastructure and allowance in kind (elgy care, free obligatory pre-school
year, free medical provision for pregnant women ymahg children; provision of public
playgrounds), entittements grounded in labor lavg.(@ursing leave, maternity leave,
protected leave of expecting women), and consigeratof families in various social
fields (e.g. free public school transport, discotot families for public transport and
other public facilities) (AK, 2011). Within Austridamily benefits total up to 10 % of all
social expenditures which is above the EU-averdgeight percent (AK, 2011). For
Austrian couples with children the most common grattfor reconciliation of work and
child care in 2009 was the full employment of tlathér combined with part-time
employment of the mother (BMASK, 2010b). The Fetibtmistry of Economy, Family,
and Youth (BMWFJ, 2011b) has released a varietynaternity and paternity leave
models that aim to provide families, and in patacuvomen, more choice in their efforts
to reconcile their careers and family-commitmetsout a quarter of all health insured
people in Austria do not pay any contributions dedve their insurance status through
their (predominantly married) partner or in case obildren through their parents
(Thomson, Foubister, & Mossialos, 2009). In 2002ptal leave benefits were replaced
with child care allowance. Child care allowancefigred either as a flat-rate or based on

income. Flat-rate child care allowance containfed#t options as outlined in Table 2:
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Option  Months granted for ~ Additional months Amount per month (in
the mother, until the  granted for the father  Euro)
childis ...
I 30 months old 6 436.00
Il 20 months old 4 624.00
1] 15 months old 3 800.00
v 12 months old 2 1,000.00

Table 2: Options for flat-rate child care allowancé

The parent who receives flat-rate child care alloveais allowed to earn “an additional
income equivalent of 60 % of the income generateithé calendar year prior to the year
in which the child is born (...) or a minimum amowftEUR 16,200 may be earned”
(BMWFJ, 2011a, p. 14). The flat-rate options argependent of prior employment in
contrast to the income-based option:

“[llncome-based child care allowance amounts to 8tf%he actual or notional

maternity allowance. Based on an additional autantatmparison — a calculation
done by the public health insurance fund — withittteme from the calendar year
before the year in which the child was born andimch no child care allowance
was received (...) the daily rate may rise as thadriggmount is used” (BMWFJ,

20114, p. 16).

A maximum of 2,000.00 Euro of child care allowansgaid. Regardless of the option
chosen, each option is linked with regular, precheiteed medical examinations (mother-
child pass scheme; examinations occur during pregnand five check-up visits once
the child is born). Otherwise, child care allowamcalved after a predetermined period
of time (BMWFJ, 2011a). The first option for flete of 30 months brings some
disadvantages for women as “the duration of thergal benefit exceeds the leave period
which leads to the exclusion from protective labwrket legislation attached to parental

leave if the carer does not return to his/ herglibr two years” (Leitner, 2003, p. 370).

! Table 2 has been created based on informationghglol in BMWFJ (2011a).
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Despite these disadvantages, Austrian women meguéntly use the first option in
Table 2; however, their choices may have implicaidor their future social security
status. The Austrian Minister for Women Affairs gegted skipping the first option as

this option may bring particular disadvantagesfomen later on in their lives:

“as long as we live in a system in which peoplaspwyment is the central
requirement for independent social security of itdividual, then responsible
politics has to animate women to pay as long asiplesinto the respective
insurance schemes. The opposite is to pretend mewdhat they have freedom
of choice and then leave them standing out in #ne in all other areas of life”
(Freudenschuss, 2011; personal translation: ofigoh@cument in German
language).
Next to child care allowance, family benefits imtdualso a protected leave for pregnant
women. Protected leave is paid instead of thewleggalary starting eight weeks prior to
expected birth date and ending eight weeks aftengjibirth (BMWFJ, 2011a). Pregnant
women are required to take this protected leaus, riteans that they must not work
within this period. Individual prohibition to emplment is also granted if the life of the
pregnant woman and/ or the child’s life are threatkif she would continue work
throughout pregnancy. Therefore a report from &ifist physician or a representative
from occupational safety and health administratias to be provided to the sickness
fund which would subsequently compensate for imtligl prohibition to employment
(SV, 2011). Moreover, family allowance is granted &ny child once it is born until the
child turns 24 years of age. If the child takeseomployment before this age, then family
allowance discontinues. The amount of family alloesavaries depending on the age of

the child (BMWFJ, 2011a).

1.3 Situating the daily life of women within the Austrian
system

To further illustrate the need for research thattstin the everyday lives of women as it
is situated within and coordinated to the partidties of the Austrian context, | am
reflecting in the following paragraphs more speailly on the situation of women within
the Austrian system. The Austrian welfare statdmmeg that is the interaction of the

family, the market, and the state in the distrimutof social welfare (Esping-Andersen,
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1990) has been described as aligning with a coaseevmodel. This type of welfare

state regime is characterized by a high level alatcstratification (Arts & Gelissen,

2002; Esping-Andersen, 1990), whereby gender carsda® as one basis for social
stratification (Bambra, 2007). In Austria sociaktsts and related differentials are
primarily generated through enroliment in paid emypient and the assignment to
insurance institutes based on profession or prafiesk status, that leaves individuals
with no choice (lvansits & Pfeil, 2010). Also gendserves as a means for social
stratification given the role of Austrian womentire labor market and their assignment

as informal care givers.

The strong reliance on the traditional family in stie has grown historically and
exemplifies an ideology which was perpetuated dvee (Weiss, 2010). Since the 18th
century the traditional family is thought of as amed couple and their children in
Austria: the mother is responsible for the repreidecwork in the private sphere,
whereas the father performs productive work in plblic arena (Weiss, 2010). The
traditional family was further strengthened by #gw@ient role of the Roman Catholic
Church (Knittler, 2010). Based on an analysis dbligulaws related to family matters,
including acts on child and elderly care, Austeaaals an explicit familialism. Explicit
familialism is characterized by generous models rf@aternity leave and only limited
public child care for children under three yeasswell as care allowances paid to elderly
persons that can be used for compensating familgpnbees for their care provision
(Leitner, 2003). Such generous models may leaddis@uraging situation for women in
the labor market. Furthermore, as described edri¢nis chapter, pregnant women are
required to take a protected leave from paid emptayt eight weeks before a child’'s
birth which restricts options within the particutame period for reconciling employment
and motherhood.

The first decade of the Z2lcentury was characterized by a center-right gavent in

Austria that has further reinforced the traditiorfamily; the government offered
“generous transfer payments and long leave pertbds, providing strong incentives for
women to exit the labor market” (Obinger et al.1@0p. 61). Public daycare and

incentives for fathers to take paternity leave ree@ scarce (den Dulk & van Doorne-
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Huiskes, 2007). Such family and work policies lefbmen still with the main
responsibility for caregiving and housework aneémsggthen the traditional family model
even further (Sauer, 2007). In 2007, a Coalitionvé&pment was built by Social
Democrats and Christian Democrats. This Coalitiardifred benefits implemented by
the center-right government, and introduced earngteged childcare allowance along
with other options for child care allowance outtinearlier in this chapter, and a cost-free
and compulsory kindergarten year for children afegears prior to entering primary
school. These initiatives were geared toward piagidamilies with more choices and
supporting, women in reconciling family and emplamh (Obinger et al., 2010). While
women are shifting increasingly from full-time homaker to the dual role of
homemaker and earner, societal and institutionattimes only adopt slowly to these
changing patterns (Esping-Andersen, 2009; Gieleofst12004; Notz, 2010).

Several scholars have stressed that gender expastaire changing in Western society
(Esping-Andersen, 2009; Giele & Holst, 2004; Mo&003). In a 2010 report on the
position of Austrian women in the labor market (@®wan, Papouschek, Sorger, &
Schonauer), almost half of the women indicated thay had reduced their working
hours for reasons of informal care in comparisothtee percent of men in Austria who
indicated further education as the main reasondduced working hours. Furthermore,
women are most likely to take on part-time jobshat peak of their careers while men
tend to do so more in the early or late stagebeif tareers (Bergman et al., 2010). Part-
time employment becomes thus a rather typical fmimemployment for women
(Knittler, 2010; Notz, 2010). If women are co-insdrand stay at home as informal
caregivers and housekeepers or work part-time bé&@wminimum threshold that does
not link them to the mandatory insurance schenme,iriburance status of these women
may have implications for women’s eligibility to rt&in social benefits and services
(Knittler, 2010). For instance, eligibility for umployment and invalidity benefits is

dependent on the proof a certain period of previosigrance periods.

Hence, how mothers with rheumatoid arthritis armg@bout their daily lives, including
participation in paid employment, may not only h#luenced by their personal

preferences and choices, and the biomedical clesistats of rheumatoid arthritis, but
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also by their situatedness within the Austrian exystBeing situated in this context may
open up varying resources and possibilities fortwkamen can do and actually do.
Consequently considering the situatedness of womihin their social context is
important to comprehensively understand what theyndthe actualities of their daily
lives. Given the strong emphasis on the traditidaalily model in Austria, becoming a
mother, and taking on the primary role as inforoakeqgiver, is highly valued within the
social context. Thus, the focus of my dissertat®oon Austrian mothers of employable
age. More specifically, the focus is on Austriannvém, who are managing employment,
motherhood, and rheumatoid arthritis in the actiesliof their daily lives, and how such

management is situated within their contexts.

1.4 Situating this dissertation in occupational science

Occupational science is concerned with the studyuofian occupation, whereby human
occupation is understood as “the various everydayifies people do as individuals, in
families and with communities to occupy time anth@¢prmeaning and purpose to life.
Occupations include things people need to, waahtbare expected to do” (ISOS, 2011).
In Austria occupational science is only slowly egileg with no corresponding university
program in place at this point (Prodinger & Stam2011). My understanding of
occupational science as an international and irsgipdinary field of study (Laliberte
Rudman et al., 2008) is strongly informed by mydsds at The University of Western
Ontario. While occupational science has emergedobtihe profession of occupational

therapy, it is important for occupational science

“to shift the discussion away from the basic angligg dichotomy towards a
socially responsible focus that necessitates aribfurof traditional basic and
applied boundaries coupled with political, ethiGtd moral considerations
associated with knowledge generation to action’lifesate Rudman et al., 2008,
p. 140).

Noteworthy, such knowledge generation is not tiedhe profession of occupational

therapy, but occurs in reciprocity with variousajidines including occupational therapy.

As occupational science is an emerging discipleden more so in Austria than in

Canada, | outline my understanding of occupatiaténce as an interdisciplinary and
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international discipline committed to understandimgnan occupation as it occurs within
the social context. | address in particular curcgitiques about the emphasis on meaning
and purpose related to occupation, outline appemdhat have been suggested for
studying the situated nature of human occupatiod,carify how | envision my research

to be situated in and contributing to occupatiatance.
The discipline of occupational science — curreiitiques from inside the discipline

Occupational science is rooted in the professiooaafupational therapy. For instance,
values and traditions that have characterized tbfegsion of occupational therapy have
been carried forward in occupational science (Kart & Molineux, 2012);
occupational science has been often situated withiversity structures in close relation
to occupational therapy (Frank, 2011; Prodingert&nsn, 2011); and one of the aims
assigned to occupational science was the provisfoa more rigorous foundation for
occupational therapy (Magalhaes, 2012). Valuesteditions grounded in occupational
therapy and carried forward in occupational scienefer to the prevailing individualistic
perspectives in knowledge generation within ocdopat science (e.g. Dickie, Cutchin,
& Humphry, 2006; Hocking, 2009; Hocking, 2012; ldite Rudman, 2012; Magalhées,
2012), as well as the reference to meaning andogefpl occupations (e.g. Kantartzis &
Molineux, 2012), and the categorization of occupaiinto productivity, leisure, and rest
or self-care (e.g. Hammell, 2009; Jonsson, 200®)vidualistic perspectives have been
taken on despite the acknowledgment that contesigigficant for understanding human
occupation as becomes evident for instance in #fi@itlon of occupation by ISOS and
its reference to occupations in which people engadbeir families or communities, as
well as the engagement in occupations that indalglare expected to do (ISOS, 2011).
Various researchers have critiqued the predominarice Western worldview in the
knowledge generation about human occupation (eagmrhell, 2009; Kantartzis &
Molineux, 2011, 2012; Magalhaes, 2012; Molke, 20@Qirther research has been called
upon by occupational scientists referenced abdw, generates knowledge about the
occupations of individuals as situated within tleeial and political context. | position
my dissertation research as a response to thisarafurther research in occupational

science about the situated nature of human ocaupati
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It is the aim of this section to briefly outline rse of the social, historical, and
disciplinary developments that have shaped andrimtédd the emphases on an
individualistic perspective, on meaning and purposkted to occupation, and the
categorization of occupation into productivity, skeie, and rest or self-care.
Subsequently, | outline why | believe taking on emlividualistic perspective to

understand human occupation falls short in undedstg the situated nature of what
individuals do. This research builds upon this argnt and aims to further the
understanding of how Austrian women with rheumatuithritis go about their everyday
lives given the social context in which they fifteinselves in. Thus, it is argued that
engagement in various activities throughout thaitydlives is not only influenced by

individual preferences and choices, but also byueing resources and possibilities
that open up given their situatedness within theas@ontext.

Challenging normative assumptions regarding whabpbe do in their daily lives in

occupational science

Occupation, as used by occupational scientist®rgemost frequently to particular
activities or doings, namely those that are assigniéh a particular meaning and purpose
(ISOS, 2011; Kantartzis & Molineux, 2012). Assiggnimeaningful and purposeful
occupations to the categories of productivity, Uets and self-care has become the
dominant way for occupational scientists to syste&raaoccupations in Western culture
(Jonsson, 2008). The categorization of occupatintts productivity, leisure, and self-
care bears implicit assumptions on how an individh@uld spend her time. Wilcock et
al. (1997) have argued that obtaining and maimginan ‘ideal’ balance across
occupations contributes to health. Normative idgadst to how an individual should
live life (Morgan, 2010). In occupational scienamplicit normative assumptions have
been increasingly challenged and put under scrusisiyl outline in the subsequent

paragraphs.

For occupation to be health promoting, the occopati science and therapy literature
often proposes that engagement in occupations ghmupersonally fulfilling, allow for

self-expression, and as such, bear meaning. Heneaning is described as a positive
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term. However, the positivity assigned to occupatghould not be assumed to be
universally applicable (Hammell, 2009). Kantartaisd Molineux (2012) argued that
meaning as conceptualized in occupational sciesftects a turn against materialism in
the Western world. They argue that Western ingbihst such as Christianity and the
industrial revolution, influenced and shaped sigatifitly the occupations in which people
engage, as well as the values and beliefs attatchéftese occupations. For instance a
hard work ethic was promoted by Christianity. Swadrk ethic implied that hard work
was perceived as significant in the daily life ndividuals. Work that was not valued in
economic terms, such as housework or informal careg became invisible and not as
much valued as paid work (Kantartzis & Molineux,12D The engagement in
meaningful occupations is then not considered baseds economic value but rather

based on its personal meaning, and thus descriébaduan against materialism.

Throughout the industrial revolution work becametar regulated. This development
brought about the divide of work, leisure, and -salfe. The daily lives of families

became ordered in line with this division (Kantetz Molineux, 2012). The

categorization in three sub-categories (produgtivigisure, and self-care) is dominant
particularly in the context of North-American andurBpean occupational therapy
practice. This division was also taken up in octigpal therapy and carried forward in
occupational science (Jonsson, 2008). The work gttimoted by Christianity, as well
as the industrial revolution implied that peoplewd be active. In particular hard work

was perceived as most valuable (Kantartzis & Maline€012).

The historical developments influenced by Christiamnd the industrial revolution,
exemplifies that social context shapes which octaps individuals would come to
value. Persson, Erlandsson, Eklund, and Iwarssd@®1)2 have outlined that the
dimension of value is integral to the understandigneaning. Value is described in
terms of concrete value (e.g. skills, capacitiesj/ar product that results out of an
occupation), symbolic value which points to thespeal and cultural significance of an
occupation, and self-reward value underscoringethjeyment through the engagement in
occupations. In particular symbolic value diredterion to the significance or purpose

that an occupation serves. The purpose, however,noaonly serve individual interests
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and preferences, but may also be influenced bygioals, social, cultural, and political
factors (Kantartzis & Molineux, 2012), or individsamay choose to engage in
occupations that are congruent with their own valaied beliefs as well as with those of
their communities (Galvaan, 2012). Individuals nesngage in occupations that become
shaped and promoted as ideal, adequate and noiithal the context in which they find
themselves (Laliberte Rudman, 2005; 2010).

Taking the social context into consideration in g@ting knowledge about occupation

Given this interrelation and interaction betweer titcupations in which individuals
engage, and the social context, | agree with oblceupational scientists (e.g. Dickie et
al., 2006; Hocking, 2012; Laliberte Rudman, 2012agdlhdes, 2012) that an
individualistic perspective in generating knowledd®ut human occupations falls short
in understanding the situated nature of what imhligls do in their daily lives. Different
approaches toward knowledge generation have beggesied by occupational scientists,
such as transactionalism (e.g. Cutchin & Dickiel20Dickie et al., 2006), or a
governmentality perspective (e.g. Laliberte Rudn2010; 2012). In the remainder of
this chapter | briefly outline these two perspessivl conclude this chapter with the
argument that these perspectives have made valcabi#ibutions to occupational
science, however, what is still lacking is an apgto that allows for knowledge
generation that starts at the actualities of ewvayyide and explores from there how these

actualities become accomplished and shaped thithiegbocial context.

Dickie et al. (2006) suggested a transactional peetsve for the study of human
occupation that draws upon Dewey’s action theorging a transactional perspective
inherently moves away from an individualized towarctontextualized perspective as
any occupation is a transaction co-constitutedheyperson and the context (Cutchin &
Dickie, 2012; Dickie et al., 2006). As explicateg Aldrich (2008), “[tlransactionalism

posits that the character of elements is contingdranging according to the composition
and configuration of other elements in every siardt(p. 151). The transaction between

the person and the environment is ever-presentaaswindividuals inhabit the world we
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live in (Shank & Cutchin, 2010). Transactionalisoki@owledges a contextualized rather

than individualized perspective on people’s occiapat

Drawing upon a governmentality perspective, LalbeiRudman (2010; 2012)
highlighted that the celebration of the ideal, goadd healthy way in occupational
science, as well as within broader societal instiis, may marginalize those who are not
able to live up to these norms given their resairte calling for research that addresses
the situated nature of what people do in theirydiaves, Laliberte Rudman (2010) calls
for research that is critically reflexive upon wafsconceptualizing occupations that may
marginalize the engagement of some people or grolipsople. For example, in relation
to women with rheumatoid arthritis, such researcdula/ put under scrutiny if becoming
a mother is conceptualized as ideal within the Aaistcontext, and engagement in paid
employment is highly valued when being of emplogalaslge. Subsequently, such
investigation would open up whether women with rhatoid arthritis who may

experience challenges in living up to this ideayrba rendered marginal.

These two perspectives exemplify current effortgai@ furthering the knowledge about
the situated nature of occupation. Each perspeaeitils a distinct dimension: From my
perspective, in transactionalism the starting po#sts more on the individual that is in
constant inter- and transaction with the socialtexin A governmentality perspective
opens up further understanding of how daily lifesimped by relations of power, and
allows for understanding how macro-level elementsate norms about how an
individual should go about daily life. My argumastthat while these perspectives have
made valuable contributions to occupational sciemdet is still lacking is an approach
that allows for knowledge generation that startshat actualities of everyday life and
explores how these actualities are coordinated nd at the same time become
accomplished and shaped through the social coniéwxts, | aim with this research to
contribute to the understanding of the situatedineabdf what individuals actually do in

their daily lives.
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Chapter 2

2  Dalily life of women with rheumatoid arthritis

The purpose of this chapter is to provide a revaéwnedical and rehabilitation literature
that informs the current knowledge base about tiky tives of women with rheumatoid
arthritis. This literature review was informed etdisjuncture at which my dissertation
research started and aimed to further understamduhrent knowledge base about how
women manage the impacts of the disease in théyr lidaes and how current arthritis-
related treatment approaches respond to their needseir daily lives. | begin this
chapter with a short overview on the medical cooditof rheumatoid arthritis which
dominated my understanding of rheumatoid arthmitsen | was working in clinical
practice. Then, | review research that has attednfteaddress women’s daily lives and
how the complexity of their daily lives is addredse arthritis-related treatment and
health care. Given the explicit familialism andosty emphasis on employment within
the Austrian context, | reviewed literature in parar on mothering and participation in
paid employment in women with rheumatoid arthrifiiis chapter concludes with a
discussion on how this body of literature is chtgarzed by an individualized perspective
and focus on medical condition and disease-relsyatgptoms that may impact on various
domains of life. | argue based on my clinical exgrece and on the review of this
literature that such knowledge is limited in pramgl an understanding of how women
actually go about their daily lives and manage dhwialities of their daily life as it is
coordinated to the social context that entails oizgtional processes in health care and

beyond.

2.1 The medical condition of rheumatoid arthritis

Rheumatoid arthritis is a systemic autoimmune disehat involves inflammation of

joints, especially the small joints of hands aneit fdut also wrists, elbows, shoulders,
and knees. Pain in and around joints, stiffnessl ftigue are common symptoms
(O'Brien & Backman, 2010). The prevalence of rhetandaarthritis varies between 0.3%
and 1% in the industrialized world (WHO, 2003).drople below the age of 50, the
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incidence of rheumatoid arthritis is 4-5 times l@gin women than in men, whereas this
ratio changes to 2:1 above the age of 60 (KvienjgJi®ddegard, & Heiberg, 2006).
Criteria for classifying rheumatoid arthritis coimtéhe involvement of joints (at least two
large or one or more small joints); evidence fquositive rheumatoid factor or positive
anti—citrullinated protein antibody in serology; uéephase reactants (may include
abnormality of the C-reactive protein or erythr@cgedimentation rate); and a duration

of symptoms for at least six weeks (Aletaha et24110).

Over the past couple of decades significant adwanicave been made in the
understanding of pathophysiological mechanismgyraiatic algorithms, and therapeutic
approaches related to rheumatoid arthritis (BuBkemel, Scheller-Kreinsen, & Zentner,
2010; Kavanaugh, 2010; Machold, Nell, Stamm, Alata Smolen, 2006; Villeneuve &
Emery, 2009). The etiology of rheumatoid arthriisnot clear yet; “the interaction of
different environmental factors in genetically psgabsed individuals is likely what
triggers the disease” (Tayar & Suarez-Almazor, 2q1@®02). Rheumatoid arthritis is a
non-curable disease, where the aim of treatmenensission or if remission is not
achievable then the aim is achieving and sustaihavg disease activity (Smolen,
Aletaha, et al., 2010). Remission is “a state wibhapparent disease activity and absence
of joint damage and disability progression” (Vileive & Emery, 2009, p. 110). Regular
follow-ups with the rheumatologist are recommentiedssess disease activity and adjust
treatment if needed: more specifically, patientsthwactive disease activity are
recommended to see their rheumatologist every bofths; later on every 3-6 months
(Smolen, Aletaha, et al., 2010). Furthermore, ahradiographs of hands and feet are
recommended to evaluate for radiographic changekernoints (Villeneuve & Emery,
2009). In terms of treatment, “the mainstay of R&atment is the application of
DMARDs” (disease-modifying anti-rheumatic drugs; @em, Landewé, et al., 2010, p.
964). It is recommended that treatment with DMARiBsitiated once diagnosis of
rheumatoid arthritis is established (Smolen, Laréeat al. 2010).

Individuals with rheumatoid arthritis indicated th#éhey receive a release from
medication, such as biological DMARDs (Lindén & B4fund, 2010), and are enabled to
re-engage and participate in daily life (Lindén gBlund, 2010; Nilsson, Fitinghoff, &
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Lilja, 2007). Nevertheless, symptoms such as pathfatigue remain present though in a
lower intensity and individuals with rheumatoidhaitis may experience a certain level
of anxiety as they are unsure about the long-tdfacteof medications as well as side-
effects of medications (Nilsson et al., 2007; Van Meer et al., 2011). Fear due to the
long-term consequences of rheumatoid arthritis,ettamty about the future, and yet
hope that arises out of the belief in medical redeare salient experiences of people
living with rheumatoid arthritis (Lltze & Archenhin] 2007). A study revealed that very

little is actually known about patients’ perspeetwon remission (van Tuyl et al., 2011).

Most of the literature reviewed in this section veasmducted with a reference to gender
as socio-demographic characteristic, rather thaamla®d reality. For instance authors of
these studies included more women than men in 8tedy sample and justified their
sampling strategy by the higher prevalence of rhatard arthritis in women than in men:
Nilsson et al. (2007) had a study sample of six eorm@and four men, Van der Meer et al.
(2011) sampled twelve women and two men, or Lutmk Archenholtz (2007) recruited
17 women and six men. In some studies authors goittt gender differences based on
their findings that would require further attention research and rehabilitation. This
consideration of gender as mainly a socio-demogeafdctor is applied to enhance
generalizability of research findings as the gerdistribution in the sample is considered

as representative of the overall group of peopta wieumatoid arthritis.

This short synopsis of literature about the medomalddition of rheumatoid arthritis that
informs clinical practice is characterized by au®on the medical condition and disease-
related symptoms. Knowledge generation is gearedarth establishing facts and
establishes objectifiable, measurable and obsexveadalrkers to predict and control the
further course of the disease. Such knowledge g#aoeris limited in attending to the
voice of individuals experiencing and living witheumatoid arthritis; attending to the
voice of individuals might be actually seen asradhto objectivity (Lincoln, Lynham, &
Guba, 2011). Some research has been conductedhthitbagyy attended to the lived
experiences of individuals with rheumatoid artlritsuch as the study by Lindén and
Bjorklund (2010), Nilsson et al. (2007), or LutzedaArchenholtz (2007). Nevertheless,

when it comes to the development of diagnostic am@tment algorithms, such
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knowledge appears to be subordinated to knowlellgeatilows for prediction, control,
and objectivity. Subsequently, the lived experisncd individuals with rheumatoid
arthritis may be rendered marginal in clinical piGe In the next paragraphs | focus
specifically on the current knowledge base on hoamen with rheumatoid arthritis
manage their daily lives. In contrast to the litara reviewed in this section, the literature
in the next section does not focus on the medicatition of rheumatoid arthritis and
related treatment, but rather on what is known allmw women with rheumatoid

arthritis are going about their daily lives.

2.2 The complexity of the daily life of women with
rheumatoid arthritis

Given the chronic nature of rheumatoid arthritessearch has been dedicated to further
understand how women, and particularly mothers wigumatoid arthritis adapt to and
change their engagement in daily life throughoet ¢burse of their disease (Dubouloz,
Vallerand, Laporte, Ashe, & Hall, 2008; Stamm ef 2008; Stamm, Machold, Smolen,
& Prodinger, 2010). This recent body of literaturederscores persisting functional
limitations in the lives of women with rheumatoidhaitis (Bjork, Gerdle, Thyberg, &
Peolsson, 2008; Bjork, Thyberg, Skogh, & Gerdled720Thyberg, Hass, Nordenskiold,
Gerdle, & Skogh, 2005). Moreover, the allocation tohe to engage in particular
activities and occupations changes over the cooirgbe disease (Forhan & Backman,
2010; Katz & Morris, 2007; Reinseth & Espnes, 208amm et al., 2009; Wikstrém &
Jacobsson, 2005). Women with rheumatoid arthréigotiate and prioritize continuously
what they are doing in their daily lives based dmatvs important for them and brings
meaning (Alsaker & Josephsson, 2003; Alsaker & @dlasgon, 2011; Stamm et al., 2009).
Furthermore, women also negotiate the engagemesbdral roles (Plach, Stevens, &
Moss, 2004; Plach, Napholz, & Kelber, 2005) suctbesg a mother (Backman, Del
Fabro Smith, Smith, Montie, & Suto, 2007; Barlowylién, Foster, Harrison, & Wade,
1999; Del Fabro Smith, Suto, Chalmers, & Backm&1,12 Grant, 2001; Katz, Pasch, &
Wong, 2003) or being an employee (Nilsson et @07). While maintaining paid
employment is a challenge for women with rheumasottritis (Backman, 2004; Kessler
et al., 2008; Li, Gignac, & Anis, 2006; Nilssonadt, 2007; Reisine, Fifield, Walsh, &
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Feinn, 2001; Shanahan, Smith, Roberts-Thomsonyrgate & Ahern, 2008; Verstappen
et al., 2004), paid employment has been describdzbing an unmet need in health care
(Lacaille, White, Backman, & Gignac, 2007; Van t&er et al., 2011).

The literature reviewed in this section was padbynducted specifically about women.
As consideration of gender as a lived reality mathan socio-demographic characteristic
has only received increasing recognition over thgt geveral years, | included literature
relevant to the understanding of how individualshwheumatoid arthritis manage their
daily lives that did not focus specifically on womd his recognition of gender as a lived
reality is influenced by an increasing understagdirat disease activity based on medical
markers alone is not sufficient to understand digeactivity as experienced by the
individual living with the disease (e.g. Reisine at, 2001; Wikstréom & Jacobsson,
2005). Furthermore, there is increasing understandhat the advanced and more
specific treatments allow individuals with rheumdtarthritis to live a life without
severe pain and continuous joint deformities (eBgsse et al., 2010; Lindén &
Bjorklund, 2010; Villeneuve & Emery, 2009); and ydteumatoid arthritis is a chronic
disease that has to be continuously managed ardadiategl in daily life (e.g. Alsaker &
Josephsson, 2003; Forhan & Backman, 2010; Katz &isa2007; Stamm et al., 2008).
Thus, my interest in the following sections wastipatarly on the current knowledge
base regarding processes of managing rheumatdidtigrtwhich entails managing the
disease, and engagement in daily occupations suotothering and participation in paid
employment. | focused on mothering and paid empknspecifically, as these are
likely to be significant occupations for an Austriavoman of childbearing and
employable age given the social context of Augtriavhich social policies rest on the
traditional family model of the female caregiverdamomemaker and social insurance

system build upon individuals’ employment statiee(€hapter 1).
Processes of adaptation

Given the chronic nature of rheumatoid arthritisnven with rheumatoid arthritis have to
continuously adapt to and change their engagemeshdily life throughout the course of
their disease (Dubouloz et al., 2008; Stamm et26Q8; Stamm et al., 2010). Such
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adaptation processes have been described as egmgsgsive and complex (Dubouloz et
al., 2008), or as processes of mastering or getisagl to rheumatoid arthritis (Stamm et
al.,, 2008). Progressive adaptation occurs contisiyoas symptoms are persistent,
whereas complex adaptation is triggered by an aepisode. These processes are
influenced by factors such as the fluctuating amnsible nature of the disease, the sense
of having control and hope for remission instillegd medication, and the onset of the
disease at times when family planning and careerveldpment are important
considerations for individuals (Dubouloz et al.,08R In a narrative study conducted
with women and men with rheumatoid arthritis in &ias it was found that the process
of adapting to the disease is much more than jdapteng and included processes of
integrating rheumatoid arthritis in a personallyamagful way; for some individuals
living with rheumatoid arthritis meant making “tbest of a bad situation” (Stamm et al.,
2008, p. 664). A secondary analysis of these neeststressed the importance of the
social context to comprehensively understand tedlireality of individuals (Stamm et
al., 2010): factors such as accessibility to anatexat of health care services, the support
provided by family, and negotiations of social andtural values such as taking up paid
employment when being of employable age circumedriand shaped the process of
adapting and adjusting to the disease (Stamm,&2G10). These findings emphasize the
continuous and subjective processes that livingg wieumatoid arthritis entail and how

processes of adapting to the disease occur bettiveendividual and her social context.

The continuous process of adapting to and livinthwheumatoid arthritis has also been
described in terms of persisting limitations thabmen with rheumatoid arthritis
experience throughout their lives (Bjork et al.080Bjork et al., 2007; Thyberg et al.,
2005), and how these persisting limitations may dotptheir time spent in certain
occupations (Katz & Morris, 2007; Reinseth & Espr2807; Wikstrom & Jacobsson,
2005). Findings from a Swedish cohort study denratet that even after five years of
disease onset individuals with rheumatoid arthréigperience persisting limitations
(Bjork et al., 2008; Bjork et al., 2007). After &®& years of disease onset, women
experienced more difficulties in their upper extits@s and in their activities than men.
These findings led the authors to conclude thatthese of the disease is more severe in

women than in men (Thyberg et al., 2005). Time petgerns of women with rheumatoid
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arthritis may change as their functional statusgea (Katz & Morris, 2007; Reinseth &
Espnes, 2007; Wikstrom & Jacobsson, 2005). In dystonducted with women and men
with rheumatoid arthritis in the US, it was fourttht increased disease severity meant
that individuals spend more time with personal caesting and sleeping and less time
caring for family, paid work, leisure activities,eeting with friends or volunteer work
(Katz & Morris, 2007). A cohort study by Wikstronmé Jacobsson (2005) revealed that
changes in time-use cannot be simply explainedigade activity or medication-intake.
The authors suggest that factors such as pariioipat rehabilitation programs, personal
coping strategies, and the social environment niighinfluential. In the study conducted
by Reinseth and Espnes (2007) specifically with wonwith rheumatoid arthritis,
women reported a decrease in non-vocational aesyitwhich include leisure and
household activities, over the past ten years;onbt did physical functioning reveal as
having an impact on the participation in thesevaas, but to an even greater extent
mental health. These studies illustrate that wommy experience changes in their
activities as they live with the disease; factoeydnd characteristics of rheumatoid

arthritis occurred influential.
Engaging in meaningful occupations

Research has also been conducted to investigatifispily the engagement of women
with rheumatoid arthritis in occupations that areamingful to them. Alsaker and
Josephsson (2003) illustrated how individuals vatimonic rheumatic diseases such as
rheumatoid arthritis continuously change and adlagir occupations while negotiating
the meanings attached to their doings. These mgsuaire anchored in their biographies,
and “meaning may be imbued in everyday occupatiangd,thereby serves as a mediator
of values in their everyday lives” (Alsaker & Johspon, 2003, p. 171). For instance, one
participant in the study of Alsaker and Josephs&®03) was mentioning how a
particular lunch has to be prepared, whereby the-toedo was passed on over
generations; despite the increased challenges @&uwbnafort given the disease, the
participant continued doing it with slight modifteans. People with chronic rheumatic
diseases are also engaging in moral quests abatharmhthey do well enough and can

ensure being a good citizen also in the futuregkds & Josephsson, 2011).
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Balancing what is meaningful and important for ateand what is considered as such
within the socio-cultural context is also a dimemsthat was found to be important in
reference to occupational balance in people wittunmatoid arthritis (Stamm et al.,
2009). Forhan and Backman (2010) described, basedlimear regression model, three
dimensions that explain occupational balance irpjgeaith rheumatoid arthritis: “ability
to perform main occupation (...), satisfaction withetbalance of time spent on
occupations (...), satisfaction with the day’s accbsmments” (Forhan & Backman,
2010, p. 134). Participants reported mainly paidrkwor unpaid work (housework,
caregiving) as their main occupations. Though alsuhird of participants reported
limitations in these occupations, these limitatididsnot impact on the findings related to
the dimension of satisfaction with balance. Thesghts illustrate that the impact of the
disease on the functioning of women with rheumataithritis is only one part of a
complex whole. Individuals with rheumatoid arttgitinegotiate and prioritize
continuously what is meaningful for them and impatt within the socio-cultural

context.

Managing engagement in occupations of daily liféa#s negotiating support from
family or friends. Support has been described #eeeicollaborative or constructive as
long as it occurs ‘naturally’ (Nyman & Larsson Lyr2D07). ‘Natural’ implies that the
individual still has control over the occupatiomdathe person providing the support
understands the individual with her abilities antfiallties, and the significance of a
particular occupation. Inadequate support was pardeas a source of frustration by
women with rheumatoid arthritis (Goodacre & Goo@ac2003). For mothers with
rheumatoid arthritis, being offered and acceptingp®rt was more challenging when
family members were strongly relying on traditioggnder roles (Grant, 2001). While
women with rheumatoid arthritis in midlife descmbe better functional status and fewer
co-morbid health problems than older women withurhatoid arthritis, they experienced
less role balance, many concurrent role obligatiansg responsibilities in their midlives
that dictate everyday life (Plach et al., 2004)e Hocial roles that women referred to
included being a spouse or partner, mother, homemalkd employee. Such examples
from the literature exemplify that social contexatters not only in regard to what

women do in their daily lives, what brings meaniagheir lives, and is important within
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their context, but also how women relate to androdnnect with others. Participating in
mothering and employment directs attention to how daily lives of women with
rheumatoid arthritis occur in constant and contusuoteraction with other people and

become part of daily life.

Being a mother and an employee is something thgtitnlie highly valued within a given
social context such as Austria that builds on tieemises of the traditional family within
a social insurance based welfare state (see Chaptadithin the scope of the next
paragraphs | drew upon literature published int@onally on mothering and paid
employment in women with rheumatoid arthritis toingea more comprehensive
understanding about current knowledge generatiomaothers with rheumatoid arthritis,
as well as women of employable age with rheumaddiakitis in a broader context before
focusing in my research particularly on the Austrcantext.

Mothering

In an mixed method study, that included a crossieread survey method and focus group
discussions, mothers with rheumatoid arthritis dbed the challenges in keeping up
with a very active and lively young child, and ald® challenges in keeping up with
increased volumes of laundry, groceries, and mesgdgvation as the children grow older
(Barlow et al., 1999). Almost half of the women hvitheumatoid arthritis who
participated in a US-panel study reported diffi@dtin performing parenting activities
regardless of the age of children (Katz et al.,3J08ackman, Del Fabro Smith, et al.
(2007) referred to these challenges as a continbetween “sometimes | can” to
“sometimes | can't” (p. 383). This continuum illeestes how the ability to participate in
mothering fluctuates over time given daily flucioas and the overall progression of the
disease, as well as the changing demands in mothénce children are older they may
need rides to various activities, or parents ake@so volunteer for various things, which
can pose a challenge too (Backman, Smith, Smitmtido& Suto, 2007; Del Fabro
Smith et al., 2011).

In a narrative study by Del Fabro Smith et al. (0«vomen explained that being a

mother meant for them orchestrating daily life:rp&head, balance the increased need of
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rest, ask for help such as arrange somebody tothekhildren up from school, adjust
occupations which may constrain other occupatiomschedule participation in certain
things if necessary, and be present as an actisenadr. Fatigue was described as a
factor that made things particularly complicatedordén across several studies referred
to feeling inadequate in fulfilling their role asnaother (Backman, Smith, et al., 2007,
Barlow et al., 1999; Grant, 2001). Similarly, mathdelt challenged when being
confronted with expectations based on what a nomwher does and can do (Del Fabro
Smith et al., 2011). Such expectations includedsigay activities with the child,
attending outings, and following normal daily rows that entail child care and
housework. When having more than one child, mothtss referred to their reliance on
the help of the older child, while at the same tii®eling guilty about it (Barlow et al.,
1999). Despite the challenges inherent in negatiathothering and rheumatoid arthritis,
women described how children motivate them to eagagxercise programs (Barlow et
al., 1999), or being a mother is very meaningfut pétheir identity that they would not
like to miss in their lives (Del Fabro Smith et,&011). The body of literature on
mothers with rheumatoid arthritis has a particusnphasis on the challenges that
mothers may experience in mothering due to thetditnoins and impact of their disease.
Only limited attention is given to the significanf® women of being a mother within
their social context. While mothering has been deed as meaningful and motivating
for women with rheumatoid arthritis, limited attemt has been given to social norms and

values that become assigned to mothering withilvengsocial context.
Participating in paid employment

Similar to mothering, people with rheumatoid atibralso assign personal meaning to
employment. In a qualitative study conducted in &we individuals with rheumatoid

arthritis valued the challenges involved in theworky enjoyed being together with co-
workers, and gained motivation to get better dupagods of sick-leave (Nilsson et al.,
2007). While maintaining paid employment is oftenrid to be a challenge for women
with rheumatoid arthritis (Backman, 2004; Kessleale 2008; Li et al., 2006; Nilsson et
al., 2007; Reisine et al., 2001; Shanahan et 8082 Verstappen et al., 2004), paid
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employment provides not only financial security,t balso can provide intrinsic

satisfaction, self-confidence, and social contacts.

In particular, the issue of disclosure at one’s kvplace regarding one’s diagnosis has
been found to be a dimension that needs to be iaggwtby the individual and that
contributes to the complexity of managing the diseand employment (Gignac et al.,
2004). Individuals with rheumatoid arthritis whovieadisclosed their disease at the
workplace received more modifications at the waaskpl (Gignac, 2005), and not
disclosing the disease prevented people from furtieasures that would likely support
continuing employment such as workplace adaptatod use of assistive devices
(Lacaille et al., 2007). When disclosing the diggdsowever, interpersonal relations at
the work place were described as challenging agidue to resentments of co-workers
or lack of understanding in part due to the invigipof the disease. At the same time,
for some individuals with rheumatoid arthritis tbenversations with co-workers about
their disease can be beneficial to enhance co-wsrkenderstanding of the disease
(Nilsson et al., 2007; Van der Meer et al., 20Hgveral studies highlight that working
conditions, including flexibility of working hourand breaks, having control over how
the job is done, and demands of the respectivajelimportant factors in whether or not
people are able to maintain employment (Lacaillealet 2007; Nilsson et al., 2007).
Challenges in commuting (e.g. increased fatigue tdueng commuting, difficulties in
using public transport) are influential factors fmople with rheumatoid arthritis in their

efforts to continue employment (Lacaille et al.02p

These studies exemplify that participating in aralntaining paid employment cannot be
comprehensively understood when focusing solelyhenindividual who is working at
her work place. The relations with employer andvarkers, the way to and from work,
and regulations about working hours are some fadtwt constitute resources and/ or
barriers and open up varying possibilities for wométh rheumatoid arthritis to sustain

paid employment.

The literature presented in this review on motlgeriand participation in paid

employment, for the most part, takes the sociatteodnfor granted. For instance, the
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discussion is whether individuals disclose thesedse and how it impacts their access to
accommodations and adaptations at the work-pldeoe.fdcus remains on the individual,
and how she negotiates daily life as it occurs withsocial context that is co-constituted
by activities of various people, structures, andcpsses. Despite that participation in
social roles revealed as crucial in understandioghen’s daily lives, the social roles that
an individual with rheumatoid arthritis inhabitsick as being an employee, revealed as

an unmet need in health care (Lacaille et al., 20@n der Meer et al., 2011).

2.3 Women with rheumatoid arthritis and arthritis-related
health care

The knowledge base presented so far focuses pradotlyi on the disease and the
individual. The impact of rheumatoid arthritis iromen’s daily lives is addressed and
becomes presented primarily as a problem of thavicheal with a medical condition.
However, daily life is complex and occurs within sacial context. The body of
knowledge presented so far aligns to some extetht twe disjuncture that | experienced
in clinical practice: the emphasis in the literatis predominantly on the individual and
the characteristics and impact of rheumatoid drshim light of medical parameters and
functional limitations. Literature on how women Wwitheumatoid arthritis manage the
complexity of daily life, where managing the diseasight be part of a complex whole,
is marginal. In this section | focus more specifican recent developments, namely the
implementation of self-management and educatiorarams in arthritis-related health
care, to gain more insights on current effortselhabilitation practice toward integrating
characteristics about rheumatoid arthritis, theviddal living with the disease, and daily
life. Moreover, | review literature that addressles perspectives of patients and health

professionals on arthritis-related health care.
Self-management and educational programs

To address the continuous changes and processexdagtation of women with
rheumatoid arthritis, self-management or educatiopeograms are increasingly
implemented in arthritis-related health care pcact{Albano, Giraudet-Le Quintrec,
Crozet, & d'lvernois, 2010; Bruce, Lorig, & Laure@007; Hamnes, Hauge, Kjeken, &
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Hagen, 2011; Iversen, Hammond, & Betteridge, 20$0ch programs aim to empower
individuals so that they take on responsibility their own health. Next to the body of
literature on empowering individuals with rheumdtoarthritis toward taking on
responsibility for the impact of the disease onirtliaily life, an increasing body of
knowledge has been generated about the experiemckperceptions of women with
rheumatoid arthritis and the health-care providethem (Kjeken et al., 2006; Meesters,
de Boer, van den Berg, Fiocco, & Vliet Vlieland,12Q van Hulst, Kievit, van Bommel,
van Riel, & Fraenkel, 2011). This latter body obkiedge does not specifically address
the disjuncture between the complexity of womeived and arthritis-related health care,
but it provides insights into how the needs of wameth rheumatoid arthritis are met in
arthritis-related health care. After reviewing figire on self-management programs, and
perspectives on arthritis-related health careflécebriefly on how the needs of patients
with rheumatoid arthritis are addressed or metrthritis-related health care based on

current literature.

Knowledge generated to further understand and advaelf-management or educational
programs is geared toward an individual with a theebndition that requires treatment to
manage the health condition, and needs to be empdwe be enabled to take on
responsibility for one’s own health. Self-managetieterventions “include educational,
behavioral and cognitive approaches to influendieglth knowledge, attitudes, beliefs
and behaviors to promote independence, maintaiadprst life roles, and address the
psychological impact of disease” (lversen et ab1@ p. 955). In the literature, self-
management programs are frequently presented asfgaatient-education programs. A
literature review about patient-education programgports the findings from Iversen et
al. (2010) and underscores that such programs aimnable people to competently
manage their disease in daily life or focus on hesg individuals with rheumatoid
arthritis strategies so that they have improvetisstor coping with the disease (Albano
et al., 2010). A qualitative study about the exagohs of individuals with rheumatoid
arthritis revealed that individuals who participateself-management and educational
programs hope to become empowered to take over raspensibility for the impact of
the disease in daily life, to accept and cope \lith disease, as well as learn about

strategies and information on maintaining employnielamnes et al., 2011).
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While self-management and education programs app#srent in their aims and the
expectations of individuals participating in suaglegrams, research has pointed out that
they are attended more often by groups with pddrcgpcio-demographic characteristics
such as being white and female (Bruce et al., 200@¢ literature on self-management
and educational programs stresses the focus onveenipg individuals with rheumatoid
arthritis, and thus, in a sense also implies at sififresponsibility for the impact of
rheumatoid arthritis in daily life to the individisaHowever, many dimensions addressed
within such programs, such as coping with diseaskenaaintaining employment, have to
be negotiated by the individual within the everydidg as it occurs in interaction with
other people, as well as broader systems andutistis. These insights point back to the
importance of considering the social context inaihindividuals go about their lives.
This context opens up varying resources and pdssibi for what women with
rheumatoid arthritis can do and actually do depapdin their situatedness within the

social context.
The disjuncture between arthritis-related healthecand everyday life

In my review of literature on how arthritis-relatéealth care attends to the needs of
women with rheumatoid arthritis the disjuncturetth&xperienced in clinical practice
was reflected to some extent as well. More spetificthe focus in the literature is on
the individual with the medical condition, whicHlgashort in understanding how women

with rheumatoid arthritis are actually going abtheir daily lives.

A very recent body of literature points to diverg@erspectives of patients and health
professionals on arthritis-related health care. Yaist et al. (2011) conducted a survey
with patients and rheumatologists to identify fastthat are important in the care or
treatment process; within their study, both typlgasticipants ranked a list of 58 factors.
Only physical functioning and mobility and the rhsatologist’'s impression of the

overall disease activity were ranked by patientd health professionals respectively
within the top ten. Beside these two out of 58 dexttremendous differences resulted.
Patients’ level of comfort in expressing concernd gatient’s trust in physicians was

ranked high by patients, but not by rheumatologisksst important for rheumatologists
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were the disease activity score and swollen jomtsich was not ranked as high by
patients (van Hulst et al., 2011). This study illates clearly the divergent perspectives

of patients and rheumatologists on arthritis-reldtealth care.

Studies on the provision of health care (Kjekenmakt 2006; Meesters et al., 2011)
revealed that patients lack information and knogéedbout the disease and about health
care. Individuals with rheumatoid arthritis strebdbat they lack information about
content and accessibility to health care servioes cross-sectional study conducted by
Meesters et al. (2011). Kjeken et al. (2006) cotetlian analysis from survey data
specific to rheumatoid arthritis and ankylosing rghgities. In their study the need of
providing patients continuously with information svastressed as individuals with
rheumatoid arthritis continuously face new challEengiven the unpredictable and
fluctuating course of the disease. Patients whorteg high involvement in treatment
decisions reported high levels of perceived infdiam were very satisfied with health
care, were younger, and had higher levels of foremalcation; patients with a worse
health status and comorbidities reported more ‘urtmealth care needs’ (Kjeken et al.,
2006). These findings illustrate that the sociahteat provides individuals with
rheumatoid arthritis with varying resources andsgumbties to get involved in their
treatment processes and to gain and comprehendmiation. Such resources and
possibilities extend beyond the clinical encoungerd are shaped by the situatedness of

individuals within the social context.

2.4 The reduction of the complexity of daily life into
individualized accounts

Based on the reviewed literature in this chaptdiasd argue that the dominant approach
to knowledge generation about the daily lives ofmea with rheumatoid arthritis that
informs clinical and rehabilitation practices isachacterized by an individualized
perspective and focus on the medical condition disgase-related symptoms. The
individual with a medical condition is representasl being in need of treatment; the
context in which mothers with rheumatoid arthrliige their lives and negotiate various
demands, resources, and possibilities remains lJargeattended. In health care,

treatment is provided to reduce and control theptgms of rheumatoid arthritis. While
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it is acknowledged in the literature that livingtiwvrheumatoid arthritis is characterized
by a continuous process of adapting to the disébeesesponsibility for managing and
coping with the continuous challenges is transtetcethe individual. Self-management
and education programs are offered to enable wamitbrrheumatoid arthritis to manage
daily life, however, the contextual applicability the concepts and practices underlying
self-management, as well as the resources of theompeto successfully apply self-

management skills, remains largely unattended.

Going about daily life that may include managingnilyg and participating in
employment, occurs within the complexity of dailyels, where various people are active
and their activities are coordinated amongst edtlero Generating objectifiable and
observable parameters about the daily lives of womeéth rheumatoid arthritis
constitutes a reduction of a complex phenomenam specific concepts and categories.
Women with rheumatoid arthritis do not think noveliin medical concepts, linear
treatment algorithm or practice guidelines (Kjeletral., 2006; Meesters et al., 2011; van
Hulst et al., 2011). Their daily lives are compléx: instance the changes and challenges
in the lives of individuals with rheumatoid artligitannot be fully explained by disease
status (Wikstrom & Jacobsson, 2005), or support bwyperceived as constructive and
collaborative, but also as frustrating (Goodacré&&odacre, 2003; Nyman & Larsson
Lund, 2007). The knowledge generated about the aty of women'’s lives has been
gained within an interpretive paradigm that embsgaater-) subjective accounts, focuses
on meaning and the individual’'s experience. Sucbmktedge does not provide factual,
objectifiable accounts and does not allow for prtdg the further course of the disease;

consequently, it is not necessarily taken into antm clinical practice.

To understand and comprehend the complexity of dhdy lives of women with
rheumatoid arthritis adequately, | argue that apghhes to knowledge generation have to
account for how women with rheumatoid arthritis ajwout their daily life within their
social context. More specifically, to further unstand the disjuncture between the
dominant body of knowledge about rheumatoid artirand the actualities of the daily
lives of mothers with rheumatoid arthritis, | adate for critical reflections on what

knowledge informs and rules arthritis-related Healre practice. Based on the reviewed
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literature, the diversity of resources that is Elde to mothers with rheumatoid arthritis
in the actualities of their daily lives, as wellthg organizational processes and structures
that restrict and support certain possibilitiest timaturn shape what women do in their
daily lives remain unattended. The disjuncture leetwthe daily lives of mothers with
rheumatoid arthritis and arthritis-related healtirec may occur then as health care
systems can be seen as “institutional arrangemtats have as their objective the
treatment of sickness” (Busfield, 2000, p. 114)vé&heless,

“‘much of our health is the result of social dete@nts — such as housing,
education, social capital, our natural environmemd the way we construct the
built environment around us — that are shaped blcyalecisions made
completely outside the health care system” (McLéngh McLaughlin, 2008, p.
5).

Hence, to comprehensively understand the actualgifewomen’s lives and how the
social context shape what they can do and actuiallyl believe that attending to the

context in which women with rheumatoid arthritisawout their daily lives is crucial.
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Chapter 3

3 Going beyond the individual — attending to the social

The aim of this chapter is to go beyond the dontiagproach to knowledge generation
about women with rheumatoid arthritis from an indualistic and disease-oriented
perspective as outlined in the previous chapter.this chapter | elaborate more
specifically on the importance of taking the soa@ahtext, which entails the resources
and possibilities that are available for individiab go about their daily lives, into

account when aiming to generate knowledge aboutwomen with rheumatoid arthritis

go about their daily lives. Knowledge that takesoimccount a social rather than
individualistic perspective related to rheumatorthiatis refers mainly to the social

impact of the disease. Literature that | have fouathable to further understand the
complexity of living everyday life with a chroniasgase such as rheumatoid arthritis
refers to disease and illness as social constngctiad not purely biomedical entities, and
literature about the social determinants of hetitit focuses particularly on the living

conditions and living circumstances in which indivals go about their daily lives. The
body of knowledge about social determinants of theahtails reference to the social

gradient prevailing in any society, and criticatisd transitions in people’s lives.

Hence, the structure of this chapter is as folloMisst, | elaborate on the literature that
describes the social impact of rheumatoid arthriisd current efforts and practices
toward reducing the social impact. Then, | attemdliterature that outlines some distinct
features of a social perspective that may faddithe understanding of the daily lives of
women with rheumatoid arthritis. This body of knedtje includes literature on social
norms and values, and on social determinants dthhdanowledge generated from a
social perspective focuses predominantly on saciktyessence, such knowledge is
distinct from knowledge presented in the previousapter that has focused
predominantly on the individual. Building on theokviedge outlined in the previous
chapter and in this chapter, this chapter conclwidiéls the argument that research is
needed that addresses the situated nature of dmup@uch research is directed toward

understanding the interface between the individaradl the social context, and how
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individuals manage their daily lives at this interé. Hence, such knowledge generation
makes it possible to gain more understanding alloeitcomplexity of the lives of
Austrian mothers with rheumatoid arthritis as ippans within the social context. |
conclude this chapter with my arguments about vesgarch is needed about the situated
nature of how Austrian women with rheumatoid atikirgo about their daily lives.
Throughout this chapter | refer to examples of v?/od{sability in women with

rheumatoid arthritis to illustrate my arguments.

3.1 A social perspective on rheumatoid arthritis

Arthritis-related research that incorporated a aogerspective has focused primarily on
the social impact of rheumatoid arthritis. The abempact is primarily described in
terms of its socio-economic impact, namely thediead indirect costs for society due to
the disease. In this body of literature refererscgiven frequently to the burden of the
disease. Hence, in this section | outline somehefdurrent research that is concerned
with the socio-economic impact of rheumatoid atitirias well as efforts to tackle the

burden of rheumatoid arthritis.

The threat, or impact of rheumatoid arthritis ogisty, that has been referred to as the
burden of the disease (Kvien, 2004) occurs due ddoidity, long-term disability, and
related direct and indirect costs (Cooper, 2000,0Mv& Pfleger, 2003). People with
musculoskeletal diseaseséncluding rheumatoid arthritis, constitute a sabsial group

of people receiving invalidity or disability benesfiin various countries, such as Austria
(BMASK, 2009a), Norway (Jakobsen, 2009), Sweden qiWvé&. Pfleger, 2003), or
Australia (Shanahan et al., 2008). From a Canagéspective, Backman (2004) stated
“the burden of work disability from RA is substaaitin terms of reduced productivity
and lost income at both individual and societaklsV(p. 149). Moreover, indirect costs

refer to reduced pay due to job changes (Li et28lQ6) as well as people being not

8 When using the term ‘work’ in this chapter, refex@is given to paid work.

9 ‘Musculoskeletal disease’ is an umbrella-term farious diseases, including rheumatoid arthrttigt
affect the muscles and joints, as well as theirsgurding tissues.
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taking on better paid or full-time jobs due to theease (Kvien, 2004). A cross-sectional
study conducted in Australia with people with rhetond arthritis aged 18 to 65 years
describes that almost half of participants who wamgloyed have reduced their work
hours (Shanahan et al., 2008). Diminished effentgs at work does cause additional
indirect costs (Kvien, 2004).

Katz et al. (2003) have also highlighted that teedhfor assistance in mothering should
be assessed as this need may further increase atedrarthritis-related indirect costs.
Mothers with rheumatoid arthritis who are of emglble age might be perceived by
some as an economic threat to society as they rbighthallenged in continuing paid
employment as well as taking on the role of thernmial caregiver within the family;

both dimensions cause increased costs.
Social construction of work-disability

The estimation of work disability and its impact society may vary depending on the
social construction of concepts and terms thawatlte assessment of work disability. A
review of cross-sectional and longitudinal survélyat have been published between
1980 und 2002 on work disability in people withuhw®atoid arthritis, shows variations in
the use of terms across studies: work disabilitys wlafined as being on disability
benefits, having stopped work due to rheumatoitrigig, or having reduced working
hours (Verstappen et al., 2004). Varying institaéib definitions of unemployment,
disability, and permanently sick across countriesdl to challenges in cross-national
research and make also the social constructiomexfet concepts within the respective
social context clear (Erlinghagen & Knuth, 2010)s#&ible explanations therefore are the
differences in health insurance and social secsystems, and thus access to services
and social benefits. Higher percentages of workidigy may actually result partly out
of the definition of work disability applied in aspective study. These insights exemplify
how work disability and subsequently the ‘burdef’rbeumatoid arthritis is socially
constructed.
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Tackling the burden of rheumatoid arthritis

To ‘tackle the burded” of rheumatoid arthritis several national and inégional efforts
and working groups have been initiated: for inséaimc 2000, the decade from 2000 to
2010 (Bone and Joint Decade) was dedicated to wmeptbe health of people with
musculoskeletal diseases through a global campamgupported by the United Nations,
the World Health Organization, and others (Woo00@). Furthermore, networks and
project-groups have been found to further undedstand subsequently address the
societal impact of rheumatoid arthritis in societty: Canada, the Episodic Disability
Network (EDN) was found and “brings together orgations working on issues
affecting people with episodic disabilities andvesras a pan-Canadian forum for issues
relating to episodic disabilities” (EDN, 2011). IBurope, project-groups such as
eumusc.net (eumusc.net, 2011) and Fit for Work f@fitWork Coalition, 2011) have
been launched. eumusc.net is a project supportethdyEuropean Commission, by
EULAR, as well as more than 20 scientific and pdti@ganizations across Europe, and
aims to optimize and harmonize standards for chmeusculoskeletal diseases across the
European Union (eumusc.net, 2011). Fit for Worarignitiative with a particular interest
in the social and economic impact of musculoskkldiseases across the European
Union. Particular emphasis is also given on the-efisctiveness of early interventions
to improve return to work practices and sustain atrdngthen work participation of

people with musculoskeletal health conditions {&itWork Coalition, 2011).

These efforts and working groups illustrate thabreces are invested to ensure that the
socio-economic impact of rheumatoid arthritis alevith other musculoskeletal diseases
or episodic disabilities are minimized. In the rigire presented so far in this section,
reference to the ‘social’ is only in respect to thesat or burden that individuals with
rheumatoid arthritis cause to society, and how thisden can be minimized. When
reviewing other literature from a social perspestivgained further understanding about

the processes that go into social constructionadividuals with rheumatoid arthritis as

10‘Tackling chronic diseases’ is a phrase used bysBus al. (2010) as part of their book-title.
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deviant (e.g. Clarke, 2010; Weitz, 2007). Furtheencocial perspectives informing
public health literature, such as the body of kremlgle on social determinants of health,
focuses not solely on the socio-economic impaatestain diseases. Thus, | explore in

the next section some literature about a sociapgsative on disease and illness.

3.2 Social perspectives on managing daily life with
rheumatoid arthritis

From a social perspective, chronic illness suchhasmatoid arthritis refers to a reality
that has to be negotiated at the interface of tldévidual and the social context. This
reality is informed by, and yet goes beyond biatagientities and socially shaped
conditions (Gabe, Bury, & Elston, 2004). For exampih relation to women with
rheumatoid arthritis, a social perspective woulderiie research that seeks to disclose
how the daily life of the women is shaped and dtrsd by the social conditions in
which they go about their daily lives. The impattrleeumatoid arthritis would then be
not seen as a purely medical condition causing Iypokmnitations and functional
restrictions, but also as a socially shaped camtivith a moral status. For instance in
regard to work-disability, the focus would not dplée on describing features of the
individual such as functional impairments, but alsaw social systems and structures
shape social norms and open up varying possilsilifite participation of women with

rheumatoid arthritis in society.
Social norms and values

In several ways, social perspectives on healthilamels point to how the actual doings
of persons experiencing illness are contextualizegdin particular norms and values. A
particular social order exists in any society tisamaintained through the norms of the
respective society. Individuals experiencing ilkese often challenging social values,
beliefs, and norms as their bodies do not necégdairinto such social norms (Wendell,
1996, 2008). Any form of deviance constitutes aahto this social order (Clarke, 2010;
Weitz, 2007). Such a threat has been investigatesbcio-economic terms in arthritis-
related literature as outlined in the precedingtisec The changes and processes of
adaptation due to rheumatoid arthritis are thenombt described in terms of the disease
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activity or the coping of the individual but aresaljudged based on social norms and
values. The moral element marks a clear distinchetween the medical and social
perspective (Weitz, 2007): the medical perspeatéfers to illness as an objective label
which does not bear any moral element. From a kperapective, illness is described as
a social construct which in turn indicates a matatus and a form of deviance. The
moral status points to the worthiness of an indigidand entails a judgment of the
human body and the processes within the body (W2@@7). Deviance is not in itself
immoral, “rather, deviance refers to behaviors onditions that socially powerful
persons within a given culture perceive, whetheueately or inaccurately, as immoral
or as violating social norms” (Weitz, 2007, p. 12%)individuals with rheumatoid
arthritis are solely described in terms of theintomuous functional limitations and these
limitations are perceived as inhibiting the emplaiity of an individual without taking
the actual requirements and demands at work intmoust, the individual with
rheumatoid arthritis may be seen as not being @bperticipate fully in paid work, and
thus, in society. Such a judgment would also baagemient about the worthiness of this
individual to society. However, one of the critiguef social theorists addressing illness
as deviance is that these theories are of limiggfulness in regard to chronic iliness.
Theories on illness-as-deviance are most saliergoriology (Cockerham, 2010). In
contrast to acute illness, chronic illness develsiosvly, is most often incurable, and
therefore, long in duration. Lupton (2003) pointg {i]n these cases, chronically ill or
disabled patients must adapt their role, ‘manageirtillness and accept impaired

functioning as a normal state rather than a ‘dev&ate” (p. 98).

A social perspective also reconceptualizes the obl&ealth professionals, extending
beyond caring or curing functions to that of beamgagent of social control. In particular,
the medical profession has been proposed as fumgicas a social control agent in
society through regulating access to services aoidlsbenefits. As social control agents,
physicians are assigned to decide who is in needogfiving which treatments as well as
who is eligible for social or disability benefit€larke, 2010). In reference to the Austrian
system, examples therefore are the dependencepbysician’s report when disability

benefits are assigned or invalidity pension is gganand the continuation of full child

care allowance is also dependent on predetermiiséd to the doctor (see Chapter 1).
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The importance of considering the influences ofaawrms and values, and the ways in
which social control agents shape possibilities fesources, is further supported by
research regarding factors that influence the remarice of paid employment in
individuals with rheumatoid arthritis. Such studies/e found that neither disease status
from a purely biomedical perspective, nor diseasg¢us as it is experienced by the
individual, were factors that would fully explaim predict work-participation in people
with rheumatoid arthritis (Reisine et al., 2001; Kétrtom & Jacobsson, 2005). Such
findings suggest that health is influenced by méagtors that extend beyond medical
factors, such as the social construction of digglak outlined in this section, but also by
factors that may refer to the living conditions am@umstances of the individual.

Social determinants of health

Scholars in public health have emphasized thatrsopé& health is influenced by many
factors that fall traditionally outside the influsnof structured health systems (Marmot,
2006). The literature on social determinants ofltheaonstitutes another body of
literature that shows that understanding healtd,vanat people do in daily life, requires
attending to a range of determinants beyond medaadition or health care received. As

defined by the World Health Organization (WHO), Issocial determinants encompass:

“The social determinants of health are the circamsts in which people are
born, grow up, live, work and age, and the systpuisin place to deal with
illness. These circumstances are in turn shapeda byider set of forces:
economics, social policies, and politics” (WHO, 20}
Research about social determinants of health hewrshhat different socio-economic
groups experience varying degrees of health (Rapt¥0). Along these lines,
researcher interested in social determinants dttheeferred to the phenomenon of the
social gradient. This phenomenon directs attertbdmw health status changes gradually
along with one’s social position (CSDH, 2008). Ither words, the higher the social
position of an individual, the better her healtie tower the social position, the worse the
health. Advantages assigned to social positionatamnly refer to financial resources to

buy, for instance, health care services, but alsbalving access to social networks that
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may provide helpful information or access to sesjcmaking use of information, or

gaining information (Marmot, 2006).

Research about the social gradient is informed ki @ourse perspective and integrates
biological and social elements that shape thediféhe individual (Raphael, 2010). For
instance, living circumstances in early life (insilug nutrition, housing, and schooling)
become engrained in the physiology and pathologindividuals. Furthermore, social
advantages and disadvantages, which an individgedreences throughout the course of
life, have cross-sectional and longitudinal impiicas (Blane, 2006). Cross-sectional
implications underscore that advantages or disddgas in one sphere of life are
probably similar in other spheres; for instance badsing is often accompanied by
worse working conditions. In addition, longitudinaiplications stress in particular the
life course perspective and highlight that peopl®wenjoy advantages in one sphere of
life likely succeed in other spheres of life; fasiance someone with good schooling is

more likely to succeed in securing better workingditions.
Critical social transitions

Throughout the course of life the social positidipeople can change as they move from
primary to secondary school, leave school and ehterdabor market, leave the labor
market to retire from paid employment, or experestice onset of a chronic disease.
These changes are referred to critical social ifiens. The favorableness of the

outcomes of these transitions is influenced by ipresly accumulated advantages and
disadvantages. For example, research has showrpdogie with social advantage —
defined as people who are assigned to higher smmoemic groups such as

professionals and managers — are more protectaasagaclusion from the labor market

after onset of chronic illness than semi-skilled umskilled manual workers (Blane,

2006).

In literature related to work disability of indiwdls with rheumatoid arthritis, people
with work disability are often referred to as bewider, less educated, and making lower
wages before disease onset (Verstappen et al.).Z00i4 example raises for discussion

whether the onset of rheumatoid arthritis is suchitacal transition and if it leads to less
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favorable outcomes for individuals with rheumatarthritis who have reached a higher
age, have less formal education and earn lessintihaduals captured within this group
may have already accumulated certain social disdadgas over the course of their lives
that makes them more vulnerable to work disabiBych assumptions are supported by
research on work disability in people with rheunitarthritis: people with higher
education have been more likely to sustain employnbecause higher education has
provided them with resources such as access teased possibilities and flexibility at
the labor market (Kaptein, Gignac, & Badley, 2008)s not only the greater possibility
and flexibility within the labor market, but alsbet nature of work is likely to be less
physically demanding with increased education uindquist, & Sundquist, 2008; Plach
et al., 2005; Reisine et al., 2001).

In a study conducted in the United States, indi@iswvith rheumatoid arthritis described
several factors as influential in continuing or ntaining employment; these factors
included the prestige associated with a job, thgsichl demand, the amount of hours,
and the form of employment (e.g. self-employed;siRei et al., 2001). A cross-sectional
study conducted in Canada with individuals with wutmatoid arthritis described also
family composition as an influential factor: fomgle women, regardless of children,
marital status is a predictor for being out of ldigor force; for men marital status did not
matter, and having children actually reduced tis& of being out of the labor force
(Kaptein et al., 2009). For women, particularly éomgle women, a part-time income may
not provide enough income as a means for existandeit may only provide limited
access to full health care and social benefits.s€guently, going on disability benefits
might be a more realistic solution (Kaptein et 2D09). A qualitative, narrative study
conducted in Austria offers complementary insighAgistrian men diagnosed with
rheumatoid arthritis described abandoning employrasra challenge in a society that is
largely structured around the male-breadwinner moddereas for women with
rheumatoid arthritis opting out of paid work andyaging in socially or culturally valued
activities such as establishing a self-help groupvoting books about the history of
one’s hometown might be well accepted (Stamm ¢2@08).
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These insights illustrate that the living condisasf women with rheumatoid arthritis are
determined by factors that go beyond biomedicaiofac Such factors include resources
and possibilities that open up within the actuaditof daily life and are circumscribed by
varying organizational processes and social relatidhese organizational processes and
social relations become crucial to take into comsition to comprehensively understand

how mothers with rheumatoid arthritis go aboutttldeily lives.

3.3 The need for research about the situated nature of how

Austrian women with rheumatoid arthritis go about their

daily lives
In this chapter | have started with a review drhtture that has taken a social perspective
on the lives of people with rheumatoid arthritihis body of literature has focused
primarily on the socio-economic impact of the dsean society. In the next section |
have outlined some literature about the social ttoason of disability, referred to some
characteristics of a social perspective on illness] addressed literature on social
determinants of health that acknowledges how lifecumstances and conditions
influence health. In contrast to literature diseassn the second chapter, which has its
primary focus on the individual, is disease-oriéntand medically dominated, the
literature reviewed in this chapter directs atmtio a societal rather than individual
level. | argued already in the first chapter fae tileed of knowledge generation about the
actualities of everyday life and how everyday lifecomes shaped through the social
context. Such an argument is in line with the fallresearch about the situated nature of
occupation in occupational science. In the remaindi¢his chapter | aim to clarify why
research is needed about the situated nature of Austrian women with rheumatoid

arthritis go about their daily lives.

Throughout previous chapters, | have argued tisgtareh about the daily lives of women
with rheumatoid arthritis has to take the sociahtegt into consideration to fully

understand how women go about their daily livestHarmore, in the synopsis about the
social context of Austria (see Chapter 1) | havimteol to some particularities and values
shaping the Austrian context; in particular the bages on the traditional family model

and participation in employment.
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The insights gained about social determinants afthand the social gradient are closely
related with the structure of a social welfareesf{@ikemo, Huisman, Bambra, & Kunst,
2008; Raphael, 2010). Social welfare refers to dtwe’s role and responsibility in
providing some basic modicum of welfare to itszgtis, including the domains of health,
education, housing, social benefits and servicegréoent unemployment and poverty.
An important aspect of welfare provision refersitcome maintenance in cases of
unemployment or sickness (Bambra & Eikemo, 2009js Bspect is important to take
into consideration in regard to the body of knowgedbout participation in employment
of individuals with rheumatoid arthritis, and ingexd to situation of women in the
Austrian context. In arthritis-related literature is highlighted that participation in
employment is often challenging for individuals kviheumatoid arthritis (e.g. Backman,
Kennedy, Chalmers, & Singer, 2004; Kessler et 2008; Nilsson et al., 2007).
Furthermore, lower education has been describednasof the predictors for work
disability in individuals with rheumatoid arthrit{&aptein et al., 2009; Verstappen et al.,
2004). In Austrian women, part-time employment iather typical form of employment
(Knittler, 2010; Notz, 2010). At the same time, ivas social benefits depend on
previous social insurance periods, whereby socialirance depends on employment
(BMASK, 2010b). Thus, when considering the situatmf a woman with rheumatoid
arthritis, her educational background and employnsgaation, along with the social
benefits and services provided by the Austrianaacelfare state, the need for attending
to the interaction between social determinantse#lth and the welfare state structure

becomes more evident.

However, except for research conducted by the relsegroup of Tanja Stamm (e.qg.
Stamm et al., 2008; Stamm et al., 2009; Stamm. g2@10), | was not able to locate any
literature that focused on the daily lives of wonwveith rheumatoid arthritis in Austria.
When it comes to employment or motherhood and rlag¢oich arthritis and its interaction
with the social system in particular, | am not asvaf any study conducted in Austria.
This constitutes a chasm in knowledge: hence, ¢ ting need for knowledge generation
about how Austrian mothers with rheumatoid artdritvho are of employable age, go
about their daily life. Such knowledge would faeite understanding about the situated

nature of their doings in their daily lives in tAastrian context.
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In this dissertation | am particularly interestaedhiow Austrian women with rheumatoid
arthritis go about their daily life as it is sitedtwithin a social context that may open up
varying resources and possibilities. Given thenggremphasis on family and employment
in Austria, | aim to explore how Austrian women,avéaire of employable age, mother of
at least one child, and diagnosed with rheumatdlttiis go about their everyday lives,
and how their daily lives are coordinated to orgational processes of arthritis-related
health care and beyond. Exploring how the womendngs are coordinated to
organizational processes contributes to undersign@bout the situated nature of
occupations. It requires a research approach thatvsa bridging the actual living
contexts of individuals with the socio-politicalrgmics and processes at play in a given
context. | agree with the institutional ethnograggsh@ampbell and Gregor (2004) that it is
important to explore the actual determinants ofppele life conditions, and posit that

institutional ethnography provides a social theamg method to do so.
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Chapter 4

4 Institutional ethnography: A conceptual framework for
Inquiry
| aimed with this institutional ethnography to ex@ the work that Austrian women with
rheumatoid arthritis who are mothers and of emgtyyage do in going about their daily
lives as they are situated within the social cantéAustria. Institutional ethnography is
a social scientific approach that has been devdlbyehe Canadian sociologist Dorothy
Smith. Her aim was to provide a conceptual framéwbat attends to the actualities of
people’s daily lives (Smith, 2005). Work, in thesiitutional ethnographic sense,
encompasses any activity that people do that regiuime and effort, and has intent
(Smith, 1987). Therefore it starts right at the engnces of individuals as they are in
their bodies, active at actual places in actuaktiand as their doings are coordinated
with those of other people. The coordination ofgde® work with the activities of others
across time and place points to the understandirtgeosocial inherent in institutional
ethnography. Institutional ethnography is groundedhe ontology of the social and
offers an approach to make the social visible (BmR005). Thus, institutional
ethnography is a conceptual framework of inquirgt tbupported me well in my aim to
explore the actual work of Austrian mothers witeumatoid arthritis in their daily life as
it is situated within the social context of AustriBhe analytical focus of institutional
ethnography is on explicating social relationsheytbecome accomplished. This chapter
outlines the conceptual framework of institutioegthnography and the research process
of this dissertation research.

4.1 Starting with women’s experiences

Smith articulated that her concern is not aboustepiology (Smith, 2005), that is, “the
process of thinking. The relationship between wiratknow and what we see” (Lincoln
et al.,, 2011, p. 103; printed in italics in originsource). But rather, institutional
ethnography is concerned with ontology, a theorgeafity, that provides “a guide to the
aspects or dimensions of actual ongoing social ga®es, in time and in place (...) a

conceptual framework for selective attention taialities such that the project of inquiry
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can proceed as discovery of and learning from #tasi (Smith, 2005, p. 52). Hence,
institutional ethnography can be seen as a conakftamework for, or method of
inquiry, a social scientific approach, a socialotyeand method to explore how daily life
is accomplished through the coordinated activitEpeople, rather than a methodology
to explain human behavior. The standpoint of woraed the ontology of the social
provide significant conceptual foundations for tisecial scientific approach of

institutional ethnography.

4.1.1 The standpoint of women

Starting in people’s daily lives, with their bodilgxperiences in everyday life as it
happens in actual time and actual place is whagfesred to as the standpdihof people
in institutional ethnography (Smith, 2005). Stagtinith the standpoint of people allows
exploring how concepts, theory, and discourse argragned in the actualities of
women’s practices and activities (Smith, 1989)t allows gaining access to people’s
tacit knowledge, that is, knowledge “known in th@md), and often not yet discursively
appropriated” (Smith, 1997, p. 395). Taking on amea’s standpoint should not be
confused with standpoint theory and its sometimetusive implication that the
knowledge gained by those who inhabit particulandpoints is privileged (Wylie,
2003). A “women’s standpoint returns us to the aldies of our lives as we live them in
the local particularities of the everyday/everynigborlds in which our bodily being
anchors us” (Smith, 1997, p. 393).

Standpoint is not a social position or category, rather it "creates a point of entry into
discovering the social that does not subordinagektiowing subject to objectified forms

of knowledge of society or political economy” (SmiR005, p. 10). Standpoint is integral

11 L . . . .

| used the term standpoint in singular form thraughthe dissertation. My intent was not to pointato
unitary standpoint but rather to underscore thatalsing a standpoint the point to start is in twalities
of an individual that is situated in an actual extat a point in time.

12 Smith started with offering a sociology for wontdat starts from women’s standpoint and openeg it u
into a sociology for people (Smith, 2003). | refaainly to a standpoint of women throughout this
dissertation as | conducted this research with wgrhewever, | acknowledge that the sociology fasge

as developed by Smith is inclusive for any persosaciety.
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to institutional ethnography, or as Turner (2008derscores, it is a “methodological
stipulation” (p. 74). Inquiry that starts from tlstandpoint of women begins in their
actual lives. The traditional dichotomy between yahd mind is collapsed as the
starting point is the experience of the embodieawer. The body is not theorized, but
acknowledged as the site of knowing (Smith, 20andpoint refers back to the
materialist method suggested by Marx and Engef$he German Ideology’ that insists
that “we are talking about a world that actuallppans” (Smith, 1987, p. 123).

Starting this institutional ethnography at the dfmint of Austrian mothers with
rheumatoid arthritis meant to start with their exgreces in going about their everyday
lives as embodied knowers. Experience becomesadailas it is spoken or written,
hence, it is dialogical; “[e]xperience is shapettuctured, known socially” (Griffith,
1998, p. 369). The social links back to the malistianethod, which indicates that the
social exists “in and only in actual people’s ataivities and practices” (Smith, 1987;
p. 123).

4.1.2 The ontology of the social

| have argued for the need for attending to theat@ontext to further understand the
actuality and complexity of the daily lives of meth with rheumatoid arthritis. Smith
makes a very distinct reference to the ‘social’e hoposes a sociology that is based on
an ontology that recognizes that the social evotesugh the coordinating of actual
individuals’ activities under given material condits (Smith, 1999). Seeing the social as
the concerting of people’s activities is a sharedarstanding with other scholars such as
symbolic interactionists, and ethnomethodologiBs\ault & McCoy, 2006).

The conceptual framework informing institutionahebgraphy draws upon the thinking
of the symbolic interactionist Herbert Mead in netgato the self. Mead referred to the
self as being essentially dialogic as it continlpuevelops in social acts and through
communication. Also objects, symbols and meanimgsecinto being in social acts. This
understanding of the self and social acts doesoaunt for how pre-existing language
may have a powerful role in determining what iglsmd what can be said (Smith, 1999).

Valentin VoloSinov and his thinking about the intedividual territory, and Mikhall
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Bakhtin’s understanding of utterances and speedhnegeaccounts for the existence of
language prior to people’s interactions. VoloSiravgues that words are determined by
meaning assigned to the words by the speaker stethdir. This reciprocal process occurs
in the inter-individual territory. Such an undersiang is very similar to Mead'’s
reference to symbolic communication. In contrasMead, VoloSinov believes though
that language has a formative character in whafplpecan mean (Smith, 1999).
Bakhtin’s thinking has been particularly salientimstitutional ethnography in regard to
language (further details are given in this chapteection on Language and discourse)
and his

“conception of the meaning of words as alreadymedied by past activities and
hence as determined prior to a given moment ofcépee writing, but he also
insists on meaning as produced and shaped in t@ lostorical contexts of
utterances. Concrete utterances are essentiallpgia an active interplay
between past determinations of meaning and thesatie shaping to the
speaker’s or writer’s current intentions” (Smiti998, p. 113).

Thus, essentially the social is an ongoing his&briprocess. Any social act or
communication occurs in a setting whereby the rsgiiiself is only constituted as such
through the people who are active in the respestgttng (Gardiner, 2000). Any activity
occurs in a setting to which it relates and fromalht should not be separated. This
conception points to another important theoretidalndation of institutional
ethnography, namely ethnomethodology and its reterdo the indexical character of
activities. Indexicality, as described in ethnonoekblogy, directs attention to the
context-dependent and situated nature of any pesctnd accounts (Garfinkel, 1967).
Attending to indexicality implies acknowledging ¢ext, the actualities of people’s
accounts, as part of people’s activities and ntereal or separated from it (de Montigny,
2007).

Ethnomethodology aims to “develop practical underdings of the everyday
accomplishments of (...) recognizably ordered satahes” (de Montigny, 2007, p. 97).
The ordered social scenes, such as managing rhednaathritis, being a mother, or
reconciling work and family, become accomplishedotigh women’s ordinary,

mundane, everyday work. In turning analysis awaynfiabstracted concepts toward the
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actual practices of people, ethnomethodology costeese to the methodological demand
that Marx and Engels were pointing to, namely ajuiry that accounts for people’s real
lives (de Montigny, 2007). Ethnomethodology makeg aquiry inherently reflexive. It

challenges anyone involved to reflect upon howt that a family meal time, a disease
activity score, or one’s employability status beesnaccomplished. Ethnomethodology,
however, is limited in its capacity for ethnograply move beyond the common
sociological practices of describing and concejtiray the social (Smith, 1990b).

Institutional ethnographers attempt to move furtheexplicating, rather than explaining,

the social relations in which people’s coordinagetvities are embedded.

4.2 Social relations

Social relations imply that the experiences andadctivities of people in local sites are
engrained in sequences of action that coordinateatttivities of various people in
multiple local sites. The reference to social reles in institutional ethnography is
informed by Marx’s thinking:

“Social relations for the sociologist refer to thbstracted forms of normative
structures held to link positions or roles (...). Rdarx, by contrast, social
relations are the actual coordinated activitiegaatial people (...). Relations are
not norms, concepts, or structures apart from iiesy determining and being
expressed through activities. They are coordinatedrticulated processes of
action among persons taking place in time and lgadigterminate form. Social
relations are thus sequences which no one indivichimpletes” (Smith, 1990b,
p. 94).
Social relations coordinate the activities of peoptross time and place, however, they
remain largely invisible. Institutional ethnographims to explicate how activities in
local settings are related to activities of pecglewhere; the latter is referred to as the
extra-local or trans-local settings. The conceptwdriocal and extra-local settings and
relations is especially noteworthy as it rejects tiichotomy between micro and macro
and builds on the ontology of the social. For ins&g when a mother brings her child to
day-care as she has an appointment at the hospéealwork is coordinated to the
activities of the person providing day-care andht® hospital setting where the woman
has already arranged an appointment with the riecest previously, and the receptionist

as well as the health professionals would awaitdmetime. This simple example shows
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how activities of various people across time andcel are related without being
necessarily visible. To the receptionist at thepitak it is not visible that the child is
cared for by somebody else at the same time, ieathild had to be dropped off at day
care prior to the appointment at the clinic, andttthe child has to be picked up
afterwards. Institutional ethnography, as a metlebdnquiry, aims to discover and
explicate these social relations. It is a discowdriiow what is going on in everyday life
is organized across settings. Seemingly ordinadyedfortless activities such as attending
an appointment at the hospital are socially orgahiHence, acknowledging the social
relations inherent in the daily lives of motherdhmheumatoid arthritis and explicating
the social relations in which mothers with rheurndhtrthritis go about their daily lives

allows for a comprehensive understanding aboutdneplexities of their everyday life.
Significance of texts in institutional ethnography

Texts have a mediating character in the sociatiogla (DeVault & McCoy, 2002; 2006).
Texts, which are any kind of document, photograjshwing, video, sound recording, or
representations, have a fixed and replicable cteradhey can be stored, copied,
transferred and distributed to become subsequentlyated by users at different places
at different points in time. Thus, incorporatingtginto institutional ethnography allows
explicating how a text that is read, completedsigned in a local setting coordinates the
consciousness and activities of the individualrems-local relations. For instance, in a
health care setting health records are taken uad rend written in by health
professionals; the records, however, go beyond ghiticular work setting as what is
written down, such as treatment plans or a plariuidher examinations, happens mostly
at work settings such as in the pharmacy, laboyator people’s homes. Understanding
texts then in the ethnographical sense is to egphmw texts are active in the social
relations and coordinate the actual work of pedyg@veen and across local and trans-

local settings.

Texts are interesting in their material and symtb@rm for institutional ethnographers.
Through their replicable and fixed character tetkiésve a material form and can be

transferred and disseminated to people who areeaeti different times and different
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work settings. The symbolic form of texts becomeglent through their mediating
power within social relations. Texts speak to teader once she takes the text up and
reads it. The ideas and words contained in tex@snat isolated but rather invite the
reader into a conversation that becomes enactesl thactext is read (Bell & Campbell,
2003). This process of the text being enactedfésnex to as the text being active (Smith,
1990b, 1999). The distinction between reading amerpreting a text is crucial. In the

text-reader conversation

“one side of the text is obstinately fixed and wp@nsive to the reader’s
interpretations. The reader activates the text. §hg takes up its words. They
become in a sense hers as she activates their mgedni) Interpretation lies in
the other part of the text-reader conversation, response to what she reads”
(Smith, 2003, p. 155).
The institutional ethnoghrapher’s interest in test®iot in understanding how texts are
interpreted by individuals, but rather in underdiag how texts coordinate the activities
of people across different work settings (SmitH)&@0 The “constancy of the text is also
key to the effect of institutional standardizatiacross multiple local sites of people’s
work” (Smith, 2005, p. 108). Some texts are actihat means they are read, filled in,
forwarded by people active in particular work seji; other texts such as regulatory
texts provide the frame of reference for activageout would not become visible in the
actual work setting. For instance a woman wouldehaw fill in a form to get
unemployment benefits; this form would be the acttext. Moreover, in this form
reference would be given to the legal frame of uysleyment benefits; while the legal
text would not be necessarily active in the worltiisg, it would still provide the legal
frame of reference for concepts used in this gptind for organizational processes
within the work setting.

Texts establish concepts and categories that auatelpeople’s consciousness into these
relations (Smith 2006). Hence, textually-mediatethtions are ruling relations. When
people use concepts and refer to them, they becmmenon sense, and the ruling
relations become invisible (see Ng, 1995). Peogle are ruled and participate in ruling
are familiar with these concepts and they becomenoon sense to them (Walker, 1995).

Attending to texts is integral to institutional etigraphy to disclose how activities of
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people across different work settings are coordohand socially organized. For the
individual active in everyday life, the coordinatiof her work to trans-local relations is
not necessarily visible. However, starting from ith@ividual and tracing how her work is
coordinated to trans-local relations makes vislibev these relations extend beyond to
what is visible within the local setting. Expliaagi how the local work of women with
rheumatoid arthritis is coordinated to and rulethimi trans-local relations, opens up an

understanding of the situated nature of what thearodo in their daily lives.

4.2.1 Ruling relations

The ruling relations are not something abstractang “out there”. Rather, it is the ruling
relations that abstract the activities of the imdinal in everyday life into a “technological
and technical specialization, elaboration, difféi@ion, and objectification* (Smith,
1999, p. 77). Explicating these ruling relationkows “for the inquiry into ideological
practices” (Turner, 2003, p. 76). ldeological piees refer back to Smith’s interpretation
of Marx and Engels ‘The German Ideology’ and pamthe practices that allow for the
confinement of people’s actual activities to a @ptoal level. Concepts become
substitutes for a reality that is lived by actuabple in actual time and place. “Ideology
can be viewed as a procedure for sorting out arahging conceptually the living actual
world of people so that it can be seen to be aalveady know it ideologically” (Smith,
1990a, pp. 42-43).

For instance, the concept of health status in geafth rheumatoid arthritis represents a
synthesis of concepts such as pain, disease gctiwitl functional status. The actualities
of people in their daily lives become confined lege concepts. The procedures of
reporting and assessing pain, the procedures imhareperforming laboratory tests to
estimate disease parameters, the performancentfgesessments, and so on are part of
the ideological practices that allow for the arrmgnt of people’s experiences into what
is eventually known as health status. Hence, “flimk ideologically is to think in a
distinctive and describable way, (...) it identifieethods of reasoning that confine us to
a conceptual level divorced from its ground” (SmitB90a, pp. 32-33).
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Once an individual picks up a text she or he “at#g” the text (McCoy, 1995). This
text-reader conversation represents a processan$lating the actual activities of the
individual into the institutional. ‘Institution’ innstitutional ethnography points to the
organization of a complex set of relations arourdiséinct function such as health care,
education, or mothering (Smith, 1987; 2005). Wods, it is used generously in
institutional ethnography, includes “the actualmdis that go on to making institutions
happen, whether they are recognized in institutioliecourse or not” (Smith, 2005, p.
157). Whether work is recognized or accounted foinistitutional discourses is also
dependent on the concepts that are part of thewlise. Such concepts constitute terms
that are abstracted from the realities of whatvidials actually do in their daily lives.
Thus, the reference to language and discourse dtitutional ethnography is worth
further exploration.

4.2.2 Language and discourse

For institutional ethnographers discourse happedseaists in bodily experiences, and it
does not vanish even if it is not observable; meeean the bodily experiences of people
as they happen in the actualities of time and plde=e are experiences that cannot be

spoken or written about within a given discourseneg, in institutional ethnography,

“[d]iscourse is not ‘jargon’ or a kind of languagk.is not ‘objectification’ or
‘ideology’ that has power. Rather, discourse isc8mally the practices through
which people bring a particular ‘sequential gramin@mith] 1999:124) into the
local accomplishment of activities. (...) The dis@®iprovides, in text, image,
and language, a world participants can find in camnthat functions to
coordinate dialogue sequences in which divergens@ousness are coordinated
and unitary agency is produced” (Turner, 2003, 4. t8xt in squared brackets
added)
Turner’'s reference to Smith’s use of the term ‘ssqal grammar’ points to the
relevance of Bakhtin’s work in the institutionahebgrapher’s understanding of language
and discourse. Consistent with the ontology ofgbeial, language is seen as relational,
inter-individual, historically sedimented and prsseal, drawing on foundational work
by Mead, VoloSinov and Bakthin (Smith, 1999). Laage as a means to coin concepts is
a very powerful tool. Particular concepts becomaeans to inter-individually organize

consciousness. Bahktin (1981) states
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“language is not a neutral medium that passesyfraedl easily into the private
property of the speaker’s intentions of others.fagppating it, forcing it to submit
to one’s own intentions and accents, is a diffiaitd complicated process” (p.
294).
Knowing the language used and inserting it propwilhin a particular setting can be
seen as moments where discourse is in action. dttisn constitutes a continuous
reproduction and remaking of discourse (Smith, 2006e utterances generated by the
discourse, or speech genres to use Bakthin’s temganize the consciousness of

individuals:

“Language is realized in the form of individual coete utterances (oral and
written) by participants in the various areas ofmlan activity. These utterances
reflect the specific conditions and goals of eagbhsare not only through their
content (thematic) and linguistic style, that ibg tselection of the lexical,

phraseological, and grammatical resources of thguiage, but above all through
their compositional structure. All three of thespects — thematic content, style,
and compositional structure — are inseparably tinkethe whole of the utterance
are equally determined by the specific nature of tharticular sphere of

communication. Each separate utterance is indiViaddaourse, but each sphere
in which language is used develops its own relftivatable types of these

utterances. These we may call speech genres” (Baki®¥86, p. 60).

Bakhtin distinguishes between primary speech genhed are mainly based on
experiences, and secondary speech genres. Secamdggh genres are more complex,
are mostly written and include for instance scientivritings. When transforming
primary speech genres into secondary speech greesmmediacy in actual reality is
lost (Bakhtin, 1986).

Bakhtin’s distinction between primary and secondapeech genres allows for a
distinction between experience-based and text-bededindividual territories. Primary
speech genres refer to experiences grounded iactibalities of the individual, whereas
secondary speech-genres occur on a conceptual Tewelinter-individual territory that
informs secondary speech genres refers to conceptd) as disease activity and
functional status, and their coordination to thingurelations. Smith (2005) pointed out
“[wlhile, in a sense, the experiential is never pthsed, the ground on which
interindividual territories are built differs radity in the move from primary to

secondary speech genres” (p. 86-87). Bakthin's rstaleding of language, more



67

specifically his understanding of secondary spegsires, has been particularly relevant
to institutional ethnography as his work is maibBsed on text-reader conversations, in

contrast to for instance Mead, who refers mainlfate-to-face conversations.

Smith underscored that the term discourse as usiggtitutional ethnography is close to
“secondary speech genres’ (Bakhtin, 1986), a tdimt corresponds closely to
Foucault’'s concept of ‘discourse’ and to my usafi¢he latter term” (Smith, 1999, p.
134). While Smith and Foucault are both interestegkploring how discourses shape the
interrelation between people’s everyday lives dmel surrounding institutional, social,
cultural, and political context (Satka & Skehilld21), their reference to discourse is
distinct: Foucault’s interest is more on understagdhow subjects are created and
governed through practices of, for instance, nomatbn and moralization. Smith
argued that “Foucault’s conception of discoursepldizes the traditional basis of
knowledge in individual perception and locatesxieenally to particular subjectivities as
an order that imposes on and coerces them” (Si2it@5, p. 17). She highlighted that
discourse can be ethnographically explored: instibal ethnographers aim to
“rediscover discourse as an actually happeningjafigt performed, local organizing of
consciousness among people” (Smith, 2001, p. 1Zidcourse is not happening out

there, but becomes into being through the actualites of individuals.

Institutional discourses lay the foundation andvjate terms and categories that allow for
people’s work to become institutionally accountafilee transformation from experience
into discourse dissolves the immediate referenosastls to experiences. When reading
a text, concepts and categories are not specfifiigdference to actual individuals, their
activities, or experiences. Rather, institutionatcdurses subsume the particularities into
the institutional, that is, relations organizedward a particular function such as health

care, or mothering. As such, discourse does netple actions.

4.2.3 Agency and subjectivity

Within institutional discourses individuals are n@presented as actual individuals.
Rather, “[a]gency is assigned to institutional gatées. Someone who can’t be subsumed
under the institutional categories assigning agdvasyno agency” (Smith, 2005, p. 117).
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Institutional ethnography is not about exploringbjsativity or agency, but about
explicating the social relations by focusing on #gent and using “the subjective as a
point of entry into the social® (Smith, 2003, @0). Starting with the work of Austrian
women with rheumatoid arthritis as point of entmjoi the social implies that the women,
as agent or subject is acknowledged; attentionvisngto how she experiences the work;
how she thinks about the work, how she plans thewand how the work is coordinated

with the work of others.

Smith (2005) writes that the theorizing of actorgl geople’s actions is a “conceptual
transportation” (p. 53) of actual people with thexperiences and their actual doings into
sociological discourse. As such, actors and actimt®me abstracted from the ongoing
social and historical processes and agency idestdidiscursive function. For instance,
when completing a form to receive benefits, it safgen at the end, “Claimant’s name
and signature”. Agency is assigned to any indiidwhao can be subsumed to the
category ‘claimant’. No reference is given to atuat individual who is filling in the
form, who is dependent on these benefits to susiairivelihood, who fears to lose the
benefits, etc. Nevertheless, once the individughsithe form, the application becomes
institutionally accountable and can be further pesed. The alternative that Smith has
taken on refers back to Marx and Engels and thejgastion to “ground social science in
the activities of actual individuals and the matkdonditions thereof” (Smith, 2005, p.
54). By starting at the standpoint of people, imdlnals as active subjects are given
authority to know based on their experiences afigpaictive in the actualities of everyday
life. The focus in institutional ethnography is the agent, or subject, that is active, and

knows based on her own experience (Turner, 2003).

4.3 Studying what individuals do in daily life

The focus of this dissertation is on mothers witbumatoid arthritis who are active in
their everyday lives. Explicating what things thethers actually do in their daily lives
as it occurs within social relations is the maircu® of institutional ethnography.
Likewise occupational scientists are mainly integdsn understanding what people do in
their daily lives. While institutional ethnograpberefer to the doings of individuals as

‘work’, that is anything that affords time, ener@nd has intent, occupational scientists
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use the term ‘occupation’ to refer to anything tpabple do that brings meaning and
purpose to their lives. Hence, in the remaindertto$ section | aim to clarify my
understanding of how work, as used in institutioeiinography, complements the

understanding of occupation in occupational science

Work, as understood by institutional ethnographers powerful means to understand
the situatedness of what individuals do in theiflyddives as it starts with what

individuals actually do as they are situated in dbtualities of their everyday lives. For
institutional ethnography the meaning or purposg&igagd to these doings is not of
interest. The actualities underscore the mateyialiterent in people’s situatedness and

take into account the bodily being of individuaisaictual time in actual places.

Occupational scientists have been predominantlycemed with understanding the
meaning and purpose assigned to what individuala tleeir daily lives; to generate such
knowledge an individualistic perspective has beaeguently used. The critiques on this
emphasis in knowledge generation have been outkaglier (see Chapter 1.4 Situating
this dissertation in occupational science) and aie$e about the situated nature of
occupations has been called for (e.g. Cutchin &ieic2012; Hocking, 2012; Kantartzis
& Molineux, 2012; Laliberte Rudman, 2010).

While alternatives to individualistic perspectivieave been suggested by occupational
scientists to understand the situated nature afipmtcons, for instance transactionalism
(Cutchin & Dickie, 2012; Dickie et al., 2006), ohet governmentality perspective

(Laliberte Rudman, 2010, 2012) as outlined in Chadt4, | have argued that such
perspectives are limited in generating knowledge sitarts at the actualities of everyday
life and explores from there how these actualibtesome accomplished and shaped
through the social context. Knowledge that startthe actualities of everyday life would

allow first and foremost to understand how daifg becomes accomplished through the

doings of individuals, rather than why individual® engaging in certain doings.

Furthermore, Kantartzis and Molineux (2012) hawgued that in reference to occupation
there is a frequent underlying assumption thatédain kind of activity and a certain

way of doing is better than another, and it is tkisd of activity that is usually
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considered to be occupation” (p. 46). The referetwcavork “orients the researcher
[institutional ethnographer] to what people araialty doing” (Smith, 2005, p. 229; text
in squared brackets added), regardless whethernteianingful or not, whether it falls

into the category of productivity, leisure, or sedre.

Hence, institutional ethnography and its referettcavork is a promising approach to
respond to some of the critiques about the conedipation of occupation as meaningful
and purposeful, and to its categorization into poidity, leisure, and self-care (Jonsson,
2008). As mentioned above, a focus on work alloes riesearcher to start with the
individual but does not rest within an individuéiisperspective. Thus, | see work as a

promising response to what Magalhées (2012) tagrpd, namely that

“by critically reflecting about such tensions a thrtificially crafted tension

between the individual and the collective perspestiof occupation, occupational
scientists may find a common ground on which wd & able to build a new
foundation of knowledge” (p. 17).

Institutional ethnography provides a social scientapproach to understanding what
people actually do in their local practices and hbings are put together and coordinated
with extra-local practices. This social scientiipproach aims to provide an analytic
description of people’s work by drawing on the wdrrkowledge of informants. Work
knowledge, which refers to the knowledge that pedmve of how they do their work
and how it is coordinated by and with others, isc@l to understanding what people do
in their dalily lives. The aim is to understand Waeying relations and extended sequences
of doing that are not necessarily visible in thealgpractices but can be disclosed through
people’s doings and their work knowledge. Thuggua that focusing on people’s work
in the institutional ethnographic sense contributesvestigating the situated nature of

people’s doings or occupations.

4.4 Translating the conceptual framework into research:
The work of Austrian mothers with rheumatoid arthritis

In the previous sections of this chapter | outliried conceptual framework informing
institutional ethnography. Institutional ethnogrgph a comprehensive social scientific

approach to make complex social relations of ewsyylife visible. As a method of
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inquiry, institutional ethnography starts from ttandpoint of people and draws upon an
all-encompassing understanding of work. The ainthefremainder of the chapter is to
clarify the focus of this institutional ethnographthe research process, including
recruitment of informants, data collection, and theocess toward an analytical

description of the informants’ everyday lives.

4.4.1 The problematic guiding this institutional ethnography

The interest in institutional ethnography emergetas the disjuncture that | experienced
in my clinical work with women who have been diagad with rheumatoid arthritis: the
disjuncture occurred between standardized assessimeroutine arthritis-related health
care in a Rheumatology outpatient clinic in Austhat | was supposed to complete with
the women, and complex descriptions women with mregoid arthritis provided of their
daily lives. While the traditional family model, wah includes the male breadwinner, the
female caregiver of their children and house-maded, participation in paid employment
are highly valued within the social context of Ausstmotherhood, and employment were
not addressed in these assessments. This is théematic from which | started this
institutional ethnography. ‘Problematic’ is a tewah term in institutional ethnography

and directs the institutional ethnographer to

“the everyday world as an unfinished arena of discp in which the lines of
social relations are present to be explored beytnd...) It refers to the
translation of an actual property of the sociahtiehs or organization of our /
people’s ordinary doings into a topic for ethnodmapesearch. It locates the step
that is taken from the ordinary doings and ordinanguage that are the stuff of
people’s lives onto the terrain of a sociologicakdurse, the business of which is
to examine how that stuff is hooked into a largdsric not directly observable
from within the everyday” (Smith, 2005, p. 39).
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The problematic is not the research question tartssvered but rather the territory to be
discovered (Smith, 2005). Thus, starting with thebfematic and taking the standpoint
of the women facilitated the exploration of the twathat Austrian women with

rheumatoid arthritis, who are mothers and of emgidgy age, do in going about their
daily lives as their daily lives are situated indasocially organized by the Austrian
context. More specifically, | was interested irplexing the social relations that organize
and coordinate women’s work with arthritis-relategalth care; as well as to gain more
understanding of how the women’s work is also co@igd with other relations and
organizational processes that may remain unatteadedunnoticed in arthritis-related

health care, but are organizing the work of thesmen in their daily lives too.

\ Social system

Health system Education and

\ employment
Health care \ )
system \ Famlly‘and
housing
Problematic

Arthritis-related Daily life of women
health care diagnosed with
rheumatoid arthritis,
who are mothers and of
employable age

Social insurance system /

Figure 2: lllustration of the problematic13

Figure 2 visualizes the problematic that | had imdnin conducting my research: |

started from the standpoint of women in their ddiles to explore how their work is

13 Figure 2 was developed within the scope of thisditation. The representation of the problematic i
this figure has been informed by reading Smithidyearitings (in particular Smith, 1987; p. 171).
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coordinated to social relations given their sitdatss within these relations. While the
problematic emerged between arthritis-related hezdte and women’s daily lives, | was
interested in exploring how the women manage theptexity of their daily lives that
may extend far beyond what becomes visible in iidirelated health care. While
institutional ethnography offers a theory and mdttwrevisit these relations and disclose
ruling relations (Campbell & Gregor, 2004), it mportant to acknowledge that this

research has been shaped by my situatedness thighgocial relations too.

4.4.2 Research relations

In taking up the ontology of the social, any efftmivard generating knowledge, such as
this research, can be seen as integral to thelsetations. Thus, in this section | reflect
on my own self, including my personal trajectorgtthas certainly informed and shaped
this institutional ethnography. This section is noeant to be a psychological
introspection but rather an engagement in socio&geflexivity (Allen, 2004). In doing
so, | acknowledge that this research itself isaséd within and shaped by formal and
interpersonal relations (Campbell & Gregor, 20(R&flexivity has been suggested for
gualitative research as a means to critically ceflepon the self of the researcher
(Lincoln et al., 2011). Altheide and Johnson (20&dgued that ethnography itself is an
approach to engage with social life in a reflexmanner. Making the researcher, the
researcher’s activities, and knowledge claims @erifrom the research accountable is

crucial to ensure credibility and trustworthine§she study.

Smith (2005) has pointed out that institutionalnetiraphers have to be critically aware
about the capacity of institutional discourses ideo to prevent institutional capture.
Institutional capture is the conversion of infortganaccounts into the terms of an
institutional discourse (McCoy, 2006). Institutibr@apture may happen easily when
informants and researchers are familiar with ttgtitutional discourse and know how to

speak it. The issue is then that

“the particulars of the informant’s local work atisplaced by “the organization’s
organizational account” (...) “Institutional discoarswallows perspective, the
local, the particular, and the subjective expement workers (...) institutional
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discourse selects those aspects of what peoplaaiate accountable within it.
What is not discursively recognized will not appgd&mith, 2005, pp. 156-157)

My personal trajectory

| was trained as an occupational therapist in Aaisand graduated from the European
Masters of Science in Occupational Therapy progfamiscussing professional and
practice issues within this international progrdmaltenged and enriched my perspectives
significantly. Buzzwords such as “cultural, socédd political context” become lively
rather than abstract concepts. Since February 200&e worked as an occupational
therapist and research assistant at the Medicalesity of Vienna, Division of
Rheumatology. | have had the opportunity to leamd avork with and from an
interdisciplinary team and to collaborate in vasanternational research projects, as well
as attend and present at international, interdiseify conferences (e.g. annual scientific
meetings of the ACR, the EULAR, and the CAREonference). My personal transition
from Austria to Canada in 2008 to continue with dyrate studies in the field of
Occupational Science at The University of Westemta@lo was characterized by a
process of finding my way in another country. Thigerience made me aware how
different societies are structured and organizedy these structures and organizations
circumscribe how people go about their daily liveswell as what topics become salient
within public, professional, and academic discosir3daus, given my personal biography
and my socialization into this area of researdnlpart of and participate in formal and

interpersonal relations that inform this research.

14 The European Master of Science in Occupationatdpheis a joint Master’s program of the University
of Brighton (UK), The University College Sjaellathestved in cooperation with University of Southern
Denmark, the Hogeschool van Amsterdam (The Nethésla and the Karolinska Institutet (Sweden); since
2010 the Zurich University of Applied Sciences (&wiland) is also a partner institution. This peogr
has been developed to be achievable while workimghie field of study. For more details visit
http://www.ot-euromaster.nl/index.htmi

15 CARE represents a “team of international, inssiglinary health professionals and patients wépira
to promote, evaluate and shape models of team anebmarmacologic interventions for (rehabilitative)
care in arthritis” (CARE, 2011).
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Institutional ethnographers acknowledge that “thhedpction of knowledge is itself
integral to ruling relations” (Campbell & GregoQ®, p. 68). The way this dissertation
is written has transpired within particular rulinglations. As researcher | am part of a
scientific community that speaks within particudiscourses and is ruled by certain
ideologies. For instance, this study has receiyguiaval from the Research Ethics Board
of The University of Western Ontario, as well ag tResearch Ethics Board of the
Medical University of Vienna. Gaining approval frdResearch Ethics Board is part of an
organizational process, which was initially estsitiid within a biomedical framework
based on the Declaration of Helsinki that did radrass the nature and particularities of
social, not even to mention qualitative, reseahillemin & Gillam, 2004). However,

“we diligently answer the questions on the ethippligation form, even though

they may be irrelevant to our research. We havwaéshto write our responses to
the questions in “ethics-committee speak.” Thisolegs using language that the
committee will understand, is free of jargon, butl wonetheless reassure the
committee that we are competent and experiencedanmgdsers who can be
trusted” (Guillemin & Gillam, 2004, p. 263).

This example of gaining approval from the Resedtttics Board illustrates how this
study is ruled also within particular relations. Mdover, | have worked as an
occupational therapist in the outpatient clinictbé¢ Medical University of Vienna,
Department of Rheumatology, from which informantrevrecruited. Part of my working
time at the Medical University of Vienna was detkch to research. Being an
occupational therapist and member of a health pstdeals’ research group has been
quite uncommon until recently in Austria, nor hlbéen common to conduct qualitative
research in medical settings (Stamm, 2009). Thus,résearch group had to find its
position within a setting that “follows a biomedicgositivist and natural science
understanding of health and illness” (Stamm, 2@1G2).
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Being an insider and/ or outsider

In ethnographic research, the researcher’'s positithin the research is commonly
described in terms of insiders and outsiders. @riff1998), a Canadian institutional
ethnographer, has described insiders as peopleaWdiography (including gender, class,
and history) provides them with a familiarity ofetlyroup of people being studied. In
contrast, outsiders do not have this familiarityidimate knowledge of the group. It is
noteworthy that insiders are not a homogenous gedthpr (Griffith, 1998): while people
may share the same gender, age, and diagnosisninegtill differ in other dimensions
such as professional status, family status, ori@tiinWhile some discussions about the
insider and outsider status in ethnographic rebehave presented a rather polarized
picture, Allen (2004) pointed out that this stathanges throughout the research process
as well as in any interaction with individuals. Thesearcher’s identity as being an
insider or outsider is in itself an interactive auatially constructed process that becomes
continuously negotiated in the field. Given my waxkperience, | may consider myself
as an ‘insider’ of arthritis-related health carewsion. However, | am certainly an
outsider in terms of receiving health care in #e#ting or due to rheumatoid arthritis, or
living with a chronic health condition. Though | aan Austrian woman of employable
age, | am enrolled as a full-time graduate stuaggrnd Canadian university. Like the

informants for this study, | am of child-bearingeagut | am not a mother.

Remaining reflexive on my biography in this resbeais crucial to acknowledging that
my understanding of the problematic is shaped)yikmpeded and also facilitated, by
my person (Altheide & Johnson, 2011). Individuate differently located within the
social relations and consequently have differentkvkmowledges. For instance the work
of the mother, her partner, her employer, the nufse occupational therapist, and the
rheumatologist are part of the social relationswkler, no account is superior to another
(Griffith, 1998). Various points of entry into tigroblematic are possible (Grahame &
Grahame, 2009). Hence, | acknowledge that | amtédcen various relations related to
this study as well. Having this in mind, the aimtlois institutional ethnography is not to
interpret the daily lives of Austrian mothers witteumatoid arthritis, but rather to make

the social relations visible and discover how tkirage coordinated at particular work
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settings and across settings when starting fromsethveomen’s experiences and work

knowledge.

4.4.3 Informants

In institutional ethnography research participarts referred to as informants (Campbell
& Gregor, 2004). Hence, | refer to the women whatip@ated in this study as

informants; except if | refer to standard termshsas participant observations. This
underscores that informants do not provide thedd&d be analyzed, but rather they
share their insights, information, work knowledged ecues as to how their work is
socially organized (Smith, 1987). Hence, informaate acknowledged as knowing
actors, not transformed into the objects of thiglgt In institutional ethnography the
experience of informants is the standpoint fromolhio explore the relations, which

implies that informants are chosen as relevarttémtoblematic.

For this study informants were recruited from thatpatient-clinic of the Medical
University, Department of Rheumatology based orfalewing criteria:

» Being a woman who was identified by the gatekeep®rdiagnosed with
rheumatoid arthritis

» Being between 25 and 45 years of age

* Being a mother with the legal right over her chigtlildren based on the woman’s
self-report

» Being a mother of a child that lives at least piane at home based on the
woman'’s self-report

* Being fluent in German to read, comprehend, sign dbnsent letter and give
ongoing process consent as well as engage in delag German with the
researcher

For recruitment, two gatekeepers — a nurse and coupational therapist — were
identified at the Rheumatology outpatient clinibeTgatekeeper identified women who
fulfilled the inclusion criteria for this study aqmhssed the women’s contact details on to
me. Subsequently | contacted these women throughepko provide them with some
information about the study. Women who were intexes$n the study, were asked for a

meeting at a place of their convenience to recdetailed verbal and written information
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about the study. All women who agreed on a meetgrged on participating in this study
and provided me with their informed consent toipgrate in this study.

Table 3 contains information about the childrenritahand employment status, and
educational background of the informants. Inforraaate between 28 and 41 years of
age. | only indicated age ranges of the women ke thildren, and professional groups
here to ensure confidentiality. Moreover, pseudanyiave been used.

Name Children Marital Employment status Educational
Status background
Julia 1 (2 years old) Co-habitationPart-time employed  Teacher
Erika 3 (elementary and Married Housewife; part-time Health
high school) employment below  professional
minimum threshold
Veronika 2 (both below Matrried Maternity leave Health
2 years of age) professional
Lisa 1 (1 year old) Co-habitation Maternity leave Hiealt
professional
Marissa 1 (1 year old) Co-habitation Maternity-leave; Business and
Part-time employment management
Katharina 1 (high-school) Divorced Unemployed; receive$rade
social assistance business
Anna 2 (both in Single Invalidity-pension No formal
elementary school) professional
training

Table 3: Information about informants

Katharina self-reported in the initial meeting tishie has full custody for her daughter
and that her daughter lives with her. Throughowt ohthe participant observations it

became evident that her daughter lives with Kattzesiparents for most of the time.

Different from other qualitative research, the nemlof informants in institutional
ethnography is not capped until data saturatioeashed, which would be up to a point
where no new or alternative insights are gainddither data collection (Morrow, 2005).
In institutional ethnography informants are prowglithe information and cues to gain a
comprehensive understanding of the social relati8asen informants have been used by
other institutional ethnographers (Jung, 2003; Tsewad, 1998): Jung (2003) did an
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institutional ethnography on the accommodation widents with chronic illness in
postsecondary education in Canada; Townsend (1288ducted an institutional
ethnography in mental health institutions in Canadaegard to how professionals’

intentions become overruled by organizational psees and relations.

Townsend (1998) began by collecting data of twornmiants and based on this data she
developed initial analytic ideas. These ideas #@iggered further reflections on her part
as a researcher and then she went on with furélcenitment (Townsend, 1998). | started
recruitment with two informants, conducted intews$eand participant observations with
them and reflected then on the transcripts, figtes, and first analytical ideas with my
thesis committee. Similarly to what Townsend (199®scribed, at this point the
analytical ideas were more reflections upon theassh and emerging ideas based on the
insights gained from the two informants. Then | tammed with recruitment of further
informants. By the time | had data collected fromefinformants, | reviewed all the
transcripts, field notes, and my personal noteéscbgnized that while | gained a picture
about the social relations and related similaritied differences about the daily lives of
informants and their social context up to this poimoticed that | did not have a full
picture about the social relations. After spendtmge with further two informants,
similarities were further supported and furthefatgnces came to the forefront. As my
analytical ideas emerged further along with theadatllection, | noticed that these
differences are also due to the unique situatedoie®e women in the social relations,
and the similarities referred to their work assitcoordinated to relations that are ruling
organizational processes. As | was particularly pricharily interested in the latter, |
completed data collection at this point and emerfgég into the analytical description.
In recruiting women consecutively and not more ttvam to three at a time, | was able to
engage with each woman thoroughly and to gainck @hescription of what is happening

in their everyday lives and beyond by reviewing &mading relevant texts.

4.4.4 Data collection

Campbell and Gregor (2004) pointed out that vescH data is needed to gain an in-
depth understanding of how the everyday work ofviddals is coordinated and to be

able to map out the social relations. To gain ap@mensive picture of women’s work in
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their everyday lives as it occurs at different wegktings and is coordinated to various
work settings, multiple methods - including intews, participant observations, and
identification of texts relevant to the social tedas — were performed simultaneously
and complementarily. The consecutive approach afurenent and data collection not
only allowed me to fully immerse myself into undargling women’s work knowledge
and their daily lives, but also to remain reflexiaed flexible throughout the research
project. For instance, after the initial interviewsh the first two informants | noticed the
challenge of moving beyond institutional discourBeese interviews were held in a quiet
meeting room at the university. Both informants gegied the university as it was
convenient for them to meet there; however, at diheoticed the challenge of going
beyond disease-related matters to talk more abbeir tdaily lives. To prevent
institutional capture, further meetings with thé@s®rmants as well as initial interviews
with other informants were held outside the uniitgsisuilding; if women still preferred
to meet nearby the university, we arranged the imgé@t a quiet café lounge rather than
using a meeting room at the university.

Interviews were audio-taped and transcribed varbatiThroughout participant
observations, conversations were only audio-tap#teiinformant and | would sit down
to have a conversation. These tapes were not thalhscribed: | re-listened to the tapes

several times, made notes and transcribed rel@amsaiges.
Interviews

In the scope of institutional ethnography, intewgewith informants are crucial to
identify the social relations based on their swiipeVault & McCoy, 2006; Grahame,
1998). In the ethnographic interview informants areouraged to use their ‘native
language’ — meaning that they should talk in theesavay as they would with somebody
else from their cultural scene (Spradley, 1979%erlinews in institutional ethnography
are not applied to reveal subjective experiencasrdther to locate and map the social
relations that connect and coordinate the workafous people at different sites. The
aim is to get informants’ talk about what actudigppens in order to understand their

work as it happens in local and trans-local proegegPeVault & McCoy, 2002). As
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DeVault (1991) highlighted, “their vocabulary, thearticular way to talk, the taken-for-
granted concepts that organize their talk, thecsire of their accounts, all serves

features of the talk that express the social omgdiain of their work” (p. 29).

For this study, the interviews were set up in lwéh ethnographic interviewing
(Spradley, 1979) and institutional ethnographiennewing (DeVault & McCoy, 2002;
2006). The initial interview was structured by ogsrded questions. Informants were
asked to describe a fairly typical day of their Wweelaborate on what is happening
throughout this day, and how this day might beedéht from other days of the week (for
further details see Appendix 1). The final intewiwas structured around the ongoing
analytical description of the respective informandaily life. Informants were asked to
review mind maps that | made based on my understgan@f their daily lives, their work
and with whom their work is coordinated based oa thterviews and participant
observations (Appendix 2). This mapping exerciséerse back to ethnographic
interviewing (Spradley, 1979). As | illustrated neyolving understandings, | asked
informants to elaborate and correct. The actuadmmaps include detailed and specific
information about informants and are in German lagg. To protect confidentiality of
informants, two exemplary mind maps are attachqepéhdix 3). Some questions that |

had in mind when | reviewed texts with informants ksted in Appendix 2.

Interviews lasted between 60 and 180 minutes. Titeniiews took place at various
places according to the informants’ conveniencesétplaces included:

* a very traditional old café in Vienna — the infomh&hoose this place as it has
always been a special treat for her to go to thitiqular café and she hasn’t been
there for quite some time;

» a café where an informant who moved away from Véensed to go regularly
when she still used to live in Vienna;

* a children’s café, which is arranged very spacipus that anyone can easily
move around with the baby buggy. The café has arges playing area for
children, and children would walk around and conneith other children — she
always wanted to check out this place but nevelt Were before;

» cafés that were located conveniently;

» at the home of informants — either in the kitchainjng, or living room; a couple
of interviews took place in a meeting room at theic
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Participant observations

To understand the actualities of everyday lifehef informants as they happen in actual
places at a particular time is at the core of fastinal ethnography and inform the
interest in searching out the social relations Hagdpen in the actualities of the everyday
life (Diamond, 2006). Participant observations suppthis aim of institutional
ethnography and enable incorporation of placesg,timotions, and embodiment in the
process of data collection and analysis. Througlpauticipant observations | dialogued
with informants about what they are doing, how they doing it, and why they are doing
what they are doing in the given way (DeVault, I9%urther details of questions that |
had in mind throughout the participant observatiareslisted in Appendix 4. Participant
observations enabled me to explicate the takempf@mnted mundane work that women do
in their daily lives and offer an additional apprbao understand the social organization

of actual work settings (Diamond, 2006).

Informants were informed at the beginning of eaahtigipant observation that | would

make notes while observing. In case we sat downdsgsulissed any particular topic, the
dialogue was audio-taped upon informants’ verbalkeat. Throughout the course of the
research | participated in various things insidel autside informants’ homes. The
locations and things | observed were decided byrtftemants based on where they felt
comfortable having me present. At informants’ honhespent time with informants

throughout morning routines, cooking-time, famityn¢h-time, and afternoon-routines.
Outside their homes | joined for instance a vigitite doctor for a medical examination
related to the mother-child pass scheme, a visith labor market office (AMS),

shopping, an afternoon walk to visit the animalgha&t neighbor’s farm, and the work
place of one informant. Immediately after each ipg@nt observation | sat down and
reflected on my observations in a field journal.e@ions that guided my notes are
outlined in Appendix 5. | also made notes if theses anything unexpected or surprising
to me. The notes made throughout the participasémations, the audio-taped text, and
the entries in the field journal were integratetbimnalysis. Participant observations

ranged from a couple of hours to a full day (7arfpgm).
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Table 4 outlines the specific dates of interviewsl garticipant observations with

informants.

Name Interviews Participant Additional information
observations

Julia 15. 03. 2011 21.03. 2011

13.04. 2011
Erika 31.01. 2011 08. 02. 2011
09. 03. 2011 15. 02. 2011
Veronika  28. 04. 2011 Veronika’s mother-in-law was in terminal stage of
06. 05. 2011 (Phone)cancer and cared for at home; as her condition
18. 05. 2011 became worse over the course of the study and
increasingly mobile professional care-givers
became involved into the care of her mother-in-
law, Veronika and her husband decided that they
do not want to have an additional person around;

Lisa 15. 03. 2011 23.03. 2011 Lisa's partner did not feel

09. 05. 2011 comfortable in  participant
observations taking place at
their home.

Marissa 19. 08. 2010 Marissa was willing to engegan interview as
she considered the topic worthwhile, however, did
not want to engage in any participant observation
or further interview.

Katharina 20. 07. 2010 02. 08. 2010

08. 08. 2010

Anna 01.02. 2011 14. 02. 2011

11. 03. 2011

Table 4: Track of interviews and participant obsenations

As outlined in the previous chapter, texts aregrdkin institutional ethnography to

display how the consciousness of people at a péatiavork setting is coordinated to

those of other people at various sites elsewhere.
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Texts

The objective of including texts into institutionelhnography is to disclose how texts
mediate the localities of individuals’ daily live® trans-locally organized practices
(Smith 2006). Hence, active texts, that is, telktg aare taken up, read, filled in, etc. are

relevant for explicating the ruling relations.

Various approaches have been used to integrate itegrtinstitutional ethnography. | am
referring in particular to two specific approach@nmith, 2006): One approach is to
investigate texts in regard to how they coordirssguences of action and are themselves
“a sequence in time, a course of action” (p. 6AY the other approach is to investigate
an intertextual hierarchy, that is, how higher-orde regulatory texts coordinate texts
that directly enter the organization of work atiwas sites. Both approaches were used to
get a thorough understanding of the textually-mtediaelations coordinating women'’s

work.

For data collection, this implied that notes abany texts that were mentioned explicitly
or implicitly by informants throughout interviews participant observations were made
and texts were followed up (DeVault & McCoy, 200R)reference to texts was given
implicitly, | asked the informants specifically alicsuch texts or how they come to know
about what they were talking about. Texts whichoinfants were engaged with
throughout participant observations were includpdrutheir consent. In the process of
reviewing the texts and trying to get an understamadf how texts are related and
mediate the women’s work, further texts were somesi identified to get a more
comprehensive understanding of the ruling relatidims instance, in a form that had to
be filled in by one informant at her visit to thebr market office, reference was given
continuously to the General Business Conditionghefoffice, thus, the respective text
was looked up as well. Table 5 outlines the tekts twvere eventually included into

analysis, along with related and/ or higher ordetd.
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Texts included into analysis Related texts and/ drigher order texts

Hospital records

Information letter about drugs and

consent form

Consultation Agreement with labor General Business Condition of labor market
market office office
Public law of insurance of the unemployed
Public law for labor market service

Yearly notification about General law of social insurance

continuation of invalidity pension ~ General law of pension

Texts about historical development

of disability policies
Table 5: Main texts included in analytical descripton

This table does not include texts that | had ct#lé@nd read throughout the course of the
study, but considered not as relevant for the dicalydescription: for instance, one
informant gave me a handbook about the church camtynaf which she is member, or

another informant brought print-outs with her abaygorts that she read on the internet.

4.4.5 Analytical description

Institutional ethnography aims to explicate, to noap, how the everyday life of women
with rheumatoid arthritis is put together. Thuse #taim of the inquiry is to provide an
analytical description that indicates that the fo@ion the observed, on what are people
actually doing, and how are the activities of vasigpeople are coordinated (Smith,
1990b). Only a limited amount of literature hasrbpablished so far on how to approach
such an analytical description in institutional reigraphy. Townsend (1998) has
suggested three steps. These steps include desgrilbiat is going on in the everyday,
tracing of social processes, and subsequentlyadisyg the ideological character of these
processes. Other institutional ethnographers haweided particular recommendations
on the incorporation of experience (Campbell, 2008¢rview data (McCoy, 2006), and
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texts (Turner, 2006) into the analytical descriptidn this study | drew upon these
references as well as upon discussions with Dor8iimjth and Susan Turner (Smith &
Turner, 2011b).

The analysis was conducted simultaneously with laeybnd data collection. As data
collection was going on, | read the transcriptidresn interviews and the notes from
participant observations inductively. Inductive de@ means that | repeatedly read and
listened to the data from each woman respectivety/ tded to get an understanding of
the work that women are actually doing, as welhaw, where, and with whom does the
work happen. If any reference to texts was givepliciily or explicitly, | made notes to
follow them up or | would follow up with the inforamt in the subsequent meeting about
the respective text. My understandings and firgtdital ideas that evolved out of this
inductive reading were shared and discussed wi¢h rdspective woman if another

meeting was still scheduled.

Once data from all seven informants was collecteshgaged further in back and forth
reading of my notes and the transcript. Subseqguehttarted to group sequences of
everyday practices and work done by the women. ghisiping was based on their
actual work. The mind maps and discussions withinf@mants about their respective
maps were very valuable at this point. Texts thatehbeen pointed out by informants
were reviewed back and forth with the various geotgfurther understand which texts
are mediating what informants are doing. Texts aregrated into institutional
ethnography to discover how they coordinate whdividuals do in their daily lives to
extra-locally organized practices, as well as hbgdonsciousness of individuals locally
is coordinated to those of others across time dadep This process requires extended
periods of reading, thinking, and reflecting on htvese different types of texts may
relate to each other (Townsend, 1998). Texts weapped as they occurred as a course
of action, as well as how they were related toatteal activities of individuals, and how
they may relate to higher order texts (Smith & Tarr2011a; Turner, 2006).

Throughout the entire analysis a draft of Figuka® next to the transcripts and my notes

so | was constantly reminded of the problemati¢hes study. This was very helpful to
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not digress into looking at the data from my pectipe as an occupational therapist, or
interpreting what the meaning is of what the woraendoing. Rather, this figure ensured
that | kept in focus the work that the women didjoing about their daily lives and how
their doings are situated within the social relagioThroughout this process, Figure 2 was
edited and revised and evolved as the social oelsttlid become more and more visible
and clear. Furthermore, throughout the analyticabcdption various institutional
ethnographies have been read and reviewed to uaddrdow other institutional
ethnographers have transformed the conceptual Wvankento their research. Reference
is made to these institutional ethnographies thnoug the analytical description

provided in the following chapters.

4.4.6 Ethical considerations

For qualitative research, Guillemin and Gillam (2p&ave outlined two dimensions of
ethics that are particularly important: first, pedaral ethics that refers basically to the
approval of respective Research Ethics Board; aodrsglly, “ethics in practice”, that is,

ethical considerations throughout the research ggacBoth dimensions have been

considered in this study and are addressed irotleeving sections.
Procedural ethics

Ethical approval for this study was given by thedidal University of Vienna in Austria
as women were recruited from the Department of Rfaalogy from this university.
Furthermore, ethical approval was granted by Thevéssity of Western Ontario
Research Ethics Board for Health Sciences Researeblving Human Subjects
(HSREB) given that this research was conductedragarement of my doctoral studies
at The University of Western Ontario. The EthicspAgval notice from HSREB of The
University of Western Ontario is depicted in Append. Individuals interested in the
study have been informed about the study verbaldlyia written form. Participation was
voluntary and informants could withdraw from thisidy at any point in time. Any
individual who decided to participate in this stubdgd to provide written informed
consent. The German information letter and inforroedsent form were translated into

English (Appendix 7). Some of the wording in thedeand form may not exactly meet
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the HSREB guidelines; however, HSREB acceptedahguage as it met the standards
of REB at the Medical University of Vienna and rarticipant was recruited in Canada.
For instance, HSREB would have asked for a lay terndescription of ‘occupation’.
‘Occupation’, however, was translated into “Allthg&itigung” in the German
documents. Unlike the English term occupation ‘@dibetatigung’ does not inherently
direct to productive work, but captures well théemt of this study and is a lay term.

Hence, no descriptions were added in the Germasioreof the information letter.

Ethnographic research, however, is not followindireear predictable process. For
instance the amount of time spent with each infortnaad the places where time is spent
together, in particular in reference to the pgpaait observations, was discussed with
each informant respectively and depended on wiegt Were comfortable with. Thus, in
addition to the procedural consent, process consastapplied (Murphy & Dingwall,
2007).

Ethical considerations throughout the process

Process consent was sought at the end and begiohéagrh meeting. At the end of each
meeting (either initial interview or participant sgyvation), informants were asked
whether they are willing to be accompanied in tliily lives at a time and place that
they are comfortable with. Some informants wantediscuss this with their partner first.
In such instances, | would follow-up with the resjpee woman a few days later to
discuss the possibility of another meeting at aceland time of their comfort and
convenience. Some informants did not want to meé¢heir homes, but were happy to
meet elsewhere or to be accompanied as they hatfetad various appointments or run

some errands.

Additionally, at the beginning of each meeting \&rlconsent was sought. Seeking
process consent is in line with the relational aedjuential process of ethnographic
research (Murphy & Dingwall, 2007). This consentaed that informants agreed on
having me as the researcher present while they imayact with their child/children,

partner, and/ or other people with whom they mdgract, such as officers at boards,
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health care providers, co-workers, or friends. #fformants had a one-on-one

conversation with somebody, the other person wssadked for his/ her verbal consent.

Informants did not receive any financial reward foeir participation in this study; if
meetings took place at public cafés, informantgildr and snacks were paid for so that
informants did not have any additional costs duepasticipation in this study. An
example of an ethics in process decision refethéanclusion criteria; in particular to
being the mother of a child that lives at leastiare at home, and of whom the woman
has full-custody, based on the woman’s self-repOster the course of the study it
became apparent that Katharina’s daughter liveb Wr grandparents who also have
custody for her. | discussed with the thesis-cor@aitmembers how to deal with
Katharina’s ‘deviation’ from the inclusion criterisgAs her work knowledge and
experience may still be shaped and informed byni@herhood, even if the child is not

living with her, we decided that Katharina wouldnan in this study.

4.4.7 Rigor in institutional ethnography

Rigor in institutional ethnography is establishktbtigh the transparent translation of its
conceptual framework into the research design aralyical description (Townsend,
1998). In other forms of qualitative research teghes such as triangulation, member
checking, or saturation are recommended for estahlj rigor (Lincoln & Guba, 2007,
Morrow, 2005; Thurmond, 2001). In institutional etigraphy, rigor is not established
through techniques used for sampling or analystsréiiner through the corrigibility of
the maps that are developed of the social rela{ibe¥ault & McCoy, 2006). The notion
of corrigibility implies that a thorough analyticalescription is provided of what is
actually happening within the social relations. ISwc description is transparent and
comprehensible and the institutional ethnograpéerains authentic and accurate to what

actually happens (Rankin & Campbell, 2006).



90

Translation

As the data for this study has been collectedailyjtin the German language in Austria,
the data was translated into English simultaneowsly the analytical description. While
gualitative research has been frequently used tvige people whose voices are
marginalized in certain contexts with a voice, T&M{2005) has raised for discussion
whether translation of people’s original accountgoi another language is still
representing their voices. Such questions have cathiepistemological, and
methodological implications and should not be simpkated and decided upon as
technical research matters (Temple, 2008). Theessaddressed by Temple (2005; 2008)
are based mainly on the impact of translation anatigse analyses within an interpretive
paradigm. Thus, questions such as are emotiona¢gesipns affected by translation, does
it affect interpretation of meanings, and how peopkrceive them represented are
relevant. Concerns about the loss of meaning initgtiee health research due to
translation have also been raised by others (Sgu2@08; van Nes, Abma, Jonsson, &
Deeg, 2010).

As illustrated in the previous chapter, languageassomething being taken for granted
in institutional ethnography. However, the emphasisalso not on the meaning or
interpretation of spoken or written word. The dethasf translation in institutional
ethnography lies in the thoroughness and accursdeokethe analytical description, so
that the social relations, including the langualgat is taken up in and mediates these
relations, are transparent, comprehensible, anelsaitite to the reader (Smith & Turner,
2011b; personal communication). In this study sahthe data was translated word by
word to ensure that the advisory committee coulereimto analysis. This was done in
particular at the beginning of analysis. Subsedyetnanslation was done simultaneously
with the analytical description. Any notes werettern down in English and evolving
writings were illustrated with comprehensive quiotas at first. Any documents and
findings discussed amongst committee-members weEnglish. Thus, their comments
and feedback was crucial in ensuring that traresiativere accurate. If descriptions were
not comprehensible, translation was revisited alé agethe analytical description itself.

One committee-member is German-speaking, and aipiguranslation was discussed
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with her. Furthermore, translation of technicahterwas attuned to other literature and

also discussed with committee-members through@utabearch process.

4.4.8 Presentation of analytical descriptions

The findings of the analytical descriptions basedhe research described in this chapter
are presented subsequently in chapter five, sit,s@wven. Each chapter is characterized
by a particular analytical focus.

Chapter five provides a comprehensive ethnograplaiceount of the daily work that

informants do. In this chapter | drew upon intemseand participant observations.

In chapter six, the analytical focus is specifigadlbout the work setting of arthritis-
related health care. The coordinated work of tlemen and health professionals in
producing hospital records is presented. In thdéutdxanalysis of hospital records |
focused specifically on their character of beings&guence in time, a course of action”
(Smith, 2006, p. 76) Furthermore, the work of thenven that extends beyond this work
setting into trans-local work settings is explichés well.

The analytical focus of chapter seven is on diffenealities that the women have to
negotiate and manage in reference to employmente rapecifically in reference to
employability, invalidity, and disability. In refence to employability and invalidity, the
intertextual hierarchy was a particular valuableanse for analytical description.
Regarding disability, further engagement with thstdrical development of disability
policies was relevant to comprehend the women'kwapowledge. The insights gained
from this engagement are also presented in chapten.
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Chapter 5

5 Ethnographic accounts of the women'’s daily life

This chapter provides ethnographic accounts of ittiermants’ everyday life. The
ethnographic accounts portray the women’s dailyedivbased on interviews and
participant observations. The focus of the anadytatescription in this chapter was on
giving an account of what the women who particigate this research actually did as
they went about their daily lives, and how theim@s were coordinated to the resources
available to them as well as to the activities tifeo people. As such, | drew upon the
women’s knowledge and experiences gained througkrviews and participant
observations. This chapter depicts the women’s gltanmake everyday work visible.
The first section contains an analytical descriptad how the women started the day,
how they arranged their place based on their ressuaind possibilities, how they went
about preparing food for the family, and used pubhd private transport to go from one
place to another. In subsequent sections accotmgiveen of how being a mother, being
cared for, and sustaining well-being were accorhplisthrough the work of the women
given the actualities, as well as their resouraged, possibilities for what they can do and
what they actually do in their daily lives. Thisagiter concludes with a discussion on
how the ethnographic accounts that revealed in tesgearch complement existing
literature, as well as how the particular focustba work of Austrian mothers with

rheumatoid arthritis furthers the existing knowledzpse.

5.1 Getting the work of daily life done

The women described how they went about doing tbekwf everyday life. The work

elaborated on in this section includes work suched8ng up and started in the morning,
as well as arranging the place based on resounakalde to the women, as well as
preparing food for the family. Furthermore, certaiark required going from one place
to another. Hence, transportation occurred as aatein relation to other work that
occurred in the informants’ daily life and is exy@d also in this section. The work of the

women described in this section is situated witlsis,well as it informs, shapes, and
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emphasizes the organization of the women’s worlelation to their respective families.
However, the emphasis in this first section isaoimothering per se; the work related to

mothering is outlined in the subsequent sectigpairticular.

5.1.1 Getting started in the morning

The women’s work goes on night and day. As theyugeih the morning, the women do
work to get themselves ready for the day, as wetbacoordinate their bodily needs and
their activities to their family. Katharina hasfaifilties to get up in the morning. Due to
her health condition she described many sleeplgbssn Katharina’s partner leaves early
in the morning, her daughter lives with Katharinai®ther, and she herself has only
occasional obligations that require her to follovpr@determined time schedule in the
morning, so she is able to start the days in han pace and may sleep longer in the
mornings. Anna, in contrast, has to get her soadyréor kindergarten and school in the
mornings:
In the morning | get up at around six. | take mydmation right away because |
cannot walk. The first steps are painful. | canmaance myself. And then | wake
up my children at 6.30 am. | dress the older onkaiaas | can. Then the father of
my children is coming. He helps me, because | cada@nything, | only prepare
a few things. What | can. And he dresses the amnlégnd brings them to school.
(Anna, 01-02-2011, L 67-83)
In the morning Anna receives support from her motrethe father of her children. As
she is aware of her limited abilities and challengethe mornings, she organizes support
to get the children ready for school. Anna was mled with night splints for her hands
to reduce the pain in her hands. While the spliatkice her pain during nights, she is
hardly able to grasp her blanket or cover her gomith a blanket. It is part of Anna’s
work to coordinate and negotiate her own needs thitse of her children and also with
her family. The splints exemplify how Anna has beeovided with resources to manage
disease-related symptoms, however, these resoareesot necessarily enabling her in

her doings.

Also Erika has to get up early in the morning to lger kids ready for school. The work
of every family member is well coordinated in thermings and everyone knows what

she/ he has to do: getting the breakfast read{ingethe children to have their breakfast,
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preparing children’s lunch-bags, collecting paresignatures, and ensuring that the
children leave the house on time. Then it beconugst in the house and Erika sits down
and takes a deep breath. She would continue wkthga relaxed shower and enjoying a
cup of coffee afterwards. Erika’s husband is at @onost of the mornings; however, she
is ambivalent about that:

One has to manage a disease, literally. (...) Baviehthe incredible fortune and
the advantage that my husband is — unfortunatsly much at home. That he can
do the things in the morning — bringing the kidséhool, or seating them around
the table for their hot chocolate, because in tloening, | am ... [shows stiff
wrist]. | try to compensate for that throughout theey. Honestly | lack the hours
between five and nine in the morning. (Erika, 312011, L238-245)

This quotation illustrates that Erika is on onedagrateful for the tangible support of her

husband, and at the same time she would prefetdiime enrolled in regular paid work.

Regular paid work would also imply a regular andstant family income which in turn

would provide them with more stable financial séguhan as a freelancer.

When Veronika described how she starts her dayrefbered to a recent instance, where
she was mowing the lawn the day before in the garBering the following night she
was waking up, could hardly move her hands, andstdl the vibrations in the entire
body:
At night, | think it was this entire vibration frothe lawn-mower, my motor skills
were a little bit shaken up. | was not able to getproperly, and | was really
delayed in my movements. And my husband was pargckiwhat is going on?
(...) you know | could still sense these vibratioms the entire body. And
somehow | was not able to get out of the bed ptgpér.) And I could hardly
move my hands up. And my husband said, no, nojreentsleeping. (Veronika,
28-04-2011, L169-184)
The support of Veronika’s husband allows her todgtent rest at night so that she is
more refreshed in the early morning when the céildare waking up, her mother-in-law
has to be cared for, the farm-animals have to de d&&d so on. Veronika’'s account
demonstrates how her work is not only coordinatethe doings of others such as her
husband, mother-in-law, and children, but also & bwn previous and subsequent
doings. Also Lisa underscores how her doings aegrelated and coordinated with each

other and with others:
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Yes, at the beginning [right after the baby wasbboften had breakfast only at
1 or 2 pm, because it did just not work out earieat the very beginning. | want
to do that differently now. No, | need that for relfsand | also get in a hurry, and
then | have continuously forgotten to take my mation. | still fight with that
now. Because in earlier times, | just had my brastkkbnd took my medication.
(Lisa, 15-03-2011, L355-340)
These accounts exemplify how the work of the infanits in the morning is coordinated
to the needs of their families as well as their owaeds. Their work in the mornings, as
well as throughout the day, is happening at agietes and coordinated across time.
Informants’ homes are the places where they livksgrend considerable time throughout
the day with their families. As the women’s accaudepict, they constantly negotiate
their resources in daily life as part of their wokkhile all informants referred to how
they get started in the morning, their doings \igesen their abilities, as well as their
resources and support available to them. The fatigvexamples refer in particular to

how informants arrange their places where sombef work happens.

5.1.2 Arranging one’s place

Anna is living in a small apartment in Vienna. Sh&s managed to get a washing-
machine in their apartment throughout her parttagmein this study; prior to that she had
to use the laundry facilities in the basement & #partment building. These facilities
were only available at certain days and hours tjinout the week as they were shared
amongst all residents. While Anna is glad that cfuie do laundry in the apartment, she
was pointing to some challenges of having the wagshiachine in the small apartment
and mothering:

Now we have the washing machine in the bathroonbettame tight. Do you
know how much this bothers me? Of course becausieeoflisease, | cannot get
anything from above or turn around. That is teeilql..) Yesterday | wanted to
give a bath to my children and | have to be there. My mom was here too. The
child wants me to wash him. But | am not able tbtbere. | told him, my hands
hurt, 1 cannot do that. Mummy, granny cannot ds 8o well, please can you do
it? 1 made it somehow. (...) | am sweating because $o tight and | am afraid
that | could hurt my foot. The disease is so stuffdna, 14-02-2011, L566-589)

Anna describes how she is torn between balanciagligease, carrying for her children,
and negotiating the limited space in the apartméfitie Anna was already looking for

other apartments, she has not yet been able toofiedthat suits her needs in terms of
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being accessible, being near-by her mother, ancchmmat her financial resources.
Veronika lives with her husband in his farmhousel dhey also made some re-
arrangements:
We even reconstructed the bathroom, in the house.shower, showering chair,
a holder, a toilet that is 10 cm higher. Becaussd my husband, my knee is also
affected and | have issues in getting up. Let'seniakigher. And now it is good.
(Veronika, 28-04-2011, L664-666)
For Veronika and her husband the adjustments imolise were not a big issue and they
made them accordingly. Lisa and her partner areently planning their new house so
that it is accessible. The accounts of Anna, Vémnand Lisa illustrate their different
resources in regard to arranging their homes amdihionpacts their work: Anna lives in
a small apartment and has to work around the céstirispace and her financial resources.
In contrast, Veronika lives in a farm-house whédre and her husband re-arrange space
so that it is most convenient. Lisa, is again imeay different situation then Anna and
Veronika, as she and her partner are planning tiesirhouse they do account for matters
of accessibility already at this point. Despitestnelifferences, all three informants have

arranged their places to make their work most coieve given their resources.

5.1.3 Preparing food for the family

Similar to work that has to get done in the mornago cooking and other housework is
accomplished through the women’s work. The folloyviaccounts of informants
exemplify how the social relations in which theg aituated make a difference regarding
their work. For Anna, preparing food is a challengestarts already with getting the
groceries done and continues with the cooking.d&seribes the support of her family as
essential for her:

Doing grocery shopping is not possible anymore.aBse shopping, somebody
has to come with me. | cannot manage that myseddlat cannot lift a liter of
milk. So somebody goes shopping with me and thenjrie home, would like to
do something, but it doesn’t work. | clean up #dibit, watch TV, go to see a
doctor, if | have to ... and that’s it. Until the tdven return from school | am
alone. If | am doing really worse my mom is here.) (Because cooking and so
on is hard. I cannot lift the pots. How shall | eaik? If | would not have the
support of my family, then ... | cannot live. Withoaty parents or husband
[sometimes Anna is referring to the father of hatdren as husband though they
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are separated and have never been married] it wamulcery difficult. (Anna, 01-
02-2011, L67-98)

Anna makes her need of the support of her famépdparent in this quotation. When
Erika is cooking or baking and her husband is adyoshe can just call him to help her
with cutting carrots, opening cans, or lifting hganots out of the cabinet. Erika actually
makes decisions about what to cook based on hitabwigdy — when her husband is out
of the house, she would avoid cooking a big popatito-soup due to the peeling and
cutting of vegetables and the lifting of the pdieSvould like to have a kitchen-machine;
however, their family budget does not allow fortth&hen doing groceries, Erika is very
knowledgeable about how much most of the food cedtere to get the best deals; and
how you can feed a family of five heads very cdtient. Erika describes how she
would cook a big meal for lunch so that some offtwa would also last for dinner. This
way of cooking is very cost-efficient. These degsions illustrate how Erika’s work

related to cooking is coordinated with her husbarsghedule and their family budget.

Lisa does not have to prepare family meals yet: duar still eats baby-food and her
partner eats most of the time in the eatery atwusk-place. Aside from that, Lisa is
referring to various kitchen gadgets that she sstantly provided by her mother and
also other family members such as her aunt: Lisash&itchen machine, an electronic
orange squeezer, a robotic vacuum-cleaner, and mmamg things which facilitate her
cooking and housework. Additionally, she is stratelly planning housework, taking
decent breaks, varying occupations that require ¢dtenergy with those that do not;
delegating to and splitting housework with her part As their apartment is on the third
floor without an elevator in the house, Lisa hasagneement’ with her partner that she
would leave heavy groceries, which do not haveaongmediately into the freezer and
are well wrapped, in front of the car in the basehgarage and he would take the things
upstairs when he returns home. He is also supgoher with cooking when he is at
home. The following quotation by Lisa summarizesllvimw she has arranged the
kitchen and coordinates various kinds of suppogmtooking:

But | am not putting heavy things up there so thaave to get it down from
above the head, because sometimes | have problems. t (...) When | am
cooking something with vegetables and my partnat isome, then he is cutting
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the vegetables, for instance the carrots. Onionsoolare not a problem, but
carrots; they are so hard to cut, | don't like tlgat | use the gadget. (Lisa, 15-03-
2011, L940-953)

Like Lisa, Marissa has also internalized some prestand the use of gadgets and other
strategies to do every day work. For Marissaniaat appears as if she is doing things as
she always did:

| do everything exactly as ... | do everything at leorhdo vacuum cleaning, |
also do some manual work, and | fix things mydethight need a little bit more
strength, or more devices, or so, or ... | don’t knbwould put a rag around the
pincer, or so ... (Marissa, 19-08-2010, L252-257)

These accounts of informants illustrate that ihet necessarily the performance of a
single task or activity that may cause challenges,rather the constant coordination of
various activities and the available resourcessbpport or impede with their work. The
variety of resources available to informants shdper work related to cooking and
differs as to the time and energy. How resourcepeland impact on the doings of the
informants in their daily lives becomes also apptire reference to going from one place

to another.

5.1.4 Using transportation

Many things in the informants’ daily lives presumerequire going from one place to
another: for instance doing groceries presumestti®gtvomen are going to a grocery
store or attending a meeting at any health casaaal service office requires them to go
from their homes to the respective offices. Trangtion was mentioned quite frequently
by the mothers who participated in this researchil@\public transport was the option
for some informants, others were used to goinghleyr fprivate car. Katharina and Anna
use public transport most of the times. Both wordescribe the time and effort that is
needed to use public transport:

If it is the case — such as in the subway — thaitsemats are not cushioned, then |
have already problems with sitting, because angthimat is coming along is
affecting the spine. (Katharina, 08-08-2010, L2502
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| can hardly move on with the public transport. ®ap and so on that works
somehow; there you can at least go in normally.\idth the steps to get onto the
bus, that is difficult. Holding yourself. Nobodyesethat | am really ill. That
somebody would offer me a seat does not work. eldifficulties. (Anna, 01-02-
2011, L108-112)

Anna mentions that she is lucky to have curremité/gupport of the father of her children
as he is on sick-leave due to some work-injuryh&g a car. So if possible she tries to go
with him by car. Anna also mentioned that otherspagers would not necessarily offer
her a seat on the bus or subway given her relgtix@ing age and the invisibility of the
disease. While there are special seats reservedigned for elderly people and people
with disabilities, Anna is middle aged and doeslook disabled. Katharina was pointing
out how challenging it is to coordinate various @pgments by public transport, such as
the doctor-appointments, appointments at the laferket office or appointments at the
social insurance institute. Katharina acknowledtied the challenge is not the train
schedules or frequency of trains, but rather, &svghs underscoring in the quotation

above, being on public transport may have an impadter body.

Lisa and her partner bought a new car shortly leefdgsa participated in this study. She
pointed out that the seat-belts of the old car watker tight. Hence, fastening the seat-
belt required additional force to fasten, whichtum affected her joints. Along the same
lines, she gave also reference to one of her puewars that did not have power assisted
steering. Julia got a new car shortly after hergtiéer was born. Initially, when her
daughter was born, they had a smaller one whictentadhallenging for her to lift all the
baby-stuff in the car. Now with the new and moracpus car, she experiences a big
relief. Much of the women’s work described so facoordinated to or intended to satisfy
the needs of their families or get duties done. &amples provide insights into how
transportation is one resource that impacts ord#ily lives of women with rheumatoid
arthritis. Depending on the resources related dosjport available to the women, they
have to manage various challenges, such as seatingpt cushioned seats in public
transport or fastening tight seat-belts and liftuagious things into the care when using a
private car. Despite the variations, the intenthefwomen in spending time and effort of
using transport is to go from one place to anothiee women also pointed out that being

a mother implies additional travel: such as attegdioctor visits with the child, doing
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fun-things with the children, attending meetingsindergarten or school, giving them
rides to sport, music, or other lessons in theradken, and so on. Thus, as a mother the
need for using transport increases and may becdsnenzore demanding given all the
stuff that one has to bring for the child, suchadsuggy, their toys, as well as food and

clothes for the child.

5.2 Being a mother

In this section ethnographic accounts of the infomte’ daily lives are presented with
particular reference to their mothering. Being athreo may entail work of negotiating
various resources and social relations given timest in which the women are situated.
In the following quotation, Julia made very exgdlithat having children is very

meaningful to her and she would not easily havemwp her desire:

But | know, | would always regret it. (...) it waswalys my desire to have two
children. And to abandon a child just because lilinand abandon it for my
entire life, is this worth it? | rather take intocaunt that | have another flare after
giving birth and that | am doing worse, than hawregchild. (Julia, 21-03-2011,
L59-66)
The intent of having children becomes very cleaemwiulia is talking, as well as the
time that she spends in thinking and reflecting uhablebaving children. Like Julia,
Veronika and Lisa also pointed out how it has balevays very significant for them to
have children. Veronika has experienced two misages and she enjoys now any
second with her two children. Lisa is also verygapbout being a mother and wants to
have another child as being a mother and beingrélyfas important to her. The only
reason that would dissuade Julia and Lisa from inéwg pregnant a second time would

be if their disease would have a clear impact erbtiby.
Carrying for a new-born

Julia’s and Lisa’s children are also in similar aged both recall the times after the
children were born quite vividly; especially in egd to how they tried to negotiate their
disease with mothering. Julia always wanted to difead her child and so she did.

Shortly after giving birth, however, she experiaghe@esevere flare. This situation made
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her think differently about breastfeeding, in pautar in forethought of having a second

baby:

Well, | insisted or | just wanted to breastfeed.dAndid it just too long. Well, |
had a really severe flare after giving birth andlas doing really badly. [name of
baby] did not even have 2.5 kilograms and | hadetones problems holding her.
Or at the diaper changing table — | think | did obange her diapers once at this
table, because | was just not able to stand fertitmie span at the diaper changing
table. And getting into and out of the shower wakastrophic. We are planning
now a second child, I am currently reducing my roation, and | know exactly,
when | do have a second child, well, | say it imraggly that right after giving
birth 1 want to continue with the medication ag&nprevent a flare; so that it
does not become as severe again. And the babladlgrow up with the baby
bottle. (Julia, 24-02-2011, L179-189)

Julia continues talking about how she negotiatedalmek and mothering back then. Her

work knowledge that she gained during this time Maonake her do things differently in

the future. She believes that she would have bbknta cuddle and engage more with

her daughter if she would have taken the medicatioth abandoned breastfeeding. In

contrast to Julia, Lisa prepared herself alreadgugphout the pregnancy that she would

not be able to breastfeed and eventually she wasFoo Lisa it required quite some

effort to speak up over and over again againststheng image of “a good mother is

breastfeeding her child” as Lisa named it:

| really informed myself a lot about breastfeedi¥gs and then | asked whether it
is possible or not. The physicians recommended asecally not to do it. Yes,
and that was decisive, | guess. And | think thetfsy it did not work out after all
because | had it in my mind this way: Well, | hdkie disease, | take medication,
and | cannot breastfeed. And then | was told youstdl try it. [right after giving
birth by the nurses/ midwives] (...) But | have hadlready so engrained in my
mind. That is just not for me. | also have talkeithvgirlfriends ahead of time so
that nobody would say then, Oh, you are not breadthg? | prepared that all
somehow. No, | am taking medication and aftertadl great that | can get a child,
but with breastfeeding it won’'t work. | had alregolepared everything like this
in my mind. Whereby when you are on the go, theralways somebody asking
... and then | say No | am not breastfeeding! andithething | say then is, | am
taking medication. Because there is this pressoreing from outside “good
mother is breastfeeding”. Really, everywhere! Theats also the case at the
department of gynecology. They cajole you into btiegding ... That will work,
and try it again, and yes ... yes, | had alreadyaliyreed breast, due to the entire
pumping, breast pump, everything was already rdallying. And inside myself |
was just wishing that she [referring to the persbmah the department] is saying it
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is not going to work. | was not brave enough to isaBecause then, there is such
a pressure. And anywhere you go, the first questian. He is breastfed in any
case, right? He is fed with mother milk? Always!efé is never the question or
choice Is he getting mother milk or the baby b6Gtthnd then you have to say
always No. (Lisa, 15-03-2011, L768-788)

Lisa is delineating very vividly in this quotatidhe work that she was doing to resist the
strong image of “good mother is breastfeeding” thla¢ experiences around her. She
collected information, made decisions for her, pred herself mentally, talked with
friends about her not being able to breastfeed/dddaunpleasant questions later on, went
through the pain as she felt not brave enoughdistrevhat hospital staff wanted her to
do, and eventually she also describes how she dadritinuously negotiate the public
pressure about breast feeding. All the work thatalis describing here is part of
negotiating her disease and being a “good” mothesa was referring to companies
which sell baby-food, and advertise that if breseting is not going to work, their
product is the second best choice. Given her backgh as a health professional, Lisa
was also mentioning that she experiences even masgonsibility to breastfeed and
spends lots of time and effort to resist the strangge of breastfeeding. Julia’'s and
Lisa’s accounts illustrate that becoming and beaingother does not only include the
actualities of mothering in the everyday life, lal$o considerations and negotiations

about becoming a mother and being a ‘good’ mother.
Getting the children dressed

Some of the struggles and the varying ways of h@mmen manage their work become

transparent in Anna’s and Lisa’s elaborations @ssing their children:

It is really terrible when you have small childrén.) The older one, he doesn't
want to dress himself in the morning. And my firgéwrt, the hands hurt. He

wants me to put him on his socks. | am not abléatgo. | do the jogging pants —
that | can do. But the other things. Mom, | donan this. | say, You don’t want

this, and | am not able to do that. We have hadudisions in the morning. Mom,

| do have an exam today, please, can you put osauls? That was the best, he
is kind. | say, it doesn’t matter, exam and socksth you have to do yourself.

(Anna, 11-03-2011, L262-269)
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| just did not dress him with the tightest thinbgattwas horrible to get into it with
my fingers, | just dressed him wider clothes suslthaat (pointing to her son’s
clothes). Such things helped me. (Lisa, 15-03-20602-606)

Lisa decided that she would use the clothes thaists able to dress her son with based
on her abilities. It did not cause her any diffteed, and in contrast to Anna, it was not
severely interfering with her work. Anna’s childrare older and able to partner with her
in some regards, while overall they still ask foegr hcare and mothering. This is
challenging for Anna at times as the quotation abloas illustrated. She is very explicit
that the children would like to engage in differaativities with her, like going to the
mall, play-ground, or eating outside, however, ish&t able to do it anymore. Caring for
a sick child can become even more challenging. Amas referring to a situation when
her son was sick and required certain medicati@at Was packed in bottles with a
particular closure. She was unable to open thdebattthough she got a device to help
her open this particular bottle, the device wasestan the kitchen and she wanted to stay
with the child in the living room. Anna states heve was torn between providing the
best care to her child as fast as she could wigilegbalso challenged herself due to her
disease. Anna was pointing out how she is congtgatitnering with her children or she

tries to engage them in various house chores t@rntakgs work in their daily life.

Anna’s and Erika’s children are of similar age atténd school. Erika and Anna were
coordinating their daily schedules around the timvden the children would be at home.
The times can become quite busy before the chilgeeto school and once they return
home. Thus, both were mentioning how they try tosgene rest or do something to care
for them while the children are at school so theytwould be refreshed when the

children are around.

5.3 Being cared for

Being a mother means being a care-giver. Informevaie also describing consistently
throughout all interviews and participant obsewasi how they are cared for. Anna
receives a lot of support from her mother. Her rapthrovides her in particular with
tangible support; however, Anna also mentioned soatetimes she would also like to

just have a chat with her.
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Yes, she is helping me a lot, because she is dniagything for me. She does not
have to, but she thinks so. | don’t want that sbesdhat. Because | want that my
mom is resting too and chats with me. However,desn’t like that, she doesn’t
like it. But she is coming any time. She is alwaysilable, always here. But then
I hardly see her. Then when she has cleaned ogeg,tthen | go there and watch
TV; | follow her a few steps, | help her a littlé.bcAnd then she says immediately,
sit down, come on, sit down. (Anna, 11-03-2011, 68}

This quotation points to the work that is requiiadAnna’s instance to balance being
cared for, receiving the care that you are longargalong with the needs and values of
the person who would care for you. Julia was dbswgihow it was a particular challenge
for her to negotiate a tension between doing bhadhgelf due to an acute flare, accepting
the care of her partner, and at the same time gd®ww he was suffering as she was
suffering; and yet, Julia underscores how imporiéng to be cared for and having

somebody that cares for you.

No, it is really important for me. | don’t know howwould have managed
without, if there would have been nobody when | wadad. To be really alone
with that ... | imagine it to be very difficult. Bjihame of her partner] was totally
sensitive, cautious; but at the same time not pamgene. Certainly, | have
found my motivation in him to not let go with mdu(ia, 24-02-2011, L474-480)

Anna’s and Julia’s example make transparent homgdor family and being cared for
by family requires work to balance one’s own needswell as the needs of the other
person, and also to bear that somebody is suffesitiy and caring for you. In this
regard, Lisa is describing how her family could fudly share Lisa’s happiness when she

informed her parents about her pregnancy as theg eancerned about her health:

But it was not so much the concern that | had pshs referring earlier to her
concern about the baby’s health], but more aboetdabncern about me. (...)
Basically they were sitting in my neck to some aki@nd asked every other day
whether everything is okay. Also, when | had anaapment somewhere, they
called immediately: “And? Everything alright?” (Eis09-05-2011, L255-276)
Similarly, also Julia was referring to experienedsere her family could not fully share
her desire for children. She is holding back the#éns for the second child as she has
experienced previously that not everyone in herilfamould understand her decision.

Erika does not have her parents around like folamee Lisa, but she, her partner and
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children are active members of a church communhgmne she receives a lot of support

and care as well:

There is mutual help, tangible as well as emotidwedp, spiritual help — however
you want to call it. (...) That there is a network.) That is worth of gold. When
somebody tells you may see it from a wrong per$pecor just think about this
and that, whatever. And you are doing better. Wieaté is or how you want to
name it, but | believe strongly that this is veryah to our advantage. (Erika, 09-
03-2011, L402-427)
Erika has also pointed out how difficult it can teeaccept informal care at home as she
herself is providing formal care outside the homeher professional role as a health
professional. She was addressing the paradox efdang care to others, but then being
in need of care by others at home. Anna, Juliaa,Lesxd Erika have pointed to how
important it is to have somebody around that céoesyou and is available, or just

knowing that somebody would be available.

5.4 Sustaining well-being

Informants were doing work in their daily lives swstain health and well-being. In
contrast to taking medication as part of informamsrning routines, the examples in
this section refer to time and effort that womeergp with the intent to do something
good for themselves. Some informants, such as Msmnika, and Erika were referring
to how they engage in activities to care for thdwese to do something that makes them
feel well. Based on their experiences, they knowt ttheir well-being is closely
interrelated with their disease status:

If I have enough time for me, that | can do thifgsmyself, sleep enough, and
care for my well-being — well these things arerirgkated — and then | am doing
automatically better. (Lisa, 09-05-201, L235-240)

Today | am going to my cosmetician because | doicoae from time to time.

(...) I hope that does not sound egocentric. Butithédr me - this half of an hour.
Or when | am in the shower, at the evening. Evangths quiet around me. In
former times showering was done in a second. Nd&wunihutes at least. | need
that. | simply need that. That provides me withrgge (Veronika, 18-05-2011,
L201-206)
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But | do take time for myself. | do that regulattat | take a shower at first before
doing anything else. Really extensively. Then,tldgwn and drink comfortably
my coffee and read something or just take half aar Hor me. (Erika, 31-01-
2011, L489-493)
All three of them were pointing out how importahid to have this time for them as it
contributes to their well-being and provides theithvenergy. Lisa also provided other
examples about the work that she is doing to miairitar well-being by participating in
various activities with friends and family. She d#ses how it can be a challenge to
participate in such activities while balancing besease-related symptoms:

For the past little while | have had a few problemth my joints. It is my own
fault. We have had a few birthday parties and tlendls made it especially for us
in their homes and not in a public pub so that exdl@ also attend. Because then
we could bring him [her son] to bed in their bedrso And | really enjoyed that —
that was something for me, not for my health, loutnfie. That we have been there
and participated in partying, and then we stayestetbfor quite some time,
meaning that | only had little sleep. And that sl then, because then it is
becoming worse. And then | simply demanded frompastner, please take care
[of the baby]. (Lisa, 09-05-2011, L213-227)

Lisa also pointed out how these activities thatvg® her with well-being are
coordinated with the activities and work of othelgr friends organized the party at
home so that both, she and her partner could geatewith the baby; and her partner
was supporting her so that she could recover adtelsvfrom the lack of sleep. Lisa was
also describing how she always felt the risk ofirigl and hurting herself when skiing
which subsequently prevented her from doing ith@spartner and friends are passionate
skiers, she has started skiing some years agasslth can join them.

Julia is a very active person and has always ddoed sports. She underscored that she
is continuing doing sport as she gains a positieceout of it despite the disease and
she always tried to continue participation in spoevven if she was not doing well
regarding disease-related symptoms:

But | continued to go to the sports lessons judtvaas used to. | mean, | was not
able to do a lot at all. | was still able to rurdan jump into the mini-trampoline,
and make somersaults. | did not do the handstartd, did everything else with
the wrists and sometimes it happened that | twistggoint — that all the pressure
that was put on it ... and then | was lying in thdl lmut of pain, because
everything did just hurt. But despite of it allsfill had my sport, and | was ...
(...) at the beginning | went five times a week, abéuo 5 times a week. That



107

was always the same group and somehow | was outssgdgroup as | was not
able to going there. Just for my feeling. Most ljklarm their perspective not, but
| felt that way. They are always going for a drafkerwards and come together; it
has always been cozy and (...). That was just tletecaf friends, the sports hall.
(Julia, 14-03-2011, L322-339).
Julia described how she put lots of effort intotownng going to sports that provided her
with well-being and ensured social participatiors. these examples from Lisa and Julia
illustrate, negotiating health and well-being menply that women engage in things that
would compromise their disease-related symptomsh dhat it increases pain, but

provides them simultaneously with well-being.

5.5 Discussion

The ethnographic accounts presented in this chalpistrated how informants’ work
takes place in the actualities of daily life, naynat actual places, real time, by and with
real people. All informants are situated within wiag social relations. Their social
situatedness offers varying tangible, economicsqeal, and social resources that have
direct and indirect impact on the work of the wonneheir daily lives. Their emotional
resources and family relations came inevitably wigw in discussions about their work.
These findings support and are supported by theeuknowledge base about the daily
lives of women, and in particular mothers, withutmatoid arthritis. These findings also
complement the knowledge base by taking the sowpamitext of the mothers into
consideration, and addressing how this contextctaally shaping the doings of the
women in the actualities of their everyday life. the quotations and descriptions in this
chapter demonstrated, while the intent of the womén engage in particular activities,
the effort and time required to do so is influendeyl their resources given their
situatedness within the context. For instance, irdibrmants referred to mothering,
cooking, or caring for their children and familiespwever, the actualities of these
activities, the time and effort required, and hdwe tdoings are coordinated to the
activities of others varies across women. Thushig remaining section of this chapter, |
reflect on the findings mainly in reference to soofiehe literature reviewed in chapter

two and outline how this research complements arttidrs the existing knowledge base.
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In this research all informants referred to howytheceive support primarily from their
partners and immediate families as they prepard foo the family and care for their
children. It remained unquestioned that the womerfiopmed these activities. Veronika
underscored that she does not want to sound egmcesien occasionally taking time to
go for manicure; Erika stated that it is a chalkerigr her to accept tangible support at
home as she provides care and support to othepara®f her part-time employment.
Negotiating support also contained for Julia andalLthe work of moderating their
parents in their efforts to provide them contindgusith appointments for and
information about complementary treatment. Simylad the findings by Goodacre and
Goodacre (2003) and Nyman and Larsson Lund (2@8&)women in this study were
negotiating support by and with significant perso@sant (2001) highlighted that in
particular for mothers with rheumatoid arthritiseeszing support can become a challenge
if the mothers find themselves within a traditignabnservative context. While the
participants in the study by Grant (2001) refenregharticular to support offered by the
women’s partners, this research has also pointedth@i social relations informing
support are very complex and include the suppothefown family and family-in-law,
and goes beyond tangible and emotional suppors inktitutional ethnography disclosed
the time, effort, and intent that go into negotigtsupport and care if support becomes

for instance too overwhelming.

The literature specifically on mothers with rheuaidtarthritis pointed to the continuous
and yet changing challenges when being a mothér shikumatoid arthritis (Backman,
Del Fabro Smith, et al., 2007; Barlow et al., 19B@] Fabro Smith et al., 2011; Katz et
al., 2003). The ethnographic accounts of informantsthis research support these
continuous challenges: the children of Lisa, JuWiad Veronika are of similar age. The
three mothers referred to challenges in relatiofotanstance breastfeeding and dressing
the children. The children of Erika and Katharinarev already of school-age; both
mothers underscored the challenges in getting tfeamy for school in the morning and
being fully available for them after school. Thedis prior to and after school are intense
and demanding at times as the two informants hggtéid. While not specifically to
rheumatoid arthritis but to mothers with chronimess more in general, Opacich and
Savage (2004) highlighted that not only do the lehgles of being a mother with a
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chronic illness have to be considered, but alstofadhat may increase or decrease the
women’s well-being and quality of life. In literau specific to rheumatoid arthritis,
mothers referred to mothering as being a very Bogmt part of their life (Del Fabro
Smith et al., 2011). Similarly, in this researchmsoof the women highlighted that
mothering is very significant for them: Lisa andidwvould only abandon motherhood if
their disease would interfere with the health of thild; also, Marissa and Veronika
highlighted the joy that their child/ children bg® into their life. Except Katharina, all
women emphasized that becoming and being a mathgaadted on their priorities: the

health and well-being of their children became ftyaver their own.

These negotiations of the women illustrate theadawrms and expectations that shape
the daily lives of mothers within the Austrian cextt Leitner (2003) has referred to the
Austrian context as being informed by social pebcihat are grounded within an explicit
familialism. The ethnographic account of this reskallustrated the actual work done by
women within their daily lives within such contektow informants were describing and
living their daily lives did not question these egpmtions, but rather illustrated the
normality of these expectations and the efforts tiame needed and spent to live up to

these expectations.

The ethnographic accounts outlined in this chapteride a thick description of the
work that women do in their daily lives, and howithdaily life becomes accomplished
given their abilities, resources, and actualitiegeweryday life. These findings illustrate
the situated nature in which the women’s doingsuncMost of the informants were
hardly referring to disease-specific symptoms, ftatiher how they are able to manage
their everyday lives and ensure that they expegievell-being in doing so. Based on the
account of informants’ daily lives, | aimed theneéxrplore the disjuncture between the

women’s daily lives and arthritis-related healtineca
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Chapter 6

6  The ruling power of arthritis-related health care

This chapter provides an analytical descriptiorthef organization of the work within
arthritis-related health care. | drew in this clespin the women’s experiences and work
knowledge of receiving treatment in this setting. dddition, my knowledge as a
professional having worked in this setting inform#te analytical description and
allowed for a more comprehensive picture of howwloek of the women is coordinated
with the work of others also active in this settargd beyond. The focus of the analytical
description in this chapter is on mapping out tleiad organization of the textual
production of hospital records along with an ethmapbic description of the work that
allows for this production to occur within the sagtof arthritis-related health care. In the
textual analysis of the hospital records | drewparticular upon the idea of texts as
coordinating sequences of action and being themasély sequence in time, a course of
action” (Smith, 2006, p. 67).

In this chapter | outline in the first part the waetting, to subsequently illustrate how
hospital records become produced through the coatelil work of various people and at
the same time coordinate various sequences ofrauatithin this work setting. Then, |

outline the work that informants are doing in amgdnd this work setting, and how their
work is coordinated to the organizational procedsethis work setting. This chapter
concludes with a discussion on how the women’s waskpatients with rheumatoid
arthritis, along with their unique resources ancdse fits into the work setting of

arthritis-related health care and becomes accodated

6.1 The work setting of arthritis-related health care

The work setting of arthritis-related health cage at the outpatient clinic at the
Department of Rheumatology in Vienna. This is therkasetting from which the women
were recruited for this research and where | useddrk as an occupational therapist.
The analytical description of what actually happénghis setting is relevant for this

research to comprehensively understand how womexperiences of their everyday
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lives become addressed and accounted for in astheiaited health care. This analytical
description was targeted toward exploring how thekwof mothers with rheumatoid
arthritis is coordinated to arthritis-related hbatare. This exploration was a significant
part of my interest in understanding how the disjure between arthritis-related health
care and the complexity of women’s daily lives ntijecome accomplished given the
social organization of this work setting. The ietEtnection between women’s everyday
lives and arthritis-related health care happensirflarmants in particular at this work
setting as they return to this setting regularkyrfutine visits. My experience of having
been part of the team of biometricians was an itaporresource in analytically
describing the organization of this work settingorej with the experiences that
informants were describing. Biometrician refersatbteam of health professionals at the
department (e.g. occupational therapists, physiafh&ts, nurses, and psychologists) that
is responsible for conducting various routine aedearch-specific assessments and
evaluation at the clinic. In this first section fidfly describe the work setting and

delineate the organizational processes of a rowtsiein this setting.

Given the structure of the Austrian health careesys(see Chapter 1), an outpatient
clinic attached to a public hospital is regulatater the state law and implies that
services offered at this clinic are not offereceelsere or within reasonable distance for
patients (RIS, 2011). Marissa, Katharina, Lisaia)and Veronika used to live in Vienna
but moved at some point to more rural areas out¥igana that belong already to

another province. They still return to the outpattielinic for routine visits as they

acknowledge the expertise at the clinic. As acdes$ealth care in Austria is not

regulated geographically, their return to the climioes not constitute a problem in
institutional or organizational terms although ttieg in another province now.

The Department of Rheumatology is coordinated ¢éoChnic of Internal Medicine which
is an organizational unit of the Medical Universifthe clinic is located in the General
public hospital of Vienna which represents theiclicenter of the Medical University.
Thus, many students from the Medical Universitydiart their internships or specialist
trainings at various clinics and departments witthie hospital. Trainees would stay at

one department for some time and then rotate tthandepartment. This organizational
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process may imply that a patient sees a differentad any time when she comes to the
clinic. Some informants pointed implicitly to thisganizational process as illustrated in
this chapter (see 6.3.1, Authoritative knowledge)explicitly, as for instance, Lisa who
highlighted that she does not appreciate the clmamgattending physicians. She states
further though that “at least | have the feelinghat clinic that one is at the latest state of
knowledge ... well that is how it is at a universitinic” (09-05-2011, L 469-489). Erika
acknowledged the comprehensive evaluation of halthhstatus that she was not used to
from other clinics:

“they have done things at the clinic that nobodgeetid before, such as
ultrasound, or the assessment of the biometriciaguch things; nobody else did
ever palpate my joints before, nobody” (Erika, D11, L 167-175).

| focused in this research on routine visits to dlpatient clinic to disclose how the
complexity and continuous changes and challengesitf life become accounted for or
met in arthritis-related health care, or alterrgirvemain unattended or excluded. Figure
1 depicts the work that goes on in the work settihthis outpatient clinic at a routine-
visit of the women. The lower dark-grey box illetes the work that is done by the
women; the upper light-grey box outlines the wooke by the health professionals. The
significance of the hospital records in coordingtthe work that goes on at the clinic
becomes apparent in particular in this upper boke Twork of various health
professionals and the women is coordinated asuhesd black line depicts. The arrows
on the left and right bottom of the figure showtttias is a sequence in time as work is
happening before and after. For instance, befaradbeptionist pulls out the health care
record, the woman has to register for her visitrdgister means that she is providing the
receptionist her electronic health card. The apgibe of the electronic health card serves
as a proof of the woman’s insurance status angssrgial for the settlement of her health
care costs (BMASK, 2010b).
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Receptionist Biometrician Physician picks

brings hospital performs up hospital h:::riis%ii;s
record into functional records and ] BT
/1 conrsgjtljt:thn \ /1 assessment\ / calls patient \ / calls patient \
Receptionist  Biometrician picks up Biometrician returns Phys'lclan returns Nurse performs
. pulls hospital hospital record and hospital record to hospital record to laboratory screening
record out calls pattent consultatlon room consultatlon room
N NDNANNNA
N/\/\/\/VVVV\/VVVVV
Patient Is called by Is called by Is called by nurse
registers at biometrician ? physician )
[ceeton Returns to Returns to
W waiting area W waiting area o .
’ aits in aits in aits in the )
waiting area waiting area waiting area

Figure 3: Processes of a routine visit in arthritisrelated health caré®

Texts, such as the hospital records, mediate inbetdeen local and trans-local work
settings. Thus, | explored further the work of amapped out the social organization that
goes into producing hospital records within thistipalar work setting in the following

section.

6.2 The organization of the production of hospital records

The hospital record itself is a material form thas a replicable and mediating character.
The hospital records that informed the analyticesadiption are hospital records of
informants that were used in the clinical settingn-actual, observable, local setting
within public health care in Austria. The focustls section is in particular on the work
done by for instance the receptionist, the bioroktni, the physician, and the nurse as
illustrated in the upper box in Figure 3. The worsework and how their work is
coordinated to the work of professionals are furthelored in section 6.3, The ruling of
the women’s work in the setting. The work of thgsefessionals is organized in a

particular structure, which allows for the prodoatiof the hospital records. This

16 Figure 3 was developed within the scope of thesditation.
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structure becomes accomplished as each healthsprof@l does the work and gathers
the information that is supposed to go into thepitakrecords. Most of the information
that goes into the hospital records is written damd recorded within this actual work
setting while the actual work has happened alreadwill happen trans-locally. For
instance reference might be given to a previousigenassessment or to a screening that
has to be made in the future. Hospital record$iis work setting locate a collection of
texts that are ordered in a particular way (Figbre

General Questionnaire
Signed consent forms
Reports and Referrals
Laboratory results

Consultation with Functional assessment

Physician
Morning Stiffness
SOAP -NOTES Health Assessment
S - Subjective Evaluation form Questionnaire
O - Objective Joint Assessment
A-Assessment List of service codes Visual Analog Scale

P-Plan (Pain & Disease Activity)

Hospital record

Course of

Action

I Time's arrow >

Figure 4: The coordinated work of producing hospita records’’

Each part of this structure opens up again a catiil of other documents. In this
chapter only the parts which were relevant for explb the organization of the
coordination of the women’s work, their daily liveend arthritis-related health care in

17 Figure 4 was developed within the scope of thésditation.
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this work setting, are further analytically desedb The List of service codes (Figure 5)
outlines various services along with codes assigaeshch service. This list is followed
by columns where each individual that performs ahthese services is supposed to put
her/ his initials and the date. As soon as a hegaltFessional puts her/ his initials next to
the service code, the respective service wouldrbecaccountable for settlement once it
Is entered into the settlement system by somebisdyire the administrative office.

4213 Talk with physician
4652 Outpatient talk with physician — 15 min

7762 Erythrocyte sedimentation rate

4945 Injection
8710 Ultrasound of the joints

1498 Functional status

5496 Occupational therapy —functional training

Figure 5: lllustration of List of service coded®

The Evaluation form (Figure 6) provides precisetringions about the content of a
routine visit to the clinic of patients with rheutoia arthritis, namely the frequency of
each service and the professional who is respangdl the respective service to be
conducted. Thus, the Evaluation form authorizesvibek that gets done and by whom,

as well as the frequency of the work.

8 _. L T
Figure 5 was developed within the scope of thésditation based on the content and structureesof th
List of service codes (in German language) in imfants’ hospital records.
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Please check if
applicable
FA / SFA

Date (first visit or rather date last done)
Every three months or when change of basic treatment

Physician’s assessment Physician
Rheumatoid arthritis assessment Biometrician
Control Il and ESR Nurse

Firstvisit, afterwards on a yearly basis

X-Ray of Skeleton At least hands,
forefeet, spine

In case of additional FA or SFA, then:

In case of additional Osteoporosis, then:

FA=Early arthritis: Symptoms <3 months;
SFA=Late Early Arthritis: Symptoms >3 months <12 months

Figure 6: lllustration of Evaluation form 19

The List of service codes and the Evaluation faamwell as other texts in the hospital
records are coordinated to each other as mappeih Gigure 7. The bold black arrows
illustrate how services that are outlined in thstlof services are also outlined in the
Evaluation form. The fine black arrows exemplifywhthe services are then linked to the
respective sections in the hospital records. Sesvithat are required for the
comprehensive evaluation of a patient with rheurdaacthritis but cannot be conducted
at the department due to lack of technical or humesources would be referred to
another department. An example therefore is ‘X-RafySkeleton’ which is listed at the

Evaluation form as being required on a yearly badie referrals to and reports from the

other departments are filed in the hospital rectwds

19 _. . L
Figure 6 was developed within the scope of thésditation based on the content and structuresof th
Evaluation Form (in German language) in informahtsspital records.
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Hospital record

List of service codes
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4213 | Tak with physician
; General Questionnaire
h ph = =
::: S;:a:;"tw“ '::'smntls Consultation with
i e sedimentationrate ToE
- LA Erythrocyte Signed consent forms
sedimentation
4345 | Infection
8710 | Ufrasoundof the joinfs AP - NOTES rate Reports and Referrals
- S - Jubjective
1498 | Fuhctional status, O -/Objective
- A-{Assessment

P{Plan Functjénal assessment X-Rays

Evalubtign form
rning Stiffness

Exery three modths §rwhen change of

Opte (first visit g rafher date last done}&

treatment]
Physician’s l Physician
assessment
Rheumatoid arthritid Biometrician /
assessment v

Controlll and ESR Nurse

Visual Analog Scale
(Pain & Disease
Activity)

Firstvisit, afterwards on a yearly basis
X-Ray of Skeleton Atleasthands,
forefeet, spine

Time’s arrow >

Figure 7: Coordination of texts within the hospital records®®

The subsequent paragraphs are focusing in panti@nidathe work that is done in

conjunction of the biometrician, the physician, dhe patient: the biometrician conducts
functional and health-related assessments of thienpaat every routine visit, and the
physician monitors the disease process and beaponsibility for any treatment

decisions. Thus, these professionals occur ascpkatly crucial in exploring the

disjuncture of everyday life and arthritis-relatezhlth care.

20 _. L T
0 Figure 7 was developed within the scope of thésditation based on the content and structure of
informants’ hospital records.
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Figure 8: Documentation form for joint assessmert

The assessment of the biometrician contains a atdize:d
joint assessment of swollen and tender joints. jaiyt that

would be swollen and/ or tender would be check-mdvik a

form as depicted in Figure 8.

The further assessment of the biometrician coveezard of

the patient’s morning stiffness in the joints, whlzecomes documented in minutes. Then
the patient is asked to mark on a Visual Analoge&@dAS) from 0 to 100 her pain and
disease activity respectively. A third VAS is coeteld by the biometrician who also
rates the disease activity (DA) of the patient. D&comes of these three measurements
are evaluated by the biometrician and also writlemn in abbreviated form in the
hospital records (Score of VAS pain/ Patient-Saufr& AS DA/ Biometrician-Score of
VAS DA; e.g. 0/2/12). The biometrician asks theigmat also to complete the Health
Assessment Questionnaire — Disability Index (HAQ;Zhlculates, and documents the
score. The HAQ-DI consists of eight categories, elgrdressing and grooming, arising,

eating, walking, hygiene, reach, grip, and commaihydhctivities.

The analysis of the hospital records revealed #itatome instances the biometricians
made notes about additional information in the réspsuch as “Patient is helpless;
severe pain” (Katharina, 06/2008); “Patient stjimptoms in left wrist” (Katharina,
01/2009); “Patient reports severe pain in entirdyBdqKatharina, 11/2010); “on both
hands large-area swelling — close to metacarpopge#d joint” (Anna,02/2010); “Patient
reports pain in both temporomandibular joints” (And0/2010); “Pain in both shoulders
(not pressure responsive); pain in left knee whatkiwg downhill” (Marissa, 03/2010);
“overall, once a month a painful joint, other thdmat no problems” (Lisa, 01/2008);

“when reducing medication worse, dose again ineeasis actually going better than

21Figure 8 has been modified based on a figure tdkem http://www.gp-training.net/rheum/ra.htm;
retrieved on January £02012.
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before dose was reduced” (Lisa, 04/2008). Theséiaddl notes referred to symptoms
or experiences that patients were talking aboutfbutvhich no standardized way of

reporting is foreseen in the hospital records.

Once the patient is assessed by the biometridienpatient returns to the waiting room
until she is called by the physician. The physidaifows the SOAP-structure in his/ her
documentation: S — Subjective; O — Objective; A sséssment; P — Plan. The heading
‘Subjective’ captures notes about the patient’scdpson of her health status and
symptoms. These notes show a broad range of erdtieb as: “very good — cleaned the
windows the day before” (Marissa, 03/2003); “unéist week pretty good — since 3
weeks many personal issues so that intake of [mafnaleug] was forgotten once; since
one week increased swelling, no pain” (Marissa2004); “it is going; scrubbed floor
yesterday thus not so good now” (Marissa, 02/20@5);“baby was born (date),
everything is fine; but joints are worse” (Julidg/®009); "unchanged swelling and mild
arthralgia (fluctuating)” (Julia, 02/2010); “is g well” entry is complemented with a
list of current medication and date of latest Xsrgyulia; 04/2011); “currently not so
good, lots of stress; status post inpatient treatrdee to skin-infection; pain in hands
and feet; morning-stiffness about an hour” (VeranilkD9/2003); “since switch in
medication to [name of drug] — subjectively sigreint worse; [list of current medication
with respective dose]; patient non vult [does rmitest] to participate in any study; non
vult [name of drug]” (Veronika, 02/2006); “currentlots of stress; hardly rest; migraine;
cold is good, also cold weather” (Veronika; 11/2008ired; arthralgia” (Veronika,;
02/2010).

Some notes were written down in informants’ lay gaage; others were likely

transformed into technical language or refer alyetd specific concepts such as the
reference to arthralgia, or the listing of medioati The heading ‘objective’ captured
mainly a summary statement of previous laboratesults, or a Disease Activity Score
(DAS) or a Clinical Disease Activity Index (CDAIRarts of the results of the functional
assessment conducted by the biometrician wouldabentup by the physician for the

calculation of the DAS or CDAI. The diagnosis istéid under ‘Assessment’; also
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pregnancy would be stated there. ‘Plan’ entails tthatment plan, referrals to further

screenings or assessments, and the time-sparthantiext visit.

In some instances patients were referring to tgieriences which are not always taken
up in the further treatment plan. For instanceMarissa’s hospital record is an entry
dated with November 2007: ‘Subjective’: “not as dp®at. did not take medication for
past 2 months due to desire of having a child”;arridssessment’ the diagnosis is put
under question mark, subsequently, in the treatmkmt a list of additional laboratory
assessments is suggested and Marissa is callefditove-up visit in 8-weeks time. In the
subsequent entry in January 2008, it is statedruSddjective’: is going pretty good, did
never take pain-med”. The further notes are allmeidisease activity score, reference is
given to an X-ray report, and the diagnosis isestads “active rheumatoid arthritis”.
Marissa is informed about an MRI/ sonography stai¢ an appointment is arranged for
her. At no instance reference is given to Marisgi@'sire for a child that was decisive for
her to discontinue taking medication previouslyefysician continues according to the
standardized documentation that coordinates his/ werk to the organizational

processes.

Once the patient has consulted with the physighe,would return again to the waiting
room until the nurse calls her. The nurse pickshgohospital record and conducts what
the physician has stated in the Plan regardingdosmoeenings. The work of each health
professional requires documentation which meangtbduction of further texts that are
compiled in the hospital records. These texts laea tavailable for “reading, discussion,
and review by people in multiple locations and exttain times” (Turner, 1995, p. 237).
The reading, discussion and review of what is emitiown in the hospital records occurs
within a single visit: for instance as the physicidraws upon the assessment of the
biometrician to calculate scores such as the DASCDAI, or the nurse performs
screenings that the physician has outlined in thepital record. Furthermore, the
reading, discussion, and review of hospital recardsur also across time: any health
professional, who is familiar with the organizatbmprocesses, can pick up the hospital
record of any patient and make sense of what has leitten down in the hospital

records. Lisa described this standardized processéslows:
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Well and it is so that when one comes into the aitigpt clinic and they take the
hospital records, look into it, and ... Ahm what lieen, ah, that was ... okay,
that ... they only have a short overview, becausg ttoe't know you. Taking a
short view into it, capturing the most importanttiaat a glance, and then coming
to a decision. (Lisa, 09-05-2011, L 469-489)

Except for some notes by the biometrician and ietss’ comments under the heading
‘Subjective’, the language used in the hospitabrds is conceptual, abstracted from the
everyday lives of women, and establishes objedtifiecounts. All documents and reports
that are compiled within the hospital records ref@rbiomedical concepts, such as
diagnostic criteria, medical treatment, functiorsthtus, or disease activity. Hospital
records accomplish facts as they introduce andesuently refer back to officiate
concepts (Ng, 1995). The concepts as they areréméed with each other and
coordinated to each other inform the institutiodisicourse that is ruling the health care
system. What becomes written down in the hospiéglords is framed within the
boundaries of particular concepts that ensures facieat and clear communication
although people are not talking with each otherspeally. “People use institutional

concepts to communicate efficiently in their wo{Baniel, 2008, p. 256).

This analytical description shows how arthritisatet health care is ruled by concepts
and categories that allow for coordinating the woflhealth professionals and making
their work accountable. These concepts and catgane documented in the hospital
records, which serve as texts mediating the ruliaations in this work setting.

Nevertheless, as the bottom dark-grey box in Fi@udepicts, the women are also doing

work which is coordinated to the work of the praiesals.

6.3 The ruling of the women’s work in the setting

Much of women’s work throughout the clinical vist waiting (see Figure 3, bottom
dark-grey box) while the hospital record is orgadizproduced, and compiled as the
health professionals do their work. Once the worsaoalled by the biometrician, the
physician, or the nurse, part of the informant’'srkventails responding to questions,
engaging in examinations of her joints, and commudetor instance the HAQ-DI. At the
very first visit, the women fills in a socio-demaghic questionnaire that becomes filed

at the very end of the hospital record (see Figlire This questionnaire contains
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guestions about her family medical history, mediastory of the patient, life habits such
as smoking, drinking, and eating, medication infaked social history of the patient
(professional background and status, and marigilist. At the end of the questionnaire
are two sections: one is supposed to be fillednily by women; the other only by men.
Women are asked specific questions about their men®n, about previous
pregnancies and breast feeding; men are asked atmlagical screenings, whether they
experience challenges in their sexual functioningh@anges in their sex life. The gender-
specific questions indicate that the focus is oa liological sex rather than on the
gendered self or gender as a lived reality, fotamse no question is asked about
fatherhood or about women'’s sex life.

Much of the work that women are doing happens thacally and yet happens in
response to or is coordinated to the hospital dscofFor instance, women do work to
ensure that they can attend their routine visitsa lpointed out that she wants that her
partner is able to do anything with their child uels as feeding him or bringing him to
bed — as she is aware that she is away for a degpsitevery three months when she has
her routine visits at the outpatient clinic. Alserdnika was describing the work that she
has to do around a patrticular visit; she has tastdarrange, and coordinate her work at
home accordingly:

Then | have cooked for today, well | have pre-cab&eerything (...) Then | have
given the list [a list of things that have to bekaid up] to him [referring to her
husband] — your brother can go there, because goe to stay with the children,
and so on ... | have shown him about the medicatr@hthe injection, because
she [her mother-in-law] needs another injectioneMkhe drip, yes, and then we
also were talking about — my husband is very kndgéable about the baby food.
Basically he is better in regards to how many ciggshow many milliliter of
water — that is not a problem (...) Then | went upntfor shower, and prepared
everything for the day. Tableau for breakfast, cyppting on the coffee machine
(...) Then | have looked several times at my mothdaw, because | was
thinking, if she would be already awake then | dowbsh her. Then it would be
easier throughout the day. (...) my husband took anthé train already at half
past 6. Normally, the train leaves at 7.11 am,dbourse — he was afraid, if one
of the kids would wake up or the mother wants touge then. Yes, and my sister-
in-law comes at 8am to help him. (Veronika, 28204-1, L 149-201)
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As become obvious, Veronika does also a lot of wibek is not talked about and not
accounted for. Her work, as well as the work of dtiger informants, remains unnoticed
in the hospital records. Marissa was referring dav l'she coordinates her routine visits
with other errands nearby the clinic. She wouldhdprher daughter, as well as food and
toys for her daughter. The work for informants heeredoes continue after their routine
visit at the clinic. Informants may have to pick sgpme medication at the pharmacy and
go to their general practitioner to receive furtloerrevised prescriptions. Marissa just
mentioned in a side-note that she would brieflpdig at the general practitioner to pick
up the prescriptions. Erika was referring to anneple where she was not aware about
the organizational processes informing the fundihgiedication:

| had to fight with the pharmacist because he tokl| don’t get the [name of

drug]. | need an approval of the senior physiciar) There are so many errands
involved: when | have a prescription from the heagi have to go to the general
practitioner so that he re-writes it. Then | hawevkit there forever although he is
really nice and everything. Then you have to go,ttioee, four times to the

pharmacy because they have to order everythingcandot order two at once,

they order one after the other. It is incredibipdtintense (Erika, 31-01-2011,
L220-233)

Erika’s quotation illustrates the work that she teado to get her medication. Her work is
ruled by the box-system that informs the CodexReimbursement of medication and
implies that certain medication requires approvgl & senior physician to ensure
coverage by the respective sickness fund (see @hapt Anna was also pointing to
numerous extra ways and how challenging it is if goe alone and not as mobile — she is
grateful that the father of her children has aama does support her. Also her mother
supports her and consults the senior physiciarharrmpacy on her behalf. As gaining the
approval by the senior physician is mainly a telkyuaediated process, meaning that the
physician would primarily rely on the prescripti@nd records from the attending
physician at the outpatient clinic, Anna does netassarily have to show up for each
visit herself and somebody else can get this thi\done for her. The women do plenty
of work that goes beyond the local work settinghaf outpatient clinic at routine visits
and happens in trans-local work setting but is dimated to arthritis-related health care.
Such work includes also time and effort that worapant on reflecting and negotiating

what they were told or recommended in arthritistiesdl health care.
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6.3.1 Authoritative knowledge

The ruling relations privilege particular knowledgeamely knowledge that is shaped
within a biomedical perspective and draws upon cadioncepts. This knowledge can
be referred to as an authoritative knowledge thgamzes the construction of the patient
as subordinated once she comes to seek health(8arigh, 1990b). The women’s
accounts in the hospital records are ideologicaiganized and address a conceptual and
factual knowledge rather than the work knowledgetlod women based on their
experiences (Griffith, 1995). Professionals haweahthority to translate experiences into
factual accounts by using concepts within the tastinal discourse. For instance, in the
physician’s SOAP notes, some notes related to &ibp’ were not stated in lay terms
but already transformed into a technical languafee authoritative knowledge of
physicians is coordinated to the ruling relationsd acoordinates also women’s
consciousness into the ruling relations. For instarhisa elaborated on a conversation

that she had with her physician due to her angpagner’s desire for a child:

| have always been told (...) wait until it is as dao that you don’t have to take
any medication. Then | said Well, | have it alreapjte some time now and we
will never ... and | am getting older. Then | askedt® So how does it look like.
At that point in time | was also taking [name ofdization]. And the doctor said,
really hard like bone — I think | was crying thegaa and again for a week — he
said No. | can forget about my desire for a childave to accept that, that is not
meant for me. (...) The rationale behind was tha itresponsible to discontinue
the medication. He was also flipping through mygitad records, and said that |
have it already such a long time and it is alsotadie expected that | will come
into a symptom-free phase and that is irresponsiéecould not know that this
would be a tragedy for me. | believe it would beaaedy for many women. | left
the room; | tried hard to not fall into tears wh&till in the consultation room.
Once | opened the door, | started to cry immedyatetalled my partner — with
him, we talked right from the beginning that we \eblike to have kids (...) to
some extent | saw the relationship in danger. Aigiol was always sure about
that and he is not at all this way. (Lisa, 15-03-P0.622-646)

Lisa described in this quotation all the work, udihg negotiating her fears, emotions,
and concerns, that occupied her once she left dotods office. This work did not

become visible or accounted for in the hospitabrds. What can be thought and talked
about in the hospital records is already organared common sense to those who are

active in the work setting and activate the textlmating the ruling relations (Walker,
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1995). The institutional discourse based on biooadconcepts justified why the
physician was not concerned about Lisa’s desirafchild. He ensures that concepts are
used consistently throughout all processes. Ligsa'sire for a child extended beyond
objectifiable accounts and shift attention to edesylife; he was ensuring that his work
remains accountable to the institutional proces§hs. physician provided rational facts
based on his medical knowledge, which is rulinghrais-related health care. His
knowledge is authoritative in this work setting aswbsumes Lisa’s experiences. Her
feelings, fears, and emotions remained unattended; so is her continuous work of
informing herself about any possibility to becontegnant despite the disease, as well as
consulting another doctor at the same clinic tovgai additional perspective. All these
efforts and time, until she and her partner evdiytukcided for a pregnancy despite the

disease, is left invisible.

Similarly, Veronika was describing an incident wdéne physician was referring to her
hospital records in coming to a decision about theatment plan. She consulted a
physician at the outpatient clinic that she hadeneseen before. This statement of
Veronika points implicitly to the changes in atterglphysicians’ at the outpatient clinic.

In the consultation to which Veronika is referringhe was told that she could not
continue the medication, which she has taken befoeebecame pregnant, as it would be
too costly, and her symptoms have always remaihedsame rather than getting better
when she was on the medication. The latter wouldcdresidered as a sign that the
medication does not show an effect. The doctormmeended her another medication
based on these grounds (Veronika, 05-05-2011; plongersation). Veronika did not

agree with him:

| insisted that | take [name of the drug] againc@8ese for me, despite everything,
over three years | have had [name of the drug]iaisdgood for me. | was able to
live and work. And that is all what | want. The pdhat the young doctor was
arguing about — he saw me the first time — thaauehstill pain at this location.

You know, he said, it is measured all the time #rat's how the activity of the

pain is; always the same number. | am first oflefl-handed, and of course |
complain there, because | am using my left haramlnot sitting around, but

rather | am working and nursing. | don’t have a reatrof relaxation. (Veronika,

18-05-2011, L 39-48).
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While Veronika draws upon her work knowledge, thggician based his arguments on a
long-term evaluation of the VAS pain scale, whislrom Veronika’s point of view not
representative for how she is able to be activaaity life. What can be thought about is
coordinated to concepts and categories that infieeninstitutional discourse and has
grown historically. Establishing this authoritatikeowledge is not something that occurs
in a moment in time, but rather has grown histdigcé€Smith, 1990b). Veronika was

talking about attitudes of previous generationsa@ithe health care system:

That is still from the old school. What the docsarys is holy. You know. That is
still this generation. White coat, it is the lovaejgpd, so to speak. (Veronika, 18-
05-2011, L329-332)

Veronika is pointing to the old school; Julia refégo the authority of physicians as
normal within the Austrian system. She highlightavhthe authority of physicians is
deeply entrenched in the system:

Well, of course, that is just how it is with usathhe doctors have much saying. |
mean everything becomes more relative though wioenhyave doctors amongst
your friends. Yes, then you think, okay they asoainly humans and don’t know
everything. But still. (...) if somebody would haw@d me earlier, or if a doctor

would have told me ‘Take care of your diet’ ... thveduld have a completely

different significance. (Julia, 21-03-2011, L53-58)

Katharina is also accepting the authoritative kremlgke of physicians. As she was
speaking about one of her current encounters wilsipians, she described it at first as
rather collaborative, for example, referring to *wepointing to herself and the physician
— when referring to treatment decisions. Towardehd, however, Katharina expresses

her helplessness as a patient:

Now | do have the results of the computer tomogyaph well the pictures,
however, it is the case, that there is somethismit now, but we have now to —
that is also part of it — wait until it is swollegain, because then we can remove
it, basically out of the ankle. At the time wheénmvas swollen, we made therapy —
Lymph drainage — so that it would go away. Now ...haee to wait again until it
becomes swollen. Well, on one hand we can do sanggtbut then we have to
wait again. Basically there are times when youagept are helpless. (Katharina,
20-07-2010, L224-233)
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This feeling of helplessness is not somethingwatld fit into the institutional discourse
as it is an experience that can hardly be expressbtbmedical terms. Erika and Julia
also referred to the helpless position of beingatept, in particular when you are in a
stage of doing badly. In such situations they juanhted to get help from their doctors.
They described that it is difficult to speak up famurself and ask for information or
claim your rights in such situations as you jushiM® have release of this situation of
being in pain, being hardly able to move, and kpi@lt of energy.

As informants have lived with the disease over tithey were referring to how they
became more and more familiar with how things wiorkhe system as well as gained
more experience of living with the disease. Sonfiermants referred to instances where
they were listening to what the doctor has to sayl aespect their authoritative
knowledge, but after all, decided for themselvesitwiorks best for them based on their

work knowledge. For instance Marissa is very strafigrward and says

“There have been weeks where | did not take anyicagion]. (...) they cannot
force me to take anything, and basically it is necidion. He [the physician]
responded then that is not been really good, bsit tyey have to accept this.”
(Marissa, 19-08-2010, L351-366)

The quotation from Marissa illustrates how someimiants respect what the physicians
recommend to them, however, they also decide basedeir work knowledge and what
is coherent with their daily lives. Some of theoirmhants were referring to how they think
already ahead of time what information they woulké ko have and make notes so that
they can ask for it at their next visit. The wohat goes into thinking ahead, preparing
notes, reflecting on one’s treatment, etc. is nopearing anywhere in the hospital

records. Veronika was referring to a treatment phart she was recommended to follow:

“The first week | had to take it three times: iretmorning, at noon and the
evening; then 5 mg in the morning, and the evefongnother week, and the past
week only once a day. In addition CaldeVit, buetéme sick of it, | cannot take
it anymore, | am getting sick. | stopped it. (...} loertainly, | tell the doctors that
| became sick and discontinued it. And osteoporbsiave of course. (...) But
now | should take it again every day — | cannottlolmt anymore. My stomach
cannot do this anymore. Regardless what | eatiok @ong with it.” (Veronika,
18-05-2011, L 499-510)
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Veronika was feeling increased pain in her jointsttee second meeting. She was
referring to the ups and downs throughout the yetlws course of the disease, and
justified some changes and fluctuations in her theabndition with various factors,
including the weather. Also Julia noticed some gasnin her health and was referring
how she has been sick over a few weeks. She wasiliieg how many people in her
immediate environment are having stomach flu; meseo she is consulting an
alternative medicine-woman who suggested her sdmaages in diet. Julia put time,
effort, and intent into figuring out what her retegmptoms could be; as the stomach flu
resolved itself she concludes that all things migéne been interrelated. This work of
informants that comprises the continuous obsemaifaheir health status, making sense
of differences that may occur at times and sortingtheir bodily experiences based on
their work knowledge, becomes easily obscured leyhistorically grown authoritative
knowledge that rules arthritis-related health c@tes authoritative knowledge has grown
historically (Smith, 1990b) along with the alloaatiof public health care funding. The
women were referring to work that they are doirgf #xtends beyond of what is covered

within arthritis-related health care.

6.3.2 Complementary treatment

As the arthritis-related clinic, which is the powftentry of this study, is a public clinic,
in the hospital records, more specifically in tist bf service codes, services are noted
that are funded by the public health care systehe [Oist of service codes mediates
textually what becomes funded within the organaai processes in arthritis-related
health care. Some of the informants were referrtogtreatments or additional
applications that they engaged with related todisease, disease-related symptoms, or
not disease-specific, which are not covered byn&sk funds. Based on the women’s
work knowledge and experience the acknowledgmersuch treatments by physicians
working within the Austria public health care systéhat is mainly based on traditional

Western medicine is very limited.

It is not transparent what she [Julia is referfioaga woman she is consulting for
alternative treatment] is doing. But she evalualépossible things, assesses the
kidneys, the liver, and | cannot describe it awdiat she is doing exactly. But she
always meets the point how | am as a person agsl tri | am there not that long.
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And at the moment | am doing rather, despite thatvie significantly reduced my
medication and hardly any take, | am doing extraany well. And that's why |
said probably it is due to her. If it is due to hedon’t know. | am sticking to it
for now at least. (...) Any traditional Western medé&man who hears what she
is doing would jump up and say For God’s sakeuichsthings you are investing
money! But | think traditional Western medicinenist the only thing. (Julia, 24-
02-2011, L413-431)

Later on Julia continues talking about the covemafggeatment costs by sickness funds

and the lack of information for other forms of tmeant that have to be privately paid.

Traditional Western medicine men never think abdtlat alternative treatment
might help, or for them it is just impossible tladtiernative treatment could help.
(...) Well, I cause a lot of money for the sicknesed with all the medication.
But now when | reduce my medication and still fisdme help with some
alternative things | cause less costs for the sisknfund but invest my own
money. (...) That you have to search yourself and firhat suits you. And |
mean, not everyone can relate to that and believies(Julia, 24-02-2011, L487-
499)
The work that goes into finding out about treatmmptions that go beyond public health
care, having the financial resources to engageivate health care or complementary/
alternative treatments remains unnoticed in thepitalsrecords. Julia, as well as Lisa,
would not have been able to pay for all the treatsiéhey considered in addition to the
publicly available health care services; their extiye families have provided them with
financial support for alternative treatment. Jalrad Lisa are debating on what it actually
does for their health. Their reference to healtrcamprehensive and addresses their
overall health, including their well-being, and mo¢rely disease-related symptoms. Julia
for instance felt that it is benefiting her and sigo hopes that it enables her reduced

medication intake.

Yes, because basically | think that all these thidg somehow, | mean (...)
because | believe that there are — how should litpatalso other possibilities
available than just traditional Western Medicinartgprove it and not to remove
it. | am not assuming that | will get rid of it evagain, yes, but that | can take less
medication; due to alternative things. And | dostknergy work and go to this
woman and notice that | am doing well and thatehgisomething going on in my
body that affects the entire thing. (Julia, 24-QA-P, L442-451)

The purpose for Julia in engaging in this form leérapy is to find a way to reduce her

medication intake over time. Julia is hardly alolgut in words what the woman who she
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is consulting for alternative treatment actuallyegsloWhat makes her trust this person is
that she makes quite accurate statements regdndimglulia is as a person. Also Lisa is
engaging in alternative treatment. For Lisa altevea treatment is something
complementary that is worth trying out at times:

| don’t have the feeling that | need something &ddal. Overall, | believe | have
tried quite some things and did not make good eepees with all of them. | am
trying things out from time to time, but not becaushave the feeling it is not
enough, but rather maybe there is still any otlussibility. Especially now that |
am doing a little bit worse and | don’t want to éalkame of medication] again
right away. (Lisa, 09-05-2011, L443-469)
Lisa is pointing out that she has tried variousdhi indicating that she spends time and
effort finding out about various alternatives. Hietent in actually engaging with these
forms of treatments was to improve her overall the@verall, without the support of her
parents, Lisa would not have been able to pay lothase services. Further to the
financial support, the women were describing vaisources of gaining information

about medical and complementary treatment.

6.3.3 The textual production of the informed patient

This section focuses on how women were providett tormation in arthritis-related

health care, as well as how they applied variouanmseo gain further information about
rheumatoid arthritis and its treatment. Medicatiotake was a significant part of the
women’s daily routines. As described in chapteth®, first thing that Anna did in the
morning was taking her medication. Lisa describledt tshe was taking medication
always in conjunction with her breakfast. Since haby-son was born, her morning
routine changed and subsequently also her timeméalication intake. Also for Julia it

became normal to take medication in the mornings Phrticular routine changed though
as she and her partner started to plan for a seduld

Well, now | feel really weird because | am onlyitekcortisone every other day.
The week when | am not taking the birth control, pitlon’t have any medication
to take every other day. And that is really weirdthe morning when | go to the
shelf, | say to myself “You are not taking anytHinbhat is so unfamiliar because
| always throw in something in the morning. Buattls really weird. (...) Yes,

that is when | think it is the exact opposite fag.iVhere others think, weird you
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have to take medication, it is not normal for meewh am not taking any
medication. (Julia, 13-04-2011, L189-202)

The quotation illustrates that medication intakears integral part of Julia’s morning
routine. Even when she is off medication she thadisut it and dedicates time and effort

to the medication.

In reference to medical treatment, more specifycadl disease-modifying antirheumatic
drugs (DMARDSs), the women received an informatietter about the respective drug
and had to sign a consent form. The prescriptioDMARDs has been recommended
based on scientific evidence as the ‘mainstay’ eogbe with rheumatoid arthritis
(Smolen, Landeweé, et al., 2010; further detailsardined in Chapter 2.1, The medical
condition of rheumatoid arthritis). The informatidetter is handed over to informants
and remains with them; the signed consent fornompled in the hospital record. The
information letter represents the written inforratiabout the drug that the women take
away from her visit to the clinic. As a text, thetter coordinates the women’s work
regarding medication intake to the ruling relationshe overall structure of the
information letter is depicted in Figure 9.

Patients have the right to be informed about aligsues addressed in the information
sheet and once they were provided with the infoilonaby a doctor and have read the
information, they have to give consent that theyehanderstood and comprehended all
the information about the drug and agree on thatrtrent. The information sheets and
consent forms are issued by the Austrian SocietyRfteumatology and Rehabilitation

(OGR) as becomes apparent on the letter head afothgent forms (OGR, 2011). Once
the woman signs the informed consent letter, hgmature signifies her agreement on
taking on responsibility of knowing about the driagw to administer it accurately, and

monitor for any expected effects as well as foe @tfects.
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Letter head of
Austrian Society for Rheumatologyand Rehabilitation (OGR)

Information for Patient and Consent Form
for [Name of drug]

Information about the drug

Course of treatment

Expected treatment effect

Duration of treatment

Implications if treatment does not show effect

Possible side effects

Possible side effects for which the patient has to watch for
Indications for the necessity of urgent medical consultation
Things to consider during treatment:

-Required follow-up visits

-Contra-Interactions with othermedication

-Vaccination

-Contraception

Implications if medication was forgotten

Consentform
Date and Signature of patient
Date and Signature of physician who provided the information

Figure 9: Structure of Information letter about drugs22

Anna has integrated the information covered initif@mation letter about the expected

treatment effects already in her way of speakimnguamedication:

22 Figure 9 was developed based on the content amctgte of information letter for drugs (in German
language) available for download at OGR (2011).
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| had to discontinue the other medication. Now\éha new one. (...) If that has
an effect, | don’t know vyet. | received the secame past Tuesday. Well, | have
to wait for 6 months to see whether it works. (Anté02-2011, L 333-335)

All informants engaged in work that included thotggand considerations about whether
some symptoms or bodily experiences require seekiedical care. Marissa described
how she sorts out various symptoms continuouslyhaslkept a diary about her health
already over years. She makes notes if she hasslofiu, a cold, or fever, or any other

symptoms that cause her discomfort.

Furthermore, the women take on responsibility ferf@grming blood tests regularly as
outlined in the section about ‘Things to considerimy treatment’; doing this work
allows doctors to monitor the treatment effectsthia information letter, it is also stated
what individuals have to consider regarding compéion and taking the respective
drugs. For most drugs, a detail description is jpled in the information letter about how
far in advance medication has to be discontinuéar po conception. Implications are
outlined for how to proceed when medication intakéorgotten; this information, along
with the information outlined in the section abahie course of treatment in the
information letter, indicates that individuals cabjust go off and on the drug or change

it as they would like.

The details addressed in the information letterobex institutionally accountable, and
thus, also reportable and recordable in the hdggitards. For instance, if the women do
change medication intake on their own, a note wéé@dnade in the hospital records at
her next visit to the outpatient clinic. Anotheaexple is the planning of pregnancy: once
a woman declares her desire for a child, a time-anade and reported in the hospital
records, when the woman has to discontinue thesdrugtil when she has to ensure
contraceptive security. For instance, the followiegtries have been made into

informants’ hospital records:

Veronika: “Desire for a child; once pregnancy isrpied [drug] has to be

discontinued; continuation with contraception fortifier 6 months” (08/2007)

Marissa: “No DMARD; patient would like to becomesgnant” (04/2008)
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This example illustrates how the information leftea text that coordinates the work of
informants in taking medication to the work of tpRysician, and subsequently to the
ruling relations of arthritis-related health cafBhe knowledge base informing the
information letter about contraception textuallydiages that DMARDSs do not have to be
prescribed when conception is aimed for. Such méiion becomes reported in the
hospital records and becomes institutionally actaile. Also, if a woman would go on

and off the drugs at the discretion of her owns thbuld also become recorded in the
hospital records as the entry in Marissa’s receeg (Section 6.2, The organization of the

production of hospital records).

The information letter along with the women’s sigma on the informed consent letter
coordinates her consciousness to the relationagwrthritis-related health care. The
work described in the previous paragraphs reladeghtl coordinated by the information
letter contributes to the production of the infodmgatient. Moreover, the information
letter provides an ideological frame for the wofkrdormants in their daily lives that is

institutionally accountable. While the informed sent coordinates women’s work to
organizational processes within arthritis-relatedlth care, women’s work knowledge is

further informed by various sources of information.
The situated nature of work related to the produtiof the informed patient

Information was something that came up in variomstexts and in reference to various
topics: for instance having too much informationf having the accurate information,
lacking information, and being doubtful about théormation. Lisa, Veronika, and Erika
are health professionals by professional backgrodidthree underscored that their
professional knowledge and background is a resourceavigating the health care
system. Lisa provides an example how she is notaleg for granted what doctors say
given her experience of working in the system aoticmg that doctors also make
decisions that she does not always agree withes® tlecisions are not necessarily based
on a thorough reflection of various available tneamt options and interdisciplinary
perspectives. Lisa’s professional training allovwent not only to engage critically with

her treatment, but also to reflect upon and integtiae disease as part of her life. Also
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Erika’s background and professional knowledge &eath professional allows her to
speak and understand the medical concepts, and tthwappropriate the institutional

discourse of health care. Given her training steavare of her rights as a patient:

For sure, if you know the vocabulary a little lfityou can help yourself slightly —
I mean | also don't know everything. You certairligve it easier in reading
materials, or you have it easier in understandihgtwou are told, and you have
more courage to ask why, how, and what is that leatvother possibilities are
available, and so on. That certainly helps me. Also, that you know you have
certain rights as a patient — what many patientstdwtice. | also had changed
and now | tell myself | have the right, the podgi that | get various
information and want to know about it, and thatdntvto be informed exactly
about it, and not just being told superficially abthe field. But rather, | do want
to have a definite answer and for so long untikdlly understand it. That is
simply my right. That helps for sure. Certainlythink one has to move away
from listening to the authority. That cannot beTihat you take and swallow
everything you are told without even challengingatvione is actually talking
about. Certainly, the training helped. (Erika, 3ZD11, L93-106)
Like Erika, also Veronika has a health professidradkground too. When caring for her
mother-in-law, she ensures that she can do thengusrk in an ergonomic way as she
is mindful of her own health as well. Due to heallie professional background, she has
information about what assistive devices and ardsaaailable to make her work more
ergonomic. Another meeting with Veronika took plaight before she had to undergo
several screenings, including X-rays of the lummgcheck her eligibility of a particular
medication. She brought already previous X-ray$ Wwér so that the doctor could review
the results in light of possible changes; she ledahat she experienced pneumonia
twice and doubted whether any signs would becosiéleiin the X-rays that would have
an impact on her eligibility for certain drugs. Theay Veronika was talking
demonstrated that she is able to appropriate thtgutional discourse and understands
the rationale of the physician based on her prafeats background and clinical

experience as health professional.

Anna does not have a medical background; she adsmiomed several times that she has
hardly any friends. She trusts the health profesdgoand consults them in case she needs
information or advice. The following example illustes how Anna engages in additional

orthopedic treatment that she has to pay privatehe wants to ensure that she is not
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doing anything that would interfere with her treatrh at the clinic; she consults her

orthopedic doctor to gain clarity or ask for advice

Yes, | am always there [at the public clinic fothmpedics at the hospital]. | also
had surgery there and | told the doctor abouthét[she is consulting a privately
funded orthopedic doctor outside the hospital]. dd& that is okay, that | am

going there. Because | don’'t want to do anythingngrbecause that doesn’t pay
off for my hip. (Anna, 14-02-2011, L128-135)

Not only the knowledge due to some informants’ essfonal background made a
difference; also the personal relations providédrmants’ with varying information and

thus resources. Marissa’'s boss recommended herabgtscand information about a
special diet. Erika was describing how a friendpguted her in getting an appointment at

a special clinic.

In reference to treatments outside the publicthezdre system, some informants relied
also on the information of family members: for arste Julia’s father provided her the
contact of a woman who provides alternative treatsieHe consulted her himself and
was very satisfied and thus, found it would be gfmydulia too. Also her sister gave her
a book on diet especially for rheumatic diseasds.imformants, except Veronika,
mentioned that they search for information on thernet. How they make use of the
information varied though. For instance, Kathanwves referring to instances where she
found information that confirmed her work knowleddasa had times, in particular
throughout her pregnancy, when she prohibited Hessarching the internet as she was
becoming upset with all the different things thatild happen to her child. The examples
outlined in this section illustrate how the infortnoa letter serves as a text to mediate the
work of informants related to medication intakethie ruling relations of arthritis-related
health care and allows for the production of therimed patient. Part of the work that
goes into producing the informed patient is signthg consent form; the women’s
signature also implies that she takes on respdmgili following the information that
she has received. In addition, women deploy varressurces depending on their social
context and situatedness to gain, understand, angrehend further information.
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6.4 Discussion

The textual analysis presented in this chaptergataith the ethnographic accounts of the
women delineated how the diversity of the womensknknowledge becomes organized
within the same generalizing ruling relations. Tgegticularities, as well as the unique
resources and needs drop away in the arthritisectlaealth care; only what can be
captured within the concepts ruling the relations arthritis-related health care is
accounted for. In the remaining section of thisptbal discuss how the ruling relations
do not account for the complexity of the women’sydéfe and the various resources that
are available to the women. The various resoureas &lso to diverse work knowledge
of the women. The daily life of the mothers witledmatoid arthritis is not happening in

a standardized way, but rather unfolds continuoaslthe women go about their lives.

The complexity of daily life remains unattended anthritis-related health care as
textually mediated by the hospital records. The HBKXontains for instance questions
about getting in or getting out of bed and the tinian records morning stiffness,
however, as the ethnographic accounts of the walustrated, these matters cannot be
seen in isolation from other demands and needasily life. For instance, Anna does not
have severe problems in getting out of the bed,evew it is challenging for her to
support her children and get them ready for scback she got out of bed. Veronika did
not refer to the morning stiffness that causedahgroblem, but rather the vibration of the
mowing lawn-mower had a lasting impact on her tgrmut the night and interfered with

her mothering activities.

In the socio-demographic questionnaire, which tleenen completed at the very first
visit to the outpatient clinic, they indicated th&mily and employment status and type
of paid work next to other socio-demographic chiastics. If their situation changed,
such as they get married, get a child, or changdament, this information may remain
unnoticed or it may show up in the continuous doentation. Activities of women such
as informal care giving or preparing food for themfly would not show up in the
hospital records. The consequences and implicatibesrequirements of the respective
work, are not taken in any consideration within théng relations of arthritis-related

health care in the work setting of this outpatiehihic as Veronika pointed out (see
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guotation Page 15). The work of the women in tloality of the clinical setting contains
work such as waiting and completing forms; oncey tleave the clinic, much work is
going on beyond this setting. For women daily ilscomes accomplished within their
social context and in accordance to their resouacestheir needs which may change
over time. The work that women do such as takingioaion, attending routine visits
and regular blood testing, or monitoring the dise&s the same for all informants,
however, their experiences and resources are diveand thus, also their work
knowledge varies. For the women, however, livindydde with rheumatoid arthritis is a
lived reality — something that they have to nedetand integrate continuously into their
daily lives.

The analysis of the hospital records disclosedtti@mtinderstanding of health is informed
by a medical concept. Hospital records can be sseiexts that are “embedded in and
integral to forms of organization where immediatatact with that aspect of the world to
be processed is not the responsibility of those wiake decisions” (Turner, 1995, p.
236). The physician was most often referred to bfprimants in terms of health
professionals. This may underscore the strong rakdimaphasis in arthritis-related health
care, as well as the dominant and powerful posibibthe medical profession in Austria
(see Chapter 1). Wendell (2008) has referred topibwer of medicine to transfer
personal experiences into rational facts as cagnauthority. Cognitive authority refers
to medicine’s priorities of controlling the bodyegulaced over the individual experiences
and needs (Wendell, 1996). Cognitive authoritynaated when “the specialist offers the
correct understanding of reality while the lay parstruggles in the relativity of mere
opinion” (Addelson, 2003, p. 170). Medicine is saped to hold the knowledge about
the body, has the power to transfer the inner éepee of the body into observable
causes or rational facts without any reflectiontlo® experiences and actualities of the
other person (Wendell, 2008). The cognitive authiosi medicine and what counts as
legitimate knowledge within health care arrangemergmains often unexamined.

Institutional ethnographers elaborate on how aitieslbecome transferred into facts:

“The actual events are not facts. It is the usproper procedure for categorizing
events which transforms them into facts. A facts@nething that is already
categorized, already worked up to conform to theleh@f what that fact should
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be like. (...) If something is to be constructed dach, then it must be shown that
proper procedures have been used to establishabjastively known” (Smith,
1990b, p. 27).

The medical doctors transfer actual events, suclthaswomen’s experiences, into
categories that fit into medical conceptualizationthen the woman consults with the
doctor, the doctor would follow the SOAP-notes; dpplication of this structure to make
notes is part of the proper procedure toward dstahp facts. The ethnographical
account of the women in this research illustrateel work that goes into negotiating,
challenging, questioning, and accepting this autdtdore knowledge. The authority of

medical knowledge is deeply entrenched in the hem=dte system and historically grown
that it becomes a taken-for-granted, appears agahaand remains for the vast part
unquestioned as some of the women’s accountsrdkest. Ruling relations are set up in a
way that employment and family as a lived realigctome overruled in arthritis-related
health care. Nevertheless, medical doctors apmyr thuthoritative knowledge also in

regard to questions such as whether a woman wahnnatoid arthritis wants to become
pregnant. While the medical doctor approaches gy from a medical perspective,
for the woman it is a lived reality, an actual evéimat cannot be simply reduced to

medical concepts.

As women are informed by the medical doctors alfweit medication, and asked to give
their written consent, they agree on taking the ioain timely and regularly and
watching for intended and unintended effects of dinegs. The thoughts and actual
practices when it comes to taking the medicatiargwmorning or not taking it anymore,
are not showing up anywhere in the hospital recofide treatment-plans regarding
medication are clearly stated and presented inraghktforward manner for each
informant in the hospital records. The standardidedumentation and structure within
the hospital records allows for an abstracted warsi individuals’ experiences that can
be entered into measurable and objectifiable kndgéde This documentation serves the
relevancies and purposes of health professionatseviob it is to manage the medical
condition of the patients; however, the circumsésnand experiences of daily live are
obscured (Walker, 1995). The work of health pratesss is coordinated with medical

research: for instance it is recommended in thegditre to conduct regular follow-up
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visits between rheumatologist and patients witivaaisease activity every three months
(Smolen et al., 2010), as well as annual radiograpghhand and feet (Villeneuve &
Emery, 2009). Based on the women’s work knowletlyey have integrated this routine
as well. The ethnographic accounts presented sndmapter illustrated the work that is
required from the women to make this routine hapdére work of the women varies
depending on their social situatedness and theiress that available within their social

context.

Within the scope of a medical perspective, illnesslescribed as an objective label
(Weitz, 2007). An identified medical problem leddgically to medical treatment. Such
a perspective on illness informs also the Austhaalth care in which the individual is
constructed as ‘patient’ who is in need of care anldsequently a passive recipient of
health care (SV, 2010). This logic results in thargmalization of treatments that fall
outside this logic such as alternative or complesargrireatment (Barry & Yuill, 2008).
Alternative or complementary treatment remains gulaed in the Austrian health care
system (Gibis, Koch-Wulkan, & Bultman, 2004), whichplies that such treatments are
not covered within the public health care systerd mmdividuals have to pay for such
treatments themselves. As the informants of thislystwere describing, alternative or
complementary treatment is not only unregulated, taos not financially supported, but
lacks also ideal support from some professionatsreaavithin arthritis-related health

care.

Patients with rheumatoid arthritis have reportedpievious research that they lack
information about the disease, and about conterandf accessibility to treatment and
health care (Kjeken et al., 2006; Meesters et 2011). This research disclosed the
comprehensive work that women do regarding infolonatbout disease, content and
access to treatment. Their accounts disclosed d@heus ways of gaining and seeking
information, as well as making sense of informatibine women did not only draw upon
the information letter which they were providedtwiih relation to a particular treatment;
they were also seeking for information in the ing#y received information and discussed

information with family, friends, and their bossdacolleagues, and relied also on their
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own work knowledge as a valuable source. The seuoéanformation varied though

depending on the situatedness of the women indtialgelations.

Informants are not only coordinated to the orgaiomal processes of arthritis-related
health care, they also have to negotiate, for m&atheir social and health insurance
status and ensure that they can sustain a livadin8ocial and health insurance status is
tied to employment in Austria as illustrated in pte 1. Thus, employment and
employment-related matters were also referred tavbgnen as part of their work that
they do in their everyday life. While the focus tinis chapter was specifically on
organizational processes related to arthritis-eeldbealth care, the focus of the next

chapter is on organizational processes relevaatjgoyment.
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Chapter 7

7 Negotiating textually-mediated realities related to
employment

Sorting out employment and reconciling it with t@mplexity of women’s daily lives is
crucial within the Austrian system not only for iag a livelihood, but also to maintain
social insurance status and hence ensure one’salsoghts (see Chapter 1).
Employability, invalidity/ capability to work, andisability are three textually-meditated
realities that emanated significantly from intewvgeand participant observations and are
thus further explored in this chapter. For examglatharina invited me to accompany
her to the labor market office (AMS) as she hadappointment there; and Anna
illustrated her work of filing various documentdated to her social benefits and in
particular her invalidity status. Furthermore, otlee course of the study, each woman
was referring at some point to the disability ptisst they could apply for. Except for
Anna who had already a disability pass, all infantsantentionally put time and effort
into avoiding being seen as disabled. These resldpened up in the daily lives of the

women.

In the analytical description provided in this cteap| drew upon the women’s work
knowledge, that is, the women’s knowledge that theye of how they do go about what
they do in their daily lives (Smith, 2005), and meap out how their doings are
coordinated with those of others. This chapter graees ethnographic accounts of
Katharina and Anna and textual analysis to exmicHte relations that rule the
organizational processes of receiving unemploymbahefits and assistance, of
maintaining invalidity pension once it has beenntgd; as well as accounts about the
work of all informants of resisting ‘disability’. #e focus of the analytical description in
this chapter is on mapping out the intertextuatdreghy shaping the work at the labor
market office. As such, | depict in this chaptemwhbigher-order, or regulatory texts,
enter into the organization of the work in thistisgt (Smith, 2006). In the third section |

refer back to the historical development of digabipolicies in Austria to further
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understand the work knowledge and experience ofemormhis chapter concludes with a

discussion on the interrelatedness of these tle@dies.

7.1 Maintaining ‘employability’

In this section | provide an ethnographic accodrfatharina’s appointment at the labor
market office to change her status from being @k-Eave to unemployment, and of
Anna’s descriptions of her previous encounters Withlabor market office. This and the
subsequent section of this chapter refer in pddicto accounts about Katharina and
Anna as they have been the only two informants ehasrk, in the institutional
ethnographic sense, was coordinated to the labokenhaffice or pension insurance
institute.

Katharina had an appointment at the labor markigteoto which | accompanied her.
Throughout Katharina’s meeting a Consultation age® was set up. This agreement
constitutes an active text in this work setting @&thken up in the analytical description
to explicate the relations ruling the practiceseafeiving this particular kind of monetary
social benefits. Katharina was unemployed at time tof her participation in this study
and received social assistance (Table 3). Moreifsgly, Katharina was on sick-leave
when she initially enrolled in this research and $tatus changed to being unemployed
over the course of the study. This change of stetuordinated to and by the labor

market office.

The generalizing character of the ruling relatitlesame further transparent in Anna’s
descriptions of her work toward receiving invaljdgension. In one of our meetings, she
described though the processes that she went throntj she was eventually granted
invalidity pension. Anna was already granted irdi&i pension at the time of her study
participation. The organizational processes that iar place regarding eligibility for

invalidity pension require that an individual haseived unemployment benefits as well
as social assistance for a certain period of timer @pplying for invalidity pension.

Table 6 provides an overview of the eligibility teria for unemployment benefits and
social assistance (second column) along with Anwag of describing her experience of

going through this organizational process (thirtiom).
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Different kinds  Eligibility for benefits Anna’s description
of benefits (AMS, 2011b; BMASK, 2010b) (01-02-2011, L51-62)

Unemployment - Entitlement for benefits based
benefits on record of unemployment
insurance period
- Availability for vocational

mediation | received unemployment
- Employability benefits.
- Willing to work and take on a Then | wanted to continue work,
reasonable job but | did not manage that.
Social - Record of previously received Since then | am at home. |
assistance unemployment benefits received also social assistance
- Needs-base for some years.

- Granted until a person receivesAnd then | submitted the things
pension benefits because | could not do it
anymore.

Table 6: Eligibility criteria for unemployment benefits and social assistance

As this Table illustrates, to be eligible for undayment benefits and subsequently
social assistance, it is important that one is pleyed, employable, and willing to
work. Katharina had an appointment at the laborketanffice as she recovered from an
ankle-surgery and the period of her sick-leave dndé@tharina’s visit that day was
intended to report her end of sick-leave. When tginsocial assistance, payment
continues for the first four days of sick-leaveertiithe recipient of social assistance has
the right of receiving sickness-benefits (AMS, 20111

The coordinated work of accomplishing a Consultatgreement

If an individual is registered with the labor markeffice, meaning that she is
unemployed and seeking employment, the labor maffiee has to be informed about
the end of sick-leave immediately to ensure coumtiiotn of social benefits (AMS,

2011b). The end of the sick-leave has to be redobgea medical doctor. By the time
Katharina arrived at the labor market office, shesvinformed that the woman she is
normally consulting with is out of office, but aher service agent would meet with her.

The visit contained setting-up a Consultation agpere and completing an application
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form for social assistance. The meeting of Kattemith the service agent started with

the following conversation (quotation is taken framg field notes):

Service agent: So you are healthy?

Katharina: Well, as far as you can say that omebsahealthy when
having a chronic condition.

Service agent: Okay, | see. So, are you ableotx?v

Noteworthy in this conversation is the change frts@ing healthy” — a concept that did
not capture adequately Katharina’s experiences fiemperspective — to “being able to
work”. This part of the conversation signified th#ie service agent coordinated the
consciousness of both — himself and Katharina e the ruling relations of the labor
market office which are primarily concerned abouathé@rina’s employability. The
service agent continued asking Katharina quest@masentered notes into the computer.
Then he printed out a document, entitled Consohiagigreement, and asked Katharina to
review and sign it. He did the work that he waspgiged to do in this work setting; this
work was already organized and established in ticeway so that it became easily

manageable for him.

The socially organized and coordinated work of gervice agent and Katharina
illustrates how the Consultation agreement becoasesmplished as an official letter.
The agreement follows an official and standardige&dcture, including a letter head,
explicit statement of contact details, and a sigreatof a representative of the labor
market office. The language used in the contracaddressing the individual who
receives the text and is written up in the secomgn account. For instance, in

Katharina’'s account, it is stated

“you are looking for a new workplace; you have teatlated limitations that
have to be considered in the search for a new \pla&e; you are expected to
look for jobs yourself by using the self-servicéeshee AMS, and respond to calls
or e-mails from companies who want to get in cantaith you” (personal
translation out of Katharina’s Consultation agreetpe
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Toward the end of the agreement, it is stated tthiat contract is valid until its expiry
which is stated on top of the agreement; other thahthe General Business Conditions
are valid. Figure 10 illustrates how the Consultatagreement occurs as a course of
action within this work setting. The white boxegts lower right side illustrate the parts
of the Consultation agreement; the light-grey b@hibd the white boxes describes
briefly the components of the Consultation agredm&hese components indicate its
standardized character; the middle-grey boxesdrutiper left corner track the relation to

the legal framework that informs, regulates andhauites the Consultation agreement.

Public Law of Insurance of Public Law of Labor Market
the Unemployed Services
(Arbeitslosenversicherungs- (Arbeitsmarktservicegesetz;
gesetz; AIVG) AMSG)

General
business
conditions

Letterhead of Labor Market Office

Date of contract and its duration of being in effect
Signed by Representative of Labor Market Office
Reference to legally binding character of this agreement

" | Project furth
Expectations rojectiurther
procedures and

Aim of consultation meetings

Katharina’s current
status
I Time’s arrow >

Figure 10: The organization and coordinated work ofa Consultation agreement at

the labor market office23

This Figure depicts also how the Consultation agere is embedded within an
intertextual hierarchy. The Consultation agreemesfers to the General business

conditions; the General business conditions rdfientfurther to the Public Law of

23 Figure 10 was developed within the scope of thesattation.
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Insurance of the Unemployed, as well as the Pllalw of Labor Market Services. These
laws do not only provide the legal framework foe tBonsultation agreement; they also
serve as the regulatory texts. Regulatory textsnateactive or visible in the actual
setting, but coordinate other texts that becom&eah actual settings at various sites
(Smith, 2005). According to the General Businesaditmns, a Consultation agreement
is made between the individual consulting the lainarket office and the labor market
office. The General Business Conditions foresed #ih details described in the
Consultation agreement are obligatory; if a viaatof the agreement is happening, the
labor market office is entitled to stop the paymeinbenefits. For instance, discontinuing
a re-training program for which one has been regest without notification of the labor
market office would be considered as a violatiorM@ 2011a). In the following
sections, examples are provided of how the legatend in particular the Public Law
of Insurance of the Unemployed, serve as regulaexis as they define the concepts
used in this work setting and legitimize variougiats performed within the labor

market office.
Employability

Employability is defined in the Public law of Insunce for the Unemployed,;
employability is given if an individual is not inv@ or incapable to work (88 AIVG). If
the service agent would be unsure of Katharinaiktylto work according to 88 of the
Public Law of Insurance of the Unemployed, he/ st initiate an appointment so that
her work-ability would be examined. In the caseKatharina, she was referred to the
“GesundheitsstrafRe” (this word is a compositiothefword ‘health’ — Gesundheit — and
‘street/ road/ route’ — StrafRe). As the man at ldd@or market office explains to
Katharina, the “Gesundheitsstral3e” is a pilot-prbja cooperation of the labor market
office with the pension insurance institute to cboate the process of applying for early
retirement benefits due to disability more effidlgn The report that results out of
Katharina’s visit to the “Gesundheitsstral3e”, whislould contain an evaluation of
Katharina’s employability, is subsequently obligatéor the labor market office and the
old-age insurance institute. This means, if inabilo participate in paid employment is

assessed, application of early retirement benisfisgitomatically initiated, but if ability-
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to-work is the result, then the labor market offiakes further steps toward searching for
jobs (BMASK, 2009b). The assessment at the “Geseitglitral3e” contains an evaluation
about demands that a person would be capable afjdoecommendations for medical
and vocational rehabilitation, and estimations akmyperson’s employability (personal
translation; BMASK, 2009b). No reference is givenwtho are the professionals involved
in this estimation. Given Katharina’s experienceghwprevious assessments, she
assumed that it would be a physician who has nesen her before and is employed by
the insurance institute. According to 88 of the IRuhaw of Insurance of the
Unemployed, the unemployed is obligated to cartysoieh a medical examination when
requested upon by the labor market office. The oadixamination would take place at
a certified center, at another place, at anothartpo time. Such practices open up the
organization and coordination of the work to muéifpcal settings and at various points
in time (Smith 2006).

Thus, the reference to the ability to work is caoated to the General Business
Conditions of the labor market office and the refere of the latter to the Public law of

insurance of the unemployed. As becomes obvioesCtinsultation agreement mediates
the legal framework into the actual practices obgle and thus, serves as the textual
mediator of the ruling relations. As soon as th&ise agent refers to the ability to work,

the consciousness of both — the service agent atithkina — becomes coordinated to the
ruling relations. The legal framework provides ttieological frame for all the processes

and procedures happening at the labor market office

As depicted in Figure 10, the Consultation agredroeardinates what is going on within
this particular visit at this work setting; it igext that occurs as a moment of sequence in
a course of action and links Katharina’s status, quach also contains information of
her formal professional training and her previousrkv experience, with further
procedures in the future. The middle-grey box behithe Consultation agreement
outlines some features of the contract that maka fficial document and legitimize the
work of the service agent at labor market officee TConsultation agreement mediates
Katharina into the consciousness of the institatiahiscourse of the labor market office:

she was told in the consultation agreement whatgh#d be able to do, what she would
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have to do, and she was informed about the legahdwork that legitimizes all the
statements. In the Consultation agreement it watedtthat Katharina was informed
verbally about the legal consequences for her & che is not following the agreement.
However, this information was not provided to hethe actual meeting. Thus, the course
of action rests on the assumption that Katharireresady aware of this information and
the seriousness of this agreement based on preeiesunters with the labor market
office. While Katharina appears to be personallgragsed, she is not addressed as an
active subject or agent in this setting. Rather ttoncepts of unemployment,
employability, and willingness to work are assigmgth agency and serve as a function
of the institutional discourse. Katharina’s stafu® was described within the boundaries
of the concepts of unemployment status, employgb#ind willingness to work which
justify her eligibility for social assistance. TH&onsultation agreement becomes “the
effective reality of the institution in terms of athcan be taken up or treated as real in
subsequent workings of the organization” (Eastwdii)6, p. 186). The contract does
not only identify the concepts that become instnally accountable but also defines the
boundaries of the concepts, and thus, what becoevegnizable within the institution
(Eastwood, 2006). The legal texts, as regulatoxy, erganize the processes, concepts
and expression within subordinate texts, includimg General Business Condition and
the Consultation agreement. While the regulatorytsteare not visible when the
Consultation agreement becomes accomplished iratheal setting, they “operate to
produce out of particular actions done by particpkeople in a particular time and place

an organizational/institutional process” (Smith @0p. 83).

The concepts contained in the consultation agreearencoordinated to the legal texts
that serve as regulatory texts. Once Katharinaesigime contract, she indicated her
consent on all terms and conditions, and consety@fto took on responsibility for the

‘successful management’ of her employability.
The generalizing character of the ruling relations

The Consultation agreement, as active text in th@kwsetting, coordinates the

consciousness of people to the regulatory textshesda generalizing character within
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the ruling relations. This text is activated inaotual observable setting by actual people.
Its standardized character within the ruling relasi allows that anybody who is familiar
with the organizational processes can set up tmtrat with any client. While the
consultant, who Katharina is normally with, is oot office that day she has an
appointment at the labor market office, anothewiseragent steps in and sets up the
contract with her. The regulatory texts are notessarily prescribing any actions, but

rather establish

“concepts and categories in terms of which whatoise can be recognized as an
instance or expression of textually authorized edoce. (...) It is the
recognizability of what is done or being done asnstance or expression of the
regulatory text (rather than rationality) that aopdishes an institutional process
or procedure” (Smith 2006, p. 83).
Despite that Anna consulted the labor market oféita different point in time and at a
different district office in another province, siseruled also in these relations and has to
follow the same processes and procedures. Annaseriding how she has registered
with the labor market office as she wanted to wamld find a new job, but she could not

work up to what she was expected by the labor maffiee:

| have been at the labor market office. They askedvhy | registered with them.
| said ... | wanted to. | do want to go to work. Atiten they offered me a few
things, that | should do easier tasks. Or how doaall it — also re-training. And |
have been there. I did not make it. Because theeady in front of the computer
— either my eyes became swollen or the entire dpimg or the hands were stiff.
(...) 1 did that for one, two weeks or a month or saon’'t know it exactly
anymore. If | could not make it one day, | would aathat | would not be able to
come. Oh, well you have to organize yourself arad’shhow it works there. You
have to be there! [Anna is imitating the resporisgjanged a few things in my
life, but it did not work out. (Anna, 01-02-20112&8-278)

At first glance, Anna meets the demands inherenthen concepts of unemployment,
employability, and willingness to work. Nevertheleas Anna’s example illustrates,
willingness to work is not necessarily satisfied ‘tygs, | want to go to work”. The
concept of employability implies that the individus fully available at any time to the
schedules and conditions prescribed by the labokehaffice. Anna participated in re-
training programs, which was agreed upon in hersGibation agreement. Anna was not

able to make it to or through all re-training seasi given the fluctuating nature of her
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disease. However, she was told that she has tmiaggherself to make it work out. The
demand put on her by the labor market office ig parthe ruling relations and refers
back to the General Business Conditions of therlabarket office (AMS, 2011a). The
fact that Anna is not able to attend the re-tragrsessions is likely seen as a risk of her
violating the Consultation agreement. As outlineatlier, such a violation would
legitimize the labor market office to discontinuayment of unemployment benefits
(AMS, 2011a). Anna tried to meet the expectatiohthe labor market office and attend
all appointments. However, she was not always ableo so given her disease as she
described in the quotation stated above. Anna wasted invalidity pension at some
point, as outlined in Table 6, and thus has to mareer ‘invalidity status’.

7.2 Managing ‘invalidity status’

Invalidity or incapacity to work pension is alsorfpaf the social benefits granted by the
Austrian welfare state. As shown in the previougies, services and benefits related to
unemployment insurance (including unemployment fisnand social assistance) are
coordinated by the labor market office. Applicagdior invalidity pension or any other
business with pension insurance are processedtlgiraith the pension insurance
institutes. Anna received fixed invalidity pension2010 for two years at a time. Hence,
at the point of her participation in this reseastte was on invalidity pension. In this
section | elaborate on the work that Anna has teodmaintain her invalidity status and
how this work is coordinated to the textually-meeéaruling relations of the pension

insurance. Being granted invalidity pension waslease for her:

| always receive a letter in January, stating thaceive what they have granted
to me. Back then | was told that | receive pengiatil 2012. | don’t know now
what happens then. | am really glad that they flietpe, because | was occupied
with the labor market office. They called me in gvéme as if they would not
believe me. What shall | do, | don‘t know. | triadew things, like such courses,
that | would be re-trained. It did not work. Tod&gan go, you see, now it works.
But what happens in two years from now, | cannedmt. (Anna, 14-02-2011,
L660-666)

Anna highlighted in this quotation her experiendéebeing ruled in the organizational
processes: she expressed a lack of understanditig afature of her disease, while the

people active at the labor market office followée brganizational processes that have
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been established based on the regulatory fram#ssovork setting as described in the

previous section.
The organization of maintaining “invalidity status”

In the first sentence of the quotation stated apfwvma referred to a letter that she had
received in January 2010. This letter was a natifomn about the continuation of her
invalidity pension until 2012 and constituted a neminin a sequence of continuing
organizational processes as shown in Figure 11. [€tter that Anna received is
illustrated by the box in the middle and coordisat&rious organizational processes,
including Anna’s work. The letter contained a fotsi@ucture and provides references to
its legal frame, namely the General Law of Socr@urance and the General Law of
Pension. Any document attached to this letter ¢oatha File Reference on top of the
page which included various letters and numbersudicg Anna’s social insurance
number (files attached are illustrated by lightygb®xes on the right top of the Figure
11). The purpose statement referred back to therléhat Anna has received in the
previous year (light-grey box at left bottom of &ig 11), and directed into the future by
stating that she will continue receiving invalidibenefits (light-grey boxes at right
bottom of Figure 11). The letter is a moment inugggpe of various work processes and
embedded within a course of action that has statediously and is continuing in the

future.
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Attachments

Instructions
about right to
file an action

General Law of Pension [

Explanation for
Reference to granting invalidity

previously granted | pension until 2012

invalidity pension

General Law of Social
Insurance

Invalidity pension
was granted until 2012

Invalidity pension
was granted in 2010

New application has
to be submitted

I Time’s arrow >

Figure 11: The textually-mediated organization of maintaining ‘invalidity status’ 24

The legally binding character of this text is suped by the instructions about Anna’s
rights to file an action. As the Consultation agneat with the labor market office, also
this letter is embedded within an intertextual &iehy: reference is given for instance to
the letter in which Anna was actually granted imli} pension; to the legal framework
of this letter; and to a medical examination. Tégal framework serves also here as the
regulatory text. The work of putting all these fmre@nts into one letter allows for
recognizing this text as “an instance of the procedvithin the intertextual hierarchy”
(Smith 2006, p. 87). The fixed period of invalidipension was justified by an earlier

medical examination.

24 Figure 11 was developed within the scope of thesattation.
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The textual reality of feeling “invalid”

In the notification it was explained that if Annawd still feel invalid by the time her

invalidity benefits would expire, she would havestdomit an application the latest within
three months after the expiry date. Anna referredady to future actions in our

conversations, namely once invalidity pension esgirshe has to submit a new
application:

| have two years now, until 2012. Then | will raeeian invitation that | come
again. The nicest thing is that | receive a Iefitem them, as it was the last year,
and they say as far as | can recall Miss A. arestiiufeeling ‘invalid’? Did you
get better or are you still feeling that way? Whwy & getting such a letter?
Chronic polyarthritis (...) | have the disease, itnta@o away ever. Back then |
had only the knees, now | have everything — thaulsleos, neck, hands, what
shall | say? (Anna, 14-02-2011, L631-640)

As this quotation illustrates, Anna has to negetitie concept of ‘invalidity’ that she is
assigned with: this concept is the foundation oictviher application for continuation of
invalidity benefits would be based on, but whicresimot make sense to her given her
experience and work knowledge of living with rhedong arthritis. The term invalidity,
as it is used for blue collar worker (or incapadidywork in the case of white collar
worker; see Chapter 1) refers only to the exteninalividual is able to pursue paid
employment. Invalidity is determined based on a in@dexamination by a certified
doctor of the pension insurance institute. In cas$einvalidity, the individual is
subsequently entitled to receive invalidity bersefit

Invalidity is a rather negatively laden term pangtito the defects that an individual
experiences. The term goes back to the law foctimepensation of invalids in 1919, and
is still in use (Naue, 2006, 2009). The notificatitat Anna received is thus part of the
organizational processes that are textually medliated do not refer to or account for
Anna’s actualities.

Anna’s work within the organizational processesaterl to pension insurance entails
reading the texts carefully and following the imstions accurately: this may include
showing up at scheduled appointments, adheringiggested timelines, including the

expiry date, and filing all the texts. Possible @anms of Anna about how she could
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manage employment if invalidity pension would net éxtended after two years were
addressed at no point. The organizational procesdlesy a textually-mediated reality
that leaves the actualities of the women’s daily linattended. The concepts ruling the
relations are assigned with agency and define ahthe boundaries for what becomes
accounted for within these relations.

7.3 Resisting ‘disability’

In this section | drew upon the knowledge and eepee of the informants gained
through interviews and participant observationsyali as on literature about disability
policies in Austria. | took this body of literatuireto account to explore how the historical
development of disability policies and related disses infiltrate into the daily lives of
mothers with rheumatoid arthritis. The usefulnesk reviewing the historical
development of disability policies evolved basedlon dialogue with the women. While
disability may become a textually-mediated readitysoon as an individual would apply
for a disability pass or claims disability stattle reference in this section is on the work
that women do to resist being assigned this labeélmanage the discourse surrounding
disability.

All informants pointed to ‘disability’ at some paim time. Except Anna, nobody had the
disability pass; however, all referred to work thia¢y are doing to resist the label of
disability. When talking with the women about theiork knowledge and experience,
there was no apparent text that would mediate ordboate their consciousness into
particular ruling relations regarding disabilityatRer, Austria has signed the Convention
of the United Nations (UN) on the rights of peopli¢h disabilities in 2007 and ratified it
in 2008. The convention ensures that people wisaldiities are granted full and equal
human rights which implies that all laws and regaltes are revised and set up
accordingly (BMASK, 2009a). Most of the informanksghlighted that their work
knowledge is shaped by what they were told by tharents. This reference directed me
toward literature about the development of thealisse on disability over time. Thus, in
this section | engaged primarily with the historidavelopment of disability policies and
how this development shaped the view about digghii Austria which the women

mainly referred to and which most informants triedesist in their daily lives.
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Marissa has informed herself and decided thatphss is not anything for her:

No, | resist that. Well, that is something | wamtio case; that | know for sure. |
had thought about it once, but that was beforglsiedaughter] was born. And |

have thought, basically, | don’t want that becatlere are not only advantages
with that. But rather you are labeled and then gettainly have disadvantages
with that. That’s why | said no. | likely would hengotten it. (Marissa, 19-08-

2010, L265-271)

Like Marissa, Lisa also does not want to engagé waity relations related to disability.

She works hard so that nobody would think she &sisictions:

And | don’t want that anyone, that there existsgbssibility, that somebody says,
well of course, again this. | don’t want that angas thinking, | am less able or
productive than anybody else. | don’t even want sueh a situation would come.
If the situation would come once, | think that wabilde tough for me. (...) They
[referring to health professionals] also told myguds about the disability pass in
the past; they also told them that they should applying for release of
prescription fees. But this is recorded and thesoitld happen at some point that
somebody is referring to that and says Oh, no, hexli a release of prescription
fees, oh, there is something, we are not goinglke tou. She [referring to her
mother] always said she doesn’t want that. It might barrier on my future way.
She doesn’t want that. And | do have the sameauddits well. Well, | also don’t
want that. Because then | have at some point —laig sound weird now — but
then | have the label — | don’t need and want tflasa, 15-03-2011, L1118-
1136)

In Lisa’s talks she is bringing into view how herdwledge about disability regulations is
coordinated to the implicit learning from her pasershe took over the attitude from her
parents that being “labeled” as a person with disgbmay create challenges in the
future, in particular when it comes to paid empleym Lisa points in this quotation also
to the release of prescription fees and how it tgfow up in some other records. The
Federation of Social Insurance Institutes forwaadgially once a year the information
about individuals who have a release of prescmpfees to the labor market office.
People who have a release of prescription feelaoen®t charged with the service fee for
the electronic health card. This service fee isnadly paid by the individual’'s employer
(AMS, 2011b); however, individuals who are registewith the labor market office as

they are unemployed, are not charged with a sefegéor the electronic health card.
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Lisa and Marissa were talking about their resisgtancquite a natural sense by referring
back to what they were told by their parents. lissaery explicit that nobody ever told

her that she is less able or productive; howeVes,lsarned that people might think that
way once you have the “label”’. Similar to Lisa'srguats, also Erika is talking about
preventing her children, who have been diagnosdtl wvenile rheumatoid arthritis

recently, from the “disability-label”. These examplillustrated how the mothers invested
time and effort in talking and reflecting with thgiarents about disability and thinking

ahead about future implications.
Keeping the disease invisible

Informants put time and effort into maintaining ithdisease invisible so that nobody
would interpret the disease as disability. Verondad Erika are cautious about not

disclosing the disease as it may cause disadvanitaglee future:

Except for my family, my friends (...) | told nobodyecause Oh my goodness,
Sick-leave. | was the most two times on sick-leamd then it was really severe
because recovery took longer. Two weeks, but ambyttimes. But still, if | would
tell anybody about it — uuh, you need extra-treatimgou need injections, is this
infectious? You know how people are; if somebodgsitt know it, then ... (...)

I know that probably the time comes when my stéecsomes worse and then it
changes anyhow (...) being not able to work anym®here is just no reason at
this point. You don’t get a position. You don't gebrk, not even as cleaning
lady. (...) Despite all you cannot see that | amliim full of energy and have a
big mouth. (Veronika, 18-05-2011, L390-408)

You have to be incredibly cautious whom you tellavand how much. Because
people just don’t know how to deal with it, theyndtchave the sensitivity that you
should not talk around these things. You are neitleeng yourself something
good nor your children if people know about it. Ortfinately it is that way.
(Erika, 31-01-2011, L737-741)
As these quotations illustrate, the time, efforid antent that some of the informants
spend to keep the disease invisible contains kgepatk of one’s sick-leave, or being
cautious whom to tell about the disease. Furthegmdsa and Marissa underscored that
they would make up for any challenge by puttingraeffort into something so that

nobody would even have a chance to think that #neyess able or productive.
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The historical development of the perspective saldlity in the Austrian society

The work that informants described here relatetesisting ‘disability’ and keeping the
disease invisible illustrates how they put a loefibrt into ‘living a normal life’ so that
they are not assigned the label of having a diggabNumerous definitions of disability
are in place in Austrian policy-texts and laws depeg on the subject area. However,
what all have in common is the medical focus thedings a person with disability based
on functional limitations which lead to a deviatiivom the expected norm (Naue, 2009).
The historical development of policies related igadility start in 1919 with the law for
compensation of invalids, and a law from 1957 tlegulated the care of persons with
war injuries (Kriegsopferversorgungsgesetz). Theflam 1957 is still in use and entails
a decree (Richtsatzsverordnung), which outlinescgples for the determination of the
degree of disability and lists “states of sufferorgliness” and “health defects” that lead
to reduced productivity (Naue, 2006). From the yedginnings, disability was thus
assigned to people who were outside the norm andedaincreased costs to society
given their unproductivity.

Given this perspective on people with disabilithere was hardly any interaction
between various stakeholders, such as represerdatitom different ministries,
politicians from various parties, and people witkathility. Rather, people with disability
were presented with many difficulties and obstaatebecoming politically active. The
disability movement has only started more receatly barriers — actual, material, and
social barriers — still contribute that people wdibability are a rather marginalized group
in Austrian society. The public view about peoplghwdisability in Austria is far from
envisioning people with disabilities as fully indled in Austrian society (Naue, 2009).
The historical development provides some insighdst@ how social and political
participation is not necessarily a lived reality feeople with disabilities at this point in
Austria. The reference back to the decree withanl#w for the care of persons with war
injuries, presents disability as an individualizeshedical problem that does not
necessarily call for any actions by society, ingtgdpoliticians, officials, and other
people in positions to make decisions to faciliteteial inclusion and participation of
people with disability (Naue, 2009). Hence, the kvtinat informants do in resisting
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disability can be seen as work to resist becomimgnbers of a marginalized group.
While the textual reality as presented in laws aadventions is increasingly changing
and showing a commitment to remove social bartleas people with disability may face
in society, the lived reality and public view atél seflecting the historical development

of the disability policies.

7.4 Discussion

The work that goes into managing employability,ality, and disability, as presented
in this chapter, is related and in some way co@teith to the BMASK and were therefore
presented together in this chapter. These two@Eagencies are both coordinated to the
BMASK and share a common interest in ensuring &tlatitizens can participate at the
labor market. However, the labor market office eeaa service agency under public
law in 1994 and is as such administratively sepdrdtom the BMASK; the main
objective of the labor market office is the miniation of unemployment. In contrast, the
BASB is still administered within the BASB, and airfor the vocational integration of

people with disabilities
Normative assumptions about employment and itgc¢atpns on disability

Social benefits administered through the labor miaoifice, in particular unemployment/
social assistance and invalidity are dependent reh aordinated to the employment
status or employment history of the individual. Whdisability is not dependent on
employment status, disability status is still ee#ddl based on a comparison with an
individual who is of similar age and educationalde Thus, the norm that informs the
relations related to the social services addregsetliis chapter rely on the norm that
people of employable age should participate in gargbloyment. If individuals are not
able to do so, they are deviant from the norm &a2010; Weitz, 2007). This deviance
would then become afflicted with a moral statusjolwhentails a judgment about the
worthiness of the individual (Weitz, 2007). The wdhnat the informants were describing
was work to resist being exposed to this judgmbtdst of the women in this study
referred to the experiences and knowledge passdtbontheir parents. In the case of

disability policies, it is not the informants whawve actually read the texts; no active text
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became apparent throughout interviews or partitipaiseervations. The parents of
informants may have done so years back. Since terisability concept may have
been revised; however, the parents’ read of theetiebered succeeding phases of relation.
Such relations include what the parents of infonmigrassed on to them. The women
were drawing upon the knowledge and informatiorn thay received from their parents.
Smith (1990b) stressed that “textual analyses remptain how the text as petrified
meaning structures the reader’s interpretationrerete how its meaning may be entered
into succeeding phases of the relation” (p. 223)e Thistorical development of the
disability policies became part of the analysishis study to better understand the social
relations that informed the informants’ knowleddmuat disability. Such practice is in
line with institutional ethnography as “[u]lncovegirtexts as constituents of relations
anchors research in the actual ways in which oalatiare organized and how they
operate” (Smith, 1990b, p. 224). Such relationshastorically grown.

The experiences and work knowledge described bywmmen in this study are not

accounted for in the social processes ruling tlaetpres at the labor market office or the
BASB. For instance, the informants’ work of resigtibeing labeled “disabled” remains
invisible. Part of this work is keeping the diseasesible. As discussed in previous
literature, disclosing the disease may open up sacte workplace adaptations and
understanding about the disease from co-workersyeher, it may also lead to

resentments from co-workers (Gignac, 2007; Lacaitlal., 2007; Nilsson et al., 2007,
Van der Meer et al., 2011).

Situated in diverse social relations

The accounts of the informants illustrated the wibik goes into managing employment,
invalidity, and disability as an Austrian woman andther with rheumatoid arthritis. The
work of the seven women is very diverse dependingtleeir social relations and
situatedness. Their situatedness informs their Wodwledge and experiences: Marissa,
Lisa, Julia, Erika, and Veronika were not ruledtbgse institutional relations. Anna and
Katharina’s institutional relations related to tabor market office were very significant

in maintaining social and financial security. Angxpressed relief when she was granted
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the invalidity pension as she was not able to kgepvith the expectations of the labor
market office. As Anna was talking she expressexd the nature of her disease was
misunderstood by the labor market office, howeasrthe analytical description showed,
she was ruled by an institutional discourse abmyileyability. Challenges such as pain,
fatigue, or problems with the joints, as well as fluctuating and chronic nature of the
disease, which Anna referred to, are not capturgdirwthis discourse. Reference is
given frequently to health at the labor marketa#ffifor instance in ordinary language
people refer to “being documented as healthy” wtigenging status from sick-leave to
employable — also Katharina was asked by the seagent whether she is healthy; and
the pilot-project Katharina was referred to is asoned “Gesundheitsstral3e” (see page

148). Nevertheless, the concept ruling the relatiarthis work setting is employability.
Further relations opening up through employment

Employment was not only mentioned in relation toiabservices and benefits, but also
in regard to resources that extent beyond wagéermefits. Marissa highlighted how her
boss provides her with literature about specidisgieisa described that when she did her
training in the health sciences which was locatédthe same university as the
Rheumatology outpatient clinic she could call inewht would be best to come in for a
follow-up visit and did not have to line up for appointment. In the literature about
social determinants of health it was described hingtter social positions gained through
education and one’s subsequent employment allomeciess to social networks that can
be relevant and helpful over the course of onéesiti terms of getting access to services

as well as gaining and making use of specific imiion (Marmot, 2006).

Furthermore, literature about critical social tiinas outlined that semi-skilled or
unskilled individuals are more likely to become lexied from the labor market after
onset of chronic illness (Blane, 2006). Such sod@ladvantages may have cross-
sectional and longitudinal implications for the iwidual (Blane, 2006). In arthritis-
related literature it has been described that thesipal demand of work becomes less,
and the possibilities as well as the flexibilitytaé labor market increases with increased
education (e.g. Kaptein et al., 2009; Reisine .e28i01)
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Based on this research no such conclusions casteandd be made about the impact of
the educational or professional background on thpl@yment history or on other life
areas. What can be said from an institutional egraqghical perspective is that the
informants’ work, that is, the time, effort, andant, which they had to do in their daily
lives was informed and facilitated by varying res@s given their social situatedness.
Anna, who was on invalidity pension, expressed sdisgatisfaction with the apartment
in which she is currently living, and describedtthfier getting a laundry-machine for
herself, she can do laundry now in the apartmeowyelver, this interferes with other
activities as the apartment is rather small. Shélighted the challenges in using public
transport and the hardship of getting groceriesedoy herself. Lisa was provided with
various gadgets and devices by her mother and tahely members that supported her
with various housework, she and her partner waaerphg a new house and ensured that
it is accessible, she got a new car, which suitsieeds better, and when doing groceries
she can leave heavier things in the car and héngrawvould carry it up to the apartment
once he returns from work. These are just a fewngkes that illustrate how the work of
Anna and Lisa is facilitated and shaped by varyegpurces that inform and influence

the work in various areas of daily life.
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Chapter 8

8 The everyday life of Austrian women with rheumatoid
arthritis — Some concluding remarks

This research was concerned with how Austrian wgonweino are mothers, are of
employable age, and have a diagnosis of rheumatthdtis, go about their daily lives as
they are situated within the Austrian context. Bterting point of this research was the
disjuncture that | experienced in my clinical wavkh women who have been diagnosed
with rheumatoid arthritis: the standardized assesssthat | was supposed to complete
with the women did not account for the complexit@esl actualities of their daily lives.
Starting from this disjuncture, | was interesteddarning from seven Austrian women
with rheumatoid arthritis about how they actualtyapout their daily lives. | have argued
at the beginning of this dissertation that it isatal to disclose the actualities of their
doings, and how their social contexts, includingamizational processes, shape what
they can do and do, to comprehensively understaedatctual determinants of the

women'’s life conditions.

Gaining the work knowledge of the women and undedihg what they actually do has
not been the totality of this investigation, buthex the starting point “to investigate the
antecedents of people’s activities and experiernvisin the institutional complex”
(Sinding, 2010, p. 1657). The institutional comples been, as outlined in Chapter 4,
how women with rheumatoid arthritis, who are of émgpble age, and mother of at least
one child, manage daily life which may extend faydnd what becomes assessed and
accounted for in arthritis-related health care.dved from a thick description of the
actualities of their daily lives (Chapter 5) to ana differentiated view of how the
women’s daily life is socially coordinated to reteits that rule arthritis-related health
care (Chapter 6), as well as relations ruling des®avices related to unemployment and
invalidity (Chapter 7). This research has shown hbes women’s actual work varies
depending on their social relations. Neverthelesse the women enter arthritis-related
health care, or attend appointments at the labokehaffice, their different experiences

become ruled within generalizing relations. Theedsity, differences, and particularities
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in the women’s work knowledge and experiences atenacessarily accounted for in the

ruling relations.

| started with the disjuncture in clinical practidkis research opened up the complexity
of daily life and in particular the social orgartia of the daily lives of the seven
women. The standpoint of the women who participaetiis research, their experiences
of going about everyday life, provided the pointeotry into the territory that | aimed to
discover with this dissertation. The women’s exgeces were not the analytical end
(McCoy, 2005), but provided insights about how tlukily life is socially organized, and
opened up further understanding about the intelf@teeen the individual and the social
context. Thus, in this chapter | draw upon variexsamples that emerged in this research
that go beyond the disjuncture from which | iniyadtarted to explore the social relations
shaping the daily lives of these women. Henceatheof this final chapter is not solely
to revisit the disjuncture and discuss the findiafthis research in a concluding manner;
rather, | aim to reflect upon the insights gaineoht this research, integrate further

accounts of the women, and express some impliagarerging from this research.

This chapter is structured as follows: First, | @dd the taken-for-granted in the daily
lives of the women who participated in this stuaynd reflect specifically upon the
emphasis on family and employment within the Aastrcontext. In the second part, |
return to the varying ruling relations disclosedhis research. | argue for dialogue rather
than monologism to facilitate a more efficient asmherent system that acknowledges
diverse perspectives. | also underscore in thisisedche value of attending to the
experiences of individuals, albeit using an appno#itat avoids individualism, and
illustrate my arguments with the example of diggbiin Austria. 1 conclude this
dissertation with some reflections on institutioe#thnography and its implications for

occupational science.
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8.1 The taken-for-granted in the daily lives of Austrian
women

As outlined in the literature review in this digsg¢ion, the dominant mode of knowledge
generation about the daily lives of women with nnatoid arthritis is characterized by a
focus on the individual with a medical conditionolven with rheumatoid arthritis are
frequently described in terms of their functionahitations that may impede their
occupations. Understanding how daily life becommomplished directs attention to the
social organization of daily life. This study hdisistrated that these women engage in
various activities; the time, effort, and intenatls required to get the work done varies
though. The ethnographic accounts disclosed in tegsearch illustrate how certain
activities, such as the woman as main caregivethichildren who takes on most of the
housework, become normal and taken-for-granted. dbé&V(1991) conducted an
institutional ethnography about the work of feededamily and highlighted that the
“"workful” character of this activity is often uncegnized even by those who do it”
(DeVault, 1991, p. 228). Tracing how these doingssituated within the social context
and coordinated to social relations puts the tdkemgranted under scrutiny. Mapping out
the social relations and disclosing normative alcen-for-granted assumptions allows

for making the ‘workful’ character of these doirgsplicit.

In Austria, social policies have been set up tergjthen the role of women in Austrian
society as main caregiver and housekeeper (Lei2@03; Sauer, 2007; details are
outlined in Chapter 1.3). The change to part-timpleyment was described as a rather
typical form of employment for Austrian mothers kvigoung children (Bergman et al.,
2010; Knittler, 2010; Notz, 2010). The explicit faiadism expressed through social
policies in Austria (Leitner, 2003), and the acdsunf the women in this research
illustrate how social structures and related pcastiand processes become accepted “as a
normal way of life for themselves and fellow comntyimembers” (Galvaan, 2012, p.
155). Choices that the women made about what thegrel rooted in what they consider
as normal for themselves, what is congruent wigeirttommunities (Galvaan, 2012), and

what becomes possible within their context (Lalieétudman, 2010).
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The women who patrticipated in this research havg déferent resources available in
their everyday life, and are coordinated to varyimsgfitutions. For instance, some work
of Anna who is a single mother and lives on inv&ligpension is coordinated to the
pension insurance institute; Katharina who livesoaial assistance is coordinated to the
social organization of the labor market office; d,isMarissa, and Veronika were on
maternity leave throughout their participation st study — part of their work is
coordinated to family benefits; Marissa is additittyy engaged in paid work and thus
also coordinated to the company she is working B@pending on the social relations
and situatedness of the women, different possdsliand resources for what they can do
and did in their daily lives opened up. In some fastances, such as in the case of the
mandatory leave, women are actually left with noicé and social structures determine
what they have to do. Nevertheless, none of thernménts challenged for instance the
mandatory protected paternity leave eight weekerbednd after giving birth (BMWFJ,
2011b).

Much of the work that the women described and edraut throughout the course of this
research remains invisible, and yet, ensures tiga¢nphases on family and employment
within the Austrian system become accomplishedaJulsa, and Marissa referred to it:
they lived with their respective partners for saimee; all three mentioned that they were
planning to get married. When asking them why tlvegnt to get married, they
mentioned that this is just part of being a familylia highlighted that her partner does
not necessarily see a reason for getting marrietetier, for her it is a significant
symbol of belonging together and being a familye3é examples illustrate how the
traditional family model becomes accomplished irergday life. For instance being
married, providing informal care, providing andyiety on informal care, become doings
that became taken-for-granted, even if not alwaythout challenges, for the seven
women who participated in this study. The infornsaréccounts in this research
delineated how specific features of familialism¢ls@as the traditional family or informal

caregiving within the immediate family become acptigihed in everyday life.

Occupational scientists have argued that paid wetkghly valued in Western society

due to the historical influence of Christianity radp with the industrial revolution.
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Individuals who are not able to participate in paitk, such as women who are informal
caregivers, homemakers, or people with disabilitiey be perceived as being dependent
on society (Kantartzis & Molineux, 2012). When nermest on ideals of able-bodied
individuals whose contribution to society is valuggsed on their paid work, then work
that goes into caring for the family, negotiatirng tdisease, attending appointments at
arthritis-related health care, being cared forresisting disability remains unaccounted

for.

8.2 Daily life of Austrian women with rheumatoid arthritis
ruled in different relations

The findings of this research exemplify how aribfielated health care is ruled by
relations that rely on an understanding of heal#seld on medical concepts. As
distinguished from arthritis-related health cales telations ruling and coordinating the
activities at the labor market office, as well e pension insurance institute when it
comes to invalidity pension, refer mainly to emg@biity. Once the women enter into
ruling relations such as in arthritis-related heatare, or at the labor market service,
accounts of the diversity of their experiences surces drop away. In contrast, within
informants’ daily life, the disease, and employmai& strongly interwoven though. For
Veronika it would make most sense to coordinateat@nd health care services as she
illustrates in the following quotation by drawing a very specific, and yet for her very

relevant topic:

Let's take the entire story about my injections.eTherson [pointing to a
physician] who decides does not know me at all batw do. | have rheumatoid
arthritis, I am this age. But what | do is not sthinywhere. Because for me it
does make a difference if | work in the office dive with this disease, or if | am
a nurse, work in the health care system, and dsipdlywork. (...) | know that it
[pointing to medication that she used to take leefwgr pregnancy] is expensive
but it helps. And despite its costs, it is stilkeaper as if | would not have it, the
social insurance institute would tell me you aré capable of doing anything,
you cannot go to work — you have to go for invaligiension. Then | accumulate
much more costs at the expense of the state. TWatsl don’'t understand the
system. Why do they cut back on these things? Tiseaereason why | take the
medication, why | received it up front, and why éed it long-term. (...) If |
would be on invalidity pension and account forth# additional benefits that the
state would provide me, like housing benefits amars — it would be three times
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as much in comparison to one times the costs othtempy. (Veronika, 18-05-
2011, L329-367)

Veronika points in this quotation to a disjunctbetween what she does in her daily life
and how she engages in physical work despite Iseade, what is considered in arthritis-
related health care along with treatment decisiosiot necessarily coordinated with
social services and benefits. Veronika's quotateummarizes and illustrates the
medically dominated ruling relations in the Austriealth care system, the strong
emphasis on employability in ruling relations a¢ thbor market office, as well as the
pension insurance institute. | suggest based ofirtiegs of this research to re-evaluate
what is needed to make the prevailing ruling refai a more efficient and coherent
system that considers a multiplicity of views rathigan ruling relations distinct from
each other with no accountability for dialogue affttiency.

Though it is not foregrounded in the organizatiopadcesses and ruling relations, the
ruling relations based on medical concepts and @yapility rely on the norm of the
able-bodied individual. Any deviance from this noisrdescribed in the ruling relations
within arthritis-related health care in terms ofdival concepts, and in regard to the labor
market office, or pension insurance institute imm® of employability. As outlined in
Chapter 6, the medical profession holds cognitiuéharity in arthritis-related health
care. In matters related to the labor market offme pension insurance institute, the
medical profession serves also as a social coagaht. While the medical profession is a
powerful player in the health care and social systéhe relations ruling the respective
system, along with its organizational and admiaiste processes and practices, are
distinct.

Some may argue that the medical dominance in heatdhdoes not constitute an issue as
the main objective of health care is the treatnodrgickness (Busfield, 2000). Looking
upon arthritis-related health care from this pectipe, one can argue that care provision
is effective in its own right and ensures that wlials with rheumatoid arthritis have
regular follow-up visits with the rheumatologist astlined in internationally agreed-
upon treatment-recommendations (Smolen, Aletahal.eP010). Moreover, the ruling

relations in arthritis-related health care arewgeso that the individual patient receives
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information and consents herself to take on respoitg (see 6.3.3, The production of
the ‘informed’ patient). It could be argued evertlier that the unmet need in health care,
namely employment of people with rheumatoid artrilescribed in previous research
(Lacaille et al., 2007; Van der Meer et al., 20isljustified and does not constitute a
problem as employment is not a domain of healtle.clar turn, it could be argued that
while employment is outside the domain of healtrectéhere are service providers and
institutions that are specifically concerned wittsaring participation of individuals in
paid employment, such as the labor market officd dre Federal Office for Social
Affairs and Disability (BASB). The primary focus dhe labor market office is to
minimize unemployment in Austria; and the main obje of the BASB is full
integration of people with disability at the laboarket. Mapping out the social relations
in this research illustrated the administrativelystidct, and yet, in daily life
complementary and interconnected relations of itigtrelated health care and issues

regarding employment and related social servicdsanefits.

Cross-sectoral planning and service provision betwealth care and the labor market
office or pension insurance institutes is complextl@ese services are supervised by
different ministries. If cross-sectoral planninglaservice provision does not exist, it does
not mean though that it is not needed; rather,lab& of cross-sectoral planning and
service provision implies that the actual work tlgdes into communicating and
collaborating across sectors may rest with theviddal women as illustrated in this
research. Their work in negotiating and managingpss sectors remains invisible
though. Their work contains actual work of constivarious professionals, and
providing certificates at various offices, but alsnderstanding, comprehending and
navigating the different ruling relations. Occupagl scientists Whiteford and Pereira
(2012) have argued that to ensure full participatb people in society, services have to
be effective in themselves, as well as to the dveoanmunity. The services provided in
arthritis-related health care, and by the laborkeiaoffice, may be effective in their own
right. Nevertheless, to ensure full participationsiociety for women with rheumatoid

arthritis cross-sectoral collaborations are critica
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8.2.1 Engaging in dialogue about what can be known and is known

Given the findings from this study, in particul@etfurther understanding of the ruling
relations and the work that the women do to go abloeir daily lives, | argue that a
discussion about the basic principles and assungptioforming the distinct ruling
relations is needed. In this regard | considerdtttwnhile to revisit Bakhtin’s reference
to monologism versus dialogism that has been redeto in institutional ethnography
(Smith, 1999; 2005). According to Bakhtin, monokigi refers to a condition where
values, perspectives, and practices become sulaedininto a single perspective
(Bakhtin & Holquist, 1981; Gardiner, 2000; Smitl®9B). For instance in arthritis-related
health care, a monolog prevails around a mediaatemtualization of health. The values,
perspectives, and practices that the informantse hdescribed, that inform their
actualities of living with the disease become sdbmated into the medical perspective.
Similarly, in practices at the labor market officee chronic, fluctuating nature of the
disease becomes subordinated to the perspectemplbyability. Rankin and Campbell
(2006) pointed out thaflijow we knowdetermines what we can see. More importantly,
it determines what we can see to be a problem@2). What goes beyond concepts
ruling the relations does not become attended tthénorganizational processes and

practices at the respective services.

Thus, | argue that it is important to unsettle leisthed concepts that rule the distinct
relations, and to critically reflect upon monolagss that have historically grown within

social structures, and that rule organizationalcesees till today. | envision such
discussions to go beyond monologisms and allowodiag to happen to facilitate cross-
sectoral planning and service provision. Furtheenaliverse perspectives have to be
included to ensure that the values, perspectivdspaactices that have been previously

subordinated to particular perspectives are aceolfior as well.
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8.2.2 Attending to the experiences of individuals

| draw in the remainder of this section on the epl@nof the informants’ reference to
disability to illustrate the value of attending &md integrating the experiences of
individuals in aiming toward relations that are qoehensive and conclusive. The
informants of this research are situated withingbeial context of Austria that reflects a
historical development of disability policies baseda deficit-oriented perspective about
people with disability. Disability is evaluated ldson the productivity of an individual
in comparison with a person of same age and priofes$his perspective on disability
has meant contributing to the development of aecdnh which being assigned with a
disability can be rather marginalizing in sociefthis development, along with the
women’s accounts in this study, illustrates hovabikty is situated in the social context
and accomplished in daily life. While policies hasteanged more recently, the public
perspective is still strongly informed by the histally entrenched deficit-oriented
perspective (Naue, 2006; 2009). On the policy-led&ability is considered as a cross-
sectoral matter; the integration of people witradibties in political concepts and actions
across sectors is called for (BMASK, 2010a). Treselopment led to the generation and
integration of various definitions of disabilityt;mfederal and provincial laws in line with
the aims and objectives of various sectors (BMA3B09a). For instance, the General
Social Insurance Act (ASVG) draws upon a definitimndisability that facilitates the
allocation of social benefits; and the Austrian érdl Act on the Equalization of Persons
with Disabilities refers to a definition of disaibyl that is concerned about participation in
employment (BMASK, 2009a). Thus, on the policy-levelisability becomes
conceptualized to inform organizational processek@actices in the respective service
provision. In contrast, the reference to disability the informants is based on their
experiences and work knowledge. As disclosed im tBsearch, this perspective was
passed on from one generation to another. Mosh@fstomen who participated in this
research engaged in work to resist being assignidtiae label ‘disabled’, since being

disabled might be associated with being less princrim the public view.

Thus, this research suggests that despite the ehaog a policy level, historical

perspectives are still prevailing and impede changée actualities of daily life. When
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the Austrian Federal Act on the Equalization ofsBas with Disabilities (BGStG) was
drafted, the voices of people with disabilities &durned down by the constitution
committee. Once the Act was released, people visgbdities were anxious that the Act
may not bring any significant changes to their yW#ites (Naue, 2006). Based on this
research | cannot argue that the Act brought akartificant changes or not. But |
learned from the women that most of them spent @me effort to intentionally resist
being labeled disabled. This work of the women wasaccounted for on a conceptual
level. | posit that any standpoint taken to diseltise very concrete, and yet complex
work of individuals about how disability becomes@mplished is valuable and has to be
attended when aiming toward understanding and ¢hgrsgich complex social relations.
Smith (1997; 1999) has argued that no standpoiptivéleged, but rather the standpoint
taken discloses how concepts and theory becomeieegrin the actual practices of
individuals whose standpoint has been taken. Indhse of disability policies, the
standpoint of lawyers, politicians, or ministeragimportant as the standpoint of people
with disabilities. Nevertheless, | second the tostinal ethnographers Rankin and
Campbell (2006) who have argued “there is much earn from what is actually
happeningin the activities of the people ‘on the ground’ (.what people know

experientially needs to be legitimated insteaceptidiated” (p. 171).

8.3 Implications for occupational science

Knowledge generation in institutional ethnograpksrts in the everyday life, with the

actual experiences of individuals going about tkleity lives, and traces then the social
relations in which these experiences are embedidags, as a social scientific approach,
institutional ethnography supports occupationatrsttsts in knowledge generation about
the situated nature of what individuals do in thaaily lives and how their doings are

coordinated to and shaped by the social contexkhelipvskiy and McCoy (2002) have

argued that institutional ethnography is

“an approach to language that takes up people’suats of their activities as
windows onto extended sequences of activity thatoaty partially visible in the
accounts themselves (G. Smith, 1998). In readingdacial organization, we tried
to see how people’s activities were connected thitise of others” (p. 29).
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Starting with the activities of the informants img research pinpointed to relations in
daily life that shape and impact their everydag.lif Anna does not follow the time-lines
of the pension insurance institute, her invaligignsion would expire and she would
remain without income. Or if the women do not dpet tvork done of getting an approval
by the senior physician for a medication that rezgisuch an approval, they would bear
the consequences as would their children for wHoey thay not be able to care. Thus, as
the women are situated with their bodies in actiime and place, their work is
coordinated to, as well as organized and shapew&igl relations.

The social organization of the daily life of Ausimi women with rheumatoid arthritis
illustrated in this research emphasizes the situagture of what the women can do and
actually do. Galvaan (2012), who investigated hoghiiduals come to decide what they
do, underscored that decisions upon and betweampations are made based upon the
tacit knowledge and habitus of individuals; theg drawing upon what is congruent with
their own values and beliefs as well as those @i tommunities. Smith (1997) pointed
out that such tacit knowledge is basically the kimgwabout how we do things; for
instance, the very ordinary things such as how &b lgundry done, where to get
groceries, or how to get medication. Such tacitdedge transforms into knowledge
once it enters language and is talked about. ThEereences and knowledge that
informants shared throughout interviews and paudict observations is their tacit
knowledge, the knowledge that underpins what andthey do in daily life. Institutional
ethnographers start their inquiry with these cogracitly known experiences of going
about everyday life, and then turn then the gaaen fthe individual to the social relations

in which the knowledge and experiences are situ@giedoy, 2005).

In starting with the all-encompassing notion of koinstitutional ethnography allows
accounting for the invisible work in daily life anghsettles the taken-for-granted of
everyday life. Institutional ethnography is promgias it allows us to not only see the
time, effort, and intent, that individuals spendiming something, but also opens up how
the doings are shaped by the social context inlwthie doings take place. As a method
of inquiry it requires from the researcher to callgfattend to how individuals “can
speak about their experiences as they do” (Mykiskigv& McCoy, 2002, p. 31).
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Integrating the standpoint of individuals “callsr fthe researcher to avoid switching
perspectives and recasting participants’ commentsmceptual terms” (McCoy, 2005, p.
804) and provides very concrete information abdwe actualities of everyday life.
Taking the standpoint as a methodological stipota(iTurner, 2003), and starting from
the experience of the individuals, provides an wstdeding of how everyday life
becomes accomplished through the actual actiwatiextual people (de Montigny, 2007,
Smith, 1987). In institutional ethnography expecens seen as dialogical; shaped and
known socially (Griffith, 1998). Listening to th&meriences of the women, mapping out
and disclosing the work that they do in their ddiNes, and situating it within the social

relations disentangles the taken-for-granted amh®it up for discussions.

Now that | have the insights from this researcluntlerstand the ruling relations of
arthritis-related health care more clearly; the kvtirat goes into producing a hospital
record is ruled within and coordinated to particukdations based on medical concepts.
At the same time, | also see more clearly now himsvdocial context of Austria shapes
and informs the everyday life of the women who ipgrated in this research, and are
mothers, and of employable age. | am honestly pdzhly the power of ruling relations
that ensure that family and employment are hardiressed in arthritis-related health
care as illustrated in this study, despite theorsj emphasis within the social context.
Based on this research, | am amazed by how congidxyet coordinated and deeply
entrenched the ruling relations informed by a maldimderstanding of health are within
the Austrian health care system. Given the complefithe social relations, | hope that |
reach with this research people from various bamkugpls, including the medical, health,
and social sciences, practitioners, researchenscagals, and patients alike, to raise
awareness about the social organization of ouy dia#s, about the relations ruling our
lives, and about the coordinated activities of mewtlviduals across places and time that

ensure that these relations become accomplished.

The problematic (Smith, 1987; 2005), or territohatt was discovered in this research
from the standpoint of the women with rheumatotitirdtis, delineates how everyday life
becomes accomplished through the socially cooredhaictivities of many individuals

who are active at various places and at variougginKnowing the ‘how’ does not
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constitute an end in itself. Rather, it provideswiin more confidence to speak about the
need to attend to the situated nature of what iddals do in their daily lives to
adequately and comprehensively understand the exiplof daily life, and to ensure
that the social organization of our lives becomageawledged and put under scrutiny.
Whether taken-for-granted, accounted for, or vesildl is actual time, effort and intent
that goes into accomplishing the very mundane adohary of everyday life ... and the

work varies depending on the situatedness witherstitial relations.
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Appendices

Appendix 1: Interview guide for initial interview

[thisisthetranslation of the German interview guide]

The woman is informed about the study and the spuidgess. Once the woman provided

consent on her voluntary participation in this gtutie interview started.

I would like to ask you a few questions about yourrent living conditions. | would be
interested in where you live, your marital statile number and age of children living
with you, type of education, work experience, cotneork status, current benefit status,
etc. Please tell me whatever you feel comfortabte gharing.

Pick a day of the week that you feel is a fairlpital day given the things you do and
describe this day? What happens, how does yourstiay, what do you do, who is
involved in your typical day, how does the day ddifowhat do you do during the day,
what do others do? How is this day different threodays of the week?

Some probing questions:

0 Ask informant to describe smaller units of her dginfor instance if informant
would say that she has to get her child ready &ycdre before she goes to work as
she has to bring her to daycare on her way, | wpudtbe her “You have mentioned
that you have to bring your child to daycare onryway to work. Can you describe
in more detail what you are doing from the time yget out of the bed in the
morning until you arrive at your workplace?

o Ask informant to focus on the actual descriptiorhofv doings are coordinated: for
instance if informant refers to completing formgjueed for certain services, |
would probe her “You have mentioned that to getdlgh all this paper-work you are
consulting with the administrative staff. Can yowesdibe what the term
“administrative staff” comprises? What are theynd@ In what ways do they
interact with you?
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At the end of the interview:

I would like to follow up with you within the nexdouple of weeks and would like to join
you for a few hours throughout your ordinary dayouM that be okay for you?

When and where would you feel comfortable in maijaj you?
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Appendix 2: Interview guide for final interview

[thisisthetrandlation of the German interview guide]

These are the texts which | have identified asvegleand influential in what you did. |
tried to see where and how they interact with yaeings and would like to discuss my
understanding of these interactions with you.

We will review the texts together and | will explao the woman how | see the texts
relating to what she did. | will encourage the wanta elaborate on my understanding,

to disagree, or agree, to clarify, etc.

The following thoughts will guide the discussion:
| recall that you got the text [from this persomysee provider, at this office, etc.] and

you returned it to [this person, this office, etels this accurate?

What do you do after reading this text — would y&ay it has an impact on your
occupations? If so, in what sense? For instances dgrovide you with information that
requires you to do things differently? Does it reguwou to get in touch with other
people, service providers, etc.? Do you have tovielp with the person/the office/the
service provider from whom you received the textie® anyone contact you based on

the responses you gave?

| also identified some texts that did not explicitome to the forefront in the interviews
or participant observations, but from my point agéw these texts were implicitly
influencing your occupations.

| would show the text to the woman and explain hHesw | think the texts
influences/relates to her doings and subsequerstkythe informant to elaborate on my
understanding.

What do you think about the wording of the texts@ fere a lot of technical terms used

in the text? How did you get to know what theseneemean?
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If it is a form to be filled in:

Do you mind if we have a brief look through the sfiens together? Can you tell me
what information is required for you to fill in thform? In order to fill the form in, to you
have to look up some information, can you freelgpmnd to the questions? Is there

anything which you would change in this form? If edat and why?
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Appendix 3: Examples of mind maps
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Appendix 4: Question guide for participant observaions

[thisisthetrandation of the German guide]

[These questions will depend on the occasion whereparticipant observation takes
place; however, the proposed guide will give soniermation about the nature of the
guestions which will be asked.]

| try to exactly recall the sequences of what yaat fid [I would talk out the sequences].
Did | get it the right way?
Would you mind if we take a couple of minutes aod yWiraw a map of how you see the

sequences being related to each other?

Why are you carrying out what you just did in tbrgler?

If you were going to make any chances in the paésvhat you just did, how would

you change it; what would you change?

When doing [what informant just did], is there dngg that is not available to you, but

where you think, it would make it easier if you vMebhave it?

What does coordinating your doings with the doimgssomebody else add to your
doings? In what ways do these interactions fatéijeur doings or complicate them?

Would doing [what informant just did] look differeat another day? What would be

different?

Do you sometimes get a hand in doing [what inforinpast did]? If so, who would do so?

How does it change what you do?
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[Throughout the research process, | as the reseanctay start to draw maps about my
image of the social relations. | would bring theajph with me to the next meeting with
the informant and would show it to and discuss ithwhe respective woman. The

following questions may guide this discussion:]

| started to draw a map on how | see your doingsdinated with each other as well as
with other people based on our previous meetingstlaa time | observed you when you
were engaged in your doings.

What do you think about this map — would you adres it reflects how you do things?
Are there any things you would add or remove?

Is there anything you would have not thought atbat way?

Is there anything you would like to alter in theyweou do things? If so, how would you

like to be the map different than it currently is?
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Appendix 5: Guide for field-journal

[thisisthetrandation of the German guide]

What did the woman do?
With whom did she interact? How did she interadchwathers?

For which purposes did she engage with others?
How did she sequence her work?
Did it happen naturally or did she explicitly orgeaicoordinate it that way?

Did she perform various work simultaneously?

Was there anything that was surprising or unexpetctene?
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Appendix 7: Letter of information and consent form

Information letter for research participants

,Coordinating the occupations of everyday life as a mother
with rheumatoid arthritis (RA) in Austria:
A qualitative study.”

To whom it may concern,

We would like to invite you to participate in a qualitative study with interviews and participant
observations.

Participation in this study is voluntary. You can withdraw your consent to participate in this study at
any point in time without the need to indicate reasons for your withdrawal. Withdrawal from this
study will not have any influence on your further treatment.

Please sign the informed consent letter only
- if you were able to comprehend the nature and process of this study
- if are prepared to agree on participating in this study
- if you are well aware of your rights as participant in this study

For this study, the information letter and the informed consent form, ethical approval was given by
the responsible Research Ethics Boards.

1. What is the background of this study?

Several studies have already been conducted to examine the impact of chronic diseases on the
daily occupations of patients. This study aims to gain better understanding on how your
occupations as a mother with rheumatoid arthritis are shaped by the social and political context in
which you are embedded in. In particular, we are interested in which occupations you perform
where and when in your daily live, in which sequence and with which support. We then want to
examine how your occupations are shaped by social and political Austrian norms and values. For
instance, motherhood, or living with a chronic disease is associated with certain norms and values.
In this study we want to explore whether these norms and values influence your daily occupations.

2. What is the aim and purpose of this study?

The aim of this study is to explicate how mothers with rheumatoid arthritis coordinate their daily
occupations and how these occupations are shaped by the social and political context in which
they are embedded in. For this study, we are looking for women who are diagnosed with
rheumatoid arthritis, aged between 25 and 45, and have a child that has not yet attained age of
consent.
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3.  How will the study be conducted?

In the frame of this study, two interviews and up to four participant observations will take place. The
interviews take place in a quiet room either at the outpatient clinic of the Department of
Rheumatology of the general hospital in Vienna (Floor 6), or if you prefer at your place. Each
interview will last between 1 and at maximum 2 hours. In the first interview you will be asked to talk
about your occupations which you perform on an ordinary day. You then would be asked following
up questions based on the topics which came up in the interview.

In between of the first and second interview up to four participant observations will be conducted
(depending on how much additional information will be required). With your consent further
meetings will be allocated at the end of the first interview. Throughout the participant observations
the participant observer will take notes about how you coordinate your occupations, when and how
you engage with other people, whether you interact with any texts (such as forms and information
letters) and how these texts influence your occupations. Throughout the participant observations
other family members or acquaintances might be present. You are asked at the beginning of each
meeting to consent to the presence of the researcher, as well as other people present will be also
asked for their verbal consent. Throughout the interviews and participant observations you might
refer to or use texts and documents such as forms to be filled in, hospital charts, and various
information letters that would be included into analysis as well. The second interview will be
performed after the participant observations. The texts which became relevant in your daily
occupations will be discussed. The researchers are particularly interested in how the identified
texts bear values and beliefs that are relevant within your social and political context and
subsequently, how these texts impact your daily occupations. Throughout the entire data collection,
the primary researcher keeps a journal of her thoughts and observations that will also become part
of the data set for analysis.

Meetings will be scheduled with the responsible researchers for this study who will also conduct
the interviews and participant observations. The interviews will be audio-taped and transcribed
verbatim. Right from the onset of the taping of the interview all data and also the further analysis
will be saved and treated anonymously. Also the notes taken throughout the participant
observations will be treated anonymously.

The insight gained from your daily occupations will contribute to a better understanding of how your
daily life as a mother and person with rheumatoid arthritis is coordinated by means of various
regulations and interactions with different people. No known risks or harm for you as a research
participant are associated with the study. You can decide where and when you would like to
engage with the researcher and you are encouraged to choose a place and time that is
comfortable for you.

4. What is the time expenditure for this study?

The two interviews will last each approximately 1 to maximum 2 hours. The first interview will take
place at the beginning of the study, the second at the end. In between the two interviews up to four
participant observations will be conducted. The participant observations will last from 2 to
maximum 8 hours (during waking hours). The time and duration of the participant observation will
be arranged according to your preferences. Light refreshments will be provided throughout the
interviews. Overall, the data collection period will ast up to 12 weeks.
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5. Do cost arise due to participation in this study? Is reimbursement for costs available?
Due to participation in this study, no additional costs should arise for you. However, in case the
interviews take place at the Medical University of Vienna, you would become reimbursed your
travel-costs.

6. How will the data collected in this study be used?

The data which will be collected in the frame of this study will be treated confidential. Only the
responsible researchers for this study in Vienna will have access to the confidential data. These
persons are liable to confidentiality. In case of reasonable suspicion of child abuse, the responsible
researchers for this study have to make a report to the responsible authority according to the law (§
54 Arztegesetz).

This study will be published as scientific paper. All findings will be presented in an anonymous
form. You will be informed about the findings of the study, if you would like so. Once data is
collected it will be assigned with an identification code. The master list linking participants’ data to
their identification codes will be stored in a separate locked file cabinet here at the Medical
University of Vienna. For review, analysis and publication data will be translated into English. Data
translated in English will be taken to The University of Western Ontario, Canada for purposes of
analysis, but the master list will remain at the Medical University of Vienna.

Representatives of The University of Western Ontario Health Sciences Research Ethics Board may
contact you or require access to your study-related records to monitor the conduct of the research.
7. Name and availability of responsible researchers for this study

The Medical University of Vienna

Department of Internal Medicine Ill, Division of Rheumatology

Mrs. Birgit Prodinger, PhD Cand., MSc

PD Dr. Mag. Tanja Stamm, PhD, MSc, MBA

Ao. Univ.-Prof. Dr. Klaus Machold, Rheumatologist
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INFORMED CONSENT FORM

,Coordinating the occupations of everyday life as a mother
with rheumatoid arthritis (RA) in Austria:

A qualitative study.”

| have read the letter of information, have had the nature of the study explained to me and | agree
to participate. All questions have been answered to my satisfaction. | received a copy of the

information letter.

All the information related to the study process was comprehensively explained to me in a meeting
with . | was provided with sufficient time to ask questions and

received adequate response.

| agree in participating in this study.

| am aware that this study will be published as a scientific paper. My rights as patient for anonymity

and confidentiality will be warranted.

Participant

Responsible researcher
for the study

Date

Name in print

Signature

(The study participant receives a copy of the signed letter of information and informed consent form; the
original remains with the responsible researchers for this study.)
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