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Abstract

The term OPerson centred caredo 1is
discourse and is commonly employed in the articulation of policy, both at
governmental and professional lev@he concept, as it relates to older
people in residential care, challenges traditional medical anebtesitated
processes and promotes a shift in emphasis to holistic, collaborative,
relationshipbased care environments. While person centred care has
bemme a watchword for good quality of care and quality of life, problems
have been reported in relation to its implementation and sustainability.

There is a lack of research on the social relations that influence the
experience of person centred care. tnsbnal ethnography was chosen to
explore the everyday living routines of older people in residential care and
the organisational practices that influence those routines in three public
residential care facilities in the Republic of Irelafithe study waslivided

into two phases.

The first phase of the study explored the everyday life of these residential
settings and the implementation of person centred care. This involved
interviews with 12 residents, 10 relatives, 13 frontline staff and 11
managers. Odervatiors of the daily routines in neimtimate settings were

also undertaken.

The second phase connected the everyday life of the resident to the
organisational structures of professional practice, human resource
management and regulation. Mapping tbeial relations that influence the

everyday lives of residents allowed the disjuncture between the espoused
principles of person centred care and the organisational policies and

practices to be explored.

XVi
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The findings revealed that while some elementparson centred practice
have been implemented, it is yet to be embedded in organisational practices
in a way that would change the nature of relationships, shared decision

making or meaningful activity between residents, relatives and staff.

These findigs warranthe need for organisational and policy changes that
give primacy to the implementation of person centred care, and rebalance of
power in order to create a level playing field on which to develop

interdependent communities within residential care
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Chapterl: Introduction and Policy Context

Chapter 1: Introduction and Policy Context

1.1 Introduction

The t esomeentbedcea r(RCE&)is used widely in health and social
care discourse and is commonly employed in the articulation of policy, both
at governmental and professional levehe concept, as it relates to older
people in residential care, challenges tiadal medical and tasérientated
processes and promotes a shift in emphasis to holistic, collaborative,

relationshipbased care environments.

While persorcentredcare has become a watchword for good quality of care
and quality of life, problems haveeén reported in relation to its
implementation and sustainabilitiy its broadest sense, this thesis relates to
the implementationof personcentredcare within residential care services

for older people. However, in exploring the policy and professional
discourse and the textual artefacts which shape and represent this system, it
is necessary to look firstly at what happens in the everyday lives of older
people who live in residential care and then make visible the social relations
which order, coordinatand regulate their liveslsing the theoretical lens of
Institutional ethnography and the theory of persmemtred care, and
prompted bbi fruyr coavwre do6 (Srith, SL287, @.upstimee s s 6
thesis explores the interface between the principfgseison centredcare

and the textually mediated institutional practices and power relations that
influence professional accountability, human resource deployment and
decisionmaking in residential care settings. The bifurcated consciousness
relates to my own>gerience of being a healthcare manager immersed in
the professional discourse of residential care while observing and feeling a

very different way of being as the daughter of one such resident.

By using the methodology of Institutional ethnography, ttuelys adopts a

critical stance. However, as the focus is ottitugonal practices rather than
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the motivations or competencies of individuals, its intention is to show how

residents are drawn into social relations that are created externally to them.

As a means of locating this study in the wider context of residential care
policy, this introductory chapter sets out an overview of its historical
underpinnings. It then explores the social construction of residential care
according to evolving beliefs andnerging professional knowledge and
discusses the rationale for its continued presence in the light of alternatives.
Following this, policy concerns and efforts to address these are described.
The Irish context is then discussed, outlining the key policgd an
organisational events and processes that shaped its current construction. The
chapter concludes by setting out the rationale and aims of the study and an
outline of the thesis. Prior to this, the definition of the term residential care
in an Irish contekis explained.

1.1.1 Definition of residential care

In Ireland, the term residential care unit is used interchangeably with terms
such as community nursing unit, geriatric hospital, nursing home or
community hospital reflecting a range of services, sofehich provide
continuing care only, while others provide intermediate care services such
as respite or rehabilitation alongside residential care (Muephal, 2006;

O 0 S heteah 2008). As such, the term definestaucture akin to a Skilled
Nursing Facility in the United States or a Nursing Honmethe United

Kingdom.

1.1.2 The Historical context ofresidentialcare

Residential care, as a social construct to manage dependency in old age, did
not emerge as a carefully designed solution teratggedhealth care needs.
Rather, it evolved historically from social institutions often designed for
specific problems at particular times in histérpften with very different
intentions (Dobso2001; Kane2010). The institutions that we are familiar

with today had their genesis in a separatist policy based on deviancy from

accepted norms in the Tt ent ur y wnhde detormedhbeggals,

2
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witches and flagrantly immoral were housed in asyfums( Bal dwi n and

Capstick2007, p 306).

The Relief of the PooAct in England in 1601 is regarded as the foundation

of the poor law system in the United Kingdom, soon to be followed by
Ireland, where children, the aged, infirm and destitute were consigned to
Ohouses of calr9r8erc t i1 OdsSHk).mondserd KL862) in

his seminal work on resideal care in the United KingdomThe Last
Resort argues that this model was a necessary ingredient of emergent
capitalism brought about by new definitions of the rights to private property
and the need to establisbmpliant workforces. This house of correction or
workhouse model was designed to make conditions so unpleasant that only
the neediest would present themselves there, creating a residual or default
positioni a place of last resorWWhile workhouses wereon originally
intended as places for the ill, they attracted many whose illness or infirmity
forced them into poverty to apitalextent
wi ngso ( Me ®vestime, 29 8cdnpmic and social conditions
improved, workhousesvere stratified according to social groups such as
children, the mentally ill, the old and infirm, and forms of patronage such as
charitable institutions wer 8995.&pl aced
recent years, many countries have moved awamy fdirect provision of
residential care to the adoption of a quasirket model, funded through
taxation or social insurance models. Populated bypfofit and notfor-

profit agencies, a mixed economy of services is provided (Leichsenring
2003; Le Grang2003; Pavolini and Ranc2008).

More recently, policy makers have considered more flexible forms of
funding where residential care is increasingly considered as one element of
a mix of longterm care strategies together with informal and formal
homecareand alternative housing options. Combining monetary transfers to
families with the provision of ukind services, the establishment of
competitive social care markets, empowerment of users through increased
purchasing power and fostering caiging throudn family networks, have

all been developed as policy initiatives which impact on the provision of

3
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care, including residential care (Pavolini and Rag008; OECD 2011).
The following section discusses the evolution of models of practice in line
with prewiling beliefs and professional discourse, commencing with
custodial models and culminating in the emergence of persotredcare

as a prevailing model.

1.1.3 Theories of practice inresidential care

Residential care originally adopted a nihilistic anstodial care approach
that focused on washing, dressing, feeding and elimination (GuhtReqT;
Wilcocks, Peace and Kellaherl987). The following excerpt from
interviews with geriatricians employed during the Second World War

reveals the prevailing iddogy at that time:

They shoved me in charge of wha't t hey
wards. These were mostly fairly elderly people, not always, because

some had MS and were younger. But they were people about whom

they saiqo We can do no emo,r es hfeobrs hjiumts torgoht t
here unt {Intervisweecodl ircCy@t al, 1998 p. 120).

As standards of physical care improved, the biomedical model became a

more dominant theory of practice (Oggal, 1998). This model is said to

have its omgins in the philosophical concept of the mimoldy split.

Descartes presented this concept as the Cartesian duality which suggests

that the body is comprised of independent parts portraying the body as a

machine or container, the component parts of whiah be inspected

individually to determine the nature of their function (Koch and Webb

1996). Continuing with this mechanistic metaphor, bodies can be entered

and repaired and the individual as a person fades into the background as the

component part becas the focus for action. Koch and Webb (1996) argue

that this mechanistic view of the body h
and tear 6 in which, over ti me, t he body
attitudes amongst health professionals who may comgrilpathology

unnecessarily to the ageing process (Baltes and B2888; Thomas2004;

Ronch 2004; Baltest al, 2005).
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Critics suggest that the biomedical approach creates a narrow pathological

focus on parts of the body as opposed to the wholeopdeading to

dehumanising and routinised care for those with health and personal care

needs (Nolan1995; Koch and Wehb1996; Binnie and Titchen1999;

Flesner 2009). Nolanet al. (2006) argue that this contributes to the low

status of residential camithin the healthcare arena and the creation of

impoverished environments that have a negative effect on both residents and

staff. The biomedical approach has also been criticised for pathologising

conditions that were heretofore accepted as a normalopageing. The

medicalisation of dementia is well documented in the literature where, it is

argued, senility was an accepted part of life and absorbed within family

routines (Kitwood 1997). Following medical enquiry, it is argued, dementia

became reconstrc t ed as a O0di seased for which th
be d6émanagedd through me-driented regiment er vent i
(Kitwood, 1997; Stirling 2010).

While the biomedical model has had its critics it has also made significant

contributions tohealthcare and considerable advances in addressing the
6geriatric giantsé of dementia, falls ani
these and other agelated health conditions (Oggt al, 1998; Vincent

2003; Kaufman, Shim and Rus2004;Phillips, 2010 ; O 0 1). latk

of attention to clinical aspects of care hastlednalnutrition, high incidents

of pressure so2006Famid201f3)al | s ( O6 Nei I |

Getting the balance right between biomedical and more humanistic models

has been seen tela problem and an ovéycus on health issues has been
criticized for perpetuating what Ronch
model 6 where the focus i s on charting
measuring inevitable decline using rating scales devisdzehchmark the

functional capacity of older people against that of younger adults (Digmond

1992; Ronch2004; Thomas2004).

In response to criticisms of the biomedical model in residential care, bio

psychosocial models and a focus on more individiialcare emerged with

5
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a focus on quality of life as well as quality of care (Murgtyal., 2006).
Increasingly, a persocentredor relationshipcentredapproach that focuses

on maintaining personhood, relationships, autonomy, and creating positive
social environments as a means of improving quality of life in residential
care settings has been promoted (Kitw0dd97; Nolanet al., 2006;
McCormack and McCan¢2010; Owens and Meyer2012; Rosviket al,
2013). Such models are seen to represent a morarisitic approach to
supporting older people and staff to create nurturing and mutually
supportive environments (Ronck004; Thomas2004; Edmonson and Von
Kondratowitz 2009).

1.1.4 Rationale for residential care

This section considers the rationale ammhtinued presence of residential
care as a social institution in the light of improving health technologies,
emerging alternatives and funding structures (Pavolini and Ra068;
Walsh and Callan2010; Shurgarman and Wittinhil2011; Bloom, Sulick
andHensen2011; Bowerst al, 2011) and the rejection of this communal
living model by other social groups such as disabled younger people or
those with mental health problems (Alakes@010; Kane 2010; Stirling
2011). Much has been written about thegative aspects of residential care
which is often depicted as inhumane and depersonalising both for staff and
residents (Henryl972;Willcocks, Peace and Kelter, 1987; Kayser Jones
1990; Shavinsky 1991; Diamond 1992; Gubrium 1997; Thomas 2004).

Many images are depictions of frailty and despair, loneliness and destitution

and

Above all else, a profound sense of loss, a loss not only of things but
of who and what we aréAgich, 2003 p. 2)

Inquiry into what older people want tells us that very fewshwio be
admitted to residential care and that they would rather be looked after by
relatives or at least within their own homes (Wils@000; Garavaret al.,

2001; TellisNayak 2007).Loss of autonomy and choice, loss of home and
disconnection from farties and friends are cited as key reasons why older

people do not wish to move to a residential care setting (NCR&DEH).

6
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Yet, others argue that for some older people the move to residential care,
particularly if it was a seléelected choice, can bepasitive one where
unwanted responsibility, isolation or ill health have impacted on their
quality of life (Wilson 2000; Bowerset al, 2011). Some authors have
argued that the fundamental problem is that residential care lacks a coherent
rationale and threfore adopts a residual position of last resort when all
other options are exhaust§dillcocks, Peace and Kellahet987; Kane
2010). This residual stance has been adopted as policy in Ireland where the

aim is to support people to remain at home and:

To provide a high quality of hospital and residential care for older
people when they can no longer be maintained in dignity and
independence at hom@&uddleet al., 1997 p. 3)

Kane (2006) suggests that in the light of higher expectations, changing
envionments and new health technologies, residential care requires more

than a residual stance if it is to survive. Some of the proponents of person

centredcare ideology suggest that some forms of communal living have the

potential to support people to remaacially included and to achieve self

actualisation through supporting mutually nurturing relationships and the

provision of lifeaffirming and inclusive human habitats (Thomag04;

Ronch 2004; Brownie and Horstmansh@012). Others disagree with this

contending that such models represent a mere tinkering with a model that

has an inauspicious genealogy and is fundamentally broken. These authors

argue that until the totalising practices of providing combined health care

and housing and services (debcd d by Gof f man (1961) a
institutionso), are separated, the segre
class of otherness cast to the margins of society will persist (Sd:2@f:

Kaneg 2010;Stirling, 2010).

Kane (2005) also points to the domimee of the construction of residential

care as taken for granted and notes that other constructions are depicted as

0 al t er deapita thisisadspicious genealogy. He and others point to

the fact that the burden of proof has been on these alternatives 6 pr ov e 6
their effectivenessyhile traditional modelsi.e. taskorientated medically
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driven models have no such requirement (Ronck004; Edvardsson,
Winblad and Sandmar2008; Stirling 2010; Love and Pinkowit22013).
Ronch (2004) suggests that tleason for this is that existing organisational
structures such as funding and regulatory processes have followed this

model making iimuch more difficult to change.

1.2 Policy concerns with residential care

There are ongoing concerns about qualitydence of abuse of residents
and impoverished environments in residential care (OEXDD5; Nolanet

al., 2006; Warters2011). Poor care practices and the low value placed on
the predominantly female care workforce (Diamoa892; Foner 1994;
HarringtonMeyer, 2000; OECD 2011) are cited as causes of poor quality,
as are a lack of investment in training and poor clinical leadership (Stone
2001; Nolanet al, 2006). This orgoing concern in respect of quality has
been met by various policy responses raggirom greater regulation
(LeGrand 2003; Braithwaite2008; NESC2012) and quality improvement
initiatives (Owens and MeyeR012). The following section outlines these

responses in more detail.

1.2.1 Regulation

One policy response to increased consexhout quality in nursing homes
has been an increase in regulation. The increase in-iaakets in many
developed countries has led to an associated increasesgulation
(LeGrand, 2003; Braithaite 2008) where reimbursement and financial
viability is connected to regulatory compliance (DOHED09a; Colon
Emeric et al, 2010). Regulation as a tool of quality improvement is
controversial, on the one hand praised for improving the quality of care
while also criticized for an ovdbcus on structure andqresses as opposed

to outcomes (Braithwaite and Braithwait995; Du Moulinet al, 2010).
Positive outcomes of regulation in residential care for older people include a
reduction on the use of restraint and the inappropriate use of psychotropic
drugs, ad improvements in the management of incontinence and infection

(ColonEmericet al, 2010). However, negative outcomes such as an over

8
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focus on protection and safety to the detriment of quality of life issues and
reduced job satisfaction have been rembitimstitute of Medicing2001;
LeGrand 2003; ColorREmericet al, 2010). Regulatory systems can rely on
deterrence, quality Improvement, and forms of regulation based on
outcomes (Angelellet al., 2003). Deterrence models aim to remove amoral
or incompé¢ent operators from the system, through sanctions. This is
generally mandated through legislation which allows the removal of
individuals in leadership roles, revocation of registration, or closure of
facilities (DOHG 2009b). Alongside such sanctions, palreporting of
guality information such as the publishing of inspection reports on the
internet is seen to act as a deterrent to providers mindful and reliant on their
reputation to stay in business. It is argued that the deterrence model has not
improved quality andis seen to drive an adversarial relationship between
providers and regulators (Angeledt al, 2003), It has also been criticised

in terms of the cost of regulatidnin the absence of hard evidence of its
efficacy 1 and for assuming thathé¢ public have a sufficient level of
knowledge about what constitutes good quality care (Troyer and Thompson
2004).

A quality improvement model on the other hand, suggests that regulators
work with providers to improve quality. But again there have been
criticisms that such a model may not be rigorous enough and can lead to
collusion between inspectors and providers. Here in Ireland the regulatory
process led by the Health Boards that was in place prior to the introduction
of the Health Information and @iity Authority (HIQA) was criticised for a

lack of independence and separation of commissioning and regulatory duties
( O6 N 2008).1Such a model also assumes a more intensive relationship

between regulator and provider than currently exists (N28C).

An outcomes focus is considered essential in contemporary evidbased
regulation. Here, it is argued, the focus of regulation is on the actual purpose
of the service rather than the methods and processes that are used to achieve
that purpose. Rathaghan producing a highly controlled regulatory system

which has been criticized for reducing autonomy amongst professionals,

9
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broader, less prescriptive standards that allow interpretation by professionals
and inspectors are produced, which Braithwaite Bnaithwaite (1995)

suggest lead to a better regulatory process.

The term O6responsive regulationd has
regulatoryfocused options that create a more balanced system of
enforcement and persuasion, seljulation and contimaus improvement

strategies (Braithwaite2005: NESC 2012). Morerecently, the concept of

0 s maregulétion has been introduced whereby continuous quality
improvement can be brought about by a broader coalition of actors such as
advocacy groups and othamongovernmental groups and increasing

involvement of service users (NESZD12).

1.2.2 Quality initiatives

Large scale quality initiatives such

Cared campaigns i n t he Uncountepnide Ki ngdom

regponses to the concerns relating to quality of care wsitificant

investment in training and research aimed at improving practice. In the

United States the concept of persoentredcare has emerged from the

Culture Change movement which focuses on imioig resident autonomy

and choice, more homely environments, consistent staffing assignments and
greater empowerment of staff (Kore@010; Hill et al, 2011). The

Wellspring model, which aimed to improve the quality of clinical care and

create better workg environments, was one of the early models of culture

change (Stoneet al , 2000) . Dr William Thomas
Al ternatived based on the belief that
enhanced through meaningful relationships, reciprocityl @&nhanced
environments involving plants, animals and children. The associated Green
House concept whi ch advocates smal |
environmentsaims to counteract the medica&ds environments of the

traditional nursing home (Thom&z004).
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Smaltscale living has been a feature of residential care in some European
countries for some time and has become stated national policy in some
countries in terms of infrastructural developmeiit Boekhorst 2009;
DeRooij 2012; Morgan Brown2013). Stdlies tracking these models have
shown improvements in quality of life and better engagement between staff
and residents, but largeale comparative evidence has as yet to be realised,
largely due to the inconsistencies of models or resident populatiameékK

al., 2007; Rahman and Schnel2008; Hill et al, 2011; Brownie and
Nancarrow, 2013).

1.2.3 Section summary

The above section outlined the evolution of residential care from
workhouses to its reconstruction as a response to the health and aoxial ¢
needs of older people. The changing models of care aligned to prevailing
cultural beliefs and advancements in science have led to the development of
biomedical models which are seen to have advantages and disadvantages.
On the one hand, such models @éagreatly improved heretofore poor
standards of physical care, and on the other, they have been criticised for
reinforcing systems that have a narrow focus on the aged body. More recent
models promote a persarentredapproach with associated attention on
maintaining personhood and autonomy and creating positive relationships

and environments.

The ambiguous rationale of residential care was discussed pointing to its
residual position as a place of last resort highlighting the arguments of some
authors whoquery its ongoing relevance in the light of alternatives.
Ongoing concerns about the quality of residential care and policy responses
were outlined along with an overview of the responses of regulation and
quality improvement initiatives.The following setion outlines the
evolution of the public residential care system in Ireland through policy
development and the legislative and organisational changes that have

influenced its initial growth and subsequent decline.

11
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1.3 Irish historical context

Adopting tle United Kingdom workhouse modeth e f i r st Ohouse

i ndustryo was er e gintted700snfolldvadive smiledt .
ones in Cork. Widespread buildingromenced in the 1830s and 1840s,
with each county having its own workhousgevere overawding and
inadequate resources led to poor conditions, harsh regimes and high
mortality rates. In time, classification systems to separate the old and infirm
from children and those described as deviants were proposed but
implementation of legislation tadrive this was slow (Burke 1987;

O 06 Co nlegd):

A Poor Relief Act in 1862 saw the introduction of nurses to the system
heralding a shift towards a care system, but, despite this, the shame and
stigmatisation of individuals in need of support remaineithiw Irish
culture long after their reclassification as healthcare facilities (Hodgins and
Greve 2004).

Over time, as economic and social conditions improved, buildings were

stratified into acute hospitals and

children, t he mentally i 11 ,, 1985n d t
Barrington 1997). The workhouse system was gradually phased out and in
the case of the elderly and infirm, was replaced by county homes as
recommended by the Commission of Poor Religf9@7. Thirty three of the
existing workhouses were reclassified and upgraded to become county
homes and were managed by local health committees within the local
authority structure, chaired by the county physiciBntime, the system
evolved as the Hogpails Commission of 1933 recommended the
development of welfare homes and district hospitals to cater for the more
dependent elderlyln 1951 a white paper on the reconstruction and
improvement of county homes, later to be known as geriatric hospitals, was
published recommending their continuation and the building of additional
facilities resulting in an additional 2000 beds being brought into the system
(Warters 2011)
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Since then, the development and shape of residential care services has been
recorded invarious policy documents as discussed below where it is
considered an accepted organisational reality and the focus has been on the
provision of beds, the size of institutions, their role in local communities,
funding mechanisms and quality standards (Redl997; Murphyet al,

206 Warters, 2011; O6Dywer, 2012).

1.3.1 Care of the Aged Report 1968

A major policy document on the needs of the elderly was published in 1968
focusing on the improvement and expansion of services, signalling a shift in
emphas to community care. The report also attempted to stratify various
aspects of residential care based on dependency levels and marked a change
in emphasis from custodial care to assessment and rehabilitation, and the
development of two models of residehttare, namely welfare homes and
long-stay hospitals. The welfare home model proposed small and homely

facilities where medical and nursing care was to be provided by the

resident 6s GP and Public Health Nurse.

expansionbefore a decline as community services expanded and the
demand for residential care for social reasons reduced (Reddle 1997).
Long-stay hospitals were to be confined to patients who were mentally ill,
confused or disturbed, were incontinent or evéedfast and in need of
continuous nursing care. These lestgy hospitals were also to provide
active rehabilitation and treatment over longer periods. For this reason, and
concern about the ability to recruit nursing staff, it was recommended that
they should be adjacent if possible to general hospitals and should have a
high ratio of nursesCare of the Aged Repat968.

1.3.2 Theyearsaheadi A policy for the elderly 1988

The 1968 report provided policy guidance for twenty years and its successor
0The years ahead A pol i cy f ¢(DOH, 198& buik dbndte key y 6
principles. Its overarching goal was to support older people to remain in

their own homes. In relation to residential care the focus of the strategy was

13
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on the structural and organigatal elements such asproving assessment
prior to admission, increasing throughput, reducing the size of facilities and
increasing the range of services that the residential care unit provided for the

wider community.

This document remained the key ijggldocument in relation to ageing for
over 25 years although implementation was slow and inconsistent across the
country (Ruddleet al, 1997). Brms such as persocentrechess and
participation were not in vogue at that time and there is little evideiite
resident as an individual or their voice in policy narrative of the time
(Murphy et al, 2006). However, concern for quality was raised and
recommendations were made in respect of inspedaiforesidential care

facilities.

1.3.3 National healthcare policies

Il rel andds firSharpiemd tda Iseiatradudedgfgrr, fOut ur ed
the first time the concept of social gain and quality of life (DQ@®B4). The
second health strategQuality and Fairness a health system for you
(DOHC, 2001) identiied specific objectives such as the expansion of the
social services inspectorate to include latgy facilities for older people

and the disabled. It also proposed a financing framework for funding
residential care and a standardised approach to depgndssessment and

the payment of subventions. The concept of care planning was introduced
with the notion of identified key workers, although the emphasis was on
older people at risk of entering lotgrm care. The concept of involving
consumers in theicare was introduced and, as a result, regional forums for
older people were established. Mangan (2002) notes that this system made
no provision for representing the rights of older people who lived in
residential care settings. In response to this, thealiguAuthority (2002)

made recommendations as to how policy makers should adjust their
consultation processes to include the voice of residents, undertake age
awareness training for policy makers, support networking between older

per sonsd o ddexaop aletacyservicesa n

14
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A more recent national framewoik Healthy Ireland A Framework for
ImprovedHealth and Well Being 20130257 has been published which
provides an overarching framework to shape health services promoting
goals of a) increasgqithe proportion of people who are healthy at all stages

of life, b) reducing health inequalities, c) health protection and participation.

1.3.4 Positive ageing strategy

In 2013, the Government launched a new nati®usitive Ageing Strategy
(Gov. of Irdand, 2013) that provides an overarching framework for future
policy development. Underpinned by the World Health Organisathii()

Active Ageing Policy framewo(R002), its mission statement is as follows:

Ireland will be a society for all that celebed and prepares properly

for individual and population ageing. It will enable and support all
ages and older people to enjoy physical and mental health and well
being to their full potenti al. It
engagement in econoenisocial, cultural, community and family life

and foster better solidarity between generations. It will be a society in
which the equality, independence, participation, care -feéfifment

and dignity of older people are pursued at all tin(gs 3)

The strategy sees a move away from a primary focus on health and social
services as was the case of previous policy documents locating older people
in the wider context of communities and intergenerational social relations.
Participation and the language adats and preferences are used liberally.
There is little reference to residential care except to note the capacity for
efficiency improvement given the number of residents who have been
categorised as hawg medium and low dependency @2) and a goal to
make it more affordable

1.3.5 National Dementia Strategy

The Department of Health is currently developing a National Dementia
Strategy informed by a research revi€reating Excellence in Dementia
Care( Cahi | |, 06 s20E)pandaanpdblicRconkation process
(DOHC, 2012).
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1.3.6 Personcentredcare as a policy objective

The t er rentbedcearr0Q)is used frequently in Irish health and

social care policy documents. Public bodies such as the Department of

Health and Children, the Healtlservice Executive and the Health

Information and Quality Authority use the term in policy statements,

guidance documents and in descriptions of services (HEPA9; DOHC

2011). The Department of HeaRFutulrds most
Health; A Strategic Framework for Reform of the Health Services 2012

2015 (DOHC 2012 p. 38) outlines its direction stating that health services

should:

focus on the rights and dignity of the person concerned with care
guided by lhe persons own views and wishes

havea strengths based approach tedgeassessment

have individual care plans with a focus on personal goals and
outcomes and

shift towards service provision in the community which includes

natural supports.

Through the combination of tHeositive Ageing Sategy(2013) and~uture

Health (2012) the policy underpinning for a persoentredcare approach

has been stated. However, there are several other organisational factors
which have impacted on the provision of persmmtredcare in public

residential carservices which will now be discussed.

1.4 The impact of organisational changes on public residential

care provision

The landscape of residential care services has been underpinned by some
major organisational, legislative and regulatory changes which hala ha
marked impact on public sector provision including its location within a
biomedical frame, changes in the distribution of services between the public

and private sector, and the introduction of regulation.
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1.4.1. The establishment of Health Boards

A major restructuring of Local Government in 1970 saw the separation of

health and social services from local authorities and the development of

regional Health Boards established through the Health Act (Government of

Ireland 1970) (Carruther2004). Hugmar{1991) notes that how residential

care services are organised varies in ideology and organisation from country

to country with some countries adopting
a strong bio medical emphasis. The Irish residential care servicenbeca

firmly ensconced within the health system located within the newly

established Health Boards in a programme known as the Special Hospitals
Programme alongside psychiatric institutions (Carruth@®@04). The

environmental design of geriatric hospitalsrnored the design of acute
hospitals with nursesé6é stations, wards w
partitions for ease of surveillance and communal day rooms. Hospital

practices also transferred with hierarchical management structures,

handover reprts between shifts and daily drug rounbls2001 this Health

Board system was replaced with the Health Service Executive, a centralised

system developed tetreamline what was seen as @rerly bureaucratic

system influenced by local political systemsdBnan 2003).

1.4.2 The emergence of th@rivate sector

The history of the Private Nursing Home Sector can be traced from its initial
cottage industry status through to its current dominance of the residential
care sector.In the 1988 approximately 17%of residential care was
provided by the private sector with 22% provided by voluntary providers
who were in the main religious orders and 60% by the public sector. A
combination of legislation and tax incentives played a significant part in the
growth of te private sectorFirstly, the Health (1970) Act and theHealth
(Nursing Homes) Act990 made provision for the payment of means tested
subventions. Secondly, the introduction ofaa relief scheme in 1998 for

the construction of Private Nursing HomesCADP, 2000) saw a rapid

increase in the number of private sector places availdslea result the
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overall percentage share of private residential care provision rose to over
60%( O6 Shea, 2002).

1.4.3 The introduction of regulation to Irish residential care services.

The first piece of regulatory legislationfhe Health Act (Homes for
IncapacitatedPersons) 1964 and its subsequent regulations targeted the
developing private sector exempting public and voluntary sector facilities.
The Health Act (Nursing Hoes)1990 brought the voluntary sector into the
regulatory process but the public sector remained exempt (Warters
2011).Concerns about the quality in nursing homes continued and a
voluntary code of practice was published by the Department of Health and
Children in an effort to improve quality (DOH@995). However, concerns
about quality continue(Ruddleet al.,1997; NCAOR 2000; Murphyet al,
2006). The National Council on Ageing and Older People, amongst others,
called for an independent inspectorptecess, similar to that which already
existed for childrendés services through
would regulate all residential care settings, public, private and voluntary
(Murphyet al, 2006).

1.4.4 The establishment of the Health mformation and Quality
Authority (HIQA)

The extension of the powers of the social services inspectorate to include all
Residential Care Settings was influenced to a large degree by the media
exposeé of Leas Cross, a private nursing home where poor stanflaats

were revealed through an undercover investigation. The fallout from the
subsequent television programme was a huge public outcry and questions
about the impartiality of the Health Board inspection procgisgn that it

was also the purchaseradldl s i n Leas,2@6)oDemands @6 Ne i | |
a new independent inspectorate came from advocacy groups and
professional bodies and the Health Board involved commissioned a
geriatrician, Professor Des OO6Neil |, t o
deathsof residents in the nursing home. The findings revealed many

shortcomings in the standards of care despite a regulatory process being in
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place. A further investigation established by the government under the

Commission of Investigations A¢2004) highlighed poor standards in

pressure wound prevention and management, poor management of

continence, poor leadership and management of staff, poor assessment of
residentsd care needs and gaps in servic
criticised the Health Boarcesponse to complaints and concerns about poor

care (0OMDONOVanN

A new regulatory framework was established by government and brought
the public sector into the system of regulation for the first time.Héath

Act (2007 provided the mandate fdhe permanent establishment of the
Health Information and Quality Authority (HIQA), (an interim authority had
beenin place since 2005) and a transfer of the social services inspectorate to
this authority. This authority now had the power to register,ecsand
monitor all residential care settings, public, private and voluntary. A multi
agency working group was established to develop the national standards for
Residenti al C a r e2013)eBxtensivegcsnsulfatasDuerng e r
undertaken with subsegqat publishing of the standards in March 2009. The
32 standards cover a broad range of quality of care and quality of life issues
including citizenship rights, protection from abuse, health and social care
needs, quality of life and governance describetherDepartment of Health
Website as follows:

The continued objective is to protect the vulnerable and weak and
these standards are consistent with government policy, principles and
legislation. The standards acknowledge the unique and complex needs
of theindividual person at the centre of care, and set a bar for service
providers to deliver a persecentred and comprehensive service that
promotes health, webbeing and quality of lifeq(DOHC, 2009d)

The HIQA standards were launched by the Minister forltHeia March
2009. However, the governing legislation, thealth Act 2007 (Registration

of Designated Centres) Regulatigi2®09b) andrhe Health Act 2007 (Care
and Welfare of Residents in Designated Centres for Older People)
Regulations(2009c) did not eame into law until June of that year. In
legislative terms, the Health Act is considered the primary text from which
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the secondary texts of the Health Act 20@Registration of Designated

Centres) Regulations 20G$hd The Health Act 200fCare and Welfaref

Residents in Designated Centres for Older Peoges derived. The

regulations underpin the HIQA standards but have legal dominance over

t hem. I n ot her words, the inspectorsé w
regulations rather than the standards.

Table 1.1  Hierarchy of regulatory texts

Boss/Primary Text

Health Act 2007 (Care and Welfare
Regulations of Residentsin Desgnated
Centresfor Older People) 2009 and
2010

Secondary Text

National Quality Standardsfor
Residential CareSerttingsfor Older
People inlreland

When set side by side, there are differences in what is explicitly stated
within the regulations and what is written in the more detailed standards.
For example, lere are a number of referencesativocacy in the HIQA

standards

The contact details of organisations providing advocacy services are
included on the residents guid&tandard 1.1)

The resident is facilitated to access and advocate/advocacy service
when making decisions relating to consent to treatmentaoe
necessary and in accordance with his/her wisfésndard 3.5. 16)

However, advocacy is not referred to within the Care and Welfare
Regulations at all. As such, providers (in this case the HSE) are not
legislatively required to provide or arram@ccess to such servicasterms

of participation and decisiormaking, the HIQA standards explicitly
advocate the participation of residents and as the second of all standards

affords this a textual priority:
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Each residentos r i g hattigpatianoin tlkeonsul t at i o1
organisation of the residential care setting, and his/her life within it,
are reflected in all policies and practicgStandard, p. 15)

Below are several subsections which underpin this:

2.3 The resident contributes ideas to and tpapates in the dayo-
day activities of the residential care setting

2.4 The person in charge facilitates the establishment of dmirse

residentsdo group for feedback, consul t e
matters affecting the residents. At least onenimated person acts as

an advocate for people with dementia/cognitive impairment. Issues

rai sed by the resident so representativ
responded to and recorded, including the actions taken in response to

issues raised

2.5Feedback is d@ovely sought from the resident on angoing basis

on the services provided. The residential care setting clearly
demonstrates how the i mpact of t he re
reviews and future planningp. 15)

Within the Care and Welfare regulationarticipatory rights are less

defined. The provider is directed to make:

Arrangements to facilitate, in so far as is reasonably practicable,
consultation and participation in the organisation of the designated
centre.(DOHC 2009¢p. 6)

The regulations ipose a duty on the provider to facilitate arrangements for
participationin so far as is practicabldut does not make explicit what
those arrangements should be. In this way the absence of Resfldius
Groups or other forms of participation do notnstitute a breach of
regulationsWhat the provider must comply with are tlegulations and the

sub articles which express the regulatory requirement in greater déiil.
detailed criteria outlined in the standards proposing ways of meeting the
standard are not mandatory. In this way, certain elements are enshrined in
law and can be used as evidence in the removal of registration or other
censure, while other elements are not. While the dominant iteixés the

Care and Welfare Regulations Acts may rot be expected to repeat
verbatim the standards, drawing attention to what is omitted provides some

clues as to what muste prioritised by the inspector when undertaking the
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legally defined inspection process and what constitutes er vi c e
i mpr ov & rmadesserdconstruct in the legislative hierarchry. 2012

HIQA produced a review of its findings from the first fifteen months of its
operation (Pillinger2012). It noted that in this first cycle of inspections that

it was focused on ensuring that basicstures and systems were in place in
terms of safety and a good quality of life. The repmtcluded that the
experience of the initial 705 inspections were generally positive while
acknowledging challenges particularly in respect tbé public sector
engagement with this type of regulation for the first time. Physical
environment, risk management, general welfare and protection, training and
staff devel opment , residentsd rights anit
identified as the key areas where breaste® found (Pillinger2012).

The introduction of regulation and standards was widely welcomed as a
solution to improving the quality of residential care services (NEBT2).

The model of regulation has itself been subject to consideration by the
independent policy advisory agency, the National Economic and Social
Council (NESC) which proposes a more flexible and responsive system of
regulation based on a continuum whereby providers who have demonstrable
quality services are subject to less stringenpeéegtion processes while
strengthening the processes of censure for those thaitdoeet acceptable

standards.

1.4.5 The Nursing Homes Support Scheme

In 2009, a new funding scheme, called the Nursing Home Support Scheme
(NHSS) for residential care, wasopluced by the Department of Health,
removing a funding anomaly between public and private residential care
settings, introducing more choice for consumers and securing the position of
private operators as independent nursing home providers within a quasi
market system (DOHC009a;Pierce, Fitzgerald and Timone2010. The
combination of tax incentives and the Nursing Homes Support Scheme has

led to a reversal of the positions of public and private provision with the

22



Chapterl: Introduction and Policy Context

private sector now providing appilaxately 75% of all residential care
(HSE, 2013a).

1.4.6 The decline in public sector places

On the 31.12.2012 there were 129 public facilities in the HSE providing
7377 places, of which 5476 are designated for long term care for older
people. The remainind901 places provide a range of supports, which
include a combination of rehabilitation, rapid access, complex discharges
and respite support for patients living in the community together with level
2 Palliative Care beds, and a small number of individuaider 65

0 y oRetwgen 2009 andn201@ ¢hé husnbers i ¢ k 6 .

of public sector places has reduced from 10142 to 7377. This decline

described as
illustrates the speed at which places are closisgmewhat similar to the
rapid decline of public provisn in the United Kingdom between 2000 and

2004 (Pavolini and Ranc2008).

Table 1.2 outlineghe position between 2009 and 2012.

Table 1.2  Number of places/beds in public facilities
Year No. of Long Stay Beds | No. of Short Stay Beds| Total
31.12.2008 | 8111 2031 10142
31.12.2009 | 7850 2090 9940
31.12.2010 | 6681 1973 8654
31.12.2011 | 5916 2037 7953
31.12.2012 | 5476 1901 7377

In recent times there have been concerns about the future viability of public
residential care (Culler2013), in part due to theadline in overall numbers,

as outlined above, but also due to an inability to meet regulatory standards
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in terms of physical infrastructure and a higher cost of care than the private

sector. These will now be discussed.

1.4.7 Physical infrastructure

Many of the existing public residential care buildings are unable to meet the
standards redued by the HIQA (Standard 25,. p43) without major
investment or replacement (HSE report 2007published). Facilities vary

in age and type from those that were oy workhouses and fever
hospitals through to county homes and geriatric hospitals built in mid
twentieth century to a small number of more recesilylt community
nursing units. TheHealth Service Executivevas given a time frame by
HIQA to upgrade itdacilities to meet the standards. However, a national
financial crisis severely curtailed a fasick building programme to replace
outdated facilities and create additional facilities (HS38D7).

1.4.8 Cost of care

The cost of care in public resideadticare is higher than that in the private
sector HSE, 20133 largely due to a higher number of registered nurses
when compared to the private sectbine skill mix ratio between nurses and
care staff is approximately 45% nursing 55% care staff (H&RR2), in
contrast to the private sector where ratios of 30% Nursing 70% care staff are
the norm. The ratio of nurses to residents ranges from 1:2 to 1:2.5 in public
facilities while in the private sector it ranges from 1:4.7 to 1:6.5 (Mugthy

al., 2006). Tlere is some dispute as to whether the higher level of nursing in
public units is warranteddccording to the HSE website, the public facilities
have a proportionally higher share of residents who have been categorized
as maximum dependency. However, othemiggest that these
categorisations do not entirely explain the differences in staffing levels
(Murphyet al,, 2006; Wren2009;HSE, 20133.

1.4.9 Staff by category

There are approximately 7553 nursing and care staff (nursing and other
patient care), 374llied health care staff and 119 medical staff in tokake
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remai nder are descr i ®HA/) carsistidggnainye r a | supp

of catering, cleaning or porteg staff, and management (524).

Table 1.3  Whole Time Equivalent by Staff Groups June2013

Staff Group WTE
Nurse 3999
General Support Staff 1077
Other patient Care 3553
Allied Health Professional 374
Medical 119
Management and admin 524
Total 9847

As in most countries, the workforce in public residential care in Ireland is
overwhémingly female (Foner1994; Stong2001). The current nursing
staffing structure emerged from the Commission on Nursing (Cat@9B)

which introduced a system of nurse management grades and proposed the
up-skilling of care staff to undertake some nogstasks under supervision.

A review in 2006 revealed varied levels of implementation across the
country (HSE 2006)

1.4.10 Public sector moratorium

As a response to Irelanddés financi al cr i
put in place allowing for onl{imited replacement of staff in essential areas.

A recent report shows a reduction of approximately 1000 istaésidential

care from 2009although no national data is available in relation to how

many of these positionsere replaced by agency st@ffSE, 2013a)
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Table 1.4 Whole Time Equivalent Staff Reduction from
December2009 to Jure 2013

WTE Dec Dec Dec Dec Jun
2009 2010 | 2011 | 2012 | 2013

Medical/dental 128 136 122 120 119
Nursing 4319 4120 3881 | 4061 3999
Health and social 373 356 351 390 374
care professionals

Management/admin | 578 580 527 532 524
General support staf] 1378 1238 1121 | 1103 1077
Other patient care | 1378 1238 1121 | 1103 3752
Total 10947 | 10464 | 9848 | 10001 | 9847

1.4.11 The introduction of Person Centred Care pactice in public

residential care services

In 2005, the National Council for the Professional Development of Nursing
and Midwifery funded a twayear practice development pilot project to
introduce the principles of persaentredcare to Irish Public Residential
Care Units (Dewng et al, 2007). This study focused on practice
development of staff and did not report on outcomes for residéhts.
participants reported better team working amongst nurses, being freer in
their work, less rotation of staff, improved setinfidence ad awareness,
knowing the residents better, and better transitions into care. Barriers
included issues of hierarchical power and lack of clarity of roles in team
nursing.This was followed by a national twgear project on persarentred

care across sevegn sites, three of which participated in the field work for

this study.
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The outcome of the twgear project is discussed in more detail in chapter 2.

However, its findings drew attention to a number of issues that warrant

(@)

further attentionStaff reportdd | ow | evel s of stress or
and the researchers reported statistically significant changes in staff
behaviours towards persorentred care. However, residents reported a

sense of hopelessness, lack of connectedness and feelings ofnmoredo

pointing to a disjuncture between these two experiences (McCormmatk

2010a).

The project was underpinned iy & Mc Cor mack and@& McCanceod:
PersonCentredPractice Framework (Appendix 1) and employed a practice

development and active learniagproach.The authors identified several

contextual issues that impacted on the implementation of peesamed

care culture$ such as poor physical environments, resistance to change and

embedded tas@riented ways of working. Unequal power relationsl @an

lack of power to change external organisational rules were also reported.

While these contextual issues were raised, their direct influence on the

implementation of persocentredcare was not explored.

1.4.12 Section summary

This section explored kh residential care policy in general, noting how
various policy documents have focused on expanding its role and capacity,
and on funding and quality improvement strategies. The various
organisational and legislative changes have been discussed in tlet cfn
their impact on public residential care services, specifically including the
expansion of the private sector and the introduction of regulation. The
financial and regulatory challenges and the introduction of persatred

care practices were outéd by wa of background for this study.

1.5 Summary

Historical and professional discourse has drawn attention to the challenges

and negative perceptions of the residential care model as a means of
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managing ageelated health and social care issues. The dange of
biomedicine and chronicity has been criticised and other more positive
approaches have been promoted. Several authors argue that the lack of a
clear rationale for residential care has resulted in the adoption of a primarily
residual position of Ist resori as opposed to a positive lifestyle choice by
older people. Responses to shortcomings have included greater investment
in regulation and quality improvement strategies. The historical and policy
contexts of Irish public residential care servibase been outlined by way

of background to this study.

1.6 Rationale for the study

The National Person Centred Care Practice Development Programme
(McCormacket al.,2010a) provided details of the implementation of person
centredcare in public residentialace units. However, it did not explore the
coordinating influences of organisational structures that influence this
implementation. Whilassues such as resistance to change and embedded
taskoriented practices were identified the report but it did nobggond
these to examine how organisational processes impacted on the capacity of
champions to implement and sustain new cultures of persotredcare.
Uncovering the social relations of this organisational process from the
standpoint of the resident ik objective of this thesidNo studies were
located that explored the social relations that coordinate the lives of
residents in a way that makes visible the competing needs of the various
social actors and the power relations that shape what actuapemgipas
opposed to what gets textually described in professional repodspolicy

and pedagogic texts.

The account and analysis of the social relations of residential care is not just
about older people and the people paid to care for them. Radtiseghout
looking beyond this setting in the context of wider organisational priorities.
Institutional ethnography provides an alternative way of looking and
exploring 6what actually happens?o
neutral organisationalofr ces whi ch underpin the
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care. By adopting the standpoint of residents, the study aims to provide
further insight into the problem dmplementingpersoncentredcare by
connecting the everyday lives of real people to the wideakaetwork of
professional practice and organisational systems expldnmdine of fault
between espoused principles and the actualities of those everyday lives. The
research process is exploratory rather than explanatory and aims to uncover
and map theconnections between the various elements of the system.

Therefore the research objectives are:

o To explore the everyday living routines of older people in residential

care and the social relations that influence those routines.

e To explicate the texts thabordinate the activities of care planning

and reporting mechanisms.

e To explore the disjuncture between the theories of pecsotred
care and the organisational policies and practices of IridilidPu

Residential Care Settings.

1.7 Outline of the thesis

The thesis is set out in 8 ChapteShapter 2 is an extensive literature
review outlining the theory practice and research base of peesaned
care. Chapter 3 provides an overview of research methodologies and
explains the rationale for choosing Institutal ethnography. As
Institutional ethnography is considerbdth an alternative sociology and a
methodology, its ontological underpinnings and its methodological steps are
describedChapter 4 describes the actual method used and discusses ethical
consideations and issues of rigou€hapter 5 describes thedi of two key
analytical task$ the explication of a text that connects the theory of person
centredcare to the textual work of care planni@hapter 6 then provides an
analysis of the social realans of persorcentredcare as it relates to the
social engagement of residents in the everyday life of the facilities through
their relationships with staff, howdecisions get madeand through
meaningful activity.Chapter 7 discusses the findings in ttmatext of the

professional gerontological and persoentredcare literature and through
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the lens of Institutional ethnography offen g a &édi f f eréent
Chapter 8 outlines the implications for policy and practieflections on
the methodolgy, the limitations of the studycontributions to knowledy

and contributions to practic@roposals for future research and concluding
remarks.
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Chapter 2: Literature R eview

2.1 Introduction

In this chapter, the literature relating to person centredisasviewed and
presented in three sections.

The first section introduces the concept of person centred care and describes
its historical and philosophical underpinnings, including its early focus in
the field of dementia. The definitional challenges amplored and the
commonly agreed principles of maintaining personhood, autonomy,

relationships and creating positive social environments are discussed.

The second section discusses the research literature related to person centred
care and in particularhé organisational challenges of translating the
concept into practice. Contemporary quantitative and qualitative studies as

they relate to the principles outlined in section one are discussed.

Finally, the challenges and gaps in the literature are disdussd a
rationale for this study provided. In advance of this, the search strategy used

is outlined.

2.2 Search Strategy

The purpose of the search strategy was to locateeamglar theoretical and
practicerelated works dealing with the concept of parsentred care and
to identify research studies that have been carried out which inform the

current professional discourse. The initial inclusion criteria used were:

1. Theoretical work, seminal books arderature reviews that
defined and explained persornentred care in residential care
settings.

2. Commentaries and opinion pieces in peer reviewed journals.

3. Peer reviewed quantitative amglalitative research on person
centred care between 2003 and 2013.
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Exclusion criteria were:

1. Papers relating to neregdential cae settings such as acute care,
sheltered housing or day care.

2. Studies relating to associated cepts such as quality of life or
quality of care.

| began the literature review by undertaking an electronic literature search

focusing on the follwing databases; EBSCO CINAHL (Cumulative Index

to Nursing and Allied Health Literature) Web of ScienSeppus; MedLine,

Ageline and Proquest. ni ti al | vy, a broad search usi
centred cared was entered intukedt he EBSCC
in 322 hits all of which were screened for relevance. Papers which referred

to settings other than residential care were omitted. Aerrative

(Amer i can) sqgeetdrddianrge, 6 Owaesr stohnen entered i n
machine with 321 hits. Theswvere compared with the previous search and

38 additional papers were retrieved. The search was then widened out to

include other related terms such as relationship centred care, person directed

care, individualised care, client centred care and reswberited care.

A similar process was undertaken with the other databases. Other search
combinations using the Boolean operators were then emploged per s on
centred cared AND Residenti al care/ nur si

facilities/care homdbng term care.
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Table 2.1Search Strategy

Cinahl

Person centred care322 results 51 retrieved

Persorcenterectare- 321: 38 retrieved

Person centred care AND residential care : no new articles retrieve
Person centred care AND dementia : no newelas retrieved

Person centred care AND care homes new articles retrieved
Person centred care AND nursing homes : no new articles retrieve

Person centred care ANDng term care : two new articles retrieved

Scopus

Person centred care AND longrrecare OR nursing home: 24 new
articlesretrieved.

Medline

Person centred care AND long term care OR Nursing home: 20 ne
articles retrieved.

Age info

Person centred care : no new articles retrieved

Proquest

1 study retrieved

Web of Science

Person centredare AND long term care OR nursing home: four new

articles retrieved.

From this search a total of 140 were retrieved and 109 full papers were

reviewed. The papers were categorized according to theme.

1. Conceptual development/Theory of person centred care

2. Practice related information/frameworks/guidance documents.
3. Opinion pieces/essays/commentaries.
4

Empirical studies.
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Empirical studies were further sulivided into quantitative (RCT/Quasi
experimental/Secondary data analysis) and qualitative (case &otms

research/practice development/ethnography).

The search process led on to the sourcing of other documents through a
snowballing effect which widened the seardhincrementally identifying
potentially useful references within these articles, whvelne also retrieved

and entered into Endnote. These included seminal works and other books,
government reports and grey literature. Additional searching by key authors

was also undertaken.

2.3  Overview of person centred care

As indicated already, therta Person Centreddte (PCC)is used widely in
health and social care services and is commonly employed in the
articulation of policy both at governmental and professional level (WHO
2007; An Bord Altranais 2009; HIQA 2009; DOHC 2012). It is
consideredgsynonymous with quality of care and the quality of life of people
who are availing of health and social servicd3oW et al.,, 2006;
Belchambers and Penning007; Brownie and Nancarrow2013). As a
concept it is difficult to define, with Brooker (2003)rtending that this is
because it means different things to different people in different contexts.
Person centred care is considered multidimensional with many interrelated
and overlapping attributes and components (Edvardsson, Fetherstonhaugh
and Nay 2010; Hill et al, 2011; Pol Grevelink, Jukema and Smi812)
including maintaining a focus on individuals, promotangonomy, having a
partnership or relational approach, and delivering flexible services based on
individual needs and preferences (Inned &mcCabe 2006; Dowet al,

2006). When discussing person centred care in general, Koubel and Bungay
(2009) have proposed that It i's about
autonomy in making decisions about their own health and social care. This,
they popose, prompts a shift away from the position whereby practitioners
are considered as experts with power and knowledge and individuals

availing of services are seen as passive recipients of that service.
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While a significant level of conceptual developmbas taken place within
the nursing field, person centred care has a wider applicability within other
disciplines such as medicine, occupational therapy and social work
(Sumison 2006; Finset2011; Rockwell2012), and within specific fields of

health andocial @re services.

Each of these fields has tended to adopt a specific emphasis relevant to the
types of individuals that avail of services. For example, within acute care
settings, person centred care has been seen as the creation of a partnership
apporoach to health care between the doctor and patient providing a
counterbalance to medical power and ultimately leading to increased
efficiencies, better satisfaction with the care experience and lower turnover
of staff (Lutz and Bowers2000; Frampton an@uestello 2010; Ekmaret

al., 2011; Olsson2013). Within the disability field there is considerable
emphasis on the need to promote autonomy and a rights based approach and
to create options for more individualised supports including shifting the way
savices are organised and funded (PoweélD11; Barton 2010). In
gerontology an approach which acknowledges cognitive, physical and
emotional frailty of older people is emphasised with attributes such as
autonomy and independence being considered in dméxt (McCormack

2001; Nolan 2001). While these differences of emphasis exist within
specific fields of health and social care, all have similar goals of challenging
the traditional notions of professional power and paternalism and creating a
more flexble approach to how services are delivered (McCorm20R1;

Dow et al, 2006; Koubel and Bungay, 2009).

2.3.1 Person centred care for older people in residential care settings.

Moving from the concept of person centred care within health and social
care services in general, the following section explores the concept as it
relates to older people and more specifically within residential care settings.
It explores the general intention of person centred care to act as an antidote
to adhering to rigid routes which have been seen to consistently

depersonalise and objectify older people in the name of efficiency and order
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(Diamond 1992; Nolan 1995; Gubrium 1997; Ronch 2004; Thomas
2004).The concept of person centred care as it relates to older peaple wa
initially developed in the field of dementia, challenging traditional
biomedical theories and custodial models of care (Kitwd®97). From
there its applicability has been broadened out to gerontology generally
(Brooker, 2003; McCormack2004). Ithasdeveloped rapidly as a theory of
practice for health professionals working in this area (Edvardsson,
Fetherstonhaugh and Nay2011; McGilton et al, 2012) and now
encompassesll areas of gerontological care including residential care
(Hunter and Levittlanes 2010; McCormacket al, 2010; Rosviket al,
2011; Passquala and Harwgod#012; Rosviket al, 2013), day care
(Brataas 2010), respite (Kirkley2011), homecare (Masterso2007) and
intermediate or subcute care (McCormagck001; Davis 2008).

Seweral autlors describe PC@s a standard of care that puts the person at

the centre of the care delivery process supporting a shift away from a
medical and taskrientated process to one which is holistic, collaborative

and focused on relationships (Belchzers and Pennin@007; McCormack

and McCancg2010; McGiltonet al, 2012). This is particularly relevant in
residential care for older people where the focus was seen to be on
efficiency and quality of care rather than quality of life (Cooeesl., 20(®;

McGilton et al, 2012). Edvardsson, Fetherstonhaugh and [e9i0)
descri be per somulidenansional doncem based ansthea 0

subjective fee(p.keizd)s of individual so

Maintaining the identity of individuals who are vulnerable tooasl| of
personhood due to cognitive difficulties and/or institutionalisation is
considered a key element of person centred care and it is suggested that by
adopting this approach the life and value of the older person becomes
centrali therefore driving aftange in how care is organised and delivered
(Dewing 2004; NCHR&RDO 2006; Buron 2010). Promoting dignity
respect and autonomy of individuals as persons is seen to be central (Epp
2003; McCormack 2004; Wilkinson et al, 2009) as is incorporating
knowledye of the values of the individual into the care process (McCormack
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and McCancge 2010). Creating positive social environments where
individuals are valued and nurtured is considered fundamental to this
approach (Kitwood1997; Brooker2003; Clayson2007; McCormack and
McCance 2010; Rosvelet al., 2013).

Person centred caie now commonly cited in policy documents, mission
statements and promotional materials of service providers yet there remains
a lack of clarity around its conceptual development,indefn and
translation into practice (Slater, 12006; Edvardsson and Inne2010;
McCance, McCormack and Dewing011; Pol Grevelink , Jukema and
Smits 2012). The following section outlines the philosophical
underpinnings, origins of the concept andnitial development in terms of
gerontology in the field of dementia. IlBwing this, the definition of PCC

and its key principles amxplored further.

2.3.2 Philosophical and historical context

The roots of PCC theory can be traced back to the philgsafgbersonhood

which can be found within theolagl, ethical, and socigsychological
discourse (Kitwood 1997). Within the field of theology, most religions
identify the sacredness of each human being. Within western philosophy,
Kant espoused that easfdividual has an intrinsic worth, which obliges us

to treat each person with respect and as an end in itself rather than a means

to some other end.

So act as to treat humanity whether in your own person or in that of
any other in every case as an endlarever as merely a means only.
Each person by virtue of his or her reason has dignity and profound
So act as to treat as humanity whether in your own person or in that
of worth which entails that he or she must never be exploited or
manipulated or merelysed as a means to our idea of what is for the
general good(Kant in Kenny 1994, (l92)

In order to understand about intrinsic worth we need to separate persons
from O6thingsdé. Thi nigethelyanlybavesarvaluet ri nsi c
someone else ants them. If persons were only to be desired on the basis of

extrinsic worth then a hierarchy of desirable attributes would emerge which
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would militate against those unable to meet those desirable attributes.
According to McCormack and McCance (2010) theral law which guides

our actions and exhorts us to value each human being intrinsically is what
separates us from other species and defines us as persons. This type of
thinking is the basis for much of the discourse on ethics and human rights
(Kitwood, 1997).

Mc Cormack (2004) considers the concept o

it is that makes humans different from other species and he sets out the
arguments for defining personhood as a prerequisite to person centred care.
If humans are considered gone based on physical and psychological
characteristics, then it could be argued that other species such as animals
also possess many of the characteristics of humans such as theirisenses
sight, hearing, taste and sexual desire and even higheradtdbutes such

as thought and decisiomaking. Therefore the traits that make a person

human are defined as a capacity to engage in reflective evaluation of action

(McCormack2 004 ) . Frankfurt (1989) propose th

orderé6 desiera@s swhinghi ahed from 6fi
individual can want to be different in their desires and preferences from
what they actually are. These second order desires are considered
fundamental to being autonomous and enable individuals iectmusly
develop a set of principles to guide what they do in certain situations,
therefore making rational choices. Even if the ability to carry out the actions
required to fulfil those decisions is curtailed (for example through disability)
the will to make such decisions is retained, an important issue in respect of
promoting autonomy within residential care (Collpd@88; McCormack

2001; Welford 2012).

These concepts of personhood and
challenging when considered in ethcontext of advanced dementia.
Cognitive traits of rationality and setbnsciousness were considered
necessary ingredients of personhood by the philosophers of the
enlightenment such as John Locke, who celebrated the capacity for reason

and moral agencyMcLean 2007). However, Kitwood (1997) argues that
38
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this focus on rationality has resulted in the criteria for personhood being
reduced to just twd autonomy and rationality, thus endangering the claim
to personhood of individuals who do not have thisac#y due to having

cognitive impairment.

2.3.3 The origins of PersonCentred Care

The humanistic psychological approach to psychotherapy is seen as a

precursor to person centred practice, emerging from the work of Carl

Rogers (1951) amongst others, winkraowledges the subjective experience

of all individuals (McCormack2004). Within the field of mental health

Rogers developed the client centred approach to therapy which puts the
therapist in the role of Ohel preré6 as opp
therapist seeks to understand the world of the individual from their

perspective providing a safe environment to examine their own motives and

behaviour (Rogersl951).

The term dédperson centred counsellingd re
over ime in recognition of the expertise of the individual in terms of their

own life and the role of the therapist in facilitating their search for self

actualisation (Brooker2003).The key elements of this facilitation were

deemed to be openness, valuing pleeson and having an empathetic view

of the personés world, inspiring growth,

P., 2006). Belchambers and Penning (2007) note that this approach was a

radical departure from the authoritarian approach of the professisna

expert who coul d sol ve i ndi vidual so pr

acknowledged that individuals were best placed to solve their own problems

with professionals adopting a facilitative approach.

This approach, while having a major impact on the ewwiubn the theory

of person centred care, has been criticised for being overly focusdut on t
individual. The goal of sel&ctualisation, it is argued, may undepresent
reciprocity or interdependency in relationships (McCormatlal., 2012;

DuPuis 2012). This is discussed further later on in the chapter.
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The elements of person centredness as developed by Rogers (1951) have
been adopted and ioporated into the theory of PG@Gost notably in terms

of therapeutic relationships and communication apgresavhich in turn

have been incorporated into frameworks to guide the practice of health care
professionals (Kitwood1997; Binnie and Titchen1999; Nolan 2001;
Brooker, 2003; McCormack2004; McCormack and McCancz010).

2.3.4 Kitwood and dementia

Kitwood is considered by many to be the initiator of theory and discourse in
respect of person centred care in gerontology, amate specifically the

field of dementia (Baldwin and CapstjcR007). His prolific work n the
1980s and 1990s and boé@lementia Rconsidered1997) are considered
seminal in describing its main concepts (Dewi2@04).It is from him that

the original definition of personhood as it relates to dementia and
subsequently gerontology has evolved. Connected to the Kantian notion of

intrinsic worth, as described above, he developed a definition of personhood

as being:
OA status or standing that i's bestowed
ot her 6. 't 1 mpl i es .r(ktwoodl®i,p.i8on, respect

Alongside Kantian thinking and Rogeri#imeory, Kitwood also drew on the
work of Social Role Valorisation, Validation theory and Reminiscence.
Social Role Valorisation theory draws attention to the dehumanisation and
segregation of certain members of society, in this case people who are old
with failing mental powers in a world which values youth and intellectual
capacity (Race 2003; Stirling 2010). Validation theory proposes that
previous negative experiences and unresolved feelings could influence
behaviour and welbeing in individuals withdementia. It suggests that by
entering into the world of the person with dementia and acknowledging and
validating these feelings, wdbeing can be maintained and deterioration
slowed down (Feiland deKlerkRubin 2003). Reminiscence theory
acknowledgeghe capacity for longerm memory to remain intact. Not

merely just a means of revisiting the past, it suggests that memories provide
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metaphorical resources for people to talk about their present situation in a
way which helps create meaning from theirreat situation (Kitwood
1997; Agich 2003).

Through his writing, Kitwood (1997) challenged the prevailing biomedical
theory of dementia as being merely due to neuropathology, maintaining that
it was rather a combination of this with social, psychologieald
environmental factors that could influence the acceleration or delay the
trajectory of the dementia proceds. setting out his arguments, he drew
attention to the set of beliefs and attitudes which have shaped dementia care
for many vyears including hilistic attitudes, the exhausting and
unrewarding nature of care giving, and the need to await medical
breakthroughs before anything positive could happen. He argued that these
beliefs have led to seeing the person with dementia as somehow different
and gart, whose deficits and decline needed to be charted and whose
behaviour needed to be managed. Routines of physical care together with
this hopeless view of dementia, he argued, contribute to a form of care
which actively accelerates the loss of persomha@md weHbeing. He
proposed that the overarching purpose of person centred care (in dementia)
is to preserve a sense of self and personhood, stating that all human beings
have a fundamental psychological needdomfort, attachment, inclusion,
occupation and identity(Kitwood 1997 pp. 81-85) and that as cognitive
capacity declines, attention to these needs become central to how people
with dementia are supported. Therefore, he contended that by creating more
positive social environments that addressé@sé fundamental needs
focusing on feelings, emotions and being in relationships, the negative and
depersonalising effects of dementia could be counteracted.

Using this theoretil position, Kitwooddrew attention to the care practices

commonly seen inresdent i al care andmaligpante| oped

soci al p ® yravh atténbog yo &Ghe, often unintentional, way that
health and social care staff disempowered and devalued people with
dementiaThe work of Kitwood is regularly cited in the litera¢uon person

centred care and has resonance with subsequent framework development by
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others such as McCormack (2003) Brook2®03) Nolan et al (2006)and
Edvarrdsson, Fetherstonhaugh and Nay (2010). Adams (1996) contends that
Kit woodo&s wo rukentalandringirg ¢he petisan svith dementia
back into the centre of care following their relegation to the sidelines while
research and practice was focused on the needs of carers and what is
perceived as the burden of care. While dementia care wasdue 6f this

work, others have taken these ideas and adapted them within new settings
such as nowlementiaspecific residential care (Wrighet al, 2006;
McCormacket al, 2010) communityand acute hospitals (McCormack
2001; Davis2008; McCormack and Mgance 2010).

Despite this work, the concept of person centred care remains difficult to
define and explain (Edvardsson and Inr&s.0). One of the difficulties that
exists in relation to explaining its meaning relates to the fact that it is called
different things sometimes in different settings but also sometimes in
similar settings or contexts (Brook€x003; Dowet al., 2006; McCancet

al., 2011; Brownie and Nancarro@013).

2.4 Definitions associated with Person Centred @re

Although now a commdw used term in professional discourse, a consensus

among authors in the gerontological field as to the definition of person

centred care has not as yet egeer (Brooker, 2007; Edvardsson
Fetherstonhaugh and Na®010; Edvardsson and Innez010; Sjogrenet

al., 2011;McCormack, Dewing and McCanet al., 2011; Hillet al., 2011;

Pol Grevelink, Jukema and Smi)12; Brownie and Nancarrg2013).A

range of termdhave been used to describe P@@l they are often used

i nterchangeabl y. cTehnetsree di ncca ruedée , (6Meaatd ear d
2000) 6client eteah, t2008; dSGMIsGNZ 6 6 $ e OP er s o n
directed etaly2e000 8)Whaintde 6r el ati oreshi p centr
al., 2006) all of which purport to focus on the subjective vbeling of

individuals. However, there is also a difference in emphasis between these

terms which has relevance to how the concept is understood and put into

practice in respect of older people wheelin residential care settings.
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2.4.1 Patient centred care

Patient centred care is a term often used interchangeably with person
centred care and the two terms have much is common (McGanak
2011). Mead and Bowers (2000) in a review of the literature relating to
patient centred care identified five dimensions whiglude; having a bio
psychosocial perspective; the patient as a person; sharing power and
responsibility; having a therapeutic alliance; and the doctor as a person; all
of which point to the development of a more holistic and positive approach
to care. ldwever, Millburn and Walker (2008) suggest that the term patient
implies illness and infirmity, incapacity and or incapability and, as such,
presents negative stereotypes that are not consistent with the holistic
concept of person centred care. Edvardsgdnplad and Sandman (2008)
suggests that the term O @geduciiosisttt 6 coul d
stigmatic ternd (p. 363) that implies differences between the patient and
health care professiond@rooker (2004) and Agich (2003) contend that the
term pdient centred, while clearly related to the term person centred has the
potential to undermine the person as an individual as their identity is
constructed in the context of a biomedical condition such as dementia or a
stroke. This could imply that theireeds only relate to those which come
within the boundary of being a patient and other holistic needseqgid¢rson

are external to this.

2.4.2 Client centred care or person directed care

The term client centred care is commonly used in place of perstreaden

care in the social services literature particularly in relation to social work

(Millburn and Walker 2008) and occupational therapy (Townsezidal,

2003; Sumison2006; Hughes and Bamfgrd008). While the language and

terminology could be considatalifferent to that of person centred care so

too could the meaning behind that language. Accordinilitiourn and

Wal ker (2008) the term &éclientd (derive
meaning Oheedingd) denotes a,ip@arson unde
passive recipient of professional expertise. They argue that clienthood

represents an unequal power relationship between the client and worker.
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Other authors adopt a different emphasis. According to Slater, L (2006) the

term Ocl i ent dualiretatohshig with a manetanyttranaaction

where in theory at | east, the balance of
pointing to a greater visibility of consumer rightSontinuing with this

t heme of consumer righteppdded tted mdé Ppepres &
c e nt rmode@ommenly used in the United States (Wihitel., 2008)

and could be interpreted as placing the individual in a leading as opposed to

central role. As such it could be interpreted as the health care workers

adopting aole of being of service to residents and to be led by their wishes

and requirementsThis reflects a shift in power to the individual which

Nolan et al (2006) and McCormacket al (2012) argue reflects a

consumerist approach based on principles of indggrese and choice that

fails to understand the interdependencies and reciprocal nature of
relationships in residential car@he question is posed as to whether all

older people can realistically direct their own care given the very real

presence of cognite incapacity and frailty.

The difficulty remains in the literature as to whether client centred or person
directed care can be classified as consumerist as there are many overlapping
and interrelated principles within each of the definitions. As sucis it
difficult to delineate elements or attributes that denote clears differences
between them (Edvardsson and Inr&¥10; Hill et al,, 2011; Brownie and
Nancarrow2012).

2.4.3 Relationshipcentred care

Relationship centred care has emerged as a coimchpalth care generally
(Tresolini 1994; Beach and Inu2006) and gerontology specifically (Nolan

et al, 2006; Faulkneet al, 2006; Brown Wilson2009; Brown Wilsonet

al., 2013). Promoting the centrality of relationships in all health care
interactons, it challenges the traditional construction of care relationship
between individuals and health care professionals suggesting a broader

concept which also includes relationships between residents and family

44



Chapter 2: Literature Review

members, family members and staff and retediops between staff. It is

argued that this approach acknowledges the affective nature of healthcare
incorporating attention to senses or feelings and promotes the presence of
reciprocity and interdependencies between all stakeholders (Molah

2006) This definition promotes equality between stakeholders as opposed

to placing the person receiving care at thetregror as the director of care

important differences which, it is argued, promote the concept of
interdependency (Dupyi2012). This defiition also locates the person in a

wider social context of their family and social network as opposed to the
narrow <context of a heal tThec@nses setting.
Frameworld t o pr o mbeingin dathef the stdkéholders: a sense

of security, continuity, belonging, purpose, fulflment and significance.

While the senses are common to each stakeholder they may be experienced

in different ways by each person (Nolahal, 2006). For example, in the
context of a 6 sneapleexpariénced kydhe oldetpgréon t hi s
as attention to physical and psychological needs, feeling safe and free from

harm, pain or discomfort. For staff this could include freedom from physical

threat, rebuke or censure, having secure conditions of emphbyimeeving

the emotional demand of work recognised and to work within a supportive

culture.

2.5 Person Centred Gare’i key principles

Acknowledging the synergies with the terms of patient, relationship and
client care andentredhess as outlined above, tf@lowing section further
explores the concept of person centred care drawing out common themes as
described by various authors. This can be difficult to do as different authors
use different language or define the core concepts in different ways. This
resonates with the recurring theme of inconsistency and variations of
terminology and language that cause difficulty in the articulation of a
consistent definition (Edvardsson and Inn2810; Pol Grevelink, Jukema
and Smits 2012). McCormack (2004) buildingpn the work of Kitwood
(1997) and following a literature review on the subject of person
centredness proposes four key elements to person centred care:
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e Being in relatiori the idea that nurturing relationships between care

provider and care recipient acentral to the experience of caring

and are based on moral integrity, reflective ability, are values based

and involve flexibility.

e Beinginasocialworld k nowi ng the personos

aware of their past and presdnbgraphy as well as thregoals for

the future.

e Being in placei being aware of the environment and how it can

enable or hinder person centred care.

e Beingwithseli k nowi ng the personds val

to them while helping them to find meaning in their situatibalso

refers to the health professional being aware of their own beliefs and

values and how thesam influence decision making. (p. 33)

More recently, McCormacét al.(2010a) proposed the following definition:

Personcentredness is an approach to priaetestablished through the
formation and fostering of therapeutic relationships between all care
providers, older people and others significant to them in their lives. It
is underpinned by values of respect for persons, individual right to
seltdeterminaion, mutual respect and understanding. It is enabled by
cultures of empowerment that foster continuous approaches to
practice developmenfp. 13)

This definition focuses on the relationship between the nurse, the person

receiving care and others involvedith them. It incorporates the core

concepts previously described (McCormack 2004). However, it also

explicitly draws attentionto the right of autonomy, setfirection and

empowerment.

Si

mi |l ar and related concepts ina

four concepts (2004) and subsequent definition (McCornea@k., 2010a)

t

i nt er
ues an
he ones

have also been developed or written about by other authors. In a concept

analysis of person centred care, Slater, L. (2006) identified the following

attributes; recognition of psonhood; evidence of a therapeutic relationship

between the health care professional and individual; respect for
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individuality; ethical care; maximising potential and strengths rather than

focusing on weaknesses and problemdempowerment othe individual.

Edvardsson Winblad and Sandmaig2008), in a review of the literature in

respect of person centred care as it related to people with severe dementia,

concluded that the concept persmmtred care included: seeing the self of

the person with Alzhene r 6 s di sease (AD) as conceal
personalising care and the environment; making room for shared decision

maki ng; Il nterpreting behaviour from the

care tasks in relationships.

Other authors have identifiednsiar attributes including: A focus on
personhood and knowing the person (McCormack 2004; Slater, L. 2006;
McKeown, Clarke and ReppeR006; White, NewtorCurtis and Lyons
2008; Cook 2010; McKeownet al, 2010) Respect for individuality
(Brooker, 2003; Epp, 2003; Edvarsson Winblad and Sandm&®908)
Autonomy, choice and control (McCormack 2001; Agi@®03; Tutton
2005; Welford 2012). Nurturing or therapeutic relationships between the
carer and care recipient (McCormack 2001; Talerico 2003; McGétah,
2003; Slater, L. 2006; McGilton and Bosca007) and creating positive
social environments (Brooker 2003; White, Newtuartis and Lyons
2008; McCormack and McCanc2010; Koren 2010; Passalaqu&012;
Edvardssoret al., 2013).

The concept of noralisation has been added by Edvardssbal. (2013)

and others associated with the culture change movement in the United States
(Grant 2008; Molonet al, 2011). The following table outlines some of

the common themes found in the literature and thecagsd authors who

have written about, developed frameworks, or have undertaken research in

this area.
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Table 2.2 Commonthemesin the literature

Themes Authors

Maintaining personhood Kitwood 1997; Nolan 2001; Epp 2003; Brook
2003; McCormack 2004; Skr L 2006
McKeown, Clarke and Repper 2006; White,
NewtonCurtis and Lyon 2008; Edvarsson
2008; McKeowret al.,201Q Cook 2010;

Autonomy McCormack 2001; Brooker 2003; Agich 2003
Tutton 2005; Welford 2012

Relationships McCormack 2001; McGiltoret al, 2003;
Talerico 2003; Slater L 2006; Nola al,
2006; McGilton and Boscart 2007; White 20(Q
Edvardsson , Winblad and Sandman 2008
Brown Wilson 2009.

Positive social Brooker 2003; White, Newto@urtis and
environments Lyons 2008;Grant 2008; McCormaekd
McCance 2010; Molonegt al,, 2011,

Passalaqua 2012; Edvardssbral, 2013

In order to futher explore PCGnd how it relates to the context that is
residential care, these themes which are common across authors will be
discussed in more detaihlthough there is significant interconnectedness
and overlap between them, the following represent ones that are commonly
discussed in the literaturei.e. a focus on personhood, autonomy,

relationships, and creating positive social environments.

2.5.1 Maintaining Personhood

Maintaining personhood in old age is a key concept of person centred care

and it can become increasingly difficult to do in the context of disability and

illness and major life changes such as the move to residential care
(NCHR&RD 2006) Acknowledging the unique personhood of the

individual in old age is considered to be important, emphasising each
personds unique inherent valwue regardl es
(Brooker, 2003; White, NewtosCurtis and Lyons 2008; Edvardsm,
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Winblad and Sandma2008).As an antidote to depersonalised routines in
residential care settings (Townsed®62; Gubrium1975; Wilcocks, Peace

and Kellaher1987; Diamongd1992) maintaining personhood is considered

a criticd element of PCQBrooke, 2003; Stokes2009). Building on the
work of Kitwood, Brooker (2003) proposes the V.I.P.S. framework, built on
four interconnected constructs for achieving person centred care for people

with dementia:

V 1 Valuing people with dementia and carers

I T Treating people as individuals

P1 Using the perspectevof the person with dementia

ST A positive social environment

This framework has been widely used and connected to the observational
process of dementia care mapping which records levels of engaganaent
occupation of people with dementia as well as practices of carers which
promote or undermine their personhood (Martin and Youyra§$)1; Ballard

2009; Argyle 2012).

In order to support older people to maintain and reconstruct their identity

within new settings it is suggested that staff must take time to know the

person. According to Brooker (2003) this requires staff to see individuals as

whole persons with all their strengths and vulnerabilities, and seeing
dementia as | ust entite. In phas way the persenisper sonods
considered in the context of their unique set of circumstances including their

family and social networks, their history and their personal coping

resources. Looking at individuals in this way challenges some healthcare

asessment processes which operate within a narrow biomedical frame and
proposes that t he wider cont ext of a p
construct underpins the idea of providing care that is tailored to an

individual rather than categories in which @alth care system might place

people.This shift in emphasis, it is argued, happens through knowing each

individual, who they are now and understanding the context of their lives in

the past, present and fuéu (McKeown, Clarke and Reppef006;

49



Chapter 2: Literature Review

McKeownetal., 2011). By focusing on personhood, the health professional

is exhorted to enter the personés worl

and, for example, in the context of dementia, to understand behavioural
disturbances not merely as manifestatiohghe disease but rather a means
of communicating unmet need (Feil ab& Klerk-Rubin 2003; Brookey
2004; Stokes 2009; Stirling010).

Agich (2003) contends that through the telling of their stories, older people
actively rearrange and reconstitutemmories as ways of establishing place
and direction in their present world of experience and helping them to make
meaning of their current lives. Listening to stories bestowsnse of value

and respect of people as individuals. Not listening or providpmprtunity

to do so, he argues, can lead to withdrawal and isolation. Biographical
approaches such as life stories, reminiscence, oral history and life reviews
are seen to help the staff member to maintain personhood as well as
improving cognition and nud in people with dementia. (Kitwopd997;

Clark, Hanson and Rqos2003; McKeown,Clarke and Repper, 2006;
Thompson 2011). Life story work is described as a process to elicit an
account of a personbdés |ife over and
health assessment to plan care and treatment. Usually there is an end
product such as a life story book, recording or biography summary
(McCormacket al, 2001; Agich2003; Tutton 2005; McKeown, Clarke and
Repper, 2006; Welfor®012).

McCormack (2001)roposes this as a key mechanism to support person
centred care based on the personséo
desires and potential for growth and development. This requires
practitioners to engage in a meaningful way with individuals tp kietm
achieve their goal . He propaokichs t he
require clarifying values and identifying goals that a person wants to
achieve including what relationships the person wants to sustain or activities

they want to pursue as a meaf retiining control over their life.
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2.5.2 Autonomy

To be autonomous is described as geina Oo6f-geeer msiedng agent o
(Sherwin and Winshy2010; Welford 2012). As a conceptutonomy is

underpinned by the values of independence,-dsirminatio, selfrule

and protection against oppression or power (even benevolent power) over

vulnerable individuals (Collopy1988; McCormack 2001; Agich 2005;

Welford, 2012).

Autonomy is also described as being centrally located within the
professional discose of person centred care where it is proposed that
individuals should be actively included and involved in a partnership
process with <carers of 6doing ,withoé as
1997; Dewing 2004; Belchambers and Penni2§07; Zeisel2009. From

an organisational perspective autonomy is interrelated with concepts of
having choices, shared decisioraking and user involvement (Tutton
2005; McCormack and McCanc2010; Dupuis 2012) and is embedded in
professional ethics, human rights poliapd regulatory texts (Beauchamp
and Childress1994; United Nations Madrid Declaration on Ageing 2003;
HIQA, 2009).

Autonomy is commonly framed within the context of liberal theory where
the concepts of negative and positive freedom are explored (Coll®8§;

Agich 2003). Negative freedoini.e. the freedom to be left alone and to be
protected from unwarranted intrusidnunderpins certain rights that are
importart in all health care settings, i.the right to information or right to
privacy. The oppate of negative freedom positive libertyi is resisted by
those who fear paternalism, a concept which has its roots in the parental
care for children and making decisions on their behalf (McCormack 2001;
Beauchamp and Childress (199Bnaternalism is desibed by Beauchamp

and Childress (1994) as:

The i ntenti onal overriding of one per
actions by another person, where the person who overrides justifies

the action by the goal of benefiting or avoiding harm to the person

whose willis overridden(Beauchamp and Childress 19942p4)
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McCormack (2001) contends that the concept of autonomy, while it sits
well in the context of healthy, independent and cognitively competent
individuals, it may not relate as well to the older perso vghdependent

on others due to cognitive incapacity or illness. According to Nolan (2001)
the popular conception of independence and-rediince as frequently
articulated in healthcare as instrumental activities of daily living (IADL) or
activities of aily living (ADL) (OECD, 2005) can undermine the self
esteem of the older person who may consider themselves a burden or as less

than a whole person when measured against these attributes. Conversely,

making assumptions aboutlindapadtytebedual 6s ph
autonomous can lead to paternalism whereby the state and professionals

step in to act in the best interests of individuals (Dewing 2004). This
potentially coercive action, often unsee

group of individugs such as disabled older people, determining what
happens to them (Sherwin and Winsk@10; Stirling 2010).

A number of authors refer to decistomaking in a way that addresses this
issue in the context of disability and residential care (Co)ldi888
McCormack 2001; Bungay and Sandy®008).Two types of autonomy are
proposed; decisional and executional. Decisional autonomy relates to the
ability to make decisions while executional autonomy is the ability to act on
those decisions. In residential eaexecutional autonomy can be limited by
disability or the environment. However, McCormack suggests that even
when this capacity is limited the will to make the decision is still present
and should be present in care giving in a way that makes sense to th
individual. This is reiterated by others (Boy@008; Welford 2012) who

state that even when older people do not have the capacity to exercise
autonomy, this does not mean that they do not wish to do so and may
require assistance, rather than othestuuing that role on their behalf. As
such, respecting autonomy also recognises the right to defer or delegate
decisionmaking to others (Boyle2008; Welford 2012).
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Agich (2003) suggests that the common conceptualisation of autonomy as is

understood inhe world of medicine and episodic health care is somewhat

different to daily life in residential care where the application of autonomy

relates to small dato-day decisions rather than major life and death
situations.While these conceptions provide guida around issues such as

consent and prevention of e, he contends that they aré¢ abmuch help

to health care workers struggling to balanlteet ol der personds ri gh
determination against professional issues such as duty of care and

protection, and organisational demands for efficiency and accountability

(Nelson 2000; McCormack2001; Agich 2003; Nolaret al, 2006).He and

others (Collopy 1988; Polivka and Moody2001) argue for a broader

conceptualisatio than autonomy as independendeich, it is argued, can

have little meaning for someone who cannot be independent in the common
understanding of the wordn its place a more relational concept of
0interdependenced between staff and resi
overcoming losses ilgognition and rationality and promotingell-being

through considering the specific contextloé situation.

Several authors have discussed this concepitefdependencess it relates

to residential caré proposing negotiation strategies based onvtdiees of

the older person and other stakeholders such as family members and staff
(Nolan, 2001; Brown Wilson2009; Dupuis2012). Adopting the concept of
interdependency assumes an equal sharing of power between all parties and
a capacity to reconcileompeting values (McCormacR001). Power is a
multidimensional concept which, like autonomy, means different things in
different settings (HewisqQri995). The flip side of power igowerlessness

and several authors have explored thsue of the powerlessss of
residents in nursing homes (Gubriub®97; Kayser Jone3990;Shavinsky

1991; Diamond1992; Fonerl994; Nelson2000; McLean2001)

Nelsan (2000) suggests that an imbalance of power between residents and
staff leads to learned helplessnesspdithg passive behavioues a means
of reducing a sense of debt obligation, seeking staff approval and

diminishing fear of alienation or abandonment. Thomas (2004) uses a
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si mi |l aheltpelret s@sailsestlie lack of autonomy that older

people havan the traditional nursing home model where he suggests the

ocul t of T a deur hehhasocdided to represent the values of
productivity and 0 dhas sulgpdinatethtagt wisdilombue soci
and desires of older people to a world governed éyopmance targets,

standards and budget sheets.

McCormack and McCance (2010) contend thatancontext of low
expectations and thealth, supporting older people to make choices may
require more than eliciting knowledge about likes and dislikes or girayi
superficial choices about care routines but rather requires skilled negotiation
and actively seeking to understand the values of the individual. This, they
suggest, requires a sharing of poward mutual respect as part of a
partnership that goes beayd a more traditional professional/patient

relationship.

The concept of interdependency also assumes that practitioners have an
existing capacity to be autonomous in how they work with older people
(McCormack and McCance 2010). The powerlessness oftetaflso been
reported and several studies refer to the hierarchical and command and
control nature of residential care services which create conflict between
what staff wish to do from a caring perspective and what they are obliged to
do as an employee {@mond 1992; McLean 2001; Dewing 2004;
McCormacket al,, 2010; Brannoj2010; Bowers2011).

2.5.3 Relationships

Relationships are considered central to the aspiration of person centred care
as an antidote to routine and depersonalised care (Bro2®@8; Brown
Wilson, 2009; Zeisel 2009; McCormack and McCance010) This
centrality is based on the view of the self being formed, at least in part, by
relationships with others (Hill 2004; McCormack 2004). According to Harre
(1998) and Kitwood (1997) theelf has internal and external elements. The

external or social self is that which is constructed and maintained by

54



Chapter 2: Literature Review

relationships with others and feelings of being coherent and worthwhile

come, at least in part, from the outside (McCormack and McCanae).

Kitwood (1997) contends that by creating more positive social environments
that address fundamental needs focusing on feelings, emotions and being in
relationships, the negative and depersonalising effects of dementia can be
counteracted. In theorigy about relationships, Kitwood (1997) refers to the
poetic work of Martin Bubef1937)1 and Thou where Buber makes the
distinction béween two types of relationshipThouand|I-It relationships.
I-Thou relationships denote presenceeaching out, spdaneity, seH
disclosure and awareness. On the other ha#it relationships denote
coolness, detachment, maintaining a safe distance and avoiding risks
(Kitwood, 1997; McCormack 2004). The concept of-It relationships
connects to the idea of objectivihg i ndi vi dual s and the cr

ot herdé, creating conditions for marginal

Lack of relationships or connectedness to others can result in feelings of
loneliness and associated feelings of isolation and depressiondén ol
people living in residential care settings (Thoma®04; Buckley and
McCarthy 2009; Coonet al, 2013). Several authors have highlighted the
importance of interpersonal relationships between residents and staff in the
delivery of person centred ear(Kitwood 1997; Brooker 2003; Cook

2006; Heliker and Schollefaquish 2006; Nolanet al, 2006; McCormack

and McCancge 2010; Heliker and Hoang Thant2010; PolGrevelink,
Jukema and Smits 2012Qccording to Slater, P. (2006) a therapeutic
relationshp between a health care worker and the older person who is
receiving care needs to have a balance of power, bgudgemental, caring

and mutually trusting. This balance of power, according to McCormack and
McCance (2011) is achieved through negotiatiol @ shared decision
making process between the resident and staff member. They also highlight
the fact that all good relationships take time to develop, and that a key
element of the organisation of person centred care is ensuring continuous
staffing arrmgements so that staff and residents get to know each other, and

can negotiate the care that is required.
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Nolan et al. (2006) argue that definitions of person centred care do not

adequately address the wider context of a person life such as their

relation$ips with family members or those that are constructed between the

triad of residents, family members and staff in residential care. He proposes

a wider interpretation that recognises this broader construction. He

described the experience of relationships t he context of ol der
sense of belongingd highlighting the nee

and reciprocal relationships and to feel part of a community.

This issue of reciprocal relationshipsvhereby residents can equally show
feelings of care and reciprocity for staff has been highlighted in the

literature (Brown Wilson 2009; Heliker and Hoang Thanh 2010; Boeers

al., 2011; Rockwell 2012).

Bowerset al (2011) describes mutuality and reciprocity as:

arrangements designed toahie those involved to give and receive
support compared to those where one individual or group of people
are intended to be the recipients of services provided by another
person or organisationp. 4)

Emanating from social exchange theory, reciprocasiainsumes the broad
ideas of balance, equity and justice and directly influences all areas of
human interaction (Nelspn2000). Reciprocal relationships have been
connected to better physical and emotional adjustments and closer care
giving attachments (Draond 1992; Foner 1994; Brown Wilson 2009;
Heliker and Hoang Thant2010). Conversely, nereciprocal relationships

can incite feelings of injustice, apathy, and alienation (Nel800).
Nelson (2000) also maintains that the challenge in maintainbajaace of
power in relationships is connected to the capacity to have something to
give, noting that friendships between residents rely on reciprocity,
something they may be unable to do due to lack of health, strength and
possessionsThomas (2004), in lie seminal bookWhat Are Old People
For? contends that as the knowledge, experience and wisdom that only
come with age get subordinated to the goals of clinical care and safety, it

removes opportunities for intergenerational social exchange and reciprocity
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Relationships between staff are also discussed in the literature. While on the
one hand person centred care is seen to be about rebalancing power between
older people and staff, equally it has been acknowledged that staff also need
to feel supported andalued in the context of reciprocal relationships
(Nolanet al,, 2006; McCormack and McCan&910).

2.5.4 Creating a positive social environment

Positive soci al environmansenseoonhepk ade
is a core concept of person cedtreare (Brooker2003; Slater 2006a;

McCormack and McCang¢e2010). It can refer to both the physical

infrastructure of residential care including whether the environment reflects

normal or homelike characteristics (Te Boekhatstl, 2009; Hill et al,

2011; Moloneyet al, 2011) and to the way care is organised, how decisions

get made and the ethos of care (McCormack and McCa0d®; Brannon

et al, 2010; Lynch, McCormack and McCariz@l1).

6Creating community®d has begefromi denti fie
environments where residents are seen as recipients of care to ones where

people are engaged in mutually supporting each other (Brown Wilson

2009). This vision, while imbued with positive ideals, has been challenged

by McLean (2006) who suggeststtthis assumes voluntarily choosing with

whom you will live, which she contends is at odds with the competing needs

of providers to fill beds and the fact that many older people do not chose

residential care from a range of options but concede to it Wiee are no

other options. In this way she suggests that the concept of creating

communities is unrealistic.

The 6Culture Change Movement & in the Ut
creation of positive social environment through a range of strategies
including environmental changes, staff education, the dismantling of
hierarchical staffing structures and the promotion of autonomy and inclusion

of older people and their families in the everyday life of facilities (Thomas
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2004; Kaneet al, 2007; Grant2008; Koen, 2010; Hill, 2011). The Eden
Alternative is one of a number of models of residential care provision that
offers guidance for staff based on moral and ethical principles and
promoting growth and development even in deep old age (Brownie and
Nancarrow 2013). The model was developed by William Thomas in 1991

who stated that:

every creature has a habitat in which it thrives, and one in which it
withers. Human beings wither in institutioffEdenalt.org. unknown)

His aim was to create a human habitat thatild optimise growth of older
people through the dastitutionalisation of residential care facilities. He
proposed the introduction of children, animals and plants and the creation
home like facilities. The Eden Alternative is based on a set of 10iggsc

which have been described as a framework for reform (Appendix 2).

One of the key objectives of theulture change movement is to create

O0home 6. etvah (2011 suggests that home provides a link to-self
identity and ipsersond societd, lardccultural rvaluesf o}
beliefs, (pand92pr méblomed conveys an attac
and place and physical spaces become linked to people when individuals

become familiar with, personalise and place a territorial claim over them.

These places then become a part of the identity of the individual and provide

emotional and physical security (Daws al, 2009; Maloney2011). The

connection to people who have shared experiences and culture, and

retaining cherished objects is considerednp or t an't i ni fosterin
homenessdé after relocation to new envir.
settings (Moloney2011)

Greater involvement of residents and families in decismaking and
having opportunities to engage in meaningful activity &ensto contribute

to positive social environments (Brooker 2003; Gaugler 2005; Haesler,
Bauer and Nay2007; Edvardssomt al, 2013). The Senses Framework
describes the issue of meaningful activity as a sense of purpose where older
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people have the opportily to engage in purposeful activity and to be able
to identify and pursue goals and challenges (Noktnal, 2006).
Incorporating such activity into everyday life is proposed (Edvardsson,
Fetherstonhaugh and Na3010; Edvardssoat al, 2013; Morgan Bywn, \
2013)

2.6  Section summary

The above section introduced the theory of person centred care locating it

within healthcare policy and outlining it historical philosophicahd
gerontologicalcontext. The similarities and differences between related

terms used to describe person centred care were outlined. Core principles

which have emerged in the literature include maintaining personhood,

promoting autonomy, developing and maintaining relationships and creating

positive social environments. The potahtof this theory of practice to

i mprove the quality of older peopleds | i
acknowledged that it is a complex issue with many contextual issues such as

competing priorities and asymmetrical power relations.

The followingsection explores these issues further in the context of research
literature in this field, focusing on these four key areas of maintaining
personhood, autonomy, relationships and positive social environments as

described above.

2.7 Person centred researh overview

While there is a growing body of research on person centred care in
residential care settings it is muléiceted and diverse. Different definitions

are used together with different types of interventions and no consensus on
what to measure (@ardsson and Inng&010; Hill et al, 2011; Brownie

and Nancarron2013). To date most outcome measures could be considered
to be proxy measures in that they do not measure person centreecaee
rather they measure elements of mood or behavioceiysk of psychotropic
drugs or perceptions of the various social actors (Hoedteal., 2006;
Fosseyet al., 2006; Chenowethet al., 2009; Skaalvik, Normann and
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Henriksen 2010; Edvardsson and InneX)10; McCormaclet al, 2010g
Sjorgenet al., 2012; DeRooij et al, 2012). The lack of consensus on
definitions, outcome measures or methods have led to a heterogeneous body
of literature which is difficult to compare or replicate such is the range of

varying factors, environments, cultures and interventions

While the volume of research literature increases there is no definitive set of
outcomes, findings or conclusions to categorically guide practice and the
experiences of older people in residential care settings. Overall there
appears to be some evidertbhat person centred care practices can improve
the experience of residential care for both residents and staff (Heetér

2006; Chenowetlet al, 2007; McCormaclet al, 2010b; Edvardsson and
Innes 2010; DeRooijst al.,, 2012). Improved welbeing,quality of life and
guality of care are generally considered as outcomes of person centred care.

It can, however, be difficult to extract exactly wiedéments of PC@heory

and practice contribute to these improvements (Edvardsson and Innes 2010;
Brownie and Nancarrow2013). Outcomes for organisations, such as
improved performance and satisfaction of staff and reduced turnover and
absenteeism have also been measured and there are findings to support the
view that adopting a person centred approachmgact positively on these
(Nolan et al, 2006; Yeatts and Cready 2007; Pol Grevelink Jukema and
Smits 2012; Castlest al,, 2013).

Much of the empirical work relating to person centred care relates to the
field of dementia (Hoeffeet al, 2006; Fossegt al., 2006; Chenowetlket

al., 2009; Rosviket al, 2013; Sloanet al, 2013). Varying methodologies
have been employed including on the one hand {scgé&e randomised
control trials and quasxperimental studies (Hoeff@t al, 2004; Nijset

al., 2006;Fosseyet al, 2007; Chenoweth 2009) and, on the other, smaller
scale qualitative studies using exploratory designs, practice development,
action research, ethnography and case studies (McLean 2007; Brown
Wilson 2009; Wilkinson 2009; McCormackt al, 2010). Randomised

Control Trials (RCT6s) are considered
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measuring specific interventions such as drug trials. Some authors suggest
that the application of rigorous controls and random selection to
intervention or control gnaps is often not feasible in this type of research
(Kaneet al.,2007). Furthermore, their capacity to adequately capture-multi
factorial outcomes in terms of both the concept and context of person
centred care and the nature of the population being cwshhas been

questioned (Love and Pinkow;jt2013).

There are many smallscale qualitative, practice development and action
research studies which contribute knowledge and provide insight into
contextual factors such as power relations that may be Jiegde in
experimental studies. Such studies are generally context specific and are
often associated with specific change interventions led by key champions or
committed leaders (Fox 2007; Wilkinson 2009; McCormeicél, 2010a).

The following sectionprovides an overview of the research literature
pertaining to the principles of maintaining personhood through life story
work and the associated challengesrafslating this into practice.

2.7.1 Maintaining personhood

The erosion of personhood throughstitutional care has been well
rehearsed in the literature with many instances of poor social connectedness,
lack of meaningful activity and negative caring experiences (Nda85;
Fiveash 1998; Ice 2002; Isola 2008). Paying attention to actively
maintaining personhood is seen to be an antidote to this erosion and is a
core element of Oenter i ngl997;Btookert h e
2003).The use of biography and life story work in care planning as a means
of improving quality, maintainig personhood and supporting relationships
has been growing in recent years (Clark, Hanson and, R2G33;
McKeown, Clarke and Reppe2006; McKeownet al, 2010; Thompsan
2012). It has been formally endorsed by the NICE dementia care guidelines
(NICE, 2012, p.42) and is recommended in the HIQA guidelines in terms

perso

of people with dementia (HIQA & 6 ) . Connected to McCor mac
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idea ofbeing with selandbeing in a social worldthis work is proposed as

a means of seeing a person in the contexteif frast and current lives and

by being aware of what their values are. Brooker and Wolley (2007)

contend that such an approach can counteract the categorization of

individuals within narrow biomedical frames while Nolat al. (2006)

contend tbat cantbseunseyd supports the i de

who you are in the context of your whole life.

2.7.2 Life story work

Incorporating the personal biographies, known values and past and current

preferences of residents into care practice is considekeg mechanism to

translate this concept into practicBtudieshave shown how care staff

through the use of stories have changed their perceptions of residents from

objects to be cared for and kept safe to that of real people with abilities,

resources an€utures (Hanesbo and KilghreB000; Heliker and Scholler

Janquish 2006; Heliker and Hoang ThanR010) . Heliker and Hoang

Thanh (2010) suggest that through the respectful listening and bearing
witness to othersd st or iveedationshipspl e ent er |

The translating of life story work into practice has been the subject of

several exploratorgtudies (Clarke, Hanson and Ru2803; McKeownet

al., 2006; Luyendyk 2007; McKeowet al, 2011).Researchers suggest that

by seeingthe narat i ves of peopl ebs | ives, partic
loss of identity such as those with dementia, staff will have a better
understanding of, and pay more attention
needs helping them to make a link betweensaired e nt 6 s past and pre
becoming aware of what matters to them (Hanesbo and Kihl@@oo;

Bruce and Schweitzer 2008; Buron 2010; Thomp26d.1).

Hanesbo and Kihlgren (2000) compared how staff described the life story
and current situation of remnts before and after a epear intervention
that involved training in assessment using the InterRai/MDS and two hours

of supervision monthly. The study was located in three wards of different
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nursing homes in Sweden and involved 30 staff, 7 of whom wases and

23 nursesb6 aides. The ol der people whose
process were 28% male, 72% female with an average age of 80 and an

average length of stay of 1.3ears. The study coincided with a

reorganisation of staffing to cosgent assignments within small teams and

allocating responsibility to each staff member for one or two specific

residents within the limits of their qualificationsAt baseline each

participant was interviewed and asked to give an account of a resident tha

they were most familiar with describing their life story, and their assessed

needs. This was repeated following the yeag intervention. In some

cases the resident was not the same one discussed at both time points as

some had died or were transfertedanother ward. The interview question

was Oplease tell me al | you know about t
situationo. | f certain topics were not r
prompts to guide the process. 100 interviews were condacteéd0 were

analysed using qualitative content analysis.

The main findings were that most staff gave a fuller and more detailed

picture of the resident after the intervention, particularly where both
narratives related t o atchuats mozeti&omr esi dent .
single facts to a greater emphasis on the person as a unique individual with

abilities and resources despite cognitive or physical limitations.

Differences in outcome between the narratives of registered nurses and

t hose of exnweresalsd considered. The study found that the

registered nurses reported the least amount of change in their narratives

between T1 and T2. The researchers point to the low participation of nurses

as being problematic but also suggest that nurse hagiles to engage in

close relationships with residentBhe findings of this study concur with

ot her studies which have found that I i f
understanding and awareness of residents as unique individuals with

abilities and resowes (Clarke, Hanson and Rys®003; McKeownet al.,

2006). There are, however, a number of methodological concerns.
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Firstly, the authors do not provide information on how the staff participants
were selected and as such it is not possible to ascertpgrgbnality or

intuitive capacity had more influence than the supervisory intervention.

Secondly, they do not adequately explain how they selected the 60

interviews for analysis leaving open the possibility of bias.

Thirdly, this intervention occurredt a time of reorganisation so it is not
possible to establish if the improved narratives came about as a result of the
assessment process and supervision intervention or from the continuous

assignments and new tedrased way of working.

Buron (2010) und#ook a study of the effectiveness of life story collages on
staff. The study involved an intervention and control group and included 5
people with dementia and 30 staff. The author worked with relatives to
collate information based on the life history andrent likes and dislikes of
residents and a large collage representing their life was displayed in the
rooms of the residents in the intervention group. Atpst and postest
guestionnaire was administered to both groups measuring their knowledge
oft he residentsd past h-fatedneasyrementofk es and
individualised care tool (Chapell, Reid and Gisk007) was then
administered to staff to assess their perceptions of PCC practice following
the intervention based on domains &) knowing the residentb)
communication between residents and stajf communications between
staff. An additional domain looking at resident autonomy was excluded as it
focused on organisational issues which the author felt was outside of the

scope othe study.

The study concluded that there were many positive benefits to the use of life
story collagesand staff in the intervention group showed a statistically
significant increase in knowledge about the residgpaist history than the
control groupHowever, the control group demonstrated more knowledge of
current likes and dislikes than the intervention group and in terms of

individualised care no differences in practice were found. The author
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acknowledges that the two residents in the control ghatphigher MMSE
scores that those in the intervention group which may have impacted on
their capacity to express their likes and dislikes to staff. He also draws
attention to the fact that the measurement instrument had not been
previously tested for vality and reliability and that the small sample size
may not have been sufficient to detect changes in perceptions of practice
following the intervention. The measurement scale used was a subjective
scale measuring the perceptions of staff about their knipsl®f residents
rather than their actual knowledge. A measurement tool which measured

actual individualised practice may have yielded different results.

The study reports that life story work was viewed positively by staff and
managers and draws attemtito the need for further research to understand

why staff awareness of a residentodés bio

™~

individualised practices. By excluding the domain of autonomy and
associated organisational practices it does not explore the wider
organisational barriers to translating the theorylitd story work into
practice.

2.7.3 Maintaining personhood summary

The incorporation of life story work into practice has been seen to be useful
in raising awareness about the unique identities otleess and is viewed
positively by staff and managers. There are several studies which explore
this work, but there are few studies which report the translation of this work
into sustained person centred practice. Supervision in life story work and the
useof the InterRai/MDS assessment process was seen to have had an impact
on the narratives of care staff. The same study identified a difference
between the narratives of nurses and care staff in describing residents
following the intervention. The sample sjzhowever, was small. More
research is required into the translation of this knowledge into more

individualised or person centred practices.
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2.7.4 Autonomy

A number of studies have been located that provide insight into some of the
enablers and barrier® providing and sustaining choice, counteracting
powerlessness or helplessness in residents amdsatity power issues with
staff i all issues that connect to the discourse of autonomy panson

centred care.

275 Resi dent s6 experience of autonomy

Increased choice has been identified as a core element of promoting
autonomy in residential care but has been shown to be difficult to sustain in
light of completing priorities Barkay and Tabgk2002; Tutton 2005;
Crandallet al, 2007; Buracket al, 2013. Theissue of sustainability of
choice over time was considered itoagitudinal quasexperimentaktudy
(Buracket al.,2012).

The aim of the study was to examine the impact of a Culture Change
intervention designed to promote person centred chowe everyday
activities in a large unionised, nfur-profit long term care organisation in

the United States over five years. Thirteen facilities participated, seven of
which were involved in the first phase (the pilot phase) followed by five
facilities who adopted the programme after three years (the comparative
group). Data were collected at three time points over the five years. One
(T1) at baseline, one (T2) after two years and one (T3) after five years. The
researchers hypothesized that the pilot grawuld show a significant
increase in choice between T1 and T2 and that this level of increase would
be sustained between T2 and T3, and that the second comparative group

would experience an increase between T2 and T3.

The Duncan Choice Scale was usedas s e s s residentos
everyday activities. Residents who had lived in the facility for more than
three months were invited to participate following a determination by senior
staff as to their capacity to consent and participate in a-ttaface

interview. A total of 164 residents participated overall. Given that the study
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was over five years there was a high attrition rate due to death, decrease in
cognitive capacity or transfer, with 8 (5%) residents participating in all three
time points. 25 (1%) participating at two time points and 131 (80%)
participating at one time poinThe study provides a good description of
what the intervention was. A community coordinator was put in place in
each facility to champion change from a traditional apprdach person
centred care approach. This person was tasked with creating a sense of
community and facilitating relationship building between residents, staff
and family members. Training of staff was carried out including team
building, problem solving, shhed decisiormaking and more inclusive care
planning. Organisational change included flattening hierarchical structures.
All staff became involved in creating meaningful activity and residents had
more input into determining their daily routines in relatto when they got

up, when and what they would eat, how often they would bathe and

arranging their medical appointments.

The researchers found that as expected, residents in the pilot group
experienced a significant increase in choice between T1 andhdZhe
comparative group experienced a similar increase between T2 and T3.
However the expected sustained increase in choice for the pilot group
between T2 and T3 was not realised. The most significant change related to
Owhat | ei sur e &g dignificant dea@esisesyod ahoicd webe. Le
found in 6what you eatd and O6when you
highlights the challenges of undertaking longitudinal studies in this
population given the high attrition rate, yet it is the very natfitéis study

spanning five years that highlights the sustainability challenges of
organisational change. The experimental nature of the study, while offering

a large sample, provides limited contextual data about the residents, what
their values were and these aligned with the survey instrument used. The

lack of sustainability of choice across several sites, despite a programme of
staff training and the presence of committed change agents, warrants further
research of organisational practices that arendiocal, and which

coordinate what people do, regardless of location.
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A smaller qualitative study identified some of the contextual issues that

impact on the autonomy of older people. McCormack (2001) undertook

research in relation to this in a commyniospital setting. The study

produced 14 case studies on nwzsei ent 0's i nteractions al
thematic analysis supported by a group of expert nurses and patients as well

as the nurses involved in the study. When interacting with older people

around ley decisions about their healthcare, he noted that the nurses

involved often adopted a position of informatigiving that served to

reinforce decisions already made by professionals resulting in such

information acting as another form of control. Equathg external context

of organisational issues (such as the need to have throughput through acute

hospital beds or for institutional rules) impacted on the rights of older

people to make decisions about their situations. In this context, the nurse

had accss to information that the older person did not have, reducing their

right to exercise their autonomy. He concluded that facilitating the

autonomy of older people in health care settings involved negotiation, being

aware of t he per s ditiordessbeingarbngparent aboud t he pr
their own values. He noted that for the older people in this study the

important issue did not appear to be that of them being the decision maker

but rather that their beliefs and values were incorporated into the decision

making process, even if they were not the final arbiter of the decision. The

study also found that advanced nurse practitioners were more likely to be

mi ndf ul of an ol der personb6s autonomy a

decisions than other staff.

Although it involved a small sample, this welksigned research provides a
comprehensive overview of the many complex issues that influence the
promotion of autonomy in older people. However, it was located in a
community hospital where all of the researchtipgrants were transient
thus providing a different context that a residential care setting. In this way
the issues of power and control, while highly relevant to how staff and older
people undertake shared decismoaking, require further consideration in

the context of residential care.
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McLean (2001) drawing on an ethnographic study which explpezdon
centred carén dementia considered the influence of power and control on
the lives of residents, relatives and staff. The study was undertaken with the
researcher, an anthropologist, adopting a participant observer role. Selection
of the residents to be studied followed a month of familiarisation and was
undertaken in conjunction with staff in order to identify the most
behaviourallydisturbed residentsThe residents ranged in age from 66 to

95, with 86.5 being the average age.

Detailed observation of all aspects of daily life in the units was undertaken
together with recording the views of staff and family members in relation to:
a) The person with desmtia and who they were, b) How the organisation
was run, and c) What complaints and concerns existelétailed log of all
observations pertaining to each participating resident was retained together
with an additional log of all additional observatiofsiangulation occurred
through examination of several sources of data, in this case, medical
records, interviews and observation of residents and staff behaviours. Data
analysis was undertaken concurrently with ongoing ecosgirmation
between data soces. Conclusions were confirmed through ongoing
questioning of the data and discussions with key informants. In the main
study, the researcher highlighted how one of the units took a person centred

approach while the other had a taslentated way of woiikg.

She concluded that two similarly staffed and physically similar units within
the same facility held very different outcomes for residents. Nihilistic
assumptions about people with dementia and their behaviours led to poor
outcomes in one unit whereaghen person centred beliefs prevailed

residents had a better experience.

Using data from the study, she provided an example of an event to illustrate
the issues of power that she became aware of. She described the hierarchies
within the unit, the level®f authority and noted that the less time certain
professionals spent on the unit, the more power they wielded. The Doctors

and the Assistant Director of Nursing (ADON) who visited weekly held the
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most sway in decisiemaking. Families could yield power lmypassing the

staff on the unit and going directly to the Doctor or ADON. While the
Doctor yielded power over medication management, the ADON had the
power to decide when and where people were moved to without recourse to
relatives, the resident, or staffat worked closest to them. As staff moved

up the hierarchy, the less contact they had with residents and the more
paperwork they had to do, and in terms of hierarchical power the least
powerful was the resident. The study provides a thick description of
everyday life in one residential care setting. The prolonged engagement on
the unit provides the potential for the study to be credible and believable
(Denzin and Lincoln2003). The author suggests, however, that while this
study contributes knowledge dhe capacity of person centred care to
improve outcomes for people with severe dementia, a wider social and
political analysis is warranted to uncover the contextual issues which impact

on its provision.

Bowerset al.(2011), in a study looking at choiesd control of people with

high support needs in the United Kingdom, found that older people had
great difficulty imagining possibilities for improvement in the level of
control they could exercise over their lives. The study involved a range of
activities including an extensive literature review, field work in four sites
which included discussions and interviews with 205 stakeholders, 84 of
whom were older people who lived in care homes or housing with care.
They also undertook a number of local and maticcounding board events.

The researchers used a common interview and discussion schedule and used
a Orealistic evalwuationd framework for
there was a significant gap in understanding about choice and control at all
leves of organisation and by older people themselves, and a major absence
of the voice of older people in policy, research and commissioning. A
significant absence from the study was care home providers who did not
attend any of the fieldworkneetings or lodaor national events despite

invitations from the researchers.
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Related to the issue of autonomy is its corollary: lack of autonomy. Thomas
(2004) describes the opposite of autono
contends, alongside loneliness and boredora,key scourge of residential

care. Shura (2011) undertook a study which focused on addressing the sense
of helplessness that older people in residential care experience. The study
was part of a wider culture change intervention using the Eden Alternative
model. Using a participatory action research methodology, its aims were
two-fold. Firstly, it aimed to reduce helplessness, by promoting the
competence and expertise of residents and relatives. Secondly, it aimed to
contribute to the flattening of hieraiels and transformation of power
structures that shape the relationship between care recipients and care
providers. The residents were invited to becomeesearchers and were
asked to identify strengths and problems within the facility and to identify
ways of overcoming these problems. The unique individual strengths, skills
and knowledge of each participant based on previous vocational or family
roles such as managerial, caneing, parenting and grangarenting roles

were considered assets to be drawnio the change programme. The
intention was to identify issues that were important to residents and to
engage them in collective problesolving and implementation processes.
Four units of a continuing care community were identified initially by
researches and administrators. Volunteer participants were recruited
through a series of meetings and information leaflets for residents and
relatives. Seven research groups of between four and seven members were
established comprising of residents, relatives astdff which were
supported by facilitators. The groups met weekly for one hour over a period
of four months. A total of 49 residents, 87whom were from the nursing

home (including dementia units) and @2whom werefrom the assisted

living unit, 19 st&f and 6 relatives participated.

The study reported improved relationships and several ideas for
organisational change that promoted relationshijpding and shared

decisionmaking processes which were implemented during the course of
the research progmame. The researchers contend that this approach was

more effective than traditional resident councils in that it used the strengths
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of residents as assets and involved them in providing solutions in
collaboration with staff, rather than presenting problémnstaff to solve. It
provides interesting insights into potential strategies for shared decision
making and offers an innovative way to consider the shift in power that
researchers say is required if residents are to experience competence and
shared desion making. The programme provided innovative ideas as to
how to engage residents, relatives and staff collectivEiye researchers
reported, however, that the participation of staff was low and irregular in
contrast to residents. The reasons for theseacited as lack of time and
competing needs and the groups were not sustained after the research
peri od. This studyds findings challenges
interested in organisational decision making (Bowedral.,2011) but also
resorates with several other studies which show that sustaining person
centred interventions in the light of competing organisational priorities can
be difficult (Barkay and Tabak2002; Talerico 2003; Tutton 2005;
Crandal] 2007). The study was participataxgtion research and did not use
formal universal scales or measurements to measure the level of improved
relationships or increased participation. Yet, it adequately explained some of
the challenges and barriers to person centred care brought abouththroug

conflicting values and organisational priorities.

2.7.6 Staff experiences of autonomy

Staff can also experience a lack of autonomy due to organisational
structures and processes (McCormaatkal., 2004; Nolanet al., 2006;
McCormack et al., 2010a; Rockwll, 2012; Brannonet al.,, 2010).
McCormacket al. (2010a) highlight the issue of powerlessness of staff to
change organisational structures and practices in a report of a two year
practice development programme which aimed to develop and evaluate
personcentred practice in residential settings for older people. The
programme involved 17 residential care settings across lIreland. Two
frameworks were used to guide the project, one the Person Centred Practice
Framework (McCormack and McCanc010) and an emaipatory

practice development framework. The programme adopted a broad range of
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activities such as developing vision statements, critically observing work
practices, and using creative approaches to foster reflection, wider
collaboration and team work. A&ttition was paid to issues such as language,
providing choice and meaningful activities and addressing environmental
deficits. Contextual issues such as staff relationships were also addressed. A
range of interventions and activities were developed duhegtogramme.
These included life story work (LSW) through the creation of memory
boxes, and incorporating into care plans PCC texts cilie®ay My Way

A Key to Meand aCalendar Of Important Eventaimed at collecting

i nformati on ab g choices, dikes ahe dislikesd Inckeasedu e
social activities and the development of volunteer services were also put in
place as well as improved dining facilities and practices. Team meetings,
reflective practice and environmental walkabouts were undertake
support the development of a person centred culture. Collaborative vision
statements were developed as were materials to improve communication

such as newsletters and information booklets for residents and families.

Data was collected at three timeiqts over the two years and a range of
evaluation processes were used. Resident narratives from sixty individuals
and 180 periods of observations of the environment were qualitatively
analysed using a creative hermeneutic data analysis process. Four key
themes were developed from this element of the programme: choice,
connectedness and belonging, hope and hopelessness, and meaningful
relationships. The analysis of these narratives was combined with the
observations of staff participants. In this way i@ possible to separate

out the actual voice of residents from staff in the findings. While there was
some reported improvement in weking between timelines this was not
systematically measured and the interpretation of this improvement appears
to be hrgely by staff participants as opposed to by residents or relatives
themselves. No details were given of the attrition rate between the time

points of the residentds narratives.

Outcomes from the perspective of staff were measured using the Person
Centrel Nursing Index (PCNI) and Person Centred Caring Index (PCCI)
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tool. These tools are not specific to residential care and have been used in

other settings such as acute hospitals, where worker stress, intention to

leave, satisfaction and commitment to tligamisation are measured (Slater

et al, 2009). An additional tool, the Caring Dimensions Index (CDI)
evaluated staff bs perceptions of caring
technical, intimate or relational and supportive aspects of nursing and

included itens considered supportive, unnecessary or inappropriate aspects

of caring (McCance, Slater and McCorma2R09).

The programme evaluation revealed improvements towards a more person

centred environment with some statistically significant changes in nursing

and care staff outcomes. Overall, the level of stress reported by staff was

low at all time points. Statistically significant changes were found in

relation to 12 of the 19 factors on the PCNI and PCCI tools including
06satisfaction wi tthhsapaysf aoti qomr owpebt stér,al
Ointention to | eavebo. In terms of the CD
of care towards more supportive and intimate elements was reported

between T1 and T3 although there were fluctuations between scores at T2.

The authors explain this as not uncommon as values change and new ideas

emerges. While heavy workloads were identified as being a source of stress,

improving team relationships and decisimaking processes were seen to

have had a posi t ixpereence ougr éincet Thewenwasnamr ses o6 e
overall decrease in response between T1 and T3 which the authors attribute

at least in part to external management and supervisory constraints brought

about by a financial crisis. As no information is given in relatiowhether

the same residents provided narratives over the three time points it is not

possible to conclude whether there was a change in their experience.

In relation to the use of the PCNI and PCCI measurement tools the authors
argue that these were apprape, validated, tools that can determine the
impact of change on creating a person centred environment. However, in
commenting on the reported low levels of stress they also acknowledge that
the context of caré i.e. that of residential care may differ from that of an

acute hospital and levels of stress may not be comparable therefore. As such
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the use of this outcome measurement tool highlights the challenges that

exist in measuring outcomes using tools designed for other contexts.

The evaluation repbreveals many contextual factors that act as barriers to
the successful implementation of person centred care cultures. The
narratives of residents and observations describe a range of challenges
including institutional buildings, a lack of meaningfultiaity to alleviate
boredom, disconnection from previous family and social networks,
loneliness culminating in feelings of hopelessness and loss, acceptance of

circumstances and having no voice.

In relation to staff, resistance to change by both fronsiaéf and in some
cases managers was highlighted, reiterating findings from a previous Irish
study on quality of life in residential care settings (Murgtyal., 2006).

The study reported that many of the (staff) participants felt powerless and
bound bythe rules of the organisation. A number of these issues warrant
further investigation. While on the one hand there was a statistically
significant increase in caring behaviours, there is insufficient data to suggest
that residents experienced an improvemantheir experience. The study
draws attention to external organisational influences and the lack of power
to change organisational rules in accordance with person centred principles

but did not explore these as part of the programme.

2.7.7 Autonomy Summary

The literature on autonomy as it relates to the provision of person centred
care reveals a complex mix of issues including asymmetrical power
relations and challenges of sustainabilRyoviding choice over a sustained
period in several locations hdmen seen to be problematic despite the
presence of committed change agents and staff training, suggesting that
these interventions on their own may be insufficient to bring about sustained
change and pointing to possible external coordinating factorghefu
research is required to explore other organisational factors which influence

the provision of autonomy as an element of person centred care.
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2.8 Relationships

A key element of person centred care is the issue of both therapeutic
relationships betweeresidents and staff (McCormack and McCara@.0)

and wider relationship triads between residents, family members and staff
(Nolan et al., 2006; Buckley and McCarthy009; DeRooijet al, 2012).
There is a consistent view in the literature that the &bion of relationships
between residents, staff and families, built on trust, understanding and a
collective sharing of knowledge are a core element of person centred care
(Maaset al, 2004; McCormack2004; Nolan et al, 2006; Haesler, Bauer

and May 2007; Custers 2010; Helgesen, Larsson and AtR2id13).

2.8.1 Relationships and older people

The capacity of older people tmntinue to establish new relationships into
advanced old age has been acknowledged and associated with psychological
well-being andsustaining a sense of self identity and-esiieem in old age
(Bondet al, 2007; Buckley and McCarth2009;Cooneyet al,, 2013).

2.8.2 Relationships in residential care

Wilson Brown (2009), in a case study underpinned by a social constructivist
apprach, examined the nature of relationships in three care homes in the
UK. She identified three types of relationships:

Pragmaticrelationships focused primarily on instrumental aspects of care.

Here the practical aspects of caiging usually dominated cwersations

between staff and residents or family members, but staff actively sought

knowl edge of residentdés individual prefe
their caregiving. Residents and relatives cooperated with the routines of

care and contribed by providing information to inform care plans.

The second type of relationship she describeg@easonal and responsive
relationships that engaged more fully with the wider needs of individual
residents based on st af fwhehsappdrtednt i on t o
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them in making judgements about care. Relationships basegtipmocity
emerged as a third type of relationship where, she argued, negotiation and
compromise contributed to a shared understanding of what was happening
in the home and wheneciprocal activity took into account the needs of

everyone leading to a sense of community.

She maintained that residential care facilities which are underpinned by
principles of reciprocity and personal relationships can rebalance power
relationships ad increase welbeing through shared decisiomaking in the

daily life of the centre.

She also noted that key enablers to good relationships in residential care
were leadership, continuity of staff, the personal philosophy of staff and
contribution of rsidents and families leading to the development of a
community of people as opposed to merely a care environment. This was a
well-designed case study design which provided a good description of its
theoretical basis and a comprehensive overview of the roantextual
factars which were clearly outlined.

2.8.3 Relationships between relatives and staff

A number of studies focus on relationships between relatives and staff. In
general, the literature would suggest that many relatives wish to remain
involved with the care of their family members as a means of preserving the
resident so i dent i,t2002; H&taberg, aBkmara and Tabak
Axelsson 2003; Bauer and Nay003; Robisoret al., 2007). According to
Robisonet al. (2007), families had better relatsmps with staff when they
believed them to be caring and providing individualised emotional and
cognitive support, and where they shared experiences of caring for the
resident. However translating this into practice was seen to be problematic
when staff vere still focused on routines and everything else had to fit in
around this (Bauer and Na3003).
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DeRooij et al (2012) considered the perspectives of family members in
relation to the social relationships between staff, residents and family as part
of areorganisation of facilities to smaller scale environments compared to
traditional nursing homes. Similar to what Nolanal (2006) describe as

the triad of care, this study aimed to provide insight into these relationships
looking at the similaritiesrad differences between these environments and
traditional nursing homes and between The Netherlands and Belgium. The
research was part of a larger study investigating the differences between the
two models (smalscale and traditional) from the perspecsivad residents

and staff and family members. The study was gaagerimental with data
collected at baseline and again after twelve months. Because it was part of a
wider study the family members of 179 residents were contacted and a final
experimental gsup of 44 whose family member resided in a sraedlle

living environment participated with a control group of 20 family members

in traditional homes. The participants were mostly adult children with an

equal mix of male and females.

A questionnaire inclded questions about family méersdinteractiors with
resident s, s t aith f résaents, rande farailg tmerolsdrs w
interactions with staff. The research found that family members were more
satisfied with the contact they had with staff in the sreadlle living
environments. They also felt that staff in these environments listened to
residents more and were more likely to pay attention to the feelings of
family members. The study highlights some of the challenges in reviewing
research relating to pgn centred care as it is difficult to establish if the
focus of this study is relationships between the various stakeholders or the
introduction of smaller scale environments. The move to small scale
facilities most likely involved staff training which maave accounted for

the better listening skills of staff or it may have been as a result of consistent
assignments of staff. The comparatively small control group raises an issue

of potential bias.
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2.8.4 Relationships between residents and staff

Relatiorships between residents and statfre the subject of a study by
Heliker and Hoang Thang (2010).he st udy, which invol ved
aides and 54 residents, was undertaken in 6 American nursing homes owned
by three corporations. The study used a longitaldmixed methods design

and involved an intervention based on shared storytelling as a means of
developing empathetic reciprocal relationships. A comparison group from
the same corporations received an intervention based on communication
skills. The outcmmes measured for staff wera) Mutuality; b) Caring
relationships ¢) Empathy d) Self-efficacy of storytelling (for the
intervention group only) an@) Job attitude. Participants were asked to
complete preand postinterventions questionnaires. The cwne measures

for residents were perceived caring behaviours and mutuality and residents
were asked to complete two instruments measuring these. The study had an
attrition rate of 50% due to death or cognitive decline in residents and staff
moving jobs, orhaving personal problem# mutuality scale measured
feelings of connection and understanding and exchanges between
individuals based on shared goals. Mutuality was said to be present when
conversational language reflected give and take, shared undergtand
exchange of ideas, respect for all possibilities, comfort, humour and
humanness. The scale had four mdctions; shared values, affective
closeness, shared pleasurable activities and reciprocity. In relation to the
nur sesd ai des tolsignifitant differemcgssn nathadityvoe d n
empathy between the two groups at baseline but a significant difference
immediately after the intervention. These scores increased further at three
months and six months. There was no significant difference itiorelto

the efficacy of stontelling in the intervention group and no significant
difference relating to job attitude in either group. For residents, in relation to
the caring behaviours there was some positive increase in orscaeb

which related toeciprocal caring and being cared for.
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No significant difference was found in relation to mutuality. The researchers
pointed out that the caring behaviours questionnaire was too long for

residents and was eventually abandoned and replaced with interviews.

In relation to the job attitude scale, they noted that several of the questions
related to pay and benefits which may have skewed the results and
concluded that the research instruments proved to be a limitation in the

study.

In the qualitative elementf dhe study, individual interviews with residents

and small group interviews with the nur
which a number of themes emerged. The analysis was not undertaken until

after the quantitative data was analysed in order to avoid Thasfindings

complemented the quantitative findings describing increased feelings of
connectedness and mutuality. Residents described identification of favourite
nursesod aides who checked in on them an
nur seso aiJskg resicersscon théredays off or slipping into

their rooms on their breaks. Both spoke of reciprocal relationships based on

give and take, being cared for and caring about, and feeling valued.
contrast, t he nur sesd Iagrodpespokd aboutt he ¢ o mmt
behaviours that addressed resident deficits such as hearing Tloss.

researchers acknowledge the limitations due to the high attrition rate and

difficulties with the measurement scale which had not been piloted first.

They tried to us the scale as an interview guide but found that residents

preferred to tell their own stories in their own way. The methodological

design limitations and challenges in this study draw attention to the use of
conventional research tools to elicit resporfsems very frail older people

and to the construction of longitudinal studies due to the high attrition rate

in this cohort of individuals. Several authors have pointed to the fact that

there is a gap in the existing literature in relation to the involvenoé

residents in research into person centred care (@ak,2006; Edvardsson

and Innes2010).
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A number of authors have highlighted the fact that educational programmes
on their own are insufficient to ensurd hou relationships (Buberl937;
Kitwood, 1997) between residents and staff (McGileiral, 2003; Nolaret

al., 2008; ViauGuayet al., 2013; Venturata2013)

Nolanet al. (2008), following an extensive literature review, concluded that
while education and training was an important elenoérchangingpractice
other contextual factors such as societal attitudes towards older people and

care homes in general needed to be considered.

McGilton et al (2003) undertook a study of relationshipgesidential care

in a quaskexperimental study h an educational intervention in two
Canadian nursing homes. The study involved 35 staff 50 residents and data
was collected at baseline and 10 months, which was 3 months after the
programme had endedhe authors concluded that while there was a
statistcally significant improvement in the relational behaviour of staff, this

did not result in the development of what they desdribeas &6 cl os e
rel at i on méaningfslorelationships .between staff and residents.
They also concluded that while edtional programmes were important of
themselves, they were insufficient to change the reatnf close care

relationships.

2.8.5 Relationships summary

Attention to relationships is a key principle in the person centred care
literature. Three different tyge of relationships have been identified;
pragmatic, responsive and reciproc@he literature suggests that many
relatives wish to remain involved with the care of their family members as a
means of preserving their identity. Translating this into practicsvever,

was seen to be problematic, due to the nature of organisational structures
and processes. Smaitale environments and consistent interactions with a
smal | number of staff were found t
relationship in residerdl care. Improvements in mutuality and reciprocity

have been reported following an intervention based on storytelling.

81

0]

car e



Chapter 2: Literature Review

However, the methodological challenges of undertaking longitudinal studies
and employing conventional outcome measurement tools with dicer

people have been highlighted. A number of studies have shown that
education on its own is insufficient to improve person centred care and

authors suggest that wider contextizetors need to be addressed.

2.9 Positive Social Environments

The issie of creating positive social environments has been the subject of
several studies. One the one hand these relata ®ense of place
(McCormack and McCan¢e2010) as articulated in studies concerning
physical environments and on the other contextuakssuich as engaging

meaningfully with that environment.

2.9.1 Normalisation

The concept of normalisation has existed within the disability literature for

many years (Ra¢e€003).The idea connects residents to everyday activity

through continuingvith ther previous routines and lifelong habits and has

resulted in the development of domestic style environments and strategies to

move from 6c ai where residentsoare ipassive eedpients of

servicesi to ones which promote the development @fh obme a n d
6communityad, based on mutual ly support
equitable decision making processes (Norton and Shi2l@36; Brown

Wilson, 2009; Maloneyet al, 2011; Edvardsson, Featherstonhaugh and

Nay, 2012; Edvardssoet al, 2013).

2.9.2 Normalisation and the physical environment

There is a growing body of evidence supporting the development of
domestic environments as a means of counteracting the dominance of
biomedicine in residential care and as a means of improving social
engagement (Kanet al, 2007; Van Beelet al.,2009; Te Boekhorst 2009;
Maloney et al, 2011; Morgan Brown 2013). However, it has been
acknowledged that environmental change on its ownnsifficient to

change decisiocmaking systems and routines that prioritise oiggtional
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goals of efficiency and clinical governance (Norton and Shi@@86; Fox
2007; Rosemondt al., 2012).

In a recent Irish study, Morgan BrowrNewton & Ormerod (2013)
compared the social engagement and interactive occupation of residents
with dementia in two Irish nursing homes before and after an intervention to
create a household (domestic style) model of care. The intervention
involved staff development, leadership support and the creation of a
Ohomemaker rol ed wh e rperated cleanirg arsl camef f
duties in the communal area, which now had an open plan kitchen,
encouraging residents to become involved in domestic roles and activities.
Data was collected at two points: at baseline, before the intervention, and
immediately ater the intervention. The study reported that residents were
more socially engaged to a statistically significant level following the

intervention.

2.9.3 The Eden Alternative

The Eden Alternative is a model of residential care that combines changes
in infrastructure, flattening organisational hierarchies, creating consistent
and mutually supportive relationships and opportunities for meaningful
engagement underpinned by values of growth development and
intergenerational solidarity. The model has been thigiest of several
studies (Hill et al, 2011; Brownie and Nancarrow012) and positive
outcomes in relation to improved autonomy, reduced levels of helplessness
and boredom and increased autonomy
(BergmanEvans 2004; Kaneet al.,2007; Yeatts and Cread3007; Bowers

et al, 2011). Although this and other similar models have been
enthusiastically adopted by committed leaders, widespread change has been
slow, driven by concerns about time, economic viability associaiéd w
investment in restructuring buildings, clinical governance and regulatory
compliance (Hoefferet al, 2004; Grant2008; Chenowetlet al, 2009;
Greene Burgeet al,, 2009).
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2.9.4 Constraints to creating positive social environments

The issue of notrough time as being a barrier to implementing person
centred care and its associated positive social environments has been
identified by a number of authors (Hoeffer al, 2006; Dowet al., 2006;
Crandal] 2007; Argyle 2012).This was a finding in a sty by Hoefferet

al. (2006) which sought to investigate the efficacy of person centred
showering and the use of towel bath techniques in residents with dementia
in 15 nursing homes in the United States. The study involved 69 residents
and 37 care assistantvith an intervention and control group measuring
levels of agitation using the Cohen Mansfield Agitation Inventory (CMAL).
Purposefully selected care assistants were trained to focus less on the task in
hand and more on the person who was being showaredceiving the
towel bath. The care staff in the intervention group were taught to
individualise and make more comfortable the experience by asking relatives
which bathing products the person with dementia preferred, using warmth
and comfort, distractingand in some cases offering fodthe researchers
concluded that both person centred showering and towel baths were
effective in reducing agitation and aggression and discomfort in residents by
53% and 60% respectively, when compared to the control grbepe there

was no significant change. However, the person centred showering took an
average of 3.3minutes longer to achieve than the control method and the
towel bath method 2.7 minutes longer. This increased amount of time
required to employ a person ¢exd approach concurs with other studies
which have shown lack of time to be a perceived barrier to person centred

approaches (Dowt al.,2006).

However, the study did not measure the increased amount of time and
associated costs that are required td déih the behavioural disturbances

or agitation. One RCT examined costs of reduced agitation (Chenetveth
al., 2009). The study was located in Australia where fifteen sites were
identified from a potential pool of thirty on the basis that their caretipeac

was taskfocused and not based on person centred care systems. A total of

240 residents were selected by senior managers in these sites as having
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persistent needdriven behaviour that made it difficult to provide care. The
purpose of this study was ttompare person centred care, dementia- care
mapping and usual care and involved a wider range of outcome measures
including agitation, neuropathology, quality of care, quality of interactions
between residents and staff and costs. The economic evalaatioected
improvements points on the agitation scale to an estimated cost per
behaviour averted. The study found that there was a statistically significant
reduction in agitation in both the person centred care and dementia care
mapping sites compared tbet usual care sites and a modest reduction in
costs. Other outcomes were less clear. No statistically significant findings
were made in terms of neuropathology or psychiatric symptoms and no
improvement in quality of life was reported. The researchersestigbat

this may be because demonstration of more subtle elements of quality of life
such as enjoyment of eating, touching and interacting may be more difficult
to observe in a large scale study. This highlights one of the difficulties with
randomised cdmol trials in identifying and measuring outcomes of
importance in PCC. The researchers suggested that the findings in relation
to costs were tentative and as such recommended further study. Other
studies that have addressed the issues of cost have @mhpecton centred

care practices to reduced turnover and absenteeism, both of which have

associated economic implications (Cas2ie13).

2.9.5 Positive social environments summary

There are many interrelated factors associated with the creation of/@ositi

social environments including the creation of domestic style environments

and i mproving the autonomy of staff . The
creation of communities of people rather that care environments has been

promoted. While largscale cultve change programmes have developed,

the widespread adoption of these ideas is constrained by concerns about

costs, clinical governance and regulation. There is some evidence of

decreased costs due to the avoidance of adverse behavioural incidents and

redwed turnover and absenteeism, but moseaech is required.
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2.9.6 Section summary

The above section discussed the research literature as it relates to the person
centred principles of maintaining personhood, autonomy, relationships and
positive social evironments and the organisational issues that impact on its
implementation. Findings in studies in relation to life story work have
pointed to its adoption as a mechanism to promote and maintain
personhoodTranslating this into more individualised caregwever, has
proven problematic. The autonomy of older people in residential care is
considered an important element of person centred care. However, the
competing needs of organisations have been seen to undermine this
autonomy resulting in tastirientatedpractices and unequal power relations.
Interventions to promote choice and prevent helplessness have shown
difficulties with sustainability and the involvement of older people in their

environments remains problematic.

The person centred care literatuppomotes the concept of mutually
supportive and reciprocal relationships however studies have shown that this
can be difficult to achieve. Studies which involve staff education have
shown some improvements in the relational behaviour of staff but other
contextual and organisational factors impact on the promotion of such
relationships. There is a growing body of literature relating to positive social
environments particularly in respect of creating new domestic style facilities
and associated organisationghanges such as flattened hierarchies and
continuous assignments; however concerns regarding time, costs and

clinical and regulatory governance remain.

Having thus far provided an overview of research in relation to person
centred care and the contextéattors which influence its implementation,
the following section will identify the contribution that this study can add to

the literature.
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2.10 Identified deficits in the literature

PCCas a theory of practice has been spreading rapidly but due tauthe m
dimensional nature of the concept and the diversity of definitions, research
goals and measurement tools, there is ambiguity about outcomes. Problems
with sustainability have also been reported (Robinson and Ro2b@s;

Rockwell 2012; Siegalet al, 2012).The body of research literature has
increased in recent years and several largea |l e RCTOos and
experimental studies have been added to what was heretofore mainly
smaller qualitative studies (McCorma@004;Dow et al.,, 2006; McKeown

et al, 2006; Hoefferet al, 2006; Edvardssor2008; Chenoweth2009;
Edvardsson and Inng2010; Hill 2011; Brownie and Nancarrp2012).

The multiplicity of definitions, interpretations, measurement outcomes and
tools has made it difficult to elicit conclwg findings about its translation
into practice, yet overall it is considered a positive development
(Edvardsson2010; Dewing2011; Hill 2011; Sjorgen, 2012).

2.10.1 An alternative view of the literature

Another way of looking at this body of literatuie to notice how it
privileges the voice of high status professionals and experts and is
underpinned by assumptions of rationality, objectivity and universality
(McNeil, 2005; Lirette 2012).

According to Smith (2005), while this scientific knowledge rbayvalid, it

is incomplete, as such research endeavours can silence embodied
experiences through processes of objectification and categorisation through,
for example, the use of universal rating scales to replace the everyday

language and personal accaiof people.

Some authors point to the challenges of providing absolute proof of such a
multi-dimensional concept that is person centred care and suggest that the
burden of proof should shift in the other directione.why cares houl dn ot
be person cergd (Edvardssgn2008; Love and Pinkowifz2013). This
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alternative way of looking is raised by Peter Reed, CEO of the Pioneer

Movement in the United States:

I know this is a bit heretical coming from someone with a research
background, but an ovaeliance on research data and its categorized
strength as meaningful evidence further medicalizes what is
essentially a discussion about the way people live their life. If
someone is agitated and expressing their agitation through behavior,
it is not always a medal need. A music lover may be upset at being
deprived of the music they love; a food lover may be upset at being
unable to enjoy the foods that they love; a person may simply be
thirsty. You could medicalize these and develop clinical interventions
to address these needs, but | personally do not need to rely on the
evidence developed in an ORCT6 to
soothing, food enjoyable, and water refreshing.

Peter Reed, PhD, CEO/Pioneer Network

2.10.2 Including the voice of residents

Despite the conceptual underpinnings in person centred care of
acknowledging individuals as experts in their own lives (RQgk®51;
Brooker, 2003), including the voice of residents in research can be
challenging due to physical and cognitive frailty amgkeist assumptions
(Bowerset al, 2011; Katz2011). Following an extensive literature review

of person centred care, D@t al. (2006) concluded that the absence of the
voice of users was a major gap in the research literature. Edvardsson and
Innes (200), in a review of person centred measurement tools, noted that
few adopted the perspective of the resident. Dementia Care Mapping
(DCM) was the closest, as it adopted a subjective perspective of residents
(Ballard, 2009; Ervin Kayeet al, 2012). Howeverthe categorisation

remains in the hands of the assessor.

There is a growing interest in gaining the perspective of residents of their
lived experience particularly in relation to dementia (Aveyard and Davis
2006; Shuraet al, 2011, Brown Wilson and Gisetf 2011). The increasing
recognition of residents as active participations in their social world points
to a need for more research about how they live their everyday lives in

residential care settings. However, given the reported experiences of loss o
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autonomy and passivity it is necessary to extend beyond what older people
say to better understand the social relations that govern their lives making
what isoften unseen and unknown visible. No study located has explored
how the experience of residents shaped, organised and linked to the
professional discourse of person centred care and the actions of people both

inside and outside residential care settings.

Using the methodology of Institutional ethnography and adopting the
standpoint of those whesvoice is not strong in the professional discourse
the intention is to provide further insight into the organisational influences
to person centred care. Given the acknowledged challenges of including
frail older people in research and everyday decisi@king, attention is

required to how older people tell theioses and express their views.

2.11 Chapter summary

This chapter provided an overview of the conceptual and empirical literature
relating to person centred carelhe philosophical, historical and
gerontologicalunderpinnings were described. Definitional problems were
discussed and the key principles as defined by the various authors were
synthesised. An overview of the research literature was presented drawing
attention to the mukdimensionalnature of the research work, highlighted
the research challenges relating to study designs, and lack of consensus
about measurement tools. The challenges of translating the concept into
everyday practice were discussed drawing attention to the need tweexpl
organisational issues more fully. The absence of the voice of residents from
both research and practice was highlighted, despite the promotion of

collaboratian in the conceptual literature.

The chapter concluded by providing a rationale for adoptihg t
methodology of Institutional ethnography as an alternative way of looking,
in order to gain further insight into the organisational barriers to person

centred care that were identified in this review.
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The following chapter provides an overview of resBamethodologies in
general and Institutional ethnography specifically. Because Institutional
ethnography is considered both an alternative sociology and a methodology,

an overview of its ontological and conceptual development will be provided.

90



Chapter 3: Methodology

Chapter 3. Methodology

3.1 Introduction

This chapter describes the process of choosing the research strategy for this
study. It explores briefly the various research paradigms that constitute
sociological research discourse, outlining the philosophical assumptions o
belief systems which underpin these approaches and the various
methodologies that are available to the researcher (Guba and L.ih@85j

Crotty, 2003; Cresswell 2003). As this study adopts a qualitative
perspective, the various associated methoddadogi# be discussed briefly.
Following this, the rationale for selecting Institutional ethnography will be
presented. Because Institutional ethnography is considered both a sociology
and methodology, its ontological and conceptual underpinnings are then
described before outlining its methodological process of identifying the

problematic, adopting a standpoint, data collection, data analysis and

mapping.

3.2 Research Paradigmg Ontology and Epistemology

The term Ontology can bethefdesedemse 6wh
bei ngod,20%).0Omdlogyyis concerned with the nature of existence or

knowledge and the assumptions that we make about the nature of reality.

Thus ontol ogi cal claims are about O&éwhat
dNhat is existnce® @Nhat is real@ an d Whatis truth?6 Epistemology,

which comes from the Greek word O6epistem
which we know what constitutes scientific knowledge. It refers to the

assumptions regarding knowledge, how it can be olitaane how to assess

whether knowledge is true or false (Cressw2003).The epistemological

stance that the researcher takes, whether the knowledge is something

that can be discovered (positivism) or experienced (interpretivism),

influences their theretical perspective.
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The underlying epistemological assumptions represent different worldviews
of how social research can best be undertaken. Cresswell (2003) proposes
four epistemological positions or knowledge claims in order to guide the
researcher twards selecting the appropriate methodology to match the

research question.

The four positions proposed arepostpositivism constructivism,
advocacy/participatory and pragmatism. Denzin and Lincoln (2003) point to
similar paradigms 1 positivism, postpositivism, critical theory,
constructivism and participatory. Each paradigm has its own ontology,
epistemology and research design, articulating the belief system ¢hat th

researcher is working within.

3.2.1 Positivism/Postpositivism

The positivist stanceejects metaphysics and contends that the goal of
knowledge is simply to describe the phenomena we experience. Therefore
the goal of any scientific enquiry is to consider only what can be observed
and measured, and subjects such as emotions or thougts @annot be
measured), cannot be considered legitimate areas for enquiry. This view of
the world is considered deterministi®. that the world is governed by rules

and theories and the role of research is to add to the understanding of the
world by looking at cause and effect in order to predict and control it.

Postpositivismrelates to the period of philosophical thinking that followed
the positivist era and describes the period from thetwméhtieth century
onwards whereby the central tenetsositivism,i.e. that there is a reality

out there that can be studied, captured and understood, is rejected in favour
of the idea that reality can never be fully understood, only approximated
(Denzin and Lincoln 2003). Postpositivism challenges the natn of
absolute truth of knowledge acknowledging that we cannot be assured of
absolute truth when studying humans and their behaviour. However,
positivistic methods such as scientific methods, empirical observation and

measurement, and theory verificatiome aretained (Cresswell2003).

92



Chapter 3: Methodology

Quantitative research methodologies which measure cause and effect
through the use of experiments can lie within the paradignpast
positivism This methodology is considered reductionist in format in that it
aims to reducéhe factors for enquiry to a small discreet set in order to test
them. A theory or hypotheses is proposed and knowledge is acquired
through numerical measurement of the objective realitye theory or
hypotheses is either verified or refuted and subs#fjueevised before
further tests are carried olRostpositivismrelies on multiple methods to
capture as much reality as possible including qualitative measures (for
example, the use of participant observation in gaaperiments). Emphasis

is on discoery and verification of theories. Internal and external validity is
emphasised in order to allow for generalisation of findings. (Denzin and
Lincoln, 2003)

3.2.2 Constructivism

Within this paradigm, individuals seek understanding of the world in which
they live and work (Cresswell2003; Crotty 2003). The goal is
understanding the complex world of lived experience from the point of view
of those who live it. Constructivism examines wider society with its
institutions and wider belief systems and how thegyntribute to the
construction of self. Social constructivism is not a uniform school of
thought but rather a broad movement which seeks to explore and question a
whole range of taken for granted realities (Hackihg99; Gubrium and
Holstien 2002; Denzen and Lincoln2003). While positivists contend that

the world stands independently of our representations, constructivists argue
that objectivity is impossible and reality is both subjective and relative,
based on temporal and historical influences,land peopl ebds situated
views and meanings. This stance also implies that not only are social
phenomena produced through social interaction but that they are in a

constant state of revision.

Within research, the focus of constructivism is to view tedoee apparently

self-evident and stable events or processes as being shaped by social,
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historical and cultural forces in order to better understand social issues such
as oppression of particular social groups by hierarchical institutional
realities. Consuctivism tends towards refusing to adopt any permanent or
unvarying standard by which the truth can bewn (Crotty, 2003) Denzin

and Lincoln (2003) contend that truth arises from the relationship between
the members of that social group, although thisy be negotiated as to
what will be accepted as truth via a communal test of validity,e. what

the group accepts as a valid construction. To this end, constructivists
consider that the concept of validity is never fixed as it is subject to the
tempaoal and historical conditions of that community. Guba and Lincoln
(1985) describe the constructivist paradigm as having relativist ontology
where truth, rather than being absolute, consists of multiple realities
constructed by individuals in a specific enrand place and a subjectivist
epistemology in that the interaction between the researcher and participants
shapes what emerges from the investigatiinowledge is then created

jointly through this interaction.

Within this paradigm, the researcher magsglicit their own background in
order to acknowledge how their interpretation of data is influenced by their
own personal, cultural and historical experiengeas,acknowledging that
the researchers own interpretation of the social world is also a wcticstr.
Credibility, transferability, dependability and confirmability are deemed to
be more important than the positivist criteria of internal and external

validity, reliability and objectiity (Denzin and Lincoln, 2003).

3.2.3 Critical theory/ advocacy/participatory knowledge claims

The critical theory perspective assumes a mategelist ontologyi that is,

the real world makes material differences in terms of race, gender, class or
age. Historically, this paradigm draws on the work or Marx, Habermas,
Adorno and Freire (CresswglR003). Subjectivist epistemologies and
naturalistic methodologies are generally employed (Denzin and Lincoln

2003). Empirical data and theoretical arguments are evaluated in terms of
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their emancipatory implications. The poge of critical theory is twofold: a)

social critique linked to b) the possibility of social change.

In a research context, critical theory does not determine how the world is
viewed but rather helps find questions and strategies for exploring it
(Denzin and Lincoln 2003). This advocacy/participatory paradigm is
underpinned by the belief that the inquiry needs to be intertwined with
politics and the political agenda. Building on critical theory, the research
should contain an action agenda for reform timaty change the lives of
participants. Within this knowledge claim, specific issues are addressed
such as empowerment, inequality and oppression and the advocacy
researcher often begins with one of these issues as a focal point of the
research (CresswelR003).The researcher proceeds collaboratively and the
voices of the participants become united. The aim of the research process is
to empower the participants to transcend the constraints or structured
dependency placed on them through language, relatpmsii power and

the media and to help them help themselves. The focus is on specific issues
or problems and the research questions are set by the participants rather than

the researcher based on those issues or problems1Ba8).

3.2.4 Pragmatic knowledge claims

Within this paradigm, knowledge claims arise out of actions, situations and

conseqguences rather than antecedent conditions (Cresz0gs).

There is a concern with application and solutiores,what actually works.
Instead of methods beanimportant, the problem is important and
researchers use all approaches to understand the problem. Pragmatism is not
committed to one system of philosophy and reality. Enquirers draw on both
quantitative and qualitative methods and individual researdmeve the
freedom of choice. They are free to choose the methods that they feel best
meet their needs. Therefore, pragmatists do not see the world as an absolute
unity, but rather look to many approaches to collecting and analysing data

(Cresswell2003). Whi | e pragmati st researchers
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of research based on its intended consequences, they need to establish a

purpose for mixing rethods if that is what they do.

3.3 Approaches to research

In general, the main approaches to researchansbcial science arena fall

into the categories of quantitative, qualitative and mixed methods design

(Denzin and Lincoln 2003; Cresswell2003). Quantitative strategies as

associated with positivist anabstpositivist thinking include experiments,
quas-experiments and surveys, structured observation and content analysis.
Randomi sed contr ol trials, often consi de
rigour come within this framework (Silverma2006). However, this type of

methodology has been criticisedd t er ms of O ¢Quimataedxt stri pp
Lincoln, 1985) i referring to the fact that by adopting a reductionist

approach and removing variables through randomisation and controls, the

research process, while ensuring theoretical rigour, reduces the hjpipfica

and generalizability of the results by reducing its relevance beyond similarly

controlled environments.

Another perceived disadvantage of a quantitative approach is that it fails to
provide meaning and purpose to the experience of participants. Thi
acknowledges that humans cannot be understood without reference to the
meaning and purpose that they afford to their activities and that reductionist
and objectivistic approaches on their own do not provide a comprehensive
picture (Guba and Linco]ri985.

Qualitative research has developed from the fields of anthropology and
sociology (Holliday 2002) and seeks to understand the complexity of
human activity in a way that quantitative inquiry and statistics cannot.
Equally, the concept of complete objeity by the researcher has been
challenged (Guba and LincgIn1985; Holliday 2002). Within the
qualitative field the values of the researcher are not only acknowledged but
explicitly located within the process, reflecting the view that all research is
value-laden. Therefore, the focus of validity moves from reliability as is the
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case in quantitative research to trustworthiness, authenticity and credibility
in the qualitative process (Guba and Lingdl@885). A qualitative approach
seeks to observe actoirs their own naturalistic setting and is concerned
with understanding about the lived experience of the actors. Therefore, the
focus is on interacting with the participants and giving them a voice while
seeking to disrupt the study site as little as pdss{resswell 2003;
Hammersley and Atkinsgr2007). The use of multiple methods of data
collection such as opesnded observations, interviews and review of
documents underpin this approach and support the use of emergentidesign
i.e. the questions or frus may change as issues emerge during the inquiry.
According to Cresswell (2003) qualitative research is fundamentally
interpretative, that is, the researcher interprets the data analysing it for
themes or categories and ultimately drawing conclusionstatsomeaning.

The following section outlines the rationale for selecting a qualitative stance
and the methodology of Institutional ethnography, outlining its paradigmatic
positioning and describing how it draws on, but differs from, other

qualitative meftodologies.

3.3.1 Rationale for qualitative stance

Early on, | rejected a positivist stance in that this position adopts a view that
the world is governed by rules and theories where the role of research is to
add to the understanding of the world by lmgk at cause and effect
(Cresswell 2003). This approach seemed unaligned with a search for
discovery relating to honouring the unique personhood of individual
residents and the complex interplay of lived experience of residents within
the hybrid model ohealthcare and home that represents residential care
settings. In this context, the need for standardisation and categorisation as
would be required within a positivist construct seemed at odds with the
complexity of the inquiry. Therefore, | looked to djtetive paradigms to

shape the research process.

97



Chapter 3: Methodology

3.3.2 Researchmethodologies

Following on from research paradigms, and approaches to research, actual
methodologies which follow these belief systems are employed. The most
common methodologies used in ¢taive research include
phenomenological studies, ethnography, emancipatory action research, case
studies and grounded theory although the field has expanded to include
narrative studies, auto ethnography, institutional ethnography and other
creative médiodologies. (Gubrium and Holstier2002; Denzien and

Lincoln, 2003).The following section summarizes these methodologies.

3.3.3 Phenomenological research

Phenomenology focuses on the subjectivity and relativity of resdigking

to understand how indiduals view themselves and the world around them
(Willis, 2007). It attempts to distinguish human perceptions of things from
how things really are. While there are varying schools of thought, in general
its focus is on understanding from the perspectivehef person being
studied. Its emphasis on is perceptions, consciousness, and subjective
understandingWillis, 2007).

3.3.4 Ethnography

Ethnography is a form of research in which the researcher is immersed in a
social setting for an extended period of¢i, makes regular observations of

the behaviours of the members and listens and engages in conversation with
them. The Ethnographer develops an understanding of the group through
this observation and listening and through interviewing and reviewing data
in order to verify such understanding (Hammersley and Atkirzod7). An

issue which is pertinent to this type of methodology is the cyclical nature of
data collection and analysis. As one type of data provides new information,
this may prompt the researche look at other types of data or to confirm

this new data with someone such as a key informant who is part of that

culture.
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McLean (2007) notes that, despite using the same tools, no two
ethnographic studies will ever be the same as each researatg torithe

study their own set of skills, beliefs, and values which will attune them
towards some phenomena and away from others. Therefore, the study does
not set out to create research which can be replicated but rather to give a
greater understanding dhe lived experience of those in the study site.
Access to a social setting within which the researcher can immerse herself is
critical to undertaking an ethnographic study as well as having the capacity
to conduct the research over a sustained periodooths or, in some cases,
years (Gubrium 1997; Kayser Jonesl1990; Schleper Hughes2001;
McLean 2007)

3.3.5 Casestudy

Case study is a generic term for the investigation of an individual, group or
phenomenon, and is characterised by the use of neulmgthods for data

collection (Stake1995). As a research method, a case study can be used to

contribute to knowledge about many situations including group or
organisational behaviour, or social or political situations. As a methodology

it seeks to undetand a contemporary phenomenon and its context where

the boundaries between both are not distinct ,(2@09). According to

Creswel | (2003), the researcher explores
caseo) bounded by ti me afmatacalectonvi ty and
process over a period of timé& case study operates within a social,

cultural, political and historical context (Stake995) and the methodology

can be used to study real life events within a contemporary context but

where behaviourcént be cont r olelinead expeanent {Ymr e x ampl
2009).

3.3.6 Grounded theory

This approach to research seeks to describe and understand key social
psychological and structural process in social settings (Polit and, Beck
2004). The focus of mostrgunded theory studies is the development and

evolution of a social experiendeg. the social and psychological stages and
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phases that characterise a particular event or episode. The primary purpose
of the grounded theory approach is to generate compsaigeexplanations

of phenomena that are grounded in reality. The approach usually involves
in-depth interviews and observations as primary data sources. Other features
of grounded theory are that it doesnoét
problem andinquiry becomes increasingly focused as the research
progresses. Data collection, analysis and sampling of participants are
simultaneous and constant comparison techniques are used whereby
categories are extracted from the data and constantly comparedaslier

data so that commonalities and variables can be determi@bdrmez,

2006; Bryant and Charmez, 2007)

3.3.7 Emancipatory action research

The field of emancipatory research enquiry attempts to address the
complexity of human behaviour within migdimensional contexts. The

purpose of this type of enquiry is described as

helping a group help themselves through empowering the participants
to researchthemselves and their situatiafiart 1998 p. 46)

The focus is on specific issues or problems @n&dresearch questions are

set by the participants rather than the researcher based on those issues or
problems. This type of research attempts to address the issue of
operationalizing good practice by helping practitioners take ownership of
the process tlough becoming aware of what they do, why they do it, what
context they work in, along with being able to act on that new understanding
(Cressswell 2003). As a methodology, the researcher engages with the
participants and adopts a role of researcher aaidltbtor while continually
reviewing the data and perhaps changing the ground rules as issues emerge
(Binnie and Titchen1999). This type of research is often opportunistic and
relies on a number of factors coming together in a timely fashienan
openness of change within a facility, and the presence of a supportive
management structure. An advantage of this methodology is that it often
provides practical accounts of how knowledge is translated into real settings
(Froggattet al.,2009).
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Emancipatoy Action Research offers a form of research where
empowerment of marginalised people is a goal. The idea of a collaborative
research endeavour between residents, relatives, staff and researchers is
attractive and aligned to concepts within the person edntiscourse of
creating community (Aveyard and Dayi2006; Brown Wilson 2009).
However, it assumes an equality of power or at least a commitment to
equality between the various groups that is unlikely to exist due to unequal
access to knowledge and exial organisational forces (McCorma@o001;
Shuraet al, 2011). Democratising the relationship between researchers and
participants and the development of interpersonal relationships between
them may not make visible the conceptualisations of the pahagians that
create these asymmetrical power relations in the first placegtall and
Gregor, 2004, p. 68).

3.3.8 Institutional ethnography

Institutional ethnography (IE) is a methodology, developed by a Canadian
sociologist Dorothy Smith that allowsrasearcher to uncover how things
work or how things happen (Benjami011).

The basic assumption is that peopleds ev
are organised, often unknowingly, by the actions of others located outside of

that setting. Institubnal ethnography is generally categorised within the

gualitative framework as it looks to move away from the objectification of

research participants while seeking to explore their everyday lives. It aims

to create an entry point into discovery of the igbcsetting without

subordinating the participant and their embodied knowing about their

everyday lives to the objectified forms of knowledge that come from

professional discourse and the taken for granted views of particular social

groups (Bell, 2008). Istitutional ethnography examines how routine

features of social life are established and maintainkda s ed on peopl eds
own knowledge and experientceaend t hen moves outside of 1
to uncover the organisation structures and activities that sliagte

experience (Campbell and Gregor, 2004).
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The above section outlines the research paradigms and methodologies that
are commonly used in the advancement of social research. In selecting a
methodology, | considered my research aims of interrogatindisiencture
between what is espoused about person centred care and what happens in
reality. The voice of residents as articulated in @eality of Life in
Residential Care Settings in Irelan8udy (Murphy et al, 2006), the
narratives of older people ihe McCormacket al (2010a) study and from

my own many conversations with residents who live alongside my mother,
prompted me to consider the concept of person centred care from this
perspective and how what actually happens in their daily lives contrects

the wider discourse and external organisation that surround it. Therefore, |
sought a methodology that would ground the inquiry in the actuality of their
daily lives but also look beyond this. This led me to select the methodology
of Institutional ethography. The following section discusses further the
process of selection through the consideration and rejection of other
qualitative approaches namely phenomenology, ethnography, case study,

grounded theory ahemancipatory action research.

3.4. Selectng Institutional ethnography

Phenomenological research is based on the description of the lived
experience of everyday life by individuals and as such provides a useful lens
through which the lived experience of older people within residential care
setting can be explored. As a methodology it acknowledges the unique
personhood of individuals (a core attribute of person centred care) and their
experiences which can provide insight into the actualities of their lives.
However, as a research methodology iteslonot go beyond these
experiences to address how they are socially organised externally to the
immediate setting. In other words, while this approach will produce
evidence of the lived experience of the resident it does not fully explicate
the conditionghat produce that experience. By focusing on how knowledge
is socially organised, usually through texts, Institutional ethnography shows

how this lived experience is replaced by textual representations which form
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the basis of institutional action, transfag knowledge from people to

organisations (Murrgy2011).

Ethnography provides an opportunity for ardepth picture of residential
care within its historical and cultural context. But, as its main
methodological goal is to provide an account from imitor from the
perspective of insiders, an ethnography of residential care alone would not
make visible the way in which residedtwes are coordinated beyond this
one particular setting into the world of governance and regulation that
coordinates livesacross many settings. Traditional ethnography attempts
through the triangulation of data to provide an accurate account of a studied
situation. In Institutional ethnography triangulation is not ugeather, it
relies on discovery and demonstration of haying relations coordinate
peopleds actions acr,2088. many | ocal setti

Case study offers the opportunity to move from a micro experience of
particular individuals to the wider macro arena of policy and social
organisation and to make contiens between them (Stakd995). In
extending its reach beyond particular local settings into wider political and
social environments it is framed by theory, building and adding to this
theory. According to Smith (2005), however, this approach involvesngo

from actual embodied experiences to theorised forms of knowing without
explicating how that form of knowing came into being. This is a key issue in
Institutional ethnography where the dominance of theory is rejected as it is
argued that the theory mais such as academics and professionals create
objectified ways of knowing, to create new knowledge, in a way that may
di sconnect the actuality of peoplebs | iv
around them. An example of this would be the use of secgndata
sources such as minimum data sets in research studies. By adopting this
approach, the researcher is acknowledging the privileged position of the
knowledge which Smith argues is external to the individual, thus

objectivising their internalised wapf knowing.

103



Chapter 3: Methodology

In contrast, Institutional ethnography adopts a materialist stance of locating
and returning to the embodied experience of the research participants. Smith
is not dismissing this form of sociological knowing kargues that it is
incomplete, he absent voice being that of the person whose embodied

experience is not part of the professional discourse.

Grounded theorists strive to explore and explain the perspectives of
individuals studied focusing upon explaining how the people studied live
ther everyday lives, at times identifying external causes and effects
affecting those lives. It has a different methodological goal than Institutional
ethnography, which emphasises discovery as opposed to the creation of
theory. In contrast to the interpngtt stance of ground theory, Institutional
ethnographers do not develop theory, develop concepts or create
generalisable patterns. Rather they make empirical links between everyday
life and specific social organisation creating a concrete link between the
material circumstances of people lives and the wider external influences of

particular groups in society.

The following section provides an -gdepth discussion of Institutional
ethnography. It describes it background and ontological underpinnings
including its core principle; the social organisation of knowled@grause it

is considered both a sociology and methodology, key concepts such as
social relations, ruling relations, and how ideology is created are explored.
Issues such as knowledgshjectificdion, the development of professional
consciousness and the intersection of power and knowledge are discussed.
Finally the use of texts in Institutional Ethnography is outlined

3.4.1 Introduction to Institutional ethnography

Institutional ethnography, aa method of inquiry, interrogates the social
organisation of everyday experience and provides a way of seeing from
where people actually are, into the powers, processes and relations that

organise and determine the everyday context of what we are sSaiitt, (
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1987). At its core is the belief that institutions organise and regulate society

and peoplebs experiences201.el i efs, val ue:

The word Institutional (as used in institutional ethnography) directs the

r e s e a rattehtionr ovards the way people such as those who live in
residenti al care ar e Wilikd theadorcept ovi t hi n Ot
bureaucracy which is a strictly defined form of social organisation,

institutional refers to the way different work processes and qbuake

orders combine and intersect (Be#008) such as the combination of

academia with state governance regimes, actual locations of services such as

residential care facilities and even the media.

The term ethnographyin this context introduces a comtmient to an
exploration, description and analysis of social relations of a situation in a
way that is different from conventional ethnography. Its purpose is to
explore concretely the experience of people and uses this as an entry point
into social organiation which shape local settings but originate outside of
them.The understanding of the local setting is not the methodological goal,
rather it is actual practice how things actually work that is the focus of

investigation. (Grahamé 998)

3.4.2 Ontological underpinnings

Articulating the philosophical stance of Institutional ethnography can be

challenging as Smith (1987), its primary theorist, does not locate her method

of inquiry specifically within one established paradigm. Rather she draws on

the \arious sociological schools of thought, including Feminism, Marxism,

Constructivism and ethnomethodology (McC@&008; Benjamin 2011).

Smithés feminist consciousness began wi
brought her into the woShedestriesmavy e ment of
influenced by her own experience of working as a sociologist within a

university, she was puzzled by the distance there was between the forms of

knowledge that she read, taught and wrote about in her professional life and

her embodied eperience of being a single mother trying to navigate the
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social relations that organised her daily life. She describes this as a
difurcated consciousne®$Smith 1987 p. 6) that set up two modes of
knowledge, experience and action, one which saw her tiaggothe
everyday world of being a mother to two small boys and one where she
entered into a world of texts that created a world of administration,
government and subject matter of sociological enterprise that was separate

from the local and particular.

She describes how elements of Marxism influenced her thinking in relation

to ideol ogy, contending that peopl ebs
their beliefs and values are influenced by their material circumstances. Marx
argued that as modes of drution changed so too did peoples beliefs and
values. By controlling the means of production, he contended, the ruling
classes also controlled mental production. Therefore, the ideas of those who
lack the means of material productiae, the working clases, were subject

to the mental production of this ruling clasd.si ng t he ter m
relatior Smith(1 9 8 7 ; 2001) draws on Marx and
image of a ruling class that is able to organise and control society because it

is able to acess the means of production at any time. In a contemporary
context where social class may be less dominant as an issue, the emergence
of ruling classes is more aligned to professional hierarchies, management

and bureaucratic organisations than rich aristcies.

Constructivism, as described earlier on, refers to the taken for granted
beliefs, values, images and discourses that make up the concept that is, for
example, person centred care in a way that helps discovery of how it is
constructed. Smith exples how knowledge is created through the use of
concepts and argues that taking a stance of understanding the world solely
through such concepts does not take account of sensory reality. These
concepts, she contends, never manage to capture diy éxjkiences and

sensations.

Drawing on both constructivism and Marxism and taking the example of the

conceoptl toéscrdadl as a set of images, ideas and symbols, Smith
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argues that this is not something that exists in a neutral way but rather it is

produced and defined by specialists who use communicative technologies to

shape and influence it. Buitureb oo bi ndhebeyor
actual practical organisation of the production of these images, ideas,

symbols, concepts and vocabularies, @@ begin to seevho produces

them and for what purpose.

Deveau (2008) highlights the willingness of the maling class to accept

the ideas and concepts of the ruling class. This, he suggests, points to an
invisibility of production of these ideas dedxng this as a process of
detachment of the ideas from the ruling class itself by attributing them to an
independent existence. These ideas take on a life of their own and become
recognizable throughout society as being for the betterment of society and
the ideas become abstract and seemingly neutral. At this point they become
normalised, adopted once again by the ruling classes and are advocated as a
righteous thing to daipholding what society has come to recognise as the
highest proclaimed values andmmiples of that eraExamples from history
include the portrayal of indigenous populations as being of lower intellect or
requiring moral guidance being used to conceal the more materially driven
objectives of colonisation for reasons of trade and weadthtion (Baldwin

and Capstick2007).

Closer to home, we have seen how less than fifty years ago single mothers
were portrayedas morally inferior, justifying their segregation and
exploitation of their labour in the Magdalene laundries to meet the
objedives of others (McCarthy2010). Several authors have contended that
the marginalisation of certain sections of society such as the aged or
disabled who do not meet societal expectations in terms of youth, beauty or
material wealth continues to be justifi in the context of concern for their
well-being and protection despite evidence to the contrary (Diani®92;
Kitwood, 1997; Ronch2004; Sherwin and Winshg011; Stirling 2010).
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3.4.3 The Social Organisation of Knowledge

A key principle underpinnig Institutional ethnography (IE) is that 6ft h e
soci al or gani s a(Smith r2005pf 28)k whereby eang e 6
knowledge is dominant and authoritative, while other knowledge is
subordnate (Campbell & Gregor, 2004).

In the seminal workThe Everydays ProblematicSmith (1987) explicates
this social organisation of knowledge and identifies a number of key
historical influences in the development of social relations as we know
them. These influences include the evolution of thought in the
enlightenmenh era, the development of capitalism and the emergence of
printing and communication technologies. She argues that in the
enlightenment era the middle classes became increasingly divided between
public and private spheres with men increasingly involvediwithe public
domains of politics, business and science with its associated knowledge
creation activities while women remained, relatively invisible, within the
domestic realm. (Smith 1987, p. 18)

The rise of capitalism, with its associated focus onviddial ownership and
capitalistic enterprise, led to the development of large scale organisations
(Smith, 1987; Deveauy2008). What were once locally organised relations as
demonstrated by famigwned enterprises became trdmsal corporations

and bureacracies which in turn led to the development of management as a
function in its own right in order to organise these large scale organisations.
Written rules and administrative procedures were developed not only in
order to manage but to evaluate the penfance of managers (Wright
2009).

The development of the print media enabled social orgamisdt be

coordinated extrocally, i.e. outside of a specific location and independent

of particular individuals and particular sites. According to Smith (2005

has created O6objectifiedd ways of knowin

than being located within the individual. Through these developments, she
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argues, the world that is known, lived, and shared directly between people
and expressed througmages and ideas such as rituals and folklore has
become subordinated by that which was made by others which comes from
the outside and which does not arise from personal experience.

However, she also acknowledges that it would be naive to suggest that onl
formal and objectified ways of knowing shape experience. In many
instances formal or authorised ways of knowing conflict with local
knowledge and people can be seen to subvert or reconstruct formal ways of
knowing. In an Institutional ethnography of ploa activity in residential
care, Benjamin (2011) noted how care workers subverted government
standards of offering two baths per week to residents based on their local
knowledge that showering was quicker and therefore adopted as local
practice. In thiscontext, competing needs come into play as certain groups
have more power to resist or subvert than others (T&#H0). Smith
(2005) argues that a different way of looking at how the world is organised
requires an ontological shift away from taken foarged ideologies and
forms of knowledge back to embodied forms of knowing. She contends that

we need tod pu | | t he mind (BOB%k 25) imderdertd he bodyod
reconnect with peoplebds actual i ved ex
knowledge.

To do ths, IE seeks to interrogate the established ideology, which in this
context relates to the ideas and images through which social relations are
organised and how those ideas and images came into being ,($8&#).

By looking at how forms of consciousnassy originate outside personal
experience and how this experience comes to be forced into categories of
knowing, she points to the forms of knowledge created externally to the
lived experience which is then used to populate the professional or
managerial course that governs social relations (Smit®87). She also
argues that in order to counter the discourses and social constructions that
may render marginalised people invisible, knowledge recreation must go
beyond adding the voice of the marginalisedthie existing ideology and

paradigms. Research must, she argues, shift these paradigms to take up the
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standpoint of those who are marginalised, beginning from that experience
and going beyond it to come to understand how this experience has come
under theinfluence of specific ruling practice3he above section briefly
outlined the ontology that underpins the development of Institutional
ethnography as a sociological theory and a methodology. The following
section outlines the key concepts of social refe, ruling relations and
creating ideology and knowledge all of which underpin the analytical
process. Other key conceptual tools such as objectification, the intersection
of power and knowledge and the development of professional consciousness

are alsadiscussed.

3.4.4 Social relations

I n the context of Institutional et hnogr a
an abstract concept but rather the linking and coordinating of activities and

work processes across different sites (Grahal®888). These esd-local

forms of organisation shape the local and how people experience life

without being immediately visible as such. The concept of social relations
recognises that peoplebdbs activities are
those activities that fw (Smith 1987; Bel| 2008).

In developing the concept of social relations Smith draws on the principles
of Garfinklebs ethnomethodol ogy which ma
example, how people queue for a bus or do their shopping. However, just
being able to demonstrate how things actually work does not in itself
explain how these actions are coordinated nor can people explain how they
know how to do what they do as this knowledge is already organised before
they talk about it. The study of the quefoe the bus does not account for

the social processes that lie behind the queue such as the scheduling
processes, and employment practices of the bus company or the public
transport policies and how these are constituted (Campbell and Gregor
2004). Thertore, as people talk about what happens, what they do and what
they understand is already shaped through organisational processes even

though they may be unaware of them.
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An example of social relations in residential care is the work that a nurse
undertales when making an initial assessment of an older person with
dementia who has transferred from an acute hospital. This work is
connected to the work of the staff in the hospital and the multidisciplinary
placement committees who made the assessment baseedetermined
criteria which are connected to rules about fogdand levels of

dependencies.

The process is shaped by the rules and goals of the hospital to maintain

t hroughput and the concerns of | ocal
safety (Stiring, 2010). The nurse, prior to entering the residential care unit,
organises her own family life through child care or connections with the
school system in line with a shift system connected to rosters and skill mix.

Her role as assessor is connectedheo registration within a professional
registration system that determines what she does and how she does it. By
participating in social activity in this way, we may not be aware of the social
relations that are influencing what we do and that are oftesilie. By

making visible those social relations and connections between them,

researcher is aiming to create a better understanding of puzzling issues or

l i nes of fault in peoplebs experiences

2004). Ethnography ithe context of Institutional ethnography commits the
researcher to an exploration, description and analysis of the actual social
relations of real people (BelR008), in this case older people who live in
residential care. Following this, there will barther exploration of how
these social relations are tied into institutional processes that are coordinated
by ideological concepts and categories that shape the relationship between
what people actually do and the institutional functions of, for exartipde,

O0systemb6éb of residential <care.

3.4.5 The Ruling Relations

Ruling Relations is a key concept in Institutional ethnography and builds on

(O}

C

the notion that peopleds | ives are shap
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form of knowing created by the management gmdfessional classes.

These forms of knowing are converted into texts which in turn are used to

manage and regul ate what happens to peop
analyses of class oppression in theeteentlcentury (Campbell and Gregor

2004, p 39), Smith (1987) acknowledges that contemporary ruling relations

are somewhat different from those of that era and suggests that:

Taken together, management, the professions, government, the media,
and the academy are seen as a complex of extended soaisbnel

that accomplishirulingdin the sense that they organize, coordinate,
and regulate what happens in contemporary societies. This complex of
ruling relationsincludes specialized scientific, technical, and cultural
discourses which operate through & variety of textual formats as
constituents of the process of rulif§mith1987, p. 56)

The ruling relations of contemporary society refer to the complex set of

relations as described above that interconnect people across time and space

and which orgaise daily lives through Institutions. In this sense the

institution does not refer to the actual organisati@en the heath authority or

university but rather the collective of organisations, bureaucracies,

academic and professional discourses thdecilely provide texts which

coordinate behaviour and activity across, for example, residential care

settings (Smith1987; McCoy and DeVaulR006). Thereforgin respect of

the &6systemd of residenti al care for ol c
includes the work within the Health Service Executive, the Department of

Health and Children, regulatory bodies such as the Health Information and

Quality Authority (HIQA) and the Nursing Board, advocacy bodies such as

Age Action or t h e dAdcaddmiciinstgutiodsswhdSoci ety &

undertake professional training and research activities.

The fact that these organisational units populate the ruling relations is not to
suggest that these perspectives are malign or intentionally designed to
deceive or oppres rather it is a set of positions designed to manage,
administer and organise in order to get the work done and constitute a
common perspective. However, according to Smith (198&pple who
occupy these positions come to view the world in a certainbyayrtue of

their participation in the form of ruling. They are actively involved in the
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production of knowledge producing ideologies that legitimise their

dominance, giving social form to these and controlling the means of
dissemination of its knowledgdarough academic texts and organisational

forms of discourse such as policies procedures and regulations. In using the

term O6ruling relationsd Smith is not dis
arguing for its explication to make visible its origindavbjectives in order

to understand Oowhadp¢ §t®BA. s what for w

This aligns with Esteg 1 97 9) concept of the O&6Ageing
points to the need for transparency of the agendas of the various
stakeholders. Smith also argues tHas tprofessional discourse based on

objectified as opposed to direct and embodied forms of knowledge is

incomplete and it is here that possible disjunctaregoints of tension can

arise between what is commonly known and what is the actual experience of

real people. A key feature of the ruling relations is its reliance on text based

discourse and forms of knowledge. These texts are used to coordinate

human activity across many locations and are organised around specific

ruling functions such as health eaor education. The use of texts is

considered typical of late capitalist welfare state societies where texts have

pl ayed a prominent role in defining the
and oO6clientd and creating cddadedori es of
Ruling occurs through the creation of knowledge that relies on multiple

ways of reporting, categorising and accounting for particular aspects of

peopl ebébs work and | ives.

These recordings bring into being a specific framework of issues and

tensons that organise and influence what happens in the everyday world.

For example, the process of risk management relies on the reporting and
accounting of the risk through textuatlyediated plans and reporting sheets

to specific formulae enshrined in Isttion or policy. These remove the

situated knoweli i.e. the residenti in favour of objectified knowledge

which is more readily administrable according to the priorities of the ruling

relations (Smith 1987). Thus, an elderly lady becomes known in an

o ectified way as, for example oOhighly
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While the use of auditable objectified knowledge is not unreasonable for the
purposes of governance, what makes it problematic is when this becomes a
routine way of knowing in a way thatubordinates other localised ways of

knowing.

Smith (1987) argues that a rdno mi nant groupbés standpoi n
from these textuallynediated discourses about the everyday world that is

determined by a ruling apparatus and that, as a result, thigs#ifted ways

of knowing are adopted and normalised and absorbed into professional

consciousness and that of the society in general.

3.4.6 Creating ldeology

Smith uses the term ideology, not as a system of thought or belief but as a
way of explaining wgs of thinking and representing. This concept of
ideology brings into focus the conscious production of forms of thought
which serves to organise and order the expression of local settings in
accordance with the aims and perspectives of the ruling redaffemith

1987; deMontigny1995; Deveal008).

Therefore, the experiences of people are expressed in ways that align them

to the practices and social relations of these ruling relations. In a
contemporary context, this would include ideas and sociaindoof
consciousness that come from external sources such as education and law
using generalised categories suchGas ar e 6 a nakopposesl ltof ar e 6
categories derived from individual experience. Smith suggests that ideas and

concepts originating from ositle experience, form a

forced set of categories into which we stuff the awkward resistant
actualities of our world(Smith 1987, p. 55).

A key dimension of the relation between individual experience and an
institution lies in the use of institutional accmt s o f member s6 prac
Institutional accounts ar@deologicabin the sense that local practices are

made accountable in ways which express the functions of the institution
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(deMontigny 1995). Health professionals, he suggests, learn to account for
residentd actions within the organisational frames presented to them. For
example, an embodied experience of fear, anxiety or confusion in a person
with dementia may be reconstructed as 0
2009; Stirling 2010). Previously detmined care plan templates are
examples of ideological practices whereby the feelings, actions and messy
real ity of aeereordered tdrepneseditdhe expréssed functions
of the organisation (deMontignyl1995). Such accounts narrow and
trandorm what can be noticed and proposed about daily routine, making
certain elements visible while others become unnoticed and invisible
(Grahame1998).

One ideological concept in relation to residential care relates to the concept

of 6dependenthyg s used do catagovise and replicate

organisation of practice across multiple sites. Using this example of

dependency, these codes are used to describe older people in terms of their

physical and cognitive capacity in order to generate staffing stas;tu

provide statistical data, and are the basis for calculations required to meet

regulatory standardsBy adopting and prioritising dependency as an

ideological code, residents appear in an objectified way that defines their

activities in away that aligns withthe organisations objectives, idoes this

person need physical help with activie s o f daily living? ¢é.
continent?¢ . . can they walk unaided? These are
information when determining the physical laiborequired but render
invisible the subjective el ements of, f G
perso need to have a good [#@(Sherwin and Winshy2011; Stirling

2010).

Smith proposes that ideological practice happens when actual relations and

structures of everyday living are glossed over. The specific occasions of

seeing, experiencing and talking which are rooted in concrete social settings

are detached and taken up outside of peo
are reorganised as facts acdaongdto the theories, frames and models of an

institutional discourse as determined by what is considered relevant by the
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ruling relations (deMontignyl995). A key task of Institutional ethnography
involves explicating the ideological practices which asedito make an

institutionds procel®¥PWeps accountable (Gral

3.4.7 Knowledge andknowing

Bell (2008) points to two forms of knowing. Knowing as it arises from our

direct experience and knowing that arises from organisational facts. Adults

working in organisations shift knowing to knowledge through socially

organised and coordinated practices which in turn become practices that
structure knowledge producti on. The theo
Oknowl edged apply wietrdni people askihdwimg e n t cont e
subjects and texts such as policies and procedures analysed from the

perspective othe knowledge they represent and what the relations of power

are.

I n i nstitutional et hnography, t he di f f
0k nowl e ddghlgtited (Camphbell and Grego2004; Bell 2008).

Research participants are described as 0
in their own lives (Smith2005; Bell 2008; Lirette2012; Benjamin2012).

I n this context, t he k mamtwekperggnceaasi ses fr o
opposed to accounts which arise from organisational facts constituted as
objectified representations of events. T
are different. On the one hand, you have the knowing subjé resident

or their fanmly memberi and on the other, the knowledge that is located

within the professional, procedural and regulatory teSisith suggests that

adults in organisational work settings shdtk n o wi rkgnéo wi @ d g e 6

through socially organised and coordinated ficas which she describes as

discourse. She defines discourse as sets of meaning expressed though

beliefs, vocabularies, practices that together count as knowledge and

succeed as power in any given culture. According to deMontigny (1995)

people who work inarge organisations or professional groups develop a

discoursei.e. a shared language, beliefs and values, and ways of working

and protocols which create certain ways of knowing clieftigs discourse
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organises the professions via texts and languagestadénts are trained to
translate what they see and hear from the everyday world into, in the context
of healthcare, this professional and often medicalised form of language
(Diamond 1992; Campbell and Grego2004). These practices not only
contribute 6 the language and authorised practices of that profession but

frame how work is thought about and how it is undertaken.

According to deMontigny (1995), this type of framing becomes so common
that workers begin to seestlhem aoneat daroa
the extent that they are seen as the only way that things can be done rather
than seeing them as rules and procedures developed by individuals with
certain ideological views. Townsend (1998) in an Institutional ethnography
of mental health eyvices describes the taken for granted power of
psychiatrists and their role as leader of mental health teams. She
demonstrates how this medicatlyientated way of knowing gets translated

into therapy programmes, team meetings and mental health paoliciels
espouse the empowerment of people with mental health issues but which in
reality perpetuate systems of power and inequality.

3.4.8 Objectification

The transla i on of real ptlecugh | objectificatiorois & c as e s 6,
common Institutional ethnogphy theme where organisational practices are
considenedalbi sers of a(8nitln 1987, p.[1s4L a | exper.i
Statistical reports are an example of objectified accounts of everyday life as

they extract pieces of information to form conceptuatsdaoordinating and

taking on generalised organisational patterns (Diam&®82; Campbell

1995; Townsendl998).

Objectified management refers to the management of textual objects using
scientific methods that do not require face to face contact. Theegs
requires real people to be firstly trans

selected facts are used to make decisions that are difficult to attribute to
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actual people yet it is real people who have created the facts in the first

place (Townsendl998).

In a participant observation study of American nursing homes which

adopted the standpointofnussé ai de s, 2Dpi 2a0descrbes@l 9 9

process of objectification whereby, through the textual processes of

assessment and reporting, olderppdoe ar e converted into o6c.
that often bears little resemblance to what is actually happening, providing

@t best a partial (i f not diTeserted) r erg
0casesO are then tr ans latoh thatdefenmng her i nt o

funding or regulatory compliance.

3.4.9 The intersection of power ancknowledge

Institutional ethnographers are interested in how power and knowledge
intersect and how this intersection, often textualgdiated, organises the
everydiy lives of people. Standardised practices such as, for example,
clinical pathways or care plans underpinned by theoretical frameworks
generally define certain courses and sequences of action within a defined
timeframe. This becomes the authoritative ceun$ action introducing a
ruling structure into local practice, establishing forms of knowing that are
external and establish dominance over local ways of knowing. The use of
these standardised practices draws staff into the relations of ruling as they

come to know individuals within this discourse.

Campbell (1995) s ugge sdnsntellediualtoriddehes e pr ac
between what people do and scientific knowlédge@22). She contends

that they direct behaviour and assume a causal relationdinpdrecourses

of action, how they are represented in the plan and how they are reported

after the eventln a study involving nursing studenéd nurse tutors in

Canada, shexplored how students interacted with texts both in the course

of their nursing wrk and when reporting on this work as part of their

evidence of competency. The study traces their textual work showing how

templates guide the nurse in one direction and away from others. She
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contends that nurses learn to document their work to meejotile of the
model even if it is at odds with what is happening in reality. She notes that
such practices are now taken for granted in health service management,
often silencing the recipient of care and even the nurse from the health care

discourse.

3.410 The development of professional consciousness

If the power and knowledge of the ruling relations is to remain dominant it
must become part of professional consciousn€ssdeMontigny (1995),
professional consciousness means that ways of thinking aryd wf
working are bound into the social relations required for building and

sustaining an institutional model.

Within health care, information systems such as statistical reports or
classification systems assume neutrality, according its information girodu
scientific authority and overriding whatever else might be known (Rankin
and Campbe]l2009). This in turn becomes a powerful form of socially
organised knowledge which in turn influences health care workers who
learn to reinterpret their own professanudgement and practice as a
result. Rankin and Campbell (2009) note that this results in a form of
circularity which creates knowledge about particular social groups that
becomes the established ways of knowing although it may be different to

the actuakveryday experiences of the people within that social group.

Statistical knowledge, while an important part of health care and external
forms of knowledge, is not the only form of knowledge as professional
practice is evolving constantly in the light aésearch and practice
development. deMontigny (1992) contends that when adopting new
practices, staff try to make sense of new information that is emerging in the
professional discourse. Over time through professional literature and
professional developme this new information is brought into the frame
and eventually becomes the accepted way of knowing. Person centred care

is emerging as one such discourse brought to staff through conferences,
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wor kshops and professional belpersoer at ur e.
c ent r eodedtima thelcommon sense about offering choice and more

flexibility in their routines gradually replaces the old common sense of

efficiency and regimented routinesThrough discussion and debate

following workshops, staff continugl modify their old understanding and

devel op new sets of beliefs sthaah as 06itod
was commonly expressed by staff participants in this stagypart of this

sensemaking, new texts appear in an effort to standardise&intbrce this

new common sense. As this new discourse intersects with other
organisational structures, conflicting values may arise creating a sense of
bifurcated consciousness or disjuncture between, for example, the external

forms of knowledge requirefbr management efficiency and that which is

known locally through every day interactions.

Given that we can return again and again to discourse through the form of
texts it as an essential part of the complexities of the relations that organise
people lives. Building on this, the following section explores the centrality

of texts to institutional organisations and their role in perpetuating the goals

and prorities of the ruling relations.

3.4.11 The role of texts in institutional ethnography

Institutiond ethnography assumes that texts have the power to shape and
coordinate people activities obligating pé® to act in particular ways
(Kinsman 1995; Campbell1995; Jacksan1995; Campbell and Gregor
2004; Turner2001; Walby2013).

Texts come in a vaty of configurations ranging from printed documents
like standardized government forms, reports, drawings, photographs,
computer images, visual and sound recordings (DeVault and McCoy, 2006).
Regulatory texts, policies and procedures, assessment faraglans, and

activity recording sheets are forms of texts within the healthcare sector.
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Smith (2005) defines texts:as

forms of writing, speaking or images that are replicable and therefore
can be read, heard or watched by more than one individual in
different places at different timgp. 165)

These replicable textual forms coordinate the actions of workers in different
locations despite individual situations and needs and are created or shaped
by powers removed from the location where the textiisgoenacted. In this
context they organise social relations as people read them in their local sites
(Smith, 2001). These textual conversations standardize the almost
limitlessly various understandings of readers; that is, they bring a similar
understandig of what is read about to all those, for example, health care

professionals who read the same text (Bell and Cama€IB).

Assessment forms are one such text, commonly used in health care and

other forms of public administration. The term is deriveohf the word

dormad meani ng t o gi v dingtoMcheanoand Hoskinml d. Acco
(1999 t he @ tertwalndéviceacame into being In medieval Europe

well before the adoption of mass printing as a means of communication. In

the 19" century it camea adopt its now familiar format dfmpersonal

writing, directives and questions with spaces waiting to be f{je&21). In

this way it has organising features that come into being through reading and

writing, examining and grading. n undertakka@agot has $&s s men:
professionals and service recipients are cast into specific and asymmetrical

roles (DeMontigny1995). The professional becomes the examiner, grader

and inquisitor while the individual being assessed becomes the object of
examination, gading and clinical gaze (Foucaul©63; DeMontigny1995;

McLean and Hoskinl998; McLean2001).

A key feature of texts are their replica
over and over in many locations providing a similar representation of many

people regardless of their heterogeneity or individual circumstances

providing for standardisation (Smjtl2005). Knowledge and authority is
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increasingly vested in textual procedures rather than individuals as

institutional complexity increases (Rankin ar@@ampbel] 2009).Texts

provide for standardised recognisability
or institutional as well as for their coordination across multiple locations and

time (Smith 2005).

Health Care workers generate texts on a daily basgmag of their practice.
These texts are informed by policies and procedures and regulatory
requirements and in turn provide information which drives future
knowledge production (Rankin and Campp&009). According to Smith,
they create forms of conscisness that are properties of the organisation
rather than individuals. She contends that the work of administration and
management is to communicate those forms of consciousness and that they
do this in a textualymediated way. The stability of these t®is crucial to

the organisation and is essential in ensuring standardisation of institutional
processes across multiple sites. In this context thegct local actors
towards institutional interests through their reading and activation of the
texts coodinating and organising what happens. This creates a link between
that textually driven local experience and the tdmasl organising of the
ruling relations (Smith, 2005).

deMontigny (995)uses the | E technique of using a
organisation as a means of explicating the social relations of professional

social work (Turner2 0 0 1) . By usi ng i ilmiartodtheunni ng r e
narrative notes of nursing recortihe explores how professional ways of

knowing, shaped by policies and iglgtion, subordinate peoples own
embodi ed experiences. deMontignyds wor Kk
of texts and how the work of frontline staff becomes accountable and

governed by law and the associated rules of the department. While client

flesa e purported to represent their |ives,
vVoi ce (S si |l enceporatse deevseprat eteynahid r 0
happened i s professianadlyd deteérmirsed ¢dahemaia and

documentary fornis. (p. 212)
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In Institutional ethnography, analysis of texts is used to seek insight into

social relations or as a way of uncovering ideological accounts rather than

being used for factual information (McLean and Hoskit®98; Campbell

and Gregor 2004). In actual texts which progsesctual work (such as

rostering schedules) there may be contrasting stories between ideological
beliefs of Operson centredneceasta and how
facilityo6s 0Stiat$ reissiennstatentefit mdy clainp to bee 6

person cetred but actual work recording texts such as activity records may

drive work routines in a different direction. When a text is activated, its

materiality offers the researcher an entry point into the social relations that

the text organises (CamphelP%). The researcher must then show how the

activator (e.g. the nurse undertaking a care plan) of the text is connected to

other people who play a part in the organisational chain demonstrating how

the nurseds focus, whet htaly oggdnsedi s awar e
(deMontigny, 1995).

3.4.12Sectionsummary

This section outlines the ontology and key concepts of Institutional
ethnography. Its background and ontological underpinning are described as
well as the key conceptual tools that shape theyaoal process.it
describes how the process distitutional ethnographybegins in the
everyday experiences of real people and proceeds from there to explore the
key Institutional ethnographyconcept i the social organisation of
knowledge, examining howhis knowledge is created and by whom. The
concepts of social relations, ruling relations and the creation of ideology
have been explored alongside the intersection of power and knowledge in
creating institutional dominance. How professional conscioussessaped

by wider organisational goals and the critical role of texts in the social

organisation bknowledge has been discussed.

3.5 The methodologyprocess of Institutional ethnography

The following section outlines the defined steps that are requitesh w
following the methodology of Institutional ethnography. There are a number
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of stages which guide its development such as identifying the problematic,
adopting a standpoint and maki ng expl i
standpoint. The conventional quative research tools of interviews,
observations and documentary analysis are then &s#ldwing this, data
analysis and a process of mapping is undertaken, connecting pieces of data
to other pieces of data demonstrating how experiences are socially
organised. In this way the process differs from other qualitative
methodologies that employ thematic analysis or derive theory from the data.
The findings are based on this mapping process and rigour is demonstrated
through maintaining a materialist stancethea than seeking abstract
explanations as to how things happen. The researcher is not seeking to claim
that all experiences are similar but rather that the features of the ruling
relations cut across many settings (DeVault and M¢@06). Reflexivity

is a key action and ethical considerations are no different than other

methodologies.

3.5.1 Identifying the problematic

The idea of problematic relates to a disjuncture between the experience of

individuals and how that experience is socially expressedheyruling

relations Obviously, not all ruling relations activity has negative

consequences and the need for social organisation is a necessary feature of
contemporary livingHo we v e r |, when a disjunctur e, or
between subjective experice and how the world is generally known, then

this can be considered to be problematic (Towns&8€8). This fault line

makes visible an apparatus of social control which is partly ideological and

presented as discourse in texts as, for example, tloailation of person

centred care in policy documeng&nmith describes this idea of disjuncture as

follows:

A disjuncture can arise between the world as it is known directly in
experienceand as it is shared with others and the ideas and images
fabricatedexternally to that everyday world and provideslameans

to think and image i{Smith 1987 p. 55)
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Identifying the problematic sets out a project of research which focuses on

how peopleds everyday experience is coor
typical problematic starts with an exploration of the everyday lived

experiences of participants. The inquiry then takes this experiencasksd

how it is organised, how it is determined and what are the social relations

that generate it (Smith1987). The digincture therefore is between the

experience and how the experience is socially expressed and made

actionable.

All institutional ethnographers begin with this sense of disjuncture between
how knowledge is socially organised and the actual experienceabf re
people going about their everyday lives (Campbell and Grezfad4).
However, this does not solely define the research diredtitnle they may

set out with a sense of the gap between the espousal of, for example, person
centred values in policy documis and the everyday experience of living in
residential care, they cannot be constrained by this idea or make
prejudgementsRather than setting out a series of fixed questions or
problems, the institutional ethnographer starts in the everyday worldsas it
actually lived proceeding from there to develop a description of that world.
Herethe problematic is not the problems that residents might experience or
the research questions but rather a 6ter
which begins by talkig to people and taking a lead from there (B20I08).
Therefore the research objectives must reflect that this is an exercise in
exploration rather thanexplanation While theory (such as the theory of
person centred care) can guide the problematisindpeofresearch setting,

the data collection and analysis process, when it comes to interpreting the
data,Institutional ethnographyelies on explicit linkages that are lived and

brought into existence by peoplebs actual

3.5.2 Adopting a standpont

To learn about a problematic, the researcher takes the standpoint of the
person or group with whom the research is being constructed (Bisallion and
Rankin 2013).
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In taking this stance the researcher begins investigating the coordination of
activities which affect the experiences of the research participants. In
general, most institutional ethnographers adopt a standpoint of those who
have been excluded from the institutional discourses and the investigation
begins with the bifurcation between their Bay experience and
institutional practice (Graham&998) A standpoint is a place to begin and
must be situated outside the standardised forms of knowing and inside the

local world of the everyday experience (Bisallion and Rari 3).

In Institutioral ethnography the researcher must make explicit their
standpoint in order to focus their attention in the right direction. This is not

the same as gaining the perspective or
Institutional ethnography is emphatically not sabjectivist enterprise
(Grahame1998). Its goal is to explicate the forms of ruling that affect those

life experiences and in doing so it is necessary to go beyond those everyday
experiences to the social processes that are hidden and unseen and not
neessarily obvious to those individuals (Sm005).

As the researcher works on behalf of these expert insiders to learn how their
practices are organised (Rankin and Campl2€l09), the purpose of the
data collection process is to gain understanding/lwdt is involved in the
owor ké of being a resident, and how t ha
practices of the facility. Creating a standpoint is not to privilege that
standpoint but merely to use it as an entry point (Wyig009). One could,

for exampe, also adopt the standpoint of the frontline staff who are also
subject to ruling relations or of relatives who through prevailing social
conditions are unable to provide-gning support for their family members.

By beginning from this standpoint of tepeople we can begin to gain
knowledge of how institutions function and how they are located within

organisations such as the healthcare system.

Of cour se, al | ol der peopleds experience

and therefore it is not appropte to categorise all older people in the same
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way. According to Smith (1987), however, the organisation of social

relations is a common thread in the lives of people dealing with the extra

local relations of ruling authority and knowledge. Therefore adgpa

particular standpoint is a valuable way of challenging dominant perspectives

and explicating mar gi nal i sed peopl eds p
between the everyday lives of people and the ideokutpocated by the

institutions.

3.5.3 The persond standpoint of the researcher

Smith (1987) asserts that the researcher must begin in the same world as
those being studied. Each of us is situated within our own social relations
which fundamentally shape how we experience and make meaning of our
world. Snith contends that we could not and should not strive to be neutral
observers, situated externally to the research and the practices of the ruling
relations that constitute the research sitee institutional ethnographer is
required to see herself as aokver located within everyday life and find

meaning there.

My own personal standpoint relates to my experience of residential care as
both a relative and a planning specialist for older people services. On the
one hand | see and hear about the daily lnfeesidents when | visit one
facility. Many of the residents | have come to know have advanced
dementia and are unable to articulate their views or wishes in conventional
verbal exchanges yet have distinct individual characteristics, personalities,
ageng and ways of communicating. As a planner of services, | notice how
at odds this experience is from the objectified accounts of older people that |
compile in management reports. | notice how the language of person centred
care has entered into the profess n a | di scourse and how n:
touches such as patterned wallpaper and carpets have replaced dull
institutional walls and flooring. Yet, beyond this, | see little difference to the
lives of residents who spend much of their time alone, in the congfany
others but not communicating. | see friendly but busy staff engaged in

episodic conversations based around care interventions with little time to
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O0be i n (Mc€drmacki 200d4)0 This is my personal standpoint and
form of knowng that | bring to ths study.

3.5.4 Data collection processes

The nextlinstitutional ethnographgtep involves studying the work through

which people are themselves involved in producing their world and

conventional qualitative research methodologies such as interviewing and
observing are employed. The context of [
livesof nonacti ve ol der peopl e. Di amond (1992
6generousd concept of work as not solely
whatever actions (or neactions) occurwhen interacting with social

organi sations. Therefore the act of o6doi
the ol der people in this study can be co
of Institutional ethnography. A similar situation is described in Diagnons

I nstitutional ethnography of American nul
residents involved a lot of waiting around for things such adtimes to

happen (Diamond, 1992).

There are two types of data collection in Institutional ethnography, first or
entry level data collection and second level data collection. (Campbell and
Gregor 2004; Deveau2008). First level data collection comes from the
interactions and activities of participants in their own local settings through
the process of interviews abservations. The second level looks at how

these activies are coordinated by others.

3.5.5 Interviews

From an Institutional ethnography perspective interviewing has been

descr itbaeldk iansg owDevault apeMc@dR808 p. 756) who

alsolikem t he pr oc edal oftswwing, hgebbing g thread and

following itd Questions can initially be based, at least in part, on the
researcherds accrued knowl g2008ebutof t he so
may change as participants describe aatiwitwhich point to other

previously unknown social relations. In this context, as the researcher learns
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more and more they may seek out different information in different
locations. The aim is to get a clear account of how things go together to
make up stadard practice without omitting things that are taken for granted.
Interviewing in this way requires the researcher to continually analyse the
sequence of connected activities and to constantly look for elements of
social organisation in the everyday expaces as they are recounted. The
process requires more than simply asking questions and listening to the
answers provided. Rather, the process of analytical thinking begins in the
interview (Deveau2008), followed up with immediate analytical writing
(Benjamin, 2011) to identify social relationd’he aim of this stance is to
trace points of connection between different parts of the system or
complexes of activity (DeVault and McCa3006). Therefore, the goal is to
elicit data that adequately illustratdse particular circumstances but also
guides the researcher towards the next steps in tracing the organisational

processes

3.5.6 The use of observation in Institutional ethnography

Observation can enhance the goals of Institutional ethnography by
incorpaating place, time and motion and the presence of larger social
organisation into a local setting (Diamqn@006). The process adds
additional depth and richness to the ethnographic description, in particular
to record the physical environment, the tangilelements that assail the
senses such as the noise, the business, the smell, and the rhythms of the
institution. In addition, the purpose of observation is to look for coordinated
or concerted activity that can be seen to be connected to social relaibns
are ruled externally to the location (Diamor2D06). When undertaking
observations, Stake (1995) contends that, while remaining open to what you
are looking at, you do need some conceptual framework to bound what you
can observe. Iinstitutional etmography,this comes from the problematic

for the inquiry in general. The researcher will bring this problematic into
each observational site and will see what elements of what is happening

touches on this problematic.
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3.5.7 The use of field notes

Similar to conventional ethnography, field notes are an important part of an
Institutional ethnographyas the researcher continually looks for social
relations in everyday life and through everyday conversations, connecting

these to the process of lexftion andanalytical writing.

Diamond (1992) describes how as a participant observer he continuously
wrote notes about everything he saw and heard in the three nursing homes
he worked in as part of his studw. this study he adopted the standpoint of
nur s e sabd nanydfehs field notes related to seemingly minor events

that he then connected to wider social relations of residential care systems.

3.5.8 The analysis of texts

Texts are a key source of interest to institutional ethnographers underpinned
by the beliefthat they drive social relations by replicating discourse and
organisational rules across many locations in a standardised way ,(Smith
2005). Beginning in the actual setting, watching and listening for how texts
are used and following this through by atelg to how the texts are
activated, the qua$egal or professional terminology and the textual
transformation of an initial situation to its final outcome is a key analytical
goal. From this point, specific strands are explored in order to make visible
their points of connection with other sites and other courses of action. This
process is underpinned bynamber of key analytical concepts that are used

in this explication and are outlined below.

3.5.9 Texti Readerconversations

Smith (2005) describebte pr oce-Rsader 6 Tewnhversations,
the text guides actions directing the reader to consider specific issues and

directing them away from others. In this tegader conversation the reader

of the text is engaged in both reading and actiggatine text. The actual text

is inactive until it is read and remains the same after it is read. The act of

reading does not change the text in any way. The text, however, has the

power to stimulate the reaction of the reader. This reaction or response
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actvates the text and the reader becomes the agehe déxt. An example

of a TextReader conversation is the filling in of an assessment form or

application for a public service. The activator or reader commences at the

beginning of a prelesigned form ath makes their way sequentially through

the form conforming to its prdetermined subjects designed to elicit certain

types of information while filtering out others. These -getermined

subjects become 6shell sd whilethinare neste
by the agent of the text. (Sm;jtk005).

3.5.10 The hierarchy of texts

Some texts have dominance over others. Generally this is demonstrated in
legal documents whereby various legal instruments have an ascending order
of power. Acts of parliameritave dominance over regulations which in turn
have more authority than guidelines or standards. National policy
documents in general have dominance over more localised ones particularly
in centralised systems such as the Irish Health Service Execlritee.
textual hierarchies, (that is, where one text regulates another), are more
likely to be present in highly regulated processes. In IE, the analysis process
emphasi ses how such regul ation subsumes
as well as organising bardinate texts such as local policies or assessment
and care planning processes. In this way the subordinate text aligns to the
interpretative frame of the dominant text providing a clear line of sight to

the goals of the ruling relations.

3.5.11 Interte xtual circularity

This refers to a form of circularity which can be seen in the ongoing
organisation of intertextual hierarchies. What is produced as a text under the
regulatory authority, (for example, an assessment and care plan), must
demonstrate that is a proper instance of the higher regulatory categories
and concepts. From the position of activating the regulatory text, for
example as in the Care and Welfare regulations relating to care plans
(Health Act2007 (Care and Welfare of Residents in Deatgd Centres for
Older People) (AmendmenRBegulations 20Q; pp. 24), the question is
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what needs to be done to fit with that text. Therefore what the nurse
produces must be readable as a text that adheres to the regulatory directive.
The element of cirdarity refers to how the ruling relations use this process

to develop a process of accountability that aligns with its goals (Smith
2005).

3.5.12 Data analysis

The analytical goal of Institutional ethnography is exploration and

explication and making corections between the participants and social

relations. Analysis proceeds by way of tracing the social relations people are

drawn into through their o6wor ko. The key
that these social relations are at the core of the rdséaterest as is the

need to create a Obigger picturebd beyond
to show how people in one place are aligningirthectivities with
relevancieproduced elsewhere in order to illuminate the social forcds tha

shape that aistity (DeVaultand McCoy 2006).

During the analysis stage of the research, the researcher establishes
connections between what participants say (and what is observed) and

textual associations that the reader can see and understand (Campbell and

Gregor 2004). This is in contrast with other forms of analysis which seek to

establish themes or theoretical positions. Therefore the data analysis process

is also different. There is no attempt to create codes or categories or to

engage in data reduction processes would be the case in a thematic

analysis (Miles and Hubermah994).The researcher does not engage in the

counting of actions or seek evidence of replicable behaviours as a means of

explaining behaviour (although evidence of coordinated actions sacros

multiple settings is of interestRather, the goal is to reveal the social

relations in the setting by illuminating the role that institutional texts play in
coordinating peopl e 0 sThdrei aveetvgo stagesadb s s many
data analysis. Firstevel analysis considers the data that describes the
everyday o6wor ko of participants, t heir €

the problematic. The researcher may draw up an initial descriptive account
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of everyday life or of these activities detailing tmeindane everyday tasks

in which participants engage. However, this is not the ultimate research goal
as in a conventional ethnography. Rather, as stated above, the intention is to
go beyond this into work of the ruling relatiodsis brings the researche

into the second level of analysigivestigating the antecedents of these
activities and experiences. (SindjrZp10). The analysis now moves from

the work of the participants whose standpoint is adopted, in this case older
people in residential care sags, to that of the work of professionals,

regulators and management, focusing on the connections between them.

Campbell and Gregor (2004) propose a number of methodological steps in
undertaking data analysis in Institutional ethnogragtigst, they popose

that the analysis process begins during the data collection process rather
than at a later stage as the researcher searches for these connections while
o0t al ki ng t o peopl ed and advancing
problematic, they contend, Ipslthe researcher to look in the right direction,
helping them to filter out the many potential lines of inquiry that exist in any
research site. Primary conceptual work as shaped by the problematic helps
focus the researchers attention in a particulaection as does initial
hunches or experiential knowingmmersing themselves in the data and
reading data analytically is a key next step. This involved asking questions
of the data that will bring into being forms of social relations. McCoy
(2006) propose the following as the type of questions that should be asked
of the data:

133

from



Chapter 3: Methodology

Table 3.1Seeking Out Social Relations

e What is the work that these informants are describing or alluding tq?
¢ What does it involve for them?

¢ How is their work connected with thveork of other people?

¢ What particular skills or knowledge seem to be required?

e What does it feel like to do this work?

¢ What are the troubles or sucses that arise for people doing

this work?
¢ What evokes the work?

e How is the work geared into the $§m or institutional organization?

Keepng the Institution in view: Working with Intervieéccounts of
Everyday ExperiencilcCoy (2006)

This process of analytical reading draws on the ontology of Institutional
ethnography searching for instances of ofifieation, different forms of
knowing, or the intersection of power and knowledge. Looking at, for
example, texteadertext sequences or seeking evidence of itegtual
circularity helps the researcher extract data in a way that is analytically

relevar to the goals of the study.

The next stage is engaging in the action of analytical writissgCampbell

and Gregor (2004) contend that it is through this writing that the analysis is
developed and deependde institutional ethnographer must write upith
argument bringing in evidence from the texts as to how accounts, appearing
in one or more texts, orientate what people do on a daily bagjaments

have to adhere to what is found and actually happened in the situations
studied. As the researcher begto see the connections between pieces of

the data, they draw them out in their writing inserting into the account
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pieces of raw data that best reflect the social relations of this conceptual
work (Campbell and Grego2004).

The final task centres omapping and involves illustrating the ways in

which a local workpractices operate as part of a broader set of social

rel ati onsmudhtiicphl € isnikt edSmahf198H p.h@h act i vi t
This key methodological task connects the talk of parti¢goém the taken

for granted practices and texts that hook their experiences into the work of

the ruling relations. In this way the process involves seeking connections

bet ween pieces of dat a,2@08).dhedbjectiveni ng t he

is to createa map either written or diagrammatically of how things work

showing how peopleds | ives are hooked in

their immediate experiencéoften in ways that are unseen.

3.5.13 Ethical Considerations

Ethical issues in IE ardn¢ same as those in any other qualitative research

endeavour. In the context of older people in residential care, there is some

argument about the tendency toward paternalism as residents can be

considered vulnerable on a number of levels (Cop8698). Being aged

can lead to vulnerability in itself, being aged with a number of disabjlities

as is generally t he, 2006 adds sigmficantytesi dent s (
the risk of vulnerability, and older people residing in residential care could

be consideed t o -dulwrallpmacgional i sedd (Angrosino
734). Given that residents are partially or wholly dependent on others for the

most basic levels of care increases the level of vulnerability even further.

Focusing on a group who are not in@sppion to protect themselves could

also be considered unethical, for example selecting participants who have no

access to independent or familial advocacy who are in need of such support.

Family members can also experience vulnerability, given that tlzance

on professional carers to provide care for family members can place the

nonresident family member in a position of disadvantagenndgressing

views or concerns.
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3.6 Summary

This chapter outlined the various paradigms and research methodologies
available to the researcher and provided a rationale for selecting
Institutional ethnography. An overview dfstitutional ethnographyvas

then provided outlining its ontological underpinnings &agl conceptsThe
methodological goals and steps were tbeacribed. The following chapter
describes the method undertaken in this study as guided by the steps

outlined above.
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Chapter 4: Method

4.1 Introduction

The theoretical and methodological approach of Institutional ethnography

informed the research desigr this study and this chapter describes the

methodological steps undertaken. The initial IE steps are outlined,
identifying t he Oprobl emati cod, defini nc
describing the standpoint adopted and my own personal standpoiah | th

describe the fieldwork sites, how access was gained and ethical
considerations. The recruitment of participants, data collection and data

analysis processes are outlined and the issues of rigdlaxivity, bias and

how I immersed myself in the methaldgy areaddressedl'he data analysis

process is then described.

4.2  The problematic

Thed erritoryd that | 20@Bapn4tl)andthistresearenx p | or e (S
is the social organization of work related to the implementation of person

centred care imesidential care settings. The challenge of implementation

has been identified in the |,2008rature (T
Nolan et al, 2006; Skaalvik, Normann and Henricks@010; McCormack

et al, 2010a). In the evaluation of the persoentced care project,

McCormacket al. (2010a) identified contextual issues of unequal power,

continued adherence to talsk&sed, routinised care processes and a system

bound by organisational rules. The findings of this evaluation align with my

own personalforms of knowing as a manager and from prolonged

engagement with one residential care facility as a family member.

Therefore the problematic | put forward in this thesis is that, despite
numerous years of professional discourse in relation to persoredeaire,

the organisational context of care continues to coordinate and shape peoples
everyday lives in accordance with the priorites and goals of the

organization.
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The Person Centred Practice Framework which underpinties

McCormack et al (2010ajwo year project identifiesc ont e x tasaf car e 6
prerequisite for the implementation of person centred care and proposes the
following as core elements; decistamaking power, skill mix, relationships,
organisational culture, risk and innovation. In instdoal ethnography

researchers are reminded to begin outside standardised ways of knowing
therefore this framework was not used to structure the study however | did

draw on it | oolsokihgyin the sightadireatieba n(sC aonfp bée | |
and Gregar2004.

4.3 The research aim and objectives

The overall aim is to explore the disjuncture between the discourse of
person centred care and what actually happens. The objectives of the

research are:

e To explore the everyday living routines of older peoplessidential
care and the social relations that influence those routines.

e To explicate the texts that coordinate the activities of care planning
and reporting mechanisms.

e To explore the disjuncture between the theories of person centred
care and the orgamsonal policies and practices of Irish Public
Residential Care Settjs.

4.4  Standpoint

The standpoint adopted was that of the residents, acknowledging that they
are experts in their own lives but then moving beyond that to what they

donodot k n thevsociat rélagidns th@sordinate their daily lives.

45 The fieldwork sites

As | was seeking to uncover social relations that are coordinated and
concerted tranbocally, |1 undertook field work in three different public
residential care units that weegeographically distant within three different

administrative areas of thdealth Service ExecutiveThe primary criteria
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were that they had previously participated in the-ywar national person
centred care programme and had reported statisticaltyfisent outcomes
identifying an awareness of person centred care (McCoreiagk,2010a).

The rationale for this was that these were-seff | ect i ng Oearl y
with leaders who were deemed to be progressive and open to change. Staff
had beengposed to the language and practices of person centred care and
as such were aware of the prevailing professional discourse. None of the
units selected was deemed by the regulator to have inadequate staffing or
skill mix as was identified through the regtdry reports and all had
received favourable inspection reports in terms of their technical

competence in clinical care.

The three selected sites varied considerably in terms of infrastructure,
representing the mix of buildings that provide public restél care
services. The first was formally a private residence providing a small
homely atmospher¢he second was an imposing old building that had many
incarnations over the years ranging from workhouse to county home to its
current role of communitydspital. The third site was located in a relatively
recently and purposieuilt community nursing unit. Therefore, the purpose
of this diverse selection was to uncover social relations that transcended
geography, physical infrastructure, personal charatiesi and
competencies of staff.he study does not attempt to explain the contextual
differences of specific sites or to draw conclusions about their individual
performance, but rather seeks to uncover ways in which the lives of

participants are sociallyrganised often in unseen ways.
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Table 4.1Research sites

Research | Number Type of Residential | Residential care/
sites of places | building care only intermediate care/
day care
Site 1 26 Converted Yes
residence
Site 2 120 Converted Yes
workhouse
Site 3 80 Purpose built Yes

4.6 Gaining Access

A published list of the participating sites in the two year practice
development programme on person centred care was used as a starting point
for the selection of potential fieldwork sites (McCormaatkd., 2010a).A
geographical spread was then considered ensuring a distribution across
different Health Service Executivadministrative areas. Following this, a
mix of infrastructure type and size was considered. Staffing levels and skill
mix levels were clcked in inspection reports. A list was then drawn up and
contact was made byraail initially, followed up by a phone call to the
Director of Nursing requesting permission to access the site for the research.
(Appendix 3)Where this was not successful thext facility on the list was
contacted. Only one site contacted declined to be involved. Where the
Director of Nursing agreed to involvement, | forwarded on an information
pack including the research protog@ippendix 4) participant information
sheetsand proposed consent forms. | then made arrangements for an initial
visit to provide further information and answer any questions about the
proposed research process. Following this, ethical approval was sought from
the relevant HSE ethics committee. Prdhical approval had been sought
and obtained from the University (Appendix An information sheet on the

research project was then forwarded to the Director of Nursing for
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dissemination to staff and for public notice boards and dates agreed to

commencehe study(Appendix §.

4.7 Ethical considerations

In considering the ethical implications of this research study, | focused on
the needs of all participants including managers and staff but in particular
residents and families. When defining selectioiteda, | sought to be

mi ndf ul of potenti al vV u,2006)rbat blsolofi t i es of
paternalistic decisiomaking on their behalf (Coong008). An ethical
protocol was drawn up to guide the data collection process (App&ndix
This induded issues of consent, assent, and emotional distress during
interview, disclosure of abuse and health and safety concerns. During the
interviews two of the residents became tearful when describing their
situation and recalling past events. In each eséhcases | paused and asked

if they wanted to end the interview. In both cases they said no, they wanted
to continue. | also asked them at the end if they would like me to tell the
staff that they had been upset and again they declined.

Confidentiality was maintained through the use of codes as identifiers.

When writing up the narrative, | used pseudonyms alongside codes in order

to |l ocate the findings in real peopl ebs
| made further changes to the text where itdoee clear to me that

individuals may be identifiable by slightly amending excerpts from

documents that could have identified people or facilities specifically.

4.8 The participants

A total of 46 individuals participated directly in the study through the
interview process. However, the observation process involved a wider
participation of participants across the three sites. Those interviewed are
broken down by category as follows: 12 residents, 10 relatives, 13 frontline
staff, 9 managers and 2 HIQA Ingpers. The notes of an additional 4
residents with dementia were reviewed. One copy of the names of
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participants and their allocated codes was retained separately in a locked

cabinet in my office.

4.8.1 Selection of residents as participants

The selectia of residents to be invited to participate in the study was made
in consultation with the Director of Nursing in each locality in that the
director provided a list of all residents and identified residents who, in her
professional opinion, would not belalio participate due to their cognitive

status or illness.

| also sought their guidance to direct me towards individuals who were
resident for less than three months and those who had lived there for more
than a year. The purpose of this was to captueeobservations of newly
admitted residents who may more accurately recall the social relations
surrounding their admission and care planning processes while wanting to
understand the embedded social relations that residents who had lived there

for a longtime might elucidate.

After that, | spent some time located in day rooms and in wards chatting
with residents where | told them the purpose of my presence. In doing so |
also established whether individuals appeared to have a level of cognition
that wouldallow then to participate meaningfully in the interview process.
Mindful of the need to include residents who were-bednd and those
who appeared to have a range of disabilities which would require significant
care input, | then invited interested resiks to consider the participant
information (Appendix 8) and stated that | would return within a few days
to see if they wished to be involved. The participant information leaflet was
designed to describe the research purpose and process as simpsilde pos
and in large print. In a number of cases where residents stated that their
eyesight was poor, | went through the form with them and explained what |
was doing in |l aymandéds | anguage. I

wished, discuss the informi@n sheet with thie relatives or a staff member.
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Table 4.2  Participant Selectionfor Interview Protocol
(Residents)

Obtain a list of residents in the facility from the Director of Nursing

Include:
o Newly admitted residents (less than 3 months).
¢ Residets that have lived in the facility for over 6 months.
¢ Residents that can communicate independently.

¢ Residents that have some communication or cognitive impairr]
but who can understand and respond to questions.

¢ Residents that can respond through yes/rswvars.

¢ Residents who are unable to communicate but who, in the opi
of the manager have relatives or close friends who may be
willing to participate.
Exclude:
¢ Residents who do not live permanently in the facility.

¢ Any resident who has a history of sers mental or physical
illness that participation could cause additional distress.

4.8.2 Selection of frontline staff as participants

The purpose of recruiting staff as participants was to gain insight into their
everyday work and how it is organiseddacoordinated. Staff participants
were randomly selected from personnel lists provided by the Director of
Nursing and were forwarded letters of invitation to participate along with
participant information sheetéAppendix 9)in advance of a follovwp
telephone call. Only nursing and care staff were selected based on the
rationale that these staff worked closely with residents on an everyday basis
while other staff visited more intermittently and as such were not part of the
all-day/everyday rhythms of thenit. The balance between nurses and care
assistants reflected the skill mix within each faciltégency staff and staff
employed for less than three months were also excluded. The letter of
invitation offered the opportunity to be interviewed at theirknorcation or

at another location of their choice. All opted to be interviewed at work. The

majority of the interviews took place during the course of the work day.
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However, three staff came in during their free time in order to coincide with
my time in the facility. As staff opted to be interviewed during the working
day it was not possible to be completely confidential about their
participation as their managers were aware that they had absented
themselves for the duration of the interview. However, camfiiality of the

content of the interview was assured.

Twelve of the thirteen staff were interviewed using a sstmictured

interview guide which allowed for further probing about what actually

happened and how things workeduring these interviews nsing staff

tal ked about G&ofrcampiling date plans ané recording mwark

activities in care flow sheets. In order to gain further insight into how this

work was done, | conducted one additional interview with a nurse who
described for me thé t e x t u a | wor ko of care planning
was suggested by the Director of Nursing, | sought her out, verbally

outlined the purpose of the study and sought her partioipadi which she

readily agreed.

Table 4.3 Participant Selection for Interview Protocol (Staff)

e Obtain personndist from Director of Nursing
¢ Randomly seleahames (select every 3rd name)

e Select numbers of nursing staff and health care assistants in |
with the skill mix ofeach facility

e Forward invitation to participatend participant
information sheet

e Follow up phone call
e Where potential participant refusexclude from list and peat
selection process as above
Include
e Nursing Staff
e Health care assistants
e Permanat or long term temporary staff
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Exclude
e Agency staff
e Staff who have worked in the facility for less than three month
¢ Allied health care or medical professional staff.
e Administrative Staff.

e Household staff.

Mix to reflect the skill mix ratio in each facility.

4.8.3 Selection of relatives as participats

Relatives were selected through a combination of methods, including asking
the resident if | could make contact with their family members,
opportunistic requests to family members visiting, and as | also wanted to
capture the experiences of relativesedidents who could not participate in

the study due to their advanced stage of dementia, the manager suggested
some relatives who in their opinion might be willing to participate. These
contacts where all provided with a written invitation and partidipan
information sheet which | followed up with a phone call (Appentix

Again all were offered an opportunity to be interviewed in their own home

or an alternative location of their choice but all agreed to be interviewed in

the residential care facilitjNo relatives declined to participate.
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Table 4.4  Participant Selection for Interview Protocol
(Relatives)

e Seek advice of Director of Nursing

¢ Request introduction from Director of Nursing or Ward
Manager

e Request permission of resident to approachlfamember
¢ Request participation from family members visiting

e Forward letter of invitation and participant information sheet,
or provide participant information sheet in advance and follow
up with phone call

Include:

e Family members of residents with dentia who cannot
consent independently

e Family members of participating residents or other
non-participating residents

Exclude:

e Family members of people availing of respite

4.8.4 Selection of managers as participants

The purpose of interviewing magers is to gain insight into how things are
socially organised and how the everyday work of staff connected to the
external ruling relations. Therefore, the selection process was somewhat
different. In the first site, the Director of Nursing was identifigdme as a

key informant as the setting was small and she was close to the everyday
forms of work such as rostering and human resource management. She also
had been involved in the person centred care programme and through her
wor k as 0perBQ@A) 2009hwas ihvalved i the regulatory
process.

In the second site, | widened the selection process to include an Assistant

Director of Nursing as well as the Director of Nursing. This was because as
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a large facility the Assistant Director was invadvenore closely in the
institutional work of rostering and human resource deployment and was also
involved in the person centred care programme. The Director has a greater
role in policy development and interfacing with the regulatory process. In
the thirdsite, | included an Assistant Director and a Ward Manager, both of
whom had been involved in the person centred care programme and were

involved in the day to day management work of the facility.

From this process, | sought participation of managersdurp the chain of
command in order to make further connections between what was
happening in the sites and the wider social relations that shaped these. These
included a manager of services for older people, a practice development
specialist and a regioheanagerIn the case of the regulators the national
manager was approached initially and agreed to circulate correspondence
from me inviting participation from inspectors in the relevant HSE
administrative areas. Five inspectors responded and two weoteskebased

on their geographical location. The inspectors were not made aware of the
specific residential care units that participated in the study. This process
aligns with IE methodological goals of incrementally widening the pool of
informants as soal relations become visible and lines of inquiry are

followed.
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Table 4.5 Participant selection for Interview
(Internal Managers)

Discuss management roles with Informant (Director of Nursing)

Include:

e Managers who are involved in everyday internal agament
practices such as rostering and human resource deployment

e Managers who are involved in policy development and
monitoring

e Managers who interface with regulators

e Managers who were involved in person centred care
programme.

Exclude:

. No exclusions

49 Consent

Each participant was asked to sign a consent form prior to being interviewed
which | went through verbally, clearly articulating their right to withdraw at
any stage of the proceedings (Appendidésl3). Permission was sought
and obtaied to use a digital recorder to record the interview. | used the
process of obtaining consent by proxy in order to observe individuals who
could not consent and to have access to their care @apsndix 14) | did

not attempt to interview them althoudhdid converse with them in the
course of my time in the units in line with normal social convention. My
reason for doing so was to ensure that | did not exclude people with
dementia from the study as this is a common condition within residential
care anchow the lives of people with dementia are organised dstecal

element of this study.
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4.10 Consent for observation

In this study, | did not observe personal care routines. | did, however, locate
myself within ward areas while care was being undertddednnd curtains

and the conversations could be overheard. | sought verbal consent from
those in a position to consent within these environmetsesidents who
were cognitively intact, the ward manager, staff and relatives. At all times,
when | introdeed myself to people in the site, | made explicit my purpose

of being there.

4.11 Data collection

Institutional ethnographers use conventional tools of qualitative research
such as interviewing, observations, reflexivity and the analysis of texts, all

of which were used in this study

Interviews were senstructured (Appendix 15) and the observational
process was neparticipant.(Appendix 16).Field notes recorded details of
additional opportunistic conversations and general observations that
occurred atside the formal observation periods, potential threads of
inquiry, and connections between pieces of data and to flag issues which
needed to be explored furth@ppendix 17) A reflective journal was used

to record my personal feelings to examine pasénbias and to ask

questions about what | was see{Agpendix 18)

There were two | evels of data collection
activity that residents did as they went about their daily lives, what they

intended to do, what activitiekay undertook that involved time, effort and

skill and what their feelings were about this (Campbell and GregoH;

McCoy, 2006; Sinding 2010). Because many residents have advanced

dementia and as such are not in a position to articulate their exqesjen

observation and interviews with relatives were also undertaken. This is not

to consider that relatives are in a position to recount the experiences of their

family members but rather to add to the knowledge of the social relations

that exist within eah facility.
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The next stage involved gaining insight into how staff and internal managers
undertook their daily work, what they did, how it is organised and what
texts are involved in shaping this work. Because it was my intention to
disrupt the researchites as little as possible and because the timing of
interviews was controlled by residents and relatives and the availability of
staff, these data collection process did not happen sequentially. I moved
forward and back between residents and staff ipggsed with periods of
observation. Rather than this being a limitation, the processes allowed me to
see the intersection of the world of residents and staff, raising possible
threads to be pursued. This aligns with a key analytical goal in IE whereby
the researcher begins the process of data analysis in the field. (DeVault and
McCoy, 2006; Deveap2008). The following section provides an account of
the data collection strategies employed and the way they were used to meet

the goal of explicating social edions.

4.12 Interviews with residents

The interview guides were shaped by the problematic and devised to elicit
information about actual everyday activitthow things worked. Beginning
with a request for concrete information about the work of beingidemnt, |
asked each one to recall what they did at particular times of the day
typically segmented into morning, afternoon, early evening or night time.
Further topics included how they came to be living there, their first
interactions with the system, din relationships with staff in general,
whether they had ever made a compliant and their involvement in care
planning and the running of the day. While the interview guide helped to
maintain a focus on the issues of person centred care as identifiegl in th
probl emati c, I al so | istenedlocd or
coordination to be pursued in order to understand how things worked.

The residents | interviewed all had physical or mild cognitive deficits but
had the capacity to consent. In sooases | had to adapt my interviewing
style to allow for sensory impairments such as deafness or difficulties in
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speaking. As several of the participants were visibly frail | was mindful of,
and observed, their body language for signs of fatigue. The iskue
cognition is also a key issue in interviewing older people. Capacity to
consent is one issue but so too is the reliability of the person with
dementiabs response. People in the advan
interviewed except by proxy althougithers ways of communicating may

be possible (Dewing2002). However, people with early or middle stages

may present with socially intact behaviours which may conceal significant
cognitive deficits. How therefore can the researcher be sure that the
accouns related by the participant are accurate? Conversely, presumptions
that what the older person is saying is not valid because of their cognitive
difficulties can lead to a dismissal of valuable data. In this context where the
objective is to gain an insigimto institutional processes, the recollection of
routines and embodied experiences are used merely as clues or hooks and as
such | was not seeking meaning or interpretation by the resident. A number
of individuals who had seffrofessed mild memory logmrticipated in the

study and were able to recall institutional processes and routines similar to

other informants with no memory loss.

The Interviews with residents therefore focused on getting a descriptive
account of the work they undertake in theileras residents. As power is a
key issue of interest, | was conscious of my power as a researcher and
member of the ruling relations. | attempted to, as far as possible, create
equitable relations and to conduct the interview as informally as possible. |
suggested that the resident chose the time and location of the interview and
stated that | considered them to be experts in their own lives and that |
wanted to know about thaRiamond (1992) contends that in Institutional
ethnography the text should rm# privileged over the embodied experience.

In this context | paid close attention to the body language and emotional
responses of the participants. For example, there were several instances
where residents who were, in the minutes before, passively llegctineir

daily routines or relationships within the facility became animated when
talking about family members or subjects that interested them. Interviewing

in this way requires the researcher to continually analyse the sequence of
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connected activitiesand to constantly look for elements of social
organisation in the everyday experiences as they are recounted. In this
context the process requires more than simply asking questions and listening
to the answers providedhe process of analytical thinkinge@ins in the
interview (Deveap 2008) and is followed up as soon as possible with
written reflections, and field notes of connections and possible new lines of

inquiry.

4.12.1 Profile of residents

Twelve residents were interviewed and their nursing notegewed while

an additional four who had advanced dementia were observed and their
notes reviewed. The residents ranged in age from 72 to 94. Each of their
interviews reflected different individuals with different life experiences
although their descrigns of their current daily lives were remarkably
similar. Ten were married or widowed and six were unmarried. The length
of time in the facility ranged from 1 month to 5 years. Each resident had
their own narrative (Gubrium and HolsteiR002) but the fogs of this
process is not to understand meaning in their lives but rather to elicit
common threads of t he oOwor ko -stayf being
facility that could be tracked back to téxased ruling relations (Smith
2005). Table 4.6 providesa summary of the demographical profile of
resicents who participated directly.
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Table 4.6Participant Resident Demographic Information

Code Age | Gender | Marital Occupation Length of | Dependency
Status time in status
facility
S.1.RES.1| 79 M Single Labaourer 11 months | High
S.1.RES.1| 82 F Single Nurse 18 Months | High
S.2.RES.1| 90 F Widowed | Housewife 5 years Maximum
S.2.RES.2| 78 M Widowed | Builder 3 Months | High
S.2.RES.3/ 80 | M Single Labourer 3 years Maximum
S.2.RES.4| 85 F Single Housekeeper | 5 years High
S.2.RES.5| 83 F Widowed | Housekeeper/| | month High
Farmer

S.3.RES.1| 84 M Single Farmer 2 years High
S.3RES.2| 82 M Single Farmer 3 years Maximum
S.3.RES.3| 94 F Widowed | Housewife 1 year High
S.3.RES.4| 80 F Widowed | Housewife 6 months | High
S.3.RES.5| 72 F Widowed | Housewife 1 year High

An additional four residents who

represented bselatives.

were unable to participate directly were

Table 4.7 Residents represented by relatives

Code Age | Gender | Marital Occupation Length of | Dependerty
Status time in status
facility

S.2.REL. | 81 F Widowed | Housewife 3.3 years | Maximum
RES.1

S.2.REL. | 79 F Married Housewife 2 years Maximum
RES.2

S.2.REL. | 85 F Married Housewife 4 years Maximum
RES.3

S.2.REL. | 80 M Married Farmer 7 months | Maximum
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4.12.2 Interviews with frontline staff

While the process of Institutional ethnography begins with the experience of
those whose standpoint is adopted, it must go beyond that to gain insight
into how these experiences are concerted and coordindtece &re many
aspects of the work of fdities thatareunseen and unknown by resids

yet impacton their experience.t&f were interviewed to gain insight into
how theirwork is organised and about the texts that they use which govern
this work. Embedded in participants talk about their woskthe tacit
knowledge of how to do it, and how to concert their actions with others
(Campbell and Gregor 2004. 79). Therefore the objective was to get to
the actualities of the work by asking the participant to describe in detail

what they actually di.

When interviewing staff | was conscious of the importance of getting

beyond professional discourse to how things actually work. Regularly when

asking staff about what they do, they would begin by describing what

should or could be done in an abstraety and | needed to steer them back

to what actually happened. Again the device | used for this was to ask them

to describe what they did that morning or the last time they were on night

duty. In this way | was looking at what frontline staff actually did

opposed to what their job description said they didvas also alert to

i nstances of Obi fur ca,tleod Smitb 1087cp. ousnessbd
41) where staff expressed tension between their values and beliefs and the

social relations within which tlyeworked.

Table 4.8  Skill mix of frontline staff interviewed

Role Site 1 Site 2 Site 3
Staff Nurse 1 3 3
HealthCare Assistant 1 2 3
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4.12.3 Interviews with relatives

In addition to frontline staff as informants, relatives of residents who have
dememia and relatives of some of the residents who were interviewed and
three relatives who were not connected to any of the participants were also
undertaken in order to seek further insight into the coordinated activities of
the residential care units. Thé@rmawas to gain an understanding of their
lives, likes and dislikes before they came to live in residential care and their
involvement in care planning and with staff. This process was useful in
gaining insight into the angbktafftandonshi p oO0w
in relation into the experience of transitions into care. The process yielded
little useful information about the everyday lives of residents as relatives
were unable to describe much about their lives as they were only present for
specific periods of time and usually at the same time such as afternoons.
Initially 1 considered this lack of knowledge in a negative way. However,
my thinking on this changed through the process of reflection and analytical
writing. | reflected on how little relates seemed be involved in the care of
their family members, not in a neglectful way but through the social

relations of the work of residential care.
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Table 4.9 Relatives interviewed

Code Gender | Relationship | Resident Resident | Non-participant
to resident participant | by proxy | residents

S.1REL | M Husband Yes
S2.REL.1|F Daughter Yes
S.2.REL.2| M Husband Yes
S.2.REL.3| M Husband Yes
S.2.REL4| M Son Yes
S3.REL1| M Son Yes
S3.REL.2| F Daughter Yes
S.3.REL3| F Daughter Yes
S.3REL.4 | F Daughter Yes
S.3.REL5| M Son Yes

4.12.4 Interviews with managers and external personnel

Finally, as part of the process of mapping the social relatiotesnal and

external managers, specialists and regulators were interviewed in order t
further explore some of the threads that were beginning to appear and to
gain further information about the texts that governed work processes.

These managers were also sensitised to the wider ruling relations

stakeholders and the power relationships #éxssted between various social

institutions such as staff representative groups, professional bodies and

regulators providing useful signposting to externally coordinated social

relations.
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Table 4.10 Internal and External managers (including HIQA
inspectors) interviewed

Role No.
Director of Nursing 2
Assistant Director of Nursing 2
Ward Manager 1
Manager of Services for Older People 1
Regional Manager 1
Practice Development Specialist 1
Advocate 1
HIQA Inspector 2

4.13 Data Storage

The reorded interviews were transcribed by me and stored using an Nvivo
software programme. The programme was used as a data management
system to store interview transcripts, observation records, and field notes.
As part of this data management process | deeelop coding strategy
following Miles and Huberman (1994). | allocated a code to each site and
each participant group. After this each participant was allocated a number
based on the chronology of the interview process. Observations and field

notes were siitarly coded.
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Table 4.11 Identifier Codes

Identifier | Location Participant group Texts
Codes
S.1.-Site 1 | Res- Residents Int - Interview
S.2.- Site 2 | Rel- Relatives Obs- Observations
SN - Staff Nurse FN - Field note

S.3.-Site 3 | HCA - Heath Care CP- Care Plans
Assistant

IM - Internal Manager| SOP- Statement of

Purpose
EM - External Refl - Reflection
manager/HQA
Inspector/Advocate

Therefore the first resident who participated became S1.RES.1.INT.

4.14 Field notes

During fieldwok, | kept detailed not of conversations and commeiits
recording verbatim what people said, and observations that occurred outside
of formal observation sessions. Initial thoughts, feelings and ideas about
possible threads to follow were recorded intétemitly throughout the day

in a quiet location away from the communal areas during field work. This
was followed by a more detailed account that evening. | wrote up notes
about specific threads that | could see using this process to explore possible
connetions to other pieces of data such as policy documents or regulatory

standards.

4.15 Observations

The intention of using observation in this study was to seek additional
information and insights into the problematic. In this context, what | was

looking for was evidence of activities that were aligned to the discourse of
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person centred care (the problematic) and evidence of activities that did not.
The guide was also influenced by the IE ontological assumptions that all
activity is socially organised, thdoge | was looking for evidence of

coordinated activity (social relations). Because the assumption in IE is that
this activity is coordinated across multiple sites, | used the same observation

guide across the three settings.

4.15.1 Observation guide

The observation checklist had four columns, one which recorded date and

time, one for a description of the activity or observation, one to record

elements of person centred care (the problematic) and one to record social

relations. llooselyused McCormack anMc Canced6s framewor k to
my observationssge appendix)1 So, for example, when | observed the

daily ritual of t he h a rstdforelaionshipse et i n g, I
shared decision makidgnd dechnical competenéel then had a column

for sogal relations, where | looked for threads between the PCC elements

and other organisational practices. This helped me to consider the social

relations that preceded specific activities and what came after them. For

example, | observed the demarcation betwphysical spaces and artefacts

that underpin the power differentials between staff and residents, such as

different crockery and staff toilets leading me to seek out the associated

rules and regulations. | also paid attention to the language of std# whi

observing the daily ritual of the handover meetingatched and listened to

how staff interacted with one another and the language they used to convey

information about residents and the daily routines of the facility.

Table 4.12 Observation Guide

Date and Time | Observation | Problematic (PCC) | Social relations
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4.15.2 Observation Method

| adopted the role afonparticipantobserver with mobile positioning which
allowed me to move between locations through the facility (C&@35).

During the observation period | retained a stance of observer by using a clip
board and taking notes in order to reinforce the reason for my presence there
as a researcher. | used the observation guide to record observations and
descriptions of physical @wonments, interactions between social actors
and accounts of actual activities such as reminiscence groups or mealtimes.
A process of time sampling was undertaken and the observations took place
across 2 hour segments of time in order to capture theiatéyeof routines

and activities at different times of the day starting with the start of the

6shifto.

| undertook periods of observation, interspersed with interviews, to cover 12
hours of the day in each site. | did not observe night shifts but destuss

these with informants during interviews or informal discussions.

Table 4.13 Observation Schedule
Site 1

Date 8.00 10.0G 12.0G 2.00 4.00 6.00
10.00 12.00 2.00 4.00 6.00 8.00

30.12.2010

03.01.2011

Site 2

Date 8.00- 10.06 12.00- 2.00 4.00 6.00-
10.00 12.00 2.00 4.00 6.00 8.00

08.04.2011

22.04. 2011

28.04.2011
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Site 3

Date 8.00 10.0G6 12.00 2.00 4.00 6.00
10.00 12.00 2.00 4.00 6.00 8.00

05.08.2011

08.08.2011

09.08.2011

The observation notes wetgped up and stored in Nvivo alongside the

transcribed interviews, field notes, memos and personal reflections diary.

4.15.3 The Observation Process

Verbal consent was obtained in each location and | located myself in places
that allowed me to observe ahdar what was going on without observing
intimate care routines. For example, | sat at the entrance to a communal
ward or just outside it observing early morning routines such as breakfast,
drug rounds and the daily work of staff as they moved betwedatergs. |

also observed activity and inactivity in day rooms and sat in general lobby
areas observing the comings and goings of relatives and other health
professionals. | also observed staff handover meetings. The experience of
the observational periodsas recorded in a reflective diary a few hours after
the event in order to make explicit the personal positioning and to seek
connections and hooks into social relations that are coordinated extra
locally. Field notes were written up based on the obsenatichich were

then used in analytical writing.

4.15.4 The embodied experience of observation

By far the most challenging aspect of this observational process was the
long periods of inactivity that residents experienthis resonates with
Di a mo n d 0 sexperiedn@ 9while working as a care worker in an

American nursing home and the noti

be sitting around doing nothing. What

feelings this process invoked in me, recorded in a neexliary, of
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discomfort, embarrassment, boredom and stress as | struggled to describe

this material worldDiamond (1992) described the embodied experiences of

dealing with bodily fluids and intimate care routines that make up the daily

work practices osétaff. | did not undertake those work practices and as such

my observation processes were more akin

t hat labwasndt keep mMhsehgsoébbusy o6doing

| struggled to put words down on paper as | sat in communal areas

sometimes grateful for the television or the distraction of a staff member

breezing through on their way to another tasknd welcomed the noise of

the food trolleys trundling down the corridor as a welcome distraction from

this uncomfortable experiencé wrote copious notes about the physical

environment detailing every aspect of the rooms and wondered if | should

have undertaken a 6moleculard observatio

tick as a means of doing something.

4.16 The explication of texts

During the data collection phase | paid attention to what texts were used by

staff in their work. | also listened during interviews for references to texts

that shaped their practice. This led me to the assessment and care plan, the

nursing notes and theare flow sheet as | observed nurses working on these

texts in offices and at nurseds station:
from the Director of Nursing and then specifically from participating

residents and relatives to access and photocopy th#iemvnursing notes.

Each participantdos notes were photocopi e
concealedEachpar t i ci pat i n g(sixteen gesidentsmttolell not es

were placed in individudiles with the same code as was used for interview

transciption or in the case of residents who could not participate

independently in a code connected to their relatifer example,
S.1.Rel.Res.1These records were stored securely in a locked cabinet in my

office. Following on from this, | sought out other exational texts that

connected what happened in the local settings to national policies,
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regulatory and legislative texts in order to make visible the social relations

that are textually mediated (Appendi9)1

Firstly, a systematic search of all policyanuals in each location was

carried out and logged. | then searched for references to what Dorothy

Smith (2005) describes as Oboss textsbd w
to local policies. From here | obtained digital or paper copies of standards,

regulations primarily legislation, national policy texts and guidance and

directives from professional bodies which were also logged. Other context

specific texs that were clearly and publcvisible in the facilities such as

the wunits Osteabt,e memei rofi npfuorrpmoast i on b ookl

notices, were then included.

4.17 Section summary

The above section outlined the methodological steps undertaken in
establishing this study commencing with the articulation of the problematic
and standpoint. A pfe of the research settings and the participants was
provided. | described how | gained access to the sites, the ethical
considerations and the data collection processes that were used. The
following section outlines the steps undertaken to ensure rigdhis study

addressing reflexiwtand issues of potential bias.

4.18 Maintaining rigour

Institutional Ethnography requires the researcher to identify concrete
evidence of soci al relations which coor di
objective isdiscovery of the social and in this context mapping is used to

identify the textuallymediated processes that drive social relations

(Campbell and Gregpr2004). Explication rather than explanation is the

goal where a clear account of the textual processes their sequence

makes visible the interconnectivity between them and peoples actions as

they engage in their everyday lives. Therefore rigour is demonstrated though

accurate and truthful accounts, of what actually happened and how things

actually work
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The research must produce accurate and faithful representations of
how things aaitally work; it must be truthfu{Smith 2005 p.42).

In this study | maintained rigour through a number of steps as recommended
in the Institutional ethnography texts. laeted an audit log of each step of
the analytical process oirting what | was doing and whylhis included
retaining a log of the mapping process and adopting a reflective questioning
stance throughout the research procéssegan from the standpoint of
residents and from there moved outwards to frontline staff and from there to
internal managers andinally, to external managersseeking out and
making connections betwedhe social relations of the identified threads

and incorporating these into theadytical writing process.

The textual analysigwvolved mapping the hierarchy of texts moving from
those closest to the resident and frontline staffugh to local policies and
management practices and then onto national standards and the legally
binding Care and Welfare Regulations (DOHID10). | retained a copy of

each text in sequential order in the audit log.

I checked facts and my understanding of texts with staff and manager
participants and sought their assistanceseeking out connecting tesxt
However, | did not attempt to triangulate the experiences of participants
with written reports or care plans as to do so makes an assumption that those

texts are factually correct, which may not be the case (Satiob).

| adopted the approach reflective questioning approaalecommended by

Rankinetal.( 2009) of renddmuind@amewnemytlyi my sa ® r
as a means of questioning taken for granted practices and seemingly neutral
organisational practices. | adopted a critical stance towandtdiore taken

for granted textualymediated policy and legislative actions posing the
guestions OWho produces what and for w h
2004; Lirette 2012).
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| consistently made notes about what | was seeing and returning to the
methoddogical goals to check if what | was thinkingas consistent with

these goals

4.18.1 Reflexivity

Smith (1987) proposes that it is impossible to separate out the investigator
from the investigation and in IE researchers are required by locate their own
embodied knowing in the research process. My own embodied experience
of working in the area as a health care professional, together with
knowledge of how policies and professional discourses are formulated, my
awareness of some of the disjunctures thatt ewithin this sector, and the

experience of the dynamics of power that exist between families and

professionals al/l serve as Oknowingo.

on explicitly in the analysis process as it is not bracketed off or denied
(Campbelland Gregar2004).

However, my position of being a researcher of white middle class and of
working age, employed in health services management, locates me firmly
within the 0 whete ia® pgart ofemyamvork ¢ define and
promulgate professionalliscourse through the development of policies,
procedures and performance indicators. My location in what Thomas (2004)
describes as O0the cult of adulthood®
about older peoples desired levels of activity based on wy levels of

energy. | maintained a reflexive journal during fieldwork and through the

data analysis process to capture my own embodied experiences, to process
my thoughts and observations across the three sites, checking my

motivations for pursuing partitar lines of inquiry. This also helped me to

Th

ou

stay focused on 6what happensod rat her

explanations as to how things happen.

For example, | noted how most staff participants used thestérme si dent 06

and O6pati ent 6Rathen than rdaviirey ctanausicng gbout the

inadequacy of training or personampetencel sought evidence of how
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these staff received constant reminders of a resglentst at us as Opat.i
through the texts they encountered on a daily basis in whimmedical

terminology dominated.

4.18.2 Bias

In IE a very clear standpoint is adopted, in this case older people who live in
residential care settings. Adopting the standpoint of one particular group
could be considered as bias. The intention, however, isetve the
standpoint of those that are marginalised and the personal standpoint makes
this explicit from the outset. However, another potential bias emerged

during fieldwork.

As | engaged in conversations with willing staff participants, listened to
their stories abouthe endless round of heavy physical work, observed their
constant movements throughout the facilities as they cajoled, encouraged
and negotiated with residents, | found myself sympathising with their
situation and even understanding how thei 6 busyness6é subordi naea
needs of residents for social interaction and engagerivinhtaining the
standpoint of the resident was helpful in keeping me orientated towards the
social relations that coordinated their lives and returning again andtagain
their talk and actions helped me to stay grounded in their everyday lives. By
attending to concrete actions and social relations of situations, as opposed to
opinions and theories, | avoided drifting towards interpreting or drawing
conclusions about theotivations or intentions of individuals as this is not

the methodological goal.

So, for example, when staff complained about the onerous repetition of
filling in the care work flow sheets, rather than seeking evidence to confirm
or reject this | consided: what is the purpose of this activity, were did this

text come from and where does it go to next?
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4.18.3 Immersion in the methodology

Institutional ethnography is growing as a form of inquiry as evidenced by
the increasing body of literature emergimgprofessional journals and on
digital dissertation sites such as PROQUEST and ETHOS. However, it is
still a relatively undewtilised methodology in healthcare when compared to

other methodologies.

Therefore as a novice institutional ethnographer | tnd& a number of

steps to ensure | stayed faithful to the process.

Firstly, | immersed myself in the available literature seeking out seminal

works that were quickly identifiable for journal articles located through
entering the tergmaphwét iithutsieoanraclh eetnhgnion e
Science and Scopus. Using a snowballing approach | located further

sociological and philosophical writings, studies and grey literature. While

there is a small but detailed body of conceptual work relating to Institutional

ethnography, and numerous journal articles, few of these provide concrete

guidance or frameworks to guide data analysis. Retrieving a number of PhD

dissertations theses proved helpful in this respect,(Bel8; Wright 2009;

Benjamin 2011; Lirette 2012.

Through this process, | located and joined an online organisation called the

Society for the Study of Social Problems which had a-sadbion for

Institutional ethnography. From here | made contact with other institutional

ethnographers and in Novemii0 1 1 , I att emdppidgilm wor ks hoj
l nsti tut i oniaToroertd. The wagkshapalsy pyovided me with

an opportunity to discuss my research with others and share experiences of
methodological challengesFinally, a key activity | undertook was

discussing IE with my supervisor. Having to justify activities which stood

outside conventional qualitative research activities required a constant

attention to being faithful to the research methodology.
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4.18.4 Record keeping

All recordings, transcriptsobservation records, field notes and a log of
analytical writing and reflections have been retain@tl.identifying texts
from residents6é6 documentation have
stored securely in a locked filing cabindthe coding strategyas been
retained separately to the other datdog of all documents reviewed and
either digital or hard copies of these documents have been recorded in the

audit file.

4.19 Section summary

The above section outlined the data collection processesvératused in

this study and the steps that were taken to ensure rigour. | have discussed
the issues of reflexivity and bias and described how | have immersed myself
within the methodology of IE. The following section provides an account of
the data analys process that was undertaken, outlining the sequence and
actions that produced this institutional ethnography describing the three key
analytical tasks of data analysis, analytical writing ahe mapping of

social relations.
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4.20 Developing an analyical framework

There is no technical fix for finding meaning in Institutional
ethnography. You have to read, think, puzzle, write and continue in
that view for each piece of datéCampbell and Gregor 200g. 93)

This section begins with an outline of thealytical framework | developed
followed by a description of the actual steps of data analysis, how | engaged
in the process of analytical writing and the mapping process undertaken.
However, presenting the analysis in this sequential way belies thal actu
process which involved moving forwards and backwards between stages

and levels of analysis

4.20.1 Analytical framework

Table 4.14below outlines graphically the analytical framework | developed

to guide my analysis. As most institutional ethnographieai m t o o6t el | i
st or y,2008),Btedn lbe difficult to extract from other works the exact

and sequential steps taken in a way that would provide a road map for

someone new to IE. | therefore developed my own guide basetieon t

chapter on data analgsin Mapping Social Relations A Primer in Doing

Institutional ethnographyCampbell and Gregd2004, pp 83-101) and my

knowledge of both the ontology of IE and the conceptual discourse on

person centred care as outlined in previous chapters. | follddvedC o y 6 s

(2006) key questions related to keeping the institution in view and drew on

notes from my workshop in Toronto in relation to the mapping of texts.
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Table 4.14  Analytical Framework

Data sources | Key Analysis Foregrounding | Social
stakeholders | strategy relations
First Interview Residents McCoys Materiality Describe what
level transcripts Relatives guestions What actually happens
data . (2006). .
.| Observations . happens? Provide
analysis Frontline staff vtical . f
Residents Analytica evidence o
files Internal writing actual work
Managers The problematic| undertaken
Provide
. evidence of
Standint texts that
coordinate
work
Provide
evidence of
points of
tensions
Second | Interview Frontline staff| Analysis of | The Provide
level of | transcripts Internal documents | problematic. evidence of
analysis Observations Analytical | Standpoint. textgally
managers writing mediated
Residenté External Person centred | coordination
files Turners care discourse. | of actions
Managers mapping
Policy Maintaining
documents Regulators process personhood.
Cae plans Relationships. Provide
Care flow Autonomy. evidence of
sheets - . points of
Positive social tensi
. . ensions
National environments.
policy . N
documents Smithos
ontology of
Regulations institutional
ethnography

Ruling relations
Social relation

Creating
ideology

Obijectification

The intersection
of power and
knowledge
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4.20.2 First level data analysis

The first analytical task was to articulate the experience of residents as they

participate in the daily life of the facilities and to ideytgfotential lines of

inquiry to be followed! read and reead the transcripts, observation notes

and field notes drawing out descriptions of their activjties getting up in

the morning, mealtimes, bathing routines, passing the time, retiring o bed

the evening and |l ogged these as free noc
guestions, described in Chapter 3, | interrogated each piece of data building

up a picture of the everyday life of residents, their activities and feelings

about their circumstancelsthen wrote up an initial account of the everyday

life of the residents.

Once this work of residents was articulated, | did the same with the frontline
staff. From this | wrote up a descriptive account of everyday life in the

residential care settings.
Table 4.1%outlines the descriptions used.

Table 4.15Descriptions of everyday life

Waking and Meals Talking to people | Hopes

getting up

Personal care Passing the time| Going to bed Values and

routines Beliefs/
Concerns

I then reread the transcripts, bservation notes and field notes work
drawing out data about how staff carried out their care work or in the case of
internal managers their everyday work of administration, policy monitoring,

human resource management and interfacing with the regulator.

| searched the transcripts, observation notes and field notes for data that

woul d help me wunderstand this daily wor
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guestions to interrogate the data), seeking out evidence of the texts that

coordinate work and looking for point$ tension based on the problematic.

Table 4.16described the initial potential liseof inquiry that were logged.

Table 4.16 Potential lines of inquiry

Physical Transition Task allocation Spirituality
environment

Skill Mix Routines Rosters Risk

Resarces and Relationships Regulation Purposefulness

management

Professional

Power

Personal care

Patient activity

discourse routines sheets
passivity participation Meaningful language
activity

innovation Individual Independence Inactivity
personalities

Ideology Home Holistic care Hierarchy

Grateful Food and Empowerment Complaints
mealtimes

Choice Care Plans Busyness

However, on reflection, | could see hosome of these were abstract

concepts

such

as

Opassi vityadce ofr

6empowe

actual happenings. | then returned to the data and searched for concrete

social relations that started with what people said happened and actually

happenings that | observed for example the ritual of the daily handover or

the long periods of silenca the day room. Through staying close to the
problematicand analytical writing (which is described in more detail in
section 4.20.5) | reduced this to three definite threads of inquiry
relationships, social engagement through decision making andl socia
engagement through meaningful activity. (Maintaining identity was added

later from the analysis of the care plans)
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Table 4.17 outlines the steps taken in this first level data analysis

process.

Table 4.17

First Level Data Analysis

l Interview schedules The problematic
Observation Guides h (Implementing Person
\]—I Centred Care)
IE Theory

Ist Level

Data
Transcripts =

from \
Participants . .

Data Analysis Guide

Interviews
Obgervation
Notes

{MeCoy's Key Cuestions)

Whatis thework that these
informants are describing or

Field Notes
Reflexive \_ alludingto?
Notes What doesgitinvolve for them?
How is their work connected with

the work of other people?
What particular skills or
knowledge seem to be required?

What doesit feel like to do this
work?

Descriptive
account
What evolesthework?
How isthe work gearedinto the
system or ingtitutional
organisation?

/

lIdentify potential threads to be pursued

in Second level Data analysis
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4.20.3 Second level data analysis

The seond level of analysis focused on the textually mediated practices of
residenti al care work based osaret he assum
coordinated by textuallynediated ruling relations external to their local

settings.

As described earliet,focused on the texts that staff talked about and that |
observed them working onh namely the assessment and care plans, the
nursing notes and daily activity record known as a care flow sheet.
Sensitised by the discourse of person centred téveused pecifically on

one text within the care plan callddKey to Meas a starting point for the
analysis. This follows a common IE practice of using a single document to
Oburrow i nt o (Taumer 2001y Rathersthan taking & blank
document and disissing what isneantto happen (an ideological account),

| have taken the text that belongs to one resident, Mary, to expluae

actually happened

The selection of this one text was based on the fact that it had a
comprehensive set of documents aner¢h were interview transcripts
available for both Mary and her Son Seamus. This is entirely consistent with
the methodology of Institutional ethnography which does not undertake
comparative analysis or use the data as a form of triangulation, but rather as
an entry point into the social relations of a setting (Tyrr2601;
deMontigny 1995). As there were no previously defined data analysis
frameworks published to guide this analysis, | developed my own based on
t he writings of D o 6 bdnpbrgting Sewts tirtod s chapt
I nstitut i on @lnstimtioralnethgograppyhag @ractiq005
pp.65-88). This guideline is outlined iable 4.18 below
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Table 4.18 Guidelinei Analysis of texts

e Text reader conversation
e Work-text-work sequences

e Person centred care principles: values, biography, relationships,
well-being, autonomy, positive social environments

e Embodied feelings or experiences

e Evidence of compliance with regulations and standards
¢ Objectification

e Exercise of professional power

e Evidence of other social relations

Usingthe data analysis guides described aboveach section of this text as

it relates to the person centred principles of maintaining personhood,
autonomy, relationships and positive social environments was conrnected
pieces of data from the transcrif Mary, her son Seamus, and frontline

staff making connections between the two.

The analysis was widened out to include the rest of the care plan, care flow

sheet, social activities reporting sheet and relevantAH&andards and

regulations.In this way | began to 0] 0,2008)tbdiveend ot s6 ( De
what actually happens, the professional discourse of person centred care,

what the ruling relations demand by way of accountabdityl the points of

tension betwen these.

4.20.4 Mapping the social relations

As part of the analysis process, | mapped experiential texts (what actually
happened as described in the interview transcripts, observations and field

notes) to theA Key to Meand then to the accountabilitgxts of care
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planning, reporting and regulation demonstrating how these texts connected
to each other. | used my own existing knowledge of accountability practices
and drew on the knowledge of participant managers to identify the
coordinating texts botlnternally and externally. This led me to internal
policy documents, mission statements, inspection reports, HIQA standards,
the Health Act 2007Care and Welfare of Residents in Designated Centres
for Older People) Regulations 2009, the Registration arsgelction of
Nursing Homes andHealth Act 2007 (Care and Welfare of Residents in
Designated Centres for Older People) (Amendment) Regulations 2010,
Ireland. Drawing on the notes of the workshop | attended in Toronto |
developed a mapping guide to suppdiittwork seekig out examples of
the following:
e Textual hierarchywher e t here i s evidence of o0Ve
textd

e Circularity of textsi connections between operational texts and what
is required for accountability

e Use of quasiegal languagé& whether instructions are directiveg.
the providershall provideas opposed to the provideay provide.

This mapping guide is outlined rable 4.19

Table 4.19 Mapping Guide

1. Hierarchy texts Boss texts
2. Circulariy of texts- accountability ciraits

3. Quasilegal language

The process of mapping entailed analysing these docunndensifying the
connecting pieces of text and following the lines of authority, 8o
example | explicated the differences between the HIQA standards and the
textually superior Care and Welfare regulatiodsawing out differences
between what is aspired to in the standards and what providers were legally

bound to do aedescribed in Chapter 1.
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Table 4.2Qprovides arexample of the mapping of meaningful activitgrir
Owhat act ua@thtoygh tb dhp peatuakly ddominant Care and
Wel fare regul ations. Despite MaryoOs asseE©e

mapping shows a textuallyompliant care plan and accountability process

Table 4.20 Mapping The Texts

“/'

The RLT care plan adapted to
M: Ah sure, nothing, I didn’t do incorporate A Key To Me

anything Pool Activty checklist

Pool activity profile Goal identification sheet

Religion-mass, orator}r, Prayer That Mary is involved in everyday Care Flow Sheet
beads, cockery, knitting, activities which reflects Social activities chart

newspaper, chatting with preferences and choices
family/staff, art/crafts, going out

with family

HIQA standards

The resident is given opportunities ) )
for participation in meaningfuland The registered provider shall

purposeful activity, occupation or ensure that residents are provided
Tzt o with facilities for the occupation

and recreation of residents

Care and Welfare Regulations

4.20.5 Analytical Writing

A key methodological step in IE is analytical writing (Campbell and Gregor

2004; Benjamin2011). This process of writing and rewriting was used to

move the accouftomé what actually happensd to a d
this connets to the wider social relations both inside and outside of the

residential care facilities. The analytical writing process involved moving

from a descriptive account of daily life in residential care to one which

provided evidence of the social relatidmsth internal and external to the

facilities. Several drafts outlining the work of residents and staff were

written up. At this stage | returned to the discourse of person centred care to
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align with what | was writing. This helped me pick and choose ltwe
lines of inquiry to follow as there were many possibilities. By remaining
firmly focused on the standpoint of residents, reading from my own
observational notes and the transcripts of what residents said about their
livest he i ssue of oadeothennpst evindnththread  beb e
followed. The residents talk about who they related to in the course of the
day became the second key thread as | read about how they described their
relationships with staff and with other resideritkese two threadis doing
nothing and not really knowing anybody welled me to the third thread,

how people communicated and interacted with each other in the course of
the day. Connecting these back to the PCC discourse | describe these
threads as Ohawibng( rppd@apglieonsdi pa) k havi n
running of the day (social engagement through shared deos&ing) and

6doing nothingd (social engagement throu

Taking these three threads | began to write another version first seeking ou
pieces of data that represented what actually happens from the perspective
of residents, then pieces of data from other sources such as the transcripts
from staff and families that connected to the experience of the resident,
either as clear evidence ebcial relations or as a point of tension to be
explored further. Through this | began to build up a picture of the social
relations that shape that experience, incorporating evidence obtained from
other participants such as managers and regulators anddbbouments that
coordinated work practices tratecally. Finally, | returned to the literature

on person centred care and Institutional ethnography and located my
findings within this discourse.
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Table 4.21 below summarises the second level data ana$ygrocess.

Table 4.21 Second level data analysis

SecondLevel Data Analysis

Analysis of
texts

CarePlan

(beginning
with 4 Key
To Me

CareFlow
Sheet
Social

Activities

Report

Mapping the gocial
relations

Maintainingidentity
Relationships

Social engagement
through shared
decision-making

Social engagement
throughmeaningtul
activity.

J

Text Analysis Guide
Text Reader Conversion

Work-Text-Work
sequences

Person centred care
principles : Values,
Biography, Relationships,
Well-being, Autonomy,
Positive social
environments.
Embodied feelings or
experiences.

Evidence of compliance
withregulations and
standards.

Objectification.
Exercise of professional
power.

Evidence of other social
relations.

Analytical writing

J/

Descriptive account of

everyday activity in 3 centres
(What happens)

CarePlan analysis

Mapping Guide (Based on
Turner 2001)

Write up account
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4.20.6 Methodological Challenges

There were a number of methodological challenges in this Soohe of
which are discussed in more detail in chapteftg first of these related to
the process ofambining the theory of person centred care and Institutional
ethnography.

As | moved forwards and back between the concrete accounts of what

actually happens and the discourse of person centred care which relies on
abstract concepts Guperhsommshoodbt onomytdor uayr
connect the two in my written accoun@onnecting concrete happening to

the abstract concepts of 0rel ationshi ps:
decisiomma ki ngé was a key met hodol ogi cal c he
struggledthroughout the analysis process to merge the concrete and the

abstract. The temptation to move into thematic analysis or theory building

was immense and at times my analysis showed evidence of what is

described as d6anpalkyti cal driftdé (Lirette

Through a process of analytical writing and retaining a focus on what
actually happened, | returned to providing accounts of concrete social
relations as was the analytical gl checking my drafts against those of
other institutional ethnographies, | credtnew drafts which refocused on

the social relations of the settif@ombining the discourse of person centred
care with Institutional ethnography in the discussion chapter was
challenging. This is because much of the person centred care discourse is
postively framed within a language of morality and professional ethics
while Institutional ethnography draws attention to marginalisation, and

social relations of professional power and control.
Another key challenge was identifying who were the ruling i@tat While

regulators and external managers could be easily categorised as part of the

ruling relations, within thefacilities this was less cleaut. At times the
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frontline staff appeared to be just as objectified as the residents and on other
occasiongheir competing needs womibover the needs of residents.

4.21 Summary

This chapter provides an account of the methodological steps | undertook in
this study. | describe how the research questions were established using the
IE analytical concept of ideifiging the problematic and standpoint. | outline

the rationale for selecting study sites and describe the actions | took to gain
access to these sites and to recruit participants. The methods used for data
collection T namely, interviews, observations, these of field notes
reflection and textual analysis, are discusaad issues of rigour and bias

are addressed present the analytical framework used to support the
analysis, which draws on the ontology of IE and the conceptual and
professional discoursaf person centred care. The textual analysis guideline

is outlined and the key steps of mapping and analytical writing are
described. Finally, the methodological challenges are discussed. The
following two chapters repodn the findings of this study.

Chapter 5 providesnd explication of a PCC text Key to Mei in the
context of its location within the care planning process, exposing a
disjuncture between the aspirations of person centred care and the problem
orientated focus of care planning, and begw what is written down and

what actually happens.
Chapter 6 reports on the findings as they connect to the PCC goals of

relationships and social engagement through decrsi@king and

meaningful activity.
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Chapter 5. The Analysis of a Person Centred Q& Text

51 Introduction

In institutional ethnography, analyses of texts are used to seek insight into
social relations or as a way of challenging ideological accounts rather than

being used for factual informatio@é&mpbell and Gregor, 2004).

The assmption is that texts have a coordinating function connecting the
work of people to organisational courses of action, which are themselves
outlined step by step in documentary forms such as policy directives and
legislation. Taking up the IE technique ofus g a text to Oburr owé
organisation (Turner2001), | am using the texA Key to Me(Table 5.1)
which connects to the PCC literature relating to maintaining personhood
through | ife story work and being aware
dislikes. The intention is to use this as an entry point into the social relations
of the facility and its intersection with the discourse of person centred care.
Rather than taking a blank document and discussing whatemnt to
happen (an ideological account)have taken the text that belongs to one
resident, Mary, to explorgvhat actually happenedlrhe key questions |
asked were: what was the purpose ofAhieey to Mdaext? What work did it
involve? How did it connect to other texts? What was it intended t
produce? What did it actually produce? The analytic focus is on the
coordination of the work and activities of both the resident and staff.
Sensitised by the person centred principles of maintaining personhood,
autonomy, relationships and positive socedvironments, the site of
analysis is the interface between th&ey to Metext, the operational texts

of assessment, care planning and reporting and the experiential texts of
transcripts, observations and field notes. Mapping is then undertaken to

connet this data to regulatory texts.

The analysis shows a disjuncture between the espoused principles of person

centred care and what actually happens. It also shows how this new person
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centred way of knowing about thei ogr aphy and O&6éwantsd of
gets translated back into a problemented frame that seeks to identify
Oneedsd6 in line with the organisational
the commonly heard mantra that the facility wvas 6 h o me f Priorm h o me 6 .
to discussing the social e¢lons revealed in this analysis, a profile of Mary

is presented based on the experiential data obtained in the first stage data
collection process. Background information about how the text came into

being will then be outlined, together with how it isdbed in the textual

work of assessment and care planniAg. the issues which arise in this

analysis are connected to those in the following chapter the implications for

policy and practice will be outlined collectivelgllowing the discussion in

that clapter alongside the limitations of the study and proposals for future

research.

5.2 A profile of Mary

Mary is a tiny and frail lady. From her care plarknow that she is 96

years old.l first saw her sitting in the corner of the room with her

back to thedoor and the other residents. After | was introduced to her

by a nurse, she invited me to sit down and we engaged in the general

polite conversation of two strangers. Her voice was weak and | had to

move in close to hear her. Using the paper as a cuesngaged in

some general discussions about the news of the day. After a while, and

with some prompting from me, she told me a little about herself, how

she was unable to do things for herself and how she came to be in this

residential care unit. She talkkedb out her family and how
want to O0interfereb6 in the I|lives of h ¢
interviewed by me and we set up a ti®3.FN)

At the time of my fieldwork, Mary had been a resident for fourteen months.
Her admission came about f@lVing a hospital stay and she came directly
from there to the residential care unit. She described her life as a housewife
and mother rearing three children and moving a number of times when her
husband got promoted in his public service job. While Margl baen
assessed as having the potential to engage in a range of activities when she
was first admitted, she had physically declined to a point where she was
now unable to engage in anything that required much strength or

coordination. At times during ouiloaversations she appeared confused and
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at one stage talked about her husband as if he was still alive. She was unsure

about the sequence of some eveStse gave a spirited description of what

was meaningful to her and wisgeda wasnot a
painting event and talked about her new found enjoyment of the bingo

sessions. Although very frail she retained an interest in current affairs and

politics. She appeared to hold strong religious views and expressed an

anxiety about not being able get to Mass as often as she would like. In a

discussion about the troubles of the Catholic Church she strongly defended

it and contended that it was time the media moved on to something else.

During the course of my fieldwork | observed Mary on sevetaiasions.

For the most past she sat alone with the paper in front of her. She readily
engaged with staff when they spoke to her and | did not observe her
engaging with any other resident even at mealtimes. Her son Seamus
described how, despite his hopd&ry had not made friends with anyone

and how she kept to herself. He described a personal connection she had to
one staff member who was the daughter of a former neighbour whom she
had known for many years.

In discussing her hopes for the future, Marpressed resignation to her
situation declaring herself lTucky in tha
care, and said that all she wanted now Wims h ap p y Wieere the h 6

recorder was switched off she said she was afraid to say any more because

she needd t o be there because she coul dnot
expressed no anger at the staff saying they were busy and doing their best.

Nor did she express any angerhad owards he

t heir own | ives to |ivebo.

This short profile isbased primarily on conversations with Mary and

Seamus, connecting to their account of 6
a woman who has insight into her situation, who cares for her family and

makes no demands on them, and appears to have few parsonattions

within the facility. She takes comfort in her spirituality and despite

resignation retains some level of spiritedness and ag&hcy.is in marked
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contrast to how she comes to be known, textually, through the process of

professional recordingnd goal setting.

5.3 A Key to Meas part of the Care Plan

The following section outlines the location of tAeKey to Metext in the

assessment and care planning process and its connections to other texts that

are part of the organising system in desitial care. The text is part Ghe

car e pl ané, a fol der whi ch contains a
biographical information, varying assessments relating to, for example,

mobility, continence, and skin integrity, narrative notes, identified problems

goals of care and activity reportdssessment and care plans have a long

history in the field of health care and are generally underpinned by theory

(Reed and Robbing991; Moore 2010).

In the field of nursing, models were introduced as a meansgfofing the
profession separately from medicine and, in some ctasespve from task
oriented practice to a holistic model of care centred on activities of daily
living (Roper, Logan and Tierng2000; Moore 2010). The core objectives

of care planning & considered to be the provision of individualised care,
the promotion of continuity of care, and to ensure accountability (Dellafield
2006; Worden and Challis2008; Moore 2010). The overarching
framework of the Nursing Process provides nurses with siesatic
framework for assessing, planning, implementing and evaluating care
(Campbel) 1995; Moore 2010).

The facility where Mary lives has adopted an adapted version of the Roper

Logan and Tierney (RLT) assessment and care plan (S.3.Statement of

purpase) a model which is commonly used in residential care settings in

Ireland (Power and Van Lent2012; Moore2 0 1 0 ) . Based on Hender
theory of human needs and the dependence/independence continuum, it

focuses on actual and potential needs relatingvedve activities of living

(ADLs) and combines preventative care with identifying and alleviating

current problems (Ropest al, 2000; Murphyet al, 2000).According to
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Moore (2010), the domains of the RLT model align with the guidelines for
care plansprovided as an appendix in the HIQA quality standards
(Appendix 3 HIQA Standards).

The statement of purpose states that the care plan has been adapted to
incorporate additional texts aligned to the contemporary discourse of person
centred care. Here new dwwledge derived from the practice development
programme on person centred care resulted in the insertion of a number of
new texts calledMy Day My Wayand A Key to Meand aCalendar of
Important Events Within the same folder as the care plan, reportixgste

are used to create accounts of the work that staff engage in. Three reporting

templates are provided:

e A nursing observations sheet in which the nurse records vital signs

such as temperature, pulse, blood pressice(Appendix20).

e A Care Flow Charthich is filled in two or three times dailyt is
set out as a grid that is completed according to the codes provided in
the guidance document which is connected to the domains of care in
the RLT assessment and care plan (Appentliari 2).

e A social ativities report, records the activities that the resident
partakes in,providing 39 potential activities that a resident can
partake in (Appendix23). These reports are retained for each
resident and located in their care plan folder. Periodically, wihen t
file becomes too bulky, these reports are extracted and filed
separately for accountability purposeghe textual work of care
planning and reporting is primarily carried out by registered nurses
(Power and Van Lente2012). Activity coordinators and ledd
health professionals contribute and colour coding or separate
sections are used to differentiate the contributions of each.
Healthcare assistants or care workers in this study did not undertake
any of this textual work ofare planning or reporting an ongoing
basis although some said that they hadrbinvolved in filling in the
A Key to Meand other life story workThe A Key to Mdext appears
early on in the sequence of texts immediately following personal

details such as name, age and next iof k$ purpose is to gather and
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record detail s about t he resi
adulthood focusing on relationships, schooling and occupation,

hobbies, likes and dislikes. Unlike the rest of the plan, this section is

written in the narratives t yl e of 061 6 where we

know, Ma r y 6 sTakded il outdinegswantendss .

Table 5.1 A Keyto Me

(Adapted from the Pool Activity Level (PAL) Personal History Profile) (Po2098)

Childhood

1 | Where were you born?

2 |Whata e your family memb
3 Where did you grow up?

4 | Which schools did you attend?

5 | What was your favourite subject?

6 | Did you have any family pets?

What were their names?

Adolescence and Adulthood

7 | When did you leave school?
8 | Any speial teenage memories
9 | Did you have any special training?
(e.g. College, Apprenticeship)
10 | What did you work at?
11 | What special memories do you have of work day|
12 | Did you have a partner?
Partnerds name /occupa
13 | Where and when did yaneet?
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14 | Where and when did you marry?

15 | What did you wear?

What flowers did you have?

16 | Where did you go on honeymoon?

17 | Where did you live?

18 | Any childreni what are their names?

Adulthood

19 | Any grandchildreri what are their names?

20 | Did you have any special friends?
What are their names?

21 | When and where did you meet?

22 | Are they still in touch?

23 | Did you have any pets? What were their names?,

Retirement

24 | When did you retire?

25 | What are your hobbies and interests?

26 | What are the biggest changes for you?

Likes and Dislikes

27 | What do you enjoy doing now?

28 | What do you like to read?

29 | Do you celebrate your birthday?

30 | What is your favourite time of year?

31 | What is your favourite colour?

32 | What kird of music do you like?

33 | Is there anything you definitely do not like to do?

34 | Do you have any special routines to your day?
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35 | Do you want people to help you with anything?

36 | Do you want people to leave you to do anything ¢
your own?

37 | Wha are you good at?

38 | Is there anything else you would like to tell us
about?

The information inA Key to Meis considered useful for providing
biographical information that staff can draw on when working with
residents as well as helping to focudfsbm meaningful activities. Siolzn,

an externapractice development specialisescribes one of the advantages
of having such biographical information. We were talking about how

several facilities had adopted thekey to Mdext:

A: So has that made difference now?

S: | would say it has, | would say that, you know, in some aieas
you know, you get pocketswhere care fori nursing care is
fantastic, and the people know the desits, they know them very
well. In some other areas you get a lot oeagies, a lot of tum
over stuffi or you did...so it was great that somebody was able to
come i n, and read t hiAXKeyltoMe bl e, short
andyayMyWay 6 and it puts tibrdt resi dent
it ds t hei & somebody hedehavipural challenges,
you know, that care staff or whatever would ask, you know, how
do we do t hat ? AXeydo Méa vaen da greeta d oo fk ndo w
the resident as a person, you know? And it madelithink it
helped...that part(S.3.EM.1)

5.3.1 A Key to Meand person centred care

From the text we can | earn about Maryos
what schools she attended, and the names of family pets. We find out the

names of her children and grandchildren and what she wore on her wedding

day. We can see that she lost a lot of her friends to emigratidime section

relating toLikes and Dislikesutlined inTable 5.2 Mary gives a very clear

account about what she like®)Reading the newspaper, knitting, liking a

189



Chapter 5: The Analysis of a Person Centred Care Text
figood chab, and going otl s i (deen@27). Liking a good chat appears
twice (Item 38).

Table 5.2 Extract From A Key to Mei' Likes And Dislikes
(Residents)

Likes and Dislikes

27 | What do you enjoy doing now? } ‘er@_r:_‘z\!:f) - Ve 3 e e
Korudia 5 ) Cinarine
Aoang, A s CAO

28 | What do you like fo read? 2 Y TG, !"i, e
29 | bo you like to celebrate your birthday? ’ﬂj‘ ;ﬁjﬁiﬁ’ s “
30 | What is your favourite time of year? ey n; e | T_Tk Coper—Choas Ly

31 | What is your favourite colour? \:\5 i o

32 | What kind of music do you like? Ce e

33 | Is there anything that you definitely do

not like to do? 0

34 | Do you have any special routines to your U e Wy

day?
35 | Do you want people to help you with NNOTE  (Sect to (Ol =, e
anything? E e yee, < LS .
36 | Do you want people to leave you to do —
anything on your own? e Ceeoll
I~z - ’
37 | What are you good at? Ay L€ e~y J
38 | Is there anything else you would like to \ i
L tell us about you? T Lake o< [errmmd -

The attribute of maintaining personhood connects to the HIQA standards
relating to Standards 81 routines and expectations which promote a
personalised approach to each individual:
Each resident has a lifestyle in the residential care setting that is
consistent with his/her previous routines, expectations and

preferences and satisfies her/her soc@lltural, language, religious
and recreational interests ameeds(HIQA Standard 18, p. 33)

In the Care and Welfare regulation, evidence of retaining a personalised
profile on each resident is not required. Rather biographical details such as
name, agenext of kin, and date of admission, a recent photograph and
medical records are required. A care plan is also mandated but no specific
model is requiredin item 34 (Table 5.2 above), Mary says she has no
particular routines or expectation&. Key to Meconnects to the person

centred discourse on autonomy by requesting information about what the

resident wants to do for themselves and what they want help with. | asked
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Mary about some of the choices she could make in the facility. Here we

discuss her cho@és as they relate teer activities of daily living.

A:

= >z 2z

In terms of bathing routines she fits in with the routines of the facility.

Ok what did you have for breakfast?

Well, | had a bit of porridge.

And is that what you would have had at home?

Yes.

Ok, and if you wanted something different could you have it?

Well,lcoul d but I donodt l i ke corn

However, she is not complaining about tlaisknowledging that the staff are

busy.

A:

Do you decide when you want to have a bath here or avatr
or do you just wait until?

Well, they decide.
They decideok.

Whenever it suits the nurses
| get.

fl akes.

This issue of the staff being busy arises again when she talks about getting

to Mass The importance foreligion in her life was raised by her

unprompted, and she expressed a wish to be assisted to attend Mass more

often.

M:

z >z »

z »

t heyor e

See, we donot have Mass at our churc
every week but to pray is alright, when you have faith.

Yeahokbutpudéd | i ke to get to mass would vy
| would.

And why do you not have mass then?

Wel | , you see, I have to be taken in

one to take me.
Right, and did you ask for somebody to take you to mass?
Wel | |  hbiwould bask?b ut w

Would you ask the nurse?
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M: Butthe nursed o n 6t have ti me.

In contrast to her accommodating tone in terms of small everyday choices,
whendiscussing her situation in a more generalised way, Mary appears to

express resignation at hetusition.

A:. Do you feel at home here?

M: Well | have to, where else do | go?

A: Is there anything that would make it more homely?

M: My husbandds pension is paying for me
ask for?

A: Ok, well, can you think of anything that would makit more
homely?

M: Huh?

A: Can you think of anything that would make it more homely?

M: Well, theyodore doing their best.

A: Theydre doing their best yeah, but IS
would make it better?

M: 1 donot .

And later, when talking about thieiture:

A: No ok, what kind of things are important to you now Mary?

M: Well, just to get looked after.

A: So, is there anything you would wish for now or anything that
you would want?

M: A happy death(S.3.RES.3)

Within the HIQA standards the providerdirected to maintain a record of
any | imitations agreed with the residen

choice, liberty of movement and power to make decisi@&W
Regs 2009)

This directive sits within the institutional frame of residential cam @oes
not extend beyond this into freedom of choice, liberty of movement or
power to make decisions that happens prior to admission. They fact that
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Mary feels she has no choice but to accept the circumstances she now finds

herself in is not reportable wiiin this frame. Nor is she likely to articulate a

complaint in the context of her liberty of movement to attend Mass or her

freedom to express her religious beliefs as she considers the staff to be

6doing their InetletAbKey( t& MBtextRiie Sssiie ) of
relationships is textually represented ¢
family are recorded and we are told that she lost touch with many of her

friends who emigrated. Mary confirms that she is in touch with her family

but expressesnowisht 6i nt erfered in their | ives:

M: | have, and my own children have their own children.
A: Yeah, yeah and do they come and see you?
M; Oh they do(S.3.RES.3)
Later on she states:
M: I donoot bwantntter f er,ithaygavetherown sonso6 | if
wives and children.
A Youbre a 4nilawe mot her

M: Yeah well, | keep out of the way do you know because, well, |
dondédt want to be the nosey mother in

Although she has family who visit when they can, Mary does not appear to
have any close relationgs within the facility6 Li ki ng ahagood chat ¢
been identified by Mary in the text yet, according to Seamus, she has not

made any friends in the facility.

S. It could have happened wherestame in here, she made friends,
eh you know with maybe thre®r four different people but she
didndot really mak®3RELl)ends with anybo

While opportunities for engagement with others may happen sporadically

during the bingo sessions she attends or during mealtimes, there are no

obvious signs of friendspis I n Mar yos i fe. One pot e
6chatt i ngo6-mate, hab bebnelosed ofi:o m
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Would you like your own room?

Well, I more or less have my own room, you know.

Do you? Are you in a room on your own?

Wel |l , thereodweerbus. a curtain bet
How many of you are in the room?

Just the two ladies.

Two? Ok so do you get on with your neighbour do you?

Well, sheds a bit deaf.

|l s she? Ok so youdbre not able to

= >z »2» 2> >

Not much

As we have seen, Mary lost many feér adult friends to emigration and
hasnot made any new friends since
opportunities to chat with her roommate are limited and she makes no great
demands on her family to fill the gap. Yet this situation is virtually ibles

to monitori ngARHBaytodéwelleara someathing abdunhér
relationships However, beyond that, no other information is written down
about her lack of social connections. While a space is provided to record
information about her socialupport network in the biographical section of
her care plan, its purpose is to ascertain what supports there are in the
community should she be returning home. There is no place to note-the on
going social network that Mary will require in order to maintsocial
connectedness within the facility. The issue of relationships connects to the
HIQA standard 20Social contacts(p. 36) which refers to ongoing
connections with family, friends, representatives and local communities.
However, friendships withinhe home or relationships with staff are not
alluded to. In the Care and Welfare Regulations ghaeson in charge is

directed to ensure that:

a. Each resident is facilitai® and encouraged to communicate.
(C&W Regs 2009, p. 7)

There is no requirement to recadmeasure the absence of relationships or
to assess loneliness as is the case with other domains of care such as falls or

pressure sores. This does not exclude local knowledge or local staff working
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to make social connections between people but in tefmssibility it is

vulnerable to subordination to other organisational priorities.

Mary describes her relationships Wwitaff as being rather formal:

A: Do you know the staff well here?

M: Well, | do.

A: Do you know any of their names?

M: Well, really | donodt become éthatt Duwfnfiydsar wi
daughter is here. Thatodos the only one

A Alright, and why do you not feel you
them?

M: Huh?

A: Why do you feel you candét become fami

M: How do you mean?

Al thought you said you donodt feel y ou
them.

M: No, | donodot.

Seamus also talked about this special connection between his mother and

Pat Duffyés daughter and how it hel ped hi

A: Can you tell me abouwhat discussions you had with the nurses
or the staff that day if you can remember? Or what did they ask
you about or what did they want to know about her?

S | canot really remember anything. Lil
nice and well, | suppose the maithing that got her over the
hump here was one of the caring staff, Marion Duffy is from, she
knew, and she would not have stayedeh After she saw Marion
Duffy, Pat Duffyds daught takessiee was yeah

of her, she takes care of everyané se | i ke but, i ke | m
do personal things for her like buy her shampoo and that like and
Il 61 | be t hemrdc,shyeodud kshaoyw no Mari on, | 6 |

to get that for mgyou know, and that but only for her, only for
Mar i on wa stkioe if ghe would hdve turdied a corner
you know(S.3.REL.1)

195



Chapter 5: The Analysis of a Person Centred Care Text

This relationship with Marion Duffyi the social connection based on a
shared history and cultuiedoes not appear in teKey to Meeven though
for Seamus it was what made a critical feliénce to her emotnal

adjustment to the facility.

Here we are talking about knowing the staff:

A: The staff that work with your mother most of the time, now do
you think you know them or do you feel comfortable chatting to
them?

S Yeah. T hwiullet 6f hemayou kaow.
Do they change a lot?

S.  Yeahthey do, wellthey change a lot and you know but there are
people that | would have met here the first week and | meet them
again every couple of weeks. Whatever time | happen to be here
at,they 61 | byou kaaw, likeil kean ten times in a row |
dondt meet the same person.

The issue of r el atAKeynmdvécopnsctsdtosanothdr appear s
text which is mandated by the regulatiérthe Statement of Purposehich

setsoutthd aci | itydos ethos and guiding princi
contained within this text very clearly draws attention to relationships and

was developed as part of the person centred practice development

programme:

We believe the purpose of our Unittesdevelop relationships which
enhance the delivery of Person CentreateCin a homely environment
and where there is mutual respect and involvement for the résjden
staff and family(S.3.SOP)

This statement provides a guiding context for staff andigesvinformation

for residents and relatives but has no obvious connection to other organising
texts or policies within the facility. It does not appear as something to be
recorded in the care plan or daily care flow sheet for the purposes of
regulatory canpliance or as a means of organising rostergem 35 Mary

is askedhe following: o you want people to leave you to do anything on
your own® Her response igMore used to looking after everyone élse
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(S.3.RES.3.CP)Here we can assume that Mary éferring to her previous
occupational role as a homemaker, mother and grandmother. There is no
obvious connection between this statement and any other textual actions as
offering reciprocity does not come within the frame of accountability or

even qualitymprovement.

5.4  Meaningful activity

The information inA Key to Mehas a direct connection to the assessment

process for meaningful activitieslere a validated toolhe POOL activity

level (PAL) profileandc hec k!l i st 1 s used tydo det er mi ne
partake in activity in order to maintain function (Appeseti24 & 25).

According to its introductionts aim is to

Promote quality of life, seksteem, pleasure, comfort, education,

creativity and independence. Each registered nurse assessing the

resident is accountable for designing, coordinating and implementing

an individualised meaningful activity j
psychological and social need$.3.RES.CP.3)

Mary has been assessed as plhmediecelg t he cap
o f actilvn t yé6r ms of C 0 mmuoh appraptiateo n she IS
interaction, can chat coherently and i s
The assessment notesh at  awvhre of otters and will seek interaction

but may be concerned with herwn n & & d@sgéges with others in a

group activity, can take turns with the activity/toolnd can eat

independently, needs help with washing, dressing, and needs assistance with

most activities

By having such an assessment, the nurse transhagegday living into a
professionalised language that creates a textual record which meets the
goals of having a comprehensive care plan recordoty physical social

and therapeutic needsloore, 2010; DeMontigny1995)

The following activities are recded Religionmass, oratory, prayer beads,
cookery, knitting, newspaper, chatting with family/staff, art/crafts, going out

with family.
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Table 5.3  Extract From A Key to Mel' Suitable Activities
(Residents)

S{ table AC‘I’IVI'“ZS (based on knowledge of the person's life hostory ‘A Key To Me. Tl

Rpj.\_mm/) = e P AT gy e
& %&/C’QFB t(t\d'fg _.;fﬁéz:hspap&é ﬁ&‘a il %é;m,\?/slaﬁ»
I

The texts create aimpression of a busy, engaged woman. However, this
textual representation contrasts with what Mary says actually happens, what
staff say happens and what | observed. Here we are talking) whati she

did after breakfast:

What did you do then?

Ahsu e, nothing, I didndét do anything.
Alright, well did you stay in the bed or did you get up or?

Well, | sat by the bed.

Ok, you sat by the bed?

> 2 » 22

And later | asked her what she did in the afternoons:

M: Well, I play Bingo.

Ok, do you like thatyeah?

| 6woa afewpairsofsocks.bm not able to play card
And what else would you do here?

Well, nothing else, what can you do?

Can you remember what you did yesterday?

=z >z » 2>

Wellt he same as the day befbre and | d
suppose the same things 106l do today

>

Ok, alright so how do you feel about that?

=

Welli f youdre not able to do anything,
at home?

A: Right, is itthat you get tired very quickfy
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I dondt , | say a few prayers.

Soother than bingo what else would you do here?

What can | do?

What are you interested in?

|l 6m interested in politics | read it

Are you? Were you interested in politics all your life?

=» 22 22 £

| was.

Seamus also drew attention to the latlctivity.

S.  Well, | sort of had that discussion with her, think it was some time
during the winter and she was talking about going knitting again
andthatnow | dondét think shedéd be abl e
able to write properly with the shakn her handeh but eh just
to keep her mind occupiggou know. That would be the biggest
problem really, would be lack of stimulation plike, she would
have never gone to bingo but she goes to bingo, yere know
and of course she wins a pirvery week anywayS.3.REL.1)

As Mary has become frailer tocatnhbeg poi nt
even write a (SBRES.3 henamacitycta €éndage in social
activities such as knitting or arts and crafts or in self activities has
deceased. She is no longer able to go out but her family still visit when they
can. Therefore religion, newspaper and chatting with family or staff are her
main source of meaningful activity that she has articulated as important to
her. All work activity is recorded in reporting sheets. This reporting is a key
part of the textual work of nurses. The care flow chart is one of these texts
and is filled in two or three times daily and hasadumn for social activity
(Appendix D). One thing | noticed was thatishcolumn is left blank. |

asked Laura why this is so. She explains that social activities are carried out
and recorded separately by the activities coordinators, on a separate sheet.

Her role is to maintain the record of the other domains of care.

L: Tha 6 s done bp)haveyoespoken toithem?t i e s
A: Yeah
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L: Yeah so done by the activities generally, one of the crew from

there.
A What 6s your own sense of that I n te
doing the medical stuffAnd the activities?
L: Welblwoul dndét be | ooking there to see.
Ao You woul dnét | ook at that at all ?

L: l&dd know what theydd be doadarng or wher
whatever, but | wouldnét really be | o
theirown, welli t 6s probably imendwn. yThatdos t o
their one that they are looking after. | think we just seem to have
time to look after our owrn(S.3.SN.3)

Her e, Laura is describing the split bet
work and the work of the activities staff and was a featirall of the

residential care centres in this study. The textual representation of

meaningful activity in the daily accountability process emerges as being

separate to other daily records. The activity coordinator records social

activities, the nurse reods the other interventions which shape the daily

schedules and routines. The connection between the work of the nurse and

the work of the activities coordinator is something that comes together

textually in the care plan folder but is recorded at sepdmates and to

describesear at e el ements of Maryos | ife.
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Table 5.4  Daily Flow Chart ﬂ
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Meaningful activity is textually visible in both the Care and Welfare
Regulations (C&W2009) andhe HIQA Standards (HIQA, 2009)

e The regisered provider shall ensure that there is provided
for residents maintained in a designated centre opportunities
to participate in activities appropriate to his or hgerests
and capacities.(C&VRegs 2009p. 5)

e The registered provider shall ensure tthasidents are
provided with facilities for the occupation and recreation of
residents (C&W Regs 200p. 6)

e The resident is given opportunities for participation in
meaningful and purposeful activity, occupation or leisure
activities both inside and oude the residential care setting
that suit his/her needs, preferences and capacities (Standard
18.2 p. 33).

The professional literature has identified the intractable problems of
inactivity in residential care settings over many years (Nol®95; Isola
2008; Ice 2002; Wardet al.,2008) and the insertion of this standard and

regulation is presumably intended to make this problem visible and subject
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to regulation. However, it does not appear to have resolved the issue of

inactivity as described by thresidents in this study who almost all reported

inactivity and feelings of boredom. Staff report that it has added additional

textual layers to the existing levels of paperwork

D: Wel I , i ke, HI QA ordered a | ot of t hi

got to b loads and loads and loads of writing, SO we now write
down the activities we do, even like when we put a DWDBut

we did that all/l the ti me, we just did
for a walk in the garden. But | was on a long day the other day,

andit was such a lovely day I coul dnot
for a walk in the garden, but then |
and in the back of my mind | hadnot
(S.2.SN.1)

Here Laura, when talking about another residens disaissing the

translation of everyday activity into categories that serve the reporting

process.

L:

Well, | suppose therebdés a | ot of things
dondt seem to t akbkke whereamSungaysas acti vi |
we should have probably pdown that she listened to a matth

suppose thatis an activip ut we dondét. Thatdés our f
dondét put it down as an activity and
listening to a bit of that in the day room. | think she said she came
uponcebutwetsi ' I di dndét put it down.
Yeah, Il 6m j ust Il nterested as is it th

stuff down or thatés just a way of 1|
write it down or?

I think that it 6s | G, lsametitnds gydu. l'tds r ec:
fed, | supposef or an activity to be an acti vi
going off to see a concert nm@ydown in thelay room or theatre

and i f it 6,emsayjustsayfdrinstabcéthis nmayg t

have been doneil wel,itdenemllyyv en @t c d oo &

till the afternooni but if you missed out on the time that the

activity then well that was done you may not have gone back to

the[care flow sheet my insertion]. (S.3.SN.3)

202



Chapter 5: The Analysis of a Person Centred Care Text

5.5 ConnectingA Key to Meinto the process of care planning

As gated above in this facility th& Key to Meext is now an integral part

of the care planning process whishconsidered an important process in the
provision of individualised car@he regulations do not mandate a specific
model of assessment and cplan nor does it make recommendations about
the domains. However, the standards provide a detailed guidance note on
the domains that should be included in a care plIQA Standards
Appendix A The concept of collaboration in the process of care plansing

quite clear as the HIQA regulations direct:

8.(1) The person in charge shall ensure ea
in an individual care plan developed and agreed with each
resident.

(a) make the care plan available to the resident.

(b) Keep theresidends plan under formal review as required by
the residerds changing needs or circumstances and no less
frequent than every three monthly intervals.

(c) Revise the residetd care plan after consultation with them
unless it is impracticable to do;so

(d) Notify the residents of any review (C &W Regs 200%5).

| asked Mary about her role in developing her care plan.

A: Ok, do you know what care plan is?
Huh?

<

A: Ok, do you know what care plan is? When you came here first
did the nurse sit dow and talk to you about what you like and
what you donot | i ke and what you were

M: Ah no, t(B.8RESB) dnodt

| asked Seamus the same question.

A: Can you remember when they were doing an assessment on
your mother, like whichever nursewas doing it, can you
remember like, what kind of things they were asking you
about?Were they asking you about what she liked to do or what
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she liked to egtor what she did before she came in here, did
they talk to you about anything like that? Can yoemember?

S: No, mo , not t hat | . canot remember, no

Ok right, or later on? They might not have to had to because
Mary is able to speak for herself.

S Yeah, and you know, they would have had, well, | suppose there
woul d have been thé metlical stuff wosldipp ose
have all been on her charts and th@&.3.REL.1)

Mary or Seamus might not be expected to remember what happened
fourteen months ago. However, it does not seem familiar to them as an
ongoing act of collaboration and there is no ueat| evidence of
signature on the plan. In contraite process of care planning is important
professional work for the nurse as the assessment and care plan are afforded
medico legal status and can be used as evidence in a court of law (Moore
2010. In this adapted RLT care plan the opportunity for involvement is
textually represented in three wayststly, the nurse is requested to record

the resident or relatives concerns as they relate to specific disaggregated
elements of care, secondly, there plan asks the nurse if she has involved
the resident or relative in the process and requests a sigridiuddy, theA

Key to Metemplate provides an opportunity to articulates likes and dislikes
alongside a number of shells within the care plan Wwhocovide an
opportunity to record food choices or rest routines. All of these actions align

with the regulatory requirement for consultation.

5.5.1 Creating goals of care

A key activity of the registered nurse is to assemble the various pieces of
information, assessments, measurement tools and rating,soalading A

Key to Me that she gathers as part of the assessment and care planning
process, and from these create a set of actiorgddés which become a

r e s i dCare PlanBollowing the Nursingorocess, the care plan directs
the nurse to identify the problem/need, specify a goal and describe specific

interventions and evidence of evaluation. Each problem has its own patient

204

al |

Mar



Chapter 5: The Analysis of a Person Centred Care Text

needs identification chart (Appendix6)2and there is a summary sheet

outlining the goals Table 5.5 below).

Table 5.5 Goalsof care that were developedfor Mary

Problem/Need

Goal Spedfication

Mary is unable to carry out her own
hygiene need

To maintain personal hygiene

Mary is incontinent of urine

To assist in maintaininilarys

comfort

Mary has been assessed as being at 1
from falls from bed and requires the us
of bedrails

Reduce the harm/risk to Mary fron

falling from bed

Mary has been assessed as being
underweight

To maintain nutritional status

Risk of pressure se

Maintain good skin integrity

Loose stools on an irregular basis

To alleviate discomfort

ThatMary is involved in everyday
activities which reflects preferences ar
choices

ThatMary enjoys life withinHollywell
and engages in activities available

The first six goals of care are created from the information collected through

a combination of

the wvari

oOus

assessment

judgement. The nurse is directed to identify the problem and provide a

solution. As stated above, alf these goals of care correlate with the daily

work on the care flow sheet. The final two goals of care relate to meaningful

activity which as we have seen is connected\ tgey to Me However it

uses a different textual style whereby the statementeipnnted and the

nurse nserts the name of the resident (Appendixagd Table 5.5 aboye

Here the nurse is not required to exercise her clinical judgement but rather

to follow the language as scripted elsewhefobhan, the practice

development spediat, speaking at a general level as opposed to this
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facility, talks about the work of incorporating Key to Meinto the care

planning pocess.

S.  So when we brought in meaningful activities, why we focused on
it this is because thehrits, andthidve noti
was a common theme, was that the activity nurses were being
employed in the units, and activities was seen as a separate part
of caring, and nurses were giving up this area of caring because

it no | onger bel on g evd antactivitiesh e m, Obeca
nursed6 you know. So we | ooked at the

we wanted it to be meaningful but around activities of daily

living, so Jackie Poolé we asked permission to use her tool, and

she gave us permission to use it, and basidahgs four levels of
assessment or four |l evels of functi
their highest functional level, and we just introduced a risk
assessmenitwe tchiadmét adHange the tool
we use the tool for assessment. Aadically it was the only one

where we used a pqgrinted care plan, and because it was so

newi this sounds so strangebut because it was a new idea, a

new concept, a new tool , and the Staf

brought in a preprinted care pla -

A: Yes, | think | saw that, and | wonderedbaut that, about why
this is é

L: Yeah, SO...because t his i s t he car e

recommends for the different levels, but you individualize them,
personalise them based oA Key to Me and your other
assessments, that you would personalize those tools. And that was
the only preprinted care plan that we brought i(56.3.EM.1)

Siobhanis explaining the introduction of the ppeinted plan as a means of

orientating staff towards this new way ofirtking in line with person

centred discourse. It also helped them meet with their regulatory
requirements, which she refers to at an earlier stage in the interview. The
process of creating the proforma represents a professional attempt to
translate this n@ way of knowi ng about Mar yos
relationships into a set of goals that are actionable within the frame of an

institution which provil e s 6 act i vi toi easn do fo tdhaeirlayp yl 6i vai sn gf

its menu of servicesBy re-inserting these wiih the existing care plan

mod el designed to seeks out probl ems
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everyday life as something to be categorised, measured, monitored and

evaluated for the purpose of accountability.

5.6 ConnectingA Key to Meto the work of reporting

The daily flow chart is filled in twice or three times daily ahd tlomains to
be reported on connect to the RLT care plan template. | discussed the
process of reporting with two of the nurses:

P: We do theseem what we call them ticks at riig because they
ar e, i ttl] e, you know what I me an ,
you did. ,rYiogulotr,e itfolydou dondét write
So we tick the boxes that we washed her, we dressed her and we
did everything. N o the anly gosd laan gr e a't I
see in that is legalities and purpose of looking back in years to

come but I i ke, whatés to stop me sayi
her and | di dndt wash her? How do
doing all t he t i cek saraen dd owendgr ew hdacti nwge Oi
saying.l 6 m not saying wedre not but wh o
was, | said I dm very |l azy and | went
Ao Actually therebdés a point now just say

went to somebody and they were vergtaissed and you spent
half an hour having a really good conversation with them and
really talking to them or whatever. Are you able to record that?

P: No

N o, ok, so that kind of stuff doesnodt

P. No, no itodés all p hy sngearalactually i ke washi

even some of them, some of them when you; number one could
be; is she orientated, disorientated, reieng u® And you

suddenly | ook at them avhdtdoand say Osh

do now? Actually I bett etrdst iscok one
regi mental b .(93tSB8l.8) so detail ed

Here, Pauline recognises that the boxes she has in front of her do not always
fit with the reality of a situation. However, the accountability framework
demands that she transpose the situation in handhatwarranted spaces

in the activity record. Within this daily accountability framework, the
person centred attributes of maintaining personhood, autonomy, or

relationship are not visible at aRccording to Pauline, even the work that is
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connectable doesiot always fit with the reality of what is actually

happening. One column offers an opportunity to recordpiosical care.

The coloummu nd c at i lasa saiimddingmantalietotional

and tick boxes are provided to elicit whether someone isnted or

confused, anxious, restless, agitamdcomatose. Thawurse is asked to

identify what time of the day these behaviours are exhibitetiventy three

pages of daily care flow charts representing six hundred and ninety entries,

Marybs emateonal described as O6orientate
0 ¢ o n f u scesdtifg a(tektwaal reality that bears little resemblance to the

everyday reality oher life in the facility.

Laura describes a similar situation.

A: Could you talk me through the tickthis one here. Is this the
tick?

L: Yeah.

A: What, talk to me about that.

L: Yeah, em, not good, not good, wel!/l I
but because right and I édm probably as
myself but itdéds toatc.automatic, itds t

A: In what way?

L: Well, em, somebody might write here; 1 see 1 A and like, would
you be orientated or, and they might be confused all the time but
that 1 A because somebody has made a mistake in putting
orientated or something it might follow thehele way down
because it is automatic and then whe
think you are too tired to be looking at numbers and boggle eyed
to be doing ityou knowand let me sedS.3.SN.3)

The daily flow chart is a key accountability document thas geirked on at

least twice dailyAs a recorder of daily information its focus is on the work

of the staff not the resident. Laura explained that it took her about thirty

minutes each time (at least twice daily) to fill these in for the residents she

was esponsible for. She also explained that this responsibility for the
resident related to textual work only, [
role or had apecial relationship with them.
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In addition to this dailyrrapovei ngtehbé
section where she can add additional information that cannot be inserted

into the care flow sheet. Using free text, the nurse writes up additional notes

on Owhat happened?d, recordinglnevents or
Mar y 6s first few gages follewing her admission report her distress

and 6settling indéd period and the nurseods
the narrative notes tell an almost exclusively biomedical story (Appendix

28).

5.7 Mapping A Key to Meto other organisational texts

Table 5.6 provides an illustration of how the té&xKey to Meconnects to

other texts in a way that highlights a disjuncture between the espoused goals
of person centred care and the organisations forms of monitoring and
evaluation. In geeral, there is a strong connection between the PCC
attributes and the HIQA standards. The connection to the Care and Welfare
Regulations is less explicit. The connection to the daily care flow sheet is
weak and while the connection to the social actisitgheet is evident,
experiential textsi.e. transcripts of what Mary and Seamus said, provide an

alternative acount.

Table 5.6 Connecting To External Texts

PCC Goal | Textual Experiential Monitoring | Evaluation
evidence in | evidence
A Key to Me
Maintaining Biography Gt puts that resident | Daily Care Textual
personhood | Items 126, 34 | into context if Flow Sheet | compliance
Life story somebody had No through care plar
behavioural - Yes
E:ShZ.aléllA.!l.)e Nges Socigl A_ctivities
monitoring form
Social -Yes
Activities
Report- Yes
Complaints-
Unlikely
Personal Like/Dislikes
values items 2738
34,

6 | Otarestedhin

Positive mention
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Any special politics. | have faith | Standard 18 | in inspection
routines? . report- Yes
Routines and
36, 37, 38 expectations
Yes
6not real/l
Strengths glllc?errgeuvseed ;c;éo;::ang Care and
ry Welfare
| was good'at Regulations
housekeeping No
(S.1.RES.3)
Relationships | Item 2, 12, A: Do they (family) | Daily care No textual
18,19,20,22,23 come and see you? | flow sheet- evidence
M: oh they do No required.
(S.2.RES.3)
Social loneliness scale
. . .| Activities - No
She didnot partly

make friends with
anybody (S.2.REL.1)

Evidence of
Standard 20 | interdependency
Only for Marion was ves -No
her e, I dg
Interdependen she would have Complaints-
cy turned a corner you Unlikel
. know(S.2.REL.1) | Care and y
gn . it Welfare
€ciprocity Regulations
More used to looking| No
after everyone sk
(item 36A Key to
Me)
Autonony ltems 33,35, |[Woul dndét  Dalilycare Record of menu
36 poking my nose in flow sheet no | choices Yes
Nutrition records
-Yes
Well | could but | Standard 2
donoét | i kegyes Social activities
I dondt g ¢ Standard5 Yes
week but to pray is | yes Complaints-
alright, when you Unlikely
have faith Standard 19
yes
Standards 17
yes
What choice do you
2
have? (S.1.RES.3) Care and
Welfare
Regulation 4
yes
Positive social| Items 25, 27, | A: what did you do | Daily care PAL meaningful
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environments | 28, 32, then? flow sheet no | assessmentYes
Meaningful M: ah sure nothing | | Social Record of soial
activity di dndt do |actiities activities- Yes
Connect to report ves
PAL A: can you porty
remember what you | Standard 18
A sense of ; > : Measurement of
well beirg . did yesterday Routlnes.and boredom: No
G@ﬁl 7 in care M: well the same as E;(é)ectatlons.
P the day before and | y
Goal8incare|]dondt knoy
plan {s;:piponse; tr;e sallmg | Standards
appendix A.3
M:To get looks after
M; A happy death
(S.1.RES.3)
5.8 Findings

The above analysis uses the IE technique of using a text to burrow into an
organisation to gain imght into how the PCC goal®f maintainng
personhood, autonomy, relationships and angatipositive social
environment are translated into the everyday life of residential care settings.
Using the texA Key to Mehe goalsvere mapped against experiential texts
(interview transcripts, observations and field notes)and internal and external
monitoring texts (care plans, activity reports, HIQA standards and
regulations) illustrating a disjuncture betwebe espoused goals of person
centred care and the everyday work of residents, relagindsstaff.\What
actually happens is that the informatio col | ect ed about Maryo:
family, and her values is taken up and translated into a professional frame in

two ways. Firstly, it is taken up as a therapeutic endeavour and she is
categorised as, coenxvpelrariantgorev elregwdealyd 6 want
having a good chat, going outside and reading the newspaper into something

to be worked on and reported on by activity coordinatdgecondly, by

ng this

adapted RLT template this infortman about her life, her relationships and

reinsert.i 6assessment 0 i nto t he

her values become a problem to be addressed, reported on and evaluated. As
such it becomes a professional way of knowing despite the fact that it is at

odds with what Mary and Seamus says actually happened. ioyoad of

knowing such as her relationship with Ma
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after everyone el sebd becomes subordinat e
problemorientated and based on the assumption that Mary is a service

recipient rather than a pobi contributor to community life. By reinserting

it i nto the existing prof e seedsasn al frame
opposed to hemwants (Thomas 2004) thus taking the person centred

principlesof creating positive social environmesda 6 h o mieo rhe @ m

i rendering it accountable to taken for granted systems that provides

healthcare, therapy and recreation. The professional frames include an
accountability process which has been shown to be unreliable at least,

despite taking up a considerable amtoof time. The analysis locates a

point of tension between embodied ways of knowing and professionalised

ways of knowing. When the two ways of knowing intersect, the

organisations priorities take over. Because Mary evaluates the system based

on taken foilgranted beliefs that there is no other choice and her interactions

are with kind and respectful staff who a
to demand any special routines, seek redress through a complaints system or

express dissatisfaction in a congr survey. Yet her untapped potential to

care for others and potential to look forward to something mhorea n 06 a

happy deathd i s missed.

5.9 Summary

This chapter provided an analysis of one text relating to person centred care

within the context of theare planning proces3he text, while providing

valuable information about who Mary is and what is important to her, gets

taken up and reconstructed as O0therapeut
that Mary had the potential to maintain a socially valuad that would see

her as more than a passive recipient of services. While such activity is an

important part of counteracting nihilism and maintaining functional status,

this categorisation and reporting of actionable goals made little difference to

Mary 6s | ife and added additional admini st
staf By adopting a odifferent way of | ooki |
the social relations of residential care in terms of maintaining personhood

and creating meaningful activity. e3pite the best intentions of staff and
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managers to be innovative, the existing administrative tools drew the
process back into a construction designed to address problenteads!
rather than facilitate the promotion of values, hopes or mutuality.

The fllowing chapter provides a further exploration of the issues raised
here. This exploration focuses on the social relations that coordinate
relationship building and social engagement between residents and staff.

Following this, | will discuss the findireyof both chapts collectively.
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Chapter 6: The Social Relations d person Centred CGare

6.1 Introduction

The aim of this chapter is to provide a further analysis of the social relations

of person centred care in the everyday lives of residents throughingapp

their oworké to that of ot her peopl e. T
insight into the work activities that support the person centred care

principles of maintaining personhood, autonomy and relationships and

creating positive social environmentadathose that work against these

principles. While each resident had their own experience, there were several

0t hreads6é or |l ines of inquiry that poi-r
practices that warranted further exploration. Although these threads are

interrelated, for the purposes of discussion these have been defined as: how

residents, relatives and staff relate to one another (relationships) and how

residents are socially engagddaugh involvement in decisiemaking and

meaningful activity (sociaéngagement).

The chapter is divied into sections to reflect the abolees of inquiry.

Each section begins tproviding an account from residents and relatives of

their everyday oOoworkdéd and then moves bey:
of frontline gaff and managers. Following this, the analysis maps these

experiences to internal and external texts created by the ruling relsticins

as standard operating policies, human resource practices, standards and

regulation. As a means of staying faithful ttee Institutional ethnography

goal of returning to the material circumstances of those whose standpoint is
adopted(Campbell and Gregpr2004) an additional section provides an

account of what the residents said about their hopes for the future. A final

section will summarise the findings collectively.
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6.2 Relationshipsi how staff, residents and relatives relate to
oneanother

The section explores the issue of relationships between residents, relatives
and staff. The experiential texts describe cordgtronships(similar to

what Brown Wilson (2009) described g@sagmati between residents,
relatives and staff rather than the relational, collaborative or reciprocal
relationships as defined in the person centred care discourse (D200Ag

Nolan et d., 2006; McCormack and McCanc2010). In common with
many other studies in residential care, residents described relationships that
were primarily centred on care routines (Nglaf95; Wardet al., 2008;
Cooney 2008). Staff described ways of working wreby they rotate
between residents, based either on formal staff deployment strategies or
negotiated mangements between themselves.

6.2.1 The everyday work of residents

The morning routines start with helping people out of bed, to the toilet and
assising them to wash and dress. Residents who need full support waited to
be assisted as staff made their way through each unit. Residents talked about
these routines in a positive way as they interacted with staff. The routines
provided opportunities for ietaction between residents and staff and
general banter and conversation was observed and heard during the

observation process.

Tom describes his first interaction with staff that day:

T: The wee one said they had to get me up to wash me. They are
alwaysin a hurry. They are great girl¢S.3.RES.2)

My own observations included the following:

One nurse is giving out the medication. She is chatting with residents.
The catering staff come in with breakfast trolley. They greet residents,

6good morenpgw&ak dl gou | (B.BR@BSsome breakf.
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Maureen talks about her morning routine:

M: Well | get taken out in a hoist. Put on me clothes and on the
toilet. | have my breakfast in bed, everyone has breakfast in bed.
Youbre got r e a dshaes, gouin theovheelshairc k s and
(S.2RES.1)

Angela, a staff nurse, describes the opportunities for social engagement that
happen around care routines:

A Josi e, now she has an only son that
pride and j oy soé. hisMady faemcathat about t haf
comes in with him. And she likes to chat back. Today she
mentioned Good Friday. Yesterday evening | happened to be on
the late shift and she knew, sometimes now she mighten exactly
know what date, even if she was reminded, she miggtfout
she mentioned Good Friday, so we talked about issues around
that. She needed full help with her personal care as well and a

change of incontinence wears. She is nottioent due to the
amount of CVA s h e. (B2.SM.2 d

| asked residents howel they knew the staff, did they know their names if
they knew anything about their lives such as the names of their children or
where they were from and if they had a favourite. In general residents
describe limited knowledge of staff or other resideStsame residents knew

the names of one or two of the staff but few claimed to know anything about
them or their circumstances beyond their immediate role. Bridget describes

her relationship with staff:

So, do you know the names of the staff here?

| donodt k now , finhuelible] I navarnasksthem their
names.

Ok, so what would you talk to them about?

They donodot talk much to us, they | eav.
Ok, right, would you like to talk more to them?

| woul d{GB2RESM) nd.

w » ® 2
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Tony engages easily in conversation and observes the comings and goings
within the ward. Here he describes his relationship with staff as besed
on his health care needs and to him a superficial level of conversation is

enough.

A: Would you know them well?

T: |do.
A: Would you know who their children are, or who they are
married to?
Ah, [ woul dnot no. I woul dnot want to

Ok. And what would you talk about?

| know all the nurses here.

What would you talk about?

Ah, iftherewasant hi ng wrong with you, theyod
Ok, would you chat about general things?

[inaudible]Thi ngs t o be talking about é.

Like what? Do you talk about the nevesr 2

Talk about the good weathé6.2.RES.3)

= > 2 » 4» 4> 4

None of the residents in this studypressed dislike or fear of staffather

the connection to staff could be described as cordial based on exchange of
information about health care needs and acknowledged distance based on
professional statudMost residents said they knew very few of giaff by

name citing poor memory as the reason for this. But residents also talked
animatedly about staff with whom they had previous connections or where
there was a social element to the relationship. Several of the residents,
unprompted, mentioned bame, staff who came from their own parish or
who they had some previous relationship to before they came to live in the

facility. In these situations both first and surnames were recalled.

Maureen mentioned the connection she had with Angela a nurseron h

ward as they both came from the same town:

A: Do you have any friends here, someone to talk to?
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M: No, no one to talk to.

>

What about the staff? Do they sit and talk to you?

M: Angel a Ryan. S h ¢hérshome townpiShéBsts | y mor e
and talks toyou.(S.2.RES.1)

Jim, too, draws this connection to staff from his locality:

A: Do you know the staff here well, do you?

I doé

A: You do?Do you know all their names?

J) Ah God, |l woul dndét know all the names
you seeodMiiorsg abisgh pl ace they al/|l Knov
know thera

A: Would you have a favourite?

J) They are all my favourites. |l coul dnod

A: Ok, but is there any of them that you know their names now?

J; Ah, there is, therfoobmeanyplacenn a f ew, t
Drumint eeé

A: Whobdés here from Drumintee?

J; Thereds, wha®h doCymwlécrade | O6 Ne&i | |

A: Shedéds from the same part?

J: ' went to school with her mother and fath¢g.3.RES.1)

Relationships based on shared social interasti@ather than care routines
were mentioned by some residents such as Finbar who talked about the
relationship he had with Cathy, a healthcare assistant, focusing on the social
element of their interactions. One relafividan, contended that the staff

tha knew his mother best were the ones who shared the outdoor smoking
space with her (S.3.REL.5There appeared to be little expectation from
residents about their relationships with staff. Most residents pointed out that
staff are busy and as such wlai have time to talk. This was stated not in a

critical way but rather as just being the way things are.

A: And do you think the stafhave enough time to sit and talk to
youé ?
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J;. Ah God, I wdu | Jdanyéstu,s , not,hey woul dnodt |
t hey 0r eeeomornihghoeniglé f

A:  And would you like if they had more time?
J: Ahnosure they get on wi(B.BRESheir job an

The cordial nature of relationships was reiterated by relatives who described

friendly staff who kept them informeglf t hei r r el ati veds heal't

A: So, would the nurses talk to you very much about Annie?

J.  Well, they always talk to me. | meahl wanted, or if | had a
probl em, i f alk ttoh mey | wuldl tal& tto them.
(S.3.REL.4)

Beatrice describes similar relationship:

A: Do you know the staff well?

B: Dol?Ye s, | 6 d, bekanse W seenys ¢osbe the same ones
that are on, | know their faces. | might not know their names, but
| know their faces, you know, ahdé6d say ités a smal.l e
(S.3.REL.2)

This account of relationships as described by residents and relatives was in
marked contrast to the contention by several staff that they knew the
residents well, while conceding that the organisational processes militated
against developing oke relationships with residents and relatives.
Assignments based on key workers or acknowledged connections between
residents and staff were not a feature of any of the centres in this study,
except for responsibility for maintaining the care plan (S.2ZjNRather,

the systems of staff deployment were based on locations such as wards or
suites with sultlivisions based on geographical locations such as rooms or

bays as | observed on one site:

At the end of the handover there was a discussion about homotke

was to be allocated that day. This was based on areas of the ward.
Staff selselected where they wanted to githin these areagsS.2.
OBS)
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One of the main reasons articulated for not developing relationships with

residents is lack of time, yet taeport that reorienting themselves to new

residents took time as they changed every few days. Working with the same

residentdhelped to develop a rhythm where the staff knew what the resident

liked and they, the staff, had set up their working tool$lasfnels, soaps

etc. in a way that was famili@o them as Catriona describes

C: Usually we decide ourselves, a lot of the time with the older ones

that are here, seniority, the ones that are here longer, they pick

their units. But, em, a lot of us, nome just kind of, a lot of us

like to stay in the one unit for three or four days at a time. If

youbre on the ward for four days, a
days at a ti me. | f youdbre in the one
because once you get the firstrmiog , once you get into the

routine and, you know, you have everything in your lockers and
everything for the patient itéds so mu
the next morning and you know who has
wearing and all their creams and eyéring are in the locker, so

you dondot have to go |l ooking for then
already replaced them from the day before and their bowls and

al |l are cl ean. |l tds so much easier s
us é

Right, ok. But the nexttmevhen you come back after
been off?

Yeal?
You have to start all over again?

We have to start all over again thatod
one unit three or four days yedls.2.HCA.1)

Continually working with the same residents wasrmns& have advantages

and disadvantages. While the advantage of knowing what each resident

wanted or needed was seen to provide an advantage in terms of time,

paradoxically most staff expressed a desire to move around so that they

would have a better ovdr&nowledge of the residents, especially for night

duty when staffing levels drop significantly and where a more generalist

knowledge is seen to be requirefina reflects on the advantages and

disadvantages continuous assignments could bring:
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A: Ok, andwhich would you preferaVould you like to be working
with the same residents all the time or do you like to move

about?

T. No, you I|li ke to move about. Il tés nice
your | eft in the one areeuseor, weodl l
after a day or two youdbre in your r

patient but then again because the ward is so big, 30 patients

when you come on night duty we are left with the same patients

all the time and you woul dhét get to
or they wouldndét get to know you whic

Right, ok,so you prefer it the way it is then?

T: Yeah,yeahi f vy efttiene éor fdurorfived& not one day
here the next day there, which can happen.

A: You know this idea, sayp build up relationships with residents,
you know that you would work with the same group all the time,
how would you feel about that if you werd?ake your point
about night duty, thatodos a good point

T: No, | feel that would be fie . Again youbd get t o Kk
families, even you know, better than you do at the moment
because youdd be dealing with one <cli
families, where when youdbdre moving ar

30 clients and 30 families. You knowwbuld build up better

relationships to be left, say, for a period of a few months in one

area.But, again, with the rosters and that, days and nights, early

shifts and | ate shifts you know it do:

And could it happen?

T. I1't coul dbhecausk you douhred weeks of day duty if you
were left in the one area for those three wef&®.SN.3)

This dichotomy between knowing some residents well and the need to know

all the residents is taken up by Paula in another centre.

A: But in terms d the people who are here all the time, would you
work with the same people all the time?

P: No, we change around, we take roughly ten patients in the
morning, em, é

A: What do you think about that®ould you prefer to work with
the same people all the tin@ not?
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P: Well, no, because if | find myself in charge, | need to know
everybody, so therebébs no point me kno
not knowing somebody else. And, anyway, overall you will know
the wholelotof hem i n your (U3SNM#), you knowé

Another reason given for not having continuous assignments is the need to
create interesting working patterns.
A Do you think i1 tbés better? Would you r
the same residents all the time?
C. Not all the time, noé
A: Not all the time?Why not?

C. Because then youbre 1in, I dondt know,
in a rut or whatever. I donot Kknow, I
working with them all the time.

A: Thereds no right or wrong answer s, S
Kknowé.

C. Imean, |l 6m trying to come up with an
like to be, it would be more like, to me, it would be more like a
factory. Youbd go in every morning, )
same thing, the same thing, youbdd be
day. | think when youdére not with the s

things are different(S2HMGAWL)YOTre bringing

Some residents would be perceived as being difficult or particidareya v y 6
and as such, the manager would try to ensureribaine staff member bore

wh at mi ght be s eoé naring for thath resideditbom rad e n 6
continuous basis. Paradoxically, it is acknowledged that knowing a resident

or having a connection with them can ease this perceived burden as the
resident and aff member learn to communicate and trust each oBrean

describes a connection he has with one such resident:

B: Thereb6és one man thatdos a bit awkwar d,
before his breakfast every morning. I
done,sosual |y | do get him uhe when | 6m
doesndét get on with everyone but he g
up.(S.2.HCA.2)
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Despite the organisational structures, relationships and frigpelstho

emerge as Lucy describes:

L: Well, there is someagain ité personality and things as well.
Some patients you love, or residents, we still call them patients at
ti mes, thereds some you | ove and they
know, you donodots myoud, ddrdétr eisnd hd mign g
them... (S.3HCA.2)

The issue of reciprocity was discussed briefly in the previous chapter. Here
Patricia describes a story which highlights the opportunity for
intergenerational solidarity that can exist between residents and staff. She is
describing an interaction i one resident who helped her over

bereavement in her family:

P. They are probably more understanding than some of your
colleagues can be at times. They probably are, because for me it
was a resident here who said something to me. My sisilaw
died in February and she was only thirty five and she had small
children and, you know, and | suppose it was not a bit of, | was
on a huge downer. But | was coming into work and smiling and
everything else, and one of the residents in here would have
known her &mily and she just said to me one dadgowdés Joe
and the girls®8And Il saiq®Ah sur e, theyd6d e getting
and she s ai Youknowntbat dirlilived rdorean thirty
five years than | have done in my nin
she had sth a great lifedand | just wenty e a bHat the time
and went home and thought about it and | think she did more for
methan some of my colleagues didS.3.HCA.1)

While the issue of staff turnover is often cited as a barrier to relationship
building in residential care, this was not a feature of any of the facilities in
this study. Even where agency staff were in place, they tended to be the

same people who provided this service.
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6.3 Staff deployment system

From internal and external managergarned that formal staff deployment
systems are located in the management task of developing a roster. The
practice of rostering requires the manager to bring together several forms of
knowing including what the organisation says is possible in terms of
budgets and skill mix, and what agreements are in place with unions
regarding working conditions. This is combined with locally negotiated
practices based on the need to 6knowbd re
perspective and negotiated practices betwstff. Personal connection
between residents and staff are ruled in general, by rostering practices which
are designed to be fair to staff and ensure an equitable distribution of
workload. Within this institutional frame, the focus is on beds and loeation

rather than on an objective of:

The formation and fostering of therapeutic relationships between all
care providers, older people and others significant to them in their
lives (McCormacket al, 2010, p. 13)

As identified in the previous chapter knodtg about the relationships
between residents and staff is not collected as part of the data collection
system of the care flow sheet rendering it invisible to daily or even
occasional scrutinylnstead, a combination of professional tools, intuitive
and dinical judgement are used to calculate, categorise, and coordinate the
deployment of staff. Within the public care system, decisions about skill
mix, and the capacity to recruit agency and replacement staff are taken
several levels above the actual siteene residents and staff come together.
However, the local manager has some capacity to move people within their
allocated numbers of staff. Managers explained to me how they calculated
skill mi x based of the O&écrigipraatickea f or car

that were built around agreed shifts and staff numbers.
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Table 6.1

Criteria for care tool

Press
ure
Psychological Hygien Area Hydration/Nutrit Social Needs
Needs Mobility e Care ion Incontinence
No
Minimal Self Assistance Independ Independent Social
Reassurance 0 Independent 0 | caring 1 | Notatrisk required 1| ent 0 | Interaction
Nurse
encouragem
ent
Support One Nurse One Nurse to cut up Once dai/ Assist with
Required 3 Assistance 2 | Assistance 3 | ArRisk food noctumnal 4 | social needs
Distressed
X Assistwith Two or more/
Disturbed Frequent
Two Nurse Two Nurse feeding/ nocturnal/ Frequent
Support
8 Assistance 4 Assistance 5 High Risk NG Feeding catheter 6 Encouragement
Feed
patient/ Incontinence
Constant suport on hourly regime/
required 10 Bedfast/Chairfast 8 Very High Risk fluids urine & faeces 7
Any resident who requires more nursing intervention should be separately listed arf
nurse hours recorded
0 3 8 10 0 2 4 8 1 3 5 0 2 4 2 4 6 0 4 6 7 2 3 5
10 8 5 4 4 7 5
8 2 3 2 6 7 5
10 8 5 6 7 5
10 8 5 6 7 5
10 8 5 4 6 7 5
5
10 8 5 6 7
8 2 3 4 7 5
10 8 5 7 5
10 8 5 4 6 4 5
10 4 3 4 4 7 5
10 8 5 6 7 5
10 8 5 6 7 5
10 8 5 6 6 5
10 8 5 7 5
10 8 5 6 6 5
10 0 3 4 4 4 5
10 0 3 4 2 7 5
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Table 6.2 An Example of a Roster

Nurses Off-Duty - 2010
February-2011

Wk 3 |Names Mon Tue Wed Thu Fri Sat Sun Hrs H/O
Mins
Date: 07.02.2011 7 8 9 10 11 12 13 H/O
X MF+FF| X MF+FF
o 3.8 s §:%g2 83%:g?
: =
- X MF+FF X MF+FF MF+FF MF
= g8 » g8 - — 83> | 835.00
= MF
:_ 8.°-5.00 With Nurse
L MF
8.7%-5.00 With Nurse
H H H
8.°-8 — — 8.8 8.8
x , o
) — 8398 - 8¢ 8%s -
S =0
= l l MF+FF
=< P/ - 8087 R e we
- ’ 8. 308 — 8.8
=

MF

8.7-4.00 With Nurse
x H H
g 2.3 s 8382 §.20.8 30 —_ —
i U I
28 g2 g2 = — 88 3.2%3
:, 8.'%-5.00 — - —
= - 8."%-5.00 8.7-5.00 - =
U T
N/O N/O N/O = 855 8.%-5
H U H MF H U
83%5 - 8%%5 - §¥s == =
T
8.7-5.00 With Nurse
> MF/U(Mon)
E ON ON ON ON OFF ON ON
a2 FF (Sun)
= ON ON ON ON ON ON ON
C N/O N/O N/O N/O N/O N/O N/O
& N/A ON
22 Maternity Leave
% i
e 5 Maternity Leave
= ILL
Career Break
OFF OFF
8394 g 204> 8204 8.3%42° g OFF OFF

In the HIQA standards, the issue of relationshiphile mentioned in
respect of familial or lifelong neighbours and friends, has little to say about
the everyday relationships between residents and staff or the development of
new relationships. Relationships are not mentioned at all in the
hierarchically superior Care and Welfare Regulations. What is required
from a regulatory perspective is evidence that there is a sufficient number of

suitably qualified staff available.
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23.3 At any point in time, the number and skill mix of staff on duty is
determined ad provided according to a transparently applied,
nationally validated, assessment tool, to plan for and meet the
needs of the residents. This is subject to regular review.

23.4 The staffing numbers and skill mix of qualified/unqualified staff
are at all tmes appropriate to the assessed needs of the
residents and the size, layout and purpose of the residential care
setting.

In this context each designated unit must provide eceleh using a
validated tool(p. 41)

The process of establishing skill mix armstering removes the embodied
presence of individual residents and replaces them with categories of
dependencies, numbers of hours allocated and physical locations to be
0coveredo6. Ot h esuch &sovhongsts om twith kvimarevriotn g
required within the institutional frame. While local knowledge may
influence some local decisianaking it is in the context of existing shifts

and routines that have been established to meet organisational goals of
human resource gioyment rather than though tid®@steing of therapeutic

relationshisd(McCormacket al.,2010ap. 3).

6.4 Findings on relationships

Relationships are a key attribute in the literature and professional discourse
in relation to person centred care. The findings from this study sudgest t
relationships between residents and staff were, in general, cordial and
pragmatic and centred around care routines. While staff cited lack of time as
a barrier to developing relationships, inconsistent staff scheduling was
acknowledged as creating atiloinal work. Residents spoke animatedly
about staff with whom they had some historical or geographical link. Staff,
however, expressed a need to 6éknowd res
purposes of clinical governancEhe textual practices of rosteringdstaff
allocation involved a process of objectification which aligns staff to
physical locations and categorises residents according to dependency levels
as opposed to a goal of nurturing relationshipsese findings reveal a

tension between the espodsprincipal of person centred care and what
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actually happens in the organisation of interpersonal relationships. While
t hetsteeréapeut i c(McCormacket ah,2GL0) iarp padt of the
discourse in relation to person centred care, they are notopathe
organisational activity of care plannirgjaff deployment or regulation.

6.5 Meaningful engagement in everyday life

The issue of resident engagement became a thread to be followed in this
study as | observed residents spending long periodmefdbing very little.

| listened to their acceptance of the way things were while at the same time
expressing feeling of inactivity and disconnection. Relatives expressed
acceptance that the control of the facilities lay within the remit of staff and
appeaed happy to defer to them for most decisions. | did observe instances
of negotiation between residents and staff, particularly in relation to care
interventions which McCormack, Dewing and McCance (2011) describe as
person centred carmomentsHowever, |saw or heard little by way of
negotiation about the O6running of
residents, | observed many instances of decisiaking and negotiation

between staff that influenced what happened.

This section is divided intowo subsections. The first explores choice
making and involvement in decisignaking. | asked residents about their
routines and the choices they have. Following this, | considered what staff
say they do to provide choice and how organisational practices a
negotiated between residents and staff and between staff. The secend sub
section explores further the threads of involvement in meaningful activity
that was raised in Chapter 5. | asked residents what they did outside of care
routines and mealtimésif and how they got involved in the running of the
day. | then explored this with staff and managers and connected them to
operational and regulatory texts.

6.5.1 The social engagement of residents in everyday life

| asked each of the residents to tell mieat they did that day, providing
prompts where necessaryoai the choices that they made.
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Well, | had breakfast in bed. | usually have breakfast in bed. | got
up about 10.00. It takes me about an hour to get dressed.
(S.1.RES.2)

Here Beatrice is tilng about her weekly shower:

A: But do you decide when you have it or do the nurses decide?

B: They put me down for it.

A: They put you down for it? ® And do you have it at the same
time every week?

B: Aye.

A: And if you didndét ppemht one, what woul

B: Ah, you need a bath doné6t you?

A: You do[both laugh] Do you like a bath?

B: Ido.

A: Which do you have?A bath or a shower?

B: A shower.

A: Do you like the shower?

B: Ido.

A: Ok. Would you like more than once a week?

B: Ah n(®.ZRES.4)

Ursua describes what happened that morning:

U: The nurses came in and the helpers, and one of the helpers said
to me was | going for a shower? AndIlséa@, so she took me
out atclmicrkee 0oS6o, she came in then at

me ready. | waback in then by ten past nin&.3.RES.5)

In these responses the residents describe a level of choice in that no one is

coercing them to have a shower and they can refuse but only within the

parameters established. It is not their decision to choose erhehat type

of bathing they undertake.
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Food choices appeared to be available although these were generally

ordered in advance the previous day and based on a cycle of menu planning.

A: Right, ok. And when they come around with the dinner, would
they askyou what you like or do you know?

J: They ask you the day befodwhat will you have tomorrovd?
(S.3.RES.1)

Awareness by staff of providing opportunities for choice in relation to these

activities of getting up, eating or bathing was evident in all effttilities.

0ltds their choiced was a commonly <citec
facilities. Staff commented on how the person centred care practice
development programme had resulted in a less regimental approach to
waking residents and gettingsidents ready for the daldere Deirdre and
Orla talk about how they incorporate this thimiinto their practice:
D: Right, | know exactly. A lady that came in and you sit down with
her and you just chat about what she likes, right, starting with
what e likes to eat, how she likes to €&2.SN.1)
Orla, a health care assistant, points to the need to constantly check with
residents the importance of not making assumptions. Here she is talking
about checking with one resident about her breakfastehoic
O: Yes, but you'd still ask them. Like one woman last night, she
wasnot wel | | so she had only toast b
porridge because she didndét feel wel/l
every day@o you feel like having porridge or cdlakes or what
woul d vy @GUHCAlk e ? 06
Maria pointed out that while they had incorporated the principles of offering
choice into their practicef imes it was difficult to do:
M: Ok Well, straight away after youbve h
hadal ttl e chat with the girls, the ©be

going to cope with getting someone on and off the toilet or
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whatever and also going round to each patient and asking them if

they'd |like to get up for their breal

breakast, that kind of thing, em, what they want for breakfast as

wel | because you can o0 to hgveuthet assume t

same thing every ga(S.1.SN.1)

In all of these facilities, staff described how the person centred care
programme led to improvemtsnin choices. However, when | explored this
further with residents, it became clear that choicesed on the residedts
previous routines that required organisational reconfiguration were more
difficult to change.Here one residentalled Mo is describig how her
current routine contrasts with her life before she came to the facility,

pointing to the takeiffior-granted limits of choice in her current situation:

A: I suppose what I 6m interested to fi
different now from when yowvere at home?

M: Oh very, very different, it is, I
to go with the, you know, wheudsitmeal time here@ meal time,
thatodés it. And at home, I me an, i f

time or a cup of coffee you gotand the tea was, well, usually

wedd have our tea bet wpesonsi x and
would cook the tea and we had it together whatever but we were

happy, you know, it was | suppose, more free and easy.

A: Ok, and do you think could it be more feeand easy here?

=

How do you mean that way?

A: Well, would you like to be able to have a cup of tea when you
feel like it or not have tea at the right time?

M: Yeah | suppose, you know we, our tea is at half four and we
have, well, | have a good dinnand then the cup of tea at three. |

like that and half four is early foratesbnd | 6 m not real
hungry for a tea then. [16d rather
they have to go to where, they have their own time youé&now
(S.3.RES.4)

This was réerated by other residents who commented on how close the
meals were together. Staff acknowledge that the tea is probably earlier than

people would like but that it needs to fit in with the work schedules of both
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the kitchen staff and those who work a hday. Brian describes how

efforts to change the meal times in one unit never got very far.

B: Well, they were going to change one thing that was on about, they
were going to change the meals, mealtimes and which. And that
t hey wer e, s o thereywas sbmedther Gesidenkiah o w,

care place | i ke this anyway but that
And wedl | say the tea, that the meals
me a | in the morning, the breakfast W

dinner is at half twelvegetis half four, well, tea is actually four,

because they place staff from half four on. So this plan was going

to be brought in that they were going to change the evening meal

and put It |l ater but I coul dnot unde
aboutitbecaus t he first thing youdd have tc
that now they changed the roster. Every one of them, because

youbd have to have more staff at six

it up, there was never a thought about gtaff

So what happened theré®hat happened in that situation?

B: Well, it went on and there was meetings and meetings it seems
about it and | dondédt exactly know wha
dondt know what ,é (BBAHCAR) coul d never se:

All of the managers in this study describedmplex decisiommaking
processes around changing practices whereby committees were established

that involved input from multidisciplinary teams or staff representatives.

K: In 2007 we went through a process of changing all the roles.
They were all muktask and that was done through partnership
[National Partnership Proce$smy insertion] the unions, the
multi-task attendants. They all got their roles, whether it was
healthcare assistant, household or cleaning. And that went on for
two years before wgot it sorted out(S.1.IM.1)

Fiona, another manager, describes a similar multidisciplinary process:

F: Well, you see, there was a, there is a meal times group, a group
right and thatés comprising of di ffe
somebody from the mairkitchen, the kitchenettes, ward
managers, health care assistargpeech and language therapist
dieticianté
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A But , has anybodyds work practice had
this?

F: Yeah, dinner breaks have to change, our staff dinner breaks have
to change.

A: So was there any difficulty around that?

F: Wel I, initially our c¢chef in the Kkitch
al |, I mean there was a bl ocké.

A: Talk to me about that. How did you manage to talk her round?

F.  Well, it was, well, this has been goingfon our group is a good
while in existence now, itodos well oV
guestionnaires, we had questionnaire to residents, again families
and there was the HIQA standards where something had to
happen, but | think with the standards comargboard and with

the HIQAinsect i on. | think that sort ofé
A: That helped you, did it?

F: Oh, that helped, that did help.mean, if you were trying to do
this on your own. | mean, ok, like I know HIQA and the standards
and they ask for a lot sometimeg say that, but the regulation
of the standards are very, very good in another sense because
things have to change. Practices that might never have changed
have to changgS.2.IM.2)

Kathleen, another manager, makes a similar comment about the power of

regulation:

K: | suppose that meas a managert ihas given me the tools to say
to staff, you have to do it,éit legislation. You might have had
some dispute about certain things that you would want to do or
t hat needs to be dacknee ,nosto cteh enyobw .| Ssoi ti

not me, Kat hel een Donnoitlyeah, saying it
HIQA has been good ithat sense. And it has raised standards.
| 6ve seen how it has raised standard

them as well, definitelyS.1.IM.1)

While staff said they did not disagree with the principles of regulation, most

of the nurses expressed frustration at the additional paperwork.
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T: No, not really, no, again it can tend to be very taskntated
you know, you have to get this done, that démal, as | say, with

HIQA coming at the moment&Gt r i di cul ous thereds

emphasis on paperwork and ifstnot written iés not done which

we know i snot true, the work is bei

are being taken care of and their psychot@jineeds and their

S (

ng

families, never mind just their physi
paper wor k, this amount of time that

time is not an excuséS.2.SN.3)

The issue of what time residents went to bed at was raised by s&atin

of the units primarily because it had been raised by the HIQA inspectors.
This is a contentious issue which has been raised by HIQA as evidence of
institutional practice and staff offered different perspectives as to whether

this process is by choice necessity.

C. wWel I, after the day staff are gone

picking up the dishes, bring them back up to the kitchen and the

girl in the kitchen will sort them out. And then whatever patients

are still up we start putting them badk bed, and once, it

depends some of us have different ways of doing things but a lot

of the time the nurses here are giving out drugs at that time so a

|l ot of the time were on our own SO
patients that we can do on our owne\§ | | put them back

r

we
nt

we 61 | take off their day c¢cl othes and

A: And why is that is it that there are less people rostered in the
afternoon?

C: In the evening, yeah, see the staff are reduced in the evening.

Thereds hianft hdeewe mif g, t hatds why

lot of them back to bed before the evening, before the day staff

are gone, because you have 28 patients then to turn around and

change in the evening time and you could have someone very sick

and you could haveotspend a lot of time with them. So this is

where it comes in and this is where you have to explain to the
patient that doesnét want to go t
them up as long as possible but a lot of them they have to, they

have to go to bedbefore 9:00 before the night staff come on
because the night staff certainly
them to bed(S.2.HCA.1)
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My own notes recorded the following:

Place is quiet. 5 5.15pm. Many of the residents are back in bed. Is it
becausetay are tired or becdqu20B8S)itds just e

My observation in a different facility records:

6.00pm. This is a ward with one fotvedded ward and seven single
rooms. The place is quiet as everyone appears to be in their
rooms. | go dowmo the communal living/dining/kitchen.

You can see most of the bedroom doors from here and there

Is nothing much happening. Everyone seems to have settled

down for the night. The HCA is sorting out laundry and |
havendét seen tBe®dBBurse in a while

6.5.2 Negotiation of choice

According to McCormack and McCance, negotiation ikeg element of
shared decisiomaking and several staff described how they tried to
incorporate this into their daily workucy recalled how she negotiated with

resideits as part of her early morning work:

L. Then we finished breakfast, teamed up with the nurse because she
was doing the medication while | was assisting the two people
with breakfast and we went to one resident who was soiled and
needed immediate attenti@nd em then after that we just kind of
go from one to the other and ask the

what time theydédd |ike to get up? | f t
fine as well, itéds their choice, you
up, t hwaynttodget mp They might not want to get up until
after dinner, thatodos grand eh this mo
people wanted to get up and one of them was a gentleman that
was unwel | overnight. He j ust di dnodt

otherladyjus di dndét WAaIHCA1)o get up

While Lucy was able to negotiate flexible care routines with residents
within existing organisational frames this was seen to be more difficult

when it came to moving outside the normal routine patterns. The balance of
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power in these situations is seen to lie with staffo readily admit that care
routines and other organisational priorities supersede any requests that a
resident might haveOrla recalls a recent request from one resident to take

her out shopping:

O: Janet says to me this mornings ‘there any chance of getting
down the town? And | sadanetl j ust havemdt the ti me
(S.1.HCA.1)

In this vignette, Fiona is describing a situation where the balance of power

between a resident amadward managexas played out:

F: Wel |, s tiom fcduldl overdde the sesidesit decisions,
yeah. | remember one gentleman about a year ago, wanting to go
to a horse show out the road there. And the ward was short
staffed that morning and of course the ward managges on and
she said he wasndét to go. The health
taken him if she was all owed but t he
allow it because of the staff shortage and she just put her foot
down and said no way. Now, | mean, if she was flexibéenman
wanted to go, so who won out there? She did. Her views because
sheds the ward manager and she said t
happy with the staffing of it and | mean if you were to just change
it around, this didnotanhegptpoen anyway.

something else lateb u t It wasnodt what he wanted
only thing | can think about at the r
incidents. | mean the health care assistant was goingoto g

(S.2.IM.2)

The main organisational mechanism ta@ide what happens on a daily basis

is the morning handover meeting. In two of the facilities nurses and care

staff came together at the nursesodé stat.i
happened overnight and to plan the day ahead. In the other facility the

nurses had a handover meeting and someone was delegated to give a report
tothe care staffbet ai | s of doctordés appointments,
of residents and other medical details predominate. A Statement of Purpose

describes the process as olk:

Reporting methods within each suite are standardised. A nursing
report takes place at the beginning and end of each shift & once
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during shift. In-depth feedback and multidisciplinary reports are
carried out at(S83%F) nurseds station.

OneObserati on of a handover meedditheg at t he

following:

One nurse is feeding back to the whole day team. She went through
each resident and made a comment on how they were during the night
and if they needed any medical or nursing caBeneral comments
about f they were in good form or nd5.3.0BS)

Paula, a Health Care Assistant, describes what happens at the Handover:

P:  We get a rundown of all the clients, about the night they had or if
something happened yesterday, if somesofuwer endét on. I f th
is any care plans or if dressings have to be changed or anything
like that, if they needed bloods, if blood samples are needed or
urine, that would be given in the report. So we would do a plan of
what we were going to do for the d§8.3.HCA.1)

On the site where the nargistered staff do not attend the handover, one of
the nurses is delegated to provide them with the information that is deemed

necessary for them to be able to carry out their work:

When we come out of the officeo mebody 6s all ocated to g
talk to the care attendants to give them a quick hand¢8e2.SN.1)

The handover sets the tone and direction for the day ahead shaping the work

of the nursing staff in terms of medical appointments, and medical and

nursng tasks to be carried out. It is a common mechanism in healthcare

facilities where it provides the clinical governance function of continuity of

care. It is also the place where staff negotiate and make plans for what needs

to be done. As it is at 8.00raand 8.00 pm it includes mainly nursing staff

and i f it os t he practice, car e staff.
coordinators or allied health care staff) are present and there is no evidence

of resident input into these decistaraking processes inwaay that could

be construed as shared decisiaking.
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6.5.3 Social engagement in the everyday life of the residential care

facilities

As residents described their everyday lives, the most striking element was

how little they appeared to do each day.tsile of mealtimes, care

interventions and scheduled activities that at best filled an hour or two of the

day a few days a week, residents described uneventful lives where one day

was very similar to the next. In the previous chapter, | drew attentidreto t

textual representation of activity

separation of social activity from other clinical and physical care work. In

this section | pursue this further, connecting meaningful activity to the work

of frontline staffand the HIQA standards and regulations

| begin this section with an observation from one of the sites:

12.3(@.m. In the day room before lunch. Residents are sitting round
the tables. Some are sleeping some are staring into space.

n Ma

Tom, whom | interviewed ar | i er |, i's sl eeping. H

communicate with anyone and only wakes up when the
dinner arrives. Mary, whom | also interviewed, is sitting
on her own with the paper
read it (S.3.0BS)

| asked residents to describe whagyt did in the day and hours prior to the

interview.

Right ok, ok, so what did you do after thehower]?
| came up and into bed, well,

Sat in the chair, beside your bed was it?

c x®2 < 2

For a while. Then | went out there to hear thsews and
obituaries and that was it.

Oh ok, so what did you do after that?
Nothing.

Ok right, did you sit there or did you come down?

c x®2 < 2

| sat down.
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A Al right, ok. Wel I, we o6l | go back to vy
you do say from, fromabowt | even or twelve o06cl ock
time yesterday?

U: Not a whole lot, just sat down and that wag$.2.RES.4)

My own observations took a similar vein:

9.4%.m. Very quiet. Two residents up and sitting in the lobby. One
man is sleeping; the other reading a book. | walk down
the hall and can see into the various bedrooms. Some
residents are in bed, other beds are empty as the people
who occupy them are brought down to the dining room
where they seem to just sit there quietly without
communicating wh anyone(S.3.0BS)

Mo describes her Oworkdéo as a resident t hq

M: I n a wheelchair, that 6s what I do eve
every day(S.3.RES.4)

Beatrice who appeared quite passive when describing her morning rqutines

became qué animated as slhuescribed what she did that day

B: | got dressed and came down to the sitting room, | sat there till
dinner time.l went to my dinner. Then, | came back to me chair

again.

A: So, when you got down to the dining room, what did you do
then?

B: | sit there. I dondét do any wor k; I h
work.

So what do you do?
B: Sit there in me chair

A: You sit in your chaié Do you chat with people or.watch
television og ?

B: | watch television.
Ok, what do you like o television?
B: Ah I dondét mind(S2wRES4) ever comes on
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The following is an excerpt from my field notes:

However the more dependent residents, with high support needs, are
taken to the day room where they sit in silence most of the time. There

is a sense of very long days with lots of time when there is little to do.
The people in the day rooms (who
independently) seem to sit there staring into space or sleeping. Every

so often a staff member breezes in to checlanple, make a few
comments and go out again. People look very hd@&FN)

When | asked Maureen what she liked to do, she replied:

M: Thereds nothing, not hing at all
t he men(8.8REB4) d.

When talking about tki music session she animatedly talks about her love
of singing, rebel songs in particular and mentions how she would like to
have more music and card playing. Latenen talking about her daily

routines, her eyes filled with tears and she said:
M: | 6 masnad | 6 (5.2bREB.&)d .

Tony describes his experience succinctly saying:

donot

We | |

T. Therebds not hi ngndtdonk &Vell, serretineep t eat a

t h e maesit,sdown in the bottom lounge. We would go down to
that the odd timgS.2.RES.3)

Planned activitiesuch as art classes and Bingo do take place generally once
a week, but how they are taken up depends on individual tastes and interest.
Here Mary gives her opinion about an art activity:

A: Are there music sessions or art or anything like that?

M: WelLb 6d | i ke to see them, I went
thought it was a foolish thing.

A It probably wasnét that bad.

M: As f ar as | d6m concerned, as t he
a waste of moneyS.3.RES.3)
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On the other hand, another pagant, Ellen, proudly shows her framed
paintings of her dogs which are displayed in her room. Ellen describes her
love of painting and mentions the weekly session with an artist who visits
the unit. In contrast to almost everyone else interviewed, Eligh e is

never bored:

E: No, never bored, the time passes quick enough. In the summer
months, we had fantastic weather, we used to go out, Joan and |
and we did the planters. The snow came and they all died. | sent
away for b ul dver therd[pbikid t6 & box in ¢hen
corner]daffodils and narcissi(S.1.RES.2)

Although quite disabled and ill with several cancers, Ellen has managed to
hold onto her capacity to control this part of her life, she has a friendship
with another resident and a dogialih she brought with her to the facility.
These seem to bring great pleasure to her life. Ellen is a former Director of
Nursing and recalls how this common bond with staff has been useful in
maintaining that sense of identity as staff draw on this prevmesand ask

her 6adviceo.

E: They know I édm a nurse and might
wound. You know, what would you use, you kn@\P.RES.2)

Here Ellen describes what she did that day:

E: Then | decided that today was a day for tidying. This gio it
alright but |1 wanted to get rid of the cards. The girls gave me a
bag and | put then in that for the recycling bir{S.1.RES.2)

In contrast to the views of all residents (except Ellen) that they had little to
do, managerdalked about the rangef activities listing off interesting

recreational pursuits and events:

A: Like, we would have people that are, you know, that read

newspapers to the resident s, em,
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brought to Mass, you know, thee 6 s al | t hngsse differen
(S.3.IM.1)

All of these facilities have activities coordinators or volunteers who plan
and execute activities according to care plans or custom and practice.
Textual representations of these activities appear on notice liapisyed

in communal eeasand in resident handbooks. The range of activities as

represented is impressive. One handbook describes the activities on offer:

Residents are encouraged to participate in a variety of activities
including, artclasses, shopping, gardenirgyts and cafts, cooking,
exercise classes, social afternoons, reading of newspapers, visits to
theatre bingo, board games & cardsug making & knitting for
example(S.3.Resident§Handbook)

These textual representations give an impression of busyness. Hoiwever,
the course of a full day they fill only small elements of time and only for
some residents. All frontline staff conceded that physical care dominates the
day and engagement in meaningful activity is either left to the activity
coordinators or happens @pdically when everything else, i.e. physical

care routines and parwork is done, which is rare.

Here is what | wrote in my reflections diary soon after fieldwork in one

facility:
From a resideri per specti ve, the sheer 6not hi ni
They @ very little and wait to be entertained or talked to whenever
the staff have time. | understand that some older people (and some
have expressed this) may not wish to engage in activity and are
content to just Obed, b udepertdéney i ssue her
and forced lack of purpose, whereby residents cannot engage in

meaningful activity due to the organigm or standardization of care.
(Reflection)

The dull passive lives recounted by participants and what | observed sits in
stark contrast to thlives of staff who describe an endless round of toileting,
washing and paperwork. Deidre described a typical morning routine when a

resident has a shower:
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D: So, em, on the day of the shower, you alvatgdly strip the beds
so while | was finishing 6putting powder on her and getting her
dressed, a care attendant went to the bed, totally stripped the bed,
even if It had only been stripped ¢t
matter. Everything stripped, and she goes with a bucket of soapy
wat er anddfrom head tovtae.sUmderneath, you know,
everything. And all new bed linen. So sometimes that has to be
done because some patients are going straight from the shower
into bed, well this | ady wasndét so we
(S.2.SN.1)

Caitrionadescribes part of her morning routine:

C. Webd do the same wewdOb dedffthek he b o wl an
pyj amas anetidedpyjainayready for them, take off their
pyjamas and wash theshave thenput on a new pyjamas.

A:. Everyday?
C:. Every day, yeah. Usually give them a new sheet ewtay

because when theydére in bed all the t
a clean sheet. So | usually do that, sheets edayynew pyjamas
everyday and make them comfortable. That

and go @ break, sometimes if we get a chance we go on break.

Deirdre talks about the constant bifurcation she feels as she struggles to

balance the needs of several residents with her desire to provide holistic

care:
D: Oh, I donot know, | iddose yeuotonst amdlat i ent s  wc
chat with them for a hour butdt just not to be, you know, you
donodt have an hour. You have some wo

restless in the bed, shouting and | know, if you had the time to sit
with them and maybe give them a hand mgssit does calm
them down a bit, but you know that is, and we try to give them a
guick moisturise when we are doing their care in the morning but
itGs very hard to go back.

C: Activities, | mean we do try, we really try to do activities, to do
things wit them and for the ones that we can bring out to places
out maybe for a coffee if wamn b ut ités not al ways
(S.2.HCA.1)
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This sense of bifurcation was articulated by several staff who recognised the
need for meani ngf ul e mayatlysecaouddncome b u t coul

about without additional staff.

T. They try their best, em, itds hard tc
social activities but the main barrier again is staffing levels you
know, for days out and that. Youodore t
there would be enough left on the ward and to be able to relieve
somebody to go out with the clients f
the biggest barrier , do | t hink, no

Thereds more emphasis basiemd on the ph
than there is on the social aspect. But they try and do,

particularly going into the summer times, if the weather prevails,

to have outings and that type of thing and we have them on the

war d, but again everybody Bs so ti me
desperate that you cano6ét , you know y
that. And they do, the social activity group do try their best, but

em again itdés trying to get a balance

the staff go and be there with the clierf&2.SN.3)

One of the directors of nursing, Kathleen, talked about how as part of the
person centred care programme they examined their routines. They invited
in a retired nurse who had experience of changing adlaskted system in
another facility. She explaed how this retired nurse was considered
credible by the staff who felt she understood their experiences and that they

listened to her:

K: Liz had been through the process herself. Her background was a
nurse and she woul d s azsselftwhy t he m, Oy ol
am | d o i She kept biving thém examples of how she
worked and how she went about things and gave examples. She
gaveoneverygab exampl e t ol askeddtaffone She sai d:
time, every morning every sheet was changed, the big, you kn
ages changing beds, every bed was pdifdaid | went into the
ward one day and saidl wonder if | went into the ward

tomorrow and | sai d, donot tel |l me wh
tidy some beds up and see if | can tell the differ@nted she
we nt in and she coul dnot t el | the diff
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K: Then the clock, she would sayhy have things to be done by a
certain time® We were trying to get that through to them, the
hamster wheel, and she gave us some good examples and | think
they thought that as very good(S.1.IM.1)

In the previous chapter, one nurse, Laura, described how the work of
activities is separate to the everyday work of care giving and its associated
physical and biomedical care taskis was something | also observed to
be the cae. Recorded as a field note | recall how | had been invited to join a
reminiscence group in one facility which the activity coordinator was

running:

One man did most of the talking. One other man joined in when he

was asked a question but the othersndd t join in. The act
coordinator seemed to know the residents well and tried to engage

with them. The engaged resident seemed to enjoy himself but the

others looked bored. A Nurse came in. She told the activity

coordinator that it was time to finishpuas it was dinner time

(S.2.FN)

Sinead, a health care assistant described how the care staff tried to get
involved in these activities whenever they can but commented that the
nurses rarely did as they were too busy with clinical work and paperwork.
Maria, a nurse, agreed that this is the case on ajoioig basis despite her

willingness to get involved:

M: Yeah, it is hard to do. Someti mes it
know where that is your focus. Especially on a Monday when you
also have the doctorounds and two admissions coming in for
respite, so t hat(S1sSNa)l | going on as we

6.5.4 The running of the day

There was little awareness on the part of residents that they could be
i nvolved in 6the running oZ#zledtbhtee dayd and
guestion. Nor did any resident express dissatisfaction with this taken for

granted arrangement citing lack of interest or not wanting to interfere.

A: Do you get involved in the running of things around here?
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F: No, the staff run everything.
A: Would you like to be more involved?
F: No,thestatk now t he peopl e. My memory woul d
Al t hi nk t he 6eotnsitte@a here.eHave dy@unelves
been?
F: No.
A: Would you go?

F: lwould.(S.2.RES.2)

| asked Mary the same question.

A: Ok, would you get involved in the running of the day here?
Would you make any suggestions?

M: Oh god, no.

A: No? Why not?

M: Well 1 dondét want, | dondt want to
A: Ok, alright. Youbéd feel youbd be i
M: Well | i ftking yowr Bosedn egeryihing

A But sure itds your home, you | ive
M: No I 6m pl easedS3MRRESH what | get .

Mo, who, although disabled, can communicate effectively and is involved in
many of the scheduled activities, considers the notiorewfgbinvolved in

the running of the day to @nalien concept.

A: Ok . But youdd never decide yourself,
something?

M: No, no | wouldnot.

A: Ok.

M: No | donét t h dythatever didiSRES.4)f anybo

| was struck by théack of interest that | observed when talking to residents
about their involvement in the daily life of the facilities. Residents

expressed no real preference or dislikes.
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B: | watch television.

A: Ok, what do you like on television?

B: Ah | d owhatevermamesdn.

A: Woudyou ever get invol ved and
6l et ds pl aoyrécards todayo

B: No.
Why not?

B 1 donét know, | dono(B.2.RESE)w. I

Tom offers a similar sentiment.

What do you like orthe television?

T. Wel | | I could say nothing in
satisfied (S.2.RES.3)

6.5.5 Resident and relatives groups input into the running of the day

say ol

donot

The formal mechanism for residents and relatives to become involved in

0t henirrug of the dayoé is the rfsi
termsof participation and decisiemaking the HIQA standards explicitly

advocate the participation of residents.

Standards2Each residentés rights to
in the organisation of the residential care setting, and his/her life
within it, are reflected in all policies and practicé€blIQA, p. 15)

Below this are several subsections which underpin this.

2.3 The resident contributes ideas to and participates indagto-
day activities of the residential care setting.

2.4 The person in charge facilitates the establishment of éruse

resident so representative group
improvement on all matters affecting the residents. At least one

nominated person acts as an advocate for people with
demential/cognitive i mpairment .

representative group are acknowledged, responded to and recorded,

including the actions taken in response to issues raised.

2.5Feedback is aotely sought from the resident on angoing basis
on the services provided. The residential care setting clearly
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demonstrates how the I mpact of t he re
reviews and future planning.

All of the facilities in this study had resideaot relative committees with a
stated commitment to such practices publicly stated in their publicity
material. However, each of the managers described a process that was not

organisationally strong.

A: But you know, to me they seem to be happy enoughawée
RAG meetings (Resideataction Group) here as well every
couple of months, em, and like, they voice their opinions,
whatever and therebs an action plan g
follow up on it, you know so at least they have their say

(S.3.IM.1)

K: Well, we have a resideit€ o mmi t t ee . Now, there i st
attendance at it, but they would be given a platform to make
suggestions as to what they would Iik

that in the past and it would be taken on bo4&11.IM.1)

Onerelative Pat recalled being involved in occasional meetings

Is there a residencommittee?

P. Someti mes there might be meetings ca
everyone.

Would you like to be more involved?

P: No

From the minutes of the meetingszduld see that ideas were put forward

for activities and better food choices. However, there was little evidence of
its impact beyond this. None of the residents or relatives | interviewed was
aware of this mechanism except in a vague way and there ttlas li
evidence that it had a significant impact on their lives. In contrast to the
vagueness around the resident and relatives councils, participants seemed
well informed about the complaints procegghile none of the residents or
relatives in this studyecalled making a serious complaint they all stated
that they would have no difficulty doing so. In general, they expressed no
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complaint against staff who they describedag r e a {(S.2dRES.2) & és

doi ng t (BR2.RES.3) ®mpathising withein busyness stating that

they wene obf {SIB.RES.2) drheaevt edn 0 t got a mi
(S.2.RES.1).Joannne, the HIQA inspector, when talking about a recent
inspection (not any of the study sites) described how the complaints process

was a priority 6r them and something they checked verbally with residents.

A: Can you remember what you talked to them about?

J.  Yeah, well, | would have talked to them about activities and the
lack of activities. | would have asked them about that em, the
health care here was issues around that. | would have asked
themi the resident$ if they felt they were being looked after in
terms of their health specifically,
actions around that what they would do if they had a complaint
who t peakt@@d s

6.6 Complaints as a mechanism of involvement

The right of redress is as stated human rights and is provided for@Gathe
and Welfare Regulation2009). The regulations require the provider to

maintain

A record of all complaints made by resids or representatives or
relativesof residents or by persons working at the designated centre
about the operation of the designated centre, and the action taken by
the registered provider in respect of any such complé@&W Regs
2009, p. 22)

Provides are directed to provide visible information of these texts in their
facilities as a demonstration of equity and right to complain as was publicly
displayed in all of the facilities:

The hospital fully participates in the HSE Your Service, Your Say
commats and complaints system. Service users and their families are
advised that complaints may be made openly or anonymously and that
complaints will be dealt with thoroughly and sensitively as per the
HSE Complaints Procedure.

There are guidelines displayethroughout the hospital on the
procedure involved in making a complaint, comments or compliments.
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A box is provided in the Front Hall Entrander completed forms.
(S.1.POL)

Part 12 (39) of the care and welfare regulations relatin@dmplaints
Procedurs has twelve subsections outlining the formal process required in
respect of complaints with clear directives in respect of textual policies
required, processes, appeals, and recording of complaints. The process
connect s t o t he HS E 6 sgregatdsv data afom uni
complaints, although not specifically for residential care, in order to inform
the cycle of knowledge as is considered good governance practice. The
complaints process connects to the wider growing network of patient
advocacy systems anegulatory processes for rebalancing the power of
professionals over patients and as material evidence of organisational goals
of continuous quality improvemeng&iamework forPublic Service User
Participation 201).

As such, complaints (as a mechanidndetermining the rights of residents)
arehighly visible in the regulatory process. However, given that residents or
relatives do not consider that their experiences warrant a complaint as a
feedback mechanism, it is unlikely to drive changes or to déstb

existing organisational dynamics.

6.7 Hopes for the future

As part of the interview process | asked each resident what their hopes for
the future were. Here | am not seeking threads to connect to organisational
processes but rather staying faithfulithe 1E goal of returning to the lives of
those whose standpoint is adopted following a mapping of the social

relations of an institutional system (Campbell and Grezf@04).

A: Do you have hopes? Things you would like to do?

M: [pauses]i d o n &l havet nanyrh&pes.wish my family had
more timgeyes fill with tears](S.2.RES.2)
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Finbards response was as foll ows:

A: What are your hopes now?

F: That the man above would take me away
here now. I 6dm ready 6tdo cgonmi tt 8si abde

anything like that. They are wonderful hef8.2.RES.2)

Waiting for death was expressed by two other residents when asked about
their hopes or interests for the future.

A: Ok. Alright. What kinds of things are you interested irow?

B: Interested in?

Ao ls there anything that you want to do
B 16m a big age and | want to be |l et di:
A: You want to be let digyeah?
B: Yeah.
A: What age are you?
B 16m 85. That 04S.2aREB.4)g age isnodt it?
Ursula talks bout the loss of her loved ones and wanting to join them:
A: Ok, what kinds of things are important to you now?
U. 1 61 I be honest with you, not a | ot.
A: What kinds of things, is there anything you would like to do or
still like to do or?
U: Whatl 06 de tddo riow is lie down and die, tell you the truth.
Ok, right, and is that because youobre
U: Ah, I dondét know. I f me husband is go
my father and mother are gone and me
Whatkinds of hings make you happy?
u: | dondét have anythin@3.RBESDH] makes me h.
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| recorded my feelings in a reflective diary following these conversations

Little hope or expectation of the future. | understand that being ready
for death and accejtg it is not a negative thing but if longing for
death relates to the place that residents find themselyéstims good
care?(Reflection 21.08.12)

In contrast, Ellen talks animatedly about her life and the things she is

involved in:

What kindsof things are important to you now?

E: Well, the fact that we have the church again. We have mass every
Saturday or Sunday. We have a priest,
can discuss anything with him. An elderly retired man, he knows
a lot of my relations.

So religion is important to you?
E: Yes. And my dog¢S.1. RES.2)

For Mo, retaining her independence was important to her:

A: What kinds of things are important to you now?

M: Being able to do as much as | can for
try to do as much as | can, you know, not to become really
dependent on people all together, the

but any little thing | can do | like to do it for myself, that is
important tome.(S.3.RES.4)

Tony offered the following as a response:

Are there things you would like to be able to do now?

-

Sure, whatam |l abletodd? donot know.

Like would you like to be able to go out, in the wheelchair? Is
there any where you would like to visit?

T. After Easter, | must get out to me own gland have a look at it,
you know(S.2.RES.3)
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Jim, Tom and Joe state that they are happy enough with what they have and

with what they want to do:

J. Ah, | 6m happy enough, good fine weath
great weather next week, yeah.

A: Is there anything you want to do or things that you would like to
do?

J; Ah no, thdrhedxeodbmsotntoitrhg ng | can do now
sit down and tal k .(S@RE®:1) good at that

T. What 6s i mportant to me in here?

Yeabh, in your life now?

T. Ah sur e, I donodt thinkIl haweyt hi ng cou
everything that I want, I go to bed
home and | get up when | lik&.3.RES.2)

A: What do you want to do?

J. | dondt t.hprobébly & loteof tkings I'd likeotdo. |
dondt know, | donodot .(SHiREX1)t here is to

6.8 Findings on social engagement

All of the residents commented on the fact that they had certain food
choices and had some control over their personal care routines in that they
coud refuse to have a shower or stay on in bed if they wished. However,
almost all said they did very little beyond occasional social events or
scheduled activities which filled only a small amount of the week. Choices
which moved beyond what could be accoouated within existing shift
patterns were seen to be problematic. The organisational practice of the
nursing handover meetings and negotiation between staff determine the

routines and organisation of the day reinforcing a staff directed system.

Managersdescribed the challenges of balancing the needs of residents and
staff and all stated that regulatory power had helped them to overcome
resistance to change. While the mechanisms of resident and relative councils

exist, their influence over organisationalactices appears to be minimal
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and involving residents in decision making about their everyday lives
remains subordinated to organisational routines decided by staff who readily
admit that this is the case.

The complaints process while textually domihanall the facilities and in

the regulations was not used by any of the participants as a means of
expressing their views about their experiences. The majority of the residents
expressed resignation at their circumstances and some expressed a longing
for death. However, hope for the future and a desire to retain independence

was also expressed.

6.8.1 Findings summary

Thi s chapter mapped t he 9 ofc soa@al relatio
organisation; how staff and residents related to one another and how

residents got involved in the everyday life of the facilities. The analysis

began in what residents said actually happened and what | obsarded

then proceeded to an analysis of the work of frontline staff, relatives and

managers and through connecting seheexperiences to procedural and

regulatory texts. The process highlighted some of the organisational barriers

of translating the theory of person centred care into everyday practice.

Residents described their relationship with staff primarily in insemngad

terms based around care routines and health issues and had no expectation
of more personal or reciprocal relationships. Previous shared social
connections with staff were raised by residents. Staff, however, claimed
they needed t o sdnkamone gendridveay forecaré ahe n t

clinical governance reasons.

Managers andtaff described staff deployment systems that connected them
to locations and wards rather than to individual peophere is evidence
that negotiation and choice in relatitmsome elements of activities of daily
living have been incorporated into organisational routines. However, this
has not translated into residents being involved in daily organisation of the

facilities. Residents and relatives willingly cede power fostto the staff.
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Biomedicallydriven handover meetings drive daily organisation and
resident involvement consists of ad hoc resident council meetings whose
sphere of influence relates to food choices and proposing social activities.
While the introduction bregulation has been seen as beneficial and has
acted as an enabler to overcome resistance to change of work practices, staff

have expressed frustration at the additional paperwork it has brought about.

Residents described uneventful days with littledto and most expressed
resignation that this was just the way it was. No one considered that this was
something that warranted a complaiiithe following Chapter discusses
these findings together with those of Chapter 5, drawing on the discourse of

person entred care and Institutional ethnography.
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Chapter 7: Discussion

7.1 Introduction

This chapter provides a discussion of the findings of Chapters 5 and 6 which
concur with other studies which have found that translating the theory of
person centred caretoneveryday practice is a mutlimensional task and
therefore difficult to sustain. Adopting the methodology of Institutional
ethnographyallows for the critical examination of taken for granted
professional and management practices and attempts to shevihlese
work practices create environments of care that prioritise professional ways
of knowing over other local and personal forms of knowing. By adopting
the standpoint of older people rather th
on their lives, theiconcerns and their experiences. Opening up this line of
inquiry gives voice to a group who are generally silent in the policy
discourse and reveals a disjuncture between what is required by the
organisation or ruling relations and the espoused goals rebpecentred

care.

By mapping the work of residents to the work of staff the study provides
insight into the complex set of social relations which organise and
coordinate the work of the social actdrsrevealing how this work is
coordinated in line witlgoals of professional accountability and perceived
organisational efficiency which can actually work against the espoused
goals of person centred care. The analysis revealed a privileging of
professional and biomedical ways of knowing over local and erabodi
ways of knowinglt highlighted textuallymediated organisational processes
of objectification and unequal power relations that subordinated
opportunities for relationshipuilding between residents and staff and
excluded residents and relatives from cidonmaking about, and
participation in, the running of the dayhe chapter is divided into three
sections; care planning as discussed in Chapter 5, and relationships and

social engagement as discussed in Chapter 6.
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7.2 Discussion onA Key to Mein the context of care planning

The analysis in Chapter 5 connected the process of care planning to the

theory of person centred care. However, by adopting an alternative way of

looking, using an IE lens, the textual work of care planning is considered as

a mebanism of theu |l i ng rel ations that coordinate
with organisational goals. Institutional ethnography assumes that texts have

the power to shape and coordinate people activities, obligating people to act

in particular ways (Jackspnl995; Kinsman 1995; Campbell 1995;

Campbell and Gregp2004; Turner2001; Walby2013).

Using theA Key to Metext as an entry point, the analysis showed that a

textual representation of Mary as a patient with fragile skin, who is

incontinent and atisk of falling i was createdThis representation also

gave an impression of a busy, engaged woman which bore little

resemblance to how she described her life. Both she and her son described a

woman who had few social connections, little to do and no &ypides to

contribute, despite some clues that she had skills that could be used in the

facility. The analysis revealed how theKey to Medocument, which was

intended to promote the maintenance of personhood, got taken up by the

nurse and reinserted mta lIst of problems connectedo what the

organisation can provide in this case, biomedical care, activities of daily

living, group-based recreational activities and the creation of a regulatory

compliant documenfThrough the process of care plannimglan line with

t he intention of i dentifying O6éneedd, t h
problems and offer a realistic set of actions to remedy these problems. The

processpr ovi ded a disaggregated presentatio
which got translatednio a plan based on facts as established through the

assessment process and as determined by her location in a healthcare

facility. It represented problems to be solved and tasks to be done rather

than personal goals to be fulfilleds such, the work of are planning

represented the actions of the nurse not the resident and thereforet did
represaevant® haesr ndi g ht be defined within a

promoted within the professional literature (McCorma@@01; Agich
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2003; Rodgerset al, 2013 . From this textual repres
capacity to read, knit, do arts/crafts, chat, and go to Mass were reconstructed

into reportable categories aligned to therapy or social activities that

happened when staff had time, which, by their own admissians n 6t very

often. Her voice was removed and replaced by that of the nurse and it is this

wor k that was present e dheacoporatiempfor t ed on,
sucwant®h such as her desire to have a goa
perhaps éhvMeokomaételsed were not visible

were subordinated to what the organisation is willing and mandated to

provide.

This textual representation of Mary meets the professional and regulatory

standards as required from a competent nurs&imgprin gerontological

care. Highly visible in both the everyday work of staff and professional and

regulatory texts, it represents a dominance of professional ways of knowing

and the professional practice of primarily prioritising the identification and

addr e ssneaibg olffhidés, | argue, perpetuates a
people are considered passive recipients of care rather than individuals with

hopes and aspirations who, as espoused in the literature, are part of an
interdependent community gfeople (Brown Wilson2009; Shuraet al,

2011).

7.3 The textual act of daily reporting

Connected to the work of care planning and as part of the textually

mediated accountability process, a daily record of activitige care flow

sheeti is filled outtwo or three times daily (Appendix 23 this study,

staff described how on a daily basis they filled in these forms, sometimes

guided by what went before, acknowledging that the boxes they ticked did

not always represent the reality of what really hagge This recording

work connected their actions to the routine practices of categorisation and
accountability in a way that made certai
invisible. The facts that are visible in the care flow sheet serve to categorise

individual people as objects to be washed, dressed, provided with food,
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entertained or receive biomedical care which, according to Diamond (1992),

redefines the process of cagiwing from one of subjective social relations

t o act® performed on individuds transforming them into an

@cont ext ua lthatsiseattedaupon €p20B)6 In relation to the

domain of 6soci al activityo, t he staff C
translating what they saw as just everyday life into a textual representatio

that complied with the regulations, rendering normal living into actionable

and reportable goal s. I n Maryds <case, t h
physically located in the same care plan represented the work of different

actors at different times;reating a disaggregation into separate silos or

departments, whvarse s@@mpuraitreg fwomk a@acti vit

Through this textual act of recording, the daily life of Mary, as experienced
through her embodied feelings, relationships, activity armdttivity, was
silenced and converted into a record that provided for textual representation
and accountability. This process also objectified the staff who conformed to
this professional act of inscription and categorisation even when it did not
align with their local way of knowingThe textual work of individualised
care planning, recording and reporting is considered important work from
the perspective of continuity of care and accountability (Web&g@04;
Worden and Challi2008; Moore 2010; Power ad Van Lente2012).

However, Webster (2004) suggests that the adherence to rigid/unbending
frameworks or tools for assessment contributes to the challenge of
translating person centred care into practice. In a similar vein, McCormack
and McCance (2010pote that the structured nature of the assessment
criteria derived from models can direct the dialogue between nurse and
older person rather than facilitating the gathering of information to build a
picture of the persorAccording to Smith (2005) the press of assessment
casts the nurse and recipient into asymmetrical power relations whereby, as
discussed in Chapter 3, the nurse Ipees thednquisitor, examiner and
grade® (McLean and Hoskin1998). By using a predetermined template
she is engaging in veth Smith (2005) describes as BextReader
conversation, directing her attention to
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and away from others in line with the goals of the organisation. Because
these templates are replicable and tlacal the process a&tas a
coordinator of social relations creatingpaofessional form of knowing
which reinforces the ideological goals of the organizatiocreating a
circularity of knowledge that reinforces professional ways of knowing
(Rankin and Campbel2009)

In this study, few residents and relatives recalled having input into the care
planning process and willingly accepted the authority of health professionals
to make decisions on their behalf based on their clinical expertise. None of
the Health Care Assistantgere involved in developing care plans or in
updating them. The narrative notes

discussions about her skin and her digestive problems and Laura

i n M ¢

acknowl edged t haltooskheed, aafst ea whiler s eoownd pi

Gctivitesdh wer e separate, both textlually

argue that the organisational process of care planning privileges professional

knowing over other ways of knowing garnered through steiting, local

and

history and local rituals as thesko n o't fit within the Ori

frames of the care20@) an templ ated (Webst

Agich (2003) suggests that stemlling in residential care is important as a
means of helping older people make sense of their current circumstances
through the ®ries of their past lives and that listening to their stories
bestowsa sense of value and respecteople as individuals. Studies have
shown how care staff, through the use of stories, have changed their
perceptions of residents from objects to beeddpr and kept safe to that of
real people with abilities, resources and futures (Hanesbo and KiJghren
2000; Heliker and Schollefanquish 2007; Heliker and Hoang Thanh
2010) Heliker and Hoang Thanh (2010) suggest that through the respectful
listeningand bearing witness to otheros
positive relationshipsThe analysis draws attention to the intersection of
professional power and knowledge, showing how the work of care planning
draws staff into predetermined coursesf @ction regardless of their

knowl edge and desire to be Operson
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acted as an agent of the ruling relatiocreating a representation of Mary

that aligns with the current ideology of residential care.

7.4 Relationships

In Chapter 6, | described how residents defined their relationships with staff
primarily in instrumental terms based around care routines and health issues
and had no expectation of more personal or reciprocal relationships. Similar
to what was describechiother studies (Brown Wilser2009; Nakrem
2011), residents said that they were getting well looked after from a health
perspective and were grateful for what they gburing interviews,
residents and relative participants claimed to have little knaeled staff

as persons except when they talked about those from their own locality.
When this happened they talked enthusiastically about family or
neighbourly connections and clearly recalled first and second ndmes.
contrast, nursing staff claimedtheye e ded t o O0knowdé the resid
generic way for care and clinical governance reasons and to maintain
interesting working conditions. Yet, at the same time, it was acknowledged
that this way of working could waste time as theyrentated thembees

to a different residentds personal requi |

The analysis in Chapter 6 showed how staff were allocated to wards or units
through a process of rostering, undertaken by managers, that involved
calculating skill mix and numbers based on a process theasures
dependency and decline and matches residents and staff based on needs
associatedvith activities of daily livingi washing, dressing, eating, going

to the toilet, and moving. From an Institutional ethnography perspective,
this rostering work daws managers into a processaifjectification and
categorisation of older pep | e accor di ngrenderinghehe pendenci e
objects to be cared for, primarily based on physical care and physical
labour. According to Rong¢h (2004) staff are also viewed sa
dnterchangeable parts of a process churning out a quota of tasks pér shift

(p. 66) and as such are also objectified. Because the processes of staff
calculation and rostering are tralegal, this system shapes and coordinates
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the lives of staff and okt people across many locations in a form of

externally located social relations.

McGilton and Boscart (2007) suggest that the nature of relationships
between residents and staff may vary depending on individual situations.
Potential relationship types dlude therapeutic, personal, professional,
friendly, and surrogate relationships. For example, in some cases a
therapeutic relationship may be necessary if a resident is troubled or
depressed, while in other instances where a resident has no other meaningf
relationships or connections, what they may require is a more personal
friendship. In this context, they suggest that staff need to be more aware of
what is meaningful to residents. As a means of enhancing relationships
between staff and residents, th@ppose that managers need to be aware of
whichr esi dents and staff &éclickdé and
They also propose that residents who can should have at least some say in

staff assignments.

Consistent assignments have been found te hayositive impact on person
centred relationships from the perspective of both residents and staff (Yeats
and Cready 2007; Castle 2013). In the United States, the Quality in

Nursing Homes Campaigiwww.nhqualitycampagn.org/fil@sadvocate for

an 85% consisterdssignment rate suggesting that it is a key cornerstone for
culture changeDefined as the same staff caring for the same residents every
time they are on duty, this has been connected to thaqgtion of person
centred care both in the context of improving relationships between
residents and staff (Brown Wilspr2009), improved staff satisfaction
(Bowers 2000; Yeats and Cread2007) and to reduced turnover of staff
and absenteeism (Caséed., 2013).

In contrast to the concept of relationshigsed care as is espoused in the
professional literaturd,contend that the organisational process of rasgeri

as it occurred in this studgenied the subjectivity of both residents and

staff, silening the possibility of relationships based on shared interests,

values or past associations. As such, this practice perpetuatesvayne

262


http://www.nhqualitycampagn.org/files

Chapter 7: Discussion

system of cargiving as opposed to the concept of reciprocal relationships
that could benefit both residents and fstaf reinforcing the status of
residents as passive recipients of cdreargue that this represents a
domination of organisational knowledge over other ways of knowing which,
according to the person centred care literature, could deliver much more
(Thomas 2004; Ronch2004; Smith 2005; Brannoret al,, 2010; Rockwell,
2012).

7.5 Social engagement through shared decisiemaking

In the abovestudy, residents were seen to experience choice in relation to
some elements of the activities of daily livisgch & food choices, what

time they got up at and if they wished to engage in social activities.
However, these choices were determined by staff within existing
institutional frames of working. Choices which impacted on rosters or
working arrangements were setenbe problematic. Residents appeared to
have low expectations of choice beyond what was available and expressed
little interest or knowledge about the potential to have more choice or to be

involved in decisiormaking.

Perceived lack of interest in makj decisions has been cited as one reason
why older people do not engage and a number of authors draw attention to
the fact that some may welcome a release from anxiety provoking decisions
and may be happy to cede autonomy for organisational routines waithi
climate of benefi ceng @004( KatHseam &ndn  and
Andersson1997). Some authors contend that not everyone will want to be
actively involved in every aspect of decisioraking but may wish to have
their views represented by somebodyee(Katz et al, 2011; Welford
2012). Welford (2012) suggests thaiven he heterogeneity of older
people, the level of decisiemaking they wish to engage in may be different
for each individualMcCormack and McCance (2010) explain that, in order

to beinvolved in decisiormaking, a person must have access to information
and options to choose from and, if informatgiming is to be meaningful, it
needs to be at a pace that individuals can keep up Witvood (1997)
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coined the phr ansey thi®idea of xae workggsOmoving ¢ o
too fast for the person who had dementia, therefore running the risk of
excluding them from decisiemaking. Perceptions of residents as patients,
dependent and in need of protection have been connected to a lack of
participation in decisiormaking leading to low expectations, a loss of-self
esteem, passivity, depression and helplessness (Barkay and, 2abak

Agich, 2003; Thomas2004; Tutton 2005; Doble and Santha008; Boyle
2008; OO6Dwyeyr2018&nd Ti monen

It has been revealed hatwe routines and work of the day were established

at the daily handover meetings andow care routines revolved
predominantly around drug rounds, doct ol
routines and mealtimes. This concurs with theerditure that suggests

biomedicine and activities of daily living tasks dominate the routines of both

staff and residents (Barkay and Tap&K02; Tutton 2005). While the

process of rostering, as described above, connected staff to locations and

wards raer than to individual people, staff participants also described

informal decisioamaking processes between themselves at the start of shifts

either at the handover meetinthe in the ¢
accounts of professional camaradedepperation and flexibility, and my

own obsevations of this, connect to th& o nt e x t issud of stadfr e 6

relationships which McCormack and McCance (2010) suggest are an

important prerequisite for person centred care. However, from my

observations, lalso noted that these decisions were made in physical

locations that belong to the staff and are clearly demarcated as such through

their design and artefacts such as signage, high counters, locked filing

cabinets and designated officéscom what | couldsee, there was no

obligation to enter into similar informal decisiomaking processes with

residents, despite the rhetoric that thi:

Decisions about the running of the day were made primarily at the handover
meeting which happened at eigh o6cl ock in the morning
od6clock in the evening, when residents w

such as activity coordinators or allied health professionals were not present.
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As such, | argue that this rendered collaboration in the ngnof the day

(as epoused in the HIQA standardah idealised concept.alsoargue that
these taken for granted decisioraking practices represent what Kitwood
(1997) describes as O6outpacingd as
relatives could readtically participate. The privileging of the clinical
governance goals of continuity of care over other forms of shared decision
making privilege professional ways of knowing over other forms of
knowing in a way that | contend is exclusionafyhile formal mechanisms

of shared decisiemaking in the form of residerdsouncils do exist, they
appeared to have little meaning to the residents or relatives in this study and
local managers stated that they were hard to sudiaia. decisiormaking
mechanism, thy appear to have little influence beyond extending food

choices and proposing social activities.

Consultation through user groups is a key patrticipatory concept connected
to citizenship and democracy and has been incorporated into management
and regulatoy systems (Baur and Abm&011; Health and Social Care
Regulatory Forum2009). Yet in the context of residential care for older
people, studies suggest that the effect of such forums is limited due to
institutional constraints, the competing agenda off stad residents and
bureaucratic management systems (Mey#891; Hunter & Tyne2001;
Braithwaite2 0 0 7; OO Dwy e y2018)msisuch,il contene that as

a democratic mechanism for rebalancing power relatioashigtween
residents, relatives andta#f, it is an idealised concept with limited

applicability in the everyday lives of residents.

Equally, the democratic principle of redress through the visibly dominant
complaint process, while providing an important protection against abuse or
poor carestandards, is unlikely to rebalance power or uncover meaningful
information in relation to person centred care or its implementation. In this
study, residents and relatives expressed low expectations about what the

facility could deliver, in contrast to lmat the literature says is possible.

Because resident s cdoonisnigd etr eeedidunt dffbee ssttéa f f
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t hei rsatisfacteon durveys were also unlikely to be instruments for

change.

7.5.1 Socialengagement through meaningful activity

The comept of social engagement connects the ideas of meaningful activity
and participation together, as it is through the involvement in meaningful
activity and occupation that people come together and get involved with

other people (Townsemand Wilcocks, 2004

We have seen howesidents reported a lack of involvement in life
situations describing uneventful lives where one day was very similar to the
next. The staff helped residents to wash and get dressed and took them to
the day room where they mostly satsilence or watched TV. Those that
were able went to activities when they were on but reported that this
represented only a small element of their daily lives. Despite being a regular
visitor to a residential care facility, the observation sessionsienday
rooms were particularly revealing as | struggled to find things to write down
for two hours at a time while very little was happening. While residents
conversed with and appeared to enjoy friendly banter with staff, there was
little interaction wherstaff left the roomDespite managers and staff saying
that social activity was important, it did not get prioritised over other
routines, which is consistent with what the literature has repeatedly $hown
that levels of social interaction and socidlity in residential care settings

are low (Nolanet al, 1995; Mattiasson and Anderssd®97; Ice 2002;
Testeret al, 2003; Warcet al., 2008).

It has been reported above hailof the staff acknowledged the dominance
of O6physi cal dementsofeareoandenurses in maiticular stated
that they rarely had time to engage in anything other than this type of work.
The sharp contrast between the lives of residents and the figtaffowas
highlighted. Residents expressed feelings of boredmmd passivity while
staff expressed feelings of being rushed and overworked, reflecting

occupational imbalances for both groups. Occupational balance is a concept
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usually identified with the 6alll wor k ar
between productiwt and leisure is out of kilter. There is a vast literature on

the psychological aspects of occupational imbalance and associated patterns

of ill-health such as bwwout or other stresselated illnesseslThe corollary

is where the need to be productive torengage in selfare activity is

curtailed through disability or frailty and the associated loss of occupations

of choice can lead to emotional distress, depression, and loss-infeseify

and selefficacy (Polatajkeet al, 2007; Louet al, 2013).

Several authors have pointed to the social justice elements of meaningful
activity, suggesting that the right to be occupational equates to participative
inclusiveness, and its corollary constitutes occupational deprivation and
social exclusion (Townsermhd Wilcocks 2004; Thibeault2007; Stadynk
2010). While residents were encouraged to engage inceeff activities
(such as washing, dressing and eating) when they could, opportunities for
involving residents in a contributory role were not observedpiie the fact

that the majority were women with a lifelong experience of homemaking
and caring for others. While some were too physically ftiai§ was not the

case for all.

All of these facilities provided activity coordinators and had, in their own

view, worked hard to create interesting schedules of activity. The official

accounts of daily life suggest that they are filled with interesting activity but

the reality was very different. By connecting the work of residents to the

work of others, | couldsee that textually visible standards and regulations

relating to meaningful activity were not happening the way they were
intended to happed. contend that the provision of
construction as primarily reeational (as identified irhe study), serves to

distance resident r om partici pating in the o&6runn
di stancing sits within a model of care

(Cooney 2008) while in realityt follows a model more akin to a hospital.

Taken togethemwith the physical distancing that takes place when staff

retreat into o6staff onlydé | ocations (sucl
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pantries) and the apparent incapacity of many residents tongigfe
occupation(Morgan Brown 2012), an orgarsational modeemergeghat

prioritises clinical activity and organisational efficiency over person centred

careThe above section provided a discussi
relations as outlined in Chapters 5 and 6 highlighting issues of
objectification and the privileging of professional and organisational ways

of knowing . The following section provides a further discussion of these

findings and associated organisational barriers in the context of power

relations and the potential of the theorypefson centred care to change the

social relations of residential care.

7.6 The social relations of power

Smith (2005) contends that people are often situated in social relations that
are unseen and hidden. In this way, one of the functions of an tiest#l
ethnography is to make visible the social relations so that people can
become aware and change the prevailing social relations (Campbell and
Gregor 2004). This section explores the issues of power that emerged in
this study, not in the form of cadve power or overt demonstrations of
dominance but rather through taken for granted decisiaking practices

and textuallymediated organisational systems.

The literature contains many references to the power of professionals and
the disciplinary and sgegating power of residential care (Glouberman
1990; Hugman1991; McLean2001; Ronch2004; Means2007).Unequal
power relations and ongay dependent relationships have been connected
to a lack of autonomy leading to powerlessness or helplessnesgitgas

and withdrawal (Kayser Jone&990; Diamongd 1992; Townsend1992;
Duncan and Heubng2000; Thomas2004; Shura2011).Foucault,in the

Birth of the Clinic(1963) andMadnessand Civilisation(1965) describes

the power of the ablbodied over tB sick through processes of
surveillance, the clinical gaze and disciplinary power. He theorises about
how biopower has becomes a means of controlling populations, regulating
their lives and translating human beings into bodies to be examined, charted
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andmanaged in line with government and professional principles (Foucault
1963; McNay 1994).1 nAsytum§ Goffman (1961) introduces the concept
of o6tot al I 09 tnimenadeall elenseids oivhes lives in one
place under the surveillance sft aSeveral.other authors have pointed to
the dominance of prevailing model s
(Ronch 2004) or the declinism perspective of the medical model (Koch and
Webh 1996; Thomas2004) as models that have impacted on pbever
relations between older people and professionals, casting staff in the role of
measuring decline and containing infection while residents are expected to

conform to these organisational goals (Rqr2f}04).

In IE, different forms of knowing are expated drawing attention to
scientific knowledge and professional discourse and local ways of knowing
informed by embodied feelings, local cultures, rituals and storytelling
(Smith, 2005). Using an IE lens, | considered the intersection between
professionaknowledge and other forms of knowingechnical expertise is

an essential component of gerontology and technical competence considered
an important prerequisite of person centred care (McCormack and
McCance 2010).According to Thomas (2004) the capadiythink beyond
processes of activities of daily living and the geriatric giants of falls,
incontinence and dementia is only possible due to the positive advances in
healthcare in recent years. But in the current organisational construction of
residentialcare as primarily biomedical and based on instrumental elements
of care, the assumption that for all residents this is the most important
aspects of their lives belies their heterogeneity and different life situations.
For some, biomedical care will bettee forefront of their lives or may be so

at different times depending on the trajectory of chronic or episodic illness,
but at other times or for other individuatisnay fade into the background as
other goals such as a desire to contribute or be nuamelly connected

become more important

The privileging of professional and organisational knowledge as described
above highlights a complex set of power relations that exist between the

ablebodied and those that have agéated conditions that requimgoing
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support. Nelson (2000) contends that a key problem in residential care is
that frail older people lack power as they have no resources with which to
bargain. He suggests that in order counteract powerlessnesae must
have options, either int@s of physical or mental capacity, coercive power
or strategic resources. Hdsosuggests that inability to reciprocate through
either inducements or harm is a major contributothtopowerlessness of
residents and an obstacle to the development ohaté relationships. One
mechanism designed to counteract this inequality of power is advocacy,

which he explains involves the engagement of a third person as an

6alternative exchange partnerd creat.i

the patientaegiver dyad and neutralises power asymmetries.

There is limited access to formal advocacy in Irish residential care settings.
While independent advocacy is mentioned in the HIQA standards, it is not
mandated in the textually superior Care and WelfareuRégns and
therefore providers are not obliged to make formal provision for it.
Independent advocacy as a formal (volunteer) system of support is only
beginning to emerge in Ireland, supported primarily through philanthropic
funding.

Another mechanismrpposed to rebalance power is the creation of exit
schemes which offer a choice to the user to go elsewhere. However, Nelson
(2000) notes that taking a 6money
successful providers while punishing the poor providan create a vicious
cycle in that the poor provider now has less money. If the successful
provider can cherrpick, i.e. provide services to those who are easier and
cheaper to care for, the gap widens with a resulting diminution in equity and
decline inquality in the poor performing servicBome authors suggest that

it is simply not possible for very frail older people to compete against other
stakeholder groupwhethert hos e st akehol aderrpsoplear e
(Vincent, 2003) or staff who belong tot h e power f ul
adul t ho o d20604)T Al minlzese authors propose that older people
and the people who come to work with them primarily for altruistic reasons

should form a coalition of reciprocity and interdependency, (Ag€03;
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Thomas 2004; Nolan 2006; McCormack and McCanc010; Dupuis
2012). Such a process assumes that the altruism of professionals will lead
them to act in a way that puts the person first but this may depend on the
degree of selfacrifice involved (LeGran@003). Intheorising about public
sector workers in the United Kingdom, LeGrand (2003) contends that many
public sectors such as health professionals consider themselves to be first
and foremost altruistic. However, if they feel they are not trusted by
regulators o managers or their professionalism called into question, they
can become dmotivated. He suggests that if they feel their professional
goals are in conflict with those of the organisation this can move them in the
direction of seHinterest, or staff ragsentative groups, to voice their

interests.

Resistance to change has been identified as one reason wioyitas&d

care is so pervasive (Murphgt al, 2006; McCormacket al, 2010;

O 6 Dw,)2el1r). Some authors suggest that the reason for thististdif

have been trained in an acute care model within which staff traditionally
have higher levels of control over decisimaking (Robinson and Rosher
2006; Weiner 2 01 0 ; Q @@ ).y ldowever, others contend that
increased autonomy of staff can rieso improved outcomes for residents
(Ronch 2004; Nolanet al, 2006; Yeattsand Cready2007; McCormack

and McCancg2010). In this study, managers described experiences of
resistance from frontline staff and stated that the regulatory process had
helped them overcome resistance to change. They also expressed their
frustration at having to negotiate with unions and the centralised systems of
the HSE which controlled their capacity to be flexible around shift patterns
or skill mix in line with local know¢dge. However, this regulatory power
and the associated public exposure via media rep@tsalso reported as
having a demotivating effect on staffMost of the staff in the above
explorationcomplained about the additional workload that had been thrust
upon them by the regulatory process reporting that it took them away fro

spending time with residents.
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7.7 Summary of findings

This thesis hagxplored the territory between the theory of person centred
care and the organisational policies and practioés3 Irish Public
Residential Care Settings from the standpoint of residents. Despite
introducing texts to promote the principles and practice of person centred
care and increasing staff awareness of these principles through the practice
development proggimme, organisational practices continued to shape what
actually happenedyased on taken for granted ways of knowing about frail
older people constructed within a primarily biomedical frainkeave also
describedhow residents and staff were caught up acial relations that
coordinate what they do in line with existing institutional frames of care
planning, professional accountability, human resource deployment and
decisionmaking despite espousal of person centred principles that promote

a different wayof working and the presence of committed leaders and staff.

By using the methodology of Institutional ethnography, | demonstrated how
organisational processes of objectification and the prioritisatiareetias
determined by the organisation, subordemhtopportunities forccomfort,
attachment, inclusion, occupation and iderdifi¢itwood, 1997 pp.81-85).

This had the effect ofilencing real people, removing their embodied
feelings and subordinating their ways of knowing to professional ways of
knowing The purpose of Institutional ethnography is to make visible hidden
social relations in order to help change the situation of participants
(Campbell and Gregp2004; Smith 2005). In this context, in the following
and final chapter, | outline the implitans for policy and practicegrovide

a reflection on the methodological challenges and destirdobmitations of

the study | also outlinecontributions to knowledge and proposals for future

researchConcluding remarks are provided.

272



Chapter 8: Implications for Policy and Practice

Chapter 8. Implic ations for Policy and Ractice

This thesis has beajuided by the professional discourse of person centred
care and the ontology and methodology of Institutional ethnogragid/

has uncoveredgints of tension or disjunctugetween what is espoused in
palicy and professional documents and what happens in regjitgdopting

the lens of Institutional ethnography, the analysis went beyond this to reveal
textuallymediated social relations of objectification and unequal power that
located frail older peopleas passive recipients of care, despite the best
intentions of committed champions and leaders. In this way what became
evident was that, although the practice development programme raised
awareness, created more flexibility and choice where it has petyibeen
unavailable and created regulat@gmpliant textual processes, it was not
supported by the type of organisational change requiredalseeits full
potential. In this section, | outline policy and practice implications of

translating person céed care into orgarmasgional structures and actions.

8.1 Translating person centred care into organisational

structures and actions

The privileging of professional ways of knowing has been highlighted in

this study. The analysis in Chapter 5 found theet 6 car e pl ané whi c
theory belongs to the resident in reality belongs to the organisation and is

required as evidence of regulatory compliance and professional
accountability.

The adoption of a o6life plané &s promote
in reorienting staff towards thevants and goals of individual residents

ratherthant he goal s of the organization. p
become the key document that supports what happens to a resident,

supported by other accompanying assesssnamaction plans as determined

by their individual circumstances. In this wdyam proposing that thife

plan becomes the superior text which then determines what actually
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happens. In this context, Managers, as part of the ruling relations need to

consider how these life plans can be used to reshape and reprioritise what

actually happens in line with individualantsand goas. As we have seen,

Oboss textsd shape other texts such as p
organising what gets attendem Therefore if the implementation of person

centred care is to be supported, the concept of life plans need to be
incorporated into the care and welfare regulatiesmd standards in a similar

way to whatis mandated in the standards for adulith disabilities (HIQA,

2013).

I havedemonstrated how the daily accountability practice of filling in the

care flow sheet made certain elements of residential care visible while

others became invisiblesinforcing the textually mediated dominance of

some activies over others. If person centred care is to be sustained it needs

to be made visible within daily accountability practices. Evidence of

maintaining identity, attention to relationship building, and involvement in

the everyday life of the facility througtollaborative decision making and

normal activity need to be made part of the everyday accounting practices of

staff. This wil!/ require a shift from ot
accountability systems that demonstrate a clear connection betiveen t

wantsandpersonal goals of individuals.

The developmentof & | i f eequrésa spécific set of skills that include
facilitation, listening and finding alternative ways of eliciting information
through storytelling, and involving relatives and waacates. It requires
looking beyond expressions of passivity and resignation to seek out a
personods val ue wut trgingdo nvalkenthese, fivhatitheh o
organisation already provides. As existing assessment forms and universal
rating scales requirdraditional practices ofinquiring, examining and
grading, (McClean and Hoskins1998) additional skills need to be
incorporated into training and educational programmes. In this study the
process of assessment and care planning was carried out almbsbgole
nurses, yet these nurses reported that the paperwork was onerous and

interfered with their capacity to engage meaningfully with residents.

274



Chapter 8: Implications for Policy and Practice

Therefore | propose that a programme of skills development should include
health care assistants so that thay tormally become active participants in

life planning development and monitoring.

The practices of rostering should be reconstructed to reflect the different

nature of relationships in residential care and the aspirations of the person

centred care ligature. Incorporating knowledge about what residents,
relatives and staff o6clické and using a
community connections and shared interests and values to augment formal

knowledge systems, could enhance the experience ofsall means of

d ostering ther afveGotmaaket al.ed0E4 p.d3),s hi ps o

reciprocity and normalisation.

Adopting such practices could contribute to both a better quality of
experienceand greater efficienciesStaff have acknowledged that the
existing system of rotating between residents wastes time and several of
them expressed frustration at not being able to align their new knowledge
about person centred care with existing institutional routines. Stress and
burnout is cited as a common pilen in residential care and recent studies
have considered turnover and absenteeism both in terms of emotional and
financial costs (Bower2000; SlateP, 2006; Castle2013).

In contrast to the experience of several other countries, the rate of turnover
in Irish public residential care units is low and McCormatkal. (2010)
found t hat ¢ i atommon indicator bf occupatienal etr@ss
was also low. However, thievel of absenteeism in Irish residential care
settings appears to be relathy high as identified in a snapshot of one local
health area (Appendix 28No composite absenteeism report of residential
care is available nationally with the associated replacement costs.
Emerging evidence has pointed to a correlation between pesstred care

and staff satisfaction (Castl€013; Edvardssoret al, 2013).Cast | e 6 s
(2013) study in the United States found that continuougrasent has a
positive effect onabsenteeism. While there are considerable cultural

differences between theeland andthe United States, a review dtifie
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evidence and the associated models of person centred rostering including
self-directed or delegated rosters (Yeatts and Cre@@97) should be
facilitated by the HSE Office of Nursing and Midwifery Development.
Models that have potential in an Irish context should be piloted and
implemented as service improvement initiativéie regulatory process
currently makes no reference to relationships in the context of rostering
practices. h order to drive and reinfoeca change in practice, evidence of
person centredrostering should be incorporated into the regulatory

assessment process.

I have shown how the formhbndwer system drove daily decisianaking.
Continuity of care and collaborative teamwork underpirhstanstructions

but as identified the process can be exclusionary both physically and
professionally. If the goals of PCC are to be realised, different forms of
daily decisioamaking need to be incorporated with these professional ways
of knowing. Continuas and small team working are common practices in
other countries and could promote a more timely and collaborative decision
making process that involves all stakeholders in directing the pace and flow
of the day.This should be piloted in a range of fawds supported by

approprate facilitation and training.

Pillinger (2012) noted that many providers of residertzae had developed
residentsdé or relativesd councils as
degrees of success. The care and welfarelatgns direct the provider to

provide opportunities for participation go far as is practicabléeaving the

way open for providers to develop alternative means of participation to

for mal resident so council s. As such,
mechan sms t o include residents in the
explored. Such mechanisms have been employed in other models of
residential care and are described in the literature and on organisational
websites (Norton and Shield&06; Fox 2007; http:Mvww.actionpact.orj

Awareness raising of such models and training in person centred facilitation
and communication skills as described above could promote the

development of such processemwever again adoptinghe principle that
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0 b 0 s s shape whatshd@ppens, the requirement for participation should be
strengthenedby adopting a similar directive language as relates to the

compl aints pr ociesfaeas pracicabeePposed t o 0

The dominance of rigidoutines centred on shift systems and mealtimes has

been identifiedas creating artificial deadlines in théythms of the day. |

havear gued that the artificial s@parati on
contributed to these rigid routinesxcluding reidents from contributing or

being involved in the everyday life of the facility in a meaningful way.

To propose prescriptive structures to address these issues suggests replacing

one Omodel 6 of working with another, y e
knowledge of participants in creating their own community. Rather a

facilitated collaborative problersolving approach, using context specific

means to include all social actors, including those with demerttidd be

developed This would involve establishg common prioritieghat could

refocus the actual routines and deployment strategies and incorporate

meaningful activity into everyday life.

It has been found aboyven common with other studies, that residents and
relatives have low expectations abouta is possible in residential care.

This suggests that thldscourse of PC@as not extended beyond academia
and professional practice into public discourse in a way that would raise
expectations and demand for more person centred pracfieeseness

raising programmes that include residents, family, independent advocates
and relevant external stakeholders should be developed. General awareness
among members of the public and older people considering residential care

as a future option should also be deped through the mainstream media.

By employing the theot&al lens of IE, | have drawattentionto the ruling
relations and theicapacity to shape what actually happens through textually
mediated regulations, standards, policies, prdso@nd guidehes. The

issue of regulatory power has been seen to have been effective in driving

some level of organisational change. However, there have also been
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disadvantages manifested in increased paperwork and accounts of less time
to engage wit her (2@Ll8)isdggests that thaded iD gome
ambiguity between the role and purpose of the HIQA standards and care and
welfare regulations and as such the visionary elements of the standards are
subordinated to the hierarchically superior regulations. In this, cdhe
regulations act as a deterrent and a floor of minimum standards below which
no provider may go. However, the quality improvement elements require a

more intentional focus.

According to the NESC (2012), smart regulation provides a more responsive
means of regulation, drawing providers and advocates into coalitions of self
audit and quality improvement. HIQA has begun to develop this concept
through the development of thematic regulation in relation to End of Life
Care, HEder Abuse and Nutrition and icurrently piloting these across a
range of public and private facilities. | propose that a similar process be
established in relation to person centred care, addressing the key principles
of maintaining identity, autonomy, relationships and creatingtipessocial
environments and should be accompanied by associatkatational
materials and sekludit tools as have been developed in otteamtries to

support the development of person centred care (Degenholtz, 2013).

In summary, the above recommendas point to the need for a change in
the organisational practices of residential care services if person cesnteed c

is to be implemented and sustained translocally. What is proposed is a
change to the existing textually mediated practices of care pigrand
rostering as well as the incorporation of more inclusive decision making
processes and more involvement of residents in everyday life. Attention to
extended social relations is proposed through the inclusion of thematic

inspections of person centredre practices by the regulator.

8.2 Reflections on the methodology

The methodology of institutional ethnographgs been usei explore the
organisational factors that influence the implementation of person centred
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care practices. Staying faithful tbet ontology and methodology while also
attending to the theory and practice of person centred care proved
challenging at times. This was particularly so when establishing the
analytical framework and undertaking data collection and data analysis.

In estaltishing the analytical strategy | had to consider a core assumption of

institutional ethnography that knowledge is socially organised and that

established forms of knowing can silence the embodied experiences of real

people. For this reason Smith suggestat standardised forms of knowing

(such as the use of standardised frameworks) should not be the starting
point, rather the starting point shoul d
the other hand the theory and practice of person centred care shia¢dra

developed over the past number years through these standardised
frameworks has provided a language and discourse aimed at improving
servicesthat supportolder people with healthcare needs. Words such as
interdependency, mutualignd reciprocity that had heretofore been absent

have now entered the discourse sitting alongside the language of
dependencendneed Thi s r esonat e swnwiscussionSmi t hdos (
of early feminism whereby words and phrasgsh aggender inequalityr

sexual harassnm i which expressed the alienation felt by womentreit

time simply didndét exi st.

Therefore my first challenge related to how to connect the Person Centred
Practice Framework which underpinned the 2 year person centred care
project to my research whichuilds on that study. One the one hand |
understood the need to stand outside standardised forms of knowing and
remain located in everyday life, on the other | needed to stay focused on the
implementation of person centred care. | overcame thislomgely
incorporating the elements of PCC framework and the wider theory which
underpins this framework into the development of data collection and data

analysis tools.

The development of the analytical framework was challenging as | sought to

incorporate IE they with that of PCC. While this appeared to be
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deceptively easy as fdoayed in the frameworkn reality the melding of
these two inthe analysis process was chatieng. While identifyingand
recording the concrete social relations of everyday life ssajeting up,
having breakfasposed no significant problemshis on its owndid not
reflect the complexity of the field work sites that was emerging from the
data. Early data analysis yielded 32 potential lines of ingsame of which

reflected abstrdaaather that concrete social relations.

| struggled with these seemingly incompatible standes examplein

relation to the c¢ onsoneething!oolld seppresedtr 6 as t h
in everyday acts. | read many texts that addressed the issuewenf goed

i nequality including the discussion of p:
(2010) Person Centred Nursing Theory and Practared then returned to

Smit hdés (A2 0005c)i otl eoxgtio rétoncile wRat lovpd seeing

and what had been identifién both IE and PCC literatureubaddressed in

different ways.

What | found helpful was retaining an audit log where | wrote down what |

did at each stage of the process. This and returning to the IE texts and work

of other IE researchers helped me @ydtithful to the methodology of IE.

While IE texts steer the researcher away from data reduction and the
development of themes it is difficult to explain in scientific terms how the

final threads are arrived at. The IE texts advise that staying clodeeto

problematic helps the researcher to look in the right direction, helping them

to filter out the many potential lines of inquiry that exist in any research site.

These apparently simple explanations felt at odds with the data analysis

processes | had ad about infor example Miles and Huberman (1994)

which used technical language and graphics to illustrate the analysis process

and | worried that my presentations were
the devel opment of & similar¢éodhe defelopnentf ol | ow f
of themes, at least at the outset as | moved between the theory of PCC and

what was happening in the research sites.
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Overall the combination of these two theoretical stances proved
challenging However | believe tha adoptirg this dual stance provideww
insights into the factors which influence the implementation of person

centred car in residential care settings.

8.3 Limitations of the study

The adoption of a standpoint of one group over another could be seen as a
lessthan comprehensive inquiry approach as might be seen for example in a
conventional ethnography or a participatory action research project. Nor can
the standpoint of one group of residerfts, example those that had the
cognitive and physical strength tanticipate in this studybe seen as being

the same as other older residents some of whom may be separated by a
generation in terms of age or of those with advanced dementia or nearing
death. However, IE is focused on ideology and organisational practices
rather tha individual lived experience.hlerefore the standpoint knowledge

IS merely a tool and a point of entry into the social relations of situations
(Grahame1998; Wright 2009).

The adoption of the standpoint of only one resident in the care pédyses

could be seen as a limitatioBiven that the accounts by Mary and Seamus

as textually demonstrated in the interview transcripts provide for the

account of 6 wh a itcoadbe argued that tHisgpm\pdesnae d 6
l'imited viewdobndédifusthadwbagpeopl eds expe
their accounts rather than being taken ;
foll owd which were also explored in Cha
were merely used as an entry point into these social relatiomsh wh

broadened out beyond this care plan to wider organisational practices

(Smith, 2005).

The account of the work of care planning was given retrospectively by
Linda and Pauline using existing care plan and reporting texts. Although |
signalled my desir&o observe either a care planning meeting (with consent)

following admission or an actual review of a participants care plan, neither
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was planned during my time in each of the facilities. As it was my intention
to disrupt the work of the facility as littles possible, | did not pursue this.

In hindsight | should have made arrangements to return to the field to
observe fully the actual process as opposed to relying solely on this

retrospective account.

This study draws attention to the issue of objectificaof residents through
institutional practices such as rostering or skill mix development. Overall IE
rejects objectification and tries, in so far as is possible, to retain the
subjectivity of participants in its own research endeavours. However, by its
very location within academia it must objectify individuals in order to
advance knowledggeneration. Therefore, while endeavouring to
acknowledge the unique and personal circumstances of each individual
participant, the presentation of data from tranqdsri observations and
findings inevitably employs a degree of objectification in the final
presentation of this #sis. Thus, the critique @istitutional and professional
forms of knowledgestill intersects with these forms of knowing in order to
advance both my own agenda (to obtain a PhD) and the service

improvement agenda that | am committed to.

IE also draws attention to unequal power relations. Located in the ruling
relations as a health professional, a manager and a researcbeld be
describedas having power on several levels. As a researcher, | have
attempted to stay faithful to the materialist stance of mapping social
relations. However, some level of interpretation is inevitable as I, rather
than participants, made decisions to follow sothv¢ hr eads dé and
others. As such the contention that the participants are research partners
with equal power may be somewhat idealistic. However, by adopting an
explicit standpoint of one particular group, staying faithful to the
problematic and adoipig a reflexive approach | have attempted to minimise

this limitation.

Another limitation of this study was the voice of relatives. While all the

relatives invited to participate did so, they appeared to have little knowledge
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of the everyday lives of thefamily members. All could recall the transition

process but appeared to have little engagement on an ongoing basis either in

terms of care planning or through relati

relatives who do part i ayihpva prevideddan t h e
additional perspective on its influence. While this is a limitation in the
study, it also highlighted the limited engagement in a relationship triad

pointing to a need for further research.

Due to the scope of the study, | did not explthe social relations of shared
decisionmaking that takes place in the context of transitions into residential
care, the organisational demands on hospital beds and the existing funding
structures that impact on the decisimaking processes that oldpeople

and their relatives engage in. Although the wmktwork sequence
identified that the work of care planning was connected to the work of
others external to the facility, such as hospital discharge planners and local
placement forums, the study svdounded by the initial research question

and therefore did not explore this.

8.3.1 Contribution to Knowledge

There are no other studies that have investig#ttedintersection of the
theory of person centred care atite organisation of residential care
services for older people using Institutional ethnography as a methodology.
As such this study provides O6éanot her
challenges of implementing and sustaining person centred Tareny
knowledge there are no other IE seslthat have considered residential care
for older people from the standpoint of residents. While two other studies
relating to residential care were located (Diamadt@P2; Benjamin2011)
these studies adopted the standpoint of stédi. have | found ay Irish
studies which have used Institutional ethnography as a methodology to
investigate any health or social care problems. Although this research
related to residential care services for older people, this methodology could
equally be used to addresstissues of person centred care for younger

people with a disability or older people living in community settinys.
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analytical framework was developed which combined the theory of person
centred care with the ontologyf Institutional ethnography (d07). This
framework could be adapted to support the investigation of other theories of
practice in relation to other health or social care prohlems

8.3.2 Contribution to practice

| have describedhow resi dent 6s everyday |l i ves
controlledin line with goals of professional accountability and perceived
organisational efficiency, despitbe espoused goals of person centred care.

By making visible previously unseen or unarticulated coordinating forces,

the study reveals the need for wideonganisation beyond what committed

champions can achieve through practice development strategies. As such,

this research prompts the need for organisational change. In this way the

study may be of benefit to senior managers and regulators who develop and
oversee organisational systems as it provides specific recommendations in

relation to care planning, rostering, handover meetings and deaisikimg

practices.

Important insight has been providednto the everyday worlds of

participants, showing how pasipatory mechanisms currently have little
meaning in residentso6 I|ives. As such |
stories and other findings could provide an impetus for advocates and
committed champions to seek alternative means of participation, rebalan

power relations, and prompt a rethink of how this is evaluated by regulators.

This studyalso demonstrates the use of Institutional ethnography as a
methodology that critically examines existing organisational and
professional practice. By focusing oactual systems rather that the
competencies or motivations of social actors, defensiveness is reduced and

pathways to change are opened up.
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I would also hope that regulators would adopt a proactive stance in
supporting and acknowledging innovation and goess by providers in

advancing this agenda.

8.4 Proposals for future research

There were sever al potenti al 60t hreadsd t
study. The connection of risk management to the principles of person
centred care was one such Hde The interface of residents with their
physical environment was another. Institutional ethnography soféer
methodology to further explore the social relations of both of these in the
context of biomedical constructions designed for clinical safety@sidual

care. The issue of consistent agsments was raiseéds a means of
improving relationships between residents and staff. While positive
evidence is emerging from other wries, the specificontext of Irish
public residential care settings wouldarrant further study as to its
applicability and implementatiolhe InterRai/Minimum Data Set is about

to be introduced into Irish Residential Care Settings. In the light of the
above findings, further work is required to explore how this standardised
system connects with the theory and principles of person centred care, and
how the personhood and life plans of individuals can be equally privileged

in the light ofdominant biomedical priorities.

8.5 Concluding remarks

Person centred care promotes thenmeaiance of identity, the promotion of
autonomy , the presence of nurturing relationships, and the creation of
positive social environments. The existing structures of residential care
promote a primarily residual form of care based on biomedicine, a&sivit

of daily living and grougbased social activities. Factors which influence the

implementation of person centred care, as identified in this study, include:

1. Care planning systems that cast older people into passive recipient of
care roles and privilegerofessional ways of knowing;

2. Human resource deployment systems that objectify both older
people and staff;
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3. Exclusionary decisioimaking systems that privilege professional
ways of knoving over local ways of knowing.

By reorienting existing organisatiahprocesses to align with the principles
of person centred care, the goal of implementing person centred care could
be advanced. However, to do this organisational change is recanced

proposals for this are summarized as:

a. The development of life planshich supersede existing assessment
and care planning processes with associated changes to regulations
and standards

b. The development of accountability processes which make visible the
principles of person centred care

Education and training to support tthevelopment of life plans
d. The development of person centred rostering systems

e. The incorporation of inclusive decision making processes into
everyday life of facilities

f. Provide support to facilities to develop interdependent communities
based on their owoollaborative values and goals

g. Awareness raising programme targeted at residents, relatives,
advocates and other relevant stakeholders and the general public

h. The development of thematic inspections for person centred care.
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Appendices

Appendix 1: The Person Centred Practice Framewd (PCP)

Prerequisites The attributes of the | Technical competence)

nurse interpersonal skills

commitment to caring,
clarity of beliefs and
values

knowing self

The Care environment The context of care Decisiormaking
power, skill mix,
relationships,
organisational culture,
risk and innovation.

Person centred proceg The delivery of care | Mutuality,

through a range of transparency,
activities negotiation,
sympathetic presence,
physical care

Expected outcomes | Results of person Feeling of wdl-being
centred nursing therapeutic
environment

shared decisiomaking

relationships

(McCormack and McCanc&006)
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Appendix 2: The Ten Principles of the Eden Alternative

The three plagues of loneliness, helplessness, and boredom account
for the bulk of suffering among our Elders.

An Eldercentered community commits to creating a human habitat
where life revolves around close and continuing contact with plants,
animals, and children. It is these relationships pravide the young
and old alike with a pathway to a life worth living.

Loving companionship is the antidote to loneliness. Elders deserve
easy access to human and animal companionship.

An Eldercentered community creates opportunity to give as well as
receive care. This is the antidote to helplessness.

An Eldercentered commmity imbues daily life with variety and
spontaneity by creating an environment in which unexpected and
unpredictable interactions and happenings can take place. This is the
antidote to boredom.

Meaningless activity corrodes the human spirit. The oppdst to do
things that we find meaningful is essential to human health.

Medical treatment should be the servant of genuine human caring,
never its master.

An Eldercentered community honors its Elders byetephasizing
top-down bureaucratic authoyit seeking instead to place the
maximum possible decisiemaking authority into the hands of the
Elders or into the hands of those closest to them.

Creating an Eldecentered community is a newvending process.
Human growth must never be separated frmmman life.

Wise leadership is the lifeblood of any struggle against the three
plagues. For it, there can be no substitute.
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Appendix 3: Introductory letter to Director of Nursing

m OE Gaillimh
= NUI Galway

Dear

I am a PHD student undertaking a research project onrpeesured care in
residential care units for older people. | also work as a planning specialist
for older people within the HSE. | am interested in exploring the factors
which influence person centred care and how this relates to policy and
organizationalssues. | would hope that this study would contribute to the
development of policy in this area.

The study will use Institutional ethnography study methodology and will
involve semi structured interviews, observation of the daily life of the
facility and an examination of documentation including care plans, policy
documents and inspection reports.

| plan to include a range of stakeholders including residents, relatives, staff
and senior managers and HIQA inspectors. The inspectors will be from the
same rgional area but will not necessarily have inspected this facility and
will not be informed of its specific location.

I would like to include this facility in the research sample as it has
demonstrated its commitment to person centred care through inervéem
quality improvement initiatives in the last few years.

If you agree to participate | will be asking your assistance in accessing
residents who have the capacity to participate, relatives including those who
have family members who are residentsttda not have independent

capacity to participate, and staff.

| would also require access to residértare plans (following informed
consent) and policy documents that are normally available publicly.

| attach participant information sheets for yooformation and would be
happy to discuss this further with you at your convenience

Yours sincerely
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Appendix 4: Research protocol

Research Title: What are the factors that influence person centred care in

residential carsettings for older people?
Researcher: Ann Campbell, PhD student in Health Sciences NUI Galway.

Introduction

The primary focus of this research is person centred care and its role in
improving the organization and experience of residential care for older
people. Its purpose is to arae the experience of person centred care in

Irish residential care settings and the factors that help or hinder the delivery

this type of care.

In general terms, person centred care is considered a humanistic approach to
care based on the biography,ued and wishes of the individual receiving
care (Kitwood 1997 McCormack 2004 Wilkinson, 2009). It is concerned

with reaffirming the attributes of autonomy and respect, as an antidote to an
increased resuhlsrientated anda@nomicallydriven health andocial care
system (Nolaret al.,2006; McCormack and McCance, 2010).

While there 1is no wuniversally agreed de
Swafford (2003) describe person centred cares an @videnced based

approach to care giving that uses care reeis unique personal

preferences and needs to guide providers as they customize health

c a r(ei2).

Personcentrethess as an approach to care has been espoused at policy and
practice levels within the healthcare arena for the past number of years, yet
the literature would indicate that its implementation and sustainability is
challenging (Epp2005 McCormack 2004Dewing 2004 Hill, 2004 Mc

Lean 2007 Crandallet al.,2007).
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Various authors have tried to unravel these challenges and a number of

endlers and barriers have been proposed. Enablers identified to

successfully implement person centred care have been identified as: an

openness to change, the process being seen as an integral part of the facility

|l i fe as opposed t ontaboe supporting thedgpproagh,e ct 6; do
and a committed management system (Cranelakl., 2007). Hindering

factors include a lack of understanding of person centred principles, (person

centredness not being a core value), the concept being seen as additional

work and being set aside in times of stress such as budgetary difficulties
(Crandall 2007 Taleric o, OO0 Bri en and Swafford, 2003)

Some authors also point to a need for a wider historical, cultural and
political analysis in order to understand the unseehwarticulated issues
which prevent us from acknowledging and valuing the unique personhood
of those who are physically or cognitively dependent drerst (Mc Lean,
2007; Hill, 2004).

Within the Irish context, person centred care as a concept is embiadded
policy documentsAn Bord Altranais 2009; HIQA 2009 and has been the
subject of a practice development programme in public residential care
settings in the recent past (McCormaatlal.,2010). Other recent studies in
Irish residential care settingaiggest that staff are aware of what person
centred care is, at least in a general sense (Mug@fd84; Murphyet al.,
2006) and are frustrated with their inability to operationalise it in their
practice. Perusal of inspection reports by the Health Irdtéon and Quality
Authority would support the view that, in particular, residents with very
high care needs or Odependenciesd have |
daily activity of some residential care unitgNw.higaie).

Justification for this research project

An emancipatory action research programme to develop person centred care
through practice development has been undertaken in Irish residential care
settings with varying results across sites (McCormeickl., 2010). Initial
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findingspoint to anomalies and contespecific issues which require a more
in-depth analysis in order to support better understanding of the factors

which support or hinder the provision of person centred care.

Other recent research stesl in Ireland reveal an adherence to traditional
taskorientated work practices and lack of choice and control for residents
with high care needs (Murph2004; Murphyet al.,2006).

The limitations of these studies are that they do not seek to undwrer t
interrelationships between policy, practice and organizational culture and
their role in influencing the provision of person centred care. In addition, by
undertaking an analysis of the social construction of residential care in
Ireland, this study seskio provide a wider understanding of the historical,
social, political, and cultural context and how it relates to the provision of
person centred care. No Irish study has undertaken such an analysis to date.

Research objectives of this study are:

e To expore the everyday living routines of older people in residential
care and the social relations that influence those routines.

e To explicate the texts that coordinate the activities of care planning
and reporting mechanisms.

e To explore the disjuncture betes the theories of person centred
care and the organisational policies and practices of Irish Public
Residential Care Settings.

Study Design

The methodology of Institutional ethnography case study is proposed for
this research project using a qualitatie@proach located within the
constructivist paradigm. It is proposed that the sequential approach together
with its use ® different sources of evidence, i.direct observation of
events, interviews and review of documentation, will help to determine the

experience of person centred practice within the selected sites and help track
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the textbased processes which contribute to, or hinder, the provision of

person centred care for older people whe livresidential care settings.

Rationale for location of study

The public residential care system is changing rapidly due to legislative and
regulatory changes. Creating a better understanding of the public system in
its own right can contribute to policy discussion in terms of its future

viability or role in poviding residential care for older people.

The purpose is to gain a better understanding of the factors which enable or
hinder the provision of person centred care within the various contexts and
identify which factors can directly be influenced by preetdevelopment

and which factors are due to external contextual factors such as financial
and organization constraints, regulatory requirements and wider social
factors. The sites will be selected purposively to reflect the typicality of
public residentiatare units in Ireland. Sites selected will provide a range of
settings including purpodauilt and converted facilities and will include an

urban/rural mix.

As this type of study involves a holistic approach, a range of stakeholders
will be asked to paidipate including residents, relatives, frontline staff,
managers (internal and external to the facilities) and inspectors from the

same region.

Access to the study sites will be through telephone contact to the Director of
Nursing and Local Health Managéviting participation in the research
project. Following this, access to other stakeholders will be through a
combination of methods including consultation with the director in respect
of which residents would have the capacity to participate, andppgiue
selection of individuals who best reflect the typicality of individuals who
may reside within a residential care facility, including those recently
admitted and those who have lived there for a number of years. Relatives or
close friends will also & invited to participate following introduction by
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manager. Staff who are rostered to be working at the time of the study will
be invited to participate througla letter of invitation. All potential
participants will be provided with a participant informoat sheet and will be
asked to sign a consent form underpinned by the principles of informed
consent. Next of kin or decisiemakers will be asked to act as a proxy for
individuals with dementia who are deemed incapable of independently
consenting to pacipation. Verbal or notverbal consent will be sought

from all persons present during observation periods.

The data collection methods will include sestiuctured interviews,
observation of facility routines within communal areas and analysis of
documerd including care plans, and policies. Data collected will include
personal histories of residents and the perceptions and experiences of all
stakeholders, and data in respect of policy and organisational issues. The
person centred framework (Mo@nack andMcCance 2009) and other
concept analysis in the literature will provide theoretical guidance in

shaping the data collection framework.

Audio tapes and field notes will be used to record data. A reflective diary
will be maintained to make explicit the ezschers stance and support

transparency of interpretation.

All personal data will be made anonymous and coded. Any organizational
or policy data will be on the public record. One key challenge will be
preserving anonymity. For this reason, a range ofestalders will be
invited to participate across the whole facility as opposed to just one ward in

order to minimize identification.

Data Analysis

The data from each location will be analysed within the framework of

Institutional ethnography.
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Appendix 5:  Ethical approval

LeasUachtaran um Thaighde

Vice President for Research

OE Gaillimh

NUI Galway

OE Gaillimh, NUI Galway, T +353 91 495 312
Béthar na hOllIscoile, University Road, F +353 91 494 591
Gaillimh, Eire Galway,
Ireland www.nuigalway.ie/research/vp_research
24th August 2010
Ref: 10/JUNE/06
Ms Ann Campbell
15 Faughart Terrace
St Marys Road

Dundalk
Co Louth

Dear Ms Campbell

Re. Ethics Application:
What are the factors that influence Person centred care in Residential Care Settings for Older
People?

| write to you regarding the above proposal which was submitted for Ethical review.
Having reviewed your response to my letter, | am pleased to inform you that your proposal has been
grantedAPPROVAL.

All NUI Galway Research Ethic Committee approval is givelject to the Principal Investigator

st
submitting annual and final statements of compliance. The first statement is due on or befare31
2011. Pl ease see section 7 of the REC6s Standard Oper a
includes otheinstances where you are required to report to the REC.

Yours Sincerely

Allyn Fives
Chair, Research Ethics Committee
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Appendix 6: Staff Notice re. Research Study

0 OE Gaillimh
= NUI Galway

| am a PHD student undertaking a research study about Persord aarge

in Residential Care for Older People. | also work as a planning specialist for
older people in the HSE. (Name of facility) has kindly agreed to facilitate
me in the study which will involve interviews with residents, relatives and
staff. twillalo i nvol ve a number of dayobs
building and a review of documents such as policies, care plans of specific
residents who have consented to this and other documents that are publicly
available. Interviews with residents and relatival be arranged through

the Director of Nursing and | will be inviting staff through a random
selection process to be interviewed also.

The observation process will involve me sitting and observing in relatively
public places. This will include handovereetings, observing care planning

and assessment processes and other activities on the wards and general
activity areas. | will not be observing intimate care and | will try to be as
unobtrusive as possible. The observation will be carried out in twdyhour
sessions throughout the day e.glBam, 24pm etc. | will be seeking the
verbal consent of all those ihe observation area on the day.

The purpose of the research is to identify the things that make person
centred care difficult to do, particularfyom the perspective of those who
know most about it, the residents and frontline staff. Therefore | am
interested in seeing what is involved in the daily life of the residential unit.
It is not in any way an evaluation of your work but rather lookingoat
policy would make it better.

Many thanks in advance for your cooperation. You can contact me on 087
2516960 if you would like any further information
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Appendix 7:  Ethical Protocol

Capacity to consent

A number of strategies will be used to determih@ resident has the
capacity to consent to be interviewékhis is to ensure that a balance is
sought between protecting vulnerable older people without being overly
paternalistic. Therefore a combination of proxy and process consent will be
used. The apion of the nurse manager or medical officer will be sought. In
addition to this, the researcher will spend some time talking to the resident
to ascertain if they are in a position to understand and respond appropriately
to interview questions. If the paripant seems able to listen and engage,
make choices, to understand the information being given about the study
and appears able to make a judgment about participating, then this
information together with other elements of assessment will be used to make
a decision about capacity to consent. In addition the researcher will re
evaluate participantdés consent i mmedi ate
the participant is still able and willing to participate. All information about
the study will be given vally in language that is easy to understand and in

written form.

Assent

Residents that do not have the capacity to consent independently but have
some capacity to convey their assent to participate will be asked to do so.
Verbal or nonverbal assent ano objection to participation will be sought.
Where objection to participate is displayed, either through verbal or non
verbal or behavigral cues, this will be respected and the individual not

included in the study, even where proxy consent has beenexdhta

Emotional distress during interview

If, during the interview, the participant becomes upset or distressed, the
researcher will halt the interview process to allow the participant to regain
composure. In a supportive manner the researcher will remvéh the

participant. When they are calm the researcher will ask the participant if
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they wish to continue. If they do not wish to continue the interview will be
terminated in a sensitive manner and the researcher will stay with the
participant and proviel emotional support. If the participant wishes and
provides consent to do so, the researcher may refer to a staff member of

their choice to provide ongoing support.

Disclosure re abuse or poor practice
At the outset the researcher will reiterate the daftycare to report any

disclosed experiences of abuse or poor practice.
Health and Safety concerns

The interview will be terminated if the participant becomes ill or is too

fatigued to continue and assistance sought from unit staff.

333



Appendices

Appendix 8 : Participant information sheet for residents

I OE Gaillimh
= NUI Galway

You are being invited to take part in a research study. Before you decide, it
is important for you to understand why the research is being done and what
it will involve. This Participant Information Sheet will tefou about the
purpose, risks and benefits of this research study. If you agree to take part, |
will ask to ask you to sign a Consent Form. If there is anything that you are
not clear about, | will be happy to explain it to you. Please take as much
time asyou need to read it. You should only consent to participate in this
research study when you feel that you understand what is being asked of

you, and you have had enough time to think about your decision.

Researchtitle
What are the factors that influenperson centred care in residential care

settings for older people?

What is person centred care?

Person centred care is about ensuring that the staff know what is important
to you, what your likes and dislikes are and how much choicehgwa in

how you live your life here. It is about ensuring that you stay as independent
as you can and want to be. It is about ensuring that you have an opportunity
to stay connected to your family and friends, if that is what you want, and

that you get to do the things thatu enjoy doing and are able to do.

Purpose of the research

The purpose of this research project is to gain a better understanding of
person centred care. You are being asked to participate in the study because
you live in residential care and | am irgsted in hearing your views about
your experience. | will also be asking other residents, family members, staff

and managers for their views.
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What will be involved?

I may want to undertake some short tests and interview you for a period of
time, no longethan an hour at any one time or less if you feel that would be
too tiring for you. You may have someone present if you wish.

I would also like permission to read and take notes from your case notes.

If you are in agreement the researcher may also taflandly members to

get another point of view about your care.

| will also be in the unit observing what is going on in general. This will not
involve observing your private personal care but rather a general

observation of the routiseand organization dhe unit.

Are there any risks?

It is hoped that the experience would be a pleasant one and that the
interview process would be an opportunity for you to tell me about yourself
and your life here. However this could raise uncomfortable issues for you.
All information provided by you will be confidential and you will not be
identifiable by name in the final report. This is also the case for your family
members. All information from your case notes will be kept confidential
and secure and coded numbers usstead of your name in the final report.
However | must point out that if in the course of this research project |
observe or become aware of poor care or issues of abuse | am ethically

obliged to report these to the Director of Nursing.

What are the bendits of taking part?

You will be contributing to a study which will try to better understand the
reasons why it is hard to provide person centred care. It is hoped that the
findings will contribute to improving person centred care for older people in

resicential care.
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Do | have to take part?

It is up to you to decide whether or not to take part. If you do decide to take
part you will be given this information sheet to keep and be asked to sign a
consent form. If you decide to take part you are still feewithdraw at any

time and without giving a reason. A decision to withdraw at any time, or a

decision not to take part, will not affect your rights in any way.

What will happen if | take part?

| will agree to meet with you formally to interview you inpkace and at a
time that is convenient to you. | will be taking notes and | will read back to
you what you have said in the interview to make sure | have understood you
correctly and can give you a copy of the interview if you wiébu may

wish to discus whether to take part in this research with your family.

How long will my part in the study last?

| would hope to be in the unit over two or three days. While the formal
interview slould not take more than an hdior a shorter length over two or
more sasions if you feel that would be too tirlnd would hope thatt

would be a pleasant experience for you.

What will | have to do?

There are no specific things that you have to do other than tell me about
your life before you came into residential cardatvyou liked to do, what

was important to you and what your life is like now. | will give you a broad
outline of the questions | have in mind in advance so you can have a chance

to think about them.

You can have someone with you if you like or you catuks the questions
in advance with your family or someone else that you trust. It is entirely up
to you. With your permission | would like to tape record the interview to

help me record accurately what you have said.
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What are the possible disadvantagegsf taking part?

I would hope that there are no disadvantages in taking part. You may be
worried about being critical about staff members or worried that you might
not seem appreciative of their efforts. The information will be presented in
such a way asot minimize any possibility of quotes or findings being

directly attributable to any one individual.

What happens at the end of the study?

If you wish you can receive a copy of the final study. All of the information
collected will be analysed and writtexp in a final report. You will not be
identifiable by name or characteristic which would make you idehl&ito

others in your location.

What happens if | change my mind during the study?
You can change your mind and withdraw from the study at age s@his
is entirely your prerogative and will not affect your position or your care in

any way.

What happens if you have a complaint during the study?

If you are unhappy with any aspect of the research project you can make a
complaint to the complaintsffecer in the unit. Any member of staff will
assist you to do this. Alternativelyf you wish to contact someone
independent and in conidce, you may contatite Chairperson of the NUI
Galway Research Ethics Committee, c/o Office of the Vice President f

Research, NUI Galwagthics@nuigalway.ie

Who do | contact for further information or if | have further concerns
about this study?

You can contact me directly and | will be happy to discuss this project
further with you atyour convenience. | can be contacted by phone at 087

2516960 or by email @& .campbell4@nuigalway.ie
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Appendix 9: Participant information sheet for frontline staff
OE Gaillimh
il

You are being invited tcake part in a research study. Before you decide, it

is important for you to understand why the research is being done and what
it will involve. This Participant Information Sheet will tell you about the
purpose, risks and benefits of this research stligyau agree to take part, |

will ask to ask you to sign a Consent Form. If there is anything that you are
not clear about, | will be happy to explain it to you. Please take as much
time as you need to read it. You should only consent to participate in this
research study when you feel that you understand what is being asked of

you, and you have had enough time to think about your decision.

Researchtitle
What are the factors that influence the provision of person centred care in

residential care settingsrfolder people?

Purpose of the research

The purpose of this research project is to gain a better understanding of
person centred care as it relates to people living in this residential care
facility and to what factors help or hinder it. Research stutie® shown

that staff want to be person centred but can be frustrated by a range of
factors which prevent them frofmeing so (Murphy 2005, Murphyet al.,
2006). | want to explore what those factors are. You are being asked to
participate in the study bause you work in residential care and | am
interested in hearing your views abgatur experience of providing person

centred care and what helps you and hinders you in doing so.

| will also be asking residents, relatives, other staff and managers for the

views.
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What will be involved?
I may want to interview you for a period of time, no longer than an hour.
That interview can take place wherever you wish, for example in a private
room in the residential care unit, or in another public place such aslalho
will also be in the unit observing what is going on in general. This will not
involve observing private personal care but rather a general observation of

the routines and organization of the unit.

Are there any risks?

It is hoped that there willdono risks but | understand it may be difficult to
talk about issues which may seem critical of other colleagues or family
members or the organization that your work for. All interviews and
information will be treated with confidence ahdill ensure thatjuotes or
information imparted is not identifiable to any one source. However | must
point out that if in the course of this research project | observe or become
aware of poor care or abusive practice | am ethically obliged to report these
to the Directoiof Nursing.

The facilities involved will not be identifiable by geographical location or
any other characteristics that would identify them to others outside of the

unit.

What are the benefits of taking part?

You will be contributing to a study whichilvtry to better understand the
reasons why it is hard to provide person centred care. It is hoped that the
findings will contribute to improving policy in terms of person centred care

for older people in residential care.

Do | have to take part?
It is up to you to decide whether or not to take part. If you do decide to take
part you will be given this information sheet to keep and be asked to sign a

consent form. If you decide to take part you are still free to withdraw at any
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time and without giving agason. A decision to withdraw at any time, or a

decision not to take part, will not affect your rights in any way.

What will happen if | take part?

| will agree to meet with you formally to interview you in a place and at a
time that is convenient to youwill take notes and | will read back to you
what you have said in the interview to make sure | have understood you

correctly and can give you a copy of the interview if you wish.

How long will my part in the study last?

| would hope to be in the unitver two or three days. However if that
timeframe is not convenient to you, | can arrange an alternative
appointmentWhile the formal interview should not take more than an hour
I may wish to chat with you generally during the times | am there. | will
alsg with the consent of residents and the Director of Nursing, be looking at

care plans and other documeimtshe facility.

What will | have to do?

I will be asking you questions in respect to the provision of person centred

care and what makes that easyifficult for you to undertake. | would like

you to speak as freely as possible about these issues. | am seeking to

understand the organizational issues that drive practice rather than

i ndividual s practice. I am aénged i nterest
care and how it relates or not to policy documents and overall goals of the

HSE.

What are the possible disadvantages of taking part?

I would hope that there are no disadvantages in taking part. As outlined
above, | will ensure that informationm®n attributable on any one person.

It may be helpful to get an opportunity to air some of the difficulties relating

to providing person centred care.
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What happens at the end of the study?

If you wish you can receive a copy of the final study. Altle# information
collected will be analyzed and written up in a final report. You will not be
identifiable by name or characteristic which would make you identifiable to

others in your location.

What happens if | change my mind during the study?
You can tange your mind and withdraw from the study at any stage. This
is entirely your prerogative and will not affect your position or the care of

your relative in any way.

What happens if you have a complaint during the study?

If you are unhappy with any aspexf the research project you can make a
complaint to the complaints officer in the unit. Any member of staff will
assist you to do this. Alternativelyf you wish to contact someone
independent anoh confidence, you may contaitte Chairperson of the NU
Galway Research Ethics Committee, c/o Office of the Vice President for

Research, NUGalway,ethics@nuigalway.ie

Who do | contact for further information or if | have further concerns
about this study?

You can ontact me directly and | will be happy to discuss this project
further with you at gur convenience. | can be contacted by phone at 087

2516960 or by email @&.campbell4@nuigalway.ie
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Appendix 10: Participant information sheet for relatives

i OE Gaillimh
= NUI Galway

You are being invited to take part in a research study. Before you decide, it
is important for you to understand why the research is being done and what
it will involve. This Participant Information Sheet will tell yoabout the
purpose, risks and benefits of this research study. If you agree to take part, |
will ask to ask you to sign a Consent Form. If there is anything that you are
not clear about, | will be happy to explain it to you. Please take as much
time as yo need to read it. You should only consent to participate in this
research study when you feel that you understand what is being asked of
you, and you have had enough time to think about your decision.

Researchtitle
What are the factors that influencergan centred care in residential care
settings for older people?

What is person centred care?

Person centred care is about ensuring that the staff know what is important
to your family member, what their likes and dislikes are and how much
choice theyhawe in how they live their life here. It is about ensuring that
they stay as independent as they can and want to be. It is about ensuring that
they have an opportunity to stay connected to their family and friends, if
that is what they want, and that theyt ¢ge do the things that they enjoy

doing and are able to do.
It is also about ensuring that you as a relative are involved in decision

making about care if that is what you and your relative want and that you

get the opportunity to participate in thateamn a way that you would like.
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Purpose of the research

The purpose of this research project is to gain a better understanding of
person centred care as it relates to people living in this residential care
facility and to what factors help or hinder Y.ou are being asked to
participate in the study because you have a relative who lives in residential
care and | am interested in hearing your views about your experience of
that. | will also be asking other relatives, residents, staff and managers for

thar views.

What will be involved?

I may want to interview you for a period of time, no longer than an hour.
That interview can take place wherever you wish, for example in a private
room in the residential care unit, in another public place such as ahaotel

your own home. | will only be talking to you if your relative agrees to be
interviewed also or if you are the designated decision maker for a resident
who does not have the capacity to consent for themselves.

I will also be in the unit observing whe going on in general. This will not
involve observing private personal care but rather a general observation of

the routines and organization of the unit.

Are there any risks?

It is hoped that the experience would be a pleasant one and that the
interview process would be an opportunity for you to tell your story and that
of your relative. However it may raise uncomfortable issues for you. All
information provided by you will be confidential and you will not be
identifiable in the final report. This islso the case for your family
members. All information will be treated confidentialllowever | must

point out that if in the course of this research project | observe or become
aware of poor care or abusive practice | am ethically obliged to repoet thes

to the Director of Nursing.
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What are the benefits of taking part?

You will be contributing to a study which will try to better understand the
reasons why it is hard to provide person centred care. It is hoped that the
findings will contribute to impraing person centred care for older people in

residential care.

Do | have to take part?

It is up to you to decide whether or not to take part. If you do decide to take
part you will be given this information sheet to keep and be asked to sign a
consent fom. If you decide to take part you are still free to withdraw at any
time and without giving a reason. A decision to withdraw at any time, or a

decision not to take part, will naffect your rights in any way.

What will happen if | take part?

I will agreeto meet with you formally to interview you in a place and at a
time that is convenient to you. | will take notes and | will read back to you
what you have said in the interview to make sure | have understood you

correctly and can give you a copy of theemview if you wish.

How long will my part in the study last?

| would hope to be in the unit over a period of two or three days but | can
meet you outside of the facility if that is your preference. The formal
interview should not take more than an hdwvould hope that it would be a

pleasant experience for you.

What will | have to do?

There are no specific things that you have to do other than tell me about
your relativebds | ife before they came
do, what was imgrtant to them, and what their life is like now. | will give

you a broad outline of the questions | have in mind in advance so you can

have a chance to think about them.
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You can have someone with you if you like or you can discuss the questions
in advancewith your relative or other family members. It is entirely up to
you. With your permission | would like to tape record the interview to help

me record accurately what you have said.

What are the possible disadvantages of taking part?

| would hope that thre are no disadvantages in taking part. You may be
worried about being critical about staff members or worried that you might
not seem appreciative of their efforts. The information will be presented in
such a way as to ensure that quotes or findings@irelirectly attibutable

to any one individual.

What happens at the end of the study?

If you wish you can receive a copy of the final study. All of the information
collected will be analyzed and written up in a final report. You will not be
identifiableby name or characteristic which would make you identifiable to

others in your location.

What happens if | change my mind during the study?
You can change your mind and withdraw from the study at any stage. This
is entirely your prerogative and will noffect your position or the care of

your relative in any way.

What happens if you have a complaint during the study?

If you are unhappy with any aspect of the research project you can make a
complaint to the complaints officer in the unit. Any member affsuill

assist you to do this. Alternativelyf you wish to contact someone
independent anth confidence, you may contatte Chairperson of the NUI
Galway Research Ethics Committee, c/o Office of the Vice President for

Research, NUGalway,ethics@nuigalway.ie
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Who do | contact for further information or if | have further concerns
about this study?

You can contact me directly and | will be happy to discuss this project
further with you at your convenience.chn be contacted by phone at 087
2516960 or by email @.campbell4@nuigalway.ie
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Appendix 11: Consent Form (Residents)

Participant Identification code:

CONSENT FORM

Residents

Appendices

Title of Project: What are the factors that influence the provision of person
centred care in residential care settings for older people?

Name of ResearcherAnn Campbell

Please initial box
1. | confirm that | have read the information
sheet dated .........ccccvuvvvnnnnnns foe Bbove
study and have had the opportunity to ask
guestions.
2. | am satisfied that | understand the
information provided and have had
enough time to consider the information.
3. lunderstand | will participate in an
interview of no more than one hour.
4. | understand that the researcher will
review my care plan or case notes.
5. lunderstand that my participation is
voluntary and that | am free to withdraw
at any time, without giving any reason,
without my legal rights being affected.
6. |agree todke part in the above study.
Name of PartiCipant................euvvvvviiiiimenneieeeneeennns Signature........oooeeee
Date......oeiiieiiiiie Researcher Signature............cccevvvvvvvvieennenn.
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Appendix 12: Consent Form (Relatives)

Participant Identification code:

CONSENT FORM

Relatives

Appendices

Title of Project: What are the factors that influence the povision of person
centred care in residential care settings for older people?

Name of ResearcherAnn Campbell

Please initial box

1. | confirm that | have read
information sheet dated

........................... for the above

study and have had the

opportunity to ask questions.

the

2. | am satisfied that | understand
the information provided and

have had enough time to
consider the information.

3. lunderstand | will participate
in an interview of no more than

one hour.

4. | understand that my

partidpation is voluntary and
that | am free to withdraw at
any time, without giving any
reason, without my legal rights

being affected.




Appendix 13: Staff Consent Form

Participant Idetification code:

Appendices

CONSENT FORM

Staff

Title of Project: What are the factors that influence the provision of person
centred care in residential care settings for older people?

Name of ResearcherAnn Campbell

Please initial box

have ead the

shee
for the abg
study and have had the opportunity|
ask questions.

. | confirm that |
information

. | am satisfied that | understand t
information provided and have hg
enough time to consider th
information.

. | undestand | will participate in ar
interview of no more than one hour.

. | understand that my participation
voluntary and that | am free t
withdraw at any time, without givin
any reason, without my legal righ
being affected.

. | agree to take phin the above study
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Appendix 14: Proxy Consent Form

Participant Identification code:

PROXY CONSENT FORM

Title of Project: What are the factors that influence the provision of person
centred care in residential care settings for older people?

Name of ResearcherAnn Campbell

Appendices

Please initial box

1.

| confirm that | have read th
information sheet date
..................... for the above stu
and have had the opportunity to 3
guestions.

| am satisfied that | understand t
information provided and have hg
enough time to consider th
information.

| understand that my relative may
interviewed and that he/she m
have someone present if they wish

| understand that my relatives cg
plan/case notes will be read and ti
notes may be taken.

| understand that my participatic
and the participation of my relativ
is voluntary and that | am free
withdraw at any time, withou
giving any reason, without my leg
rights being affected

| agree to take part in the abo
study.

Name of Participant

Name of decision maker..............cccccciiiieeeneeeenn. Signature

Date ... Researcher Signature.............oo oo
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Appendix 15: Interview schedules

Residents

Appendices

Question/Problematic

Probe/ Values

Can you describe your day for me from
when youwoke up this morning?

What is yourfavourite part of the
day? Why?

What did you do yesterday afternoon?

What did you do yesterday evening?

Can you decide when to do things
e.g. have a bath, or what activities
to get involved in?

Do you have friends me?

Do you know the names of the staff herq

Do you have a favourite?

Why are they your favourite?

What do you talk about?

Do you know the names of their childrer
where theyore fron

Do you feel at home here?

What makes it homely (or not)

Have youever made a complaint?

If so can you tell me about it?

Do you get involved in the day to day
running of things?

Who decides what happens here?

Can you tell me about how you came to
be here?

What did you know about the plac
before you came?

Were you ihvolved in deciding to come
here?

What were you able to bring with you?

Do you know what a care plan is?

Were you /are you involved in your care
plan. What did/do you have to do?

What are your hopes for the future
What is important to you how?

Is there anything you would like to
do?

Anything else you want to talk about?
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Question/Problematic

Probe/Values/concerns

Tell me about the day xx came here

Have you been involved in ®xs ¢ a

plan?

Does xx have a key worker?

Do you discusany concerns etthat
you might have with them?

Do you know the staff well?

Do you think the key worker knows xx
well?

Who do you know?

What do you talk to them about?

Do they know much about ®xkfe
before they came here?

Do they know what xxil k e s an

like and what xx interestsre?

Does x have interests and are they a
to get involved in them here./ What wi
xX interested in before they came hers¢

Do you feel involved in the running of
this place? Would you like to be more
involved? In what way?

Have you ever been involved in the

relativesd forum?

How do you feel about that?

Is xx able to do things for herself? Is
there anything you feel she is
discouraged from doing for safety
reasons?

Would you call this place home for 2x

Does it feel like home? Wat makes it
home? What takes away from it being
home?

Have you ever made a complaint?

Any things else?
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Question/Problematic

Probe/Social Relations

Can you describe what you did from
when you came in the dotoday?

How were decisions made?

Who did you work with?

Describe yesterday afternoon/evening

Describe what you did the last time you
were on night duty

Do you mostly work with the same
residents?

Would you like to?

Can you tell me about the actieis for
residents?

Is there a balance between health c¢
and social care/social life?

What difficulties are there in
undertaking activities

Is there a balance right between risk an
autonomy?

Can you tell me about the last incide
that you have to repbon/were
involved in?

Are residents involved in decisions abo
care and life here?

What do you think of this place as a hor
for residents?

If money was no object what would
you change?

Do you feel empowered to do your job?

What helps or hinders &

Describe to me how you would do a cat
plan?

Can you give me an example of a new
project you were involved in?

Anything else?
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Question/Problematic

Probe/Social Relations

Can you describe what you did this
morning

What orgaising work did you do?

Can you tell me what yodiscussed (in
general) at youlast internal managemen
meeting?

What did you discuss at your lasternal
management team meeting?

Do staff have the right skill set and
competencies to do this job

Can you tell me abouhe vision
statemerf

Does it get translated into everyday
work?

What helps? What hinders?

In there a good balantetween health
and social care

What helps this? What hinders it?

Are residents included in decisions abo
care andife here?

What helps this? What hinders it?

Do you feel empowered to do your worl
here?

What helps this? What hinders it?

Has HIQA made a difference?

Is this a home for residents?

What makes it homely?

If money was no object what would
you change?

Can you give me an example of an
innovation you have led he?és it still
happening?

How do you balance risk and autonomy

Can you give me a recent example
an adverse inciht that you had to
deal with?

Where do you see public residentiale
goingin the next 5 years?

Are there any other issues which you fe
impact on the pvision of person centre
care?
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Question/Problematic

Probe/Social relations

Can you tell me about the last meeting
you had in relation to this facilityWhat
did you discuss?

What do you think of the skill mix? Do
you think we have the right skill set for
this type of work?

Does the statement of purpose get
translated into everyday work?

What helps this? What hinders it?

What are the barriers to iomation?

Is there a balance between risk and
autonomy

What helps this? What hinders it?

Has HIQA helped or hindered the
provision of person centred care?

What do you think of this place as a hot
for residents?

If money was no object what would
you change about it?

Do you think stafffmanagement
relationships help or hinder person
centred care?

Do you feel empowered to do your job?

Where do you see public residentiale
going in the next 5 years?

What are the policy issues that
impact on personentred care

Are there any other issues which you fe
impact on the provision of person centr¢
cae?
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Question/problematic

Probe/Social relations

Can you describe the last inspection yo
did in a public residential care facilRy

Do you think staff are trained to provide
person centred care?

Do the values of a facility as expressed
the mission statement or the statement
purpose gets translated down into the
work facility in general?

What do you think of the skill mixi
public unit®

Do you think we have a good balance
between health and social care in the
public sectoP

Management hierarchies in the public
sector

What helps managers? What hinderg
them?

The balance between risk and autonon

What helps this? What ilers this?

Are relatives and residents involved in
the running of residential units?

What helps this? What hinders this?

Is there a balance between the needs ¢
rights of residents and staff

What helps this? What hinders this?

What are the barriers innovation?

Are public residential care units a home
for residents?

What helps this? What hinders this?

Where do you see public residentate
going in the next 5 years?

What are the policy issues that impay
on person centred care

Are there any ther issues which you fee
impact on the mvision of person centre
care?
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Appendix 16: Excerpts from observations
Date/Time Observation Problematic Social relations
8.04.2011 8.00 Handover Technical competence High visibility of
8.00arm10.00am meeting biomedical care.
The reports were Clinical governance
S.2.0BS almost entely about Teamwork Professional f
medical care and K rofessional ways o
predominantly about L nowing
the patients who were| Shared deision Hierarchical power
there for short stay. | making (between
nurses)
No care staff present
Office door is closed
08.08.2011 Attended the handove| Physical environment| Nurses station as a
meeting at symbol of biomedical
8.0010.00 station. One nurse is power and
S.3.0BS feeding back to the Team working (nurseg Surveillance.

whole day team. She
went through each
resident and made a
comment on howhey
were during the night
and if they needed any
medical or nursing
care. General
comments about if
they were in good
form or not.

All staff on duty
attended. Comments
all relate to physical
care. No discussion of
social careRest of
multi-disciplinary

staff not present

and care staff)

Staff led decision
making

At the end of the
handover there was a
discussion about how
the work was to be
allocated that day.

61606
go

Staff selfselected
where they wanted to

go.

Amicable give and
take.

go t

[
to theé.

Work based on
locations rather than
relationships.

Negotiation of choice
between staff

Shared values
(between staff)

Decision making
system

Rosters that determing
shifts.

Then the work was
allocatedbased on
areas of the suite.
drou go with Sarah,
you go wit

Task allocation as
opposed to
relationshp based care

Hierarchical decision
making

Decisions based on
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Staff respond to
allocation and move tc
respective

getting the work done
efficiently

08.04.2011 Some residents Inactivity Lack of meaningful

exchanged small talk social engagement
12.062.00 with other residents.
S.2.0BS Then 20 minutes wher

no one is talking.

| dondét se

around lot | can hear

one nurse on the

phone in the office.

Silence. Everyone Inactivity Lack of meaningful

stares into space. engagement

Radio has been turne(

off for communion so

you notice the

inactivity much more

than when it is on.
09.08.2011 No interaction Relationships. Organisation of work

between residents. that takes staff away
2.004.00 Residents only seem from communal area.
S.3.0BS to interact with staff.

HCA®s c o me| Engagement Residents have

with the tea trolleys. | . choices of types of

can hear them Choice food but have no

engaging with control over the

residents offering timing of this.

choice and chatting

with residents. The

conversations are two

way and residents chg

back

Nobody is talking. | Demarcation of

can hear staff chatting spaces. Pantry is
08.08.2011 in the adjacent pantry Engagement mostly out of bounds
S.20BS while preparing the for residents

meal trays.
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Appendix 17: Excerpts from field notes

S.3. FN

One lady told mese was 96 and that she had to come here because she

coul dnot manage on her own. When | tol d
experience of living in residential care she s&ithat choice do you have?

You have to just put up withdt She declined to be inteewed formally.

Anot her | ady where | told her the same :
you doD

S.2.FN
| was chattingtoone ohte HCAG6 S and stimesitstmidth t hat som
get people irgrested in going to activitie®I'hey are institubnalisedand

set in their ways©o.

S.3.FN

It is interesting that the concept of nu
of observation. When you are sitting dov

see anyone. Even if you were standing up the only people you dmsédve
are those in the lobby area so what is the point of this station?

S.3. FN

| speak to the two ladies in the lobby. They both have family who they

speak animatedly about. Willingness to discuss their family deiagls

childrerd @nd grandchildreis names. One woman talks about how she
spends the dayor her e i s nothing to do, I canot
severd

S.1.FN

The staff member who was helping at breakfast this morning started talking
to me about what she did. She explained that cairing assistant'. She

said she would much rather be a health care assistant and that was what she
did when she was working in the Private Nursing Home in the Town. But
there was no caring job here as the roles were clearly divided between
catering/houdeeeping and health care assistant. | asked her which she
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preferred, the public or the private. She said she liked the private home,
even though it was busier, she thought it was very good and that the
manayer was a very good boss. | askest why she lefand she said it was
because the wages were better and there was more security although she
was worried about that now as there was talk of closing the unit
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Appendix 18: Excerpts from reflective journal

Reflection 08.04.2011

| think | have found my fist thread. The work is very definitely task
oriented. The Nurse Manager allocates the wok by area and people head off
to those sections. | will follow this up in the interviews but it seems to me

like its work being allocated in a factory.

The points otension that | think are emerging are

e Tensions between physical and social care

e Tension between risk and autonomy

e Tension between being a resppient and being a resident

e Tension between rhetoric of empowerment and disempowering
practices

e Tension betwen rhetoric around relationships and acteality of
6t hem and-regigracityand non

e Tension between values and beliefs of staff and reality of this work

e Tension around the routinzation of care and the rhetoric of choice

e Tension around participatiaand passivity

e Tension between goals of regulation and actual interpretation

e Tension between experience of cgregng and paperwork, policies

risk assessments

Reflection 24.08.2011

There are a number of things that are striking me at this stage. Wkieg tal

about relationships almost all of theresidéne ve sai d t hat they
the names of the staff, some using a lack of memory as the reason for this
however, then they go on to mention one or two staff members who come

from the same area as th@mones who they knew their parents. In all cases

they do remember their namieboth first and surnames.
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Is this something to do with kin and neighbours and the importance of older
people being cared for within their own community? | am also noticing the
| anguage: 6héy aré tvdryenycd, great gidsput this does not

translate into knowing thenames or anything about them.

Reflection 04.09.2011

Power and empowerment is the next key social relation that | am seeing and
it is very complex. It isot difficult to see how residents are disempowered
often inadvertently and not in a malign wayowever their desire for
relationships and engagement is consistently subordinated to the tasks in
hand and everyone is aware of that. Staff have poweresigents in terms

of how it is decided who is to work with whom, in terms of deciding what is
going to happen, yet staff in no way feel that they are powerful. There are
power struggles between grades of staffl betweestaff and management

or managemednand unions and probablyetween staff and relatives. It
seems thapeople perceive others to be more powerful all the time. Is this
somethingto do with selfdetermination, control over your environment?
Does the fact that the current regimes hastronghierarchical focus have
something to davith this? People are not salfrected at any level and yet
there are examples throughout the data of negotiated work practices. Good
examples of managers feeling they have to control things in order to ensure

equty and fairness, but equity and fairness for whom?

The key issue running through all of this relates to the disjuncture between

t he 6 n obohthenrgsiden®day compared to the busyness of the

staffGs day. You can see if you were immersed in thaimes that it would

be hard to see how anything could be done to changdtetr all people

have to be washed, dressed, brought to the toilet and fed. These are core
basic elements and al i gnede need foMas| owo s
food and shedr.

Reflection 03.04.12
| havedeliberatelypicked what would be considered a very good care plan

so | can look beyond issues of individualised practice to social relations.
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Wh a t I see iIs a tidy, we l | bal anced o6r ej
the resident. Efforts have been made to balance the care plan by including

social care stuff such as the KEY TO ME and activities work. But | know in

reality these are not that integrated into the system. On paper they can look

as if they arei.e. the activitis sheet is filled in and it matches the activity

assessment, but it is filled in separately by the activities coordinator who

0l ooks after that sort of thingo.
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Documents Logged

Appendices

Hierarchy

Document
Type

International

National

Local

Purpose

Category 1

Legal

Human
Rights
Convention

Health Act

Health and Safety
Act

Food Safety Act

Nursing Home
Support Scheme

Care and Welfare
Regulations

Working time Act

Nurses Act

Resident
contract

Legal
mandate for
action

Category 2

Policy

HIQA Standard

HIQA Patient safety
guidelines

HSE Quality and
Risk Framework

Restraint Policy
Elder Abuse Policy

6Your Ser

Saybd

Risk register

HACCP
guidelines

Risk
Management
protocols
Policy on;

Cognitive
impairment

Activities of
daily living
function
Refabilitation

Communicati
on

Swallowing

Nutritional
status

Hydration/flui
d maintenance

Skin care

Behavioural
symptoms

Falls
Dysphasia

Infection
control and
prevention

Organisational
governance

Clinical
governance

Quality of
care
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Continence
promotion
Dental care
Pain
management
Mood
disorders
Psychotropic
drug use
Physical
restraint use
Missing
persons
Meaningful
activity
Category 3 | Strategy Positive Ageing Overall
Strategy 2013 mission,
values and
goals of Age
related
services
Professional Board Atranais Care Plans Legal
Guidelines mandate
Action
orientated
Individualised
care
Compliance
with
regulation
Manage HSE Corporate plan Defines
ment organisational
HSE Annual Report priorities.
Health Stat Pravision of
standardised
data
HSE Servte Plan Performance | Governance.
reports Measures
performance
against
organisational
priorities.
Audit.
Account
ability
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HR policies Standardises
. actons and
Practice behaviour.
Development Matches
strategy educational
Trust in care actlon_ to .
organisation
Job Descriptions priorities.

. Adheres to
Education and legislative
training mandates
FETAC Guidelines regarding

employment
law
Resident DOHC Website Local resident| Provides
information . information information to
HSE website booklets services.
HSE Consumer Complaints | Mandate for
information policy redress
HSE Complaints Advocacy
Advocacy policy
programme
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Appendix 20: Nursing Observations

Date | Temp | Pulse | Blood Resp | Blood |O2 Urinalysis
: Pressure | Rate Sugar | Saturation
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Appendix 21: Care Flow Sheet
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Daily Flow Chart Guidelines

Appendix 22
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Social Activities Chart

Appendix 23
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Appendix 24:  Pool Activity Level (PAL) Profile

Meaningful Activities Programme- Residents Activity Level Profile
Pool Activity Level (PAL) Profile®

Exploratory Activity Level

Likely Limitations
May not have an end result in mind when starts a task

Likely Abilities
Can carry out very familiar tasks in familiar
surroundings.

Enjoys the experience of doing a task more May not recognise when the task is completed.

than the end result

Can carry out more complex tasks if they are | Relies on cues such as diaries, newspapers, lists and

broken down into 2-3 step stages labels
Method of engagement
Activity objectives To enable....[ar . o experience the

sensation of doing the activity rather Thun focusing on the
end result.

Position of tools Ensure that equipment and materials are in the line of vision.

Verbal directions Explain task using short simple sentences. Avoid using

connecting phrases such as "and”, “but”, or "therefore".

Demonstrated directions Break the activity into 2-3 steps at a time.

Working with others Others must appr

first contact.

/Vl?sfj ..and make the

There is no pressure to perform to a set of rules, or to
achieve an énd result. There is an element of creativity and
spon‘mneﬂy

Activity characteristics

SL/II'I'CIble AC'I'IVITI@S (based on knowledge of the person's life hlsfory 'A Key To Me'.
T W L9 foly P&Qqe/'

A f\éﬁjlﬂu@

Q::::%’;wgg ““‘”9 oo

(“w(l‘ WA
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Appendix 25. Pool Activity Level (PAL) Checklist

Pool Activity Level (PAL) Checklist ©

The term meaningful activity includes Activities of Living & leisure activities that promote quality of life,
self-esteem, pleasure, comfort, education, creativity & independence. Each registered nurse assessing a
resident is accountable for designing, co-ordinating & implementing an individualised Meaningful Activity

Programme to meet the residents’ psychological and social needs.

Completing the checklist: For each activity, the statements refer to a different level of ability. Tick the
statement that represents the person's ability in each activity. Assessment centres on 4 levels of ability &
suitable meaningful activities: P= Planned, E= Exploratory, S= Sensory & R= Reflex. There should be only one
tick for each activity. If in doubt about which statement to tick, choose the level of ability which represents
their average performance over 5 days. Make sure you tick only on one statement for all of the activities.

Risk Assessment for Meaningful Activities

3. Eating

Mobility Status: O Independent upervised « Eats independently & appropriately using
[ Min Assist. [ Immobile correct cutlery. E’{
Falls risk: es O No
Safety awareness: [ Poor @ fntermittent O Good » Eats using a spoon &/or needs food to be
Risk of wandering: [ Yes o cut up into small pieces * - E
Mental Test Score )
Alarm system: [0 Yes @ No. Specify:.....ousprrmns | Only uses fingers to eat food os
On-site Activities: 1:1 assistance needed: E’ﬁ; OONo !
Requires assistance as part of a group: [lves [INo v Religsarenieris beted oR
equir n par group
Off-site Activities:1:1 assistance needed: S%gmo ks petins fow (
Requires assistance as part of a group: es OONo ¥ 5
1. Bathing/Washing 4. Contact with Others

« Can bathe/wash independently, o Initiates social contact & responds to

sometimes with a little help to start. opP needs of others. : oPp
« Needs soap put on flannel & one-step at a o Aware of others & will seek interaction,

time directions to wash. B’g but may be more concerned with own needs. E{
« Mainly relies on others but will wipe own « Aware of others but waits for others to

face & hands if encouraged. ns make the first contact. Os
o Totally dependent & needs full assistance o May not show an awareness of the presence

to wash or bathe. a2 g 3o s R of others, unless in direct physical contact. | 0 R

2. Getting Dressed ' 5. Group work skills

o Plans what to wear, selects own clothing e Engages with others in a group activity, m/

from cupboards; dresses in correct order. op can take turns with the activity/tools !
« Needs help to plan what fo wear but : « Occasionally engages with others in a ‘

recognises items & how fo.wear them; :/ group, moving in and out of the group at

needs help.with order of dressing. whim. OE
o Needs help to plan and with order of ' o Aware of others in the group and will

dressing, but can carry out small tasks if work alongside others although tends to

someone directs each step. os focus on own activity os
o Totally dependent on someone to plan, e Does not show awareness of others in the

sequence & complete dressing; may move group unless close 1:1 attention is

limbs to assist oR experienced oR
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NAME-.. oo

DB s smmmmmmmensmmmsssmsmsssssmnes WardUnion s
T
Meaningful Activities
Pool Activity Level (PAL) Checklist ©
6.Communication skills 8 Use of Objects
e Isaware of appropriate interaction, can e Plans to use and looks for objects
chat coherently and is able to use BP/ that are not visible: may struggle if
complex language skills. objects are not in usual/familiar
e Body langua be i iate and laces (toiletries in a cupboard below oP
y language may n appropr p P
may not always be coherent, but can use washbasin)
simple language skills. Ot Selects objects appropriately only if E]/
e Responses to verbal interaction may be in view (i.e. foiletries on a shelf next E
mainly through body language: to washbasin)
comprehension is limited. Oos Randomly uses objects as chances
e Can only respond to direct physical upon them, may use inappropriately. os
contact from others through touch,eye | [0 R | © May grip objects when placedin the -

contact or facial expression.

hand, but will not attempt to use them

7.  Practical Activities (craft,
domestic chore, gardening)

e Can plan to carry out an activity, hold
the goal in mind and work through a

familiar sequence; may need help solving

problems.

e More interested in the making or doing

Looking at a Newspaper/Magazine

e Comprehends and shows inferest in
the content, turns the pages and
looks at headlines and pictures.

e Turns the pages randomly, only
attending to items pointed out by

: others OE
than in the end result, needs prompting e Will hold and may feel the paper, but
to remember purpose, can get distracted will not turn the pages unless
* Activities need to be broken down & directed and will not show interest
presented one step at a time, multi- os in the content. os
sensory stimulation can help to hold o May grip the paper if it is placed in the
attention. hand but may not be able 1o release OR
e Unable to “do” activities, but responds to grip: or may not take hold of the
the close contact of others & paper.
experiencing physical sensations. OR
Total amount of ticks in each box below:
Planned Exploratory Sensory Reflex
ToTAL: L4 & & O

Now select the a,)pr’dpr‘iafé ‘Me’aningful Activities Programme - Residents Activity
level Profile' to act as a general guide to engaging with 'rhe per'son in‘a variety of

meaningful activities.

Then complete an individualised ‘Meaningful Activities Programme’ tfoactasa
specific guide to facilitating personal activities
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Appendix 26. Patient Needs Identification Chart

PATIENT NEEDS IDENTIFICATION SHEET

Number: 7 NEEDS DESCRIPTION

Appendices

Lorme slouls pv an, c)oc?égéog Gzige X

Las A ast »A,«chx;y i/ cluiree 2o S

Aim of Care:

T aldbestii G olis w?éﬂc[ atSoci 8 o o TE conditz onm

Intervention Required to Achieve Aim
Date

Intervention

(231 \g/[’u;/v stool ot & chook

,467
(MuT@LCAJ i efzé/ux o stotl ./

LoC  pss Mance 2 Modiiie meeds

g.azm( ol

LQuibes ‘%/‘amﬁcéq/«/ & Crle  pud—

AAhor  (ndecQons £g. .

/,CGJLIC(,({{_ S[wwwoéc Rbor

/gﬁé SGUOC‘Q AL soe s .

First Re-evaluation Date:
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