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Abstract

Psychosocial support is said to be an inherent coemt of nursing care and a major focus of
palliative care. Literature exists which outline=rqeptions of the psychosocial needs of patients
and how psychosocial support should be providedavever, there is a lack of empirical evidence
on how psychosocial support is operationalisedractce. This study provides a valuable and
substantial new contribution to the evidence onpychosocial needs expressed by patients in a

hospice ward and how nurses immediately respotitetse needs within their everyday practice.

A study gathering data via observations with malchaterviews of patients and nurses,
organisational, documentary, and demographic vi@salwas conducted over an eight month
period. Thirty-eight nurses (registered and aumi)iand 47 patients were included in a maximum

variation sampling strategy. Data was analysedgusimstant comparative qualitative techniques.

Patients expressed a wide variety of psychosoerds, often only signalling them whilst receiving
care for other reasons. Considering these needsaition to Maslow’s (1943) hierarchy of needs
suggests that in-patients more commonly expresequesites to physiological care and ‘lower
level' safety needs rather than the more thorougkkearched and espoused ‘higher’ level
psychosocial needs. The nurses reacted to theshgsncial needs with a range of responses
which indicated a diminishing level of immediateppart: ‘dealing’, ‘deferring’, ‘diverting’ and
‘ducking’. The majority of the nurses were obserusthg each of these responses at some point
during data collection. A variety of the responsesre used for each type and context of

psychosocial need. These responses were infludryctite ward’s workplace culture.

This study demonstrates a requirement for moreotigir consideration of the true psychosocial

needs of patients, which appear to vary dependettiecontext of care. Consideration should be



given to workplace culture and its influence ov&yghosocial support, with nurses being supported
to expand their response repertoire so that patipsychosocial needs are acknowledged more.
Increasing nurses’ knowledge of the reality of pggocial support through education and research
will encourage formalisation of the place of psysbaal support in the planning, documentation

and provision of care.

This study shows that ward nurses can offer psyatiassupport as an inherent component of
their everyday work. Findings derived from thisgaxh indicate that developing an understanding
of how patients express psychosocial needs inipeathrough a consideration of Maslow’s (1943)
hierarchy of needs, may increase recognition appat of psychosocial needs and enable nurses

to respond more comprehensively.
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Chapter 1: Introduction

Psychosocial care has long been regarded as heidgrhental to nursing care. This study explores
how nurses in a hospice ward operationalise psydiascare during their daily practice. This
chapter sets a background to the study by outlitiegconcept of psychosocial care. | demonstrate
how one aspect of psychosocial care marked initr@ture is an expectation of nurses to offer
psychosocial support as an inherent componenteaf ¢are. | make the case for why the clinical
setting of palliative care is ideal for exploringirees’ provision of psychosocial support.
Understanding the psychosocial needs of palliatare patients is a useful starting point for this
exploration. |, therefore, finish this chapter wdh illustration of how psychosocial needs are

described in existing palliative care literature.

1.1 Psychosocial care: a core aspect of nursing

Exploration of psychosocial care as an inherentamrant of daily nursing practice must start with
a recognition of what is meant by ‘psychosociaheTterm ‘psychosocial’ is associated with the
concepts of ‘holism’ (Maslow 1943; Smuts 1927, isl1977), Engel’'s ‘biopsychosocial model’
(Gross and Kinnison 2014, Malmgren 2005, Whitbouz081, Schwartz 1982) and ‘integrated
care’ (Walkeret al.2007, Bendelow 2009). Regardless of which of thesels is used, the ultimate
aim of these approaches is providing care whiclsidans equally, and concurrently, the physical,
psychological, social, and spiritual aspects ofgpas’ illnesses. The idea of holistic care hambee
embraced by many healthcare professionals, butidgfivhat psychosocial care actually is, has

proved to be problematic.

Psychological elements are considered to be thedagng to behaviours, thoughts, feelings, and

emotions that lead people to behave in the waythiegtdo (Gross and Kinnison 2014, Priest 2012,



Upton 2010, Bennett 2000). Social elements coneewnindividuals interact within their positions
in society including the roles they have in grotpsvhich they belong (Willis and Elmer 2007,
Nettleton 2013, Bradby 2012, Barry 2012), suchaasilfy and on a ward. Both psychological and
social elements have an impact on health, andwarsa, and are concerned with how patients and
nurses relate to each other (Gross and Kinnisod,2@dest 2012, Barry 2012). The elements of
psychological and social care are often combinedmsch so that psychosocial care is often
considered as one main area of healthcare (Walkal. 2007, Bennett 2000). The debate over
whether the elements should be combined or disdussgarately, or what term we use for their
application, is not a focus of this thesis. Whemdte term ‘psychosocial’ is used, it should be
considered as a vital aspect of healthcare ang@ e@mponent of nurses’ role. Because the term
‘psychosocial’ is used to refer to such a divees®e of practices, in section 1.3 | will define how

| am using it in this study.

Nursing has been defined in a variety of wayspflvhich indicate the importance and prevalence

of psychosocial care. The World Health Organisafik991) stated that the aim of nursing is:

“To help individuals, families and groups to ... aa¥e their physical, mental

and social wellbeing” (p3).

In contrast, the International Council of Nurse812) have a classification system identifying
what nurses do, which includes enhancing psychcédgivell-being and facilitating social

interaction as well as supporting individuals byilgg social/psychological help. In addition, the
Royal College of Nursing (RCN, 2003) defines nugsas having six characteristics: the “particular
domain” characteristic indicates that nursing inesl supporting the psychological and social

aspects of people’s lives. The Nursing & Midwife@puncil (NMC) espouse the RCN’s view,



rather than formulating a separate definition abmyg, but regularly refer to psychosocial aspects

of care in their code of conduct (NMC 2008).

The importance of psychosocial support in nursiagtbeen indicated since Florence Nightingale’s
first descriptions of nursing (Carroll 1992) andepeated throughout redefinitions of nursing as a
profession. For example, in 1960, Virginia Hendarsiefined nursing by identifying fourteen
components of ‘basic nursing care’, five of whicte gsychosocial (Henderson 2004). The
importance of meeting psychosocial needs is adedchy many, for example, LeMoret al.
(2014), Potteet al.(2009) and Walsh and Crumbie (2007). Similarlyneanodels of nursing are
based around attaining psychosocial needs, su€raam’s (2001) self-care model which views
nursing’s ultimate role to be maximising patierdeépendence: a psychosocial need. Repal’s
(2000) much useélements of Nursinghodel, focusses on patients achieving the ‘Actegitof
Living’, which are affected by, amongst other thingsychological and sociocultural influencing
factors. Similarly, outcomes of nursing can be raeas in terms of meeting psychosocial needs

(Alligood 2014, Roy and Andrews 1999, Neuman 1995).

Psychosocial support is also a core part of nuesaing (NMC 2010) with key texts defining
nursing as above or from a health, caring or ski#sspective. From a health perspective,
psychological and social aspects are included @ sdmponents of health (Pottetr al. 2009;
Craven and Hirnle 2009, Wigley and Wilson 2009) hiM/ caring-based textbooks advocate an
approach based on patients’ psychological needs saeoihl circumstances (Watson 2012,
Chambers and Ryder 2009, Walsh 2002), skills-bésed focus on developing skills, many of
which are communication skills, in order to asssa®s$ manage psychosocial needs (Baillie 2009,

Wilson and Foret 2009, Nettina 2001).



Throughout all the definitions and explanationsnafsing discussed above, there is a common
theme that stresses the importance of providinghpssocial care for patients’ psychosocial needs
as a component of basic nursing practice. Howekiey, do not explain what psychosocial care is

or how nurses should provide it. This study setd@understand what role nurses play in meeting
the psychosocial needs of patients by exploring havees operationalise psychosocial support,

including liaising with colleagues and documentiage, vital processes that enhance care (Nursing
& Midwifery Council 2009). To understand what is an¢ by ‘psychosocial support’, we should

first consider nursing’s role in psychosocial care.

1.2 Psychosocial Nursing

The inclusion of psychosocial care as part of mgrpractice has been demonstrated in the previous
section. Nursing textbooks offer guidance on psgobki@l care by framing psychosocial needs in
psychological and sociological theories (Rop¢ral. 2000; Lewis and Timby 1993), which,
although useful, may not translate to the realityursing practice. From a review of the literature
on psychosocial nursing there appear to be three approaches directing nurses’ delivery of
psychosocial care: as a component of psychiatryn@sing interventions, or by listing

psychosocial needs.

A large proportion of the literature on psychosboiarsing classifies psychosocial care as part of
the domain of psychiatric nursing. For exampleanal that, on first consideration, appears to be
about psychosocial nursing, “The Journal of Psycbias Nursing and Mental Health Services”,
focusses on psychiatric illness, with occasionttlas on loss, bereavement, spirituality, and the
use of specific therapies. An even more recentlylipned textbook on psychosocial nursing
(Roberts 2013) begins by discussing general coaaetvant to psychosocial support, such as

communication skills, then follows the style of etdextbooks (Barry 1996, Gormahal. 1989,



Skodol Wilson and Kneisl 1988) and focusses onyapglcare to individuals with psychosocial
morbidities, for example: anxiety disorders or @sgive states. Another substantial proportion of
psychosocial nursing literature focusses on nursesbf specific interventions — such as relaxation
techniques, visualisation and group therapy — péttients (Craven and Hirnle 2009, Holyraetd

al. 2001, Edelman 2000). The other common approachtei@ture on psychosocial nursing
describes patients’ psychosocial needs (Mebed.2014b, Wolf 2004, Arantzamandi and Kearney
2004, Thomaset al. 2001) — for example, for control, dignity and @y — and suggests ways of
meeting these needs (Hansdral. 2012, Kennyet al. 2007, Frazieet al. 2003, Dirksen 2000),
such as providing social support and making infatrdecisions. The literature described above
comes from nurse or patient perceptions of psyatiasoare, anecdote or conjecture. There is a

little empirical evidence written about how psyabasal nursing is carried out in practice.

Whether or not psychosocial care is a specialistado or the application of specific interventions
is not under investigation in this study. Whatigjuestion here is whether psychosocial nursing is
a component of everyday nursing practice, as stedes the definitions of nursing, and, if so,
how do nurses provide it? If nurses state that pmt@mponent of their day-to-day role is the
provision of psychosocial support, they must be abldemonstrate that this is the case and show
how the concept is operationalised. This study @egsl what actually happens in an area of

healthcare in which psychosocial care is said tpdvdcularly important: palliative care.

1.3 Psychosocial Palliative Nursing
Palliative Care has been recognised as a mediealadity since 1987 (Doylet al. 2004) and is

defined as:



“An approach that improves quality of life of patte and their families facing
the problems associated with life-threatening gisiethrough the prevention and
relief of suffering [...] of pain and other problenghysical, psychosocial and

spiritual” (World Health Organisation 2003, n.p.).

Palliative care practitioners pride themselvesovyaing psychosocial care (Radbrustral. 2010;
NHS Quality Improvement Scotland 2004; Clinicalr#tards Board for Scotland 2002; Glickman
1997, The National Council for Palliative Care 2D(Palliative care nurses are expected to have
high level of skills in providing psychosocial cased are expected to act as a role-model to
generalist nurses (Becker and Gamlin 2010; Stidt®#§03, Kissane and Yates 2003; Macnish

2002).

Similar to the literature associated with psych@dowrsing there is much written about the nature
of psychosocial palliative care. The majority ohgeal palliative care textbooks have sections
dedicated to psychosocial palliative care (Woodbkoarsd Baldwin 2011, Kissaret al. 2010,
Ferrell and Coyle 2001; Becker 2001), as do natipabiative care guidelines (National Institute
for Clinical Excellence 2011; National Care StanigaCommittee 2005; Clinical Standards Board
for Scotland 2002). Other papers focus completelgsychosocial palliative care (Lloyd-Williams
2003; Hockley 2000; Craven 2000; Glickman 1997;I&be 1997) and guidelines exist for the
psychosocial care of cancer patients, for exantpégeNational Breast Cancer Centre and National
Cancer Control Initiative (2003) which include infmation on how to meet the psychosocial needs
of these patients when they reach the ‘palliatplease of their illness. However, the literature
describing how care is provided to meet the psyatiatneeds of the recipients of palliative care
is restricted: either identifying potential psycbosl needs (Thomast al. 2001) and suggesting

perceived ways of meeting them (Hockley 2000, Raret al. 1998); or focussing on specific



psychosocial problems, especially anxiety and égspoa, and interventions to control these, such
as medication and counselling (Harding and Higgin®003; Fisher 2002, Craven 2000; Lloyd-
Williams et al. 1999). There is a gap in the literature: it rereainclear as to how psychosocial
care is applied in the practice of palliative céBeottish Partnership for Palliative Care 2011,

Johnstoret al. 2006).
Psychosocial palliative care is

“concerned with the psychological and emotional lvbeling of the patient and
their family/carers, including issues of self-esteénsight into and adaptation
to the illness and its consequences, communicatonial functioning and

relationships” (Glickman 1997, p3).

All practitioners in specialist palliative care leaa responsibility to provide psychosocial care;

however, the focus of this study is on nurses’ pegocial support, which can be described as:

“care which does not use formal psychological mdthdut enhances well-

being, confidence and social functioning” (GlickmB®07, p6).

The underlying principle is that patients shouldeiee psychosocial support whenever they have

a psychosocial need.

1.4 What are the psychosocial needs of palliativae patients?

| have demonstrated that both nursing and paleatere aim to provide psychosocial support, but
it is unclear whether, and especially how, thisgeays. Since the inception of the idea that nurses
should provide psychosocial care, there have baenerous proposals, by academics and

clinicians alike, about what types of psychosocieéds patients have. An exploration of how



nurses provide psychosocial support would be diffievithout an initial idea of what the

psychosocial needs of patients receiving palliatiaee may be. Psychosocial needs are difficult to
consider as singular entities. Different psychasaoeeds interact and overlap with each other, and
other types of needs, thus providing care for psgohial needs is complex (Smuts 1927, Carter
et al.2004, Gross and Kinnison 2014, Walkeal.2007). Existing research into psychosocial care
has been carried out in many ways and has ideshtifiany psychosocial needs. However, | am
primarily interested in the psychosocial needs alligtive care patients and how these are
supported in specialist palliative care in-patienits by nurses. The first step in this process was

to carry out a search to identify pertinent literatand produce an overview of existing evidence.

The following sections, in this and the subsequavapter, draw upon literature identified by
extensive searches of the CINAHL, MEDLINE, and P8O electronic databases. The aim of
the chapter is to describe the landscape of litezgpertaining to palliative nursing care and the
psychosocial needs of palliative care patientsialrsearches were undertaken between December
2003 and June 2005 for the previous 10 years. Téemehes were repeated again in May 2014
and again in June 2016, to check for more recepligations. In order to ensure identification of
the full scope of research related to psychos@ahiative nursing, a number of key terms, using
truncations, denoted here by *’, were searchealvariety of combinations. The term ‘Nurs* was
combined with either ‘Psycho*’ or ‘Soci*” and then turn with each of the following terms:
‘Hospice’ ‘Palliat®” ‘Terminal’ ‘Dying’ ‘Death’ and ‘End of Life’. Many articles were identified
that were not relevant to this study, so the foltaylimits were set: Human, Adult (16+), English
language and, where possible, Research; fieldclsséirwere Abstract, Title, Keyword, and
Subject Heading. Checking articles’ reference bstd using the ‘cited by’ facility in the databases

generated additional research papers. In this stddgus specifically on the psychosocial support



of palliative care patients from their own perspaxt or the perspectives of their nurses. | have
excluded research purely from informal carers’ pecsives as they are skewed by their own
psychosocial needs, but have included studies wdoalsider informal carers alongside patients.
Similarly, a number of studies reviewed had a vwar@f allied health professionals (AHPS)

participating, as long as these included nursestibge been included in these sections.

This search of the literature identified that @dilie care patients’ psychosocial needs have been
examined in research studies in a number of waysieSstudies identify psychosocial needs by
enquiring about those that patients have or thbeg wish to have supported (Rydahl-Hansen
2005, Lawton 2000), while others explore specigghosocial needs, such as hope (Herth 1990,
Buckley and Herth 2004), control (Volket al.2004a, 2004b), quality of life (Cohet al. 2001,
Olthuis et al. 2006, Thompsort al. 2006, Sahlberg-Blomet al. 2001) and privacy (Street and
Love 2005). Additionally, researchers extrapolasyghosocial needs by discussing patients’
and/or nurses’ views about their experiences af (Aradleyet al. 2010, Cotterell 2008, Costello
2006). Another approach is satisfaction or qualitgare assessment (Adams 2005, Rogess.

2000, Wilkinsoret al. 1999).

In the remainder of this chapter, and the followahgpter, | discuss the evidence that summarises
current views on nurses’ support of the psychosoaads of palliative care in-patients. Sources
cemefrom all of the above foci are summarised below aftdn both refer to the psychosocial
needs and their support, or lack thereof. Twenty-stdies were of particular significance to my
area of research: they either focussed specifiaalypsychosocial aspects of nursing care of
palliative, or dying, in-patients or were seminggqes of work identifying the role of palliative
care nurses. These 21 studies, which are summaniJedble 1.1, may appear dated, however, this

reflects the nature of current research into thesa.aBoth the types of psychosocial needs of



palliative care patients and the support offeresl @vered in the majority of the 21 studies,

therefore, this table provides information relevianiboth Chapters One and Two.

A wide range of additional research on psychosam@at by nurses exists. Although not specific
to my area of study (they may be concerned withrgamey care for example), these sources
contain some valuable ideas. These are not includdédn Table 1.1 as they do not concern
palliative care, but may be referred to within tbigpter, and the following chapter, to clarify
current views on psychosocial nursing. Examplethede are studies focussing on: care of cancer
patients, without differentiating palliative caratgnts; or palliative care provided in a genetalis
setting. When such studies elaborate on psychdsapport of specialist palliative care in-patients

or their psychosocial needs they have been includ#éee following discussion.

Having reviewed the literature on palliative caegignts’ psychosocial needs, these appear to fall
into four main areas: emotional expression, rightging, and identity. The remainder of this
chapter, therefore, draws on the findings of thelists included in Table 1.1 and other relevant
work, focussing on what are considered to be tlgelmssocial needs of palliative care patients. An
initial overview of psychosocial needs follows asducceeded by four subsections discussing the
different categories of psychosocial need. Thisgatisation of psychosocial need was created by
me during my reading for this study. | created acept map (Figure 1.1) outlining what are
considered, in the literature discussed belowetthle main psychosocial needs of palliative care
patients. The placing of the needs, and links,him thap was dependent on how needs were

described concurrently in the literature.
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Table 1.1: Literature on nurses’ support of palliaive care in-patients’ psychosocial needs

Authors

Aims and setting

Methodology

Sample

Keyliimys

Limitations

Boothet al.
(1996)

To explore the impact of
practical and
psychological training
for nurses on their use g
blocking communication
tactics in two English
hospices.

Questionnaire,
interview, survey
on support,
fRecording of
patient assessmen

41 nurses

ts

Nurses regularl
used blocking
tactics, because
they: wished to
protect patients
and/or
themselves;
believed their
blocking tactic to
be helpful; or did
not feel skilled
enough to
support the
expressed needs

Support from
managers was
found to have
the greatest
influence over
reducing
blocking.

yAssessment

D.

interviews were
the only
communication
scenarios analysed.
Potential impact of
audio-recording.

Cannaertgt al.
(2004)

To find out what
palliative care actually ig

Two hospices in
Belgium.

Grounded theory:
.interviews;
observations of
care and team

8 patients,
9 relatives,

24 staff members

By controlling
symptoms
palliative care
allows patients
to focus on

Over-reliance on
interview data.

Exploring different
episodes of care.
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meetings; care
documents

(11 nurses)

‘enjoying’ life
until death.

Conditions in the
hospice make

Comparison to
hospital care.

U7

this possible.
Cohenet al. To investigate whether | Comparison of 88 patients Significant Only those patients
(2001) quality of life (QoL) does self-reported QoL improvement in | in better health
improve following scores on QoL in all conditions could
admission to one of five| admission and 1 domains, participate.
anadlan palliative care yveek.later, including _ Comparison to
units. interviews. psycholgglcal previous state,
and social, after rather than on
one Week asa expectations.
hospice
inpatient.
Copp (1999, To develop theories of | Participant 12 patients, Patients’ Descriptions of
1997) death and dying through observation, 15 nurses ‘readiness’ to dig actual care are not

an exploration of these
experiences in patients
and their nurses in an
NHS hospice.

informal interviews

can be physically
and
psychosocially
disparate.
Hospice nurses
plan care around
trying to enable
dying patients to

accept their

included.

Important theory
proposed but how
to apply this to
practice is missing
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forthcoming
deaths.

Costello (2006,
2001)

To explore the care

offered to and received
by dying older people in
three hospital wards in

England

Participant
observation and
interviews

74 patients,
29 nurses,

8 doctors

Nurses focussed
on physical
aspects of care,
often failing to
recognise
psychosocial
support when
they had offered
it. Organisationa
constraints were
blamed for the
lack of
psychosocial
support,
especially failure
to discuss
concerns around

dying.

Data describing
nurses’ views on
psychosocial
support was
reported to a much
greater extent than
patients’ views.

Hospital
environment and
ethos may cause
substantial
difference from
palliative care
settings.

Davies and
Oberle (1990,
1992%)

Community pallaitive

care in Canada

Grounded theory
analyses of
descriptions of care

One palliative care
nurse’s encounters

> with 10 patients

Developed a
model of
palliative care
nursing
consisting of:
creating
relationships;

respecting and

Palliative care has
evolved in the 25+
years since this
study.

Only one nurse’s
care was examined
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empowering
patients; helping
patients to
maintain a sense
of self-worth;
and providing
physical care.

and taken from her
own perspective.

Deveryet al.
(1999)

To investigate the role of Interviews

health outcomes in
palliative care in
Australia.

77 patients,
caregivers and
healthcare
professionals

Patients gained :
sense of
normality and
well-being from
honest, open,
two-way
communication
with
professionals,
despite having tg
negotiate with
staff in order to
have their needs
met.

a Lack of distinction
between who hold
which views.

Uy

Self-report.

Field (1989)

To explore the impact g
the organisation on
psychosocial aspects of
nursing dying patients in
hospital wards and the
community in England.

fInterviews and
observation

47 nurse interviewe

13 patients observe

I Psychosocial

support is
challenging in
nursing due to:
lack of
experience;

Generalist care of
the dying.
Differing
methodologies
over clinical areas,

disparity with
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medical
colleagues; and
organisational

limited
observation.

pressures
Haraldsdottir To discover whether Ethnomethodology; All ward nurses Nursing care was Majority of data is
(2011) nurses spent time ‘being observation of carg observed, 6 in task-oriented, the researcher’s
with’ patients in a city | and meeting, conversations with interpretation, risk
based Scottish hospice’s informal organisational | of bias.
wards. conversations .cor?sj[r-alnts Limited time
|nh|b|‘t|ng nurses periods of
frgr:’ bel.ng observation (9-12
with patients. | |- 2.6).
Less participant
observation.
Heaven and To discover whether Comparison of 87 patients, Nurses Restricted aspect
Maguire (1997 &| nurses, in two English | tape-recorded 42 nurses recognised under of patient-nurse

1998)

hospices, accurately
elicit and document
patient concerns.

nurse-patient
assessment
interviews to
researcher-patient
interviews
including written
assessment tools.

half (42%) of
patients’
reported
concerns and
documented less
(19%). A greater
number of
concerns were
identified by the
researcher.
Nurses reported

interactions
studied.

Non-verbal cues
missed (by use of
tape-recorded
assessment
interviews).
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mostly physical
concerns while
those revealed
by patients were
more frequently
psychosocial.

Ingleton (1999)

Evaluation of one
community palliative

care service in England

Ethnography:
survey,
observation,
interview,
document analyses

70 patients
For 52 days

» 9 patients, 8 carers

Availability of,
and relationshipg
with, the nurses,
in combination
with a friendly,
open
atmosphere,
made the
patients’ and
carers’
experiences of
care positive

Focus on patient
interview data.

Lack of
objectivity.

Researcher cared
for participants.

James (1992)

James and Field
(1996)

To investigate the role of Ethnography:
nurse in caring for the

dying in an NHS
hospice.

observation,
conversations

Hospice staff

Nursing care in
the hospice is a
combination of
practical tasks
and emotional
input, with a
strong focus on
the former. With
organisational

Researcher and
staff perspectives
of care, not
patients.

Focus on
sociological theory,
rather than nursing
skill.
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constraints
controlling both.

Johnston (2002),

Johnston and
Smith (2006)

Understanding of what
patients and nurses, in
two hospices and two
acute hospitals in
Scotland, consider an
expert palliative nurse ta
be.

Phenomenological
interviewing

22 patients,

22 nurses

Expert palliative
nurses connecte
with patients to
form
relationships
with them. This
allowed nurses
to: maximise
patient
independence;
meet patients’
needs; create a
safe, secure and
relaxed
atmosphere in

Perception of what
dis desired of the
expert nurse, lack
of insight into
reality of providing
this care.

the hospice.
Kuuppelomaki | To identify how Finnish | Questionnaire 328 community Emotional Self-report,
(2003) community nurses nurses support is a retrospective and
perceived the emotional regular and often on care not

support they offered to
palliative patients.

integral part of
nursing care.
Mainly given in
the form of
listening to
emotional
concerns and

witnessed by
respondent.

Lack of patient
comparison.
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fostering hope.
Discussions
around dying
were limited.
Documentation
and liaison of
emotional needs

was limited.
Lawton (2000) To understand how Ethnography: Day-care: 40 Patients’ Sociological
individuals can maintain| participant patients, 12 deteriorate perspective.
a sense of self, whilst | observation, relatives. psychosocially First encounter
physically deteriorating | informal Whole hospice and physically as with dying people.
towards deqth, in d_ay- conversations population: 280 pts, they approach
care and affiliated in- all staff. volunteers death.
patient unit in an English ’ Psychosocial
hospice. support may not
be achievable for
palliative
patients.
Identifies social
needs.
Questions
realities of
practice.
Li (2004, 2005) | To investigate the Grounded theory: | 28 nurses Nurses consider‘Incidental” nature

process of nurses and
patients being ‘nice’ to

partial-participant
observation, tape-

patients to sit on
a continuum of

of patient
inclusion.
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Li and Arber each other in order to | recording nurse ‘credible to Specific focus on
(2006) form relationships and | hand-overs. troublesome’ the impact of talk
provide psychosocial Discourse and which is and the concept of
support, in three conversation influenced by ‘niceness’.
palliative care units in analyses. their health
England. status and
psychosocial
attributes.
When patients
and nurses are
nice to each
other, their
problems lessen
this can results
in ‘negative’
emotions being
suppressed.
McNamara To explore how patients| Ethnographic 32 health Patients Analysed against
(2001) in Australian hospice observation, professionals (22 experience a social theory
care (community and in-| interviews, survey. nurses), ‘good death’ instead of reality
patient) achieve ‘good when their of nursing care.

death’ and the impact of
staff support on this.

53 patients or carers.

wishes are met.
Most important
factors in this
are: maximising
independence;
having choice;
acceptance of
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and preparation
for impending
death; and
quality of life.

Skilbeck and
Payne (2003)

To identify, through
analyses of existing
evidence, how clinical
nurse specialists (CNS)
support the emotional
needs of palliative care
patients with cancer.
Participants in included
studies were mainly UK
based.

Systematic
literature review

Undescribed.

Patients and
carers feel
emotional
support is gained
through physical
care, information
giving and
technical
knowledge,
whereas nurses
view it as a
specific,
separate,
component of
their role.
Recommended
research on
whether
emotional
support is
provided
separate to, or in
combination,

Clinical nurse
specialists only.

Cancer patients.

Lack of detail on
inclusion/exclusion
criteria and studies
included.
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with other
aspects of care.

Tayloret al. Explore the expectations Interviews 5 patients, Patients and Researcher role
(2001) of patients, their familieg 6 relatives, family members | (nurse to patient,
and staff relating to what felt sensitivity manager to nurses
constitutes valuable Focus group 15 nurses and empathy | may influence
palliative nursing from nurses, was response.
most important.
Whereas the
nurses focussed
on the ‘doing’
aspects of their
jobs.
Thomaset al. To explore the main Cross-sectional 402 cancer patients| Psychosocial Low response rate
(2001) psychosocial needs of | survey, interviews | and their carers. needs, in order | of palliative

Mcllimurray et al.
(2001)

cancer patients, and the
carers, and how these a
met in clinical practice
across locations served
by one cancer centre in
England.

rand focus groups Q
reatients and carers

Semi-structured
interviews of health
professionals.

f39 professionals:

"doctors, specialist
nurses, dietician anc
care
organisers/manager

of importance
were related to:
1 communication
with
Sprofessionals;
information;
support; identity;
emotions and
hope; and
assistance with
practical issues.
Two significant

patients: 57 out of
380 (15%).

Only patients with
cancer and nurses
in specialist roles.

Self-report.

changes when
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patients ‘become
palliative’:
increased need
for information
about the future
and having some
control over
what happens.

D

Wilkinson (1991)

To explore nurses’ use ¢
blocking and facilitating
communication skills
with cancer patients in
six hospital wards in
England.

f‘Analytical
relational survey”:

Questionnaire on
nurses’ anxiety anc
social support;

Recording of
patient admission
assessment;

Interview;
observation of
setting and
organisation of
care.

54 qualified nurses.

The majority of
nurses used
blocking tactics
regularly which
inhibited
eliciting
patients’ true
needs, especially
psychological
ones.

Four types of
nurses:
facilitators,
ignorers,
informers and
mixers.

Ward
environment,

including

Admission
assessments were
the only
communication
scenarios analysed.

Tape-recording of
the patient
assessments may
have influenced
the
communications.
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preference for
patient over task
allocation and
charge-nurse
attitude to
psychosocial
care, was
identified as the
key predictor of
which
communication
skills were used.
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Figure 1.1 Concept-map of palliative care patientgpsychosocial needs

Coding
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Means to achieving

Personal qualities enabling achievement
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Thoughts & Feelings

Dignity

Privacy

Emotional
Well-Being

Quality
of Life

Respecting Rights
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Control of Choices

Independence

e Individuality

Coping

Acceptance

Readiness \

Understanding

Expression
Rights
Coping
Identity

‘\

Communication

Relationships
Companionship

Identity

Sense of Belonging

Role Recognition

Self-Concept

Self-Esteem
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A comprehensive overview of psychosocial needs mpeed by patients with cancer,
including those whose care had become palliatias provided via a cross-sectional survey,
by Thomast al. (2001). Data from 402 responses were analyserttdeca categorisation, in
order of those considered most important, of psyob@al needs. These categories were
summarised as: emotional well-being and hope; tiastcommunication with health
professionals; dignity; information to aid undemstag; social support and maintenance of
relationships; identity, through independence, dr@nd positive self-concept; and assistance
with practical issues. Verification of the categation was gained through patient and carer
focus groups and professional perception of supmpithese needs was explored through
interview (n=39). Although the sample was restdcte cancer patients and their carers,
analyses for differences for palliative care pdsenere made throughout. Two significant
changes in the psychosocial needs of palliative patients were identified: an increased need
for information about, and maintenance of contne@ro their futures. While these results do
show a heightened psychosocial need for some {padlieare patients, they must be reviewed
with caution. The low response rate of this grotipatients, 57 out of 380, may be attributable
to the overzealous protection of palliative carégoais (those felt not to be well enough to
participate were excluded and, unlike the otheugspno reminders were sent). Further studies
concur that the psychosocial needs suggested bydset al. (2001) do exist (Taylor 1994,
Lawton 2000, McNamara 2001, Johnston 2002), witteiostudies adding the importance of
‘quality of life’ and safety and security’ (Copp 99, McNamara 2001, Johnston 2002) for
palliative care patientslhe needs identified by all of these authors aseutised in greater

depth below.

1.4.1 Emotional expression

The importance ofemotional expressionand a desire foremotional wellbeing occurs

throughout psychosocial need literature (Law 2608&lahl-Hansen and Eriksen 2009, Skilbeck
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and Payne 2003, Field 1989). A broad range of ‘iegjaamotions are described, for example:
fears about the future (Fitzsimons et al. 2007)@frdkath (Copp 1997); feelings of depression
over conditions and stress from hiding the feamffamilies (Chapplet al. 2006); and anger

or sadness over care experiences (Wetial. 2006). ‘Positive’ emotions were also reported,
though to a lesser extent, for example: patiereinfg confident about the future because of
confidence in their nurses (Connet al. 2008); and joy or appreciation at care received

(Kuuppelomaki 2003).

Skilbeck and Payne’s (2003) systematic literatuegiew exploring how clinical nurse
specialists provide emotional support for palliativare patients supports the existence of
emotional needs. A major finding was that the vieMgatients, carers and staff on what
emotional support is differ greatly: patients aratecs felt that support is gained through
physical care, information giving and technical Wtedge, whereas nurses stated that they
provide emotional support as a specific, sepamateponent of their role. Skilbeck and Payne
(2003) also found that there is a common beligfénzotional support, a confusing term, means
the same to everyone; they found that this is mdact the case. Though over a decade old
these findings appear to have ongoing saliencentemporary practice. This confusion over
the provision of emotional support within practingiated a request for exploration into: what
patients actually find supportive; whether emotlosidpport is provided separate to, or in
combination, with other aspects of care; and imtligis’ roles within interactions involving

emotional issues.

Emotional needs interact with many other psych@doseds, for example, Cartdral. (2011)
found the variety of emotions encountered by meh emd-stage prostate cancer impacted on

their ability to cope with, and make choices abbig,and their illness.
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1.4.2 Rights

Respecting a patient’'s right to be self-determining were other commonly identified
psychosocial needdRoche-Fahy and Dowling 2009, Cannaegtsal. 2004, Csikai 2004).
Giving patients control over choices and ensurirgythave an active role in decision-making
is a primary means to enabling self-determinatease and Finlay 2002, Volketral. 20044,
Harstade and Andershed 2004, Kennedy 2005), thdegkion-making is often a joint process
with HCPs (Bradleyet al. 2010). Cannaertst al. (2004) carried out a grounded theory study
exploring the experiences of patients, relativas staff working in two hospices in Belgium.
Consensus was suggested across the participarqisgroare enabled patients to ‘enjoy’ — a
psychosocial concept - life as much as possiblealasdvas facilitated through good symptom
control and patient choice. Priority was given hysical needs, with psychosocial needs being
attended to as a second priority, in line with Mas$ (1943, Frageet al. 1970) hierarchy of
needs. The decisions patients participate in areyraad vary from ‘where care is given’ (Street
and Love 2005) and ‘what care to accept’ (Morga®13@o simple things such as ‘when to get
washed’. The type of decision appears not to ngttee most important thing to some patients
is being allowed to ‘take charge’ of as much ofrthees as possible (Cartet al.2004), whilst

other patients choose to relinquish their decisi@aking role (Sahlberg-Blomt al. 2000).

The ability to participate in decision-making caetetiorate alongside palliative care patients’
physical conditions; when this occurs the scopetl@ psychosocial need autonomy
diminishes. The challenge of palliative care pafenaintaining a sense of self — a psychosocial
need in itself — was the subject matter of Lawtd@800) ethnographic study of an English
hospice. Observations were made of respite patientaining ‘social beings’ while physically
deteriorating, through continuing hobbies and tmes@gnce of memorabilia. Conversely,
actively dying patients declined personal belongiagd reminders of life or requested their

removal. Lawton (2000) found that some patientseapgd reluctant to discuss deeper issues,

27



choosing instead to ‘live in the present’ to avaateptance of impending death; some nurses
supported such wishes, while others denied thespdity was observed between health care
professional and patients’ wishes and dying wasnofiidden’ by moving patients into single
rooms. These latter findings led to the suggegtiahit may not be possible to meet a key ethos
of palliative care and ‘die with dignity’ with Lawh requesting further exploration of whether
palliative care can be what its aims to be. Howgewgaution must be taken in accepting this

claim as the study explores one hospice alone.

Wilson et al (2013) suggest a need to reconsider how autonsmmaintained for patients as
they near the end of their lives: rather than baingut decision-making, the focus of autonomy
for these patients should be on ensuring careiigedan accordance to their current, or —in the
case of patients who are no longer able to commatmie previously expressed, individual
needs. The challenge is that patients’ wishes aofteange as their condition deteriorates.
Autonomy is viewed by a number of authors as bamgnportant psychosocial need (Bergdahl

et al.2011, Johnston 2002, Csikai 2004).

The psychosocial need mfdependenceas a right is often discussed in the literatuesy(Sour

et al. 2003, Breretoret al. 2011, Johnston 2002). Being in receipt of pallmtcare in itself
makes it likely that a patient will have deteriangtphysical independence but this loss can be,
at least partially, compensated for by meeting otisgchosocial needs. Patients in Cotterell’s
(2008) study described independence in relatignnysical tasks and other psychosocial needs:
control of choices, self-determination, identitglfsessteem, relationships, emotional well-
being, self-concept, and communication, while Mo@atet al. (2004) found that maintaining

dignity could compensate for loss of independence.

To be treated withdignity, being considered as an ‘individual of worth aradue’ (Royal

College of Nursing 2008) rather than as a ‘patjeist’a regularly cited psychosocial need
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(Beckstrancet al. 2006, Mok and Chiu 2004, Breretehal. 2011, Gallagher 2012). One way
of providing dignity is offering another psychosalaneedprivacy (Caseyet al.2011, Roche-

Fahy and Dowling 2009, Kirk 2003).

The psychosocial need oafdividuality is also commonly recognised (Spichiger 2008,
Johnston and Smith 2006, James 1992). Individuiglig§pout taking each patient’s preferences
into account (Bradleyt al. 2010), and respecting them even when they are difigrent
choices from the majority, such as a desire fdatgm (Copp 1997). Alternatively, in McSteen
and Peden-McAlpine’s (2006) phenomenological stadg nurse described how she helped a
patient meet his needs for individuality by helpimgy understand that what mattered to his

significant others was who he was, not what jolh&e done.

The psychosocial needs of feelisgfe (Harstade and Andershed 2004, Richardson 2002,
Johnston and Smith 2006) asekcure(Mok and Chiu 2004, Brannstroet al. 2005, Johansson
and Lindahl 2011) in both place of care and trystirose providing care, are considered to be
important. These also include financial securigy(8ouret al.2003) despite some considering

that financial support is a separate need (Adard5)20

Fewer studies than expected were found that epliomentioned quality of life’ as a
psychosocial need (Rydahl-Hansen 2005, SahlbergiBéd al. 2001, Wallerstedt and
Andershed 2007). This may be because it is sudvararching aim of palliative care that it is
not discussed, as Cannaetsl.(2004) found the focus of care by all staff wasyaximising

patients’ quality of life.

1.4.3 Coping

The many changes that occur to patients with pa#iaconditions result in distress if the
psychosocial need @bpingis not met (Canningt al.2007, Rydahl-Hansen and Eriksen 2009,

Copp 1999). Patients need to adjust, and cope Vifiéistyle changes (Bradlegt al. 2010,
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Morgan 2001). A key aspect of copingasceptance(Spichiger 2008, Canningt al 2007,
Parishet al.2006). This includes accepting the deterioratiomealth that has resulted in a need
for palliative care so patients can prepare forfthere (Enes and de Vries 2004) and being

ready for the outcome of death (Copp 1997, Costello 20@@8e and Johnston 2011).

The challenge of meeting the latter psychosociatineas uncovered by Costello (2001) when
he explored nursing dying older patients, by ohisgreare then interviewing patients, nurses
and doctors about what he had observed. Patieufgests, to nurses, to discuss their diagnoses
and prognoses were denied by medical staffs’ réfissathese discussions to take place.
Similarly to McNamara (2001), nurses in Costell@801) study recognised the importance of
psychosocial support: they labelled deaths as ‘gaten they knew patients’ psychosocial
needs prior to them ‘entering’ the dying phase. Eosv, contradictions were reported between
what was said to happen and what actually happemades talked about how important
psychosocial support was but gave priority to pteistare. And often, nurses were unable to
recognise when they were providing psychosocigbstpwhen nurses were interviewed about
an observed assessment, which the researcher deerhedosychosocial support, they were
often oblivious to having carried out the assesgniemay be that Costello’s (2001) variable
level of participation in care during the obsergai may have restricted the researcher’'s
opportunities to witness psychosocial care: by dvélwing to “a more passive observer role”,
he may have missed the chance of observing thdpsgcial support that took place alongside
the physical care of the patient. Similarly, in ilimg the patients’ interviews to informal
conversations, he may have missed the opportumigxplore whether patients really wanted
or needed psychosocial support. Minimising the gievf patients puts into question the
credibility of this study; Costello (2001) appe#wsbe allowing his own preconceived ideas
about patients’ ability to understand psychosaosigdport to affect the data, thus skewing the

results towards focussing on the views of nursgspap to which he belongs.
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Coping, acceptance and readiness are facilitatgzatigntsunderstanding what is happening
to them (Chapplet al.2006, Spichiger 2008, Weber and Grohman 2004). t$taieding was
gained through seeking, and the receipt of, inféilona(Mcllfatrick 2006, Kennedy 2005,
Herth 1990) with patients suffering “psychosocidtiebss” in its absence (McClemesttal.

2004, p174).

Palliative care patients can hawvepe until their deaths though it changes from the rdesi be
well enough to continue to function in life, thrdug number of phases, until it focusses on
being respected as an individual (Herth 1990). imfportance of hope has been suggested in a
number of studies (Duggleby and Berry 2005, Jommatad Smith 2006, Buckley and Herth

2004) though not as many as might be expected.

1.4.4 ldentity

The other psychosocial needs identified in therditee relate to palliative care patients’
identities (Bergdahlet al.2011, Rowlands and Noble 2008, Weber and Grohrdaa, Sayers
and de Vries 2008). Patients seek a sense of nityrlaéveryet al. 1999), while for others, it

Is about not being alone (Lawton 2000, Braddewl. 2010) or maintaining integrity (Morgan
2001, Dale and Johnston 2011). Dewetrgl. (1999) combined the views of patients, caregivers
(family or friends who supported the patient) arehlthcare professionals in their study,
looking at the best way to measure outcomes ingpiak care. They found that the greatest
value patients and caregivers gained from palkat&re practitioners was their investment of
time in honest, open, two-way communication abdbeirtsituation, where all parties were
talking on the same wavelength. These conversatjame patients a sense of normality and
well-being, despite the fact that at times they teadegotiate with staff in order to have their
needs met. Devemt al. (1999) concluded it was the relationship builtwestn practitioners,

patients, and their caregivers that enabled thetalkkan the same wavelength.
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Identity can be maintained by patients completingcpcal activities or ensuring financial
security for themselves and their significant ash@onneret al. 2008) which, on some
occasions, has been the only way patients expssgh@social needs. For example, in Carter
et al's (2011) study on the supportive needs of advapcestate cancer patients, participants
made little explicit reference to psychosocial reedtbwever, their focussing on the physical
aspects of living uncovered the importance of naammg identity and relationships (Lawton
2000). Sharing experiences affirms identity (Ryeldahsen 2005, Tayloet al. 2008),

strengthens self-concept and maintains relatiossl8phlberg-Blonet al. 2001).

Copp (1999) took a symbolic-interactionist approachcomparing nurses’ and patients’

experiences of care in a hospice in a bid to devetodern theories on death and dying. In
doing so she discussed many aspects of nursesdigsycial support. Dying patients needed to
see themselves as ‘living on’ — for example, inrtemories of others — so that their lives still
had some worth. Similar to the findings of Lawt@0@0), Copp’s (1999) main proposition was
that: individuals’ often deteriorate physicallyaadiifference pace than psychologically, socially
and/or spiritually, when this disparity occurredigats were not ‘ready to die’. Nurses were
observed using communication skills to respectaleand/or patients’ choices not to disclose
psychosocial needs and putting time and effort netationship-building. The suggestion is

made that nurses devote much time to assessirgnftpsychosocial states in order to plan
care and facilitate an acceptance of impendinghdaait how they do this and whether they are
successful is not explored. Although descriptiomsgaven of the patients’ conditions and the

input provided by the hospice, reference to actae are missing in publications of this study.

Part of having an identity is still havimgcognition of a rolein life (Spichiger 2008, McSteen
and Peden-McAlpine 2006, Wolliet al. 2006). Patients desire to maintain their usuas rol
(Lawton 2000, McClemenrgt al. 2004), including employment (Bradley al. 2010). When

patients become unable to continue their roles@g did previously, they can adapt so as to
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recreate their roles in order to still feel valiedife (Enes and de Vries 2004). At times, the
psychosocial need of role recognition is met thtoagsense of belonging (Brannstretnal.

2005), either as a family member or as part ofcéesp even that of the ward.

Having apositive self-concepis also a psychosocial need (Bergdethhl. 2011, Breretoret
al. 2011, Roche-Fahy and Dowling 2009, Buckley andtidi@004). Self-concept is about
redefining meaning and purpose in life (Duggleby &erry 2005, Herth 1990, Copp 1997),
coping with the toll of realising that ambitions life cannot be met (Wolliret al. 2006,
Haraldsdottir 2011), and through confidence (Coreteal. 2008, Richardson 2002) in still
being valued by others as an individual (Seymetual. 2003, Bradleyet al. 2010, Lawton

2000).

Self-esteems closely linked with self-concept but is the gisgsocial need of viewing yourself
in a positive light. It is explicitly identified ia few studies (Mok and Chiu 2004, Woléhal.

2006, Sayers and de Vries 2008).

Havingrelationships (Dale and Johnston 2011, Duggleby and Berry 2004lin et al. 2006)
and sustaining them throughout a palliative ilinéBsckstrandet al. 2006, James 1992,
Johansson and Lindahl 2011) are both means towwehienany psychosocial needs and is a
psychosocial need itself. McNamara’'s (2001), duheg exploration of palliative care nurses
attitudes to, and actions in the face of, patiedésiths, found it important that whilst patients
are dying they maintain some form of social intecas (McNamara 2001). However, a
mixture of reactions to what was on offer withiresk interactions was observed: although
nurses offered psychosocial support on occasitresissue of impending death was hidden
behind the medicalisation of palliative care. Dsgions around fear of death were avoided.
Without relationships, patients stop having anuefice on the lives of their significant others

(Lawton 2000) and encounter a ‘social death’ (Glasel Strauss 1965). This can be prevented
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by continued social interactions with the other gdegatients encounter (Fitzsimoas al.

2007).

The companionship patients receive from other patients (Bradi¢wl. 2010, Rowlands and
Noble 2008, Kirk 2003, Arantzameneli al. 2012) and formal or informal carers (Oliver 2010)
is considered by some to be a separate psychose&dlfrom relationships (Wollet al.2006,
Rydahl-Hansen 2005, Cannirg al. 2007). Without companionship patients face isofati
(Lawton 2000, Finchanet al. 2005). Relationships and companionships are fatg@ll by
another psychosocial neesbmmunication (Chappleet al. 2006, Weber and Grohman 2004,

Johnston and Smith 2006).

1.4.5 Psychosocial needs and their place within Masv’s hierarchy of needs

The literature on psychosocial needs discussedeaisoreminiscent of, though not explicitly
referring to, Maslow’s (1943) work on a hierarchiyreeds. Maslow’s work is, therefore,
considered as a theoretical backdrop to this the&slow’s hierarchy of need (Maslow 1943,
Frageret al. 1970), although written with an aim of explainingpat motivates humans, is
respected as a model demonstrating the range dkrmsople have. In health psychology of
nursing, it is still taught in undergraduate cwtlacand referred to by many authors (Walker
2009, Upton 2010, Priest 2012, Gross and Kinnisti®® The theory asserts that people have
different levels of needs, which become hardebtaio the ‘higher up’ the levels an individual
attains. The basic needs are said to be ‘physcadigind, usually, only once these are met does
an individual seek gratification of the higher ngeldigher needs are, in order of progression:
‘safety and security’, ‘love and belonging’, ‘se$teem’ and ‘self-actualization’. Some of the
types of needs identified in the literature abare,included in the naming of Maslow’s levels:
‘safety and security’ are rights; and love and-sslieem are part of identity Maslow (1943).

Even Maslow’s initial diagrammatical model of hieebry identify all of the other categories
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of psychosocial needs, such as: acceptance iraceiflisation; individuality as part of self-
esteem; and role recognition in safety and sec(ivislow 1943). When Maslow’s theory has
been updated to match modern day society (Kereicl. 2010) these psychosocial needs
continue to be considered within higher levels eéch (Peterson and Park 2010). The only
group of needs within the literature not clearlgresented in Maslow’s hierarchy are emotional
expression, though some stronger emotions (fearetymn and panic) are discussed in relation
to safety and security needs. There are two p@ssallsons for the lack of Maslow’s discussion
of emotions. First, the lack of discussion of Isgeng or positive emotions is that Maslow’s is
a theory of motivation, while emotions are morepmses to whether individuals gain what
motivates them. Maslow indicated a need for furtlgploration and understanding on the
overlaps between emotions and motivation. The sepassible rationale for the paucity of
Maslow’s discussions on emotional expression mdinked to the abundance of physiological
needs. So many emotions manifest themselves pHysisach as happiness with a smile or
sadness with tears, that Maslow may have considaredions to be physiological. Emotional
expression may have been one of the many physeabgeeds to which Maslow did not
explicitly refer. Considering Maslow’s (1943) thgowas written to describe motivation, a
major part of which appears to be psychosocialhiwithe human race, how then does

Maslow’s theory related to people who are unwell?

Maslow’s theory connects many of the psychoso@alis discussed in palliative care literature
together. Palliative care in-patients have physjigial needs underpinning their admission, for
example symptom management. Does the need to lime&e tphysiological needs met,

therefore, preclude the desire for higher psychasaeeds? Maslow mentions three ideas that
suggest this may not be the case. Firstly, he résed that people do not always achieve
gratification in one level of need before seekinghkr level needs, Secondly, not everyone

satisfies the levels of needs in order. For examaite individual may gratify their self-
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actualisation needs, by being recognised for thaents, but in working to achieve this
recognition has sacrificed personal relationshigh missed gratification of love and belonging
needs (Maslow 1943, Fragetral. 1970). Thirdly, there is recognition that previaleprivation

of having a need met makes future deprivation nacoeptable. This latter point suggests the
possibility that patients who have progressed thinoprevious illness, may now seek higher
needs with an awareness that their physical nemasot be gratified. An alternative view is
that psychosocial needs may be some of the “presiéegi for the basic needs satisfactions”
(Frager et al. 1970, p22) as they include: expression, commuoicatautonomy, and
understanding. The points raised above throughideration of Maslow’s theory leads to the
guestion: how does being an in-patient, and hakadyan illness deteriorate, affect the needs
which patients seek? Maslow’s theory on hierarcloésneed therefore offers a useful
framework for considering the expression and respda psychosocial needs in palliative care

in-patients.

1.4.6. Summary of Psychosocial Needs

The literature identified a number of psychosonids, which are interconnected. Figure 1.1
is a concept map of these psychosocial needs andangeptualisation of their inter-
connections. The psychosocial needs included inrthe are taken from literature involving
participants who represent the demographics of cilmeent adult palliative care patient
population. A higher proportion of the palliativare patients in the literature cited above had
cancer; however, patients with a variety of lifeiling illnesses also participated in the studies.

No discernible difference between patient groups igantified or noticed.

Knowing what patients’ psychosocial needs are shenhance the provision of palliative care
(Beckstrandet al. 2006). Mcllimurrayet al. (2001) suggest that if healthcare providers

recognise and support the psychosocial needs @npathey can prevent the development of
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psychosocial morbidity. There are, however, chakesn Not all psychosocial needs can be met
for all patients, for example, Mok and Chiu (20@éported an inability to meet patient’s
emotional psychosocial needs because of a needpect patients’ desires for privacy through
not discussing them. Additionally, psychosocial de@re not always explicitly expressed
(Canninget al. 2007), so nurses may not recognise them. Theatitex indicates disparity
between what patients and AHPs see as importanex@amnple: are physical needs prioritised
above psychosocial needs or is meeting the formegans to meeting the latter when facing a

shortened life span?

The discussion above demonstrates that psychos®adk are overlapping and interconnected.
Four groups of needs were identified and relatemeotions and the expressions thereof; the
right to be self-determining and treated as arviddal; understanding and coping with iliness
and impending death, whilst maintaining hope; agiining an identity whilst sustaining
relationships. However, what the literature doddelbus is: whether these are the psychosocial
needs of hospice in-patients; how these needsxaressed; or how nurses immediately react
to them. A description of the needs encounterechduny time in the field and how they are
expressed occurs in Chapter Five, while Chaptere®plores how the nurses responded to

them.

1.5 Conclusion

There is agreement that a component of nursess islpsychosocial care. The speciality of
palliative care is an ideal setting in which to lexe nurses’ psychosocial support, as meeting
patients’ psychosocial needs is an explicit ainpalfiative care. As documented above, there
is an extensive body of literature which reportstiom psychosocial needs of palliative care
patients. The majority of the studies above, arabe¢hcited in the following chapter, also

indicate that there are a variety of ways in whibhse psychosocial needs may be met;
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however, there is a lack of evidence on what needexpressed by hospice in-patients and
how nurses actually respond to these in practibe.fain aim of this study is to go beyond the
points described in existing evidence and find ectly what, if anything, nurses do in an
attempt to immediately support the psychosocigladifative care patients. This is an especially
pertinent time for research into nurses’ psychadaipport, in palliative care and all areas of
nursing, as the importance of this aspect of gateeing highlights in many policy documents
(Francis 2013, NHS Improving Quality 2014, The $sbtGovernment 2015, Department of

Health 2016)

In the following chapter | will discuss the currdigliefs on how nurses support psychosocial
needs, identifying some of the barriers to thiseaspf care, and justifying the need for the

research carried out in my study.
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Chapter 2: An introduction to previous research omurses’
psychosocial support of palliative care in-patients

In Chapter One | identified that there is an exgiah of nurses to provide psychosocial support
as a component of their daily care of patients thiglaspect of care is a key area of focus in
palliative care. Outlining what existing literatupeoposes to be the psychosocial needs of
palliative care patients, and relating this to Mass (1943) hierarchy of needs, raised a number
of questions. The main questions in this thesis\wua are the psychosocial needs of palliative
care in-patients, how are these expressed and bowirdes immediately support them. In this

chapter, | discuss the current views on how nusapport the psychosocial needs of palliative

care in-patients.

There is an extensive range of literature, of &taof methodologies and foci, which discuss
aspects of nurses’ psychosocial support: sometifoeassing on a specific aspect of
psychosocial care; sometimes evaluating palliatare as a whole. All of these studies include

descriptions of at least on of the types of psyobiad need, as discussed in chapter One.

This chapter is organised into four sections. Kirdtconsider the broad question of whether
the providers and recipients of palliative caredhan expectation for psychosocial support from
nurses. The following sections explore in more depe three most commonly referred to
issues within the provision of psychosocial suppgrinurses: the nurse-patient relationship;
the impact of the organisation and environment;taecconcept of ‘being there’. A number of
the studies referred to in this chapter are inaudany table of key studies which either focus
specifically on psychosocial aspects of nursing@ adrpalliative, or dying, in-patients or were

seminal pieces of work identifying the role of jmive care nurses (Table 1.1).
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2.1 Is psychosocial support a component of palliate nursing?

The demand for nurses to offer psychosocial suppaitined in Chapter One, comes from
nursing and healthcare theorists and policy makétexature exists which addresses whether:
patients have an expectation of nurses to offechpsgocial care and whether nurses see this as
their role. Despite research reporting both sigaiiit others (SOs) (Fitzsimoasal.2007) and
patients (Lawton 2000) to be the main source otlpggocial support for palliative care in-
patients, many studies show patients viewing nuaselolding the ideal position to support
patients’ psychosocial needs (Duggleby and Ber@b26ierth 1990, Fitzsimoret al. 2007).
Similarly a number of nurses consider psychosaaiglport to be a large component of their
palliative care role (Kuuppelomaki 2003, Costeld®2, Wallerstedt and Andershed 2007), and

patients value this support (Richardson 2002, Xonrz002, Tayloet al. 2001).

Psychosocial support is a key thread running thrddgvies and Oberle’s (1990, 1992) much
respected definition of palliative nursing. Thetpapating specialist palliative care nurse was
described as someone who: ‘valued patients’ by @iy their emotions, ‘connected’ with
patients on a personal level, encouraged indepeediémough ‘empowering’ and facilitated
maximum quality of life. The outcome of this groeadtheory study was the creation of a
model of nursing whereby patients are: given airigebf continuing self-worth through
emotional support; enabled to maintain maximum uode independence; respected as
individuals; assisted with physical care; and imedl in a personal relationship with their nurse.
However, this study explores the perception of pnese’s care in a community setting, in
Canada, a number of years ago. The changes iatpadlcare over the years and constraints of
providing care in an organisational setting may entke reality of offering such extensive
psychosocial support as a component of palliativesing on a hospice ward very different.
Other palliative care nurses agree in the impodasfcpsychosocial support: in response to

guestionnaires, Finnish nurses=828) suggested emotional support for palliative cass &
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large and integral component of their work (Kuuppehki 2003). Similarly, Johnston’s (2002)

phenomenological interviewing 22 nurses and 22ep#i on what constitutes an expert
palliative care nurse identified psychosocial suppas a key attribute. The nurses reported
providing psychosocial support through: providirgnéort and emotional support; developing

nurse-patient relationships; and ‘being there’ tord spending time with, patients (Johnston
2002). In all of these studies nurses are desgyithiair provision of psychosocial support, but
it remains unclear whether this is what happernmaactice or nurses perceptions of what they

should be doing.

Patients 1t=5) and carers’r{=6) perspectives on psychosocial support were cordgarthose

of their nursesn=15) by Tayloret al.(2001) who explored what constitutes valuableigiale
nursing. Patients and carers felt the personalitggsalof the nurses - their ability to form
relationships and be sensitive, genuine and enpatiere most important; whereas the nurses
focussed on the ‘doing’ aspects of their jobs. €h@sdings are in opposition of previously
discussed studies (Davies and Oberle’s 1990, 198Bnston 2002, Kuuppelomaki 2003,
Skilbeck and Payne 2003) which suggest nurse gnarity to psychosocial care. The
relationship between researcher and participant n@se affected the results of this study:
interviewers asking about care they themselvesigeomay make patients and relatives
reluctant to provide disparaging example of carg} laeing the manager, or educator, of the
nurses may make the nurses wish to impress thaatieedoing their jobs correctly rather than
discussing their personal attributes. These opgosgieaws strengthen the need for further

research into the realities of psychosocial palieanhursing.

The actual practice of nursing care was explorethiee studies which centred around data
from tape-recordings of patient assessment inten/{@oothet al. 1996, Heaven and Maguire
1997 & 1998, Wilkinson 1991). Heaven and Magui@(2 & 1998)carried out a broader study

to identify the overall needs of palliative carei@at in two English hospices. They compared
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the recorded nurse assessments to interviews @d@auieoy researchers which included the use
of formal concern eliciting tools (concerns chesidj Hospital Anxiety and Depression Scale,
and Speilberger Anxiety State Score). Nurses redamtostly physical concerns while those
revealed by patients to researchers were moredretyyosychosocial. The two most common
concerns were psychosocial: loss of independentbeing a burden. Nurses recognised under
half (42%) of patients reported concerns and docueteless (19%). This study highlights the
challenge of nurses recognising psychosocial nedus.disregarding of psychosocial needs
by nurses led Bootht al. (1996), in a linked study (using the same hospjdesinvestigate
nurses (n=41) behaviours in blocking communicatibout psychosocial support. A humber
important points concerning in-hospice psychosanissing were identified. The majority of
nurses were aware of their use of blocking of bilogkactics. Their use was justified by three
intentions: to protect patients and/or nurses fesnotional pain; because nurses believed the
blocking action would be more beneficial to theigratt or from fear of causing the patients
‘harm’ by saying the wrong thing. Nurses’ use aidiing tactics increased proportionately to
patients’ expressions of more emotional needs. & hiedings corroborated an earlier study by
Wilkinson (1991) who explored facilitating tactiakbngside blocking tactics. Blocking tactics
could also be used by nurses to control the patissessment and ensure they gain only the
information they needed in the interaction. Willang1991) suggested the nurses fell into one
of four categories of communicators: ‘facilitatoregnorers’, ‘informers’ or ‘mixers’. Each of
these in turn either: identified needs well; avdigatient needs, focussing instead on their own
agendas; prioritised the giving of information anpdnions; or used a variety of these styles. In
these three studies, there is a possibility thatkihg tactics were used more in these
interactions in response to nurse anxiety overgo&ape-recorded. Despite this and although

these studies are dated and nursing, especiatlygenisation, has changed greatly since these
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times, the questions the findings raise remainytodéhat is interesting to explore is whether

such tactics are used today in everyday practice.

The variability in nursing tactics to support ohiioit psychosocial needs has been recognised
in studies using data collected from a more paaici-observational stance. James’ (1992)
ethnographic study of all staff in a British hospiound variability in offers of psychosocial
support. Nursing care of the dying appeared tmaqss of balancing organisational constraints
with physical and emotional work; the balance ofklmad being unequal in favour of physical
care. Some health care professionals suggestedviidygl, on occasions, avoid psychosocial
support and focus on tasks or aspects of care vameirmprovement would be clearly noticed.
However, others considered focussing on tasks,oamdl conversations, to be part of
psychosocial support: effective interactions candble physical activity and enhance feelings
of well-being. Similar difference in the provisiaf psychosocial support in another hospice
were identified in Lawton’s (2000) study. Despitd focussing specifically on nursing, Lawton
discusses many interactions where psychosociakngere expressed: some nurses supported

these needs, while others ignored them.

Variations in psychosocial support were also regmbim Li's (2004, 2005) observational study

on nurses exhibition of ‘niceness’. Niceness wappsed to facilitate psychosocial support by
enabling nurses to be ‘genuine’ with patients. tegenuine’ is considered an attitude nurses
can portray to provide psychosocial support by destrating respect and compassion for
patients, making them feel welcome and importamlggher 2012, Johnston 2002, Seymour
et al. 2003, Richardson 2002, McClemegtt al. 2004) Nurses in Li's study demonstrated

‘niceness’ to different degrees with different pats. Data was interpreted to suggest that
nurses viewed patients as being on a continuumooblesome to credible depending on their
physical and emotional status (Li and Arber 2006 nurses forgave those patients who were

‘troublesome’ as they attributed their reactionsh@ir ill-health, but there is no indication of
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nurses supporting the issues that lead to thebBbtesome’ nature. The focus of the study
discussed in these three papers appears to beomtie impact of emotion on the relationship
between patient and nurse, rather than whethegrtiational needs of patients are met. There
iIs an underlying suggestion that the nurses’ peimep of the patients and their desire to be
viewed in a favourable light may result in a sugpren of psychosocial support. A lack of
reporting of patient views was one limitation oisttudy. Nurses suggest being genuine is a
vital characteristic required in order to commuteoaell with patients, respond to psychosocial
needs and ultimately enhance nurse-patient rekttipa (Li 2004, Buckley and Herth 2004,
Canninget al. 2007, Sayers and de Vries 2008). The importanceudfling nurse-patient

relationships is often raised in literature on p®gocial support.

2.2 Nurse-patient relationships as a prerequisite fogpsychosocial
support

The nurse-patient relationship is regularly referte as a central tenet of palliative nurses’
provision of psychosocial support. This sectionegivan overview of current thoughts on the
relevance of the nurse-patient relationship in pegocial support by drawing on existing
evidence concerning in-patient palliative care. Mauathors found nurses consider the creation
of an effective, reciprocal, trusting, relationskh patients to be the gateway to effectively
meeting patients’ psychosocial needs (Johnston,20@2%he and Luker 2010, Arantzamendi
et al. 2012, Li 2004). Patients are reported to agreerhises’ ability to form relationships is
a key quality in defining valuable palliative nurgi(Tayloret al.2001, Adams 2005, Cohet

al. 2001). The interaction between these relationsaifspsychosocial support is considered
to be two-way: forming the relationship facilitatbee provision of psychosocial support and
offering support for psychosocial needs enableaticie of the relationship (Cannireg al.

2007).
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But what is this relationship and how is it thougihtbe created? Bergdadl al. (2007) used
semi-structured interviews of eight ‘expert’ paiN@ home-care nurses to attempt to answer
these questions. Their result was a model in whigkes combine their ability to recognise the
patient as a unique individual, with their intuéiand expert knowledge, and their desire to do
the best for the patient. Nurses created relatipashy communicating effectively, being
empathic, and remaining open to patients’ wishesrd&ahlet al. 2007, Lukeret al. 2000).
Subsequent action research and observational stsgjgport these ideas (Bergdahal. 2011,
2013). Once the relationship is formed, nursesdiacover patients’ preferences at an early
stage of their illness in order to facilitate awdory as their condition deteriorates (Wilsein

al. 2013). This, in turn, is thought to increase tharce that deaths can be labelled as ‘good’
because the nurses know patients’ psychosociakr@eat to them ‘entering’ the dying phase
(Costello 2006). However, as concerns around dyieig rarely discussed in Costello’s study
and documentation of psychosocial needs appebssltaw (Wilkinsonet al. 1991) this appears
to be an unsupported claim. Other questions hagerawhich challenge the importance of

nurse-patient relationships in psychosocial support

Firstly, it has been suggested that nurses faceitemma of creating a close relationship in
order to provide psychosocial support or keepingearotional distance from patients to
minimise their own distress (Kuuppelomaki 2003, Bh®rg and Sahlberg-Blom 2007,
Johansson and Lindahl 2011). Olthatsal. (2006) advance these ideas by proposing that the
relationships nurses form with patients fall someshon a continuum between “contact” and
“connection” (p30): a nurse who uses effective camitation skills connects with patients;
whilst being task orientated, and failing to meatignts’ psychosocial needs, allows only
contact and is unethical care. It is proposedthases make contact with patients at a deeper
level to achieve the goals of palliative care,isitilg their experience and knowledge to

communicate effectively with patients and maintdia balance between providing the best
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care for each patient and meeting the rules obthganisation in which they work. However,
whether, and how, this is actually achieved, isdmtussed. One alternative view is that nurses
develop a type of friendship with patients in ortteprovide psychosocial support (Nagington
et al. 2013). These connections are differentiated fraherofriendships and are formed by

carrying out physical tasks to help patients.

Additionally, nurse-patient relationships are regiyl referred to as something that need to be
developed, rather than an immediate connectiate\utloping nurse-patient relationships is so
important for psychosocial support, does this npatients’ psychosocial needs cannot be met
when relationships are not formed? Relationshipding can be restricted by attempts to meet
the challenges of organising care (Luletral. 2000, Newton and McVicar 2013) but it is
necessary also to consider whether patients redhiserelationship. Patients report open
communication creating an immediate personal cdiorewith their palliative nurses: hospice
nurses are able “to go deeply, quickly, sensitively sensitive areas of patient lives” (Newton

and McVicar 2013, p1669, Richardson 2002, Seymobat. 2003, Deveryet al. 1999).

Further studies have identified that developinguase-patient relationship may not be a
prerequisite for psychosocial support. One suchmgia was when Cohest al. (2001)
explored the effect of palliative care on patierggality of life. Eighty-eight patients were
interviewed about their quality of life and comgléta combination of validated, reliable quality
of life tools following admission to one of five @adian palliative care units. The results
suggest an overall improvement in quality of lilegluding psychological and social well-
being. Nurses were reported as having both postidenegative impacts on psychosocial well-
being, dependent on: whether the nurses were alailhen the patients needed them, and the
nurses’ behaviours and attitudes. The environnmetitd unit was also reported as being a major
contributor to quality of life. These findings matthose of Ingleton (1999) who combined

survey, non-participant observation, and intervitata to evaluate one specialist palliative care
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service in the UK. Ingleton concluded the frienddpen atmosphere of the hospice gave the
patients’ and carers’ a positive palliative carpeience. However, in discussing her findings,
Ingleton (1999) rarely refers to her observatianstead focussing on the patient and carer
interviews; she never mentions the staff’'s viewscdynition is given that the positivity of
these findings are likely to be skewed by gratitdde the service and the researcher’s
involvement with the team. Had the analysis of datduded a comparison of what the
researcher observed with what the interviewees aaiddvocated in an ethnographic approach
(Morse 1994), it could have produced some evidegleging to whether the nurses really were
available and how the atmosphere was created. Whatl be useful to know is how nursing
action helps to bring about the positive changpsnted by both of these samples of patients.
That it was not just a response to being removeh ihe difficult situation that necessitated
admission. Additionally, it would be interestingkiaow whether the hospice environment truly
affects psychosocial support as, subsequent studigsiding observational ones, question
whether ‘psychosocial climates’ do exist in hospidéleaven and Maguire 1998, 1997,

Haraldsdottir 2011).

2.3 Environmental and organisational influences orpsychosocial
support

It has been proposed that palliative care wardrenments facilitate nurses’ psychosocial
support. These are described as having: patierttadibn in force; charge-nurses as active role-
models; nurses who are encouraged to be autongpnactitioners; and consideration given to
psychosocial aspects of care during hand-oversk{fgbn 1991, Cannaertst al. 2004,

Williams and Kristianson 2008).

Cannaertet al. (2004) agree with Ingleton (1999), Coledral.(2001), and Johnston and Smith
(2006) that palliative care patients’ quality délcan improve on admission to a hospice. This

improvement is attributed to the skills, team-watkiand caring attitude of the staff: the higher
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staff to patient ratios allowing nurses to moredtita spend with patients, in an environment
more conducive to living. However, these resultgesp skewed. Reports of this study focus
on the interview data and appear — from all pgréiot groups - to be a comparison to the care
provided in acute hospital: all participants suggeéshat moving to the hospice resulted in an
improvement of care. Some data excerpts includeatidns that psychosocial support was not
consistently offered in the hospices, for examplatients indicating that nurses explored
psychosocial needs but did not subsequently convatenithe support offered amongst the
team; or medication being prescribed for anxietthaut discussions arounds its cause. James
(1992) observed a different perspective of highaffiag numbers in hospices: the heavier
workload necessitated the increased proportiorucdeas, but as a substantial number of these
worked part-time continuity of care was hindered @sychosocial support inhibited. Other
studies indicated the value of continuity of caremproving psychosocial support (Beckstrand
et al.2005, 2009, Adams 2005). The allocation of theesaarses to look after the same patients
on subsequent shifts, is considered to facilitaiationship development (Johansson and
Lindahl 2011), decision-making (Sahlberg-Bl@tal. 2000) and feelings of safety (Harstade

and Andershed 2004).

Conversely, it can be argued that this psychoseardronment is partly created by the attitudes
and characteristics of the nurses, not their imdial presence, that facilitated psychosocial
support. Presenting an attitude of being availabiing to spend time with patients, and
flexible is espoused as the ideal approach for hpss@cial support (Chapplet al. 2006,
Mcllfatrick 2006, Wollinet al. 2006, Canninget al. 2007). James (1992) observed nurses,
especially auxiliaries, giving patients the feelthgt nurses were always available for them by
adapting their care according to patients’ choiclesvever, nurses are not consistent in offering
availability (Coheret al.2001) or flexibility in their work: Rydahl-Hansen@Eriksen’s (2009)

observations found that once hospice nurses hadgdetheir shifts they were reluctant to alter
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their plans: nurses failed to notice psychoso@&ds as they attempted to complete a number

of practical tasks.

The nurses in Kuuppelomaki’'s (2003) study identi@vironmental and organisational issues
in relation to the provision of psychosocial sugpmaporting a number of challenges. They felt
the increasing number of palliative care patierdse to the evolution of the speciality and its
expansion for a much wider range of conditionsdupes their ability to offer psychosocial
support because of a heavier workload. They alpomrted feeling pressure from their
colleagues to complete their share of a shift'skle@d which hindered their willingness to
offer psychosocial support. The range of practaseschallenges observed in Kuuppelomaki’s
(2003) study were also identified in Field's (19@@)ticipant-observation studies of palliative
care nursing in general hospital wards and the comiiyn Field found that the majority of
nurses wanted to provide psychosocial support lemewhallenged in their attempts to do so
by: their lack of experience and/or education; digp with medical colleagues over what they
should discuss with patients; and organisationasgures. Field (1989) identified palliative
care nurses’ lower level in the hierarchy of hezdtle professions as a major barrier to nurses’
provision of psychosocial support. Although thiadst is dated, and the role of nurses and
palliative care has altered quite extensivelyilitisas value today. The issues reported by Field
(1989) have been reflected in a variety of reseavel the proceeding twenty years, with some
studies identifying the provision of effective phgsocial support for palliative care patients,
others concluding that physical care and achiewaotkload takes priorities and a final group
illustrating a variety of care. The question themains over whether staffing levels and
organisational challenges prohibit psychosociapsufpor is there an incorrect expectation of

what psychosocial support nurses can offer in elarhospice life?
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2.4 Nurses’ ‘being there’ as an expectation of pskiosocial support

Is the debate over whether psychosocial suppoeaiby offered more to do with expectations
of how it is offered? Studies that identify psycbasl support as missing illustrate palliative
care nurses as focussing on tasks instead of,xmgle, sitting down with a patient and
discussing their concerns (Beckstragtdal. 2009, Johnston and Smith 2006, Haraldsdottir
2011). When availability, as discussed above, iheml by nurses being willing to spend time
with patients, psychosocial support is consideredeneffective (Richardson 2002, Morgan
2001, Johnston 2002, Seymaatral. 2003, Bradleyet al. 2010). This is referred to as ‘being
there’ and can mean nurses simply sitting withteepa ‘Being there’ is especially valued, by
nurses, when it prevents patients who are dying toeing alone in a single-room (Beckstrand
et al. 2006, Hopkinsoret al. 2003, Kuuppelomaki 2003, Benner 1984, Rowlands doiole

2008).

Haraldsdottir's (2011) ethnomethodological studytab wards in a Scottish city-based
hospice, sought to explore the idea that nurseagegsychosocial support by ‘being there’
for patients. Analyses of observations of care amktings, and informal conversations,
concluded that nurses adhered to an organisatehrtdsk-oriented, routine of working and
nurses were never observed spending time purddingato or sitting with patients. Nursing
time spent with patients carrying out physical c@as not respected and often registered nurses
were disturbed during care episodes. Completingstasemed to take priority over patients’
needs. The psychosocial needs of patients wemnstdered in organisational aspects of care.
This was justified by the suggestion that avoidpsychosocial needs is a useful coping
mechanism: patients would cope better with thelehgés of their disease, through avoidance,;
and nurses could manage their workload more efiegti On the occasions when nurses did
respond to patients’ psychosocial needs, they wbserved changing the subject or making

light of the psychosocial need. However, the absericbeing there’ as described above does
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not equate to an absence of psychosocial suppsirgple means the concept was not withessed
(Haraldsdottir 2011). Patients were not asked abwit perception of, or desire for, nurses
‘being there’. Two main concerns exist with the geggion that a lack of ‘being there’ equates

to a failure of ward nurses to provide psychososigiport.

Firstly, what are patients views about ‘being tHeRatients in Johnston’s (2002) study were
reported as valuing nurses ‘being there’ but ndaagtion was made of what patients meant
by this: was it spending time with patients or dyrthat the nurses were available? Johnston’s
(2002) study gives valuable insights into what grd#8 and nurses perceive as important
qualities in palliative care nurses. However, ut¢he phenomenological approach fails to
illustrate the reality of how care is provided magtice and has the potential of researcher bias
from preconceptions from her own palliative caresmg background. Taylor (1994), in her
observational study, gives an alternative patiew\o the concept of ‘being there’, suggesting
it is emotional support and physical care providedultaneously. This view reflects the way
psychosocial support is described by patients th B&ilbeck and Payne (2003) and Cannaerts
et al. (2004) studies as part of practical interactiomd by other patients who request nurses
combine psychosocial support with other aspectadd such as symptom control (Seymeiur
al. 2003, Buckley and Herth 2004). These findings sggthat perhaps ‘being there’ in the
way patients, not nurses, desire may occur. Thenseconcern about the concept of ‘being
there’ relates back to the organisational issugssgthosocial support. Some palliative care
nurses feel that being with patients in this wayat getting on with your work’ (James 1992,

Roche-Fahy and Dowling 2009).

The variation between the findings, and the aghestudies, discussed in this sections support
the value of carrying out further observationaldgts of hospices. One of the questions that

arises is: have the organisational constraintospltes changed over the years so that nurses
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can no longer find the time for the ‘being thegal of psychosocial support? Or, in reality, is

‘being there’ a much sought after concept thatrhesly existed for ward nurses?

2.5 Conclusion

The four sections above all raise valuable polms demand reconsideration of whether nurses
can offer psychosocial support in a hospice wardl, & so, how. As with the literature
reviewed in Chapter One, Maslow’s (1943) hierarohyeeds can aid this exploration of in-
patient hospice nursing. When the studies abowveddliat psychosocial support was provided,
patients described higher levels of psychosociatiadeing met by specialist nurses. The key
facilitator for this support was proffered as thevelopment of a nurse-patient relationship.
When studies reported care by ward nurses, theseawaore common suggestion that nurses

avoided patients’ psychosocial needs, focussirngaason completing their duties for the day.

Two main issues arise from the literature discussele previous chapter and above. Firstly,
there seems to be relative agreement on the tyfjgess/ohosocial needs palliative care patients
have, which are illustrated in Figure 1.1. Howevkeere is little understanding of whether and
how these needs are expressed to nurses by palliatpatients. Answering these questions is
the first aim of this study. Secondly, the studiesve present opposing views over a number
of issues, including: the existence of a ‘psych@datimate’; whether physical or psychosocial
care takes priority; and the importance of buildmgse-patient relationships. This continuing
debate suggests there may be a different way teid@nhow psychosocial support is truly
offered. The extent to which psychosocial suppenteilly offered by palliative care nurses
remains unclear. Further studies are required ploex the reality of practice in specialist
settings to understand how nurses can more fullgt patients’ psychosocial needs. The first
step in meeting patients’ psychosocial needs i®@ognising and acknowledging them; this

study identifies whether and how nurses do this édiately after the needs are expressed.
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A common limitation across the studies reviewethia chapter is that they have relied on self-
report data (Devergt al. 1999, Tayloet al.2001, Johnston 2002, Kuupelomaki 2003). Caution
must be taken in regards to self-report studigsssarch participants can be unwilling to voice
criticism of their care (Nagingtoet al. 2013). What is indicated is the need for evidence
generated from observation, which is divorced frtime proclivities of individuals to
misrepresent actions. A few studies have adoptedbmervational method (James 1992,
Ingleton 1999, Lawton 2000, Haralsdottir 2011) whanirich the evidence base. However, they
do not explore the minutiae of psychosocial nedgsmbiative care in-patients or how nurses
respond to them. Nor do they match their interviégavéhe observations on the care provided
(Skilbeck and Payne 2003, Mok and Choi 2004, WadstteLuker 2010, Herber and Johnston
2013) thereby failing to provide an all-inclusiveptoration of the reality of nursing care of
patients. The literature reporting psychosociakdsesnd their support in palliative nursing has
a paucity of theoretical frameworks. As noted ira@ier One, Maslow’s hierarchy of need may
be a useful theoretical lens with which to view literature and explore nurse psychosocial

support in hospice wards.

The first two chapters of my thesis have identiienkeed to develop a clearer understanding of
the reality of palliative care nurses’ provisionpsfychosocial support. My study contributes to

this understanding by exploring, for the first timéhether and how palliative care in-patients

in one ward express their psychosocial needs tgsesuand how the nurses immediately

respond. In the following chapters | discuss mygtwhich explores the aims above. Chapters
Three and Four discuss methodological considerstiwhile Chapters Five and Six present my

findings. This thesis is concluded by a discussiomparing the literature to my findings

(Chapter Seven).
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Chapter 3: Methodological Considerations

My primary research question is:

* How do nurses immediately respond to palliativeeéarpatients’ expressions of
psychosocial need?

In answering the primary question, | also consttlersecondary questions of:

* What psychosocial needs do palliative care in-pt&tiexpress?

* How do palliative care in-patients express psychiagmeed?

* In what way do nurses’ immediate responses to msgxtial needs vary?
Answering these questions will offer a new underditag of the aspects of psychosocial
nursing that can be provided within the constramfits healthcare setting. This information will

help to illustrate how psychosocial support is aliuprovided in nursing care.

In order to carry out as full an exploration of ses’ psychosocial support as possible
participant observation was combined with intense®f the observed patients and nurses.
Section 3.1 outlines the methodological considenatieading to the design of his study, while
the remainder of this chapter discusses how thdystaintained ethical principles. In Chapter

Four | explain the procedures used to carry osgtrimsearch into nurses’ psychosocial support.

3.1 Selecting the methods

There is a common argument, especially in nursasgarch, that a researcher should choose
their research methods from their epistemologidgalvpoint of the world and ‘follow’ a
research paradigm (Guba and Lincoln 1994, Corm&€02Wolcott 1990, Morgan 1998).
Commitment to paradigms came from the idea thaviddals should have a belief that the
world works in certain ways and, therefore, caryd# studied in certain ways. It has been
suggested that the first decision to be made aradmch paradigm to follow is whether to have

faith in research approaches that use quantitatiepialitative data (Guba and Lincoln 1994).
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A crude idea being that quantitative studies explajective topics, in controlled situations,
producing numeric data which undergo quantitativelyses (Cormack 2000, Polit and Beck
2010), while qualitative data should be used whiengting to understand the subjective
experiences of individuals (Toreg al. 2007, Cormack 2000, Polit and Beck 2010, Leinenger

1994).

An alternative view, and the one | follow, is tithe design of a research study should be
determined by the best way to answer the researektigns (Silverman 1998, Strauss and
Corbin 1990). This pragmatic view of research enages researchers to choose their methods
in accordance to the best way to explore theiresttlopatter within their area of study (Creswell
2014). Taking this stance is supported by Morg&98) andPawson and Tilley (199%yho
agree that data can be used in combination withmeaking paradigmatic beliefs, as long as

careful attention is paid to the process of desigtine research study.

Silverman (2013) and Hammersley and Atkinson (1%fh support the combination of data
in order to strengthen research findings, while $0ob(2002) argues th#te methodological
choice is not between quantitative and qualitativeinstead should be about “fixed” versus
“flexible”. This flexibility refers not only to théypes of data collected, but also to the data and
analyses used and to adjusting the study desifpcts exploration on the emerging results

(Corbin and Strauss 2008).

There is a risk that having a flexible approachi@search jeopardises the rigour of a study

(Gibbs 2007, Robson 2002, Guba and Lincoln 199dyéVer, | maintain rigour by:

1. clearly demonstrating how and why this study was@eted;

2. ensuring my conclusions are backed up by apprepdata’; and
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3. sharing data excerpts — with participants, my stipers and readers of this study —
and questioning my results, through comparisonsaaiatlses of negative or
opposing cases (Glaser and Strauss 1967, &balg2007).

In this study | am exploring how palliative in-peits express psychosocial needs and what
their nurses do to support them. In the previoaptdr | demonstrated that nurses’ descriptions
of what they do are not necessarily representaifvéheir actions, and there can be a vast
difference between what a person says happens laadaatually happens (Bridgesal. 2013,
Robson 2002; Silverman 1998; Radeal. 1995). Therefore, to explore nursing practicesit i
necessary to observe the practice of nursing. Hewé just watch nurses’ actions | may not
get an understanding of: whether nurses providehmsocial support in accordance with the
patient’s wishes; what influences nurses’ acti@rsyhy nurses’ responses vary. To find the
answer to all of these questions, a number of @ghes must be taken and a variety of data
types collected. However, care must be taken tarerthe methods enable thorough, rigorous
answering of the research questions (Morgan 1988wl and Plano-Clark 2007, Robson
2002, Corbin and Strauss 2008, Teddlie and TashiaRR09), | did this by considering two
important methodological points. Firstly, | caréyutonsidered which approaches to data
collection and analyses to take in order to angwgrresearch questions. Then | considered

how and when to collect each dataset and how theyld be combined.

3.1.1 The selected data collection and analyses apaches

The best means to ensuring rigour is to followekisting principles for high quality research
studies in each of the chosen data collection igdes (Creswell 2014). Many of the aspects
discussed throughout this chapter follow the amadtprinciples of specific research

methodologies and approaches. The majority of thinadological principles used in this study

come from either Grounded Theory (GT) or ethnogyaph
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3.1.11 Grounded Theory

Grounded theory (GT) is an approach to researdhighesed to systematically explore data in
order to develop new theories (Gray 2014, Charr88® 1Strauss and Corbin 1990, Glaser and
Strauss 1967). The aim of GT is to construct thesotiirough constant comparison of, mainly
qualitative, data in order to identify similaritiesd differences between the concepts under
exploration. Theories produced in GT should beiekifyl evident in the data that are analysed
and presented in the study’s findings. Many ofdtwecepts and principles of GT are utilised in
my study and these will be referred to throughbigt nethods chapter. However, there are four

main aspects that differentiate this study from GT.

Two factors differentiating my study from GT ardated to the use of existing literature and
what my study aims to create. The main aim of Gloisreate a “substantive” or “formal”
theory that “emerges” from the data on a topic thaturrently unknown (Glaser and Strauss
1967). Therefore, there would be little if any éixig literature on the topic. In GT, literature is
more commonly used after concepts are discovergdgidata collection; any literature used
in GT before data collection usually works as agthaing foothold”: a summary of concepts
to help guide a study. The literature defining feyaocial needs was used in my study as such
a tool, however, in GT, these footholds are comsiuld@rrelevant once data are obtained,
whereas the psychosocial needs | identified froratiexy literature provided variables which
were analysed during my study. Similarly, my anasyfollow the GT approach in that they
explore rather than evaluate the evidence (Glas&rStrauss 1967) but my aim was that the
data act as an instrument for reflecting on pracéind future research rather than creating a
“substantive” theory. The main reasons for me minapting to create a substantive theory are
linked to funding constraints and can be consideadahgside the two other factors

differentiating my study from GT.
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GT advocates a “theoretical” approach to samphmgereby initial findings indicate which
subsequent samples to use to explore the concertglmg from analyses of collected data
(Glaser and Strauss 1967, Corbin and Strauss 199G}T, new data are sought out by
involving different participants from different seigs to corroborate or disprove findings. In
my study | followed the GT technique of analysirajadconcurrently to the collection of new
data. | also focussed my areas of exploration erctimcepts that were emerging from the data.
However, | did not select my sample of nurses atingrto these emerging concepts. My
sample, the nurses working day-duty on the ward, id@ntified at the beginning of the study.
Which nurses patrticipated was chosen by conveniggogling, guided by which nurses would
be available to maximise the amount of data pee ¢auld collect. Theoretical sampling
contributes to the decision of when data collecimmomplete, which, in many qualitative
studies, is when “saturation” — nothing new emefge® the data (Leinenger 1994, Glaser and
Strauss 1967) — is reached. | did not have theuress to carry on until saturation. | did,
however, obtain enough evidence to illustrate #aditty of psychosocial support in this hospice

ward. My findings are of value in future practicedaesearch.

A final point is required in relation to GT's usequantitative data and how | applied it in this
study. Although GT is commonly referred to as gaélie research (Creswell 2014, Cormack
2000), GT in its original form saw value in quaative analyses by presenting percentages to
discuss associations between variables (GlaselSaadss 1967, Strauss and Corbin 1990).
The inclusion of numerical findings in my study reathe results clearer to the reader and
support the qualitative data which were collecteliofving many of the principles of the

ethnographic approach to research.

3.1.1.2 Ethnography

Original definitions of ethnography consider iti®an in-depth written description of a culture,

taking into account a number of aspects includihg:individuals within the culture and how

58



they interact; their norms and habits; and the weey environment around them is shaped
(Creswell 2014, Silverman 2011, Atkinsehal. 2001, Muecke 1994). Data were collected by
researchers entering the site of research andwbgevrhat occurred. The term, ethnography,
has subsequently been re-interpreted over the geaifsat some see it as an alternative name

for observational fieldwork (Loflandt al.2006, Bryman 2012).

As the main aim of this study was to explore whetbs&ychosocial support is an inherent
component of hospice ward nurses’ daily work, isw#al that the research focussed on nurses’
actual care. Self-report studies can only proviéecgptions of care provided, therefore,
observation was the method adopted to discover waatoccurring in practice (Walskeal.
2011, Loflandet al. 2006, Wolcott 1990, Silverman 1998). Many of tmegedural challenges
faced by ethnographic researchers concern theirofisgbservation as a data collection
technique. The use of observation, as the centwdkerof data collection in this study, indicates

the value of ethnography in guiding many of thehmodblogical decisions | made.

Similarly, my exploration of the influence of aspemf the ward culture on nurses’
psychosocial support could indicate my study isriegraphic’ (Polit and Beck 2010, Atkinson
et al.2001). However, | recognise that my study is nptige ethnography as it focusses on the
minutiae of nurses’ psychosocial support rathen ttr@ating a thorough account of the ward

and the culture in which the nurses work (Brymah2Z2@®ilverman 2011, Polit and Beck 2010).

3.1.2 Summary of methodological considerations

The methodological background to this study usearaber of techniques from ethnography
and approached data collection and analyses frgnounded theory perspective. Regardless
of which label is placed on the methodology of #iigly, data are combined to provide answers
to my research question. A combination of obseovatinterview, and documentary evidence

was used to explore how nurses responded to pat@sychosocial needs. What is important
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to understand is how these data are combined, whiekplained in depth in Chapter Four.
Before carrying out the research, especially with adbservational component, it is also

important to consider the ethics of a study.

3.2 Ethical Considerations

Research involving palliative care patients haslmmllenged as being inappropriate because
it is disrupting the short time left to the pati@Rbss and Cornbleet 2003; Seymour and Ingleton
2005, Calman and Hanks 1998). However, | adopteapiproach that by taking due care and
attention to the rights of all individuals involveghlliative care research can be both rigorous
and ethical. My experience with research commitees more recent literature (Rodin 2013,

Hughes 2006, Murray and Sheikh 2006) supportsidies.

The care that patients received was not changethibystudy. The ward nurses remained
responsible for the care given to the patient. filme | spent becoming familiar with the

workings of the ward, combined with my palliativersing experience, allowed me to assist
with care as part of the nursing team. There willsastisk that having a researcher present
could change the interactions, so | kept a reflexiiary (excerpt in appendix 1) to record my
feelings about this. These factors helped to mirgthical integrity throughout the study.

Additional ethical issues are described below udteguchamp’s key principles of ethics

(Beauchamp and Childress 2001, Murphy and Ding@@0i1).

3.2.1 Consent

In any research study it is ethically importantémsider the issue of consent to participate. If
a decision has been made in observational stuthegdividual participant consent is required,
it is vital that the researcher ensures at eagedtaat participants are happy to continue their
involvement in a study (Silverman 2013, Seymeual. 2005, Lawton 2001). The process of

verbal and written consenting of participants isaled in section 4.1.3.
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Continued consent was verified verbally during esiage of data collection. No participant
who gave written consent to participate in the gtwdthdrew their consent as the study
progressed. However, some patients’ conditiongidetded during data collection to the extent

that they had to be withdrawn from the study.

3.2.2 Non-maleficence and beneficence

The issues of not doing harm to, and aiming to ,h&lpearch participants can be considered
simultaneously. The most potentially damaging, @ipful, aspect of this study was
interviewing. Revisiting psychosocial needs, or tbgponse given, had the potential to upset
patients or nurses — in the latter case, becaeyentlay recognise deficiencies in the care they
provided. A sensitive, reflective, counselling-&kiapproach to the questioning was used to
minimise the risk of introducing new, potentiallpaetting issues. In some cases this approach
helped participants to see value in what was oleseiMy extensive experience as a palliative
care nurse enabled me to recognise if anythingwaat being discussed was distressing an
interviewee. | was able to deal with any distrggzrapriately, either by myself, or by arranging

for someone else to help the interviewee.

3.2.3 Autonomy/self-determination

The overt nature of the research gave all potepaalicipants ample opportunity to choose
whether or not they wished to participate: | wordifeerent uniform from all other staff, as a
reminder of my different role. The study was wallvartised by presentations, posters, and
information sheets to everyone in the ward. Autopatme right to choose (in this case whether
to participate), was further ensured by: obtairgogsent in writing from each participant; re-
confirming consent at each phase of data collectind reminding participants that they could
withdraw consent at any time, even temporarily. édedly checking the participants’

continuing consent to participate also protected ghrivacy. Privacy was further protected by
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minimising feelings of voyeurism or exploitatiolyough my active participant observer role

in patient care.

Participants in this study were free to do andwhgtever they wished without being judged
by me. It was also important to protect researctigigants’ rights to share their views without
being judged; | have done so by ensuring that dentiality and anonymity are maintained
throughout. Every participant has a pseudonym waidk | can recognise. Due care has been
taken to hide any identifiable characteristics Wwhaght allow internal recognition by hospice
staff. For example, when a patient says sometHhiat) inakes nurses, or their colleagues,
potentially recognisable, the distinguishing cheeastic has been removed. Likewise, all

efforts have been made to disguise the identith@hospice in presentations about this study.

Using a ‘realistic’ (Pawson and Tilley 1997) andlaetive style of interviewing respected
participants’ right to self-definition: sharing @sations with the participants gave them the
opportunity to clarify, or correct, my ideas abwditat happened, thus increasing the validity of
the data. This process of self-definition for therses was enhanced by the collaborative
approach to the research, whereby the nurses weea gpportunity to comment on the

analyses of the data (Baileyal2002, Murphy and Dingwall 2001).

3.2.3.1 Distinguishing Between Patient and Particamt

The ethical right of self-determination is also teated by considering the changing roles of
participants in observational research. Because & experienced, registered, palliative care
nurse, who had spent time on the ward familiarisimgelf with the ways of the ward, | was
able to provide the same care for patients as ftemurses on the ward. Interactions between
myself and patients only changed when | was ingsvirig them. This change was facilitated
by moving from the patients’ usual ward environménta private room, and the presence of a

tape-recorder. The ethical dilemma of patientsh®img acutely aware that they are currently
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being recorded for research purposes was overcgraecbmmitment to ensure that their care
was not compromised. Patients were given the oppitytto withdraw their observational data

from the study when they were approached for im@rvThis offer was never accepted.

3.2.4 Justice

All potential participants were treated equallyl irses were given the opportunity to consent
to participate, and the off-duty rota determinedomhl would observe. Participation was
offered to all eligible patients who had the ponto be involved in the study. All other
patients and people in the ward were informed ofrabg whenever | had contact with them.
Everyone who consented was made aware that theticipation would depend on whether a
psychosocial need arose during my observationsasl very strict in only retaining data on
individuals who had consented to participate inghely, and | repeatedly checked that the

consent continued.

3.2.5 Ethical Approval

This study had ethics committee approval from &trlUniversity Nursing & Midwifery
Departmental Research Ethics Committee (date afoapp 2@ August, 2004) and from the
Local Research Ethics Committee (date of approw#l 3une, 2004, appendix 2). The
independent status of the hospice meant that ta¢ Research & Development Office did not
need to approve the study, however, they were adwo$the study and agreed that it could go

ahead.

3.2.6  Summary of Ethical Considerations

Much consideration was given to ethical issuesugihout this study. The anonymity of all
participants has been carefully maintained througtemd once written consent had been
gained, consent was continuously verbally verifleatients received the same care from me in

my researcher role as they received from the atlieses. All participants were given the
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opportunity to voice their opinions about psychaalbgupport, without judgement. Throughout

this thesis data excerpts and discussions refértbabese rigorously upheld ethical principles.

3.3 Summary of methodological and ethical consideti@ans

This study takes a combines methodological staiwcesplore the realities of nursing practice.
Combining and adhering to the relevant principlesnf GT and ethnography safe-guarded
accurate collection and analyses of data on nugp®gthosocial support of palliative care
patients. In addition, abiding by the ethical valtieroughout provides answers to the research
questions which are true to both the process ofared and the rights of all individuals

concerned.

The following chapter illustrates how the data weddlected and analysed, following the
principles discussed above, in order to developumaterstanding of the psychosocial needs

expressed by palliative care in-patients and whdttesy are immediately supported by nurses.

64



Chapter 4: Data Collection and Analyses

As outlined in the previous chapter, an exploratdrihe reality of how nurses respond to
patients’ psychosocial needs in practice is vemmex. My study combines many processes

of data collection and analysis, which | explairthis chapter.

4.1 Data Collection

A variety of data were collected during this studfich are diagrammatically illustrated in

Figure 4.1.

Figure 4.1 Diagrammatic illustration of interaction of datasets

Participant
Observation

Observing
Multi-Disciplinary
Team Meetings

26 Weeks of Data Collection (2-3times/week on ward):

Observing 39 observed episodes of care Patient & Nurse
Nursing Interviews
Hand-Over *31 interviews (18 nurse, 13 patient)

*19 observations of nurse hand-over

*19 observations of multi-disciplinary team meetings

Collecting
Nursing
Documentation

Lofland et al. (2006) suggest that all of these types of datebearollected under the umbrella
of participant observation. However, it is impotteooutline the rationale behind the collection

of each dataset individually.
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4.1.1 Observation

Observational research has provided various irnsighd palliative care (Copp 1999, Heaven
and Maguire 1998, Heaven and Maguire 1997, Inglé&89, Lawton 2000) and into nursing
practice (Costello 2001, Johnson and Webb 1995r0Het al. 1999, Wiman and Wikblad
2004). Observation was chosen as the main methdatafcollection for this study as it allowed
me to see exactly how nurses immediately respomdezh patients expressed psychosocial

needsjnstead of eliciting nurses’ perceptions of thayghosociakupport.

Observation is a difficult method of data colleathich must be carefully considered before
it is undertaken. There are a number of decisionserning observational data collection that
must be made before commencing data collectionghdfet al. 2006, Bryman 2012). These
include considering the practicalities of the olserole and maintaining access to the study
site/s. Before commencing data collection, an olagemal researcher must give careful
consideration to: the degree of involvement theyehavithin the setting; whether the
participants will be aware of their presence; and o identify when they are observing the
focus of their research. Consideration must alsgiven to how the researcher will gain access

to the site and participants, and how they wilvkethe site.

41.1.1 Continuum of observation

When observation is used to collect data, the lefsedsearcher involvement can affect the field
of study. It is therefore important to clearly iti&n where on the continuum of complete-
observer to complete-participant a researcher stgBdyman 2012, Walshet al. 2011,
Cormack 2000, Gold 1957). Psychosocial needs cavebge sensitive areas for patients to
discuss, and may be expressed during other maneaitet episodes of care. A patient may be
inhibited with a stranger watching them. For tl@ason it was more appropriate for me to take

a participative role during my observations. Myeasdive experience as a palliative care nurse
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made this a natural position for me to take. Howerng experience put me at risk of leading
care. To minimise this risk and allow me to kedjpaus on collecting data, | refrained from
adopting the complete participant role. From thgiftr@ng of the study, | outlined tasks | would
not undertake, such as: participating in decismmglanning patients’ care; taking the lead in
care when working with auxiliary nurses (AuxNs)dmcumenting patients’ care. | would only
carry out duties that involved me assisting theseoting nurse | was shadowing that day or
help a patient in need if no other nurse was avkle&so for example, if a patient wished to use
the toilet and the other nurses were busy | wosisawith the patient’s toileting. In an attempt
to remind people of my researcher role, | worefegeint uniform from any other member of

staff.

Taking all of these factors into account led madopt an almost complete participant-observer

stance for this study.

41.1.2 Overt versus Covert Observation

A participant observer must also consider whetheir tparticipants should be aware of their
presence, in other words, whether they undertaket av covert observation, and what impact
this may have on their study. In participant obagon it is possible to record the actions of
participants without their knowledge. A researatean enter their site under the guise of a real
member of that area. | could have been introducéke ward as a new member of the nursing
team, thereby carrying out covert observation. difggiment for covert research is that what is
observed is what would really happen in that siiumatthe presence of a researcher has not
influenced the behaviour of the individuals invalveThe main argument against covert
observation is that it is unethical to deceive peapthis way (Gray 2014, Loflanet al. 2006,
Robson 2002). However, in this study it would diswe restricted my access to some aspects
of the study, most notably the behaviours of theMa&iwho would have looked to me, as a

registered nurse (RGN), to take the lead in psymtiaksupport. Additionally, although | had
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never been a member of the ward team, the wartlkstefv me due to a previous role in the

hospice’s education department.

Overt research, when all participants are awartbefesearcher’s presence and role, was the
stance adopted for this study, not just becausstétiietknew me — | could have carried the study
elsewhere if this were the only reason — but asovercome any ethical difficulties that may
have been perceived (see section 3.2). The majaitedge of overt observation is that
participants may behave differently in the preseoicéhe researcher. Researcher impact is
reduced through continuous awareness of your ingratte field (Hammersley and Atkinson
1995, Robson 2002, Rock 2001) and use of a reflexdgearch approach (Woolgar 1988,

Finlay 2002, Shaw 2010).

4.1.1.3 Observer Impact

An argument can be made that by carrying out ppétitt observation a researcher is getting as
close to their data as possible and, therefordingethe most accurate account of what is
happening (Loflancet al. 2006, Rock 2001, Coffey 1999). One aspect of ihithat the
researcher may see things that may be so intudgigeparticipant that they would not mention
it on interviewing. There is a risk that my persobackground of having worked as a staff
nurse on a ward in more than one hospice may rethisgeenefit. This risk is reduced by the
fact that | have never held that role in the redeaite but also by staying ‘true’ to the data and

making them visible to the reader.

In order to gain accurate data, observers musidenthe ‘naturalisation versus going native’
debate (Coffey 1999, Glaser and Strauss 1967).t @fat was applied during this study to
maintain an effective stance in this issue. As adted by Rock (2001), during the preparatory
phase of this study, | spent much time — a mininofiione day a week — working on the ward,

developing a relationship with the nurses. Thigprecal arrangement enabled me to work

68



effectively within the setting, encouraging nuraesl patients to act as naturally as possible in
my presence (Seymour and Ingleton 2005, Coffey 18&nmersley and Atkinson 1995,
Robson 2002, Rock 2001). This encouraged the ntwse=e me as one of them and trust that
what they would tell me would remain confidenti@tients would consider me as one of the
nurses. All of this work allowed me extensive asamesthe reality of practice, but ran the risk
of me becoming so immersed in the field that | vidog unable to observe events objectively,
and obtain accurate data. | prevented this nasatadn from becoming too native by the
boundaries | had over things | would not do, stehdmitting patients; and also, by remaining
independent with my times of entering and leavimg ward. This did prove challenging but
was managed by keeping a reflective diary (excerpippendix 1), wherein | included notes
on when my presence appeared to influence whathappening (Coffey 1999), and by
following Copp’s (1999) idea of receiving persoesapport. These aspects were considered in

the analyses of the data.

41.1.4 Clarifying the topic of observation

An observational researcher does not simply enteiteaand begin collecting data. Before
beginning data collection, observers should haeatiied research questions they wish to
answer and have perceived a means to finding thweas. There are a variety of options for
this and the researcher must decide what appraatzke in pre-defining what observational
data to collect. A continuum of pre-defining foor fobservation exists (Miles and Huberman
1994). At one end sits observational schedulesreniine range of things to be obserigegre-
defined and the researcher uses the schedule &vdoat is observed. At the other end, the
researcher adopts a more exploratory approachreandins open to episodes and situations
which cannot be pre-coded (Bell 2010, Glaser anauSs 1967, Miles and Huberman 1994).
My approach fell more towards the exploratory applo | designed a concept map of potential

psychosocial needs of palliative care patientsufieigl.1, section 1.4), from the literature
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discussed earlier in this thesis, which was useal ‘“@®ginning foothold” (Glaser and Strauss
1967). In the initial stages of data collectiorstmap was the only observation instrument |
used. When a patient expressed a psychosocialfrmadhe map, psychosocial support was

in demand, and data collection was prompted.

Minimal usage of observational tools allowed my dchio stay open to recognise all ways in
which the nurses responded to psychosocial neegas@h 2012, Miles and Huberman 1994).
As data collection progressed, the concurrent dagédyses provided me with clearer prompts
on which to focus future observations (Robson 200%) issue linked to the use of

observational tools is how to record observations.

41.15 Recording Observational Data

A major challenge in observational research isnding what actually happened rather than
the researcher’s perception of activity (Gray 2@dnscombe 2010). The key factor in this is
recording observations as close in time, as passibltheir occurrence (Loflaret al. 2006,
Robson 2002). The best method for this is to re@atibns as they occur. However, in my
study it was not appropriate to do this. Not ongcéuse | was participating in the care but
because this would have been unnatural and awarehese taking notes may have altered the
behaviour of both patient and nurse. | recordedolvgervations into a digital voice recorder
whenever | left the participants’ company, writifgm up as soon as possible after the episode

of care.

4.1.1.6 My participant observer role

Prior to commencing data collection | had cleadgnitified, and shared with my potential
participants, what my role would be. | would bergerg out almost complete participant
observation as a nurse on the ward; my restrictfom® this role were based around not

participating in RGNs’ organisational duties. | ldie supernumerary to the staff, defining
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my own times on the ward to allow time for docunmegtfield-notes and interviewing. The
time given by me in providing nursing care compésdor the time (10-45 minutes) the nurses
would be away from the ward for interviews. My rassher role would be overt throughout
and my transition, during times of observationprrourse to researcher would be triggered by
patients expressing a psychosocial need from mylsmap (Figure 1.1, section 1.4). Once

observational options are clarified, the researblasrto gain access to the research site.

41.1.7 Gaining access to the research site

Gaining access to a research site is a challenggd fay many observational researchers
(Lofland et al.2006). Gaining initial access to my researchwsés not a challenge as the study
was initially funded by the participating hospi¢towever, this did not guarantee participant
engagement and, in actuality, could have hinderé&hen managers employ a researcher to
explore their premises, suspicion and fear care amsongst staff (Bryman 2012). They may
fear negative consequences from the researchy édhéhemselves, their colleagues or the
workplace as a whole. They may worry about: aneiase in workload as a result of the

findings; being identified as someone who managéméindisapprove of; or loss of jobs. The

participant observer has to work hard to overconah potential issues (Loflaret al. 2006).

One means to encouraging participation is to gineparticipants a sense of ownership over
the research (Walslet al.2011, Robson 2002). A collaborative approach veasl throughout
this study, both with potential nurse participaatsl all staff in the hospice. Collaboration
occurred informally, as described above, but atsmaélly throughout presentations and the

distribution of written materials.

From the outset of the study, | met regularly witembers of the management team and
attended regular nursing study days. In these ng=etishared my current position within the

research process, asking for comments and idet®kl notes during these meetings and
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included, where appropriate, feedback in the studgsign, data bank, and the analyses. From
the outset the management were keen to contributeese discussions, but most of the nurses
required encouragement before they did likewisetl®yend of the study the majority of the
nurses were very forthcoming with ideas. On threeasions throughout the study | also met
with the full multidisciplinary team (MDT): in thirst meeting we discussed the study plans,
in the second my primary findings, and, in our fimeeting, | gave a formal presentation of an
overview of the study and the findings, at thatetirfSince completing the study, these findings

have not changed but are more detailed.

Posters were distributed throughout the hospicening the initial study plans and inviting
guestions. These were updated when data colles@sncommencing. Individual letters were
sent to each nurse with information sheets andesdrferms. Update letters were sent to all
nurses, not just those who had consented to pgaatesi once the pilot phase of the study was
completed. The update letters offered participatomthose nurses who had initially declined

and clarified the study to new members of nursiaff.s

Informal one-to-one or small group discussions aiggacted on the nurses’ ownership of the
study. Many of the nurses were keen to participatbe study from the outset, while others
were initially reluctant but later went on to pempiate. This change in mind was not always a
result of my endeavours. For example, on one oooagrior to data collection commencing,
when the ward was quieter, a group of AuxNs stadetiscuss the study with me. One AuxN'’s

interest in the study encouraged another to approeclater and ask, ‘Can | still be involved?’

Another important aspect in getting individualsaggree to participate in a study like this is to
gain their trust. As mentioned earlier, | workedyhbard to gain acceptance as a credible, if
temporary, member of the team by the nurses, patemd others working in the ward and

hospice. Great care was taken throughout datactiolteto maintain this trust.

72



41.1.8 Getting Along with Participants

As part of the reciprocal relationship betweeretdiivorker and the ‘inhabitants’ of the field, |
carried out a large number of tasks carried outheynurses, partly to enable them to feel
comfortable, and therefore, act normally in my pre. This work also reduced the risk of
alienating the nurses: | hoped that by them seleavg | was prepared to fully carry out their

roles, they would be more willing to participatetlre research.

| pre-empted the risk of alienating the nursesl@dmdet al.2006) by discussing, with them and
their managers, those tasks | feared would inhilyiresearcher role, prior to commencing the
study. For example, rather than risk the nursdmfigewas not ‘pulling my weight’ by refusing
to take part in the medication round, | made itliexgearly in my time on the ward that | would

not be administering medications.

It was not always easy to stick to these ‘rulesiriBg data collection, | kept a reflective diary
in which | identified areas in which | crossed thdsits of my ‘duties’. Through reflection
and discussions — with nurse managers or my rdseangervisors — | developed ways of
stopping myself ‘breaking the rules’ again, withgadpardising the study. Eventually, | learnt
to openly decline requests to carry out duties editey my research role: such as refusing when

| was asked to carry out, and document, a patiaal’sission interview.

| found maintaining these boundaries more challepgvhen the patients were asking for

assistance. My nurse identity ‘forbade’ me to albowatient to call for a nurse and not respond
if unanswered by another. Any detraction from ngegecher role this may have caused was
balanced by the additional interactions with patewhich gave me better access to them as

potential participants.

Differentiating between roles may also be considleae issue when participants are being

interviewed in the same settings as they are b@dsgrved. This was not an issue for the nurses
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as they were able to withdraw from their nursinig fwy going to another room and informing
their manager they were undertaking an intervigwe dhallenge of patients’ inability to change

their roles was covered in section 3.2.3.1.

The issues of overlapping roles in observationakaech also become an issue when the

decision is made to withdraw from the field.

41.1.9 Exiting the site

Lofland et al. (2006) suggest it can be a challenge in obsemnaltistudies to determine a time
to withdraw from the research site. For me the timexit the site was determined by having
enough data to provide substantial answers to sgareh questions and also by the need to

allow sufficient time to compile my findings.

When | felt | had reached an appropriate time tinaevaw from the hospice ward | shared and
discussed my findings with the nurse participafite lack of argument against my findings
served as a way of member checking that an apptegime to exit the field had arrived (Bailey
et al. 2002). For over a year after the end of data ctitle, | had a continued presence in the
hospice. | worked in an office in the education atépent whilst carrying out analyses and
initial write-ups. | saw the nurses regularly dgribreaks and occasionally at education

sessions.

4.1.1.10 Summary of Observational Data Collection

An overt, almost complete, participant observencsawas taken to explore the psychosocial
needs expressed by the hospice ward’s patients@mdurses immediately responded to them.
| worked with a consenting nurse from the beginroh@ shift until the end of an episode of
care when a patient expressed a psychosocial head.a summary of psychosocial needs, the
key concept | was studying, to act as my only gaadeigger data collection. | was otherwise

open to whatever actions the participants madeamaquest for, and offering of, psychosocial
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support. These observations were recorded as dtantlee episode of care as possible and
guided the additional data to be collected, namedyient and nurse interviews and
documentation. | had gained access to the site dawéloped an appropriately trusting
reciprocal relationship with the participants. Hoee additional considerations were required.
Although the observational data are central togtugly, it was equally important to understand

how the other datasets (interviews and documemnfatvould combine with it.
4.1.2 Sampling

Random sampling of the nurses or patients in thidyswas not considered feasible. However,
as this is an exploratory study, rather than onehvblaims to provide results which represent
the population (Bryman 2012, Loflamd al. 2006), what took priority was obtaining evidence
of psychosocial support with the greatest varidtpenple, times and contexts (Rock 2001;
Hammersley and Atkinson 1995). Therefore, convergesampling, the use of the consenting
participants who are most “accessible” to the netea (Bryman 2012, p201, Robson 2002,

Teddlie and Yu 2007), was used.

| determined which nurse to observe from the otfydota: primarily on the basis of whether
they were on duty over the next couple of dayscthvould increase the chances of getting
time for an interview. As the study progressedhose the nurse in order to observe the
maximum variety in relation to their role, respdmilsy, contracted hours, and which shift they
were working. Initially | would work with whicheveratients the nurse had been allocated for
that day, only collecting data on those who hadseated to participate. Similarly, during later
data collection, | tried to collect data on patgewith different diagnoses, admission reasons,
and levels of previous contact with the hospice: the later patient sample, once | had
identified the nurse | was observing and she had b#ocated her patients, we discussed which

patients | would work with and how | would managest— sometimes by carrying out other
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research tasks, such as copying patient documemtati the nurses’ station so that | was

available to the nurse when she was ready to wdtkidentified patients.

The variations were identified using sampling frameks (Appendix 3) to ensure maximum
variation sampling (Patton 1990, Sandelowski 193%5yne 1997) and encouraged the greatest
diversity of data, to provide the most thoroughtymie of the nurses’ psychosocial support

(Lofland et al. 2006, Miles and Huberman 1994).

4.1.3 Consent process

Patients were not formally approached about pagtaig in the study until they had been in
the hospice for 24 hours. However, | did introduoogself and explain my different role to all

patients as soon as possible after their admiskitnducing myself served to reduce potential
apprehension about my different appearance andueanged willingness to participate. At this

point, some patients indicated their preferenqgeaiticipate or not.

My initial plan was to approach all eligible patier those well enough to be interviewed about
their care and cognitively intact — to offer pagation in the study. The recruitment process
for patients was to give interested patients furtleebal and written information on the study
(see information sheet, Appendix 4). Patients wemeouraged to consider and discuss
participating with their significant others. Aftarminimum of one day, | would return to ask
for written consent (Appendix 5). This process téakger than anticipated and was altered
after the pilot phase of the study. As the studygpessed | identified, by consideration of
sampling matrices and the duty rota, those patiewts more likely to be working with, and
gave them information sheets. Further informatibeess were handed out during the data

collection episodes as other potential participargse identified.
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Although patients were never approached on the afayheir admission, | did record
observational data right from our first meetingstoeying the data if they did not consent to

participate or sharing it with them and gainingitipermission to use the data if they did.

Forty-seven patients (67.5% of those eligible got@ached for consent) gave written consent
to participate in the study. All of these patigodsticipated within the study, to varying extents,
as will be explained further in this thesis as desd in the introduction to Chapter Five. Patient

involvement was determined by which nurse was waykvith them.

Potential nurse participants were the RGNs and AuxNo worked on the hospice ward, either
on a permanent contract or working from the hospicerse bank, including those who worked
night duty (some rotated between day and night)dutformation sheets outlining the research
(Appendix 6) and consent forms (Appendix 7) werd $e all of these nurses (n=63), and 67%
consented to participate. As the study progredsednd it difficult to gain interviewing access

to the night nurses; as this greatly increasedcttances of having a higher proportion of
incomplete cases, these nurses were excluded frestiidy. This meant that 88% of the day-
duty nursing staff in the ward consented to paét2 in the study. Thirty-eight (23 RGNs and
15 AuxNSs) of the 42 nurses (24 RGNs, 18 AuxNs) whbosented to participate in the study

were observed during data collection.
4.1.4 Interviewing

The main aim of interviewing in this study was tthance the observational data: to verify my
accounts of the care, and to provide more inforomatn its impact. Where possible, both nurses
and patients were interviewed. Nurses were askedtdibw they responded, and why, and
whether they were satisfied with their reactionghe expressed psychosocial needs. With
patients | explored whether they felt their psyduas needs had been met and what they

thought about the actions the nurses took in matd psychosocial support. Similar to
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observational data, certain choices must be maidedbmterviewing, mainly who participates

in the interviews and how are they completed.

4.1.4.1 Interview Participants

As the aim of this study is to explore the condis@f nurses’ provision of psychosocial support

it was important to, try to, interview both patiemnd nurses about the same episode of care —
which | refer to as “paired interviews”. The patemprovided data discussing whether they
received the psychosocial support they sought amdthey felt about their care. Patients could
only conjecture on why the nurses acted in thethvay did. The nurses could clarify why they
provided care in the way they did and could expthavarious constraints affecting the care
they provide. However, neither patients nor nukgere likely to understand all of the factors
affecting psychosocial support. It was my role lioittand synthesise these factors and then
formulate questions which patients and nurses stalel and provide useful answers (Lofland

et al. 2006, Miles and Huberman 1994).

The different people involved in interviews on olysgions, participant/s and researcher/s,
provide different views on data which should be pared to elicit valuable findings (Bryman
2012, Nelson and McGillion 2004, Heyl 2001; Pawand Tilley 1997). In this study, patients,
nurses, and | all brought different perspectiveshaf same episodes of care, which were
analysed in combination (see section 4.2). Intervig participants explicitly about recorded
observations strengthens the rigour of research, régucing researcher bias and

misinterpretation (Bryman 2012, Heyl 2001).

Nurse and patient interviews were managed usingdhge techniques and will be described

simultaneously.
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41411 Paired Interviews

My initial plan was to interview patients first froeach pair, as they were likely to give most
clarification as to whether their psychosocial reeegre met and indicate reasons as to why, or
why not, this happened. Additional questions fréma patients’ interview data could then be
included in the nurse interview schedules. Thisva#ld exploration of what | observed
happening and what the patient perceived as impoita regards psychosocial support.

Unfortunately, it was not always practical to imerv the patient first.

One of the challenges was to conduct the interveses enough after the observed interaction
for both patients and nurses to remember it cledrbfland et al. 2006). Writing up the
observational data and designing each intervievedudle (see section 4.1.4.2.1) around this
data took time. | would return to the ward as sasipractically possible after this, but patients
and nurses were not always available to be interdle they both had other priorities. Early in
the study | learnt that if patients were not avdda but nurses were, | should grasp the
opportunity to get a nurse interview or run th& o failing to get either. In the instances that

nurses were interviewed first, they often provifiedher, or alternative, questions for patients.

If an interview could not be completed within tways of the episode of care, the interview did
not take place. In such circumstances, the remgidata for that case were included in the
study. | observed 19 episodes of care where | wasiacessful at having formal interviews

with either patient or nurse.

Thirteen patient interviews were completed. Reasamsot gaining patient interview included:
their conditions having deteriorated, having tooptise treatments, and being discharged
home. Eighteen (47%) of the nurses participatedntarviews about their responses to

psychosocial needs.
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Some participants were observed on more than onasmmn but only one interview per
participant was requested. If informal discussiaesurred around observations recorded
subsequent to an interview, these statements weoeded and included within the data. This

happened during nine of the twenty case occas#b).

4.1.4.2 Interviewing Practicalities

For an interviewer to produce high quality evidet@answer the research questions they must
ensure they have the correct approach to intermigwtonsideration must be given to whether
an interviewing schedule is required, and, if sbatitype and how the interviewer will interact

with the interviewees.
41.4.2.1 Interview Schedules

In order to gain appropriate answers to the rebeguestions it is important to have an effective
interviewing schedule (Robson 2002, Silverman 20P2wson and Tilley (1997) advocate
combining both structured and unstructured inteving methods as a means of eliciting a
complete explanation of the process under invesigaAs the purpose of the interviews was
to identify why nurses respond to psychosocial saedhe way that they do, and what both
nurses and patients think about these responsgasitmportant that the interview questions
were based around the observed care. Thereforésserttured interviews were used for this
study. Initially, interviews were designed arountatvhad been observed by a process of
identifying the relevant aspects of the observatmanning question topics from this around
which to structure the interview; and, for pairaterviews, including issues that arose in the

first interview.

Each interview started with an introduction abounatvl was trying to achieve, and how the
data would be used; this allowed for a collaboeatapproach to the study (Heyl 2001).

Responder validation (Moore 20&# al, Silverman 2013, Loflandt al. 2006) was gained by
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sharing my observations with the interviewee arldngstheir opinion on my reflection. The
nurse interviews finished with some standard qaastion how they felt they acquired their

skills and their experience. Questions from thesddlte were asked in an open style.

4.1.4.2.1.1 Open Interviewing Style

A factor equally important for successful interviagris the style of communication between
researcher and participant. | kept the interviemrsversational in manner to allow participants
to feel comfortable enough to talk, while probimgpegh to show | was interested in what was
being said. Although | had a script of questionagk in each interview, | did not follow it in
order or word for word. As a topic arose, | askesinailarly pertinent question to that on my
schedule. As interviews were concluding, | chedked all questions had been covered. These
techniques are considered to stimulate the mostuiranswers in ethnographic interviewing

(Lofland et al. 2006).

| also signalled interest by writing notes (RubmdaRubin 1995). Questions must be open
enough to allow the interviewee to describe thepegience, but must be focussed enough to
provide data on the specific research topic (Raloith Rubin 1995); therefore, the majority of

guestions were open, and usually included a proibeerning some aspect of the observed

behaviour. For example:

Hazel: “Yesterday when | came in and May was giyiog a wash, you were
talking about things from your past and | was wandghow does it make

you feel when these conversations come up abopaste”

Topics that arose from responses were followed ypeflecting them back in order to
encourage clarification; reflecting the answer balslo showed the interviewee that they were
being truly listened to. Active listening encouragparticipants to be open and honest, thereby

producing richer data (Heyl 2001). The processeaifinding interviewees of their actions or
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comments, and asking them to explain or clarifynthes known as ‘conceptual refinement’

(Pawson and Tilley 1997).

Conceptual refinement was one of two methods ustds study that Pawson and Tilley (1997)
advocate for focussing questions in order to oldaswers pertinent to the research topic. The
other method used was the ‘teacher-learner’ apprg®awson and Tilley 1997), where |
explained what | was exploring, and asked partitipdor their views. These strategies were
used more often as the data collection progressddhe concurrent analyses made the key
topics more apparent, so that more focussed guestiere used to specifically explore the

concepts of interest.
4.1.4.2.2 Using the Interview Data

Interviews were tape-recorded and transcribed hyDoang the transcriptions myself aided in
the design of subsequent interviews, and perméatelyses of the data to begin before the
interview series was complete (Heyl 2001). Simitathe observational data, analyses of the
interview data occurred alongside the data cobbectphase of the study, thus allowing
refinement of the concepts and exploration to mleuvinore robust answers to the research

guestions (Glaser and Strauss 1967).

4.1.5 Procedure of observations and interviews

Semi-structured interviews, of patients and nursese individually designed around the
observation, and associated interview, in ordeeliait further information on the nurses’
responses to the patients’ expressions of psyclasueeds (Heyl 2001, Pawson and Tilley
1997, Rubin and Rubin 1995). The interviews werei@a out as soon after the observed care

as possible and had a flexible style in order tmiobhigh quality data.

The core observational and interview data wereectdd in the following way:
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| identified a nurse to observe from the off-dutyer; in relation to whether she was on-
duty over the following two-to-three days, and hele, responsibility and level of

experience (see section 4.1.2).

| then worked with that nurse, assisting her with tursing care of patients, whilst

observing the care she provided.

If a patient, who had consented to participatehim $tudy, expressed a psychosocial
need (as outlined in the concept map, Figure Bdtjan 1.4) then that episode of care

became a potential case.

| would then make a mental note of the interachetween nurse and patient, whilst

continuing to assist with the nursing care.

Immediately after completion of the episode of careat any point that it was natural
to leave the patient during the care, | recordedabgervations on a digital voice

recorder.

| exited the field of study once all aspects ofecaoncerning that psychosocial

interaction had been completed.

The recorded observations were transferred toemritiata and further notes were made

on my observations, as soon as possible aftenteeaction had occurred.

An initial analysis of the observation data wasenaken and used to design separate
interview schedules for both patient and nursewees (both schedules were designed
at this point as | was unable to predict whethgolld be able to interview the patient

or nurse first).

Either the patient or nurse, depending on who wagable, was then interviewed.
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* The tape-recording of the first interview was listd to and the interview notes
considered. My analyses of these was then relatéetunused interview schedule. The
latter interview schedule was adjusted to incorfgorasponses from the first interview

(whilst maintaining confidentiality).
* The second interview was then completed.
* No further interviews were carried out in relatiorthat case.

Interviews produced mainly qualitative, and somergitative, data which were analysed

concurrent to collecting the other data types.

4.1.6 Observation of Meetings

Throughout the eight months of data collectionsmg handover and multidisciplinary team

meetings (MDTM) were also observed, when possiblegcord nurses’ discussions around
consenting patients’ psychosocial needs. Duringsghmeetings | wrote notes on any
discussions relating to psychosocial support ofigipating patients. These observations were

valuable for a number of reasons.

When | attended handovers at the beginning ofsstfiey could identify patients who were
likely to express psychosocial needs. This contethuo sampling. The handovers following
observed care provided valuable perspectives oftipgport the nurses provided: especially,
further details of the nurses’ perceptions of wiegbpened during the interactions. The post-

observation hand-overs also provided data on hesdmut psychosocial needs.

Although an RGN always led the hand-overs, AuxNsewmesent. All nurses at hand-overs

contributed to discussions around psychosocialatp@nly RGNs attended the MDTM.

A valuable component of observing meetings wasirtkeractions between the nurses, and

members of the MDTM (although only the nurses’ \dewere used in the study), when
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different views were expressed regarding patiepsgchosocial needs. Additionally, the
presence of a nurse at a meeting contributed tirectheir categorisation within some of the
variables analysed for the study: for example, wherses considered they had developed a
degree of familiarity about a patient from the kihedge they had learnt in the meetings. If the
meetings occurred before participant interviewsytprovided further evidence for questions,
especially if what was discussed was different frairat was observed. The documentary

evidence collected had a similar role in the study.

4.1.7 Documentation Collection

Nursing documentation, written by nurses who hauseated to participate in the study, and
concerning psychosocial needs, was collected fr@oh eparticipating patient’s notes.
Documentation cannot be considered as evidencavothre is provided (Atkinson and Coffey
1997, Silverman 2011), but it can be compared tatwhs been observed, and to what has been
reported in interviews. In this way, it is possidie determine whether documentation
corresponds with what has occurred. Analysis oudntation allows additional insight into
nurses’ perceptions of the psychosocial suppoxtigenl. Nursing documentation also provided
data which identified categorisation within variedl For example, when nurses suggested that
familiarity was gained through having been previgasvare of a patient’s psychosocial needs,
documentation provided concrete evidence that ahmspcial need had been previously

identified.

A semi-structured approach was taken to collectingumentation. Aspects of the nursing
notes relating specifically to psychosocial issuesthat is, those under the heading,
“psychological assessment, perception & understanal illness” — and anything documented
under these headings was copied. Additionallypaiticipating patients’ nursing notes were

browsed and anything relating to psychosocial needsed. This was often done while waiting

85



to carry out an interview, thus, sometimes, addimgther dimension to the interview questions.

Nursing documents also provided demographic dataatients.
4.1.8 Demographic Data

Demographic data were collected on all participamd used to explore possible effects of
participant characteristics, such as: age, card,ra® length of stay of patients; and years of
experience, role, and working hours of nurses.eRti demographic data were gained from
nursing documentation, therefore, the full samgdleld patients are represented in patient
demographic analyses. The demographic data onswvese collected in interviews when they
occurred (n=18). The remaining twenty nurses wergt ® questionnaire requesting this
information; thirteen (65%) were returned. Mostsing demographics analyses occurred using
the full sample (n=38) of nurses, with the exceptad information on years of experience
(n=31, 81.6% return) and education (n=32, 84.2Urnét Demographic data were one example
of quantitative data that were used to corrobothate findings of the qualitative data;

organisational data were another.

4.1.9 Organisational Data

As concurrent analyses identified organisationpkats of care as having potential influence
over the nurses’ responses to patients’ psychdsweeals, it became evident that records of the
duty rota and patient allocation would play an im@ot role in this study. Duty rotas are kept

by the hospice as managerial records, so wereteasylect.

Patient allocation (described in section 4.4.1.fof an early shift was recorded on a sheet on
the ward, which was usually destroyed the followdtay. Once patient allocation emerged as
an important concept, | collected these sheetdhiofijh | had not recorded this data at the
beginning of my observations, | could work out mos$tthe patient allocations from my

recordings. Because of the smaller numbers of susseking on a late shift, | was able to
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determine more often which nurse worked with wipekient from my observational notes and

the duty rota.

4.1.10 Data Collection Methods Summary

The study is centred on observational data, whieheveollected when a consenting patient
expressed a psychosocial need to an observed ¢mgsearse. Interviews of patients and/or
nurses about the observed psychosocial need andutise’s response were subsequently
completed. The observations of care and interviatasets were strengthened by data from
observations of meetings relating to the partidnuat patients’ psychosocial needs,
demographic and organisational records. The difteyges of data were combined in varying

ways to form collections of data to enhance analyse

4.1.11 Terms Defining Collections of Data

Due to the constraints of patient care it was hetigs possible to collect each type of data.
The variety of types of data collection that wesed within this study were collated and
analysed in different ways. | have applied différemminology to the various clusters of data
obtained throughout the study; these are: ‘episanfesare’, ‘cases’, interactions’, and

‘encounters’. These terms are defined below.

4.1.11.1 Episodes of Care

An episode of care relates to each day that | mab® ward and witnessed at least one patient
expressing at least one psychosocial need. Inmisede of care | could participate in a number
of patients’ care or only one patient’s care. édrto work specifically with only one nurse
during an episode of care but the requirementsepatients, and the ward’s team approach to
care, often resulted in me assisting other nurgsescoasions throughout one episode of care. |
have data from 39 episodes of care (during thet engimths of data collection; there were times

when | was on the ward and | did not observe atigpia expressing psychosocial needs).
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4.1.11.2 Cases

Cases are when an observation of one patient’ssaupported by other pieces of data. Ideally,

a case would include:

* Interviews of both patient and main nurse providingt patient’s care at the time
the psychosocial need was expressed,

« Documentation of the psychosocial needs and arghpsycial support offered; and

* Observations of meetings that included discussiopsgchosocial aspects of the

patient’s care.

However, as explained above, it was difficult tdaob all of these pieces of data for each
observed expression of psychosocial need. |If amlg piece of data, additional to the
observational data, was collected, | could st#late a case. By the end of data collection | had
24 cases to analyse; 21 of these included intessid® with interviews of both patient and

nurse.

Cases could occur over more than one episode ef Car occasions | would observe a patient
expressing a psychosocial need on one shift anddwaloserve a nurse facing the same
psychosocial needs on subsequent shifts; bothpfcebservational data were then collated
in the same case. Likewise, one case could involwe than one nurse, either when the patient
required assistance of more than two nurses, onvalnether nurse became involved in an

episode of care.

Although my initial aim was only to include a patieonce throughout data collection, | did
witness patients expressing different psychosooeds on different occasions. These
observations were included in my data, with cong@mh the patient, but the patient was not
interviewed again. | have cases relating to twaoepé twice; the remaining twenty cases

involve separate patients.
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4.1.11.3 Interactions

Interactions are when an observation of one pasieare is not supported by other pieces of
data. This happened because of difficulties cagrgat timeous interviews (see section 4.1.3
above) and a lack of documentation or discussignaurses on the observed psychosocial

needs. Twenty-six interactions involving potengiaychosocial support were observed.

4.1.11.4 Encounters

Every case and interaction contained a number tefesting concepts and variables which
could be explored in order to answer the reseavestepns. A more thorough analysis of the
nurses’ psychosocial support could be providedibigithg the cases and interactions further.
Therefore, encounters, one nurse’s response topbrase expressed by one patient, were
created. Encounters could contain just my obsemsator a combination of data types. Two-

hundred-and-twenty-seven encounters were identified

4.1.11.5 Distribution of Data Collections

One hundred and eighty-five of the encounters cénom the 24 cases; the number of
encounters per case ranged from two to 33. Theinamga42 encounters came from the 26

interactions; the number of encounter per inteoactanged from one to four.

Forty-seven patients participated in the study.yMaere involved in a range of encounters: one
patient was the focus of 33 encounters, whereapalients were involved in only one
encounter. Thirty-eight nurses were involved inamters, ranging from one nurse who was

involved in 17 encounters to three nurses who wahg involved in one encounter each.

4.1.11.6 Summary of Terms Defining Data Collection

The different terms for collating data — ‘episodésare, cases, interactions, and encounters’ —

are used throughout this thesis to discuss theraddeesponses to psychosocial needs and to
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analyse data. Gaining a wide enough variety of ttatmswer my research questions required

careful sampling of participants.

4.1.12 Pilot

A pilot was carried out, amongst other reasonsie&i whether planned data collection
techniques provided appropriate, rigorous dataswar the research questions (Bryman 2012,
Teddlie and Tashakkori 2009). It is often advocdted the pilot should be performed with a
different sample and the data kept separate frenmthin study. However, studies following a

“flexible design can incorporate piloting withinetlstudy itself” (Rock 2001, p383).

In this study, the first two months of data collentwere considered the pilot stage. A break
from data collection was taken at this point tostdar adjustments that were required. The
seven cases that had been collected underwensetaralyses, which were shared with my
supervisors for corroboration. The depth of dath@otential answers to the research questions
uncovered at this point, and the lack of problenth wmy methods, reinforced continuation of

the study as designed and allowed for inclusiothefpilot’ cases in the main study.

The final question relating to data collection wd®en it could cease.

4.1.13 Stopping Data Collection

After eight months of concurrent data collectiod analyses, clear, substantial and supportable
claims could be drawn from the collected data. Ty&s a good point at which to cease data
collection. The sample size was large enough td meddlie and Tashakkori’'s (2009) various

criteria for ceasing data collection in qualitatstadies:

My 24 cases met their upper criteria of 24 fromecstsidy research;
» Having completed 30 interviews from one hospicedaaulture, | achieved their

lower limit for ethnographic studies; and
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* Fell within their range of 20 to 50 interviews irognded theory.

4.1.14 Summary of Data Collection

This study used convenience sampling, of both pttiend nurses, to collect observational and
qualitative data. Data collection centred on alngostiplete participant observation, which was,
where possible, complemented by matched, pairéetviews; observations of meetings; and
nursing documentation about the participating pégiepsychosocial needs. The concurrent
analyses indicated further areas of useful dafasicipants’ demographics and organisational
data were also collected. The bank of data was todlated into cases, interactions, and
encounters to undergo further analyses in ordexptore how the nurses responded to patients’

psychosocial needs.

4.2 Analysis

A large variety of data were collected throughds study, analysing this data demanded a
number of techniques. Following the practices ohyngualitative, exploratory methodologies
(Silverman 2013, Loflan@t al. 2007, Miles and Huberman 1994, Glaser and Stra96%),
analyses began early in this study and were capuédoncurrently to data collection. A variety
of analysis techniques contributed to: the creatdrthe first interview schedule while
formalising the observation field-notes, througbdarcing the paired interview schedules, past

the decision to cease data collection, until thdifigs chapters of this thesis were finalised.

All analyses were shared with my research supewiso order to maximise rigour. A

discussion around the selection and use of eatifesé analyses follows.

4.2.1 Qualitative Analysis

In order to examine the qualitative data thorougtifferent types of analyses were used. As

the combination of data types — rather than obsiensalone in the interactions — allowed for

91



more substantial claims (Teddlie and Tashakkori92@bbson 2002), the initial focus of the
qualitative analyses was on the cases. Each caseamalysed independently to identify
variables and processes (which | refer to colletyias ‘concepts’) involved in psychosocial
nursing (within-case analysis (Paterson 2010, MilesHuberman 1984)). The cases were then
analysed in relation to each other, to look forikirties and differences (between-case analysis
(Burns 2010, Miles and Huberman 1984)). The int&vas were included in the final ‘stage’
of qualitative analyses when the concepts arisnognfthe cases underwent comparative

analyses. These are explained below in order afroecce.

All of the qualitative data were entered into anid/electronic qualitative analysis software
project. This allowed coding of each case to idgnéimerging concepts (appendix 8a),
comparison of the concepts between cases in tha for memos (appendix 8b), and
diagrammatic representation of the concepts tharged in the study (appendix 8c). The use
of electronic packages aids managing large quesiiti data but the responsibility for analyses

remains with the researcher (Silverman 2011, GHfl2, Hammersley and Atkinson 1995).

42.1.1 Within-Case Analysis

A ‘descriptive analysis approach’ (Miles and Hubarml994) was taken. Each case was
analysed during the data collection process, irra@develop interview schedules and identify

issues for further exploration. As | typed up fredtles, | made reflective comments on sections
of data that concerned psychosocial needs or riuesggsnses to these and made notes in the
interview schedules. Each individual interview wasated around these notes. As the study
progressed, concepts that emerged recurrently waise added to an interview schedule

template, so that each subsequent interview explitrese concepts as well as anything new

that arose from the observations.
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Each individual case was searched for evidencénglto the research questions. Transcribing
the interviews myself began this process (Silver@@ii, Loflancet al.2006). As | transcribed
interviews | made reflections on what had been. ggcach interview write-up was completed

| re-read the interview and identified further cepts. Once cases had been completed, all the
data for each case were re-read in a search faicadd concepts and to link concepts within

the case.

Each emerging piece of relevant evidence was gav&@ode identifying it as a significant
concept (Glaser and Strauss 1967, Boyle 1994, MitdsHuberman 1994). For example, when
nurses related their ability to deal with patieqtsychosocial needs to whether they knew this
patient, | labelled this ‘familiarity’. Segment$ data could be assigned more than one code.
When | found further evidence in a case referrmmg@ toncept it was assigned the same code.
Using NVivo | could then create documents collateach piece of evidence, under the
appropriate code, to build up a picture of thataspf the nurse’s response to each patient’s
observed psychosocial need within each case. Dnparison of words, or phrases, in a case
to another part of the same case checks data lawesatlarification (Glaser and Strauss 1967,

Corbin and Strauss 2008, Creswell 2014).

4.2.1.2 Between-Case Analysis

The NVivo software enables printing of all segmeotsdata relating to each code in one
document and the creation of diagrams illustrativggrelationships between codes. Doing this
allowed me to explore occurrences of the same @isce different cases to consider
similarities and difference in the realisation ohcepts between cases (Silverman 2011, Morse
1994). For example, when a nursing behaviour, @asihow nurses responded to patient’s
expression of a psychosocial need, was identifiezhie case, | could check all other cases for
similar behaviours. When similar behaviour occurtexuld consider the factors involved and

explore whether the factors had the same or diffesatcome in the other cases.
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When a regular pattern of concepts emerged, | vaae alert to observing for future occurrence
of these concepts. These frequently occurring qusdben became the focus for further data
collection and analyses. The similarities and déifice were compared to identify possible

associations between concepts.

When patterns of concepts were less frequent, duriploration of them in this study was
discounted. This process of funnelling data inttegaries is time consuming (Glaser and
Strauss 1967, Silverman 2011) but allows for rigsrim-depth exploration of the key concepts
in order to answer the research questions (Hameayessid Atkinson 1995). Funnelling also
enables identification of dichotomous variablesdomparative analyses (Glaser and Strauss

1967).

42.1.3 Comparative Analysis

More focussed analyses of all of the qualitativeadancluding interactions and encounters,
occurred following the comparative approach adwtdiy Glaser and Strauss (1967) and
Ragin (1987, 1994). This approach to analysis réquéarly suitable for a small number of
cases. The aim of this analysis is to determinetheneghere are specific factors which lead to
specific outcomes — for example, what influencehaairse to behave in the way they do. This
style of analysis is a process of recognising wiaciors are involved in which outcomes; and
ruling out factors that have a different outcomedeanmthe same circumstances. This is done by
forming pairs of variables (factors) that may affeach other within each case. All pairs of
variables are then compared to the same pairsr@bles in all of the other cases; if one pair
of variables has an opposite outcome in a diffecase then these variables have been shown
not to be related. These analyses identified aagons for investigation in future studies, and

indicated similarities and differences within teisidy’s data.
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4.2.1.4 Summary of Qualitative Analyses

The qualitative data in the study’s 24 cases weiayaed by identifying and coding the
emerging concepts associated with nurses’ respoopasients’ psychosocial needs. A process
of constant comparison and consideration of simélad different cases, with all of the
qualitative data, enabled a narrowing down of cptgeNarrowing concepts allowed
exploration of the key issues with potential asatans to the nurses’ provision of psychosocial

support.

Many of the variables identified in the qualitataealyses could be categorised, for example,
the different ways nurses responded to patientghussocial needs. Once a variable can be
categorised, it can be counted and, therefore,rgodeumerical analyses. These categorical
variables, and many of the demographic variablesevanalysed using one or more of the

quantitative techniques described below.

4.2.2 Management of quantitative variables

Four main SPSS databases were created to managesthigative variables containing
1. Arow per encounter,
2. A row per nurse,
3. Arow per patients,

4. A row for one, randomly selected, encounter pesengatient interaction (this file
was created to exclude impact of any individualsiaracteristics or pairs’
‘relationship style’. For example, including data &ll five encounters between one
nurse and patient, when there are only two encosifite another nurse-patient pair

would skew the results in favour of the first pgjin
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Quantitative demographic and organisational dath arhere possible, concepts translated
from the qualitative analyses, were added to tipeqgpiate databases as variables. Exploratory
analyses were undertaken to indicate whether timgét be associations between possible
dependent variables — nurse response to psychbsead or nurse response style — and a
number of independent variables, for example:yhe bf need, nursing experience, and patient

care aim.

The lack of probability sampling, uncertain statisk representativeness of the samples and
small sample sizes raised the question as to tpeoppateness and value of inferential
statistics. However, this does not discount theevaf exploring quantitative data to support
the qualitative findings in a hypothesis-generat@sgopposed to hypothesis-testing context.
Simple descriptive analyses were therefore usesltomarise relevant variables and cross-

tabulations carried out to explore possible assiotis where appropriate.

4.2.3 Summary of Analysis

This study employed a variety of methods of quiiitadata analyses to explore how patients
expressed psychosocial needs and how nurses’ imtebdiresponded to them. Constant
comparative descriptive analyses of the qualitadiz&a allowed identification and analyses of

the key concepts associated with psychosocial nesdisheir support.

4.3 Summary of Data Collection and Analyses

In this study observational, interview, documentangd demographic data were collated to
build a picture of the psychosocial support nusés in response to the psychosocial needs
expressed by palliative care patients in one hespard. A range of data was combined, where
possible, into cases, and analysed to explore Wwaseéd palliative care nurses’ provision of

psychosocial support and the psychosocial neegsetieountered. Before the findings of this
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study are presented in Chapters Five and Sixjnipertant for the reader to be aware of a few

aspects concerning the ward in which the study tda&e.

4.4 Study Context

The purpose of this study is not to describe thekings of the hospice ward, but some aspects
of this need to be explained in order to understaydaspects of this thesis. Before discussing
the findings of this study it is important to infiwce some aspects pertaining to the research

site and the individuals working there.
4.4.1 Research Site

This study site was a 24-bedded ward in a specifiative care unit (henceforth referred to
as ‘hospice’), caring for patients from both urlzaual rural areas of Scotland. Patients admitted
to the ward had active, progressive, non-curatiseases (90% had a malignancy; the majority

of the remaining 10% had a neurological illness).

When patients were admitted to the ward they wernsidered to have one of five care aims:
symptom control, assessment, rehabilitation, resmit terminal care. These care aims are
closely linked to the extent of a patient’s ilinetizeir likelihood to be discharged from the

hospice and the focus of care provided by all graoers in the ward:

* ‘Symptom control’ patients were admitted to makeitsymptoms less distressing; they
were expected to be in the hospice for approximaied weeks before being discharged

home.

* ‘Assessment’ admissions were very similar to ‘syonptcontrol’ admissions. These
patients were admitted to identify and alleviateithmain problems, the aim was to

achieve this in two weeks at which point the patieould return home.
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* ‘Rehabilitation’ patients were admitted to helprthgain as full independence as possible
and to develop new ways of functioning with thdlindss. Length of admission was

variable depending on how long it took them to de&wyenaximum functioning.

* ‘Respite’ patients came into the hospice to proadereak from their normal routine
giving them, and/or their significant others, restength of admission was for a

predetermined time period, usually one to two weeks

* ‘Terminal care’ patients were admitted to the hospo die. The main focus of their care
was comfort up to and during death; their lengtldrhission was variable, death often
appeared to be close — expected within a few weedbst could still be a number of

weeks away.

Patients can have multiple admissions to the hesfic varying time periods (shortest during
data collection two days, longest 71 days), with tdare focus changing both during and

between visits.

The ward consists of shared bays and single rodhesnurses followed a ‘team’ approach to
care, with two teams split geographically acrossaiard: each team cared for the same number

of patients, in both bays and single-rooms.

The majority of nursing shifts were split acrosslygdate, and night shifts, with most staff
rotating throughout the shifts. A few members affsbnly worked either day or night duty. A
small number of nurses worked twilight shifts, wanéiney came on shift at 5pm and stayed

until 11pm, after night duty had commenced.

As is common in most ward environments, the worttogaried across the shifts. Early shifts
involved the ‘heaviest’ workload and most ‘intimapatient care. On ‘earlies’ there was an
expectation for all patients to be assisted to wash change their clothing. Most activities,

such as bowel care, wound dressing changes, artiraamds (when the nurses accompanied
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the doctors to review the patients), took placeéeanlies’. In the cross-over period, between
early and late shifts, much of the RGNs’ time wageh up with medications and

documentation. The AuxNs spent this time settliaignts for a ‘rest period’ and ensuring the
ward environment was conducive to the patientsdee®n a late shift, after meals were served
and before the night-duty started, there was aeagfion that the majority of patients would

be offered a ‘light’ wash and assisted to prepareébed. On night shift, care was provided to
patients on an ‘as required’ basis as most patigate sleeping. The staff-to-patient ratios per
shift reflected this workload with, on average,eniturses (five RGNs and four AuxNs) on an
early shift, five nurses (three RGNs and two Auxbdish late shift, and four nurses (two RGNs

and two AuxNs) on a night shift.

At the beginning of each nursing shift the teandégrom the previous shift would give the
team coming on duty a hand-over. Each patient wasisised in turn, mentioning their age,
gender, diagnosis, reason for admission, theieotigare priorities and any outstanding actions
required. Any nurse was able to contribute to thmeetings but the majority of conversation

came from the nurse on the earlier shift.

Once a week the nurse in-charge of each team vedigidd the multi-disciplinary team meeting
(MDTM), where the at least one representative fesanh professional discipline working in
the hospice would contribute to a discussion orh gatient’s condition, progress and care

needs.
At the time of the study, nursing documentationcawning patients’ psychosocial needs was

only made by RGNs.

4411 The Hospice Staff

Although this study explores the actions of nuiisethe ward, other members of the hospice

staff were present during some psychosocial sugmisbdes and are mentioned in some data
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excerpts. To maintain anonymity, the term ‘collegigs used to identify other members of
staff. ‘Colleague’ can refer to other ward nursé®wlid not consent to participate in the study.
In these instances there is no reference madeitarniput in the interaction, thereby respecting
their wish not to participate, but a comment is entaltheir being present as it is necessary to
accurately describe the interaction. Alternativétplleague’ can refer to another member of
hospice staff who is not a nurse on the ward, fangle: a home care specialist nurse, an allied
health professional, or a member of the domeséff. stVhat role the colleague has in the
hospice in not divulged as this could affect therggmity of the individual: there were some

sole practitioners working in the Hospice.

441.2 The Nurses

The term ‘nurse’ is used to refer to: RGNs and Asxburses who were permanently employed
by the hospice and those who worked from the he&piturse bank; and nurses who work on
day and night duty (some nurses rotated betweese thlgifts). A total of 72 nurses worked on
the ward. At the time of data collection all nuggistaff working on the ward were female,

therefore the term ‘she’ is used throughout thesih when referring to the nurses.

As mentioned above, the nurses worked in two tedims.majority of nurses participating in
the study ‘belong’ to a specific team, the aim beimat nurses work in their ‘own’ team. Shift
patterns were planned with an aim of equal reptasien from each team on each shift, so that
each team of patients were cared for by their ‘omurses. There were some exceptions to this

practice:

» the ward manager alternated weekly between teams;

* nurses working twilight shifts (5pm — 11pm) cared  third of the patients from each

team;
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* bank nurses worked in whichever team required thpurt, though they were always

allocated a team per shift; and

e attimes, due to patient numbers or staffing issti@gs necessary for nurses to work

in the ‘other’ team.

44121 Patient Allocation

The principle of team allocation was applied tagyas, as well as nurses, but not to the same
extent. When a patient was admitted to the ward team of allocation was dependent on
where there were available beds, suitable to thaémt’'s condition. This was the case even

when patients had previously been ward in-patients.

Patients were informed which team was caring fentland the team to which a nurse was
allocated was clearly identified to patients byoboar coding system. There was a preference
that patients were in the same team throughout siaenission. There were, however, because
of the geographical nature of team-allocation, §ménen patients were swapped teams (this
only happened once to participating patients dummg observations). This happens, for

example, when a decision is made to move a pdftient a bay to a single-room: if single-

rooms are only available in the other half of therdvthe patient is moved to that room and,

thereafter, comes under the care of the other team.

Although the hospice had a team approach to warsimy further divisions of which nurse
was caring for which patient per shift occurred. @late shift it was, generally, a case of each
team caring for ‘their own’ patients. However, om @arly shift further patient allocation
occurred. At the beginning of each shift, nursesvedlocated the specific patients whose care
they were to focus on for that shift. This usuatiyolved the nurses working in pairs (either
one RGN with one AuxN or two RGNs, depending offfisiga ratios). In most circumstances,

each pair was allocated a maximum of four patipetsshift.
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Chapter 5: Findings: observed psychosocial needs

In Chapters One and Two | identified a range othsgocial needs that palliative care patients
are thought to have (Figure 1.1) and that ther@ansexpectation on nurses to provide
psychosocial support as an inherent componentedf ginactice. However, there is a lack of
empirical evidence demonstrating the psychoso@atia expressed by patients when they are
in a hospice ward or of how ward nurses supponntlieiring everyday in practice. By
observing nursing practice, interviewing the obsdrmurses and patients, recording both verbal
and written reports concerning psychosocial supmot collating other related data (see
section 4.1) | have provided new evidence on twimnsaues. Firstly, whether the psychosocial
needs suggested in the literature really existsvhildividuals are hospice in-patients and,
secondly if so, how these are expressed. Thesdiauesare considered in this chapter.
Secondly, in Chapter Six, | explore how the nuieesy field of study reacted when patients
expressed psychosocial needs during their evergdestice. In both of these chapters factors

influencing the nurses’ provision of psychosocigbsort are uncovered.

The findings of this study come from a number dfadsources collected over an eight-month

period (the different terms for the data collecheel outlined in section 4.1.11):
« 39 observed episodes of care, of which:
0 20 became cases with interviews about the obseaed
= 11 cases included interviewing both the nurse atieim;
= 7 cases included interviewing only the nurse; and
= 2 cases included interviewing only the patient.
* 26 interactions (observations not followed by formégerview),

+ 19 observations of nurse-handovers,

102



e 19 observations of the multidisciplinary team nreggi (MDTMS),

» Copies of nursing documentation on the psychosasiaécts of the care of 47

patients.
« Demographic details on:
o 38 nurses, and

0 47 patients.

The duty rota for 35 weeks and nurse-patient allosacharts for 18 weeks.

Two-hundred-and-twenty-seven encounters (one rmaursesponse to one expression of
psychosocial need/s) emerged from these data sdtsvare used as the main variable for

quantitative analyses.

The psychosocial support provided by nurses owtrd under investigation was multifaceted.
Patients expressed a wide variety of psychosoeidis for many different reasarsd nurses
responded to these needs in a range of ways. &r tvdinderstand how nurses operationalise
psychosocial support it is worthwhile exploring wipgychosocial needs were observed and

the context of care in which they were expressed.

5.1 Categorisation of psychosocial needs

This chapter presents, for the first time, empiritza outlining categorisations of psychosocial
needs that are expressed by patients during tiagiimsa hospice ward. The focus of this chapter
is to report and categorise the psychosocial nebdsrved. Patients were rarely observed
interacting with nurses with the explicit aim ofpe&ssing psychosocial needs. Patients mostly
expressed psychosocial needs when interactingmnuitbes for other reasons. The contexts of
care (henceforth referred to as ‘contexts’) in wWpsychosocial needs were expressed emerged

as an important concept during this study. Sinagh stodification has never been reported
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before, the first novel contribution to understargdpsychosocial support this study offers is,
therefore, the categorisations of observed psyadiasoeeds according to both their type and

the context of care in which they were expressed.

A variety of psychosocial needs could be expressaber a number of contexts within one
episode of care. In the following example, Diamaaaxiliary nurse (AuxN), supports a patient,
Grace, with three psychosocial needs: independaacgrol over choices, and self-concept.
This occurs whilst assisting Grace with two thisge wanted to achieve (‘contexts’): washing

and eliminating.

Fieldnotes

Diana and | were assisting Grace with her persdmajiene. Before starting
to wash Grace, Diana asked, ‘Would you like to wsitr own face?’ She
replied, “Yes”, but then told us her arm was sdbgana said, “Would you
like me to do it for you?” and she said, “Yes”. Diawashed Grace’s face
but then offered her the facecloth. Throughout ¢aee, whenever Grace
seemed to be struggling, Diana asked, “Would y&a Ihe to do that for
you?” When it came to changing her stoma bag Diaoatinued to hand
Grace the equipment that was needed, Diana allameldencouraged Grace
to do as much as she could herself. When we hesthdieh, Grace said, “It

was good to get tithange my stoma bad]m getting more used to it now.”

The complexities created by this simultaneous expressiodifferent type of needs within
different contexts of care create a challenge falysing data, to overcome this challenge
categorisation of type and context of psychosowald were created as they emerged from the

data. The following two sections discuss thesegoatgation in turn.
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5.1.1 Type of psychosocial needs

The types of psychosocial needs discussed in seétih and collated in my concept map
(Figure 1.1), were all expressed at some pointiwitine 227 observed encounters. More than
one psychosocial need could be expressed at aliorang the observations, 51 nurse-patient
psychosocial interactions were recorded. Of theése (17.6%) considered only one type of
need, all but one of these were brief interacti@wen when encounters alone are considered,
151 of the 227 (66.5%) could be categorised as mhareone, and up to as many as four, types

of psychosocial need.

From both existing literature concerning psychaalocare (as cited in Chapters 1 and 2) and
the data collected throughout this study, it ieckhat psychosocial needs are interrelated and
overlapping. To aid analyses within this study Vdaategorised psychosocial needs into four
groups, as demonstrated by the coloured patchié®e inoncept map (Figure 1.1): expression,

rights, coping and identity. Table 5.1 identifiae frequency of expression of each category of

type of psychosocial need.

Table 5.1 Frequency of expression of types of psywsocial need

Expression Rights Coping Identity Total
RGNs 60 125 34 25 244
AuxNs 12 39 7 25 83
Total 73 165 42 50 330

The following sections discuss these categori¢grim

5.1.1.1 Expression

‘Expression’ psychosocial needs concern the emstithoughts and feelings palliative care
patients have and how they express them. Thel@\ast range of these from elation to despair

and the desire for quality of life. The aim of psgsocial support for these types of needs are
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to maximise emotional well-being and avoid clinicainditions such as anxiety states or
depression, which can be common in palliative &relgado-Guay 2009). Seventy-three
‘expression’ psychosocial needs were observed.h@sygcial needs in the expression category
were observed being openly conveyed, subtly hiateahd withheld from nurses — the latter

category being uncovered by another nurse or dumynnterviews.

Nurse-patient interactions, on occasions, took eplath the specific purpose of allowing
patients and/or family members to express emotiasiiappened when Annie, an RGN who

had been caring for Carrie over the past three,dagswith Carrie and her husband:
Fieldnotes

A patient, Carrie, was expressing to Annie her wesrabout her son’s difficulties
coping with Carrie’s illness and life in general tbdid not want to involve other
members of the team. Following their talk Annieytledt Carrie to have a cry with her
husband. When the husband came out of the roorskesl éAnnie if he could speak to
her. He asked for a hug and broke down crying... &mas tearful when she handed
over about this interaction and seemed to feel whe letting Carrie down by not

looking after her tomorrow.

Whilst discussing this episode of care Annie tokelthmat Carrie now trusts the hospice staffs’
judgement but needs help making decisiddg using of the word ‘now’ Annie is suggesting
Carrie has built this trust since her admissiofs ttlear from this interaction that both Carrie
and her husband trust Annie and have gained sorotaral release. It also appears that Annie

has concerned that she will no longer be availabtontinue this emotional support.

The idea that continuity of care impacts on psyobid support also arose in an interaction
when Millie (RGN) was caring for Davina, a patishie had never met before. During Millie’s

interview she stated that sh&ht needed to get to know a patient through progidontinuity
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of care in order to offer psychosocial supgortHowever, her actions contradicted this
perception when she described the conversatiord Idbserved her having with Davina, a

patient in the ‘other’ team, involving a subtle pegssion’ psychosocial need.

Nurse I nterview

Millie “It was good on Sunday though, because Dawave off a lot of cues
about how she was feeling and we actually had #yréang chat about how
she felt. It was really good and | felt that shesvahle to tell me more, and,
because | didn’t really know her that well ... shersed to want to talk. ...
we discussed about how her husband died five ygrs. we went through
all the things, her shock, she was quite upsdtinktit was good for her,
because she got a lot of things off her chest et slso feeling vulnerable
at the moment ...we’d had that time for her to velot af her fears, and she
did tell me a lot of her fears, and we were ableligzuss them, and | think
we helped her, ‘cause she'd actually witnessed,ea Vady, a few days
previously, was dying in that room. She’d told imet she could hear [her]
‘moaning and groaning’ and was quite distressed] how much it had upset
her... so we went through all that and she said tp‘lm¢hat what happens
when you start to die?’ So, | thought that was gy\@g cue, so we went
through all that. She seemed really ... pleasedw®atould discuss that. |
felt that we had put her mind to rest, which wasdyoAnd | feel, although
she’s poorly, she does seem to be more at easéergkIlf, somehow. | think
she got a lot of her questions answered that daystie obviously had these

ideas in her mind, that when you get terminallydu don’t talk about it.”
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In this interaction Millie picked up on Davina’'sesithat something was wrong and encouraged
her to express a number of emotions, including;, aock, and upset. When asked about her
ability to deal with Davina’s psychosocial needgluis first interaction with her, Millie related

this to having time because the ward was quiet:
Nurse I nterview

Millie: “I don’t know, sometimes | think some sitiams work out better than
others, | don’'t know whether it's to do with themitng ... on Sunday | felt it
was good, | felt quite satisfied that and | suppiteetime ‘cause we were a

bit quieter.”

Interactions could also be categorised under ‘esgio@’ when no feeling was actually
expressed but a nurse took action to prevent eviate a negative emotion to which a patient
was susceptible. This happened when an auxiliargeniMaisie, and | were working for the

first time with Bruce:
Fieldnotes

When Maisie and | were helping Bruce back into bexlappeared quite
nervous. We knocked a bottle off the locker, iteratbud noise as it hit the
floor and Bruce appeared to get a bit panicked.ih@GN) came in behind
the curtains, saying, ‘Oh, | thought they'd dropped there.’ She stayed and
assisted us with Bruce’s transfer. After he wafiexkinto bed we were all
talking about the move and he said, ‘I'm okay, bseamy aunty Rhona is

here.’
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Patient I nterview

Hazel:“What I'm thinking about is, whether the nurses gentinuity with
patients, so they get to work with the same patiemire, so they know the

patients more, and can look after them.”

Bruce: “Aye, to a certain extent, there’s certaiarses and you get used to
the same nurses being on every day to help mestthager comes you feel

a bit more vulnerable”
Hazel “Would [changing teams] make a differencgao?”

Bruce “I'm not against the other team because tbeye in every now and
then to help but | know they’re all ... basically simdy’s the same. Like |
would get on with the nurses in the other teamtjustsame, so it's not a big

concern.”

Rhona was in-charge of the team that day and waseaaf Bruce’s anxiety about
nurses working with him for the first time. Rhorene in to assist at the first possible
opportunity; she did this with an aim of reducinguée’s anxiety and make him feel
safer. This interaction illustrates the challengé®oth identifying and categorising
psychosocial needs. Patients may hide their feglioga number of reasons making
them difficult for nurses to recognise. In Brucease, he tried to hide his anxiety
about Maisie and I, both new nurses to him, praxgdais care. Although Bruce is
saying he is happy to receive care from any ndreas more comfortable when the
nurse has worked with him before. While categogdeeling safe is difficult as it both
an emotion and a ‘right’ for vulnerable people wiud their lives in others, in this case

nurses, hands.
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5.1.1.2 ‘Rights’

The psychosocial needs labelled as ‘rights’ webellad as such because they concerned what
relates to the ethical principles of rights: maxdmg the patient’s individual freedom, keeping
them safe, and showing respect for them as a pefBbampsonet al. 2006). These
psychosocial needs included, amongst others, e floe: self-determination and dignity, with
the key aims of safety and security and maximigugity of life. 165 (50%) of all psychosocial
needs expressed were rights related, by far tgesanumber per category expressed. Examples
are discussed below where patients’ choices arsidered, being both respected and avoided

and how this impacts on independence, privacy,igigand individuality.

Often the nurse-patient interactions involved saampect of self-determination, where the
patients were involved in making choices over wiliatild happen. The outcomes of these
interactions often affected patients’ other psydoead needs, as occurred when Ralph was re-
admitted for assessment of his mobility becausednslition had deteriorated. The nurses were
familiar with Ralph and aware of how he normallgrisferred from the bed to his wheelchair
because of his numerous prior admissions to thd.\whaowever, it was unknown whether Ralph

would still be able to transfer his usual way assessing this was important:

Fieldnotes

Beatrice asked Ralph how he ‘liked to do things® ds she was asking she
lifted up the Banana board [a mobility aid]. Ralghid, “Oh, here we go

again! People always do this before I tell them.”

Once Ralph was up in the wheelchair he asked forfdot-rests. Beatrice
tried to put these on for him. | could see Ralph oy trying to do this
himself but that it was easier for him to do thisddor Beatrice to lift his

legs, as he was requesting.
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Beatrice’s familiarity with Ralph resulted in hemtamatic insertion of the banana board and
wheelchair foot-rests. On previous occasions thesilds have made Ralph’s transfer faster.
However, on this occasion it impeded Ralph fromcaN®ring if he could transfer

independently:

Patient I nterview

Hazel: “I wanted to ask you about when Beatrice gesing you up the other
day and | was wondering about independence and wwewwork with

patients’ independence.”

Ralph: “One of the reasons for my admission wdstbout how independent
| am still, because the changes in my balance amabviously there’s been
a deterioration in my condition ... I'd got to theiptowhere | was unsure of
my own abilities and | was looking for assessmerdhteck out, It's to find
my centre again if you like, to find my balancekiniow where the limits are,
where the boundaries are, and what | can and cda't.the global effect is

that | know I'm safe and there’s people around me.”

When nurses know a patient well they learn howepisi prefer to do things; this can lead to
the nurses doing things for patients without askiregn. This ‘natural process’ of care can be
helpful but the assumptions that nurses make cavept patients from doing something they
need to do, as in this example. Being familiar iRedph’s preferences and automatically doing
things for him, Beatrice did not, at that time, pag Ralph’'s psychosocial needs —
independence and understanding of his changingitcamd- instead she focussed on the
physical aspects of his transfer. When asked atiositinteraction Beatrice explained her
actions in relation to her workload and how nervsius can get if she takes ‘too long’ with her

work:

111



Nurse | nterview

Beatrice (RGN): “Because that’s a horrible feelifigou’ve got a patient or maybe two
patients that do take a long time, and, well myrtynjust goes round ... if you look out
and everyone else seems to be getting on fineh@thpatients and you're just still on

the same one.”

The inter-related nature of ‘rights’ psychosociaéds was demonstrated in other interactions
where nurses were concerned with realising thely darkload. There were occasions when
patients did not want physical care at the tinsiited the nurses. In meeting these patients’
psychosocial needs of control over choices, theesicould leave themselves with ‘nothing
to do’. Both RGNs and auxiliary nurses were obsgmesimilar situations of being ‘held

back’ from getting their work done by supportindigats’ psychosocial needs. Both groups
of nurses expressed feeling frustration at ‘nobhgeible to get on with their tasks’ but

regularly, though not always, kept these feelingslén from patients:

Fieldnotes

When Andy was in the bath, Rhona (RGN) asked Him‘Wwanted to stay in
longer?’ He did, so we went away, leaving him ifith buzzer. However, it
did appear that Rhona was in a hurry to get Andgheal and this became
more apparent later when after he'd buzzed foouget him out of the bath,
he started telling us a story. When he buzzed JAliN) joined us but the
story-telling delayed us from getting Andy ouths bath. Rhona was very
patient with him, took her time with him and did sbow any signs that she
was frustrated and wanted to get on with thingdeJlhowever, was pulling
faces as if to say ‘Oh come on, hurry up’ but Adalynot appear to notice

this
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Rhona respected Andy’s choice to stay in the bgdakie him privacy and dignity by leaving
him, and offered the security that we were avadalbthen he needed us by giving him the
buzzer. Julie, however, was less happy respectimglyA choice and offering him

companionship.

Nurse | nterview

Hazel: “ You can see [nurses are] actually desperate toogetvith [care]
and | just wondered ... we don’t show it to the pasieThe patients don’t
pick up on that and | was just wanting to checklmw you’d felt about that

conversation.”

Rhona: “I would hate to, and I'm aware of it myssdfimetimes, | would hate
to show anybody that | wasn't listening to themtloat their story wasn'’t
worth their time ... it's [not] the end of the woifdyou take five minutes to

listen to somebody, is it?”

Although Rhona is not explicitly admitting that teeare times when she does not listen to
patients, her comment’th aware of it myself sometinfesuggests that she has observed this
practice and perhaps carried it out herself. Rltdhghowever, on this occasion respect Andy’s

individuality by respecting his choices and listeéme him.

Often while patients are in hospices their livesdmee very limited in what they can do and the
little things such as making choices and beingtéeas an individual are what gives them
quality of life. This was demonstrated in one iatgion when Amelia (RGN) gave Janie a bath

despite her having one the previous day:
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Fieldnotes

Janie had requested a bath, which Amelia, agreegive. Amelia discussed
with me the issue of Janie wanting a bath everyatay how this might be
disapproved of by other members of staff in thedwAmelia explained the
benefits of a bath for Janie and added to her figstiion of this that she was

fairly independent and workload-wise they could agmthis.

The ‘rights’ psychosocial needs appear to be eafsieaurses to respond to within constraints
of their workload. The contexts within which thisogp of needs were expressed were often
the least intrusive or problematic areas as theesaround which the needs were focussed were
often the reason why the professional was intergatiith the patient. Exploring the ‘rights’
psychosocial needs often regularly occurred atstmae time that patients were facing their

ability to cope with their current situations.

5.1.1.3 ‘Coping’

The psychosocial needs categorised as ‘copingeeli@ patients gaining understanding and
acceptance of their condition and approaching dehtlst maintaining hope. Although
coping needs were observed 42 times, one of teeaictions exemplifies the full range of
coping needs: Stuart, a patient newly diagnosell Miator Neurone Disease, who had
recently been admitted to the hospice for rehalbidih, had a need for information to help

him understand, accept and cope with his illnestsiwiving him hope for the future.
Patient I nterview

Stuart: “somebody should be saying to you ‘oh, y@going along well’ or ‘we’ll need
to work stronger on this side’... or “you’re deteraiing, you’'ll need to work harder”.
But they just come in and do for you. The nurseein and does her job automatically

and you’re wondering how you're getting along, yewsore, you're stiff, you know and

114



you don’t know if ...this is gonna be it. And it eble fine for somebody to say “well
the right leg’s no as strong as the left, you'lledeto work a lot more on that. You'll
need to do this and you’ll need to do that”. Arestthing to report to reassure a patient,
that this is not the end that you're still fighting. That'd be a great thing. You know

don’t leave them sitting wondering. It would bgaod thing.”

[...]
Hazel: “Would you like me to ask somebody to cantalk to you about that?”

Stuart: “Well no really, it should be a daily thingou know. Somebody coming to talk
to you every so often is alright. The physio arertbrses are the people working with
you every day and they've got a better result twaat one person sitting reading the

notes and then coming and talking to you.”

Hazel: “That’s a very important thing so, yeah, amad your experience been of that
happening, of one person reading the notes and tieemng and telling you things

rather than people telling you things as they'rengpalong.”

Stuart: “Well you get that feeling that's what'sgyening. That they’re consulting the
notes, you know, instead of talking to the nurselirfg out how you're going, talking
to the physiofthat’s betterjthan seeing what someone else is writing downcanung

and repeating it.”

At the end of Stuart’s interview he told me thatwented the nurses to talk to him about how
he was progressing day to day instead of plansdarto manage when he gets home. He gave
me permission to tell the nurses this. | told Cnthe registered nurse | was observing, about

Stuart’s coping preferences and documented thdwnsinursing notes.

When we were washing Stuart, two other membertaéff-s who were not ward nurses but had

been asked to assess Stuart’s understanding itlhkess — came into the room:
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Fieldnotes

Half way through bed-bathing Stuart (when he wawslyaked, covered only
in a sheet, and was half shaven) two other heatifegsionals came into the
room. As they came in Camille had stepped back fherbed into the corner
the room; she stayed there throughout their corates. One of them asked
some poignant questions about how much Stuart bewt his illness and
tried to talk about what might happen to him. $tsaid, “but that’s in the

future and I'm not ready to talk about that yet"t which point the staff
member looked across at Camille, as if to offertherchance to participate

in the conversation; Camille said and did nothing.

The other staff member gave Camille an opportutatgupport Stuart’'s wishes and current
desires for understanding, however, on this ocoashe failed to support Stuart’s psychosocial
needs. Camille had looked after Stuart on manysona before | observed them together. She
felt she knew Stuart well and was aware that Std@tnot wish to discuss his illness and

prognosis:

Nurseinterview

Camille: “Doctors had spoken to his family yesteydmist to see how aware
they were about the progression of his illness, piaginosis, and apparently
they were much more up to speed than we had aatézp but they said

they’re “not discussing it, because Stuart doesrant to discuss it

When Camille (RGN) was discussing why she did hehtsupport Stuart’'s psychosocial needs

she blamed this on being in-charge of the team:
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Nurse I nterview

Camille: “I felt I just couldn’t carry things forwal...it was difficult being in-
charge and then having patients as well because yioe're pulled in two

different directions.”

Camille proceeded to suggest that she managedetioStiiart more psychosocial support the

following day (the day of our interview) because s¥as no longer in-charge:

Nurse I nterview

Hazel: “You said at the beginning ‘that it was difflt yesterday because you
kept getting disrupted because you were in chargeu weren'’t in-charge

today?”

Camille: “No, so that was much better and we sgzelaing time in there with
[Stuart]... | just thought that he was too low todaytake that conversation

any further.”

However, Camille she still did not discuss his eatrstate. Despite Stuart requesting ‘an up-
date on his current state’, and me advising Carttilé he had repeated this request during our
interview, she continued to try to discuss plansifame. She related Stuart’s lack of response

to her attempts at psychosocial support to theidedtion in his physical condition.

Nurse | nterview

Camille: “I thought afterward, after I'd said fiCamille had responded with,
‘no, you shouldn’t stop eating’ when Stuart expeessoncern that it was the
food he was eating that was causing his conditaleterioratejthat | should

have taken it further on, why, and take littlernips’. But then you get

distracted. ‘Cause you’re working round him and Wwog with a partner and
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then sometimes perhaps you should stop and pickhgoe you are, stop

doing what you're doing and take the conversatinrfrom there.”

“He just hasn't got the energy levels from day &y dand even when we were
doing his passive exercises today he said, ‘that'snot as strong as it was
last week, my other arm’s fine and my legs areight,” and he moved his

legs. So I just thought that he was too low todetgke that conversation any
further. | just felt he would just have been inrgebecause you can just look

at him and he’s so unhappy.”

Camille did not deal with Stuart’s desire to kno@mhhis condition was progressing in this
description; thus indicating that her lack of deglcannot be purely due to being in-charge of
the team. The impact of being-in-charge on a narahility to provide psychosocial support
commonly arose: Camille was not the only nursete geing in-charge as a reason for not
dealing with patients’ psychosocial needs, thouthieronurses demonstrated psychosocial

support whilst being-in-charge.

5.1.1.4 “Identity’

The psychosocial needs falling within the ‘identitgtegory relate to issues concerning social
functioning and communication. This includes, sinétg and creating relationships and the
feelings associated with these, such as love amgbassion; maintaining a role in life; and
having a positive self-concept. Fifty of the psysbcial needs observed were categorised in
‘identity’. An influential need within the identitgategory is that of relationships, as it
interacts with all other identity needs. An expl@oa of the interactions of these follows,

with data excerpts concerning pre-existing relafops, and new relationships with fellow

patients, and nurses. This section finishes withlzservation concerning self-concept.
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One of the few interactions observed where the ritgins of care was psychosocial support
centred on ‘identity’ needs: Chrissie (RGN) adnditiéelen to the ward one afternoon. The
following morning | observed the nursing reporteTiturse from the night shift was unable to
report anything about Helen other than her demdugcagetails and that ‘she had a settled
night’, as Helen’s admission documents were inceteplWhen the night nurse left, the team
discussed their plans for the day. Chrissie expthihat she had ‘spent a lot of time with
Helen yesterday discussing some complex psychdsmollems which Helen may, or may

not, wish to continue discussing today’. Chrissiguested to look after Helen this morning.

When we came out of report, Chrissie told me abwuat Helen had been saying: about
difficulties with her families, how difficult it wato cope with her increasing dependence, and

her fears of dying:

Fieldnotes

Chrissie and | went over to speak to Helen. Cheissit down on the bed
beside Helen and had a chat with her about howgthimad gone overnight
and how we would take things over the rest of tne @t the end of the

conversation Chrissie offered Helen a move to gleinoom.

When we moved the last of Helen’s belongings hesingle room, Chrissie
sat down on the bed and asked Helen how she wasgfeshe stayed there
and had a long conversation (at least 45 minutégjid not feel it was
appropriate for me to stand over this conversatisn, withdrew to the

corridor. Chrissie reported her conversation duritigg hand-over.

Handing Over

119



Chrissie: ‘Helen’s worried sick about her son, hbeis going to cope and his
needs for the future. She’s in for respite whichtusband needs too, he clams
up about the future; can we facilitate his openfieéSke’s isolated in thoughts
and feelings, finds it nice to be able to speakdople and they listen. Her
situation at home is despairing, if things wereast they are she could cope
with her pain at home. | worry about how she’s goto be. Three siblings
have died, but Mum is still alive, it will be afditilt bereavement for her. We
moved her from the Bay because control is impoytsimé came in for a rest,
peace and quiet. She needs time just to be. In s@pe she wishes her son
would die before her, but knows this isn’t goinghtppen, this was a hard
thing for her to say but she sees the huge presbatder husband is going to
have coping with this but he doesn’t want to opeatall. Nieces and nephews

are close. She finds religion supportive.’

When | asked Chrissie about her interactions wiglenl and how she uncovered

Helen’s psychosocial issues she described thetrdanversation:

Nurse I nterview

Chrissie: “I never asked her any questions aboutdtimission; it was really
all about the reasons why she came in, her ansiesied her fears for other
peoples’ futures. It's almost as if she’s been getadtalk. | think it would
have happened anyway but yesterday she was tdlidbayt] her son, and
things like that, | actually can really empathisghaher and | was actually
able to share that with her. You could see her ojeand becoming so

comfortable with telling me that.”
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This first interaction between Chrissie and Helevhere Helen's admission
documentation was not completed, demonstrates howse can approach a patient
with one aim, but be flexible and explore psychaaoteeds instead. The following
day Chrissie specifically requested to work witHeétheso she could continue to discuss
Helen’s relationship, love and identity needs. Tieeds for relationships, especially
companionship was also observed in relation téaimation of relationships between

patients:

Fieldnotes

Andy moved from a side-room to a bay. Rhona (RGN }he consultant that
the beds had been moved, saying "we're doing thiapsychology of Bruce

[the patient in the opposite bejo."

Rhona talking to Andy, when he was in the batll, ‘yaah, | thought it would
be quite good for you and it would be good compé&myBruce across the
way to have you in the room’, adding ‘you knowtitne you'll see that it'll
be of good benefit to you’, and he said ‘yes, | wase surprised that we
started to talk to each other’. Andy also saidl‘lie best for Bruce as he now
has someone else to talk to, but also someonéceksep an eye on the other

patient in the roonjwho is quite unwell and agitated].

Patient I nterviews

Andy: “at the end of the day having gentlemen i ithom is of no benefit
for me. The only thing that | could see is thath&t old guy became
incapacitated and he couldn’t ring his bell, I cduing my bell for him, but

also just recently, Bruce rang his bell for him ah& woman came in and
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said “yes, what can we do for you Bruce?” and helsd’s not me it’s[that

other patient] ‘cause the chap was just, really not quite compaosntis”

Bruce: “there’s more going on in here, I'm not justting staring at four
walls trying to think of things to amuse myselfd @nl see something with
another patient | tell the nurses, | don’t thinleyhthink I'm interfering, but

if I can point out what the problem is, I'd rathieelp somebody if | could.”

Nurse I nterview

Rhona: “we’ve all got to the stage where we’re \ary fond of Bruce and
aware of his plight, and I think, to try and makegs easier for him, not at
the disadvantage of other patients, but | thinkaéi can see someone that
would interact with him and help him ... help eacheot but who'’s to say
we’re right, it could all backfire, that's the thgn But that's the rationale
behind it ... and because it's a hospice, and patiané more likely to be in
here longer, you really do have to think of who’s@putting where and if
people will gel and be good for one another, oconk patient is seeing too
much death and dying. Bruce’s a very observant, mhamaybe he wasn'’t the

type of person he was it would be easier for him.”

In the example above Andy was moved from a sing&rto a bay, partly with the reasoning

that it would be good for both him and Bruce: toegeach other companionship. Rhona
identifies that the nurses try to take into accqatients’ personalities and the need to continue
having relationships when considering where a patiesides in the hospice. However, the
comments from both Andy and Bruce suggest thisaosa much of a priority for them, it

appears from the interviews that the sharing om®gives patients a different form of identity:
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a role in caring for others. Having such a rolgpbkeb give the patients an identity and purpose

in life by feeling they are doing something to hetpers

Another aspect of relationship that was said t@fbgreat importance during the study were
those between nurses and patients — 37 out of 8heuBses commented on the need for
familiarity with patients in order to provide psygocial support - though there were times

when this was not evident as a nursing priority:

Fieldnotes

The ward has been very quiet this afternoon. Aptreod of time when the
nurses haven't got anything physical to do theyehasen hanging around
the nurses’ station. There are a lot of patientowiave got neurological
illnesses in the ward at the moment, includingiée admission who is quite
frightened about her admission, who are just lyimged looking into space.
This applies more to the auxiliaries than the tedmurses although Alexa

(RGN) has been standing around doing not a lot @lé w

Nurse I nterview

Maisie: “if you're on a day shift and you get tHall in between | find it quite

annoying, | don'’t like hanging about.”

Hazel: “What kind of things would you normally do fill that”

Maisie: “well, you'd go and see if there was angath laundry to be given
out to the patients; any dirty laundry to be pubegs and tied up; if there’s
anything needing done in the sluice, likes of sreefilled up; just things like

that; medicine pots needing done.”

123



Hazel: “Would you ever in these times [when thedisaguiet], go and chat

to patients?”

Maisie: “Yes, if they were patients that you acty&hew, and you could chat

with them, then, yes, if they didn’t have any ersit

Hazel: “So, it does make a difference whether yoovkthem already.”

Maisie: “Yeah, or, you can go in, if their relativare there, and you’'ve got
to know their relatives, at the same time, ‘Cau# tets the relatives get to

know you, as well.”

Nurse talking to patients and/or their relatives sapport patients identity needs in a number
of ways, through the process of communication ptdiean: share experiences, recognise their
continuing position in societies, have companiopshinich may develop into a relationship,
and share compassion. However, Maisie suggests sindy able to go and chat with patients,
and relatives, once she knows them but this iff issa quandary as one way of getting to know
a patient is to talk with them. Nurses asked theepts about themselves to try and build up

relationships but also to assess patients’ alsldied encourage independence:

Fieldnotes

When it was time for Sam to go for his shower Masgied him whether he
‘wanted a wheelchair to get through to the showssm?’ even though it

states in his care-plan that he needs a wheelchair.

Patient I nterview

Sam: “It could make you feel nice, because | géedone day if | wanted a
shower and I'd never had a shower there, it waskthth and it was quite

good that you got on the shower in the wee cubaglid,it's handy, it's quite
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tidy, so, you can go in there, and get your shoaed, you cannae always do
it yourself and this is why they’re doing it foruycso they’re going to give
you a good wash. And if you get your choice whatwant, either you get it
as a shower, or you'll sit yourself at the sink ajyide yourself a wash. No,

I've nae qualms that way, everything’s getting dtmreme.”

Hazel: “So, you're saying that, you get some thidgee for you and there’s

some things you can do for yourself.”

Sam: “There is certain things | will do for your§edye.”

Hazel: “And, do you think we let you do that, ename you to do that, or

we maybe take over from you?”

Sam: “I think sometimes it's up to yourself, whatiyvant to do. If | want to
try and do it for myself I'll try and do it for mg¥ ...it's up to yourself whether
you want to do it or not...It's not as if they're say “well, you cannae do

this and you cannae do that”, they’re encouragiog yo do things.”

The above data identifies how Margo is encoura@am’s independence but also showing a
subtle respect for and encouragement of positilfeceacept by helping Sam to be aware of

his abilities and aiming to maximise his self-estd®y encouraging him to do all he can.

As with the other categories of type of psychodawe®d, the identity needs interact with each
other and the other needs of patients psychosghgsical or spiritual. Ultimately ‘identity’

needs affect social functioning and communicatibpatients.

5.1.1.5 Summary of Type of Psychosocial Needs

The data excerpts in this section identify the etgrof types of psychosocial needs expressed

throughout my observations. These needs have bawmyarised into four categories:
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expression, rights, coping and identity. Howeveis iclear that there is much overlap with

different types of need often being expressed dundividual interactions. Psychosocial needs
were usually expressed when the nurses were ititegagith patients for other reasons. The
psychosocial needs were often implied rather tletrly stated, making them difficult for the

nurses to identify, act upon, record, or reporitheir colleagues. This provides a major
challenge for nurses trying to offer psychosocigimort. Throughout data collection patients
were rarely observed clearly expressing psychokoeiads as standalone entities: | did not
observe a patient asking a nurse if they could &dlkut something and then express a
psychosocial need. The psychosocial needs thatexgressed were usually presented within

another context of care.

5.1.2 The contexts of care in which psychosocial eds were expressed

The contexts in which psychosocial needs were sspre were collated into four groups:
practical issues of daily life; needs related fmatient’s disease and its treatment; how patients
spend time within the societies to which they bgland issues surrounding where care should
be provided. The frequency of each category ofedndf psychosocial need is outlined in

Table 5.2.

Table 5.2 Frequency of expression of contexts ofychosocial needs

Practical Disease Societal Place of | Total
Care
RGNs 54 47 45 60 206
AuxNs 37 8 17 2 64
Total 93 56 62 63 274

The following subsections describe the differemtteats in which psychosocial needs were
expressed, providing examples to illustrate thesaexts in practice. The examples included

in this chapter demonstrate a variety of ways thises respond to patients’ expressions of

126



psychosocial needs, how the nurses responded fzstlohosocial needs is discussed in depth

in Chapter Six.

5.1.2.1 Practical issues of daily life

The psychosocial needs expressed by patients dtiiagstudy have been categorised as
‘practical issues of daily life’ when they are teld to physical actions of everyday life: they
are activities that most human beings carry oulyd&linety-three of the 227 encounters
involved practical issues. These psychosocial neeeie expressed on 54 occasions to
registered nurses (RGNs) and on 37 occasions tdlé(ir two encounters the nurses involved
were unrecorded) and were usually related to chadmgependence, safety, dignity, or
individuality. Four subgroups of practical issuegrsv identified: washing and dressing,

mobility, elimination, and eating and drinking. Beeare discussed in turn below.

Forty-six encounters involving washing and dressipgychosocial needs expressed in relation
to mouth-care was also included in this categomgre observed. This group of needs regularly
included issues concerning choices over when andplatients would wash and dress, and who

would assist with this, for example:

Fieldnotes

Alexa (RGN) ‘We’ll get you into the bath later’ d@gatient who was admitted

yesterday.

He replied, ‘Not those young ones,” [meaning me toedvolunteer]. Alexa

respected his choice and got one of the older AdaMssist him.

And issues related to maximising independence:
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Fieldnotes

Cecilia (AuxN) explained to me, ‘Kevin wants tosdréimself, so | let him
but I make the bed for him whilst he’s doing thsthat | can keep an eye on

him.

When it was time for Kevin to dress | put his astlithin reaching distance
(pre-empting Cecilia’'s action). Kevin managed toesh himself
independently, but struggled with his belt. Cealilawed him to struggle for
a short while, before offering to help and havirgljpged with the buckle

stepped back until Kevin struggled again.

Often during these encounters, the psychosocialshed safety, dignity, privacy and

individuality were also expressed.

Thirty-seven of the encounters concerned mobilitgse included: whether patients were
independent with mobilising; which mobility aids egequired and how these should be used,

if patients were not independent; and whether petiseeded to mobilise at all. For example:

Fieldnotes

Louise buzzed and asked for a hand to sit up tteltzesked her whether she
‘needed up the bed or just forward?’ She wantethegbed. As | couldn’t do
this alone, | asked Joan (RGN), who was nearbyatwand’. | got the sliding
sheets out, but Joan just went in stating, ‘Ochymay're far enough up for

that. Sit forward and we’ll put these pillows bethiyou.’

Again the psychosocial needs involved in ‘mobilighcounters focussed strongly around
choice, independence and safety; additionally,ekgression of feelings, and needs around

self-concept were simultaneously encountered.
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Twenty-one encounters involving elimination weresetved during which patients sought
control over choices and dignity. This includediggvpatients a choice over what bowel care

they received, when, and control over the positigraf urinary bags for catheters:

Fieldnotes

Maisie (AuxN) was setting up Claire’s urinary drage bag for the evening:
she explained what hospice staff usually do witrmght bags (this was
Claire’s first admission to the hospice), and alted it, leaving it lying on
the bed, according to usual hospice practice. @asaid, ‘I normally still

have it attached to my leg overnight,” she seenuite goncerned about the

change, so Maisie left the bag attached to Clailets

Seven of the encounters involved eating and drmKirhey concerned issues around timing
and choice of foodstuffs, as well as offering aasise with feeding, and being aware of

patient’s preferences about eating and drinkingekample:

Fieldnotes

As Julie (AuxN) started to get the bed ready toRsia forward for her
breakfast, Daisy (AuxN) came in and said, ‘Oh, yaa just staying in your

bed for breakfast this morning?’

Julie said to Daisy, ‘Och, it's just easiest.’

Daisy said, ‘You normally get up for breakfast, dgou?’ to Rita, who

replied, “Yeah.”

Julie then asked Rita, ‘Would you prefer to get’Upita replied, ‘Yeah, |

would,” so we got her up.
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This example demonstrates how patients’ individyatan be respected if nurses consider
patients’ wishes, instead of enforcing the quickestasiest way of getting the job done. This
example also involved Rita’s preferences about htglaind was analysed in relation to both

the contexts of ‘eating and drinking’ and ‘mobilignd demonstrates how practical issues can

interact with each other and result in the same tffpsychosocial needs.

Psychosocial needs are often expressed aroundcptassues because of changes caused by
patients’ advancing diseases or as side-effedteafments, which define the next category of

context of need.

5.1.2.2 Impact of disease and its treatment

Fifty-six of the encounters involved issues dingctlated to a patient’s disease and medical
management of this. There were a variety of difiereays in which patients expressed needs
concerning their disease. These needs were subfliiantore likely to be expressed to RGNs

(n=47, 83.9% of these encounters). Disease enaswadacerned two main issues: medications

and disease progression.

Thirteen needs concerned medications and were yrraiaked to patient choice: usually choice
of which medications to take, but also choosinglétay taking medications at the time of

normal drug rounds:

Fieldnotes

A patient, Frances, told Marianne (RGN), ‘| wantrest now and have my
breakfast later. I'll take my medicines after mgdkfast’ [Frances’ normal

routine at home]. Marianne struggled with this, Exping to me that she
really should do the drug round but could see whgnEes would want to

wait for her medicine. Marianne complied with Frastrequest.
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Marianne had struggled over whether to allow Frasiaghoices or to carry
out the ward’s normal routine of giving medicaticatsa set time. She told
me later that the decision was made easier beckumeces’ care aim was
respite and because Marianne felt able to advofmteer, by discussing the

delayed medications with a doctor and documentiegdielay.

Another patient was observed declining analgesshadelt she deserved her pain because “her

lifestyle had caused her illness”:

Fieldnotes

Olivia blamed herself for contracting cancer becashe smoked, this led
her to believe that she should suffer pain as gument. Chrissie (RGN)
negotiated this with Olivia, giving her informationan attempt to counteract
her beliefs. Chrissie talked to Olivia about heeliegs about smoking and
her disease. They discussed: how Olivia was tryingtop smoking; that
smoking had not necessarily caused Olivia’'s bowahcer; and how,

regardless of what had caused her cancer, suffeniog would not take it
away. Olivia remained insistent on not taking paelief and Chrissie

ultimately accepted this choice. By the followiag @livia had reconsidered

her beliefs and accepted the recommended medication

In this example, Olivia was observed expressingnstremotions around the impact of her
lifestyle on her disease. This interaction dematet how discussions about what appears to
be a simple thing like aiding patients’ understagdibout medications — with an aim of getting
patients to comply with pharmacological therapyar anveil deep emotional concerns — such
as guilt and blame from deserving ill-health beeanfspoor lifestyle choices earlier in life and

their negative impact in well-being. By allowingi@é to express these feelings and respecting
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her choice not to take the medications without @rdgnt, Chrissie supported Olivia’s
psychosocial needs, for example: self-determinammhunderstanding. Similar expressions of
psychosocial needs occurred often during encourgited to a patient’s disease, its treatment

and progression.

Disease progression encounters (n=43) concernede gamut of psychosocial needs, in a
variety of combinations, especially: expressiorgeptance, understanding, dignity, identity,
coping, and respecting rights. Patients had woaisit their condition deteriorating and their
approaching deaths. Some sought information ardiseéhses, their symptoms, and whether to
accept further treatment, though few made theseedesxplicit. Others made it clear they did
not wish to discuss their disease, its managemeris qrogression. Included within this
category was the recognition, by nurses, of howeptt’ moods were affected when they had

to adjust to their progressing illnesses:

Fieldnotes

One patient, Kate, was unhappy. She felt: unablgebon in life, her
condition had not improved at all, she was beirmyeden on her family, and
that constantly talking about how bad she felt wafair on her family. Iris
(AuxN) sat down with her, saying, ‘Think back taryadmission and see how

things are now.’

With prompts from Iris, Kate hesitantly suggestedvher mobility had
slightly improved and how she was adapting to déimggs differently. Iris
went on to say, ‘People with cancer need to take tio accept it to be able
to get on with living. It's about finding out whiag¢lps you. You've talked to
your family and told me about what they said. Bme your family feel the

same way as you.” This seemed to give Kate somdortoand she
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acknowledged that talking to her family did helpaome ways, saying, ‘Well,

| had to tell my husband.’

Often the psychosocial support offered by nursgarding disease and treatment involved the
nurses talking informally with patients. When patginitiated informal conversations it was
often with the purpose of maintaining interactiovighin the ward society, another category of

context of need.

5.1.2.3 Patients’ interactions within society

Sixty-two of the encounters were related to patiesesires for interaction with other members
of the societies to which they belong (includedhrs category is the idea that the ward is a
society). These psychosocial needs were expresséth RGNs and AuxNs (RGN=45,

AuxN=17), and concerned patients’ informal conveose, social relationships, and how

patients occupied their spare time.

Psychosocial needs were expressed during 17 erzswrtien nurses and patients were having
informal conversations, for example, reminiscingyvihng humorous conversations, and/or
talking about everyday matters. Discussions weseied both when patients shared personal

information or thoughts, and when nurse gave detdibut themselves.

Both patients and nurses initiated reminiscencerder to get to know each other and, once

they were known to each other, to maintain rapport:

Fieldnotes

May (AuxN) did seem to have a rapport with thegudtiTeresa. When | went
in to join them Teresa was recounting a story toyMaout a day-trip she

had as a child.
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Patient I nterview

Hazel: “Yesterday when | came in May was giving gauvash and you were
talking about things from your past ... How doesiéke you feel when these

conversations come up about the past and things?”

Teresa: “Well | brought it up because of the weatligat's how it started ...

So, that's why that all came about, it just remihdge about things. That was
nice ... Well, they [the nurses] all have their defe personalities ... some
of them are really quite jocular and just like yimube happy and have jokes

all the time and they like to involve you.”

Sharing stories about the past and seeing howathehreacted enabled patients and nurses to
connect with each other. Reminiscing encouragerkmqat emotional expressions and gave
them a sense of identity. Teresa’s comments incud®mmonly observed concept: both
patients and nurses enquired about each otherfs pasa way of identify their personalities.

Assessing personalities helped participants intenace effectively with each other:

Fieldnotes

As soon as we started the bed-bath Sybil (AuxN, lveldonever met Polly

before) asked Polly where she came from.

Sybil told her that in a previous job she had warke that town and asked
about places she remembered. Polly was able totap8gbil on how the

town had changed. Sybil then went on to ask Palbuaher family.

Nurses would encourage patients to reminisce amyaoivassessing them. Telling stories about
things that had happened in the past enabled thetifidation of patients’ psychosocial

backgrounds. Exploring backgrounds encouraged mgati®® discuss, among other things:
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significant relationships in their lives; thingsathaffected them emotionally, and how they
gained a sense of identity. Nurses used reminigcand gentle probing questions to lead up to

more difficult conversations:

Fieldnotes

Ava (RGN) told me at the beginning of the mornih§nd it difficult with
Cameron, I've tried to have some deeper convemsatwaith him but it feels

like I'm only really scratching the surface.’

When we were working with Cameron, Ava asked atisuamily and they
talked about holidays he had been on. Ava told Him,just trying to get a
baseline, because | don’t know you.” She then asimult his recent

bereavement.

Informal conversations occurred during care, thlotlge patient and nurse chatting about
shared experiences. This helped patients to hasense of belonging in the hospice and a
relationship with their nurses. Beatrice (RGN) tolé about an example of this when | was

interviewing her about her care of Ralph:

Nurseinterview

“[Ralph and IJwere talking[about] his last admission, we were out in the
back garden and had photographs takiey] his daughter. We were talking

about that photograph.”

Ralph’s inclusion of Beatrice in photographs, and Imemories of this experience,
demonstrates that he includes Beatrice as sometiwe has a place in his life. Having
relationships, both sustaining existing ones wigimi§icant others and creating new ones with

fellow patients or allied health professionals (AHHs a psychosocial need itself.
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Twenty-three encounters involved patients exprgsggychosocial needs specifically around
their relationships with their significant othersdeother patients. For example, the nurses were
concerned that Elma’s quiet nature was due to tneggle to grieve for her son and that this
was causing strain on her other family relationshighe nurses felt it may be valuable for Elma

to have the opportunity to release emotions comegithis:

Fieldnotes

Gabrielle (RGN) and | were bed-bathing Elma. Galieiasked Elma about
her family. She began by asking about EIma’s darghtlaw, who comes
in to visit, then mentioned her son, leading upgsking Elma, ‘Do you and

your daughter-in-law talk about your son much?’

Relationships were also formed between patierntiserethrough the patients’ own exploits or
stimulated by nurses. This could provide psych@ogipport, through companionship, or
create additional psychosocial needs. For exarRtlena (RGN) felt that moving Andy into a

bay from a single-room would provide support tohbanhdy and Bruce, a patient in the shared-

room:

Fieldnotes

Rhona talking to Andy about his move into the blathought it would be
quite good for you and it would be good companyBfarce to have you in

the bay.’
Nurse | nterview

Hazel: “I'm very interested about the issues of mgweds, especially, in
relation to all the discussions that have gone muad Bruce and how he’s

finding things in Bay2.”
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Rhona: “I was keen to move someone into that spdue had a wee bit of

spark about him ... Andy and Bruce would have beed gu each other.”

Rhona thought that moving Andy would provide compaship for both him and Bruce. She
also hoped the move would help them both to undedsthat being in the hospice did not mean

they were about to die.

However, the relationships patients developed eatth other were often short-lived, exposing
hidden psychosocial needs or even creating new. dieesexample, when patients died, other
patients grieved for them and questioned their owrtality. This was observed when Amelia

(RGN) offered support to Janie:

Fieldnotes

Janie had been upset yesterday by the death ofi@npatient in her room.

The relationships patients developed with otherep&t often served as a useful way of
occupying spare time in the ward. Psychosocial si@ette expressed in relation to other ways

of filling time.

The time patients spend in hospices is very bumgretis a lot of assessment and management
of symptoms by a variety of AHPs; there is timerdpghen families and friends are visiting;
and, as a result of a weaker physical conditiogreths the extended time required to carry out
daily practices and a greater need for rest petloagighout the day. Despite this there are
occasions when patients in hospices have nothinlp t@ith their time; their reactions to this
can range from mere acceptance to feeling boredniyafive of the encounters related to ways
patients could occupy their spare time. Exampleshisf can be very obvious — such as a
patient’s desire to continue attending day-cardenbeing an in-patient — or very subtle, for
example, when a patient decides not to follow adwarm. The latter happened when Polly

declined the offer of having a rest after lunch practice that is encouraged of all patients

137



because of the fatigue suffered by palliative gatents. Polly explained her reasons for this

during our interview:

Patient | nterview

Polly: “I've had enough of the bed while I'm getgimone, and I've had a
change out of the chair for a length of time, sloih’t see why | should lie in

my bed. | mean you're really only doing the saniegtlying in your bed.”

At times patients expressed their psychosocial iaealind managing their time, such as Sam,
who expressed his boredom. At other times, hosgiaté would identify a psychosocial need

and offer a solution, such as suggesting that pigtimight like to go on an excursion.

I have shown how a patient’s choice, or abilityintieract with others in the societies to which
they belong, including the society of the wardyng of the ways patients express psychosocial
needs. This is done through informal conversatiofmsmation and maintenance of
relationships, and occupying time in a variety afya. A factor which may impact on this, as
shown above in the example of Andy moving roomgheés location of care provision. The
impact of place of care provision on patients’ pgysocial needs warrants this being considered

as a separate group of contexts of psychosocidl nee

5.1.2.4 Place of care provision

Sixty-three of the encounters involved issues comog the place of care provision. Patients’
views on where care is provided also incites psyobial needs. Place of care has links to all
categories of need observed during this studyeutr@st strongly linked with societal contexts
of psychosocial need. Psychosocial needs wereif@aisg this category when they were

centred on receiving care in a different place,dha&nge of care setting may be long-term or

temporary and pre-empted by patients or staff.
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Psychosocial needs concerning the place of case tmioughout a patient’s time in the hospice:
from the moment of their admission, when patiemsdassistance with ‘settling in’; during
their time in the ward, when nurses determine @ neenove the patients’ place of care in the
ward or when patients want to leave the hospiceistt their home, one last time’; to times

when discharge from the hospice were under coredider

Hospices — when people are familiar with the cohckpt have not visited them — have a
reputation of being somewhere frightening, religuinis emotion requires effort: patients need
support, often psychosocial, to ‘settle into’ thardi Both RGNs and AuxNs were involved in

settling patients into the ward:

Fieldnotes

Helen was admitted to the ward yesterday, shengons about the routine
and how things work on the ward. Chrissie (RGN )eatn on the bed beside
her and had a long chat with her about ward rousied how things would

progress over the rest of the day.

Fieldnotes

Fleur (AuxN) was showing a relative of a new admarsaround the Hospice.
When she came back, she told Marguerite, who harge of the team
today, ‘Well, it helps them to feel a bit more cort#ble leaving their

relatives here.’

Helping patients to settle into the ward enabledritrses to identify some patients’ individual

idiosyncrasies; by doing this they were able tgpsuppatients’ psychosocial needs:
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Fieldnotes

When Iris (AuxN) and | were washing Maude, she baga&ry; ‘| know how

some people were to me when | came in. Don’t tslbae I'm saying this.’

Maude felt that the nurses ‘found her frustratingchuse she was very
particular about how she wanted things done and alasys buzzing for

things.’

Iris responded, ‘I won't [tell anyone] if you donitant me to, but maybe you
or | could talk to Sister, she’s very discreetisidid not try to reassure

Maude about her thoughts.

Some of the nurses had described finding Maudeetmscope with once they recognised, and
were to ‘used to’ Maude’s ‘demanding manner’, wheelm be interpreted as her way of coping

with the unknown environment of the ward.

The actual whereabouts of a patient in the wardatsmarouse psychosocial needs, especially
when this was changed. This hospice’s norm waslhaitanew patients to a bay, if possible,
unless a patient’'s admission referral specificallyicates a need for a single-room. When
patients’ conditions deteriorate they are usuaiipsferred to a single-room — this is perceived,
by the majority of the ward staff, to be more sbigafor all patients and visitors. However, it
can be considered as concealing death (Lawton 200@nsferring frailer patients to single-
rooms may require swapping another patient intay Bhe transfer of patients often has
psychosocial repercussions. In the following obatown a patient, Georgina, was frightened

and lonely when she found herself in a single-room:
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Fieldnotes

Georgina had been admitted to a bay. When her tionddeteriorated and
she had a low conscious level, she had been tnaedf¢éo a single-room.
Her condition improved and she insisted on beirmpdferred back to the
bay. Subsequently, as her condition deterioratexvgas adamant that she

did not want to go back to a single-room.

This issue of who has control over whether the nmusgpens arose in many of the observed
room-moving encounters. As well as identifying angational issues that affect psychosocial
support, this example brings into question whetharses shift the focus of psychosocial
support from dying patients, once they are uncansgito their significant others and other

patients.

Transferring patients was also witnessed with amtaihelping with identity and relationships
— as in the example with Andy, above (section 53).2t also can be used to provide dignity

and privacy, as shown in the following documentatiata:

Documentation

“[Flora] would benefit from single room due to odioiwom fistula. Discussed
benefits of this with patient who would like toap#o her daughters about
this ... Patient and her daughters were asked ifvetngld like to move to a
single room, but patient stated she would prefestay in [the bay] for the

time being.”Annie

Despite the AuxNs usually carrying out the taskrahsferring patients between rooms, they

were never observed participating in conversatwitls patients concerning moving rooms.
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Patients also expressed psychosocial needs areamuhd) the hospice, either temporarily or
permanently. People who are nearing the end of lives, understandably, have things they
wish to achieve before their death; for patientshie hospice this could include the wish ‘to
visit their home for one last time’. Again, disciess around these psychosocial needs were
only observed with RGNs, though it was always Auxi® accompanied patients during their

visits.

Visiting patients’ homes not only allowed dealinghathe need for control over choices but
was a catalyst for expressing many other needs$) aac release of emotions through the
opportunity to say ‘goodbye’, preparing for deathd revisiting relationships and aspects from
the past. As in the following example, this alsal@ded maintenance of a role in life. A patient,
Eliza, was always the person in her partnership afanged legal issues. Part of the reason
she wanted to visit her home was to access docgnsreg required to complete legal
arrangements. This helped with her relationshighviér husband, removing an additional
burden from him — having to deal with somethingisenfamiliar with — and allowing them

both to focus more on their feelings. As descrilmeldoth nurse liaison and documentation:

Handing-Over

Lily (RGN): “[Eliza] wants to visit her home, she wants to makenemory
box to leave for her husband to help him rememhbeir tspecial times

together]and to get things so she can arrange her funeral.”

Documentation

“It seems it had been easier to attend to the pcattside of her illness
(funeral and financial arrangements) than to discirsany depth thefEliza

and her husband’s¢elings/fears re Eliza’s illness progressioAva
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Visiting home also gave patients acceptance anérstahding about the impracticalities of
being discharged. This happened when Flora’s regaffuests to go home were facilitated
after a long period of discussions — with her, faenily and a variety of hospice AHPs — and
training her family in practical techniques to sagpFlora. After Flora’s visit home it was

documented in her nursing notes that Flora:

Documentation

“Enjoyed [her] time at home thougdlwas] a little irritable on return.” Ellen

When Flora was asked her feelings about the vsitd) she admitted she was trying to come
to terms with the idea that she could no longeatoteome. Flora had been asking to go home
for seven weeks, her physical condition was suahttie care team in the hospice felt this visit
would be challenging for all concerned. Flora mémerequests to go home to both the staff on
the ward and to her family. Inability to meet thesguests was causing strain on Flora’s
relationships with her children. The main aims whaging for Flora to get home for the day
were to be supportive of her need for control @rerices and to improve her relationships with
her children. Although the visit did this, it alsnabled Flora to accept that she could not return
home. This acceptance resulted in a loss of hopehfo future and the irritability was an
emotional reaction. Two days later, Flora’'s underding of the impracticalities of being at

home were reported at the multi-disciplinary teageting as a positive experience:

MDTM

Evie (RGN):“Condition is deteriorating. The nurses saw shel laaneed to
visit her home, which was quickly arranged and matrout, it had a very

positive effect on Flora.”

Despite Flora living for a number of weeks afterwisit home, she never requested to go home

again. Flora’s visit gave her the acceptance tis#ting home was not in her best interest.
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Other patients were able to go home from the hespilee discharge procedures could stimulate
expression of a variety of psychosocial needs. Emi@rs were observed concerning the timing
of discharge, how agreement over this timing wadenand whether the patient was suitably
equipped to manage at home. Different levels ofepatinvolvement in decisions about
discharge were observed. Decisions over date ohdige were usually made in the MDTM.
One afternoon, following an MDTM, two patients retsame bay told me that they were going

home:

Fieldnotes

Wendy: ‘I'm going home next week; they came ana@dske ‘which day

would | like to go?’

Teresa: ‘I've been told I'm going home on Fridalyey just came and told

me that's when I'm going. | didn’t get a choice.’

These opinions matched what | observed during tbd M. During this episode of observation
two very similar situations were managed very défely: Wendy was given the choice of
when to go home, whereas Teresa was not allowddteymine her discharge date. There are
a number of reasons for the nurses’ differing apphes to supporting the same psychosocial
needs, such as: patients’ prior willingness tortvelved in decisions; and demands made from
further up the hospice hierarchy, as happenedsretlisode of care. Regardless of the different
approaches to discussing discharge dates, thege$tihese conversations were the expression
of further psychosocial needs: concerns about ¢oaimd being safe and secure at home for
both ladies; anger, worry and the reconsideratifaelationship problems for Teresa; and joy,

and hope for the future for Wendy.

Decisions over discharge date could also be preldngven when a planned discharge date

had been agreed before patients’ admissions, athegsocedure with respite patients.
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Fieldnotes

Maria (RGN) approached Vera, ‘I'd like to talk toyabout going home. It's
just I was thinking after you having had such diffi time at the weekend it
might be a good idea for you to stay a bit longeaybe for another week.’
Vera did not seem very happy about this, ‘Oh, nedk seems an awful long
time away, too long,” so Maria said, ‘What abouiepvthe weekend until

Monday?’ Vera: ‘No, no it just seems that's toogon

During the MDTM it was reported that ‘Vera’s husdamants her to stay longer’ and | was left
to inform them of Vera and Maria’'s conversation.eTMDT decided that Friday was an
inappropriate day for discharge, despite no chamyéera’s care needs, and agreed that Vera

should stay until next week.

In this example, discussion around Vera's dischahgene affected a number of her
psychosocial needs, including: independence, hét to self-determination, acceptance, and

emotional expression.

Other encounters observed concerning discharge tlnenhospice were: conflicting opinions

over whether a patient should be enabled to meeatwhsh to be discharged to die at home —
when death was expected imminently — and one pgatieoncerns about being transferred to
hospital. Expressing psychosocial needs withinghamntexts concerned not only whether
patients were allowed control over choices, bubtththe expression of thoughts, emotions

and feelings.

5.1.2.5 Summary of Contexts of Psychosocial Needs

The first section of this chapter identified thia¢ psychosocial needs were always expressed
in relation to another context of care. The corgeftcare have been categorised as practical

aspects of daily life; disease progression and gemant; maintaining a social persona; and

145



the location of care. These contexts of care pewad illustration of how patients express
psychosocial needs during their interactions widlndanurses. Identifying these contexts allows
us to see more clearly when a need is expressedglandd facilitate nurses’ psychosocial

support of previously unnoticed needs.

5.1.3 Summary of categorisation of needs

The categorisations of psychosocial needs | hagsepted in this chapter demonstrate that
patients do express a wide variety of psychosawalls for a variety of different reasons and
in different contexts. Psychosocial needs, reladekpression, rights, coping and identity, were
expressed in many episodes of care and in relaticn number of issues such as: physical
aspects of daily life; disease progression and gemant; maintaining a social persona; and
the location of care. The different categoriesexas were often expressed during one episode
of care which could be carried out in a numberaritexts. This interrelated nature of types and

contexts of psychosocial needs can make psychdsogiport more challenging for nurses.

Some of the psychosocial needs were explicitly esggd, some were uncovered by the nurses
through activity or discussions, and, at timestheeiparticipant appeared aware of the need.
Often nurses, or even patients, only recogniseslyahmsocial need had been expressed when
it was discussed during interview. Conversely,eéhgere times when the nurses, with the best
of intentions, perceived psychosocial needs totexigen they did not. The psychosocial
support nurses offered during these encounteregually important in this study as it is
important to understand not only how nurses shprdgide psychosocial support but also how
they can get it wrong. The findings in this chagtelp to reduce the challenge of recognising
when psychosocial support is required by clarifyihg complicated, often hidden, nature of
the psychosocial needs expressed by hospice ieagstiSimilarly the findings suggest that the
psychosocial needs ward nurses should be supp@téengot the ‘higher’ needs in Maslow’s

hierarchy, which are discussed in most existirggditure of psychosocial palliative nursing, but
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basic physiological needs and some ‘simpler’ safe¢eds, accompanied by Maslow’s

prerequisites. This will be fleshed out in moreagleh the discussion chapter.

These categorisations of psychosocial need suppisting literature on types of psychosocial
need and demonstrate for the first time how thevipusly proposed psychosocial needs
(section 1.4) are exhibited in practice. Being aarhow psychosocial needs are exhibited in
reality helps to identify the actual psychosociekds of in-patients in a hospice setting. This
facilitates greater recognition of the work nurslesin providing psychosocial support and
provides a useful tool for research in this area.rRy study, categorising the needs into types

and contexts also allowed for further analysetefdata.

The following chapter refers to both types and ertst of psychosocial needs, in order to
discuss a pattern of nurses’ responses to pati@xigtessions of psychosocial needs. |
demonstrate the different ways the nurses immdgiatsponded to the variety of expressed
psychosocial needs and identify some of the aspécare that appear to influence the nurses

provision of psychosocial support.
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Chapter 6: Nurses’ immediate responses to patients’
psychosocial needs

In the previous chapter | presented data on howadltients in one hospice ward were observed
expressing the variety of types of psychosociadeadentified in existing literature. These
needs were not clearly expressed as standalongeenbut often subtly, and always in
combination with other needs within a variety caigeof care. This chapter explores the other
main questions of this study: how do nurses immebjiaespond to these psychosocial needs
and whether there was any difference in responser@dicg to the type, and/or context, of

psychosocial need.

6.1 Nurses’ Immediate Responses to Patients’ Psyduozial Needs
Each of the 227 observed encounters were classifiedrding to how the nurses immediately
reacted to the patients’ expressions of psychoksowmads. During data collection, and
concurrent analyses, a pattern of immediate nwesponse to psychosocial needs emerged:
regardless of whether psychosocial needs wereaitkplexpressed or implied, the way the
nurses immediately responded to the patient’'s hoeed, at the time it was expressed, could
be categorised in one of four ways. This chaptptags each of the following four categories,

which are summarised below, in detail:

1. Dealing: The nurse recognised that a psychosoeed mas being expressed and

attempted to deal with that need, at that tim@gdeordance with the patient’'s wishes.

2. Deferring: The nurse recognised a need had beeessqd, but postponed dealing
with it. She informed the patients that she planioeeither deal with the psychosocial

need later herself, or ask another member of giaf€al with it instead.

3. Diverting: The nurse recognised that something Ehbe done; but rather than

responding to the psychosocial need expressedigithpbr explicitly) by the patient,
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she did something else. Typically, this would bmsthing she thought would be

beneficial to the patient, rather than what thégpathad requested.

4. Ducking: The nurse did not acknowledge the pateaxpressed psychosocial need at
all: she carried on with what she was doing akafrieed had not been expressed, or

as if the overture had not been made.
| refer to these four categories collectively & ‘4Ds’.

An important factor when considering ‘the 4Ds’ it by labelling the categories in this
manner | am not commenting on the appropriatenefseonurses’ actions; for each type of
response there can be perfectly valid reasonauiges responding the way they do. If a patient
is distressed because of grief and pain it is wtdedable that a nurse will try to divert the
patient away from their grief and initially offeramm-killers (as described by Newton and
McVicar 2013). If a nurse does not feel she hasstkids to deal with a patient's family
problems, it is appropriate that she defers tostheal worker. If a nurse does not recognise a
patient’s hint that they are ‘worried they are dyjrthey will be unable to respond and will,
unknowingly, ‘duck’ that need. There may be occasiohen it is inappropriate for nurses to
deal with patients’ psychosocial issues, such asmwthere is an emergency on the ward.
Splitting the encounters into response categoroes chot, therefore, act as a judgement on
whether the nurses’ actions were appropriate. &@pgrencounters allows additional analyses
and, therefore, understanding of why the nursgsorekin the way they do when psychosocial

support is sought. Each of the response categwiilesow be discussed.

6.1.1 Dealing

When encounters were assigned to the ‘dealingyoayethe nurse was either observed dealing
with a patient’s psychosocial need or had descrthedprovision of psychosocial support in

documentation or liaison. One-hundred-and-four lidgaencounters were witnessed during
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this study. Allocating encounters to the dealingugr was, in the majority of cases,
straightforward: when a need was expressed and dnaedy dealt with, it was allocated to this

group. As in the example below:
Fieldnotes

Flora, whose condition is deteriorating and is daobusly incontinent of urine, buzzed.
She told Ava, a registered nurse (RGN), ‘| needd® the toilet’. Ava tried to persuade
Flora that the incontinence pads she is sittingawa there to catch the urine, thereby
allowing her to save her energy, so there is nalrfee her to get up to use the commode.
Flora insisted on getting up. We brought her thenomde which she struggled to get onto,
even with our assistance, and was incontinent dwefloor and very exhausted after. At

the end of this episode of care Flora said “I'll be doing that again!”

Documentation

Ava: “Requesting to sit on commode, rationale foggent use of inco pads given, but
request upheld. Did not feel comfortable on théet@and would not choose this route

again, however appreciated opportunity to atterhjs.t

Ava’s experience, and Flora’s care plans, suggebktad-lora should not get out of bed for the
toilet, because mobilising was difficult due to ploal weakness. Ava tried to encourage Flora
to use the incontinence pad she was lying on. Hewe&wa soon recognised Flora’s need for
dignity, independence, and choice to get up fortthiket. In recognising and immediately

dealing with these psychosocial needs Ava also@tggh an understanding need of Flora’s as
Flora then accepted she could no longer get uphiitoilet. Ava reported these needs, the

support offered and outcome in Flora’s nursing doeatation.

150



However, nurses also demonstrated dealing whererpgatidid not explicitly express a
psychosocial need. This occurred in three waysogmising implied psychosocial needs,

adapting nursing practice, and responding to preshoexpressed psychosocial needs.

6.1.1.1 Recognising implied psychosocial needs

Firstly, nurses were observed detecting psychokaeieds: something occurred during the
encounter that made the nurse believe the patehtahpsychosocial need, the nurse offered
psychosocial support which was accepted by thempatOne example of this happened when
a patient, Wendy, was to attend the local hosfotan X-ray. Wendy asked if she could spend
some time at the shops after her appointment. Wasthe first time she had tried shopping
since her condition had deteriorated. As Ellen (R@hd | were helping Wendy to get ready

for her trip out of the hospice, she started th #dout going to the shops:

Fieldnotes

Wendy was talking excitedly about going to the shadffer her X-ray, ‘but

I’m not sure how long I'll be, | do get very wedkd a sudden and if that
happens I'll just need to come back.” She appeaespondent about this.
Ellen suggested, ‘Why don’t you take a wheelchdh wou? You don’t have
to use it, but it would be there as a safety-netidgou do get too weak your
husband can push you round in it. That way you wioa¥ve to come home
until you are ready.” Wendy was quiet, then aftehart while replied, ‘Hmm,

I’'m not keen on taking a wheelchair.” Ellen sai@kay, but if you change

your mind before you go, just say.’

When Wendy was about to leave for the hospitakeoted Ellen talking to

Wendy and her husband in the corridor. As Ellenkedlaway from this
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conversation | caught up with her and she told Mé&endy just came up to

me and said, ‘Can | take a wheelchair after all?’

Patient | nterview

Hazel: “Sometimes [nurses] persuade you to do thjrsgich as when you
went out the other day taking the wheelchair withi.yDid you feel okay

about us doing that to you?”

Wendy: “Yes, | did. | wouldn’t have asked for a elebair, but | was glad

of the opportunity of having one, knowing thatdeveral months previously
| would have died to have had a wheelchair torsit.i it was quite good to
know that | had the opportunity to use it, | didnéed it, but the opportunity

was there for me.”

Nurse | nterview

Hazel: “When Wendy was going out for her X-ray, yeere having a
conversation with her about the wheelchair, she wéglly, ‘Och, no I'll
not bother,” and then she agreed, but | missedvthef the agreement; do

you know if there was something specific that ckdrtger mind?”

Ellen: “Well, I'd said to her, “You can take it wityou, you don’t need to use
it, it means if you get tired you can take a seaftl maybe she thought, ‘Oh
well, it might, it'll enable me to do a bit morgpu know, ‘I'll be able to shop
for longer,” or whatever... so | think she came rouadhinking, ‘Well, 1

don’t need to use it but it'’s there if | need §¢ it's a bit of compromise.”

Ellen’s suggestion to use the wheelchair, and theitwvas put to Wendy, had various positive

impacts on Wendy's psychosocial well-being: Wenay ltontrol over whether to take the
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chair; taking the chair gave her a sense of sgguhe time she had at the shops gave her a
chance to be herself, doing something she enj@amtithe time with her husband allowed them
to have a ‘normal’ interaction. Thus Ellen’s intué actions dealt with Wendy’s psychosocial

needs despite Ellen never having explicitly exprddbese needs.

6.1.1.2 Adapting nursing practice

Secondly, ‘dealing’ encounters occurred when pssobial support was provided by the nurses
adapting their behaviour, and/or actions, to prewadre in a way that was preferred by, but not
essential for, a patient. Care would still be dffecwithout this change of practice, but by the
nurse adapting her style of care a patient couletm&umber of psychosocial needs, such as:
being more accepting of what was happening; fedlrag patients’ preferences were being
respected; or having a social function throughislyagxperiences. In these situations the nurses
altered their normal behaviour in order to intenactre effectively with patients and support
psychosocial needs: the nurses knew the way thenga preferred to interact and adjusted
their own behaviours to match this. The effort esrsnade to do this was observed when
Beatrice (RGN) was working with Ralph. Ralph’s riegyoking and sarcasm is very different

from Beatrice’s quiet and reserved personality:

Fieldnotes

At the beginning of the shift, when | had indicatieat | wanted to observe
Ralph today, | was warned by Fleur (auxiliary nufgeixN)) that ‘Ralph’s
humour can sometimes be a bit risky.” She was laggivthen she said this,

adding ‘I can cope with it, but other people sommets get a bit shocked.’

Later in the day Beatrice was helping Ralph to@stof bed...he asked her,
‘What did you get up to this morning?’ She had bsleopping and he was

joking with her, ‘I bet you were at the off-licenoeying lots of beer, you're
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obviously the kind of person that drinks lots o&rdeBeatrice replied,
laughing, ‘Beer, never ... it's lots of wine for mEhie conversation continued
on in this light-hearted manner, with Ralph telling about his old drinking

habits.
Nurse | nterview

Hazel: “Did you think there were any other diffeces with[Ralph] than

before?”

Beatrice: “I found him easier to work with, thereasva time a way back, it
wasn’t that he was difficult, he’s just so much encelaxed now and it's
probably easier for him. | think he could have beeite cocky at one time.
It was lovely to see him, before you came intortwam, [he would say]

‘Hello, my old pal'.

Beatrice found working with Ralph had become eaarat, although she suggested this was
because he has changed, it also appeared thabshaconepted and responded to his sense of
humour. Through conversations they were now albihate, Ralph was able to maintain a sense

of identity during the challenging times of hisiéiss.

Other ways nurses changed their behaviour to ictt@righ individual patients in order to offer
psychosocial support related to the transfer afrmation. Some patients liked to be told about
everything the nurse was doing for them, wherelsrgiatients preferred the nurse to ‘just do
things’. Alternatively, some patients had prefeesabout how nurses knew about what was
happening with them. Some patients expected thgesuo know how to work with them and
what their needs were, whereas, other patienteipeef to tell nurses about their condition.
When nurses matched these patients’ preferencesueters were classified as ‘dealing’, as

the nurses were respecting the patients’ rights.
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6.1.1.3 Responding to a previously expressed need

Thirdly, the ‘dealing’ could be with a need thatdhareviously been expressed, but not yet
managed, for example, when Ann (RGN) eventuallyébout that Bruce did not want to move
to a single-room. Bruce had been in a bay on thel Wa 52 days, during which time many
other patients were admitted to the bay. A larggeprtion of these patients then died. A lot of
the ward staff were concerned that withessing soynd@aths was having a negative effect on
Bruce. The solution, regularly suggested for tloisczrn, was to move Bruce to a single-room.
However, the nurses were finding offering the cleamigrooms to Bruce difficult. When another
patient was moved from Bruce’s bay into a singleanahe nurses in his team discussed the
effect of this on Bruce and the perceived urgemcgove Bruce before there were no spare

single-rooms available:

Fieldnotes

Ann - who had hinted to Bruce this morning abouvimgto the single-room

— said, ‘I'll talk to Bruce about it.’

Ann told Bruce, ‘There’s still another side-roonmadable, but it's up to you.’
Bruce was not sure whether to go, saying, ‘| wagyliéte like to be able to
play my music when | like without having to worboat other people, but |
quite enjoy the company.” He seemed very hesitantdve to the single-
room. After a short pause Ann suggested to hint,yBu're quite happy here,

aren't you?’ and he said, ‘Yeah, so I'll stay heoglay.’

After this conversation Ann told me, ‘it was impoitt that Bruce had the

opportunity to make that choice’.
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Patient I nterview

Hazel: “I've noticed that you've been having quita lot of
conversations...about moving to the side-rooms amigsh and | was

wondering how you feel about these conversations?”

Bruce: “I don't mind them, | know they’re, on thénale, looking after my
best interests, but if | don’t know what's bestrfgyself. And | don’t want the

latest [idea] about going to a single-room.”

Nurse | nterview

Hazel: “I've noticed [there have been a lot of] dissions about Bruce and
whether he would like a side-room, or not. | wordkeif you could share

what your thoughts are about that.”

Ann: “l think, we’re seeing it from Bruce’s sidgjthwe’re also seeing it from
the nurses’ side and we think Bruce would benediitally from not seeing
SO many people becoming poorer. He is also gettingnow many of the
patients, and the relatives, in [that room], andcoming friends, and then
they get poorer, and he sees them get moved tsideaoom, quite often,
and then he hears that they die. So maybe his tiswg side-room is: if he
‘gets moved to a side-room then that's what's gdmfpappen to him’. So,
maybe it's an underlying fear that he’s got and bwahe’s worried that we
know something that he doesn’t. So, we offer hevsithe-room, because we
see a different side: we see Bruce as not sleepgigg very anxious because
other patients are restless and at risk of gettig of bed, so he’'s on guard
with his buzzer, and also his relatives are on guand, really, it's not their

responsibilities to be the watch-dogs of the ro8m[we] feel that if he had

156



a side-room he could enjoy his family, he doese#dto be worried and
concerned, and have all his homely things aroumdrdom, becauspt is]

very unlikely that he will get home. But it's hawget that across to Bruce,
without frightening him, and that's why | wonderddwe just showed him
the room, saying, ‘you know, this is your room’t Bauce ... | think, just too
frightened to make a decision, so | think he detitte stay where he is,
because he feels secure and that’s him maintaicamgrol. | think he just is
frightened that, maybe, we're not telling him sdmreg, but we don'’t really
know, | mean mentally it would be too soon to nforeto a side-room, on
sort a psychological illness side, but psychololiyoan the well side it would

be a good move, maybe.”

Ann’s consideration of Bruce’'s moving to a singtem identifies a number of potential

psychosocial needs, including: fear of dying, logselationships, anxiety, and the need for
safety. These needs were not discussed with Brudgagdmy observations. However, this

example does demonstrate Ann dealing with a nestchtid previously been deferred by both
her and others: giving Bruce the choice of whetbenove rooms. Ann put aside what she, and
other members of the hospice staff, felt would bst lior Bruce. Ann focussed on what Bruce
wanted, thereby meeting a number of his psychokaerds, for example: autonomy and a

sense of belonging.

6.1.1.4 Summary of ‘Dealing’

‘Dealing’ occurred when nurses managed needs gsatbee expressed, when nurses detected
needs, and when nurses met already known needghby altering their normal behaviour or
returning to deal with a previously expressed n@é@. common factor in all of the ‘dealing’

encounters is that nurses immediately supportpatipsychosocial needs.
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6.1.2 Deferring

Responses that involved ‘deferring’ are, similadglf-explanatory: nurses delayed dealing
with the need so that it could be dealt with atar time, either by themselves or someone else.
Twenty-seven ‘deferring’ encounters were witnesdadng this study. Some psychosocial
needs may have been responded to both by defeimitiglly, and dealing, later, thus creating
two separate encounters; as was observed in thimpseexample: Ann felt the discussion with
Bruce, about whether to move rooms, was too difficuconclude during his morning episode
of care. She, therefore, waited until the afternedren she went back to Bruce with the specific

aim of discussing the move to a side-room.

For an encounter to be classified as ‘deferririgg, tiurse had to indicate to the patient that they
had recognised the psychosocial need, suggestatgitttwould be dealt with later. This
happened when Bruce’s need for information abosidigsease progression was deferred at a
later date by Evie (RGN). When Evie and | were bathing Bruce, he asked her about some
X-rays which had been taken four weeks previou3llye X-rays had shown extensive
advancement of Bruce’s disease; all of the statffienhospice, including Evie, knew about this
and Bruce had been told the results of his X-raysomn as they were known (I do not know
whether Bruce had forgotten about these resultghether he had asked for any other reason

— he had already taken part in one interview ferdtudy and | did not re-interview him).
Fieldnotes
Bruce said, ‘There is one thing nobody's ever takt what the results of
those X-rays were that | had four weeks ago.’ paesed for a wee while,

then replied, ‘Oh, that's right, we must chase that Try not to worry about

that just now.’
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Later on, when | was talking to her, she said,id thention Bruce’s query
about his X-rays to the doctor and she told me thasn't the case, | went
through his images with him, but I'll go back angaliss them with him
again.’ Evie added, ‘Yes, | should have realiseat tie wasn't righfl knew

he had been told his results at the tirrsd{e made no further comments about
why Bruce might, therefore, have told her he ‘hadeateived the results’.
She has no plans to check whether Bruce gets theration he is looking

for as ‘the doctor is dealing with it".

Nurse | nterview

Hazel: “There was one of the things with Bruce getdy, he’d ‘not got the
results of his X-rays’ and you spoke to doctor dhbuater on, has that

[conversationgone any further at all?”

Evie: “[One of the doctorsfvas going to speak to him about that because
when he said that to me | seemed to recall thatdeeactually been given
that information, but | couldn’t say definitivegnd that was why | wanted to
go away and find out. So | went and spokfhte doctorJand she explained
to me that she had quite clearly gone through daherg with him ... but all
the way along one of the things that I've pickedaujot, from the multi-
disciplinary, that Bruce is only wanting to go sw.f.so | think we have to
respect that, because you can only go so far,apfeedon’t really want to
hear what you have {gsay]then you've really got to, they’ll let you in when
they need to ... It just came out, but what | woutd ndw, in future
conversations with Bruce I'd ask him about conveoses he’d had with [the

doctor] and what did he take from that, and what¢slbe remember of it, so
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then | can try and explain it a bit further withnmiand | can probably do that
a bit further nowl mean it's not that | don’t know Bruce because lalways
went in and said “hello” ... but because I'm doingetldirect patient

care...that’'s where you get so much of your inforamati

Evie’s response to Bruce’s desire for informaticaswepresentative of most of the deferring
responses, she indicated that she heard Brucetsamekattempted to placate him: ‘try not to
worry about that just now’. Placation was a commesponse when nurses felt they required
more information before a patient’s psychosociadteas dealt with. What classifies Evie’s
response as a ‘deferring’, rather than ‘duckinggponse is that immediately following Bruce’s

episode of care, she reported his concern to adoct

Deferring encounters left the nurse with two opsianffering to get another member of staff to
deal with the psychosocial need or dealing witltiér themselves. The nurses were observed
deferring psychosocial needs to other nurses @rahied healthcare professionals (AHPS)
working within the hospice. Deferral to other AHR®ppened because the nurse felt the other

AHP had better skills or knowledge to deal withttsiguation.

The alternative was for the nurse to return tophgent themselves at a later time to offer
support. One reason for doing this was nursedtielf needed to be more familiar with the
patients to deal with their psychosocial needssesiregularly ‘deferred’ until they felt more

capable of dealing with the need themselves because more appropriate to provide

psychosocial support when you know the patientebetEvie referred to this idea during the
interview, suggesting that in the future she wolbédable to deal with Bruce’s requests for
difficult information as she ‘now knows him betteRnother explanations for being able to
provide the required support later was the nurgienhare time to spend with the patient or had

new information related to the psychosocial need:
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Fieldnotes

Doris was admitted to the hospice for symptom adntiowever, it has been
noticed, since her admission, that she is very uswd; despite Doris’
attempts to hide this. The nurses are becomingheasingly concerned that
Doris has early onset Dementia and feel it is int@ot to assess this before
she goes home. Chrissie (RGN) told me that shetSatarfind out whether
Doris is aware of her confusion, before starting thrmal assessment of her
mental state’. She was unable to do this when Iwaking with her, so |

asked her about this during the interview.
Nurse I nterview
Hazel: “Did you ever get a chance to catch up vidébris at all?”

Chrissie: “No, yesterday was really quite supedici’ve been in doing a bit
of her care today. There is not much of an opetinege to get any deeper
than surface level with her, without getting hemdo... I've acknowledged
that would take some time. She’s got social woaker her daughter coming
in this afternoon and | think maybe then would e time...I would love to
take her out of the situation and maybe get hesamewhere, a quieter
environment ... today in the bath she was talkingualbertain things and
word stumbling and thingso | asked]do you feel you're just maybe not as
sharp as what you used to be?’ and ‘do you feelk adnfused?’. And she
was acknowledging so and even when she was gdti@sged, | don’t know
if we were putting her off by being there becausgave her someone to talk

to, so I'm not sure maybe I'll have to challenge. Bt I'm concerned about
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her going home, how she’ll be overnight. She’sugnand down all night,

cleaning lockers and | just wonder ... is she acyusdife to be at home.”

By trying to explore with Doris whether she feltnfosed, Chrissie was attempting to keep
Doris safe but found this was beyond her abiliikse. Chrissie chose to defer dealing with
this complex psychosocial issue until she had tigpart of the social worker and Doris’

daughter and focussed on assisting with Doris’ whsing the observed interaction. Chrissie

hoped, by doing this, to reduce Doris’ fears araljate her with companionship.

Psychosocial needs were also deferred when anigHiieiwas involved in the episode of care.
When other AHPs were working with a patient alodgsa ward nurse, the nurse always gave
the AHPs control over what care should be provitfetipatient expressed a psychosocial need,
and the other AHP did not pick up on this, the aws inhibited from dealing with the

patient’s requirement, but could return to deahuittlater:

Fieldnotes

Marianne (RGN), another AHP, and | were helpingz&lwith her morning
hygiene routine. When we were getting Eliza batthefcommode the AHP
explained what to do first of all and then Mariarsad, ‘Well, maybe when
we're doing that we can get you all washed dowawe$o that saves having
to move you’ (movement causes Eliza's nausea t@ @mwhich is her

biggest symptom). Eliza agreed to this.

Once Eliza was back in bed. Marianne stood at adhe sf the bed and AHP
at the other. Marianne tried to talk to Eliza abdwr concerns about her
mobility, in an attempt to reassure her. Eliza re@] ‘Well, my condition has

changed’ indicating her deteriorating condition. i$Hooked like a good
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opportunity for a psychosocial conversation. Bug¢ thHP started talking

about Eliza’s mobility, so that opportunity wastlos

Later that morning, Marianne was crouching besidieds bed obviously in
deep conversation. When they had finished the cesatven | asked
Marianne about it. She told me, she had ‘gone backscuss Eliza’s earlier
concerns about her deteriorating condition. | diddeal with at the time

because [the other AHP] had different things tacdss’.

6.1.2.1 Summary of ‘Deferring’

Nurses ‘deferred’ psychosocial support either bgeahey felt: they did not know enough
about the patient and/or their psychosocial neegehetwas a more important care priority at
that time; or it was another staff member’s roleléal with the need. At other times, deferring
occurred when another member of staff redirected@timversation. When ‘deferring’ occurred,
nurses always showed patients they had recogrsadneeds and indicated that the required
psychosocial support would be offered later. Imddhis nurses attempted to reassure patients
their needs were valid and facilitate understandihthe need to balance individualised and

organisational aspects of in-patient care.
6.1.3 Diverting

When nurses used a ‘diverting’ response, the saifgpey offered did not correspond with
meeting the expressed psychosocial need: the narstgsns were aimed at meeting another
need, which was not necessarily psychosocial. Tywewd ‘diverting’ encounters were
observed during this study. There were four wagsnilrses ‘diverted’ patients’ psychosocial
needs: focussing on only one of a number of neaffisring practical solutions; acting upon

different care aims; and altering patients’ usoatines.
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6.1.3.1 Multiple Needs

Patients often had multiple needs. One way nudigsrted’ was by only dealing with part of
a patient’'s requirements, rather than addressiegpttient’s full range of needs. It was
common, in these circumstances, for a nurse tosfecupatients’ physical needs and, often
unwittingly, omit psychosocial needs. This typeédiferting’ occurred when Millie (RGN) and

| were bed-bathing Flora:

Fieldnotes

While we were washing Flora she said, ‘I used tifesufrom the cold, but
now I’'m always warm. It's part of being ill.” Mil said nothing and carried

on washing Flora.

A short time later Flora said, ‘It's about time I’'mot here anymore.’ Millie

did not say anything for a while, then respondé&thjngs are much worse for
you now?’ Flora agreed. Millie explained to Floraw her symptoms could
be managed as her condition deteriorates, telliag We'll be able to keep

you comfortable right up until the end.’

In this example, Millie’s initial verbal responsevg Flora the chance to direct the flow of the
conversation. However, Flora just agreed with Mifi comment thereby leaving Millie to
choose what to discuss. Millie focussed on theipditg that Flora’s concerns were about how
they would manage her deteriorating physical siatdeath approaches. Millie’'s response may
have addressed Flora’s psychosocial need for utadeling. However, Flora was expressing a
number of psychosocial needs including: worriesuaiioe future and difficulties coping with
her deteriorating condition. Millie diverted thens@rsation away from these needs, rather than

checking with Flora what her concerns were andaaiig Flora to prioritise which to support.
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When asked about her responses to Flora’s comnvelits suggested it was because she did

not know Flora that she felt unable to recognised$ deeper concerns:

Nurseinterview

Millie (RGN): “She was quite blasé about it ...iatengue in cheek, although
I’'m sure there was a lot in it. But, in the wayeskas saying it, there was a
bit of joking, but again that’'s when you don’t knibwhat's their personality.

Whereas, when you get to know them you know, mtyitesome of them
will joke about dying, but they are joking in a waithough they are serious

they're laughing about it ...”

However, Millie did admit she had recognised thHat&was really expressing concerns about
her impending death and that she had passed tineeRose, another RGN who regularly

cared for Flora:
Nurseinterviews

Millie (RGN): “I always feel you're probably betteff not saying anything than saying
something that’'s wrong or that’s going to causdréss...| did say to Rose “will we try

and follow up some of the things she was saying?””

6.1.3.2 Practical solutions

The second type of ‘diversion’ was to offer an Beachievable practical solution to one issue,
rather than exploring and managing the more complg&xactual psychosocial need. For
example, Eliza was a young lady who was used togbbusy. Throughout her stay in the
hospice she was always finding different ways toupy her time, for example: visiting her
home, going out for trips in the car, and sorting ber affairs for when she died. As her

condition deteriorated, she continued to expredssire to find ways of occupying her time.
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Discovering alternative ways of spending free timas achievable by discussing how Eliza felt
and negotiating less physically taxing ways of @gang her time: such as, bringing art and
craft facilities, used by the hospice’s day-caregoas, to Eliza’s room. However, instead of
doing this, Marguerite (RGN) offered what she thaugould be a quick solution to Eliza’s

problem and Lily (RGN) facilitated this offer:

Documentation

“[Eliza’s] fed up with 4 walls, missing getting out of the mpgquery]
consider change of environment, movdaoother roomjwould mean she

could have patio doors openMarguerite

“[Eliza] agreed to move tighe other roompnd very pleased with brightness

and open aspect.Lily

In these excerpts of documentation Marguerite alytbbth recognised that Eliza was unhappy
with her current situation, however, their soluttorthis problem only had a temporary effect:
Eliza’s boredom returned later that day and the enaivrooms did not help her to accept her

changing condition.

The third and fourth way nurses ‘diverted’ psychmabneeds were related to the patients and

nurses having different care priorities.

6.1.3.3 Differing care aims

Differences in care priorities arose when patiexgected one thing from their care but the
nurse’s care aim was something else. This happendtie example introduced in section
5.1.1.3, when Stuart was focussing on improving dugent mobility but the nurses were
considering how he would mobilise when he got ho8iace his admission, Stuart’s main

concern had been about his deteriorating mobilibe general consensus amongst all AHPs
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was that Stuart’s mobility would not improve antpast, Stuart would be able to get around
in a wheelchair. Stuart had not come to terms whth fact that he would not regain full

independence with his mobility. In an attempt toilfeate Stuart’s acceptance, the nurses had
asked another AHP who would also be involved witle8's care on discharge, to come and

talk to him about his mobility:

Fieldnotes

When Stuart, the AHP, and Camille were talkinga8tmentioned ‘when
I’'m up walking’. Camille and the AHP looked at eauther, then steered the
conversation to talking about how Stuart would ngeat home. Stuart said,

‘But that’s in the future and I'm not ready to takout that yet.’
Patient I nterview
Stuart: “What else they can say about how you'rendp you know a

progression report, yeah. It's as though they’re cloed up on it. If you say,

‘are your muscles getting stronger?’ they just dariswer it.”

Stuart then went on to discuss how he wanted pssgeports about how he is getting on day-

to-day, instead of the plans for how to manage wieegets home. On discussing this, he wants

‘to set shorter term goals’.

Nurse | nterview

Hazel: “| wondered yesterday whéBtuart]was talking tdthe AHP]and he
said ... ‘but that’s in the future, I'm not readytedk about that yet,” and he

was talking about getting home.”

Camille: “I think, I don’t know, today he’s muchver in mood and saying

he feels his arms are weaker ... So | think now im&ge coming round to
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this is how things are going to be. But last wesld the week before when
he was admitted, | think really he thought he waisg to be up on his feet,
walking out of here ... So he came with that extiect, so that's a further

disappointment but he’s not going to be up and abou

Documentation

“Saying to[the AHP]about not wanting to talk about getting walkingaay

because that was too far in the futur€amille

Although the nurses and Stuart were concerned dbsumobility, their different foci of care,
and time, were preventing them from supporting Stimeaccept his changing condition. This
incongruence between short and long-term goalsid meant Stuart’s current psychosocial

needs were not being dealt with.

6.1.3.4 Patients’ usual routines

The fourth way diverting occurred was when nursested to provide care in a way that was
different from patients’ normal routines. Thesefaténces in care provision occurred for a
variety of reasons: ranging from preferences ablmibrder in which a patient carries out their
daily routine; to issues of safety, whereby nursegulations demand that nurses provide care
in a specific way despite patient preference. Type of ‘diverting’ was witnessed when | was
assisting Marianne (RGN) with Frances’ persona¢ c@ihis was the first time Marianne had
worked with Frances since she admitted her to #rel Wwrrances was unable to walk or weight-
bear and needed to be hoisted whenever she chaungee she was sitting. The morning | was
observing Frances she requested a bath. Bathinghaobile patient safely, in the ward,
requires many transfers using a hoist. These hbistesfers are hard work for both patient and

nurse. Transfers are made easier by skilful insedf the hoist sling, which can be carried out
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in a number of ways, and considering patients’ pegocial needs, such as gaining their

acceptance, maintaining their safety, and respgtti@ir choices.

Fieldnotes

As Marianne was transferring Frances for the fiiste she asked, ‘How do
you like the sling for the hoist put in?’ Franceplied, ‘I like it slipped down
from the back, but they seem to prefer to put ihéme by rolling me.’
Marianne described the pros and cons of putting dlireg in either way,
finishing by saying, ‘We’ll just do it by rollingday, and see how that does,’
which we did. In doing this Marianne choose her pwint Frances’,
preferred method of sling insertion. It took usad time to get the sling in
a position that felt both comfortable and safe tarices. When we were
getting Frances into the hoist for the last timerMane suggested, ‘Let’s try

going down your back with the sling,” we all fouhdt much easier.

In this example we can see that Marianne eventaaltgpted Frances’ preference. However,
this encounter was classified as ‘diverting’ as isiame initially ignored Frances’ preference
because she felt Frances was reassured that Masanethod of sling insertion would be easy
and safe. The outcome of the diversion was frustrdor both Frances and Marianne, which

was resolved by giving Frances her choice.

6.1.3.5 Summary of ‘Diverting’

Nurses ‘diverted’ psychosocial support by focussinghysical care and practical solutions or
by setting their own, rather than the patientstap@eters to care. During all of the ‘diverting’
encounters the nurses responded to patients’ ndedsver, the support they provided did not

deal with the patients’ immediate psychosocial seed
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6.1.4 Ducking

‘Ducking’ responses were when a patient had a psatial need which the nurse did not
attempt to support. In these circumstances no retog was made by the nurse of the
existence of the patient’'s psychosocial need attithhe it was expressed. Seventy-four
‘ducking’ encounters were observed during this gtimicking occurred under five conditions:
when nurses did not recognise psychosocial neatlsden expressed; when the nurses’ current
state of mind clouded her ability to respond; whearses failed to engage with patients; when
nurses did not want to disrupt the shift's plannexk; or when the nurses felt not responding

to psychosocial needs was in the patient’s bestaast.

6.1.4.1 Failure to recognise implied psychosociakads

Firstly, there were times when nurses simply did rezognise patients were expressing
psychosocial needs. This most commonly occurrechvgiaients hinted concerns about their

disease progression. For example:

Fieldnotes

After Nina (AuxN) and | finished assisting Eve tastwv and dress, Nina
supported Eve whilst she transferred into the alaic Eve found this
transfer difficult and had to rest during it. Bd#ve and Nina’s moods were
light-hearted and jovial throughout Eve’s care, evauring the difficult
transfer. However, when she was settled into tlar &ve’s mood changed
and she sombrely said, "You know, | was up andingilkhen | first came in

here and now | can’t.’ Nina made no response ts.thi

Eve confirmed, during her interview, that she wagihg that her disease

was advancing and causing her mobility to deterieréexact quote is not
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available due to a tape-recording failure); she Haekn looking to Nina to
confirm this idea. Nina told me she had not realiE&e was voicing worries
about her condition. Nina related her inability tcecognise Eve’s
psychosocial needs to her lack of education concgrwhat psychosocial
needs are. Nina felt she has “never had any trgnmpsychosocial care”.
(I only observed patients expressing psychosoc&ds to Nina on two

occasions; she dealt with the other psychosociatif)e

For the remaining four groups of ‘ducking’ respanfige nurses were aware that psychosocial
needs had been expressed. On occasions the moicseset later they ‘had noticed a patient’s

psychosocial need but chose not to respond’.

6.1.4.2 Nurses’ current frame of mind

Secondly, when a nurse possesses the knowledgek#isdo carry out psychosocial support
it is possible she may, temporarily, lose her gbib respond to these needs. Annie (RGN),
who was observed dealing with some very complexipssocial needs, commented about this

during her interview:

Nurseinterview

Annie: “There[have] been times when people have given me cues and I've
been aware that I've not picked up [mem], maybe because of the way I've

been feeling at the time myself.”

Whether a nurse’s mood does affect whether shades\ypsychosocial support is difficult to
assess. It may, similarly to the idea of familia(@ppendix 9), be a nurses perception because
her mood is low she has missed patients’ psychakpneeds. However, there were a number
of occasions when, for different reasons, the rsurseognised psychosocial needs and did not

acknowledge them to patients.
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6.1.4.3 Lack of engagement with patients

Thirdly, the nurses ‘ducked’ when they failed t@age with patients, on a personal level, when
they were providing their care. This could be beealhhe nurse was focussing on the tasks of
care rather than the requirements of the indivigasient, or because the patient’'s psychosocial
need clashed with the only way the nurse couldo$emrrying out her duties thus denying
patient choice. The latter happened throughoutdthewhenever Sybil (AuxN) and | had to
transfer Polly to and from her chair. This was fingt time Sybil had nursed Polly and the

example below describes what happened during Sylioit time transferring Polly:

Fieldnotes

Polly has limited mobility because of her disedd®en she is at home she
uses a stand-aid to transfer, however, the hospoes not have a stand-aid
so a hoist must be used to transfer Polly. Sylaikkfrom Polly’s daily care-

record, which she had read before starting Pollgase that she was to be

transferred using a hoist.

When we had finished washing and dressing Polllgermorning it was time
to hoist her out of her bed. Sybil said, ‘I'll gmé get the hoist,” Polly
grimaced, Sybil did not respond to this and lefjébthe hoist. When we were
alone, Polly told me, ‘I hate the hoist, it's realkcary.” When Sybil came
back in with the hoist Polly said, ‘Oh, here we’@ybil did not pick up on
this comment, which appeared to be Polly expresginig strongly that she
wasn’'t happy with the hoist, nor did she explaiftdly what we were going

to do.

When we lifted Polly, Sybil asked, ‘How is that®lli replied, ‘Terrible.’

Sybil said nothing and carried on with the transfeolly appeared frightened
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in the hoist. When we got her into the chair, sha'tdlook at all comfortable,

but insisted we ‘leave her’.

Patient | nterview

Hazel: “I did notice today that it was really hafdr you, when you were in
the hoist ... And then as soon as Sybil came inndehe curtain with the
hoist you went, something like, ‘Oh, here we gad & could really sense
how you were feeling about that. You were reallyegiunightened about the

hoist.”

Polly: “I just really don't like the enclosure itds on me, and | feel as if I'm
pressed in, and that if | did fall there’s nothihgould do to stop myself, I'd

just need to let myself go. It's not in my conabéll.”

Hazel: “When we had you up in the hoist, Sybil dskeu ‘how you were
feeling there?’ and you did say that you were feglterrible’ and | just
wondered, if there was any way we could have mahtgs differently, that

might have made it better for you?”

Polly: “I don’t think so. I'd still feel the samebaut the hoist, nothing you
would say would make it any better, or any differé&om what | already felt.
You couldn’t convince me that | was going to begalr... | get to know that
| can trustithe nursesyvhen I've had them before. | feel quite safe,|pttihg
them go ahead and doing what they want to do,dmmetimes, when it's a
new person, and they don’t really tell me what tteegoing to do, | get quite

annoyed, because it’'s not always the best way.”
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Nurse | nterview

Hazel: “With Polly yesterday, when you had her lie thoist, how did you

feel about how she was?”

Sybil: “Well she wasn’t comfortable. She was fragiegd, but | didn’t know
how else we were actually going to get her offtbeé and onto the chair. So,
| think it's a case of having to try and reassuemple that they’re safe, and

that they’re actually secure, and that they’re gotng to fall out.”

Although Sybil could not have made Polly happy vtk use of the hoist, she recognises that
by telling Polly what she was doing throughoutlifieshe could have made her more accepting

and less frightened of its use. Later in the in@wSybil mentioned she:

“would have needed to have got the physio ... to keggelf right and to
keep[Polly] right, | just really didn’t know what to do ...Maykeu’'ve been
told you’ve only got three-quarters of an hour &t g thing done, therefore,
you can’t stand witlfpatients]any longer tharjthe time it takes to complete
the task] So, therefore, you've got to go in and do it anod put up with

them.”

The dilemma of having no immediately available ralative means of safely moving Polly
blocked Sybil from meeting a number of Polly’'s psysocial needs, including: expressing
emotions, acceptance, safety, and security. Sybked these needs and prioritised completing

her physical work.

6.1.4.4 Disruption of planned work

The fourth type of ‘ducking’ is when patients’ papsocial needs disrupt the nurse’s plans for

the shift. Every nurse has a number of duties tlemd to complete each shift; | refer to this as
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‘getting the work done’. When the nurses focussetyetting their work done’ rather than the
patient’s individual needs, they failed to provithe patient with the care they required. This
usually happened because nurses felt there wasupessn them that ‘they must complete a set
of duties during their shift’. If a patient hasamexpected psychosocial need this gave the nurse
an extra duty to manage which could disrupt thi&ng for the day. In order to prevent this
disruption, nurses ignored patients’ psychosocedds. This happened whether it was the
nurses themselves that were distracted by the oed&dhe nurse they were working with that
day had been distracted, as occurred when | wakingpwith Julie (AuxN). We had assisted

Teresa with a shower and to return to her bedsitiere the doctor attended to her:

Fieldnotes

When the doctor left, | went behind the screengutoTeresa’s Lidocaine
patch on. Teresa was very upset. | sat down irchiaé beside Teresa’s bed
and had a long chat with her. Teresa told me albwab her fears for the
future, especially that she ‘wouldn’t be able tpeat home’; how difficult
she’d found her illness; her family difficultiespdawhy she had such a lack
of support. Teresa cried throughout this convemsatand was visibly

distressed.

During this conversation Julie came in and out ghtanmes to put things in

Teresa’s locker, tidy things away, and leave thiednger.

At another point later in the conversation Rhorieg hurse-in-charge of the
team this morning, shouted, ‘Hazel, we're awaytéar, here’s the keys’. Her

hand appeared under the curtains with the keys.

Later Julie said, ‘I didn’t want to disturb you &ay we were away for our

tea, ‘cause | could see you were in something deep.
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It is interesting that Julie found it acceptablarterrupt an in-depth conversation in order to
tidy up after Teresa’s shower — tidying is the [#shse in washing a patient and can give nurses
a sense of ‘that duty being complete, now | canemmvto the next thing’ — but not to actually
disturb the conversation, leaving the more senigs@ to do this. Both Julie and Rhona’s
disruptions were noticed by Teresa; however, bexale was so upset, and | did not allow the
disruptions to distract me, we managed to resume&dhversation after each interruption. On
other occasions, disruptions like these, or patiemvareness that their psychosocial needs
were holding the nurse back from her work, coukdbit patients from requesting psychosocial

support.

6.1.4.5 Paternalism

The final reason the nurses gave for ‘ducking’ waternalism: the nurse did not respond
because they thought this would be too upsetting featient, or they felt they knew what was
best for the patient. One example of this occuttgthg the episode of care discussed in section
5.1.2.4.4, when the final decision was made abd#nwera was to be discharged. Vera had
been admitted to the ward for one week’s respite; Isad taken unwell shortly after her
admission but was back to her normal state of hdslthe time of the multi-disciplinary team
meeting (MDTM). The suggestion was made that Veraspite should be extended for both
her and her husband’s sake. However, | had obséweaeid (RGN) discussing this with both
of them — together and separately — and they bathesl Vera to return home on the Friday;
the originally planned day of discharge. Maria mfed the other nurses of Vera's wishes
during the morning hand-over. The general consersusined that Vera’'s admission should
be prolonged; Maria reluctantly agreed with thiselped Maria give Vera her personal care on

the morning of the MDTM and attended the meetingeoviera’s care was completed:
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Fieldnotes

Maria told me, ‘I'm going to have another chat witkra and try to persuade
her to stay in a bit longer. But | want to makeeswre have plenty time to do
this.” Maria planned her morning’s care to allowrte to spend with Vera to
discuss her discharge date. Despite Maria’s attenmptnegotiate that Vera
should stay in the Hospice longer, Vera was vesystent and still said, ‘I'd

like to go on Friday'.

Patient I nterview

Hazel: “I noticed through yesterday morning, ance thight before, that
Maria had a chat with you about how you felt abatiten you were going
home and | wondered how much of a $ggu felt] you had in that

conversation?”

Vera: “Well, | didn't really have much of a say grak usual, | had agreed
to come in for a week, and, of course, it gets edgbrwards and it's been
stated two or three times that, ‘Well, you're thes$,’ but you're never the
boss. If you come ifto] stay until they think you're fit to go out, weibt’s

an agreement, but | never ever do that. | don’twwardo that because, most

of the time, | don't feel | should be in here.”

Nurse | nterview

Maria: “Maybe | see it differently from the otheiirlg on the ward ... |
sometimes see scenarios which would appear to eba people do cope
well at home, but when we think of Vera maybe kimalhage that bit better,

because that's what she used to.”
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Documentation
“Keen for discharge - case to be reviewed at MDDvhorrow.” Marianne

Vera had made it clear that she wanted to go hant&iday and her husband agreed with this;
Maria had checked that Vera’s husband really fak tvay when she spoke to him alone.
Despite Vera’s clarity of choice the team decidedlduld be in her best interests to stay in the
hospice longer and Vera’'s choice was denied. Theome of this was: a frustrated and

mistrusting patient; a husband who agreed withr@gone conclusion; and a nurse who found
it easier to, and then had no choice but to obeyptiternalism from the ward hierarchy and

duck the patient’s psychosocial needs.

6.1.4.6 Summary of ‘Ducking’

The nurses ‘ducked’ some psychosocial needs whey did not recognise them. When
psychosocial needs were noticed, they were not datll because the nurse felt it would not
be in the best interests of all of the patienty there caring for that day. Nurses felt if they had
offered psychosocial support it would either hagerbdistressing for the individual patient or
it would have made it difficult for the nurse tapide all of ‘her’ patients with all of the care
they required during that shift. The common faatoall of the ‘ducking’ encounters was that

the nurses and patients did not share an acknoesmeelgt that a psychosocial need existed.

6.1.5 Summary of Nurse Responses

Throughout the eight months of data collection, 2@dcounters involving different
psychosocial needs, expressed for different reaswase observed. The encounters were
categorised into four groups according to how tlms@s immediately responded to the patients’

psychosocial needs. For each group the resporike fisychosocial need varied:

* when a patient’s actual need was dealt with, teparse was categorised as ‘dealing’;
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* when patients were told their need would be deth later, the response was

categorised as ‘deferring’;

* when an alternative need was dealt with, the resporas categorised as ‘diverting’;

and
« when a patient’'s need was not acknowledged, thmnse was categorised as
‘ducking’.

The identification of these ‘4Ds’ provides a newywaf considering nurses provision of
psychosocial support. During this study a numbeliféérent factors were identified which had

the potential to influence the nurses’ responses:
» the psychosocial need itself;
e organisational aspects of nursing;
« the characteristics of the individuals participgtiand
« familiarity between the participants.

This thesis focuses on the first of these factatk an exploration of whether the type, or
context, of psychosocial need was associated Wwemtrses’ immediate responses (reference
to the other factors occurs throughout the thesd far the latter two in Hillet al. (2014,

appendix 9) and Hiket al. (2015, appendix 10).

6.2 Are nurses’ immediate responses to psychosoamdeds related
to the type or context of need?

A question that was explored in this study was Wwaethe way nurses immediately responded
to patients’ expressions of psychosocial need wiigseinced by the type of psychosocial need

itself or the context in which it had been exprd®s@he results of these explorations are
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provided, in turn, below, following a clarificatiasf the final number of types and contexts of

psychosocial needs that were observed.

As discussed in Chapter Five, patients observeagltinis study expressed different types of
psychosocial needs within different contexts. Thessds, and their contexts, arose in a variety
of combinations, with more than one type (rangirogrf one to eight needs) and/or more than
one context (range 1-9) being expressed in mosbdps of care (n=39). The complex nature
of the way psychosocial needs were expressed tondinges meant that more than one
psychosocial need could also be expressed duri@gcounter, within more than one context
of care. For example, when Jane (AuxN) was asgiskieorge with his personal hygiene, he
requested a bath but was scared about transfesaifiety. This meant in one encounter George
expressed three psychosocial needs: emotionalssipre control of choices, and safety; under
two contexts: ‘washing and dressing’ and ‘mobilitiience the number of needs (330) and
contexts (274) presented in this section are d@iffefrom each other and greater than the

number of encounters (227).

The nurses were observed using different respahgésy most episodes of care, ranging from

one to all four Ds.

6.2.1 Type of psychosocial need

During analyses, the psychosocial needs observedisnstudy were categorised into four
groups: rights, identity, coping, and expressioee(€hapter Five). Table 6.1 shows the
distribution of responses (4Ds) within each catggurpsychosocial need for all nurses and

separately by role.

As Table 6.1 illustrates, overall, the nurses ‘teaith around 44% of needs, and ‘ducked’
around 30%, while deferring and diverting ratesasaund 15% and 10%, respectively. The

patterns of responses to psychosocial needs mglatinghts and coping, regardless of roles,
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displayed similar proportions to the overall sampMhen identity psychosocial needs were
expressed, nurses tended to either ‘deal’ with tleemnot; deferring or diverting was the
response in only three of these needs and nevaukMs. While RGNS’ responses to identity
psychosocial needs were divided almost equally éetwdealing or not, the AuxNs
immediately dealt with a much higher (76%) propmntiFor ‘expression’ psychosocial needs,
the rate of dealing overall dropped to 32.9%, WillxNs ‘ducking’ two-thirds and RGNs

‘deferring’ (23.3%) or ‘diverting’ (15%) psychos@tineeds more often.

These findings suggest there is little, if anyoassion between the type of psychosocial need
and how the nurses respond to it. One differenaedtcurs is related to the AuxNs’ lower use
of the ‘deferring’ and ‘diverting’ responses. Thiaer difference is the AuxNs’ lower dealing
rate in ‘expression’ psychosocial needs. One redsorthis may simply be a result of
convenience sampling as only twelve ‘expressiorychsesocial needs were expressed to
AuxNs. Alternatively, AuxNs felt they could not deaith ‘expression’ psychosocial needs
when they ‘did not know the patient’. The differenn responses according to nursing role was
also identified in analyses of the distributiontloé 4Ds according to context of psychosocial

needs.

181



Table 6.1 Distribution of 4Ds according to type opsychosocial need and stratified by role

All nurses Total per
Rights Identity Coping Expression response
Yes Yes Yes Yes
Ducking 45 18 13 25 101
(27.3%) (36%) (31%) (34.2%) (30.6%)
Deferring 25 1 8 15 49
(15.2%) (2%) (19%) (20.5%) (14.8%)
Diverting 20 2 3 9 34
(12.1%) (4%) (7.1%) (12.3%) (10.3%)
Dealing 75 29 18 24 146
(45.5%) (58%) (42.9%) (32.9%) (44.2%)
Total 165 50 42 73 330
RGNs
Rights Identity Coping Expression
Yes Yes Yes Yes
Ducking 32 12 9 16 69
(25.6%) (48%) (26.5%) (26.7%) (28.3%)
Deferring 24 1 8 14 a7
(19.2%) (4%) (23.5%) (23.3%) (19.3%)
Diverting 18 2 3 9 32
(14.4%) (8%) (8.8%) (15%) (13.1%)
Dealing 51 10 14 21 96
(40.8%) (40%) (41.2%) (35%) (39.3%)
Total 125 25 34 60 244
AuxNs
Rights Identity Coping Expression
Yes Yes Yes Yes
Ducking 12 6 3 8 29
(30.8%) (24%) (42.9%) (66.7%) (34.9%)
Deferring 1 0 0 1 2
(2.6%) (0%) (0%) (8.3%) (2.4%)
Diverting 2 0 0 0 2
(5.1%) (0%) (0%) (0%) (2.4%)
Dealing 24 19 4 3 50
(61.5%) (76%) (57.1%) (25%) (60.2%)
Total 39 25 7 12 83
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6.2.2 Contexts of psychosocial need

The contexts of psychosocial needs expressed bgnpmtwere also categorised into four
groups: practical, disease, societal, and placzd (see Chapter Five). Table 6.2 shows the

distribution of responses for ‘contexts of psychmabneed'.

A similar overall distribution of contexts of nee@s found: 46% were immediately dealt with,
11.3% deferred, 10.9% diverted, and 31.7% duckdtenthe needs were expressed in relation
to practical aspects of care the distribution remadisimilar. The only difference in disease
psychosocial needs was that AuxNs were more lilkelyduck’ them. Nurses dealt with
‘societal’ psychosocial needs more than any ofatfer contexts of need, regardless of their
role, though the RGNs continued to offer ‘defertiagd ‘diverting’ responses. The proportion
of ‘deferring’ and ‘diverting’ responses increasgken ‘dealing’ dropped for ‘place of care’
psychosocial needs, with ‘deferring’ becoming imgiagly prominent when only the RGNs

are considered.
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Table 6.2 Distribution of 4Ds according to contexof psychosocial need and stratified by role

All nurses Total per
Practical Disease Societal Place of response
Care
Yes Yes Yes Yes
Ducking 30 21 15 21 87
(32.3%) (37.5%) (24.2%) (33.3%) (31.7%)
Deferring 8 5 4 14 31
(8.6%) (8.9%) (6.5%) (22.2%) (11.3%)
Diverting 10 6 5 9 30
(10.8%) (10.7%) (8.1%) (14.3%) (10.9%)
Dealing 45 24 38 19 126
(48.4%) (42.9%) (61.3%) (30.2%) (46%)
Total 93 56 62 63 274
RGNs
Practical Disease Societal Place of
Care
Yes Yes Yes Yes
Ducking 13 15 11 20 59
(24.1%) (31.9%) (24.4%) (33.3%) (28.6%)
Deferring 7 5 4 14 30
(13%) (10.6%) (8.9%) (23.3%) (14.6%)
Diverting 8 5 5 9 27
(14.8%) (10.6%) (11.1%) (15%) (13.1%)
Dealing 26 22 25 17 90
(48.1%) (46.8%) (55.6%) (28.3%) (43.7%)
Total 54 47 45 60 206
AuxNs
Practical Disease Societal Place of
Care
Yes Yes Yes Yes
Ducking 15 5 4 0 24
(40.5%) (62.5%) (23.5%) (0%) (37.5%)
Deferring 1 0 0 0 1
(2.7%) (0%) (0%) (0%) (1.6%)
Diverting 2 1 0 0 3
(5.4%) (12.5%) (0%) (0%) (4.7%)
Dealing 19 2 13 2 36
(51.4%) (25%) (76.5%) (100%) (56.2%)
Total 37 8 17 2 64
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Again there is little association between the cointé psychosocial need and nurse response.
The lower number of psychosocial needs expressédixdls about disease may reflect their
reason for a higher rate of ‘ducking’. AuxNs aret malucated on disease processes or
medications, so there is less expectation by patiat AuxNs would address such concerns,
though patients may express disease needs to Axdesarch of their ‘lay’ but experienced
view. The difference in ‘societal’ responses is tii®ly what defines the needs as ‘societal’
— specifically, informal conversing and relationsh{see section 5.1.2.3) — and, as above, the
nurses’ reliance on getting to know the patiente filarses’ reliance on having a relationship
with their patients led them to not only deal withyt actively seek out, patients’ societal
psychosocial needs. ‘Place of care’ psychosocedisiare not so easily met by the nurses alone,
many of these decisions are multidisciplinary -asection 5.1.2.4 when the final decision to
delay Vera’'s discharge was made during the MDTNerdfore, an increase in ‘deferral’ of

these needs, as found, is what would be expected.

6.2.3 Summary of category of psychosocial need

The multifaceted nature of psychosocial needs tesuh different numbers of types and
contexts of psychosocial needs from encountersehierythe distribution of responses overall
was similar. The variations found in proportionsre$ponse across the context and type of
psychosocial need categories appear to be duettrsaelated to nursing roles — the AuxNs
limited use of ‘deferring’ or ‘diverting’, the diérences in education, or boundaries of who

makes certain decisions.

6.3 The Individuals Involved in the Encounter
A simple hypothesis that could be presented isthi®aturses did not offer psychosocial support
because they did not have the required skills tetnpsychosocial needs, as suggested in

previous studies (Law 2009, Phillipsal. 2006, Johnston 2002); this is not true for thingie
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of nurses at least. All of the participating nurdemonstrated that they possessed some of the
skills necessary for the provision of psychososigiport: 31 of the 38 nurses were observed
offering patients psychosocial support; of the neing seven, five of the nurses explained
during interviews, or informal conversation, howeyhcould have responded in a more
supportive way to patients’ psychosocial needs;thedast two demonstrated they could, at

least, recognise patients’ psychosocial needs.

Thirty-eight nurses and forty-seven patients pgrdied in this study. The variability and
sporadic nature of who was involved in which endeu(as explained in section 4.1.11.4) made

testing for the effect of specific nurses intenagtivith specific patients impossible.

6.4 Conclusion of nurses’ immediate responses to tmnts’
psychosocial needs

This chapter demonstrates and explores the vamyigs the nurses on one hospice ward
immediately responded to patients’ psychosocialls€Ehe nurses’ responses were categorised
into four groups in accordance to whether the dctead expressed was supported: the needs
were ‘dealt with, deferred, diverted or ducked’. Arploration as to whether the nurses’
responses varied according to the type, or contéxisychosocial need found there was little
association between the type or context of psyatiasacmeed and whether the nurses
immediately offered psychosocial support. One diffice that was identified was in auxiliary

nurses’ use of ‘deferring, and ‘diverting’ resposise

This study did not explore whether patients’ psyduial needs were ultimately met. What was
identified was that almost half of both the typd4.2%) and contexts (46%) of needs were
immediately dealt with by nurses. No judgement veassan now be, made about whether the
remaining psychosocial needs could have been inatedgdisupported. There are times when
it is not feasible to support patients’ psychosbneeds for a number of reasons, however,

ignoring that a need has been expressed is unlikelye helpful for a patient. This novel
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observation and categorisation of ‘deferring’ advéerting’ responses provides nurses with a

more suitable alternative when they cannot dedl péttients’ psychosocial needs.
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Chapter 7: Discussion: Developing understanding of
nursing support of palliative care in-patients’ psychosocial
needs

There has long been an idea that nurses providghpsgcial support as a component of their
practice and a substantial amount of research éas bndertaken in a bid to understand what
this entails. However, previous publications coneenty from self-report studies of patients,
carers, and/or nurses’ perceptions of experiencpeferences. A greater understanding of the
realities of psychosocial support in practice waeded. This thesis offers a substantial
contribution to nursing knowledge by exploring hpsychosocial needs are expressed by ward
in-patients and how nurses’ immediately resportiémn. The field of study was a clinical area

which prides itself in the inclusion of psychosdciare: a specialist palliative care ward.
The primary and subsidiary questions for this stweye:

« How do nurses immediately respond to palliatives garpatients’ expressions of
psychosocial need?

o What psychosocial needs do palliative care in-p&iexpress?

o How do palliative care in-patients express psychizémeed?

o In what way do nurses’ immediate responses to msgtial needs vary?
These research questions were answered by comhiaiagsources. Observations produced
data on the psychosocial needs expressed and hreesrimmediately responded. Observations
were corroborated, when possible, by interviewbath patients and nurses. Datasets were
strengthened by recording inclusion of psychosocreeds in ward hand-overs,

multidisciplinary meetings, and nursing documepotati

In the first findings chapter of this thesis (Cregive) | have discussed the psychosocial needs

expressed by patients during the study, categgrei analysing them according to the type
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of psychosocial need and the context in which these expressed. In Chapter Six | have shown
how the nurses responded in four ways — ‘dealiefgrdng, diverting and ducking’ — and that
the nurses’ use of these responses varied. | ihgirfinal chapter by discussing these key
findings, in relation to existing literature, an@&ndonstrating their value for psychosocial
nursing practice, education and research. Thesbnfis are then discussed in relation to
Maslow’s (1943) hierarchy of needs theory. Thissthes completed with a critique of the
study’s limitations, a discussion on reflexivitytinin the study, and clarification of the key

recommendations.

7.1 Discussion of findings

In this section | discuss the key findings of ttisdy and how they relate to existing literature.

This study shows that nurses can offer psychoseagjgbort as an inherent component of their
practice but do not consistently respond to patiggtychosocial needs. Two key finding arose
from analyses of this study’s data. Firstly, aieég of psychosocial needs described in existing
evidence were expressed by in-patients on thisib®spard. However, their expression was

complex: they were rarely expressed as standalotifes and were always expressed in

relation to other contexts of care. Secondly, theses immediately responded to patients’

psychosocial needs with a range of responses, aréded as either ‘dealing’, ‘deferring’,

‘diverting’ or ‘ducking’. These findings are dis@el in detail in the following sections.

7.1.1 The types and context of expressed psychosdcieeds

Providing psychosocial support is challenging;daéa indicate that these challenges can stem
from how the psychosocial needs are expressedignséection | discuss how the nature of
psychosocial needs impacts on the nurses’ abilitggpond in a supportive way, finishing with

a comment on the influence of the categories oflpsgocial needs expressed in this study.
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Psychosocial needs are identified in the literafig@nteracting components of a whole person
(Smuts 1927, Maslow 1943, Engel in Malmgren 200&|Réfet al. 2007, Kenriclet al.2010).

My findings support the idea that psychosocial sesa@ not easily separated from other needs
and that different psychosocial needs interact engklap with each other, reflecting the

complex nature of holistic care of patients (Cagteal. 2004, Gross and Kinnison 2014).

Explaining and exploring psychosocial needs asragpdrom other needs detracts from the
notion that they are part of a ‘holistic’ persomeTpsychosocial needs currently identified in
the literature (Figure 1.1) are from mostly selpod (Rowlands and Noble 2008, Sayers and
de Vries 2008, Bradlegt al. 2010, Breretort al. 2011) and some observational studies (Field
1989, James 1992, Copp 1999, Lawton 2000, McNagt#id, Haraldsdottir 2011). The needs
in the literature (emotional, rights, coping andntty) were expressed during this study: the
ward patients expressed a wide range of relatedsnééo additional types of psychosocial
needs were identified. However, these psychosoeatls were rarely expressed as separate
entities and were often concealed within other eispef care, thus making them difficult for

nurses to identify.

The contexts of care in which psychosocial needs ve&pressed emerged as an important
concept during this study. Current palliative chterature does not explicitly discuss how
psychosocial needs are integrated with other aspafctare - tending instead to discuss
psychosocial support as a separate entity - bseclmspection of some studies (Moeteal.
2014a, Herber and Johnston 2013, Cotterell 20083 dbow palliative care patients expressing
psychosocial needs in relation to the context efrtibare. Developing a categorisation of
contexts of care (section 5.1.2) in which psych@dateeds were expressed, provides a new
classification of psychosocial needs which demaissr how they are exhibited by palliative
care in-patients. Since such codification has névegn reported before, the first novel

contribution to understanding psychosocial suppbis study offers is, therefore, the
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categorisations of observed psychosocial needsdiogao both their type and the context of
care in which they were expressed. The impact efctire setting on the psychosocial needs
expressed suggests a need to redefine what thimgxysychosocial needs of patients are across

clinical settings.

The expression of psychosocial needs in combinatitim other needs creates a number of
potential barriers to offering ideal psychosocighgort: Can nurses recognise all of the needs?
How should nurses prioritise which need to deahwitst? And how can nurses manage

potentially conflicting needs? The following paragins consider these questions.

One reason psychosocial needs are not dealt witedgause nurses do not recognise that a
psychosocial need has been expressed (Costelloa2@02006, Uitterhoewet al. 2009, Sayers
and de Vries 2008). Psychosocial needs are nossaaly obvious; often patients only hint,
with verbal or non-verbal signals, to a psychodoceed’s existence (Begdaét al. 2007).
Psychosocial needs were regularly expressed sdbtigg this study; nurses were observed
both dealing with subtle psychosocial needs anithdpio recognise them. The subtlety of
psychosocial needs is two-fold: it can mean psyotias needs are not met but, equally as
often, it means when psychosocial support is off¢éihe nurses do not recognise they have just
met patients’ psychosocial needs (Dovidibal. 2006). Because of the simplicity of the
psychosocial need, and/or its expression amongst oteeds, nurses themselves can fail to
recognise when they have offered psychosocial stijppad credit is not afforded when nurses
are meeting this component of their role. An enhangederstanding of how psychosocial
needs are expressed, as described in ChapterHaips to remove the camouflage around
psychosocial needs and enables nurses to see tearty avhen psychosocial support is in

demand and offered.

Current ideology is that care should be patientreeinDepartment of Health 2012, Manlety

al. 2011, NHS Scotland 2008); therefore, patients khbe involved in prioritising which
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needs are addressed first. Patients actively psioig their needs was not observed in this
study. When psychosocial needs were not all detiit wwas the nurse who chose which needs
to deal with, rather than asking patients what wast important to them. Similarly, some
psychosocial needs were encountered that patiadisidt expressed. Nurses envisaged some
psychosocial needs: on occasions the nurses had enadrrect judgement and the patient
admitted to the existence of the underlying psyohiad needs; while on other occasions the
patients denied the presence of the psychosoaadl. iidarifying the existence of these *hidden’
psychosocial needs is equally as important as amgekth patients which psychosocial need

Is currently most important to them.

Previous studies have identified the problem oftater psychosocial needs potentially
conflicting with other psychosocial needs (Arantesaah et al. 2012, Olthuiset al. 2006, Mok
and Chiu 2004, Seymowt al. 2003, Lawton 2000). For example, conflicts areppsed to
occur when patients maintain hope by avoiding wtdading how their disease is likely to
progress (Chapplet al.2006, Mok and Chiu 2004). A major aim of palli&ieare in its infancy
was to eradicate the practice of hiding impendiegtld from patients, with much focus placed
on ‘open awareness’ (Glaser and Strauss 1965, F&&é, Saunders 2006). However, in more
recent years, the idea of ‘denial as coping’ (Clappal. 2006, Copp and Field 2002, Copp
1999) has been recognised. These ideas are nattaicbus options but are either ends of a
continuum. In this study, patients were observetl pieferences across this continuum. Nurses
were observed both supporting patients to gainldétiel of understanding they desired and
trying to either enforce, or block, patient undansting according to what the nurse felt was
best for the patient. Patients were also obserxpressing different genres of needs that could
be considered ‘conflicting’; for example, Flora’ssWw to visit her home conflicted with her
deteriorating health which made leaving the hosplrgsically challenging (section 5.1.2.4).

However, | propose what is happening, in both efakamples above, is not a conflict of needs
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but a form of paternalism where nurses, instegohtiénts, are prioritising which need is more

important.

Nurses are challenged with recognising the comp#ichosocial needs which patients often
express simultaneously to, and hidden amongst,r otfeeds. Clarification of which
psychosocial needs truly exist, and are most inaportto patients, relies on nurses
acknowledging psychosocial needs. Nurses shoulé banfidence that patients choose to
express psychosocial needs to them because patiestsnurses to offer the psychosocial
support they require. Faced with these challengesunderstandable to see why nurses resort

to a range of responses to psychosocial needs.

7.1.2 Use of the 4D responses

Commonly, when authors discuss psychosocial sugpertmplication is usually given that
psychosocial needs are either met or not (Bradtegl. 2010, Cotterell 2008) and nurses are
consistent in the way they reply (Ellingta@t al. 2012). Previous studies look at whether
patients’ and/or nurses’ expectations about psymhiaksupport have been met (Adams 2005,
Rogerset al. 2000), while this study focussed on how nurses idiately respond to
psychosocial needs. This study has shown respomalipgychosocial needs is not as clear cut
or simple as dealing with psychosocial needs grarat nor do many patients expect it to be. |
have identified that nurses exhibit a range of imiake responses to psychosocial needs:
‘dealing, deferring, diverting and ducking’. Althgli the framework of the 4Ds emerged from
the data in this study, the range of responses@reised by only my sample of nurses. The
4Ds can be recognised in data excerpts in otheliestufor example, Rydahl-Hansen and
Eriksen’s (2009) paper on psychosocial nursingugiathey have not been conceptualised or

analysed as such.
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Previous observational studies of palliative casehreported a range views on nurses’
provision of aspects of psychosocial support. Jafh®82) reported nurses could be flexible,
accessible and willing to spend time sitting widtignts, thus supporting the findings of some
self-report studies (Seymoer al. 2003, Brannstorat al. 2005, Johannsson and Lindahl 2011).
While Haraldsdottir (2011) and Li (2004) reportethek of this ‘open approach to nursing’
which is said by many to be the conduit for psydute support (Bridgest al. 2013, Canning

et al. 2007, Chapplet al. 2006). Other studies (McNamara 2001, Lawton 2@ihp 1999)
described a variety of actions from the nurses Wwhawld facilitate or hinder meeting patients’
psychosocial needs. The findings of the final grobiputhors are most akin to my findings: at
times the nurses responded to psychosocial ne¢dshei open approach above, while at other
times nurses focussed on tasks. Nurses were obsatvemes, changing their actions and/or
behaviours to suit patient preferences, thus shpfl@xibility. On occasions nurses spent time
sitting with patients, both to discuss psychosooeé¢ds or simply to ‘be there’. On other
occasions, when patients appeared to be askinthéonurses’ time, the nurse focussed on
practical tasks. However, the idea that focussmtasks is not providing psychosocial support
should be questioned: it is evident from both catisgtions of needs that when nurses are

doing the practical tasks of their work, they clsode meeting basic psychosocial needs.

Regardless of whether nurses wish to offer theriggggproach’ advocated (Bridgesal. 2013,
Canninget al. 2007, Chapplet al. 2006), the reality is they cannot always immedyatieal
with psychosocial needs, for example, when an eemeng situation occurs. Some patients
recognise and accept that their psychosocial neaaisot always be dealt with. In instances
when patients’ psychosocial needs cannot be imrtedgidealt with, ‘deferring’, rather than
‘diverting’ or ‘ducking’ responses, may encourageren patients to understand why their
psychosocial needs cannot be currently dealt idkeferral’ responses enable patients to

understand their psychosocial needs have been,hghrch can reaffirm self-concept and
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install hope and/or trust that their psychosocesdds will be dealt with later (Dean and Street
2014, Griffithset al. 2010). If another allied health professional (AH$*}o follow up on the
psychosocial need, effective deferral relies orai¥e liaison, and/or documentation (Tomey
2009, Cotterell 2008, Dowding and Barr 2002) armairteork, so that the offer of psychosocial
support is carried through. Lawton (2000) obsetitdd discussion around psychosocial needs
during nurse liaison. Similarly, the nurses in tbisidy dedicated a substantially smaller
proportion of their working time to documentationdaliaison on psychosocial needs, either
amongst their profession or to the multidisciplinsgam. Previous research in palliative care
has identified a dearth of inclusion of psychosooeeds in the formal planning of nursing
(Wallerstedt and Andershed 2007, Paashl.2006, Finchanet al.2005). Similarly, there was

little reference to psychosocial support duringamigational or care planning in this study.

The framework of the 4Ds, especially the recognitvd ‘deferring’ and ‘diverting’ responses
suggests nursing may have progressed in its supppatients’ psychosocial needs. Wilkinson
(1991) identified four types of nurses - facilitepignorers, informers and mixers - who were
categorised according to their use of facilitatamgl blocking communication tactics; the idea
being that specific nurses had a preference fpeaifsic communication technique. The nurses
in my study had a much more variable use of regmmll of the facilitating and blocking
communication tactics used in Wilkinson’s (1991jdst were observed during this study, with
the same effects and for similar reasons; whenhmsgarial needs were avoided it was to enable
nurses to remain in control of and to completerttasiks for the day. However, therses in
my study exhibited more ‘dealing’ responses andewksss likely to block patients’
psychosocial needs. The use of ‘deferring’ andéding’ when nurses were unable to deal
with some psychosocial needs demonstrates new camation tactics which can show
patients their needs have been heard and may lewddalater. Encouraging use of these

tactics is another key recommendation of this study
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‘Emotional’ psychosocial needs were the only categaf psychosocial need where the
proportion of ‘dealing’ (32.9%) reduced in compansto overall ‘dealing’ (44.2%). Two
factors were observed which may attribute to tatkiced dealing with emotional psychosocial
needs. Firstly, some nurses, as observed in tidy $for example, Camille with Stuart, section
5.1.1.3) consider expression of emotions as beyamful’ for patients, they do not wish to
upset patients, so avoid emotions with an aim totget’ patients (Wilkinson 1991, Boo#t

al. 1996). However, expression of emotions is consdierathartic (Eriksson 1997, Morse
2001). Secondly, the nurses’ hesitancy in dealirt difficult emotions verifies findings of
previous studies into nurses’ palliative psychoalosupport: nurses have been found lacking
in confidence to deal with difficult, especially etional, issues (Phillipst al.2006, Law 2009,
Herber and Johnston 2013, Clarke and Cooper 200i5).especially important to enhance
dealing with emotional needs as Heaven and Madu887) identified patients’ hesitancy to
disclose emotional concerns to nurses. Consequevtign emotions are disclosed they should
be interpreted as especially important, and nigisesld facilitate discussion around them. One
explanation for reduced dealing with emotional esgion appears to be directly related to the
‘disease’ category of psychosocial need. Patiasfgaled emotions relating to the progression
of their diseases, they looked to the nurses fppstt with these needs. However, some nurses,
especially auxiliary nurses (AuxNs), were reluctembffer support as they thought patients
were looking for specific information on their déses, beyond their knowledge. But patients
were actually seeking the nurses’ views and suppaetlation to what they had encountered
previously. Similar patient faith in palliative eanurses as a result of their professional
expertise and experience has been reported elseWbenneet al. 2008, Rowlands and Noble
2008). The lower provision of dealing responsesbyNs in the ‘disease’ psychosocial needs

can be related to the education they received: Augh not given education on disease
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processes or medications. However, patients donastrelate these psychosocial needs to

AuxNs when they believe their experience equipmtiagth the required information.

Field (1989) identified palliative care nurses’ Ewlevel in the hierarchy of healthcare
professions as a barrier to nurses’ provision g€pssocial support. Although modern nursing
has evolved in many ways, this group of nursesabigurs were similar to those described in
other studies (Bridgest al. 2013, Allen 2007, Cartest al. 2004) when they remained less
confident in adopting an equal professional stamdilongside their healthcare counterparts.
The constraints of professional hierarchy were oiegk in this study. Multidisciplinary
working was highly visible in the hospice and candbtributed to the high use of ‘deferring’
and ‘diverting’ in the ‘place of care’ psychosocmeds. A joint multidisciplinary decision is
often required for addressing ‘place of care’ psgdtial needs, during which the nurses
usually adopted the role of messenger. Howevegasuvere, at times, observed assuming the
more participative role of patient advocate, thomgh always successfully. Similarly, in all
interactions when AHPSs or nurse specialists weesant, the nurse failed to deal with patients’
psychosocial needs while allowing their colleaguedntrol the episode of care. Nurses’ lack
of ‘dealing’ responses in the presence of ‘moraaénolleagues and the small amount of
liaison they offered about psychosocial needs itiidisciplinary discussions suggests the ward
nurses may be inhibited by their ‘more senior eafjues. The inequality of nurses’
contribution to multidisciplinary work could be atéd to three issues: firstly, nurses lack
confidence in providing psychosocial support (Walsimnd Luker 2010, Kuupelomaki 2003);
secondly, nurses may feel the limited time AHPsehaith each ward patient makes the AHP’s
time more valuable, therefore the AHP should ptisgicare; or thirdly, the nurse may simply

feel other AHPs have better skills or knowledgerovide appropriate psychosocial support.

Great value can be taken from the use of ‘deferrargl to a lesser extent ‘diverting’, responses

when nurses have to choose between providing psgchad support or completing their duties
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for the day. When faced with some psychosocial sierdses must weigh up the value of
helping patients with these needs against theafogit completing their workload. The nurses
in this study, similar to in other studies (Bridgetsal. 2013, Williams 1998) were observed
considering the dilemma of following ward routireesd completing practical tasks or meeting
patients’ psychosocial needs. Nurses in this sttltyse both sides of this quandary: some
nurses risked not achieving their daily tasks iteorto respect patients’ psychosocial needs;
while others appeared to follow Haraldsottir's (2Dpfindings by prioritising organisational
constraints and neglecting psychosocial supponveyer, using ‘deferral’ responses allowed
nurses to carry on their work as planned, but etfgratients hope that their psychosocial needs
might be dealt with later. In these instances p#tieinderstood that their psychosocial needs

could not be a priority.

‘Deferral’ responses were given when the nursesedito return to deal with the need
themselves. They justified not dealing immediatedgause of a lack of time but offered to
return themselves because they were “familiar” wth#éhpatients. The importance of familiarity
with patients and, therefore, the importance of these-patient relationship has been
guestioned by the findings of this study. Nurdealtwith some psychosocial needs of patients
with whom they weraot familiar, andfailed to deawith some psychosocial needs of patients
with whom theywere familiar (see Hillet al. 2014, appendix 9 for further discussion). This
study identifies that, in reality, connecting wghtients, rather than taking time to develop a
nurse-patient relationship, is the condition regdito offer psychosocial support (Nolan 2011,
Csikai 2004, Richardson 2002, Luketral. 2000, Deveryet al. 1999). The way the nurses in
this study connected with patients is linked tohiigher proportions of ‘dealing’ responses to
‘societal’ psychosocial needs. The chatting obsgdvetween nurses and patients served to

make connections and offer psychosocial supportafonumber of psychosocial needs,
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especially: understanding and identity (also reggblly Hanseet al. 2012), relationships and

companionship.

Various perceptions on the provision of psychodaigport by palliative care nurses have
been provided in previous research. None of whrehrefuted by this study, they simply do
not provide complete answers to the specific gaestiaddressed in my study: they either
explore the work of specialist nurses (Davies abén@ 1990, 1992, Johnston 2002) or focus
on alternative and/or broader aspects of palliativeancer care (Wilkinson 1991, Cotedral.
2001, Cannaertst al. 2004). At times the nurses in the hospice wardseoked altered their
plans for the day in order to offer psychosocigymut to patients’ psychosocial needs. On
other occasions nurses failed to acknowledge psgdia needs and carried on with
completing their tasks for the shift. One of thg lssues this study adds to the literature is that
it was not simply a case of nurses dealing witlawriding (‘ducking’) psychosocial needs.
There were occasions when the constraints of jbolbg meant nurses could not immediately
deal with patients’ psychosocial needs. In thesgairces, ‘deferring’ and to a lesser extent
‘diverting’ responses to psychosocial needs careroffatients a later opportunity for
psychosocial support, often by another member spioe staff. The patients often accepted
these responses which support the findings of pusvstudies (Seymoet al. 2003, Skilbeck
and Payne 2003, Buckley and Herth 2004, Cannatdis2004) where patients did not expect
psychosocial support from their ward nurses. Thgontg of nurses used a variety of 4D

response to psychosocial needs.

7.1.3 Summary of findings

| have demonstrated that the psychosocial needessgd by this sample of palliative care in-
patients were complex. Multiple needs of differgemres were expressed during most episodes
of care. These needs interacted holistically so plsgchosocial needs often became hidden

amongst the context of care in which they were esged. Nurses, therefore face a challenge
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in recognising psychosocial needs, acknowledgiegittand allowing the patients to prioritise

what needs — psychosocial or otherwise — to supipsit

When support for psychosocial needs is in demamcegs’ responses are not simply a choice
between dealing or not. A range of responses wiserged which resulted in diminishing

amounts of psychosocial support being offered bygerito patients: ‘dealing’, ‘deferring’,

‘diverting’, and ‘ducking’. ‘Deferral’ responses \ga nurses a means to offering patients
psychosocial support when they were unable to pgeoitithemselves, at the moment it was
request. The inconsistency of individual nurse€ okthe range of the 4Ds suggests work on
increasing their response repertoires could resulan increase in nurses’ immediately

supportive responses to patients’ psychosocialsieed

7.2 A candidate theoretical framework

As described in Chapter One, Maslow’s (1943) hararof needs model (figure 7.1) was
created as an explanation of human motivationpfiears to offer a candidate theoretical
framework from which to view the expression anpse to psychosocial needs within in-
patient palliative care nursing. The theory suggésat humans have different, hierarchical,
levels of needs, from physiological to self-acts@iion. The central tenet is that in most
individuals the lower needs must be satisfied keetbey seek gratification of the higher needs
— there are exceptions to these ideas, such asiadivieluals being willing to sacrifice ‘lower’
needs in order to gain ‘higher’ one (an artist fmieg relationships in a bid to perfect their
work, thus reaching self-actualisation). Maslowfgedry resonates with my study as the
psychosocial needs identified in the literatureithwhe exception of emotional expression,
which is discussed later - are referred to, by bhashs ‘higher’ level needs. Maslow’s original
diagrammatic representation of his theory namesnaber of the psychosocial needs included
in my concept map (Figure 1.1), which were ideatiffrom the nursing literature. Psychosocial

needs, and others discussed within Maslow’s wrjteng often taught as ‘higher needs to
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undergraduate nursing students (Fragfeal. 1970, Gross and Kinnison 2014, Priest 2012,
Barry 2012), as discussed in Chapter One. It iomant that nurses learn about ‘higher’ needs
as they face them regularly in many areas of pracincluding specialist palliative care roles.
However, consideration of the findings of this stwéh a closer inspection of Maslow’s theory
(Frageret al. 1970) indicates ward nurses may be facing a differeality than that extolled in
nurse education. Instead of expressing ‘highertllestandalone psychosocial needs, ward
patients may actually be expressing psychosocalsas prerequisites to ‘basic’ physiological

needs.

Figure 7.1 Maslow’s (1943) hierarchy of needs

meaning and inner potential

self-esteem
confidence, achievement, respect of others,
the need to be a unique individual

love and belonging
friendship, family, intimacy, sense of connection

safety and security
health, employment, property, family and social stability

There are two elements, other than the hieraresk¥fjwhich should be considered in Maslow’s

theory in relation to in-patient psychosocial suppfirstly the prerequisites to ‘lower’ needs
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and, secondly, his views on emotional expressiomsidv (1943) suggests there are
“prerequisites for the basic needs satisfactiomsaderet al. 1970, p22) - which include:
emotional support, dignity, choice, understanding aocial functioning. The prerequisites
must be met in order for individuals to achieveifjation of the basic, ‘physiological needs'.
These prerequisites are included in the psychosaoeids identified in the palliative care
literature (Figure 1.1). It would appear then thatses face psychosocial needs throughout
every level of motivation on Maslow’s hierarchyeth are psychosocial prerequisites that must
be met for gratification of ‘lower’ level needs anlddere are standalone ‘higher’ level
psychosocial needs. Therefore, the question oa@aite whether the psychosocial needs in-
patients have are ‘higher’ level needs or preremgidor gratification of ‘lower’ level needs.
The exception of emotional expression from obvibugher’ level needs, excludes emotions
from this dichotomy. Whether emotional needs (ident as a core psychosocial need in the
literature outlined in Chapter One) fit with Maslavtheory is a moot point. Maslow identifies
that emotions are either a component of a neecheed in its own right; the latter of which is
unconscious, often uncontrollable, unmotivated, effattless (Frageet al. 1970) and outwith
the confines of Maslow’s theory. Consequently, eamatl needs may require exploration in
relation to the purpose with which they were expeegthe contexts of needs). These questions
suggest there may be a difference between the typg@sychosocial needs a ward nurse
encounters to a specialist nurse or a nurse iffexeint setting, ergo the difference between the
findings of this study to those discussed in Chap@ne and Two may be related to this
distinction. Making a distinction between ‘loweeMel psychosocial needs, which are actually
prerequisites to gratification of lower needs, #rake that are ‘higher’ level should allow ward

nurses to recognise patients’ needs and, theredtiez,more psychosocial support.

The position of needs expressed by this study’ieipigparticipants on Maslow’s hierarchy can

be seen by considering the contexts of care. ptatical aspects of daily life and impact
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of disease and its treatmentcontexts of care are by definition physiologicalMaslow’s
(1943) hierarchy. They concern physiological asp&dtliving: physical functioning of the
body and the changes to the body because of ssdisedts treatment. However, what is under
consideration in this study is psychosocial neeolsmotivation, Maslow’s focus. Maslow
recognises his lack of discussion around some tspépsychosocial support — for example,
emotional expression as above — but does suggesictais psychologically important if it
contributes directly to the satisfaction of baseeds” (np), Therefore, psychosocial needs
expressed within ‘practical’ and ‘disease’ contextsare (n=149) can be considered on the
basic level of the hierarchy of needs (Maslow 1%k3)hey contribute towards gratification of
physiological needs. Th@atients’ interactions within society needs observed in this study
— with the exception of those relating to problewigh existing relationships which were
supported with separate nursing time, see beloan-be located within thererequisites of
basic needsthey relate to patients being free to expressifiedves, communicate with others
and perceive a position within the ward group. #sware to seeplace of care provision
needs that could be considered within Maslow’s fahggical level, though the discussion over
where Flora should be cared for in the ward reduitem a change in her physical condition.
The majority of ‘place of care’ needs appear withiaslow’s next level of neeffsafety and
security’). They were observed being achieved through teegorce of people or things known
to provide comfort to patients. Or, in Teresa'secasere placated when they referred to
concerns about managing at home. Therefore, thenajerity of psychosocial needs observed

being expressed during this study fell into Mask®o lower levels of the hierarchy of need.

However, nurses’ education and literature, as medliin Chapters One and Two, suggest
psychosocial needs are ‘higher’ needs. The de&studies documenting how palliative care
nurses meet psychosocial needs may be becauss atgsaeeting ‘lower’ level needs and not

recognising the psychosocial prerequisites amotigste. This challenge in recognising
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psychosocial support contributes to the lack obakeand/or written reporting of these needs.
When patients are asked what needs are importédmeno it appears in-patients are looking for
support with the lower needs (Seymatral. 2003, Skilbeck and Payne 2003, Buckley and
Herth 2004, Cannaeré al. 2004). From the data in my study it would appéat tn-patients
look to ward nurses to meet the prerequisites gsjotogical needs, rather than higher levels
of needs. Concurrently ward nurses have the organigl challenges of providing equitable
care to a group of patients in the ward, thus itindp the opportunity for ‘being there’ (James
1992, Haraldsdottir 2006, Roche-Fahy and Dowlin@2@0which requires time that is not
available to nurses in a busy ward. This is nadap that ward nurses are unable to support
‘higher’ psychosocial needs — indeed supportintpese was occasionally observed during my
fieldwork - but that they often do not have timedm it within the other constraints of their
daily duties. Additionally, it may be the case tlsapport for some ‘higher’ level of needs
should be deferred to other members of the teamsd& points illustrate the disparity between
what nurses expect of themselves, what patientsotxpnd what can be offered within the
organisational constraints of a ward setting; dmetdfore, the challenge of providing and

identifying psychosocial support.

Psychosocial needs were usually expressed whamutises were interacting with patients for
other reasons, the contexts of care. As explaihedeathe psychosocial needs expressed during
this study mostly fell within Maslow’s (1943) phgtogical needs level, and some within safety
and security needs or as a prerequisite to eitheéhese. Some psychosocial needs were
observed that could be classified as ‘belongingi mgher level of Maslow’s hierarchy. On the
few occasions when ‘higher’ level (not physiologioa safety) needs were expressed four
outcomes were observed. One, the psychosocial needs ‘ducked’ (as with Camille
(registered nurse (RGN)) and Stuart). Two, the pggocial needs did not really belong to the

patients but were imagined to exist by the nurag®) the idea that Bruce and Andy would get
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support from a patient-patient relationship (sectol.1.4). Three, the nurses changed their
plans for their shift, sat down with patients tealiss their psychosocial needs (such as the two
examples with relationships needs, Annie (RGN) @adrie (section 5.1.1.1), and Chrissie
(RGN) and Helen (section 5.1.1.4)). Or finally, therses ‘deferred’ the psychosocial needs.
When nurses deferred the needs with the aim ofggbatk later themselves, they suggested
they were doing this because they were familiahhie patients. These nurses exhibited an
awareness that they can support ‘higher’ needadsd more time to do this, they also gave an
indication of the role of nurse-patient relatioqshin meeting Maslow’s ‘love and belonging’
needs and, in some cases, this was suggestedHe means by which nurse supported patients

to accept forthcoming death (Costello 2006).

Maslow’s (1943) theory has much potential for gaglihe provision and identification of
nurses’ psychosocial support. However, consideratiist be given to the patient’s current
health status and place of care and the organisdtomnstraints over the nurses’ interactions
with patients. My study suggests that ward patiesgsk support from their nurses with
Maslow’s ‘lower’ levels of needs, namely the “phylsigical” and “safety and security” needs.
Nurses need to be aware of this in order to re@@gwhen psychosocial support is in demand

and how to respond.

7.3 Limitations

Existing literature reports patient and nurse apision the psychosocial needs of palliative
care patients and how these psychosocial needwetreThis study sought to observe what
psychosocial needs were expressed in a hospice ammtdhow nurses supported them.
Observational research has many challenges, the dttention outlined below is paid to these,

rigorous results are achieved.
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As data were collected by one researcher, it wég possible to accurately record nurses’
immediateresponses to patients’ psychosocial needs, dlimigd time-periods. The focus,
aim and design of this study took cognisance ofithiged length of time for data collection. |
do not attempt to illustrate whether psychosoaigip®rt issuccessfulRather the aim of the
thesis is to give a comprehensive picture of wisgtposocial needs were expressed and how

this sample of nurses responded to them. This)\®val contribution to the evidence base.

As a participant observer role was taken, a majacern is the impact of the observer on nurse
and/or patient action. As discussed in sectiorl431great care was taken to prevent this. The
ten months spent naturalising myself into the wérd,covert recording of observations, and

lack of corrections to my recording of incidentsrir participants suggest | was successful at

minimising researcher impact.

Researcher bias is a particularly high risk in obestgonal studies. However, various steps were
taken to minimise this risk, including: using intews to verify what had been observed,

sharing records of data with participants; and sujppy qualitative data with quantitative

analyses to substantiate the findings. Similarty] am a registered palliative care specialist
nurse who was initially employed by the participgthospice to carry out this study, there is a
risk I may wish to paint a positive picture of whatserved. | was true to the research process
throughout and feel this thesis is testament tt thiaave reported a range of responses and

challenges that do not simply report the virtuethefcare offered by the nurses on the ward.

My links to the setting of the study could alscseaguestions about the nurses letting me see
the messy complexities of care. The nurses knemeothrough my previous employment by
the Hospice to facilitate a project educating dasee nurses on palliative care. During this
previous post | had occasional contact when edugaturses in the Hospice. There may be
concerns that the nurses would have felt threatbgede because of my previous senior role

in the Hospice, and that this could affect the ¢ateserved or make nurses reluctant to discuss
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care. This did not appear to happen. The nursesesk®ery open with me — sharing very
personal information and criticisms of the hospiaes | was with them — sharing my anxieties
of returning to working in a ward after five yeaatisence. The collaborative approach adopted
before, during, and after data collection gave mineses ownership of the study — they
contributed to planning the study and discussionalbof the key findings — enhancing their

trust in me, which was reflected in the high consate.

The methods chosen to answer my research quedtidhsr bolstered against the potential
observational limitations. Combining a wealth offelient data sets, sharing observation
recordings with participants, and focussing intewxg around the observed care ensured greater
rigour in this study. The different types of dateegented in this thesis may appear
disproportionate: there is substantially more oletosn and interview data than liaison data,
either verbal or written. The proportions displayedhe thesis do, however, reflect the data
collected across the study, through no fault ofrésearcher. Documentation was in fact the
easiest to collect, however, there was a dearntbpurting and documentation of psychosocial

needs, even of those that were dealt with.

It could be argued that the sample size was relgtismall. However, the sample size is
appropriate for either ethnographic or groundedmhesxploratory studies which aim to
identify areas for future research (Teddlie andh&&kori 2009). The sample is substantial
enough to examine patterns in the data which magiggest the presence or absence of
associations. These associations challenge sortiee @lonventional wisdom in the field and
pose new and more detailed questions about theenattpsychosocial needs and how they are
supported in this specialist setting. Throughoatfithdings chapters, data are clearly presented,

allowing the reader to verify my findings for theshges.

Data were collected for this study between Septer2b@4 and May 2005, therefore the data

are old. However, this is a novel study. It was firg study to explore nurses’ provision of
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psychosocial support in practice, using observatidata to explore the minutiae of how nurses
immediately respond to psychosocial support. A uaigiew of psychosocial nursing has been
provided and there is little evidence of practitesing changed since the data collection
occurred. Frequent and recent searches of resdatabhases confirm that this study has not

been replicated in palliative care.

Maslow’s (1943) hierarchy of needs theory has hessd as a theoretical framework in which
to locate this study. This theory is not a perfecFor example, Maslow admits himself that a
limitation of his study, and those drawing onstailack of consideration of the importance of
expression of emotions; one of the main categoakspsychosocial need. And little
consideration is given to death or dying, howewer anly reference made to this topic does
support my suggestions: people in near death atsidevert back to focussing in basic
physiological needs and “lose faith in their alabt’ (Frageret al. 1970). Equally important is
the fact that palliative care patients psychosaogdds are rarely about heading toward self-

actualisation, but about core needs.

This is a study of one hospice, and the findings #nerefore, not generalisable to other
specialist palliative care institutions (or to atheesalthcare settings). Indeed, they are not
definitive, even in the context of this one hospeethe sample is relatively small. However,
the purpose of this study was not to provide defi@ianswers. This study sought to explore
the conditions and constraints surrounding the esuiia this hospice ward’'s provision of

psychosocial support. The aim of adding to theasurpatchy understanding of nurses’ support

of psychosocial needs and identifying future afeasesearch has been achieved.

7.4 Reflexivity within this study
Reflexivity is a process that is considered to beital component of any research using

qualitative data (Creswell 2014, Gray 2014, Bryn2&12, Seale 1999, Maxwell 1996). A
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number of stances can be taken to reflexivity (WaolL988, Marcus 1994, Finlay 2002): from
simple reflection (‘benign introspection’), whereesearcher describes some of their thoughts;
to a set of complex processes (‘constitutive re¥igx), including the sharing of
psychoanalyses and the reinterpretation of paamntgp words in comparison to other
participants and the researchers’ beliefs. Thereowever, a fine balance between too little or
too much reflexivity: a fear of spending so mucheion reflexivity that the quality of research
suffers (Finlay 2002, Hammersley & Atkinson 199B)reflexive stances are considered as
being on a continuum (Woolgar 1988), the one | taatkin this study would be nearer the
‘constitutive reflexivity’ end but without such ‘dp’ analyses of my own ideas as
psychoanalyses. The reflexivity actions in my stwdgre focussed on four main issues:
researcher bias; the overall approach of the sttislyjmpact of researcher presence on the

research setting; and the methodology used, inofuitie interpretation of findings.

When | began this study | did have preconceivedsdebout palliative psychosocial nursing.
In an attempt to minimise the impact of these ota @dallection | reflected on, and recorded,
my biases, the context of the study, and my placthe research field, before starting data
collection (Creswell 2014, Robson 2002; Maxwell @9®Roseet al. 1995). The value of
comparing researcher’s ideas to existing literatareeflexivity is one way of recognising
biases. One of my examples of this is demonsttadéalv in the notes that | took whilst reading

Lawton’s (2000) study:

Lawton (2000) asks ‘how can patients “live untileyhdie” when they “bodily

degenerate (‘rot and die away’)”. The difficultypgople do ‘rot away’ physically and
this is shocking for everyone involved, especiéligey’re seeing this for the first time
(as Lawton was). But | can’'t agree that bodily detettion makes you no longer
yourself. At least while patients remain conscithey are living and life is maintained

through things like: respecting as individuals atbnships, meeting hopes and wishes
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of those close to them. Lawton’s views are dowmetonaivety with illness...or maybe
| just don’t want to face up to this reality. Maylmy beliefs are because I've worked in

palliative care so long.

Looking back on my initial reflections | can seattlhis study has altered my perceptions of
psychosocial support in hospice wards, which sugdesicceeded in putting aside some of my

biases.

The overall approach of the study required muclexefity. The study’s funding protocol
outlined that | was to observe ward nurses promisigpsychosocial support, | was not to study
other health care professionals or nurses workirtiga other areas of the hospice. This protocol

created challenges for me of methodological coimgta

* Being allowed to only study nurses working in tharey | was prevented from
utilising an aspect use of the grounded theory@ggr: theoretical sampling. Being
unable to include participants from elsewhere, evighin the hospice, prohibited my
opportunity to compare the types and contexts péipssocial needs between, even,
in-patient and day care patients. Comparison df gmoups in Lawton’s (2000) study,
a true ethnography, provided some interesting Intsignto hospice care, which are
missing from this study.

* | had to exclude evidence on the impact of multiginary working, a potentially
valuable resource in psychosocial support, whidibited follow-up of observed
psychosocial needs and gave the limitations ofaeex only immediate response to
needs.

* The post | was given was a research practitiorler e initial plans being that this
role had a care improvement component. This pks$ tis my relationships with the

nurse participants as it was initially construeéagmi-managerial role. | worked
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hard to persuade the nurses | would not be ‘rapptiack’ on their individual
working.

* My previous relationship with nurses, as an oceadiprovider of education, had a
potential to impact on data offered as the nursag mave thought | was ‘testing their
abilities’. This challenge was overcome in the savag as the previous point.

| kept a reflective diary throughout the study:nfrgtarting my post as a research nurse, until
all data analyses were concluded and the studyewnitp (see appendix 1 for an excerpt) and
reflected on data whilst transcribing it and cnegiinterview schedules (appendix 8a). | shared
these reflections with my research supervisorsveedormulated solutions to any problems.
Great care was taken to critically reflect upon aledument any impact | had during data
collection (Pleschberger 2011, Guba and Lincoln4]19Gray 2014). My observation and
interview transcripts are interspersed with reftatt on my action and how they appeared to
influence participants. For example, | recorded rdn@ occasions when nurses’ eye-contact
would drift from the patient to look at me: the se’s eye-movements suggested she was
checking whether | was watching her, therefore,dswmpacting on her actions. These
reflections were taken into account by comparing niarses’ actions at other times during

within-case analyses.

From an early time in the field | recognised my iatigs about my positioning within the field
—a common problem in observational research (&@dy) — which | recorded in my reflexive
diary. In a bid to be accepted in the field | lastk®nfidence in saying “no” to requests for me
to carry out duties outwith the boundaries | hadIdelt myself getting too ‘close’ to the field.
Sharing these feelings with my managers resultecannarrangement for ‘supervision
counselling’ — a technique used in a very simitadg by Copp (1999) — where | met with a
senior member of hospice staff and had the oppibytio de-bunk my concerns and find

techniques for drawing back from ward life.
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The other area where reflexivity is important i€isuring | was not letting my own ideas cloud
my interpretation of the findings. One method oindathis was my repeatedly going back and
forth between data and thoughts (Woolgar 1988).s Thias strengthened by my own
transcriptions of all data, sharing this data wvitike participants, and creation of individual
interview schedules for each interview which reielcmy thoughts. Similarly, presenting un-
edited data in this thesis validates my findingsa§G2014, Bryman 2012). These reflective

processes have been referred to in appropriat®ssdf the methodology/methods chapters.

7.5 Recommendations

The findings from this study are intertwined initheelevance for practice, education and
research. Their application in practice should x@ared by future research and the findings
of research and practice recommendations supptitedgh education. For the purpose of
discussion, the recommendations — some of whichlmeagiready be in practice in some areas

— are considered under separate headings but jplieadgbe across all areas.

7.5.1 Practice

Nurses should identify which psychosocial needseapeessed, within which contexts of care,
by their patient groups. This will allow for easiecognition of all psychosocial needs, whether
they are expressed as sole entities or hidden ashongtiple needs. The expected psychosocial
needs of each group of patients should take intowat whether they are *higher’ level needs
or prerequisites for ‘lower’ level needs (Maslow4BY. A list of perceived current psychosocial
needs could be created by care teams and adjhstedh reflection on care. My categorisation
of contexts of psychosocial needs could be usednasxample and/or starting point for

identifying psychosocial needs, especially in itigrat palliative care settings.

The organisational constraints of care settingsishibbe considered, in line with the needs as

above, to evaluate what psychosocial support cardeded and by whom. Nurses should be
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encouraged to expand their response repertoire wégrhosocial needs are expressed. They
should use more ‘dealing’ responses, but if theynoa then ‘deferring’ responses, when
psychosocial need expression is recognised andgemaents for alternative support made, are
the best alternative. This would benefit patiemdjvidual nurses and the organisation as a
whole: patients would have more psychosocial neettsowledged; nurses would feel less
guilt at failing in this aspect of care, as morggb®social support would ultimately be offered;

and a more psychosocially supportive culture waxidt.

This change in attitude to nurse-patient relatiggstshould occur alongside the changing
attitude towards a more patient - rather than tasé&ntred approach to care. The increased
recognition of type of psychosocial needs expredsedurses’ patient groups should be
formalised by their written and verbal reportingail® nursing records should reflect the
psychosocial support offered and more thorough detep of admission, initial assessment,
and care plan to reflect psychosocial needs shocddr. Nurses should make cognisance of
these needs during hand-overs and formally inclpdients’ psychosocial needs in the
organisational planning of nursing (Roche-Fahy Boavling 2009, Costello 2006). Doing so
will create a greater cycle of recognition of psysticial needs and offering of psychosocial

support.

All of the practice recommendations above shouldupported by reconsideration of where to

focus nurses’ training and education in psychosaaige.

7.5.2 Training and education

Nurses should be taught about psychosocial neatisugport from a more clinically oriented
perspective — including scenarios from practicather than the traditional method of focussing

on psychological and sociological theories. Greaxgioration and dissemination of the reality
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of how psychosocial needs are exhibited in prasimaild be carried out with the nurses during

education sessions.

Maslow’s (1943) hierarchy of need theory can bglawith particular emphasis on nursing in
practice in different clinical settings. Currerditring on the support of ‘higher’ needs should
continue, as they remain of vital importance thtoug nursing. However, much more
education on what the basic needs are and how tmesesychosocial is needed. Ideally
teaching about these basic psychosocial needs cshieulincluded within nurse education
settings on aetiology, management, etc., of smecdnditions, as well as a general overview

of psychosocial needs and their support.

Greater care could be taken in education when gxptathe importance of the nurse-patient
relationship. The idea of a continuum of interactlmetween nurse and patient, with initial
connection at one end and a relationship created ayeriod of time at the other, should be
discussed. The latter end is valuable but the foraneecessity for psychosocial support. It
should be made clear to nursing students and pragtnurses that familiarity is not necessary

to provide psychosocial care.

Education for AuxNs should include all of the ab@rel work on expanding their response
repertoire, especially the value of ‘deferring’ pesses. Similarly, an AuxN training course
should encourage AuxNs to share their knowledge fexperience when patients ask about
their diseases. AuxNs should be advised that treegisked these questions because the patients

trust them and value their responses.

The influence of workplace culture on psychosocak should also be shared and discussed
during education sessions. Balancing organisatissaks alongside the psychosocial needs of

patients is an, often unseen, challenge for nuiesbling nurses to identify and respond to
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these challenges can enhance the provision of psgchal support in palliative care settings

and elsewhere.

Ideally, education and practice recommendationailshbe combined to strengthen their
impact. Consequently, the impact of these adapisitan practice and education could be

explored through research.

7.5.3 Future research

A wide variety of research studies could be dewedom light of this study’s findings. The

future research | consider to be most desirabladiosing are introduced below.

Further observational studies are required to buplé greater picture of how patients express
psychosocial needs and how nurses respond to thenactice. Similar observational studies
— participant, audio, or visual recording — to thisdy would compare practice in similar —
including night duty — and differing clinical setgjs. Alternatively, the findings of this study
could use an interactional analysis system (Ekingtt al. 2012, Roter 2010, Sheldat al.
2009, Gray 2014, Bryman 2012) to carry out strieduobservation of which psychosocial
needs patients express. A schedule of potentialsh@entexts and supporting techniques (the
4Ds) could be predefined for an observer to reesrthey happen. The observer would begin
the shift observing hand-over and patient allocgtitereby collecting organisational data.
They would then move to a bay, where they listeoim number of interactions with the
schedule thus allowing rapid recording of whichghgsocial needs are expressed when and
how the nurse responds. The result would be a hggimaple of patients and psychosocial needs
which could then be compared to more data on [j@atit characteristics and organisational

issues.

Another key study would be to identify nurses whabibit a high dealer rate and carry out an

action research study of the impact of a reflegtraée-modelling. ‘Dealing’ nurses could be
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identified by discussions with unit managers anel mlurses. A brief period of participant
observation could verify whether the suggestedenoffers psychosocial support in practice.
These nurses could then be paired with less caontfidarses. Baseline recordings of the
‘learner’ nurses’ psychosocial abilities could bken via interview, de-brief sessions recorded
and subsequent interviews used to identify advanskaills. Participant observation of the
‘learner’ nurse could also provide data about tegchosocial support they offer before and

after working with the role-model.

To investigate outcomes of psychosocial supporemfagions of the same patient for longer
periods of time, or involving more researchers,|dadentify whether psychosocial needs are
met to patients’ satisfaction. This would be esplgci beneficial to explore deferred

psychosocial needs. Similarly, observing pairsaifgmts and nurses to allow comparison over
a number of interactions will develop an undersitiagaf interactional processes and the

impact of familiarity.

7.6 In conclusion

This study builds on a wealth of evidence reportiog/ nurses support the psychosocial needs
of palliative care patients. A pragmatist approamdmtred on participant-observations, gives
new insight into the realities of the psychosociekds expressed by hospice in-patients and
how nurses immediately respond to them within trestraints of nursing practice. This thesis
reports that the nurses regularly, but not consiisteoffered supportive responses to patients’
psychosocial needs. This study demonstrates fofittetime how nurses supportively use
‘deferring’ responses when the constraints of tjudis prevent their immediate ‘dealing’ with
psychosocial needs. A novel explanation of the derifies of psychosocial needs and how
they are addressed within the reality of nursingcpce is provided. Nurses — practitioners,

educators, and researchers — need to reconsidéersshaant by psychosocial support and take
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greater cognisance of the context in which psyctiabneeds are expressed in order to enhance

this important, achievable aspect of nursing care.

A number of the challenges faced by nurses in n@isogy, acknowledging and supporting
palliative care patients’ psychosocial needs wepdoged. It appears to have been accepted —
both in existing literature and this study — thatses should pay more attention to patients’
psychosocial needs and adjust their planned iméores in response to these psychosocial
needs. However, this ‘open’ approach to care doégalways happen. If nurses increase their
response repertoire to use more ‘deferring’, whegy tare unable to immediately deal with
patients’ psychosocial needs, patients should veceiore psychosocial support. Similarly,
identifying the psychosocial needs of patient geapd how these are expressed in individual

care settings can increase nurses’ provision aflpssocial support.
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Appendix 1: Excerpt from reflexive diary
11th January 2005:

Came onto the ward, unfortunately the people | HBen allocated to work with are the new
staff nurse and 2 auxiliaries who have not retuthed consent forms. | eventually plucked up
the courage to ask both of the auxiliaries, on@ght she had done-tl must check up that |
haven't got it wrong and allocate pseudonym ... ntea@check others missing and chase up
—the other said she’d found her consent form armishtet in her locker. Both are quite happy
to be involved in researchVVhy do | still not have confidence in this&as nervous about
asking them if they wanted to because | don't viagin to feel that I'm pushing it on theim.
clearly stated they could do it or not whateveytliked. Consent reassure&®o that’s OK, Ill
work with whichever of them is working with the @nsented patients’. Both seem quite alert
this morning though | haven't had a chance to spedakem as they’re having breakfast.

As soon as | came onto the wards they were playingical beds. It will be interesting to see
how the patients feel about this and | may ask atios in interviews todayAre they given
choice about moving and, if so, how much? Whatter@easons for moving patientae they
hiding dying like Lawton suggested or is it to maganisational need a la Haraldsdottir.

Team 1 is quieter this morning and this is caupiegple to be anxious to kind of get on with
work and | did ask Margo about this and she saés,yt's such a waste of time just waiting”.
But they’re respecting patients’ wishes by waitilMgist ask about this in interview and discuss
with [supervisors], seems like a dilemma betweettinge their work done and providing
psychosocial supporKeeps recurringEmerging concept€reate nodeWe were waiting for
the nurse in charge of the team to allocate patiard. It was a bit awkward because she’s not
so familiar with the study, however | just said tyshould allocate the patients’ as if I'm not
here and we’ll sort me out from there’. We decidguich patient | would work with first of all
and Margo went over to him and asked what he’dtkéo, giving him the choice of a shower
and everything. She’s away to set that up, but & still speaking to her as she walked away.
No longer putting him first, she’s gone into workd®a, lack of communication, respdde was
concerned about getting his nebulisesorted that out for him.

Margo and | were about to get Sam in the showemnvitieen asked if she could take another
patient to the shower and that was fine becausev&srgetting his nebuliser. However, this
seemed to knock Margo offiack of flexibility, so much for open approackand she is now
parading around the ward tidying things up and detefy avoiding the two other patients who
both looked uncomfortable after breakfast. She’dmjppear to think about going to ask them
if she could make them comfortable. So | didnnot get out of my being a nurse

However, she did ask Sam about whether he wanmgtkealchair to go through to the shower
roomseems to be meeting some psychosocial needs e chelieconcept, acceptance - but not
others. It does say in his care-plan that he neadbeelchair but I'm wondering why she asked
him? If she was doing that out of having not loo&edhether she was trying to find out more
about himlIt would be quite interesting to ask her about timathe interview.

Perhaps with the hassle and focus of getting tgedvith the moving of beds and things like
that | should be asking more specific questionsstaff about how they feel about the
organisation of care, the moving of beds and thielirement of patients’ in this, and vice versa.
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Appendix 2: Copy of local ethics research committee
approval letter

Mrs Hazel C. Hill
Research Nurse
Practitioner

Dear Mrs Hill,

Full title of study: An Ethnographic Exploration of Psychosocial Nursing in an In-
Patient Specialist Palliative Care Unit

REC reference number: 04150601114

Protocol number: Protocol Ref N/A

Thank you for your letter of 17 June 2004, responding to the Committee's request for
further information on the above research.

This information was considered by a Sub-Committee consisting of Dr Rob Elton (Vice-
Chair

-Statistician) and Mrs Laura Lee (Pharmacist Member).

Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for
the above research on the basis described in the application form, protocol and
supporting documentation.

The favourable opinion applies to the following research

site: Site: -
Principal Investigator: Mrs Hazel C. Hill

Conditions of approval

The favourable opinion is given provided that you comply with the conditions set out in the
attached document. You are advised to study the conditions carefully.

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:
Document Type:

Application Version: 3.0

Dated: 19/05/2004

Date Received: 19/05/2004

Document Type: Investigator

Ccv
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Appendix 3: Sampling Framework
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Sampling framework key

Post
AuxN= Auxiliary Nurse
RGN = Registered Nurse

Role
ic = in-charge of the team
tt = the nurse is working in their own team

ot = the nurse is working for the other team that day

Time

It is possible to split the day on the ward intfheaient times during which the patients or nurses
are most likely to be doing specific things. Thase outlined below:

1 06.30 - 08.00 Patients starting to wake. Persoara as required.
2 08.00 — 08.30 Breakfast. Medications.
3 08.30—-12.00 Personal care.
4 12.00 - 13.00 Lunch. Medications.
5 13.00 - 15.00 Rest period for patients. Liaigdocumentation. ‘General ward chores’.
6 15.00 - 17.15 Talking with patients and visitétsrsonal care. Liaison.
7 17.15-18.15 Dinner. Medications.
8 18.15 - 20.00 Talking with patients and visité?srsonal care.
9 20.00 - 23.00 Settling down for the night. SuppeErcumentation. Liaison.
10 | 23.00-06.30 Sleeping. Providing care as reduiGeneral ward chores’.
Diagnosis
Ca= Cancer

MND = Motor Neurone Disease
MS = Multiple Sclerosis
O = other

Familiarity

1c = First contact with Hospice

d/hc= attends day care and/or visited by Home CareISiso previous admission to Hospice
pa= has been admitted to Hospice on previous ocgasio

Care aim

ases= assessment of condition
resp=respite

rehab= rehabilitation;

sc = symptom control

tc = terminal care

241



Appendix 4. Patient information sheet
[on headed paper]

Hazel Hill
Researcher
Tel:

E-mail: hazel@

Exploring Psychological and Social Nursing in a
Hospice Ward

You are being invited to take part in a researadystwhich is taking place in the ward in ...

Hospice. Before you decide whether you wish te fadat, it is important for you to understand
why the research is being done, and what it wilblae. Please take time to read the following
information carefully, and discuss it with relatsydriends and the staff in the hospice if you
wish. Please ask myself, or a member of the hostad€ if there is anything that is not clear,
or if you would like more information. Take time decide whether, or not, you wish to take
part.

Thank you for reading this.

What is the purpose of this study?

Everyone has psychological and social needs. Tinesegs are very individual. The types of
psychological needs we have include how we feeltabungs, the thoughts we have, and
being able to express emotions. As well as beihg @ relate to the people that we are close
to (such as our family) in the ways that we wantstucial needs are about our interests, what
stimulates us and our surroundings.

Hospice care aims to look after not only your pbgksneeds, but also your psychological,
social, and spiritual needs. Healthcare staff haf@mation that suggests the best ways to
care for physical and spiritual needs, however nguieance is needed on the best ways to
look after your psychological and social needs.

This study aims to describe what nurses in the wardthen you have psychological or social
needs and how you feel about what they do abosetheeds. This will help to identify the
best ways of meeting psychological and social needs

The study will take place in the ward at ... hosmeer the next year.
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Why have | been chosen?

All patients in the ward who are able to discugsrtbare are being asked if they are willing to
be involved in this study. All of the nurses wargiin the ward are also being asked if they
are willing to be involved.

Do | have to take part?

It is up to you to decide whether, or not, to tpket. If you decide that you do not wish to take

part in this study your decision will not affecetetandard of care you receive in the hospice.
If you do decide to take part, you will be giverstimformation sheet to keep, and you will be

asked to sign a consent form (you will also gebpycof that to keep). If you decide to take

part you are free to change your mind and withdagany time, without giving a reason.

What will happen to me if | take part?

This study is based around observation of nursarg.c | am a qualified nurse and will be
working with the nurses on the ward. | am instandcognisable by my pale-blue, striped
uniform. | will be researching what the nursedaloyou when you have psychosocial needs
by working with the ward nurses. Therefore whetjaar are involved in the research depends
on whether | am working with the nurse that ismgifior you.

The care you receive will be the same whether Watim you or not. If during your episode of
care | notice a psychological or social need haeaythen | will remember this and carry on
finishing your care. After your care has finisHeddll write notes describing what happened.
| will then return to you and ask you to take paran interview.

The interview will take between 15 minutes and laalthour and will be talking to you about
what happened during your care. The interviews véltape-recorded. The interview will
then be typed out in full. You will be welcomeread the typed copy of the interview and
make comments. This will make sure that your vieawge been recorded accurately.

If someone close to you is also involved in theeganur permission will be sought to interview
him or her. (Therefore it would be useful for themread this information sheet.) | will also
be interviewing the nurses involved in the episofieare.

| will also look at the notes the nurses make cawing your care.

What are the possible benefits of taking part?

It is hoped that talking about your psychologiaad gocial needs will help hospice staff to find
acceptable ways of meeting these needs. Howdénecannot be guaranteed. The information
gained from this study may help staff to meet tegchological and social needs of future
patients better.

What are the possible disadvantages of taking part?

You may find talking about your psychological amtial needs, and how they are cared for,
stressful. If this distresses you, | may be ableéentify ways to help remove this distress.
Otherwise we will stop the interview, and, if yousty, | will arrange for a member of the care
team at ... Hospice, with whom you feel comfortabdehelp you with your needs.
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Will my taking part in this study be kept confidential?

All material (written notes, tapes, etc.) will begt strictly confidential, and securely locked
away, in a filing cabinet in my lockable office, @i not in use. Any information about you

will have your name and identifiable details renubge that you cannot be recognised. With
your agreement, quotations from the interview mayubed in the final report of this study.

Information about you will be stored under a diéier name; quotations will be shown using
the made-up name. Care will be taken that you aaoe identified in any way.

Once the study has been written up all materidllvéllocked in a box and stored in the locked
room where all hospice documentation is storederd years this box will be destroyed.

The staff in the hospice know that this resear¢hksg place and that you have been asked to
participate in it. They will not know if you denk to participate.

What will happen to the results of the research sidy?

This study will be written up for submission foMmasters degree at Stirling University. It is
hoped that the results of the study will be puldishfter the research is completed. Findings
from the study may be presented at healthcare mndes, and may be used for teaching
purposes.

You will not be identifiable in any way in thesesudts.

You will be welcome to copies of any publicatioetated to this study. Please let me know if
this is the case.

Who is organising and funding the research?

This study is being funded with monies that werawied specifically by ... Hospice to carry
out this research. The researcher is also tsipgorted by the University of Stirling.

Who has reviewed the study?
This study has been reviewed and approved by ..c&tfiResearch Committee.

Research Monitoring

It is important that research is carried out inlbest possible way, protecting your rights and
safety. To check that this happens the Health @azay ask someone who is not involved
with this study, but has research experience,dk & the data to ensure the research is of high
quality.

Thank you for reading this.  If you have any queries, or would like clarificat on any of
the above information, please do not hesitate twamd me. (My contact details are given on
the first page of this information sheet.) Altaimaly ask any member of the hospice staff to
contact me.

Hazel Hill,
Research Nurse Practitioner
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Appendix 5: Patient consent form
[on headed paper]

Exploring Psychological and Social

Hazel Hill Nursing in a Hospice Ward
Researcher

Tel:
E-mail: hazel@

Please initial box

| confirm that | have read and understand the médion sheet dated for the
above study and have had the opportunity to asg&tigunes.

| confirm that my participation is voluntary, arttht | am free to withdraw
at any time, without giving any reason. This waitlt affect my care or legal right

| agree to the researcher being a participantamiging my care in order to obser
it.

| agree that any words | say during interviews lsarused, anonymously, in the
presentation of this research.

| agree to interviews being tape-recorded

| agree to the researcher looking at the notestinges make concerning my carg

| agree to take part in the above study

| understand that any of the information recordeolut me as part of this
research study may be looked at by members offsteiff ... NHS Trust
Board as part of the routine monitoring of reseamgbrities. | give permission fg
these individuals to have access to my data.

Name Date Signature

Researcher Date Signature

All material (written notes, tapes, etc.) will begt strictly confidential, and securely locked
away, in a filing cabinet in my lockable office, & not in use. Once the study has been
written up all material will be locked in a box asired in the locked room where all hospice
documentation is stored. After 5 years this boklva destroyed.
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Appendix 6: Nurses information sheet
[on headed paper]

Hazel Hill
Research Nurse Practitioner
ext

E-mail: hazel@

Exploring Psychological and Social Nursing in a
Hospice Ward

You are being invited to take part in a researadystwhich is taking place in the ward in ...
Hospice. Before you decide whether you wish te fadt, it is important for you to understand
why the research is being done, and what it wilblae. Please take time to read the following
information. Please ask me if there is anythingihaot clear to you or if you would like more
information. Take time to decide whether, or iyot) wish to take part.

Thank you for reading this.

What is the purpose of this study?

Palliative care aims to look after the physicalygwlogical, social, and spiritual needs of
patients. The evidence base on palliative calimimlanced. The evidence into physical,
spiritual and organisational aspects of palliatiaee is reasonably extensive. However, there
is little evidence identifying what effective psydbgical and social care is.

Research into the psychosocial needs of patieststi@avn that patients prefer the psychosocial
climate of hospices to that of hospitals. Statembave also been made that:

“the adoption of the principles of palliative careall aspects of health care would greatly
improve satisfaction with health care provision”.

However, it is not clear what the “psychosociaiate of hospices” is, how it is produced and
maintained, or whether hospices truly meet the Ipssocial needs of patients. This research
hopes to begin finding the answers to these questio

The few studies that have looked at whether psyathalscare is provided for patients with
palliative care needs found that nurses find ifiaift to recognise when they are proving
psychosocial care. This lack of recognition exbatgs the difficulties nurses have describing
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how they provide psychosocial care. For theseoreakhave taken an observational approach
to this research.

The study will take place in the ward at ... hospeer the next year.

Why have | been invited to participate in this stug?

All nurses contracted by ... Hospice to work in therdvare being asked if they are willing to
participate in the study. All ward patients whe able to discuss their care are also being
asked if they are willing to be involved in thisidy.

Do | have to participate?

It is up to you to decide whether, or not to taketp If you do decide to take part please sign
the enclosed consent form and return it, sealéderenclosed envelope, either by post or into
the 'post-box' in the duty room in the ward. Béekeep this information sheet; | will also give
you a copy of the consent form to keep.

If you decide to take part you are free to chang# ynind and withdraw at any time, without
giving a reason.

What will happen if | take part?

| hope to work with as many nurses on the wardoasiple. Each time | am on the ward | will
select a nurse, who has consented to participatesistudy, to work with. If it is you | will
work alongside you providing care for the patigraa are working with on that shift.

If during an episode of care | notice a psycholabimr social need has arisen, then | will
remember this and carry on finishing that episddeace. After that care episode has finished
| will withdraw from the ward to write notes deduing what was observed.

Once the incident has been written up | will shbe/motes to you for comment and ask you to
take part in an informal interview. The interviewllwiake between 15 minutes and half an
hour, and will be about what happened during theoele of care. The interviews will be tape-
recorded. The interview will then be typed outul. You will be welcome to read the typed
copy of the interview and make comments. This mi#lke sure that your views have been
recorded accurately.

The patient will also be interviewed, as will anther nurse involved in the care that has
consented to participate in the study.

| will also look at nursing notes, and communicasicconcerning the episode of care i.e.
nursing handovers and the multi-disciplinary teaaetimgs.

What are the possible benefits of taking part?

Carrying out this research will help to ensure fratients’ psychosocial needs are cared for in
the most effective ways possible. Reflecting oreagpisodes may allow you to consider
additional, or alternative, ways of caring for yquatients’ current needs. It is hoped that
talking about the psychosocial care you provide elp you find ways of recognising your
skills and learning needs. Recognising your skvilsenable you to support your colleagues
and allow you to describe more clearly how you pe\psychosocial care. This will enhance
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psychosocial care throughout the hospice, as ydubei able to share your skills with
colleagues, new members of staff, and visitors.ny Aearning needs you identify can be
incorporated into your personal development plan.

What are the possible disadvantages of taking part?

You may find it disheartening to learn that you édearning needs around providing
psychosocial care. | will not be reporting theseds to anyone; | will try to help you to identify
ways of meeting these needs.

Will my taking part in this study be kept confidential?

All material (written notes, tapes, etc.) will begt strictly confidential, and securely locked
away, in a filing cabinet in my lockable office, i not in use. Any information about you
will have your name and identifiable details renubge that you cannot be recognised. With
your agreement, quotations from the interview mayubed in the final report of this study.
Information about you will be stored under a diéier name; quotations will be shown using
the made-up name. Care will be taken that you aaoe identified in any way.

Once the study has been written up all materidlbeilocked in a box, which only | can access,
and stored with the medical records. After 5 ydlaisbox will be destroyed.

All personnel in the hospice know that this reskasctaking place and that you have been
asked to participate in it. They will not knowyibu decline to participate.

What will happen to the results of the research sidy?

This study will be written up for submission foMmasters degree at Stirling University. It is
hoped that the results of the study will be puldishfter the research is completed. Findings
from the study may be presented at healthcare mndes, and may be used for teaching
purposes.

You will not be identifiable in any way in thesesudts.

You will be welcome to copies of any publicatioetated to this study. Please let me know if
this is the case.

Who is organising and funding the research?

This study is being funded with monies that werawied specifically by ... Hospice to carry
out this research. | am also being supportethéyniversity of Stirling.

Who has reviewed the study?
This study has been reviewed and approved by thghics of Research Committee.
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Research Monitoring

It is important that research is carried out in lblest possible way, protecting your rights and
safety. To check that this happens the Health Bozay ask someone who is not involved
with this study, but has research experience,dk & the data to ensure the research is of high

quality.

Thank you for reading this.  If you have any queries, or would like clarificat on any of
the above information, please do not hesitate twawd me. (My contact details are given on
the first page of this information sheet.)

Hazel Hill,
Research Nurse Practitioner.
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Appendix 7: Nurses’ consent form

Exploring Psychological
and Social Nursing in a
Hospice Ward

[on headed paper]

Hazel Hill
Research Nurse Practitioner
ext
E-mail: hazel@

Please initial box
| confirm that | have read, and understand, thermétion sheet for the above
study, and have had the opportunity to ask questbout it.

| confirm that my participation is voluntary, arttht | am free to withdraw
at any time, without giving any reason. This witt @ffect my rights.

| agree to the researcher participating in the tarevide, in order to observe it.

| agree that any words | say during interviews lsamused, anonymously, in the
presentation of this research.

| agree to the interviews being tape-recorded.

| agree to the researcher looking at my documeamtati nursing care.

| agree to take part in the above study.

| understand that any of the information recordeolud me as part of this research
study may be looked at by members of staff from HSNTrust

Board as part of the routine monitoring of resegmabrities. | give permission
for these individuals to have access to my data.

Name Date Signature

Researcher Date Signature

Please return this form, sealed in the enclosedlepg, either by post or by placing it in the
'post-box’ in the duty room in the ward.

All material (written notes, tapes, etc.) will begt strictly confidential, and securely locked
away, in a filing cabinet in my lockable office, & not in use. Once the study has been
written up all material will be locked in a box asired in the locked room where all hospice
documentation is stored. After 5 years this boklva destroyed.
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Appendix 8a: Excerpt of NVivo coding of one case

Description & My Thoughts

Working with patient who is having problems with bowels. “It’s all this food that’s doing it.
I think I should just stop eating.” The murse res porded with “no, you shouldn’t stop eating ™,
insuch away that she conveyed caning and concem (by the tone of her voice and the pace
with which she said it), and appeared to be suggesting that although she could see thewe was
wasoring behind hum feeling this woald help him, she could see other reasons why it was
iportart for him to keep eating. Was there reasons behind her not sqying wove than thas,
and if so what weve they ? Value or hindrance of giving information; letting him come up
with the solution; didn 't know what to sqy; couldn 't be bothered. Nurses avare of things
and exp ecting patients to b e on the samewavelength, b ut they aren’t so the imphcations
et missed. He repeated his thought about not warting to eat and she replied again inthe
same way. This convers ation then stopped.

Lateroninthe cawe episode the physiowas also working withus, and the patient againsaid
about stopping eating (I can’tremember if he or the physio instigated this conversation as she
was exploxing whether his swallowing was affecting his chest). The physio resporded by
saying “‘Whatwould be better for youwaonld be to have smaller meals more often and too take
smaller mouthfuls”. The patient didn’t conunert about that idea. How did ke feel about this
advice ? Does he think Canzlle could/s hould've given him this advice ?

Even later in the episode of care the reurclogical clinical rrse s pecialist came inwith the
physio (at this point the patient was lying naked, covered only in a sheet, ard was half’
shaven). Theybothstood at the other side of the bed fiom me and the marse stood inthe
backgound. I can’t remember for definite, but I think the maxse had stepped back from the
bed as they came in. I took one step back but still stayed wasonably near the patient. The
CNS asked some poigrant ques tions which lead up to talking about going home, the patient
said “but that’s in the futare and I'mnot ready to talk aboutthat yet”, he’d previously
nentioned “when'mupwallang™. At this ponae there were Tmowing” looks between the
physio. (NS and myself —is thas patient in demial or does he kmow the full extent of his
disease and just doesn 't want to discuss it Aftex interview — Or is he justfocussing on the
here and now I wouldn 't have thought this before the interview. — How dd Canulle & patient
Jeel about this interaction? What ave the patient’s thoughts about whether Canuile should
have been involved in tias intevaction? Camille was excluded maybe partly by wp preserce,
but even if Thadn 't been the one stavding by the bed would she have been more involved? I
Jeel she would sall have been excluded and this should really be a key part of her supporting
the patient.

During the care Canulle was called aw ay to hand-over about the patierts to the doctors. Fow
does this gffect cave ? How does Canuile & patient feel about thais ?

Laterin the monung the patient’s wife and sonmetwith the doctox, corsultart, physio and
CNS . I'wasn’t sure whether the patient knew about this meeting orwhetherw ad rursing
staff had been asked to attend. Jt s unethical 20t too tell lam (as the patient pointed out to me
about information in gereral qfier the interview) and he shoulid ve been included in this
»eeting or at least asked {f warted to. How does Canuile feel about this?
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Appendix 8b: An example of an Nvivo memo comparing
concepts between cases

/

NVivo revision 2.0.161 Lice nsee: Hazel Hill

Project: PhD User: Administrator Date: 06/12/2005 -12:18:22
y 4

DOCUMENT TEXT REPORT /

Document: information-Memo - Mo b </ St
Created: 28/11/2005 - 15:12:50 g g
Modified: 01/12/2005 - 11:16:06 4 ’
Document Text: /
&1
16/11/05 - 16:00:52 /
Millie initially suggests nurses, or at least she herself, need information about a patient to be able to carry out
psychosocial care, feeling it is better “not to say anything” than get it “wrong”, and uses a lack of this as an
excuse not to provide it. However Millie then shows this not to be the case when talking about the other patient
(2.9.21-24). /

( ) Assumptions can be made about the amount of information patients have or need, by nurses and families ## [27 .
" /
18/11/05 - 09:44:48 4 R
=) Patients do not have an expectation of nurses to have all information they need & [31, but nursés should be able

to identify information needs and offer a source to meet these.

/
01/12/05 - 10:29:51 4

Information is gained from documentation and Iiaig/én,‘ [4], but can also be gained directly fromthe person with
whom the communication is taking place, if correct communication is used, gaining information from the latter
source minimises assumptions. /

Patients will ask for the information they des'i}e, if they are given the opportunity and the time is right (my
= thoughts from what was said in C2(7.9-14)/

However, Jimmy has many infomxation/xfeeds that the nurses are not meeting, he hints about his queries about
how much food to eat, but these hints'are not dealt with according to Jimmy’s desire and he makes no attempt to
further elaborate on them; whereas Ralph feels his, and his wife’s, information needs have been well met by the
hospice staff (as were Sam’s, despite me witnessing an opportunity for this being blocked), much more so than in
hospitals, and relates this to ‘sitting down with the staffand talking to them’.

»

Jimmy knows that different p;éfessionals have different ideas, views, information about subjects, but feels they
should come to agreement about how these relate to himand come to him with the consensus view, instead of
giving the different views to him.

Information needs of patients vary, both between patients and over time, there is little evidence of nurses
|, assessing this and evén when they are told of a patient’s information needs this is ignored and not made explicit
in either liaison or documentation.

7

Assumptions can ‘be made about the amount of information patients have or need, and that the information given

has been undefétood and taken on board, by nurses and families» [5].
s

Information giving should be an inherent component of care rather than a planned, arranged progress report; this
reassures 4 patient and gives them confidence.

/
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Nurses decide what they feel a patient’s information need should be rather than finding out what each individual

patient wants’ [6].

Nurses are aware of the value of information giving, but do not always do this, they do for a patient instead, in
times of trauma the latter is appreciated% [7].

A challenge exists between information giving and maintaining privacy for patients in a Bay - psychosocial needs
can clash, how is it decided which takes priority? /

[1]
[2]
[3]
[4]

[51
[6]
[71

Node: /I~E Continuum/information
Node: /I~E Continuum/Assumptions
Document:  Interaction3 /

Node: /Organisational/Liaison

Node: /Organisational/Documentation
Node: /I~E Continuum/Assumptions
Node: /Control/prioritising

Document: Interaction8
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Appendix 8c: NVivo diagrammatic representation of he
concepts that emerged in the study
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Appendix 9: Hill et al. (2014)

Hill, H.C., Paley, J. and Forbat, L. (2014) Obséorss of professional-patient relationships: a
mixed methods study exploring whether familiarisyd condition for nurses provision of
psychosocial support. Palliative Medicine, 28 (8), 256-263.

Abstract

Background: There is a popular belief that the professionailepa relationship is a
prerequisite in the provision of psychosocial suppgstudies suggest that professionals must
know, or be familiar with, a patient in order tdeztively provide psychosocial support.

Aim: To examine the association between familiarity Hredprovision of psychosocial care
by professionals.

Design: A mixed method study involving participant obseiwa, interviews, organisational,
and documentary analysis was conducted over eighthm in an inpatient hospice setting.

Participants: 38 nurses (registered and auxiliary) and 47 patierere included in a maximum
variation sampling strategy. Data was analysed gusioth qualitative and quantitative
techniques.

Results: The data disconfirms the belief that familiarisy @ither a necessary or sufficient
condition for the provision of psychosocial suppdurses familiar with patients did not
necessarily respond to patients’ psychosocial neetbsnurses with no prior contact with the
patient immediately dealt with psychosocial needs.

Conclusion: Psychosocial support can be provided on a pasidingt contact with a clinician
and does not rely on building a professional-patielationship. This suggests that high quality
psychosocial care can be provided in the shortftanee available to palliative care clinicians.
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Introduction

There is a global agreement that psychosocial isasemajor focus of palliative care* It
encompasses a wide range of highly specific clinntarventions, from treatments addressing
diagnosed conditions (such as depression and ghxiethe provision of routine suppdrf.
Psychosocial support should be provided on a duibis and address a range of nééds,
including quality of life, emotional wellbeing, €4y, and a sense of hope.

The question is: what conditions are required fomg this? One popular view is that
professional-patient relationships are prerequsitethe provision of psychosocial suppdrt.
22 But is this true? Studies referring to the impocgof relationships are largely based on self-
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report18-1923-24 \yery little research has tried to determine whetpeofessional-patient
relationships really are a condition of psychoslozzae.

This study explored the provision of psychosoadigdmort by nurses in a hospice, with the aim
of determining whether being familiar with a patiena necessary or a sufficient condition for
the provision of psychosocial support in palliatoage.

Methods

Observational research has provided important simto palliative???4?8and into nursing
practice?®32 A mixed methods*3-36¢ study, largely based on participant observatio®)(P
supported by interviews, nursing documentationtigpant demographics, and information
on nurse-patient allocation, was conducted fromeeper 2004 until May 2005, in a Scottish
inpatient hospice.

Participant observation was carried out by an egpeed, registered palliative care nurse
(working as a supernumerary member of the team), vdtame familiar with ward practices
prior to data collection in order to minimise resé@r impact and allow unobtrusive
observational data collectidfi*! According to Gold's*? classic taxonomy, the researcher
adopted the role of participant-as-observer.

Using a mixed methods approach, where qualitatiecmantitative data were collected using
a concurrent-identical sampling desiyjallowed a more robust exploratioh psychosocial
support. Strong conceptual consistefieyas gained by using quantitative data and anatgses
objectively define and strengthen qualitative firgs.

Ethics

Ethical approval was given by the Local Researd¢hcEBtCommittee (04/S0604/14), and the
Research & Development Office. Data presented is flaper are anonymised, and
pseudonyms applied, to preserve confidentiality.

Nurse participants knew the researcher prior to shuely as a member of the hospice’s
education team, and were involved in discussioosrat the design of the study. Information
sheets were distributed to all registered and muyihurses working on the ward and 38 (88%)
completed written consent forms.

The researcher discussed the study with all pati€&#tients who were cognitively intact, and
not considered to be in the last few days of liere given information sheets outlining the
research, encouraged to discuss these with tlggifisant others and given a minimum of 24
hours to consider whether to participate. 47 p&si€¢é7.5% of those eligible) gave written
consent.

Verbal verification of continued consent was sougjtgach phase of the study. The researcher
wore a different uniform from other ward staff aseaninder of her PO role. In line with her
nursing*3 code of practice, if a patient required assistarf@ nurse, the researcher provided
this if no other nurse was available: patients =testly received the same care as any other
nurse on the ward would provide. Patients wererméa if an interaction was recorded for
research purposes, and given the opportunity tbidratv consent; this offer was never
accepted.
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Sampling and Data collection

Nurses were observed at various times througheurt dlay duty on the ward. Observations of

nurses with different roles, caring for patientshwdifferent characteristics, occurred at

different times (see table 1). Observed incideotsstituted a large convenience sample, but
with a high degree of variefy:3841

Nurses were selected from the duty rota. The setectf a nurse was determined by their
availability for interview, in order to minimise call bias. The researcher assisted the nurse
with patient care. If a consenting patient exprésspsychosocial need, as defined by Thomas
et al%they became part of the study sample.

Table 1: Participant Characteristics

Patient Nurse
Characteristics Characteristics
(n=38):
(n=47):
Age Range: 38-91 years Age Range: 22-59 years
Mean: 65.1 years Mean: 44.47 years
Sex Male: 19 (40.4%) Sex Male: 0 (0%)
Female: 28 (59.6%) Female: 38 (100%)
Average days Range: 1-221 days Role RGN: 23 (60.5%)
spent in hospice -
Mean: 31.7 days Auxiliary Nurse: 15 (39.5%
at time of
observation
Care aim Assessment: 5 (10.6%) Education in| None: 5 (13.2%)
o psychosocial
Rehabilitation: 2 (4.3%) care Study day: 5 (13.2%)
Respite: 9 (19.1%) Short course: 11 (28.9%)
Symptom Control: 20 (42.69 Module: 17 (44.7%)

Terminal Care: 11 (23.4%)

Diagnosis Cancer: 39 (83%) Years of| Range: 0.5-19 years
) palliative care
Neurological: 8 (17%) experience Mean: 8.7

At each appropriate opportunity, observations wexeorded digitally, and immediately
following completion of these episodes of care tégearcher withdrew from the ward to
transcribe the data. Subsequent semi-structuredviatvs of patients and nurses were based
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on the corresponding observations, and incorporaedes arising from ongoing data
analysist+-47

Patients were invited to describe their experievichne nurse’s response, while nurses were
asked to describe their understanding of what haggheand explain any constraints and
influencing factors. Documentation and meetings diistrated nurses’ perceptions of the

support provided. Demographics and organisatioeabnds permitted the exploration of

possibly associated variables.

Data collection stopped once the data and anajyeekiced rigorous findings.

Analysis

The following expressions are used as technicalder

* ‘Episode of care’ — a clinically defined periodtohe when a consenting nurse worked
with a consenting patient to provide a specificeaspf care.

 'Case’ — all data relevant to one episode of careservation notes, interview
transcripts, copies of clinical documents, recatsieetings.

* ‘Encounter’ — one nurse’s response to one psyclialsoeed expressed by one patient.
Typically, there would be several encounters irhesgmsode.

Descriptive analysi4’ was used from the beginning of data collectiorthwiach case being
entered into an NVivo electronic qualitative anaysoftware project. Cases were analysed to
identify key concepts which were compared to gdeepaopositions. For example, whether
familiarity was a necessary condition for the psos of psychosocial support was explored
by determining how the nurse responded to the m&igosychosocial need (dependent
variable, ‘response’) and whether the nurse wasiliEamwith the patient concerned
(independent variable, ‘familiarity’). ‘Familiaritywas defined as whether the nurse had
worked with the patient before.

Following the completion of data collection, vatedwere entered into an SPSS project and
Chi? tested in order to determine whether variablesh s1$ the nurses’ experience or working
hours, had an association with ‘response’ andltavadtatistical verification of the qualitative
findings, for example comparing familiarity to resyse.

Findings

Patients expressed psychosocial needs in 25 aitberved episodes of care (which lasted on
average 90 minutes); 227 encounters were identiNenises were identified as immediately
responding in one of four ways: attempting to dedh the need at the time (‘dealing’);
postponing dealing with the need (‘deferring’); pesding to another need (‘diverting’); or
failing to acknowledge a need had been expresgedking’). For the purposes of this paper,
the dependent variable ‘response’ was treateddmutimous, its values being ‘dealing’ and
‘not dealing’. 104 (45.8%) of the encounters wdessified as ‘dealing’; the remaining 123
were classified as ‘not dealing'.

Consistent with the literature, 37 of the 38 pgvating nurses claimed that their response to a
patient’s psychosocial needs was contingent on lvenghey were familiar with the patient.
Familiarity was reported as facilitating psychosbsupport, its absence as hindering.
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However, the data showed that familiarity was rezilinecessary nor a sufficient condition of
a ‘dealing’ response. Responses to the 206 enasuntehich level of familiarity (determined
from the duty rota and daily patient allocationeshi@as known are shown in tablex2<£0.001,
df=1, p=0.982). The likelihood of ‘dealing’ appedine same whether the nurses were familiar
with the patients or not.

Table 2: Cross-tabulation of Dealing, or not, agaFamiliarity

Had the nurse workedDealt with the need Did not deal with the
with the patient before? at the time need at that time
total
Yes 76 82 158
No 23 25 48
total 99 107 206

The ‘familiar’ nurses dealt with the need 48% of time (95% confidence interval: 40-56),
and this figure (48%) was exactly the same for ‘thdamiliar’ nurses (95% confidence
interval: 33—63). The relative risk of dealing witte patient’s need, conditional on familiarity,
is therefore 1.007 (95% confidence interval: 0.52823).

The analysis is complicated by the fact that sdverscounters comprised identical
nurse/patient pairs, with nurses participating mexdian of 5 encounters (range:

1-17) and patients in a median of 3 (range: 1-I%¢. analysis was repeated with a separate
SPSS file containing only one randomly selectedngta of each nurse/patient pairing.
Similar results to those in Table 2 were obtaingd< 0.022, df = 1, p = 0.881), confirming
the lack of association between familiarity and ‘tfealing’ response.

Importance of familiarity

Nurses accounted for the ‘dealing’ response byriteg that it was possible, or easier, if they
already knew, or had a relationship with, the patie

“I find it really difficult talking about these issues [dying], but it’s easier now because | know him.”
Alexa (registered nurse)

“If you've washed them a couple of times you tend to know. Looking at their eyes, you know
they’re wanting to speak.” Celia (auxiliary nurse)

Equally, nurses explained that it was difficultjmpossible, to deal with patients’ psychosocial
needs (PPNSs) if they were not familiar with them:

“Normally ... I'm just trying to build up a rapport, initially, with that individual patient, because

sometimes if it’s someone you haven’t worked with before they’re very reluctant to go into
anything in-depth because they don’t know you as well.” Evie (registered nurse)
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“Flora [a patient] was quite blasé about it [her first attempt at discussing her hastening death] and
| wasn’t sure if she was a bit tongue in check, although I’'m sure there was a lot in it ... but again
that’s when you don’t know if that’s their personality. Whereas, when you get to know them you
know, maybe, that some of them will joke about dying ... although they are serious, they are
laughing about it ...” Millie (registered nurse)

Although this was the account offered by nursesndunterviews, the observational data did
not confirm it. Familiarity was not a sufficientrdition of ‘dealing’.

For example, even when the nurse was familiar wigfatient, she might stilil to deal with

the PPNs. One patient, Stuart, had only recentin lmBagnosed with his condition. He was
struggling to come to terms with his illness, aratl hmade it clear that one of his coping
mechanisms was not to discuss his illness. Canailtegistered nurse, had looked after Stuart
on many occasions before | observed them togeS8ter.felt she knew Stuart well and was
aware of his wishes:

“Doctors had spoken to his family yesterday ... but they said they’re “not discussing it [his

”

condition], because Stuart doesn’t want to discuss it”.” Camille (registered nurse)

However, while we were washing Stuart, two othemiers of staff — who were not ward
nurses but had been asked to assess Stuart’s taming of his illness — came into the room:

Halfway through bed-bathing Stuart, two other members of staff came into the room. As they
came in, Camille stepped back from the bed into the corner of the room; she stayed there
throughout their conversation. One of them asked some poignant questions about how much
Stuart knew about his illness and tried to talk about what might happen to him. Stuart said: “But
that’s in the future and I’'m not ready to talk about that yet.” At which point the staff member
looked across at Camille [as if to offer her the chance to participate in the conversation]. Camille
said and did nothing. (Observation notes).

If the claim that familiarity prompts nurses to te@h PPNs, then Camille’s familiarity with
Stuart should have encouraged her to advocaterfob informing the other staff members
that Stuart had expressed the wish not to disasg#ifess. Instead, she ‘ducked’.

Familiarity as a barrier to psychosocial support

It would appear, then, that familiarity does noagantee that nurses deal with PPNs. It does
not appear to besafficient conditiorof the ‘dealing’ response. Indeed, familiarity @atually
inhibit the ‘dealing’ response.

Being overly familiar with patient preferences ¢aninstrumental in a nurse ‘blocking’ PPNs.
When nurses know a patient well, they learn howpidwgent prefers to do things, which can
result in nurses doing things for patients withasking them. Thigan be helpful, but the
nurses’ assumptions can hinder psychosocial support

This happened when Beatrice, a registered nurse,hekping Ralph out of bed. Ralph had
been admitted for assessment of his mobility bexhis condition had deteriorated. Because
this was Ralph’s fifth admission to the ward, theses were familiar with how he normally
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transferred from bed to wheelchair. However, it wagnown whether he would be able to
transfer in his usual way, and assessing this masitant:

Beatrice asked Ralph how he “liked to do things”. As she was asking, she lifted up the banana
board [a mobility aid] towards him and he said, “Oh, here we go again! People always do this
before | tell them.” His condition has changed since his previous admission. His deterioration in
mobility is one of the main reasons for admission, and a main aim of his care is to assess, and, if
possible, rehabilitate this. Ralph guided us in how he wanted to move, and managed with no more
assistance than on his previous admission. Once he was up in the wheelchair he asked for his foot-
rests. Beatrice tried to put these on for him. | could see Ralph was not only trying to do this
himself, but that it would be easier that he did this and Beatrice lifted his legs, as he was
requesting. (Observation notes)

Beatrice’s familiarity with Ralph resulted in haeutamatic insertion of the banana board and
wheelchair foot-rests. On previous occasions theslds have made Ralph’s transfer faster.
However, on this occasion, it prevented Ralph frdistcovering whether he could transfer
independently:

“l wanted to ask you about when Beatrice was getting you up the other day and | was wondering
about ... how we work with patients’ independence.” Hazel

“One of the reasons for my admission was to find out how independent | am still, because of the
changes in my balance, and ... obviously there’s been a deterioration in my condition. So, one of
the reasons for the admission this time was ... for assessment ... to find my balance, to know
where the limits are ... and what | can and can’t do.” Ralph

Beatrice did not meet Ralph’s psychosocial needhidependence and for an understanding of
his changing condition. Familiarity can lead theseuto make unwarranted assumptions,
failing to recognise the patient's changing nedtlsreby blocking rather than facilitating
psychosocial support.

Psychosocial support without familiarity

In contrast, nurses might hame familiarity with a patient, but still deal immedgdy with
psychosocial needs. Consequently, familiarity is amoecessary conditioof the ‘dealing’
response.

This was most strongly evidenced when nurses hakhowledge of the patient. They were
often observed dealing with PPNs when working vétlpatient for the first time, having
received little information about that patient.

For example, after receiving only cursory inforroatat handover, Chrissie, a registered nurse,
explained her desire to work with Helen:

“I spent a lot of time with Helen yesterday [while admitting her to the ward; Helen’s first contact
with the Hospice] discussing her difficulties with her families, how difficult it was to cope with her
increasing dependence, and her fears of dying. | want to see if she wishes to continue discussing
these today.” Chrissie
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Helen had told Chrissie: ‘it was so good to be ablshare things that she had been keeping
closed in for a long time.” Chrissie said more altbis conversation during her interview:

“I never asked her any questions about her admission; it was really all about the reasons why she
came in, her anxieties, and her fears for other peoples’ futures. It’s almost as if she’s been ready to
talk. Ithink it would have happened anyway, but yesterday she was talking [about] her son, and
things like that, | actually can really empathise with her and | was actually able to share that with
her. You could see her opening up and becoming so comfortable with telling me that.” Chrissie

Helen’s openness with Chrissie could not have lkento familiarity, as her concerns were
being voiced for the first time, and Chrissie areldth had never met before. This suggests that
nurses can enable patients to express psychoseeds in the absence of familiarity, and that
these needs can be immediately dealt with.

The question arises as to what nurses do to eilthis openness.

In the encounters in which the nurse had no prevemntact with the patient, but dealt with
the PPNs nevertheless, inter-personal skills weee to encourage the patient to express their
needs openly. Sybil, an auxiliary nurse, did thisabking patients about themselves:

“They’ll tell you about the characters in their family, they’ll give you a wee smile ... there’s
something funny about that, or maybe a quirk about that person. | think it helps me as a nurse to
get to know the patient. It puts you at your ease with the person, and if you’re comfortable, it
makes it more comfortable for the patient, | think. If you feel awkward with them, well, they’re not
going to feel comfortable with you.” Sybil

Sybil had stated that she ‘needed to be famili#in @ipatient in order to provide psychosocial
support’; however, she was observed dealing witi?Regardless of whether she had worked
with the patient concerned before. What Sybil did her first contact with patients, was ask
them about themselves and their lives, therebyifogran interpersonal connection.

Similarly, it was suggested by some nurses that¢bald feel familiar enough with the patient
to provide psychosocial support from informatiomga from colleagues or documentation.

“When | know that people have had significant conversations with other people, that I’'m maybe
not the first person to explore something quite sad or upsetting with them ... I've heard that’s the
way they cope, and that’s their way of communicating. | feel comfortable then to go in; it’s less
risky for me.” Annie (registered nurse)

In this statement, Annie suggests that, becausbaahbeard from colleagues that patients are
willing to discuss emotionally painful issues, shenore likely to respond to their psychosocial
needs.
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The impact of nurses’ attributes on their immediateresponse to
psychosocial needs

It is tempting to assume that nurses’ individu#lilaites enable them to provide immediate
psychosocial support, that an immediate ‘dealirggponse is mediated by experience,
education, or something of that sort. However, was not found to be the case.

Statistical analyses suggest that variations irsegsirresponses were rarely associated with
individual characteristics. For example, neithdliative care experience (table 8?=2.079,
df=3, p=0.556), nurses’ education (tablex4=5.312, df=3, p=0.15), nor whether the nurse
was working in the team to which she is normallgcited (table 4x?=5.482, df=3, p=0.14),
appeared to have any association with whether psgdal needs were immediately dealt with
or not.

Table 3: Cross-tabulation of dealing, or not, agatotal palliative care experience

Total Palliative Care Experience (years) Total
g"(;"egl?rf‘;z? r‘]’(‘;treSponses <4 47 | 710 | 10-17 | 17-19
Not dealing 16 21 26 21 18 102
Dealing 22 13 19 20 16 90
Total 38 34 45 41 34 192

Table 4: Dealing or not dealing: Encounters byeekbf psychosocial education and whether
the nurse was working in their “own” team

Extent of Psychosocial Education Nurses’ Role Within Team
gforrggpl)r(])?goeg to None Sél;(;y CSohuorrste Module | Total Bank _?ég?:l _I(_)e V;rrln Cf:grge Total
dealing or not
Not dealing 4 7 22 70 103 13 3 49 55 120
Dealing 9 7 28 51 95 5 3 56 39 103
Total 13 14 50 121 198 18 6 105 94 223

Some individual factors did appear to affect thesals response to PPNs. One was the number
of shifts worked per week (tableyg=11.568, df=1, p=0.001). Nurses working a largenbar

of shifts were more likely to ‘deal’. Another wasetnurses’ qualification (table %=6.069,
df=1, p=0.014). Surprisingly, perhaps, auxiliaryrses were more likely to ‘deal’ than
registered nurses.
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Table 5: Cross-tabulation of dealing, or not, agl#hifts contracted to work per week

Combination of responses tq.,.

dealing or not Bhifts Contracted to Work per Week
3 orless 3.5-5 Total

Not dealing 78 42 120

Dealing 44 60 104

Total 122 102 224

Table 6: Cross-tabulation of dealing, or not, agathe role of the nurse

(Cj:é);rlligg]gtrlonr;t of responses fo Role of Nurse

RGN Auxiliary Total
Not dealing 96 24 120
Dealing 68 36 104
Total 164 60 224

Discussion

These data challenge the suggestion that famyliavith patients is either a necessary or
sufficient condition for providing psychosocial ggot. Nursesdealt with the psychosocial
needs of patients with whom they weaid familiar, andfailed to dealvith the needs of patients
with whom theywerefamiliar. Nevertheless, the nurses continued t® faimiliarity (or lack

of it) as the reason for their response. Arguathlg, idea that ‘familiarity’ is a basis for the
provision of psychosocial support is a myth. Thetohic about the importance of building a
relationship with a patierit-22in order to provide psychosocial support could banaloned.
Psychosocial support has been observed to be egrahitcomponent of clinical care in areas
where relationship building and attaining familigriare not possibl&®, and additional
observational research has shown that relationsingsot central to the provision of nursing
carel®

Previous studied*1519-21 syggest that clinicians use interpersonal skilssh as making
themselves available to patients and communicaiemly about patient’s priorities, to create
familiarity and build professional-patient relatgdmps. In this study, nurses reported using
interpersonal skills to acquire familiarity; howeyéhe observational data shows that the
relationship-building stage can be bypassed. Baitgntive to patients when psychosocial
needs are expressed enables provision of immeguligtahosocial suppoftl*

Despite general agreement that psychosocial suppottld be an intrinsic component of the
care offered by all practitionet4 there is little empirical research into how thigpens. Using
observational data permitted an analysis of hovgesiactually respond to PPNs, providing a
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more reliable and robust alternative to understamdine provision of psychosocial support
than the more common strategy of eliciting of indilals’ perception®

Limitations

Participant observation by one researcher poingssignificant limitation of this study. It was
only possible to accurately record nurgeshediataesponses to PPNs. It is unknown whether
needs not dealt with were followed up later. It vilapractical to observe night shifts as it
would have been difficult to complete interviewsaasuitable time following the episode of
care.

Researcher bias is a particularly high risk in obstgonal studies. However, various steps were
taken to minimise this risk, including: combiningiadjtative and quantitative data to
substantiate the findings; using interviews to fyewhat had been observed; spending time
working as a nurse on the ward during the 10 mamtparatory period; and sharing
observational data with participants.

This is a study of one hospice, and the findingslaerefore not generalisable to other specialist
palliative care institutions (or to healthcare angral). Indeed, they are not definitive, even in
the context of this one hospice, since the samspigatively small, and the confidence intervals
associated with Table 2 are quite wide. Howeveilenthe data do not establish the claim that
familiarity is neither a necessary nor a sufficieandition for psychosocial support, they are
certainly consistent with it, and this consisterstiggests that further exploration of the
relationship, if any, between familiarity and psgshcial support would be worthwhile.

Implications

The study gives an insight into the reality of hpsychosocial support is put into practice — a
reality which is at odds with what has previousbeb self-reported by both providers and
recipients of care — and has identified factorscWwhare associated with the provision of
psychosocial support. It suggests that health pi@wtrs should be suspicious of the claim that
they need to develop a relationship with clienterder to provide psychosocial support.

Moreover, the study demonstrates that practitionardividual characteristics are not
associated with their response to PPNs, and alththege is a suggestion that the amount of
time spent with a patient may be associated wiiporse, analyses of the organisational
findings (reported elsewhere) show this is notdhage. Future studies could build on the data
presented here by determining whether unmet naedslfowed up subsequently, observing
overnight care, and comparing different clinicadas. The awareness that familiarity does not
necessarily facilitate psychosocial support co@dised, in education and clinical supervision,
to encourage practitioners in the belief that tbey provide psychosocial support as and when
the patient desires it.

Conclusion

The majority of nurses in this study believe thaihlg familiar with a patient enables them to
provide psychosocial support. However, it has tgwwn that psychosocial support can be
provided on a patient’'s first contact with a cliait, and does not rely on building a
relationship. The finding that ‘familiarity’ is noin this sample, associated with the provision
of psychosocial support — but other factors aiea-¢ontribution to the building of this model,
which can be used as a basis for future studiepsythosocial support. This paper
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demonstrates that high quality psychosocial canebegprovided, even in the short timeframe
that is sometimes available to palliative careicians.

Acknowledgements

The authors are grateful to the patients and aff at the participating hospice. The authors
thank to Dr Bridget Johnston for her help as forfAeD supervisor and Kate Howie, Adam
Kleczkowski and lain Atherton for their advice mlation to statistical analyses.

Declaration of conflicting interests

The authors declare that there is no conflict tdriest.

Funding

The field work was conducted in the hospice thatd this study.

References

1. The World Health OrganisatiodVHO definition of palliative care
http://www.who.int/cancer/palliative/definition/e(2002, accessed: 27 March 2012).

2. NHS Quality Improvement Scotlan8pecialist palliative care: National overview
NHS Quality Improvement, Edinburgh, Scotland, 2004.

3. Clinical Standards Board for Scotlar@linical standards: Specialist palliative care
CSBS, Edinburgh, 2002.

4. National Council for Hospice & Specialist PalliaiCare Service®Vhat do we mean
by ‘psychosocial“Briefing, National Council for Hospice & SpecidlRalliative
Care Services, London, 2000.

5. Bradley SE, Frizelle D and Johnson M. Patientschsgocial experience of attending
specialist palliative day care: A systematic reviPalliat Med2010; 25: 210-228.

6. Chow E, Tsao MN and Harth T. Does psychosociahwetgtion improve survival in
cancer? A meta-analysiBalliat Med2004; 18: 25-31.

7. Richardson J. Health promotion in palliative cdhe: patients’ perception of
therapeutic interaction with the palliative nursehe primary care setting.Adv Nurs
2002; 40: 432-440.

8. Lloyd-Williams M (ed).Psychosocial issues in palliative ca@ ed. Oxford: Oxford
University Press, 2008.

9. Glickman M.Feeling better: Psychosocial care in specialistlipéive care.National
Council for Hospice & Specialist Palliative Care\Bees, London, 2008.

10. Thomas C, Morris S, Soothill K, et al. What are pisgchosocial needs of cancer
patients and their main carers? A study of useee&pce of cancer services with
particular reference to psychosocial need. Thetltstfor Health Research, Lancaster
University, June 2001.

11.Pickard SA, Hung S-H, McKoy JM, et al. Opporturstier Disease State
Management in Prostate Candeis Manag2005; 8: 235-244.

12.Bloch S, Kissane DW. Psychosocial care and breamster.Lancet1995; 346: 1114-

5.

13.Beatty L, Oxlad M, Koczwara B, et al. The psychaabconcerns and needs of
women recently diagnosed with breast cancer: atgtiaé study of patient, nurse and
volunteer perspectiveblealth Expecf008; 11: 331-342.

266



14.Nolan S. Hope beyond (redundant) hope: how chaplaork with dying patients.
Palliat Med2011; 25: 21-25.

15.Csikai EL. Social workers’ participation in the odgtion of ethical dilemmas in
hospice carddealth Soc WorR004; 29: 67-76.

16.Allen D. Re-reading nursing and re-written practtosvards an empirically based
reformulation of the nursing mandaiurs Inq2004; 11: 271-283.

17.Skilbeck J and Payne S. Emotional support anddieeof clinical nurse specialist in
palliative careJ Adv Nurs2003;43: 521-530.

18.Cohen SR, Boston P, Mount BM, et al. Changes itityuzt life following admission
to palliative care unit®alliat Med2001; 15: 363-371.

19.Taylor B, Glass N, McFarlane J, et al. Views ofgag; patient and patients' families
regarding palliative nursing caret J Palliat Nurs2001;7: 186-191.

20.Luker KA, Austin L, Caress A, et al. The importarafeknowing the patient:
community nurses' constructions of quality in pdiwvg palliative careJ Adv Nurs
2000; 31: 775-782.

21.Devery K, Lennie |, Cooney N. Health outcomes feople who use palliative care
servicesJ Palliat Care1999; 15: 5-12.

22.Ingleton C. The views of patients and carers onpalkative care servicént J
Palliat Nurs1999; 5 187-95.

23.Roberts D, Snowball J. Psychosocial care in ongoiugsing: a study of social
knowledge] Clin Nurs1999; 8: 39-47.

24.Willard C and Luker K. Supportive care in the carsetting: rhetoric or reality?
Palliat Med2005; 19: 328-333.

25.Lawton J. The Dying Process: Patients' Experient@alliative Care. London:
Routledge, 2000.

26.Copp G. Facing Impending Death: Experiences ofRttiand Their Nurses. London:
Nursing Times Books, 1999.

27.Heaven CM and Maguire P. The relationship betwssients' concerns and
psychological distress in a hospice settirgycho-Oncology998; 7: 502-507.

28.Heaven CM and Maguire P. Disclosure of concernsdspice patients and their
identification by nursedRalliat Med1997; 11: 283-290.

29.Wiman E and Wikblad K. Caring and uncaring encomite nursing in an emergency
department] Clin Nurs2004; 13: 422-429.

30. Costello J. Nursing older dying patients: findirigsn an ethnographic study of death
and dying in elderly care wardg.Adv Nurs2001; 35 59-68.

31.Penrod J, More J and Wilson S. Comforting strategsed during nasogastric tube
insertion.J Clin Nurs1999; 8 31-38.

32.Johnson M and Webb C. Rediscovering unpopular mati¢he concept of social
judgementJ Adv Nursl995; 21 466-475.

33.0’ Cathain A, Murphy E and Nicholl J. The qualitiyraixed methods studies in
health services researchHealth Serv Res Poli@&008; 13: 92-98.

34.Leech NL and Onwuegbuzie AJ. Guidelines for condgcand reporting mixed
research in the field of counseling and beyan@ouns De2010 88: 61-69.

35.Brannen JMixed methods research: a discussion papendon: ESRC National
Centre for Research Methods, 2005.

36.Cresswell JW and Plano Clark VL. Designing and cmtion mixed methods
research. Thousand Oaks: SAGE publications, 2007.

37.Robson C. Real World Research: A Resource for $8ciantists and Practitioner-
Researchers"2ed. Malden: Blackwell Publishing Ltd, 2002.

267



38.Rock P. Symbolic interactionism and ethnographyAlkinson P, Coffey A,
Delamont S, et al (eds)andbook of Ethnography.ondon: SAGE Publications,
2001, pp.26-38.

39.Cormack DFS (ed)lhe Research Process in Nursidj.ed. Oxford: Blackwell
Science, 2000.

40. Coffey A. The Ethnographic Self: Fieldwork and fepresentation of Identity.
London: SAGE Publications, 1999.

41.Hammersley M and Atkinson Ethnography: Principles in practic& ed. London:
Routledge, 1995.

42.Gold, R L (1958) Roles in sociological fieldwoigocial Forces36, 217-223.

43.Nursing and Midwifery Council. The code: Standasfisonduct, performance and
ethics for nurses and midwives. London: NMC, 2008.

44.Heyl BS. Ethnographic interviewing. In: Atkinson®offey A, Delamont S, et al
(eds)Handbook of Ethnography.ondon: SAGE Publications, 2001, pp.369-381.

45.Pawson R and Tilley NRealistic EvaluationLondon: SAGE, 1997.

46.Rubin HJ and Rubin IRualitative Interviewing: The Art of Hearing Datdhousand
Oaks: SAGE Publications, 1995.

47.Miles MB and Huberman MAQualitative Data Analysis: An Expanded Sourcebook.
2"d ed. Thousand Oaks: SAGE Publications, 1994.

268



Appendix 10: Hill et al. (2015)

Hill, H.C., Evans, J. and Forbat, L. (2015) Nursespond to patients’ psychosocial needs by
dealing, ducking, diverting and deferring: an okagonal study of a hospice warBMC
Nursing 14:60

DOI: 10.1186/s12942-015-0112-8

Abstract

Background: Psychosocial support is considered a central coemgarf nursing care but
it remains unclear as to exactly how this is impeated in practice. The aim of this study
was to provide a descriptive exploration of howgbgsocial needs (PNs) of patients in a
hospice ward are expressed and met, in order @a@an understanding of the provision
of psychosocial support in practice.

Methods: An embedded mixed-methods study was conductedarhoapice ward. Data
collection included observations of patients’ exggiens of PNs and nurses’ responses to
those expressed PNs, shift hand-overs and muttipdiisary meetings. Interviews about
the observed care were conducted with the patemsurses and nursing documentation
pertaining to psychosocial care was collated. Dptee statistical techniques were
applied to quantitative data in order to explord anpport the qualitative observational,
interview and documentary data.

Results: During the 8-month period of observati@?7 encounters within 38 episodes of
care were observed among 38 nurses and 47 paWeitisn these encounters, 330 PNs
were expressedlurses were observed immediately responding to egptePNs in one of
four ways: dealing (44.2%), deferring (14.8%), diireg (10.3%) and ducking (30.7%).
However, it is rare that one type of PN was cleadgressed on its own: many were
expressed at the same time and usually while thenpavas interacting with the nurse for
another reason, thus making the provision of psyotial support challenging. The
nurses’ response patterns varied little accordingpe of need.

Conclusions: The provision of psychosocial support is very caar@nd PNs are not
always easily recognised. This study has alloweexghoration of the actual PNs of
patients in a hospice setting, the way in whicly there expressed, and how nurses
responded to them. The nurses faced the challdngsmonding to PNs whilst carrying

out the other duties of their shift, and the faetttnurses can provide psychosocial support
as an inherent component of practice was verifibé@. data included in this paper, and the
discussions around the observed care, providegsmererywhere with an example

against which to compare their own practice.

Keywords: Hospice nursing, Psychosocial, Observation, &ailt
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Background

Psychosocial care is a component of all nurseskyir2]. Palliative care, in particular,
has psychosocial care as an essential focus Balljative care patients’ psychosocial
needs (PNs) have been identified in research stuili@ number of ways. Some studies
have identified PNs by enquiring directly aboutnthi, 7]. Other researchers have
inferred the presence of PNs by discussing patiant¥or nurses’ views about their
experiences of care [8-10], with studies that assassfaction or quality of care
assessment arguably also falling within the psyobias sphere [11, 12].

A wide variety of PNs are reported in a varietywalys in existing literature, for this study
these were categorised by the researchers intayfoups: rights, coping, identity, and
expression.

‘Rights’: Patients’ need for self-determinationfetg, and security. These include the wish
to be self-determining [13, 14], through continuleeblvement in decision-making [8, 15]
and autonomy, to the level patients desire [16, Algngside these are the rights to
maintaining maximum quality of life [6, 18] and ependence [9, 19], being treated with
dignity [19, 20], given privacfl4, 21] and feeling safe and secure [22, 23].

‘Coping’: The need for patients to have understag@ind acceptance of their condition
and their approaching death, whilst maintainingehdpalliative patients need to adjust
and cope [6, 8] with many changes occurring asa@guence of deterioration in their
condition which can be facilitated through underdiag [24, 25] and acceptance [24, 26].
Coping includes PNs around fear for the future @74 of death [28].

‘Identity’: The need for patients to have feelirajself-worth and to sustain relationships
where possible. Patients seek to maintain an iygifr, 26] as an individual [8, 29] with
a continuing role in life [24, 30] rather than assog the persona of ‘patient’. Sustaining
relationships [22, 26] and creating companionsf8fis 32], through another PN:
communication [23, 33jassists patients to meet PNs surrounding havpuastive self-
concept [17, 34] and self-esteem [30, 35].

‘Expression’: The feelings palliative care patiehése and how they express them [36-
38], ranging from elation to despair and the defsirejuality of life. These include anxiety
and depression.

Despite numerous studies identifying the PNs exyaedy palliative care patients, there is
very little empirical evidence on how nurses adjuptovide psychosocial care in practice
alongside their other duties in busy ward envirom®§19, 39, 40]. It may be that as
psychosocial care is recognised as a fundamengattef palliative care for all
practitioners [41-43], nurses leave this aspeciaoé to their colleagues from other
disciplines. The aim of this study was to invedtgde types of PNs expressed by patients
in a palliative care setting and how nurses imntetliaesponded to them; in other words
how nurses operationalise the term psychosociga@tip

Methods

This study used an embedded mixed-methods appfédfto explore patients’
expressions of PNs and nurses’ responses to tharhaspice ward in Scotland, which
serves both urban and rural populations. Partitipbservation was combined with
gualitative interviews and analysis of nursing doeatation, such as care records.
The study site was a 24 bedded ward, with botHesiaigd shared rooms, in a specialist
palliative care unit. Patients had active, progwesson-curative diseases (90% had a
malignancy; the majority of the remaining patieimési a neurological illness). Patients
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were admitted to the hospice with at least onéeffollowing five care aims: symptom
management, therapeutic respite, terminal caresasgent or rehabilitation. The
researcher (Hazel), an experienced palliative earse, completed this study, whilst
employed as a research nurse practitioner, in dodgain a PhD. Having previously
known the researcher as an educator in palliative, the nurses were aware of her
background and contributed to discussions arouadtiidy’s aims design. The researcher
worked on the ward during the study design perolecome an unobtrusive member of
the ward team to minimise researcher impact [4&ntadopted a participant-as-observer
role [46]. A reflexive diary was kept throughouetturation of the study to identify and
balance researcher bias.

Information sheets were distributed to all regstiefRGN) and auxiliary (AuxN) nurses
working day-duty on the ward and 38 (88%) gavetemittonsent for their care to be
observed. Twenty-three were RGNS, fifteen were AziXNhe five nurses who did not
offer to participate were all AuxNs. The researdhen introduced herself to all ward
patients. Patients who were cognitively intact, aotithought to be in the last few days of
life, were offered an information sheet outlinitg tresearch. After at least 24 hours,
during which time patients were encouraged to dis¢he study with their significant
others, they were approached for written conséhpatients (67.5% of those eligible)
provided consent, which was re-checked verballgughout the duration of the study; 12
patients approached declined to participate. Rpaint characteristics are shown in Table
1.

On each shift, a nurse was selected to be obsatepending upon her availability over
the subsequent days for interview. Sampling medrigere used to ensure greatest
possible variety of nurse roles and times througia@rd day duty. Patient sampling
occurred by chance by being the first consentiriggpato express a PN to the observed
nurse that shift. This approach resulted in a laxagesenience sample with a high degree
of variety [45, 47].

Data Collection

Observation took place over an eight month pefldek observational skills the researcher
had developed during her nursing career were emldaihcough extensive reading on
observation as a research tool and discussiondwitPhD supervisors. Wearing a
different uniform to distinguish herself from thther nurses, the researcher worked
alongside consenting nurses. If a consenting patigoressed a PN, as defined by Thomas
et al (2001), data collection commenced. A desonpdf the observed care was captured
by digital audio-recording notes immediately aftex observation. This was transcribed as
soon after the interaction as possible and shaitdparticipants to verify the account.
Semi-structured interview schedules, for both péitgéend nurse, were then created around
the PNs, the nurses’ responses to them, and atiengeng issues [48, 49]. Participants
were only interviewed once. Nurse documentationdisdussions around the observed
PNs were also recorded, including shift handovadsraultidisciplinary meetings.

Data collection ceased when a substantial sampes0] produced clear, supportable
claims.

Analysis

Data was analysed primarily by the researcher anfied independently by two
experienced researchers. The first seven interecfarmed a pilot study. Among the
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consenting patients and nurses, an episode ofxamelefined as a discrete period of time
during which a nurse worked with a patient to pdeva specific aspect of care. Within
these episodes of care, an encounter was defin@geasurse’s response to one or more
PNs expressed by a patient at one time. Theseaaézgorised into PNs relating to rights,
identity, coping, and expression.

All qualitative data relating to encounters weréeeged into an NVivo electronic
gualitative analysis software project and desargpéinalysis [49] began during
transcription of the first observation. This an#ydentified key concepts which emerged
from the data and were compared to each subsequesd-patient interaction to generate
propositions.

During analysis a categorisation of nurse respoesesged, entitled the ‘4Ds’. Chi
squared tests were carried out to determine whegperof PN (rights, identity, coping,
and expression) was related to the nurses’ respditmaling’, ‘deferring’, ‘ducking’, or
‘diverting’).

Findings were verified with participants during sauent data collection and discussed
with nurse participants via presentations.

Ethical approval and consent

Ethical approval was given by Forth Valley Resedtthics Committee (04/S0604/14)
and NHS Research and Development Office. Confidbtytiwas maintained by the use of
pseudonyms and ensuring any potentially identifylatpils were removed from all data.

Results and Discussion

227 encounters within 38 episodes of care wererebdeamong 38 nurses and 47
patients. Within these encounters, 330 PNs wereeszpd. All of the PNs outlined in the
literature summarised above were expressed at pomeduring the fieldwork in the
hospice. A maximum of eight were expressed durimgane encounter.

Analysis of the observational data identified thatses immediately responded to
patients’ PNs in one of four ways: ‘dealing’, ‘defag’, ‘ducking’, or ‘diverting’. Nurses
could acknowledge the PNs and ‘deal’ with it dihg@t accordance with the patient’s
wishes. Some nurses recognised that a PN had kpegssed but ‘deferred’ dealing with
it, either until later or until another hospice hieeare professional (HCP) could deal with
it. At times nurses would realise that a patiertt &&N but would ‘divert’ their support to
another aspect of care that would benefit the patAdternatively, nurses did not
acknowledge the patient’s signal at all, effecyvelucking’ the PN as if it had not been
expressed. The nurses were observed using diffegspbnses during most episodes of
care, ranging from one type of response to all.felawever, these labels do not imply
any judgment as to the appropriateness of the suastions; for each type of response
there may be valid reasons for that particularaasp.

Table 2 shows the distribution of responses wid@oh category of type of PN. Overall,
the nurses ‘dealt’ with around 44% of needs, andked’ around 30%, while ‘deferring’
and ‘diverting’ rates were around 15% and 10% retbpaly.

The patterns of responses to PNs relating to rigihtscoping displayed similar
proportions to the overall sample. When identitysRire expressed, compared to the
three other types, nurses tended to either ‘da#t them or not: ‘deferring’ or
‘diverting’ was the response for only three of #n&Ns ¥>=11.57, p<0.01). There was
also a statistically significant lower proportiohexpression PNs that were
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immediately ‘dealt’ with (as opposed to ‘duckedleferred’ or ‘diverted’) compared
with the other types of PNg3=6.18, p=0.01). These findings suggest that thexg m
be some association between the type of PN expresskthe response provided.

Dealing

When encounters were assigned to the ‘dealinggoayethe nurse was either observed
dealing with a patient’s PN, or had described tleigion of psychosocial support in
documentation or liaison. 104 PNs were ‘dealt’ wAHocating encounters to the
dealing group was, in the majority of cases, shihogward: a PN was expressed and
immediately dealt with. However, nurses also dertrated ‘dealing’ when patients

did not explicitly express a PN; this occurredhree ways: (i) recognising implied
PNs, (ii) adapting nursing practice, and (iii) resging to previously expressed needs.

Detecting implied PNs are exemplified in the follogyexcerpt where a patient,
Wendy, was to attend the local hospital for anyamad requested to spend some time
at the shops after her appointment. This was teetiime she had tried shopping since
her condition had deteriorated. As Ellen (RGN) aladel were helping Wendy to get
ready for her trip out of the hospice, she staibetdlk about going to the shops:

Fieldnotes

Wendy was talking excitedly about going to the skadfer her x-ray, ‘but I'm not
sure how long I'll be, | do get very weak all dfladden and if that happens I'll
just need to come back’. She appeared despondent #bs. Ellen suggested
‘why don’t you take a wheelchair with you? You ddwive to use it, but it would
be there as a safety-net and if you do get too weak husband can push you
round in it. That way you won't have to come homid you are ready.” Wendy
was quiet, then after a short while replied ‘hmim hot keen on taking a
wheelchair’. Ellen said ‘okay, but if you changauymind before you go, just
say.’

Patient Interview

Hazel: “SometimesHurse$ persuade you to do things, such as when you wuant
the other day taking the wheelchair with you. Didi yeel okay about us doing
that to you?”

Wendy: “Yes, | did. | wouldn’t have asked for a efebair, but | was glad of the
opportunity of having one, knowing that for severainths previously | would
have died to have had a wheelchair to sit in...it eai$e good to know that | had
the opportunity to use it, | didn’t need it, buetbpportunity was there for me.”

Ellen’s suggestion to use the wheelchair, and thg itwvas put to Wendy, had

positive impacts on Wendy’s psychosocial well-beMgendy had control over

whether to take the chair; taking the chair gaweshgense of security; the time she had
at the shops gave her a chance to be herself, domgthing she enjoyed, and the time
with her husband allowed them to have a ‘normd&riaction. Thus Ellen’s intuitive
actions dealt with Wendy’s PNs.

‘Dealing’ encounters also occurred when psychosgaipport was provided by the
nurses adapting their behaviour, and/or actiongrdwide care in a way that was
preferred by, but not essential for, a patienteGaould still be effective without this
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change of practice, but by the nurse adapting gtgle of care, a patient could meet a
number of PNs.

Other ways in which nurses changed their behatminteract with individual patients
in order to offer psychosocial support relatedhis transfer of information. Some
patients liked to be told about everything the awss doing for them, whereas other
patients preferred the nurse jost do things’ Some patients expected the nurses to
know how to work with them and what their needseyg@rhereas other patients
preferred to tell nurses about their condition. Whearses matched these patients’
preferences, encounters were classified as ‘déainghe nurses were respecting the
patient’s rights.

Thirdly, ‘dealing’ could relate to a previously eegsed PN which had not yet been
addressed. An example of this occurred when AnnNR&entually found out that
Bruce did not want to move to a single-room. DuBrgce’s stay he had seen many
other patients admitted to the bay and some hat 8everal of the ward staff were
concerned that witnessing these deaths was haviegative effect on Bruce, thereby
warranting a move to a single-room.

Fieldnotes

Ann - who had hinted to Bruce this morning abouvimpto the single-room -
said ‘I'll talk to Bruce about it’.

Ann told Bruce ‘there’s still another side-room dahle, but it's up to you'.

Bruce was not sure whether to go, saying ‘I wouldeglike to be able to play my
music when | like without having to worry aboutestpbeople, but I quite enjoy the
company’. He seemed very hesitant to move to tiggesioom. After a short
pause Ann suggested to him ‘but you're quite h&ygpg, aren't you?’ and he said
‘yeah, so I'll stay here, today.’

After this conversation Ann told me ‘it was impott¢éhat Bruce had the
opportunity to make that choice’.

Ann’s consideration of Bruce’s moving to a singtem identifies a number of
potential PNs, including: fear of dying, loss ofatenships, anxiety, and the need for
safety. These PNs were not discussed with Brudeglany observations. However,
this example does demonstrate the nurse dealifgan®N that had previously been
deferred by both her and others: giving Bruce th@ce of whether to move rooms.
The nurse put aside what she, and other membéhne diospice staff, felt would be
best for Bruce. The nurse focussed on what themiatvanted, thereby meeting a
number of PNs, including autonomy and a senselohigang.

The common factor in all of the ‘dealing’ encouster that the nurse immediately
supported the patients’ PNs.

Deferring

Responses that involved ‘deferring’ occurred wherses delayed dealing with a PN
so that it could be dealt with at a later timeheitby themselves or someone else.
Forty-nine PNs were deferred, (some of which mayeh@een responded to by
‘deferring’ initially and ‘dealing’ later). For aNPto be ‘deferred’ the nurse had to
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indicate to the patient that they had recognised™N and that it would be dealt with
later. This happened when Bruce’s need for infolmnabout his disease progression
was ‘deferred’ to a later date by Evie (RGN).

Fieldnotes

Bruce said ‘there is one thing nobody's ever toéd what the results of those x-
rays were that | had four weeks ago’. Evie pausecfwee while, then replied
‘oh, that's right, we must chase that up. Try movbrry about that just now.’

Evie’s response to Bruce’s desire for informaticaswepresentative of most of the
‘deferring’ responses, she indicated that she hBarde’s PN and attempted to placate
him. Placation was a common response when nurkéldg required more

information before a patient’'s PN could be deathwWWhat classifies Evie’s response
as a ‘deferring’, rather than ‘ducking’, responsé¢hiat immediately following Bruce’s
episode of care, she reported his concern to adoct

‘Deferring’ encounters left the nurse with two apis. In some cases, they would get
another member of staff to deal with the PN bec#usg felt that the other HCP had
better skills or knowledge to deal with that sitaat The alternative was that they
would return to the patient themselves at a latee to offer support.

PNs were also ‘deferred’ when another HCP was thyréovolved in the episode of
care. When other HCPs were working with a patiéonigside a ward nurse, it was
observed that the nurse always gave the HCPs ¢avieo what care should be
provided. If a patient expressed a PN, and ther ¢l did not pick up on this, the
nurse was inhibited from dealing with the patiem&quirement but could return to
deal with it later:

Fieldnotes

Later that morning, Marianne (RGN) was crouchingide Eliza’s bed obviously
in deep conversation. When they had finished thearsation | asked Marianne
about it. She told me, she had ‘gone back to dssEiliga’s earlier concerns about
her deteriorating condition. | didn’t deal with #te time because [the other HCP]
had different things to discuss’.

Nurses ‘deferred’ psychosocial support either bsedhey felt they did not know
enough about the patient and/or their PN or bectngsefelt it was another staff
member’s role to deal with the need. At other timésferring’ occurred when another
member of staff redirected the conversation. Howewben ‘deferring’ occurred
nurses always showed patients they had recogrieed”N and indicated that the
required psychosocial support would be offered late

Diverting

When nurses used a ‘diverting’ response, the supipey offered did not correspond
with meeting the expressed PN: the nurses’ actv@re aimed at meeting another
need, which was not necessarily psychosocial. Tivere 34 PNs that were ‘diverted’.
Nurses adopted a range of ways of ‘diverting’ Pidsexample, focussing on only one
of a number of needs; offering practical soluticarsl acting upon different care aims.
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The first way nurses ‘diverted’ was by dealing waitly part of a patient’s
requirements, rather than addressing the pati@it’'eange of needs. It was common,
in these circumstances, for a nurse to focus aerngat physical needs and, often
unwittingly, omit PNs. This type of ‘diverting’ oocred when Millie (RGN) was bed-
bathing Flora:

Fieldnotes

A short time later Flora said ‘it's about time I'mot here anymore’. Millie did not
say anything for a while, then responded ‘things mruch worse for you now?’
Flora agreed. Millie explained to Flora how her ggtoms could be managed as
her condition deteriorates, telling her ‘we’ll béle to keep you comfortable right
up until the end'.

In this example, Flora was expressing a numbeiNsf iRcluding worries about the
future and difficulties coping with her deteriorggicondition. Millie diverted the
conversation away from these needs, rather tharkotgewith Flora what her
concerns were and allowing Flora to prioritise vihig support.

The second type of ‘diversion’ was to offer an aachievable practical solution to
one issue, rather than exploring and managing thre womplex but actual PN. For
example, one patient Eliza liked to keep busy. Tighmut her stay in the hospice she
was always finding different ways to occupy herdims her condition deteriorated,
she continued to express a desire to find waysadying her time. However, instead
of doing this, Marguerite (RGN) offered what sheubht would be a quick solution to
Eliza’s problem and Lily (RGN), facilitated thisfef:

Documentation

“[Eliza’s] fed up with 4 walls, missing getting out of thempfmuery] consider
change of environment, move{émother roomjyvould mean she could have patio
doors open.” Marguerite.

“[Eliza] agreed to move tfthe other roomhnd very pleased with brightness and
open aspect.” Lily.

In these excerpts of documentation both RGNs rasedrthat Eliza was unhappy with
her current situation. However, their solutionhistproblem only had a temporary
effect: Eliza’s boredom returned later that day stredmove of rooms did not help her
to accept her changing condition.

Differences in care priorities arose when patieapieetations did not match the care
offered. This occurred when Stuart, a patient whosbility was deteriorating, wished
to focus on improving his current mobility. The ses’ aim was to support him to
mobilise when he got home, with a consensus thetr& mobility would not improve
and, at best, he would reliant on a wheelchairaf$tuad not come to terms with the
fact that he would not regain full independencénhis mobility. In an attempt to
facilitate Stuart’s acceptance, the nurses haddsakether HCP, who would also be
involved with Stuart’s care on discharge, to come &lk to him about his mobility:
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Fieldnotes

The HCP came in to talk to Stuart, as requestéeinaCamille (RGN), and | were
bed-bathing him.

When Stuart, the HCP, and Camille were talkinga&tmentioned ‘when I'm up
walking’. Camille and the HCP looked at each othiben steered the
conversation to talking about how Stuart would ngaat home. Stuart said ‘but
that’s in the future and I’'m not ready to talk abbdat yet'.

Although the nurses and Stuart were concerned dbsuobility, their different care
aims, and time, were preventing them from suppgr8tuart to accept his changing
condition. This incongruence between short and-tengn goals of care meant that
Stuart’s current PN was being diverted.

During all of the ‘diverting’ encounters the nurgesponded to a patient’s needs.
However, the support they provided did not deahwhie patient’'s immediate PNs.

Ducking

‘Ducking’ responses were when a patient had a Pwihe nurse did not attempt to
support. In these circumstances no recognitionmee by the nurse of the existence
of the patient’'s PN at the time it was expressdubré were 74 observed PNs that were
‘ducked’. ‘Ducking’ occurred under five conditions when nurses did not recognise
PNs had been expressed,; (ii) when the nurses’miustate of mind clouded their

ability to respond; (iii) when nurses failed to agg with patients; (iv) when nurses did
not want to disrupt the shift's planned work; oy then the nurses felt not responding
to the PN was in the patient’s best interest.

There were times when nurses simply did not resmgpatients were expressing PNs.
This most commonly occurred when patients hintattems about their disease
progression:

Fieldnotes

After Nina (AuxN) and | finished assisting Eve &stvand dress, Nina supported
Eve whilst she transferred into the arm-chair. Emend this transfer difficult and
had to rest during it. Both Eve and Nina’s moodsenight-hearted and jovial
throughout Eve’s care, even during the difficudtrtsfer. However, when she was
settled into the chair Eve’s mood changed and shabsely said ‘you know, | was
up and walking when | first came in here and naan’t.” Nina made no response
to this.

At interview, Nina told me she had not realised & voicing worries about her
condition. Nina related her inability to recognisee’s PNs to her lack of education
concerning what PN are. Nina felt she hadver had any training in psychosocial
carée’.

For the remaining four groups of ‘ducking’ respa)ge nurses were aware that PNs
had been expressed, but did not respond. For eramplone occasion they stated that
they ‘had noticed a patient’s Phlut chose not to respondn one instance, a nurse
who possessed the knowledge and skills to carrpsythosocial support and was
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observed on other occasions dealing with some a@mplex PNs, reported that she
can temporarily lose her ability to respond to PNs:

Nurseinterview

Annie: “there[have] been times when people have given me cues anddére
aware that I've not picked up ¢them], maybe because of the way I've been
feeling at the time myself”

Thirdly, nurses ‘ducked’ when they failed to engagth patients on a personal level
when they were providing their care. This occurnsden nurses were focused on the
tasks of care rather than the requirements ofrttliwidual patient, or because the
patient’s PN clashed with the only way the nursélddsee of carrying out their duties.
The latter is exemplified below as Sybil (AuxN) ardzel transferred Polly to and
from her chair.

Nurse Interview

Hazel: “With Polly yesterday, when you had herhe toist, how did you feel
about how she was?”

Sybil: “Well she wasn’t comfortable. She was frigied, but | didn’t know how
else we were actually going to get her off the d&ad onto the chair. So, | think
it's a case of having to try and reassure peop# they’re safe, and that they're
actually secure, and that they’re not going to falt.”

Although Sybil could not have made Polly happy wita use of the hoist, she
recognised that by telling Polly what she was ddimgughout the lift she could have
made her more accepting and less frightened. Tamdia of having no immediately
available alternative means of safely moving Pphigvented Sybil from meeting a
number of Polly’s PNs, including: expressing emasicacceptance, safety, and
security.

The fourth type of ‘ducking’ occurred when patiémbls disrupted the nurse’s plans
for the shift. When the nurses focussed getting their work donefather than the
patient’s individual needs, they failed to provitie patient with the care they
required. This usually happened because nursethéstt was pressure on them that
‘they must complete a set of duties during theit’skiia patient had an unexpected
PN this gave the nurse an extra duty to managehaddald disrupt their plans for the
day. In order to prevent this disruption, nursesrgd patients’ PNs. This situation
occurred when Julie (AuxN) had assisted Teresaavghower and to return to her
bedside, where the doctor then attended to her:

Fieldnotes

When the doctor left, | went behind the screemqmitoleresa’s Lidocaine patch
on. Teresa was very upset. | sat down in the dheside Teresa’s bed and had a
long chat with her. Teresa told me all about: hesauk for the future, especially
that she ‘wouldn’t be able to cope at home’; hofficlilt she'd found her illness;
her family difficulties; and why she had such &lat support. Teresa cried
throughout this conversation and was visibly disses.
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During this conversation Julie came in and out thtenes to put things in
Teresa’s locker, tidy things away, and leave thiednger.

At another point later in the conversation Rhorie hurse in charge of the team
this morning, shouted ‘Hazel, we're away for teerdis the keys’. Her hand
appeared under the curtains with the keys.

Later Julie said ‘I didn’t want to disturb you tayswe were away for our tea,
‘cause | could see you were in something deep’.

It is noteworthy that Julie found it acceptableri@rrupt an in-depth conversation in
order to tidy up after Teresa’s shower, but nadtually disturb the conversation,
leaving the more senior nurse to do this. On oticeasions disruptions like these, or a
patient’s awareness that their PNs were holdingnthiee back from her work, could
inhibit patients from requesting psychosocial suppo

The final reason the nurses gave for ‘ducking’ waternalism: the nurse did not
respond because they thought this would be tocttipgdor a patient, or they felt they
knew what was best for the patient. One exampthisfoccurred during an episode of
care with Vera, a patient who had been admitteatieéavard for one week’s respite.
She had deteriorated shortly after her admissionwias back to her normal state of
health by the time of the multi-disciplinary teaneeting (MDTM). The suggestion
was made that Vera'’s respite should be extendelldfibr her and her husband’s sake,
although she wished to return home on the origima@ldnned day of discharge.
However, the general consensus among the MDTM hatsvera’s admission should
be prolonged.

Fieldnotes

Maria (RGN) told me ‘I'm going to have another ckdgth Vera and try to
persuade her to stay in a bit longer. But | wanttake sure we have plenty time
to do this.” Maria planned her morning’s care tdaV time to spend with Vera to
discuss her discharge date. Despite Maria’s attentptinegotiate that Vera
should stay in the Hospice longer, Vera was vesistent and still said ‘I'd like to
go on Friday'.

Despite Vera'’s clarity of choice the team decideslduld be in her best interests to
stay in the hospice longer and Vera’s choice wasede The outcome of this was a
frustrated and mistrusting patient, a husband vgreead with a foregone conclusion,
and a nurse who had to obey the paternalism fremvidrd hierarchy and duck the
patient’s PN.

In summary, the common factor in all of the ‘duckiencounters was that the nurses
and patients did not share an acknowledgementtRat existed.

Discussion

The 4D categorisation demonstrates for the fi,sethow PNs are responded to in

practice. This study has demonstrated that patiBis are rarely expressed to nurses as a
standalone entity, which is how they are usuallyl@xed in nursing textbooks [51-53].
PNs arise during the various aspects of practideaad often subtly implied. This subtle
expression of PNs contributes, at times, to thbilityof nurses, in this study and others
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[31, 54], to recognise a request for psychosocippsrt. Conversely, nurses were
observed providing holistic care by recognising eegponding to patients’ PNs in a way
that required much skill. The varied use of the #Rsndividual nurses, even within one
episode of care, indicates response does not degeEmdnurses’ roles, education or belief
that ‘it was their place to provide psychosociglgurt’. Both registered and auxiliary
nurses gave the range of 4D responses, though Aus@sf ‘deferring’ and ‘diverting’
response were limited. Auxiliary nurses felt psysbmal support was part of their remit
but felt they were ‘letting the patient’ down ifety could not immediately support their
needs. Educating AuxNs in the provision of psyclk@dsupport within the reality of the
organisational challenges of care could reduce tiss of ‘ducking’ responses.

The study suggests that there may be some assodmiween the type of PN expressed
and the response given. For example, the mosteaditie difference in the type of PN
categories related to expression PNs which west l&&ly to be ‘dealt’ with

immediately. Nurses’ hesitancy in dealing with idififtt emotions verifies findings of
previous studies into nurses’ palliative psychoslosupport which found nurses lacking in
confidence to deal with the difficult issues [38],5egardless of whether they had been
educated in this area [56, 57]. One reason nuttdsute to lack of dealing with PNs,
especially those relating to emotional expressomot knowing a patien{58, 59].
However, despite this idea being repeated by tigasu 37 of the 38 participating stated
this claim — the idea that familiarity is requiredprovide psychosocial support was
unproven [60].

The other challenges faced by the nurses in thdystelates to balancing psychosocial
support with the organisational demands of worldagnurse in a ward. Examples have
been included in this paper which demonstrate suesEng the dilemma of following
ward routines and completing their work for the dayneeting patients’ PNs.

Limitations

This study is limited in that it only gives an oviemw of the PNs observed by one
researcher, in one hospice ward, using convenig@ogling. However, no claim is made
that this is an exhaustive list of PNs, or thasthi#ndings are generalisable to other
settings. The snapshot provided illustrates how & expressed and responded to as part
of ward nurses work. The challenges presented dpélticipant-observation
methodology were minimised as much as possible pbkential of incorrectly recording
observations was reduced by the collection of odla¢a, especially matched interviews,
carried out as soon as possible after the carb,that patients and nurses involved and
about their interaction. Participant verificatid@l[ 62] of the overall findings was carried
out by feedback sessions to the nurses and obsmpact reduced by the researcher’s
experience and the time take to develop the teams of working.

Conclusions

This study has allowed an exploration of the acRN¢ of patients in a hospice setting and
the way in which they were expressed. This papr @éémonstrates how nurses respond
to PNs. The patrticipating nurses, who work in agaarhich has a key aim of providing
psychosocial support, faced the challenge of redipgrto PNs whilst carrying out the
other duties of their shift. The PNs were cleadgariated with the palliative stage of the
patients’ conditions. The idea that nurses canigeopsychosocial support as an inherent
component of practice was verified. The data inetush this paper, and the discussions
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around the observed care, provides nurses evergwlidr an example against which to
compare their own practice.
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RGN: registered nurses
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Tables

Table 1- Participant Characteristics

Patient Characteristics

Nurse Characteristics

(n=47): (n=38):
Age Range: 38-91 years Age Range: 22-59 years
Mean: 65.1 years Mean: 44.47 years
Sex Male: 19 (40.4%) Sex Male: 0 (0%)
Female: 28 (59.6%) Female: 38 (100%)
Average days spent in Range: 1-221 days Role Registered General Nurse: 23
hospice Mean: 31.7 days (60.5%)
at time of observation Auxiliary Nurse: 15 (39.5%)
Care aim Assessment: 5 (10.6%) Education in None: 5 (13.2%)

Rehabilitation: 2 (4.3%)
Respite: 9 (19.1%)

Symptom Control: 20 (42.6%
Terminal Care: 11 (23.4%)

psychosocial care

Study day: 5 (13.2%)
Short course: 11 (28.9%)
Module: 17 (44.7%)

Diagnosis

Cancer: 39 (83%)
Neurological: 8 (17%)

Years of palliative
care experience

Range: 0.5-19 years
Mean: 8.7

Table 2 — Distribution of response type against cat

egory of psychosocial need

Response Type of psychosocial need expressed Total per
Rights Identity Coping Expression response
Ducking 45 18 13 25 101
(27.3%) (36%) (31%) (34.2%) (30.6%)
Deferring 25 1 8 15 49
(15.2%) (2%) (19%) (20.5%) (14.8%)
Diverting 20 2 3 9 34
(12.1%) (4%) (7.1%) (12.3%) (10.3%)
Dealing 75 29 18 24 146
(45.5%) (58%) (42.9%) (32.9%) (44.2%)
Total 165 50 42 73 330

286



