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Abstract

Background

Understanding the experiences of hospital admissions for people Vfghlimiting illness,
and their families is essential in understanding the role acute hospitals hawigingr

palliative care.

Aim
The aim of this review is to synthesise current evidence regarding thaesqe of palliative

care in an acute hospital setting from the perspectives of patient and family.

Design
An integrative review was completed using standard processes followeprbgess of data

extraction and synthesis.

Data Sour ces
Using predefined search terms, literature was sourced from five electronic adatab
between January 1990 and November 2011. Reference lists from relevant artielesoga®

checked and pertinent journals hand searched for articles.

Results

Five recurring themes were identified from the synthesised data: symptonol camd
burden,communication with health professionals, decision making related to patierincare
management, inadequate hospital environment and interpersonal relationshipsaltith he

professionals.

Conclusion



This review has identified that, largely as a resuktatly design, our knowledge of patient
and family experiences of palliative care in an acute hospital remains limitedctetel
aspects of care. Further research is required to explore the total aatdamily experience
taking into account all asgts of care including the potential benefits of hospital admissions

in the last year of life.
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Background

In most developed countries, aguhospitals play a significant role in palliative care
provision. Evidence shows that at any one time38% of hospital inpatients meet the
criteria for palliative care neé® Hospitals are often the tiag where a life limiting
diagnosis is made and where patients present when symptoms develop or when they are not
well managed. Furthermore for people with illnesses such as chronic obstructive pulmonary
disease and congestive cardiac failure, hospabvide episodic care over many years for
illness exacerbations during which death could odcuin most developed countries,
hospitals are also the setting in which most people will die. A recent comparison of
institutional deaths across 45 countries concluded that, for half of those countrieshamor

54% of deaths occur in hospifal.

One factor that is impacting upon the role of the acute hospital in palliative c#re is
increasing use of technology. Widpread use of life supporting technoksgthat keep
people alive who would otherwise die within a foreseeable, but usually uncentaid pke

time, has radically transformed the life expectancy of some people wlite &miting
illness’ Like other areas of health care, palliative care érabraced the advancement of
health technologies and it is now common place to offer, what some may considergas bei
invasive® interventions to achieve symptom control and improve quality of life whilst at the
same time, in some instances, extending lifglany of these interventions can only be
provided in a hospital environment and may impact on the way in which palliative care is

delivered® 1°



As a result of the global economic crisis, governments are seafohiwwgys to make limited
public health spending go further. Studies looking at inappropriate or avoidableiadsiss
amongst patients with palliative care needs and economic analyses of hogpitatheslast
year of life are being carried out to ensure that health resources are $mingisely % In
addition patient and family preferences to be cared for at home or iniaehctper than in a
hospital setting, have been well established in the literdtue A systematic review of the
literature by Brereton et &l.has dembstrated the inadequacies of the hospital environment
in providing palliative care. These factors are becoming key drivers at § pole to
reduce acute hospital admissions amongst patients with a life limiting illness.vétomteat

is missing in this debate is how patient and families experience palliative careitalhosp

Understanding the experiences of hospital admissions for patients lveHimiting iliness,
and their families is essential in understanding the role acute hospitals hpravioting
palliative care. For the purpose of this review palliative care has beeaediafi line with
the Canadian Hospice Palliative Care Association definition, as an approach thmattdai
relieve suffering and improve the quality of living and dying” and is “appropriatarig
patient and/or family living with, or at risk of developing, a life threatening illdegsto any

diagnosis, with any prognogdisnd] regardless of age™®

Aim

The aim of this review is to synthesise existing internatioevidence regarding the
experience of palliative care in an acute hospital setting from the perspectiagnt and
family Synthesising literature in this way helps to provide a more comprehensive

understanding of a particular topic to inform futuesearch, practice and policy initiatives.

Design

An integrative review was completed in keeping with the process outlined by Wirgtem
and Knafl'’ A review of the literature was undertaken followed by a process of data
extraction and synthesis. Quantitative and qualitative studies that providedgdathngg the
experiences of palliative care in a hospital setting from the perspectivediaritpand

families were included.

Sear ch process



Using predefined search terms (see Table 1) Medlinds@®), CINAHL, EMBASE,
Cochrane and PsycIinfo were searched for studies published between January 1990 and
November 2011. The search was carried out by JR with assistance from a stibcaaiest.
Appropriate wildcards were inserted to search for word ending truncations wheseangce
Reference lists from relevant articles were cross checked. The follgsunals were hand
searched for relevant articldsetween 1990 and 201Palliative Medicine; Journal of
Palliative Medicine; BMJ Supportive and Palliative Care; Journal of Pain and Symptom
Management; International Journal of Palliative Care Nursing and BMC Palliative Care.

Details of the study identification and selection process are shown in tB&RRlowchart

(figure 1).

Table 1 Search terms used in electronic database search

Search Terms
Palliative Palliative care; supportive care; terminally ill; hospice care; end of life ¢
Care
Hospital Hospital admission; readmission; hospitaliz(s)ation; length of stay
Patient Patient experiece; patient perspective; patient satisfaction; patient
preference
Family Family experience; family perspective; family satisfaction; family
preference

A rigorous approach to the search process identified 301 studies which weraegkéonm
relevance d the review topic. Studies had to refer to the experience of care in hospital
amongst patients with palliative care needs and/or their family and includaethe of
patients and/or families. Studies also had to refer to an adult population over the age of 18
years old and be available in English. Studies prior to 1990 were excluded as it wes felt
palliative care as an integral component of care in an acute hospital setting waglless
developed prior to that timé&. In addition studies condwt in the emergency department
(ED) and intensive care unit (ICU) were also excluded because themeigue issues related

to patient and family care that are specific to these clinical environments.miay of

inclusion and exclusion criteria can be found in table 2.

Table 2 Inclusion and exclusion criteria

Inclusion Exclusion




Written in English language

Papers focusing on patient and family views
Palliative care in hospital

Palliative or end of life care

Papers after 1990

All types of studies

Written in languages other than English
Papers focusing on health professional’s vig
and case reviews

Palliative care inCU or ED

Not focusing on palliative or end of life care
Papers before 1990

Study selection was conducted in a systematic siftinggsover three stages: title, abstract

and full text. At each stage, studies were rejected that definitely did not meetltrston

criteria. Using the title and abstract each paper was assessed by JR and rejeeyedidf t

not meet the inclusion iteria. Those that met the criteria were then independently assessed

by JR and one of the other authors; in cases where there were disagreemaitssion;j

consensus was reached by discussion. All literature was retaineckgsobad information.

Overall 32 studies satisfied the inclusion criteria (see table 3).

301 studies identifiethrough
database searching

9 studies from hand searching ali
cross referencing

A

310 studies screened

254 studiesejected at
title/abstract stage

\ 4

\ 4

56 full text studes retrieved 24 full text

for more detailed evaluation \ studies

exduded, with
reasons

Studies meeting inclusion criteria
and included in reeiw (n=32

Fiaure 1 PRISMA flow chart



Data Evaluation

Evaluating the quality of studies in a systematic review relies on a narropliisg@ frame

and similar research designs. In the case of integraBviews, the inclusion of both
qualitative and quantitative studies makes the process of data evaluationtt#ficLimay
provide little value. Furthermore, palliative care poses its own specific aljedleto
systematic review methods; the reseabese is relatively limited and the complexity of
methodological and ethical issues result in an evidence base largely unsuitatalditional
forms of review and synthesi§. For these reasons, data evaluation was not undertaken in

this review.

Data Extraction and Synthesis

All data relevant to patient and family’s experiences of hospital admsssiere examined

using a 4 step process to identify key themes as outlined in table 3.The datdiozxt
process was reviewed by all authors and agreement sought on the identification of key

themes.

Table 3 Process of data extraction and synthesis

Step Process

Familiarisation with the data Immersion in the data by reviewing each
study thoroughly, extracting and tabulating
qualitative and quantitative data

Generation of initial codes Focusing on data related to the review
question (patient and family experience)
codes were manually attached to the data.

Searching for themes Codes were sorted into overarching theme
within the tabulated data.
Identifyingthemes Potential themes were refined and discuss

with MG and CIl. Themes were discarded if
there was not enough data or the data was too
diverse.

Adapted from Braun and ClafR



Results

Through a search of electronic data bases, 301 studies were identified witheas hine

found through hand searching of relevant journals. Of the 310 studies screened by title and
abstract a total of 56 full text studies were retrieved for further reviementy four studies

were excluded because they did not hike inclusion criteria. A total of 32 studies satisfied

the inclusion criteria. (See table 3). They consisted of a mixture of quali{athgd),
guantitative (n=20) and mixed methods studies (n=4).

Tenstudies related to patients with cantéf two related to patients with stroke*’and one

with chronic obstructive pulmonary dised&eFour*>’

studies did not state diagnosisvo

papers used two diagnostic groups in the same study; one reminpatterns of care for
patients with non small cell lung cancer with severe C&PThe second study compared
experiences of patients who died with end stage dementia to those who had died with
congestive heart failur€. The remaining thirteen studiéscluded patients from a variety of

different diagnostic group$:>?

Seven studies used data from the Study to Understand Prognoses and Preferences for
Outcomes and Risks of Treatments (SUPPORTY: 42 44 382 The objective of SUPPORT

was to “mprove end of life decision making and reduce the frequency of a mechanically
supported, painful and prolonged process of dyfidhl) Data werecollected across five

teaching hospitals in the USA.

The perspectives of bereaved families were captiardd of the studie§ > 2 32 36. 37, 381,

43,4730 The time from death to data collection ranged from 4 weeks to 2 years. Four studies
included the views of both patients and famifie$® 3 * Two studies sought the family’s
perspectiveso describe their experience of having a family member in hospital in relation to
such things as decision making and communication with health professionals. Isttithsgs

that collected data directly from patients there was variation in how partEipegre
identified as being ‘palliative’ or near the end of their life. The majorityedathis on

diagnoses rather than estimated prognosis.

Seven studies compared palliative care across a number of different care sattudisg

hospital?® 23 2932 35 48. 49 Tq studies specifically compared palliative care in a hospital



setting with care provided in a hospfte? One study compared patient and family

experiences of care in hospital, home and aged residentidf care.

Five recurring temes were identified from the synthesised data:
a) Symptom control and burden
b) Communication with health professionals
c) Decision making related to patient care and management
d) Inadequate hospital environment

e) Interpersonal relationships with health professionals

Symptom control and burden

Of the papers identified, nineteen examined patients and families experienceg @i car
relation to symptom control and/or symptom burden in the acute hospital setting. Tw pape
concluded that both patients and families rank control of pain and other symptoms as
extremely important yet identified however it is an aspect of care tleegoasistently most
dissatisfied with> *® Furthermore, two papers reported that both patients and families will

prioritiserelief of painor maintaining comforover prolonging life’® 4’

Overall the reviewed evidence indicates that hospitalised patients withicaissdife
threatening iliness report a high symptom burden. In a study by Desbier{ me¢aly half

of patients intervieed reported having one or more symptoms of at least moderate severity
occurring at least half the time or of extreme severity of any frequency., d3&ipnoea,
anxiety and depression caused the greatest symptom burden. Family also reporkted a hig
level of symptom burden for patients who were dying in hospital. For example, in one study,
more than 80% of family participants reported that their family member indgue
experienced serious pain, dyspnoea or affective distress (confusion, idepoessmoional

distress) during their final hospital admissfdn.

Two studies compared family’s experiences of their family membengtm control in
hospital and hospice. Addingtdtall and O’Callaghaft found that significantly more
patients had pain controlled ‘all of the time’ in hospice compared to hospital (81% c/t 39%).
However, there were no differences found in the prevalence of pain or the disteassed.

By contrast Seale and KefRreported thatelief of pain and other symptoms was achieved in



the majority of patients in hospital with no significant differences in the eftawss of

treatments across the two settings.

Dissatisfaction with pain and symptom control from the perspective of both padients
families featured highly in the reviewed studies. Desbiens ¥t falnd that 50% of
seriously ill patients reported extreme or moderate severe pain at least hatietled 15%
were dissatisfied with pain control. In the study by Lytral®® almost 40% of conscious
patients were reported by surrogates as having severe pain and dyspnoea i3 thayia ®f

life and three quarters of these families found this distres8ifdne impact of witnessing a
patient in pain was significarfor families and became a focus of distress when left

uncontrolled®®

Communication with health professionals

Patient and families experiences of communication with health professionals actitee
hospital setting was a dominant theme in the revieaturing in seventeen studies. The
disciplinary background of the health professionals involved were not stated in théymajor
of studies reviewed. Most studies drew upon bereaved families experiencesautions
with health professionals (n=14Although there were some reports of positive experiences,
across the reviewed studies the overriding view from both patients and fanabethat the

standard of communication with health professionals in the acute hospital sepiug.is

Patients andamilies criticised the quality and type of information received from health
professionals with reports of difficulties in understanding the language*tis&tis was
particularly so for conversations involving prognosis. Families also feltlkgtwere not
always kept informed of the patient’s condition. As a result death was typeatigived as
happening ‘suddenly’. The amount and type of information provided by health professionals
was reported in four studies to not be tailored to individuelepences. Doctors’ ‘talking
over  unconscious patients was identified as being particularly conceimifagnilies who
feared that the patient was unable to express their preference for inforntetidrpeognosis

and might be told something they did not want to krbw.

A common theme related to the way in which information was communicated to patieénts a

families in hospital; this was reported to often be done badly particulariyn Wkalth



professionals were giving “bad new<*?* % Furthermoe in one study participants felt that

staff lacked the skills required to have these difficult conversatfons.

Studies reported that patients and families perceived busy staff as bairailaiie®® This

sense of unavailability was exacerbated furtileen visiting families experienced difficulties
finding a doctor or nurse who could provide an update on the patient’s condition. Constantly
having to seek out staff to get updated information about the patient coupled with the fact that
staff rarely appvached them to ask if there was anything they needed to know, left family

feeling dissatisfied.

Decision making related to patient care and management

In a study byYoung et af? being involved in decision making about patient care and
management wa®iind to be a predictor of family satisfaction in the last three days of life.
Both patients and families rated being “involved in decisions regarding tretaame care”

as an important element of end of life c&tre.

According to the studies reviewedetimajority of patients and families felt that they were
involved in decisions related to patient care and treatment as much as they wantéd to be
Heyland et al. found that over 80% of participants, including both patients and $anviies
satisfied o highly satisfied with how they were involved in decision making during a hospital
admissiorf® AddingtonHall et al** found that families were more likely to report they had

been involved in decisions about the patients care in hospice than in alrsetfing.

A number of factors were identified in the reviewed studies as impacting amlggaability

to contribute and participate effectively in end of life decision making within tabsprhis
included a lack of information about care and treatment options, lack of knowledge about the
patient’s condition, uncertainty regarding prognosis, difficulties in obtaimfagmation and
receiving insufficient explanations about what staff were doing and*hy.

Two studies reflected on how families had difficulties making decisions whigtptreeived

to be a matter of “life or death” for the patient, even when death was ineVitablén these
situations families felt that usirtgealth statistics related to the patient’s chances of recovery
was rot helpful. Feeling rushed into making these decisions increased the family’sdistre

Payne et al’ in a study on end of life issues in stroke found that a families perception of



what constitutes a “good death” influenced their level of comfort in makingidesiabout

resuscitation and withdrawing treatment.

I nadequate environment

In the papers reviewed, the hospital environment was criticised as beiggandidusy and

an inappropriate place to di&?> *® The perception of busyness within the hospital resulted
in patients and families feeling as if they wéost in the numberswhich left them feeling

unvalued and uncared foi.

In a study byDunn and Sullivasi® family felt that a lack of privacy impacted on their ability
to have conversations with patients at a time when they wanted to talk about persesal iss
In addition families commented on a lack of interview rooms to talk privately to shaffa
result families felt self conscious at expressing strong emotion in publics phden having

conversations about end of life.

The lack of single rooms for dying patients was a concern for families whieedabout the
dying patient being disturbed by agitated and confused patients inbadltooms. Family’s
also expressed comms for recovering patients in the room being distressed by watching

someone dying*

In studies by Rogers et @land Spichiger hospital bureaucracy was seen as being a barrier
to effective care. Admitting procedures did not accommodate the care requireept@ k
patient comfortabfé and visiting hours were inflexible causing families to feel that they
were in the way if they were present outside visiting hours. Patients were fnegeently
within and between wards and at a time when families perceived them as loeithgotde

moved>®

I nter personal relationshipswith health professionals

In the papers reviewed patients and families were more inclined to remembzhé#ati
professionals who took the time to show empathy and kindnessie &milies felt that
nurses did not take the time to show empathy towards the patient and were insemsitive t
families who wanted to stay with the patiéht.This was particularly difficult for those

families who were the patient’s main caregiver prothe hospital admission. The lack of



integration of a family’s care giving role by hospital staff led to feelingsetjléssness in

one study?®

Family perceived busy nurses as not having time to spend with patients to find butasha
important to hem. In a study by Spichig@rthis left patients and families feeling forgotten
and not cared for. In contrast when families felt cared for it was often ionsspo staff

who were attentive to their needs, appeared approachable and friendly anddcheck

frequently with family to make sure they had what they need.

In the study by Young et &f.there was a high correlation with patient satisfaction and being

treated with respect and dignity.

Discussion

This integrative revievprovidesan overviewof international evidence regardipgtient and
family experiences of palliative camea hospital settingThe evidence suggests that patients
experience a significant symptom burden with poor management of symptoms while in
hospital. The hospital setting is considered to be an inappropriate environment for dying
patients, being too busy and noisy and lacking privacy. Being involved in decision making
related to patient care and management can be difficult for families and a numberref facto
impact on their ability to do this effectively. Furthermore patients and fa@kperiences of
communicating with health professionals and establishing a positive relationghip a

challenging in the hospital setting.

Differences in patient and family experiescof palliative care with different diagnoses have
been reported in previous research. Those with a non cancer illness are mgréolikel
experience repeated hospital admissibrmmd less likely to receive input from hospice
palliative care services cqrared to those with cancr®despite the fact that their palliative
care needs can be significdhtThe studies identified by the review included patients with a
wide range of diagnoses and were at varying stages of the illnessotsgjatthough rost
studies did not report details of illness stage. This makes it difficult to come to any
conclusion regarding differences in patient and family experiences of higsgibas by

diagnosis or prognosis.

Moreover a number of design issues were identifiethe studies reviewed and as a result we

only have a limited understanding of the overall experiences of patient and. family



Firstly, the use of satisfaction based studies limits our understanding of tbat patd
families overall experience of @m hospital. Whilst satisfaction surveys are used widely to
elicit the views of service users they often use closed questions addrésspriptities of
the service provider or researcher rather than the service user. In additiata@xpas
consdered to be a major determinant of satisfaction and is largely related ndigidual’s
perceptions of the benefits of care and the extent to which these meet their expettatio

However this was not addressed in any of the studies

Secondly, using yenptom prevalence as an indicator of patient's overall experience of
palliative care in hospital is limitinglt would not be unusual to find patients in a hospital
setting with a high symptom burden during a period of acute illness and in fact thisnis of
what precipitates an admission to hosgitah view of the fact that the hospital setting is
often criticised as being poorly prepared to provide adequate symptom control at the end of

life>®: €0

exploring the effectiveness of symptom managementbreayore useful.

Thirdly, using patient proxies provides a limited understanding of patient experi€ifteen
studies in the review used patient proxies to a varying degree as a way ofamnuiegsthe
patient’s experience of care in hospital. Tinisluded information regarding the severity of
symptoms such as pain and dyspnoea. Whilst data collected after deathdxies pre a

vital source of information in palliative care, the validity of reporting has logestioned.
Factors such as the preus relationship with the patient, caregiver burden and an
individual's beliefs and expectations of care can impact on the congruenaebegtatient

and proxy reporting. Proxies have been shown to be reliable reporters on the quality of
services and onbservable symptoms, however agreement is poorer for subjective symptoms
such as pain, anxiety and depres$forccuracy of recall is influenced by the period of time
between the experience and the recollection of the experience. In those stuidigsd that

used data collected from family, all but one study surveyed families who weigvbd. The

time from death to the collection of data varied considerably and ranged between 1 month
and 2 years. Retrospective data collection from families posabement has been shown to
change significantly over time particularly in regards to symptoms such iasapd

depressiofi?



Finally, comparing experiences of hospital care with that which is providedhén settings

such as hospice may not be thagéfus Some aspects of hospital care are unlikely to ever
meet the same standard as hospice care. For example, the homely envippomeéeat by
hospices is difficult to emulate in a hospital setfihdvulti bedded rooms are common place
and patient turnover is high. Providing an appropriate level of privacy, cleanliness and eas
proximity to family and friends has been identified by patients, families antthhea
professionals as being important in hospital end of life'tarel yet the hospital continues to

be cited by patients and families as an inappropriate setting primarily bechutse o

limitations in providing these aspects of care.

Limitations

This integrative review synthesises the current international evideseerdgarding patient

and fanily experience of palliative care in an acute hospital setting. Electronic search,
retrieval and review strategies were used however the search is subjecetbnsibations.

Data bases were limited to English and due to resource limitations a sédhsh ‘grey

literature’ was not carried out. As a result some studies may have been missed.

Conclusion

Despite the fact that people express a preference to be cared for and die at home or in a
hospice, hospitals continue to play a significant role irvigding palliative care. In many
countries the majority of people still die in a hospital setting and many will be admitted to

hospital during the last year of their life.

This review has identified that, largely as a result of study design, our knowlegg&euit
and family experiences of palliative care in an acute hospital remains limitedctetel
aspects of care. Further research is required to explore the total aatidamily experience
taking into account all aspects of care includinggbential benefits of hospital admissions
in the last year of life.
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