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ABSTRACT

Aim. To explore specialist and generalist palliative care provisiopgople with non-

malignant.respiratory disease, in rural and urban areas in the North and Replblandf

Background. Globally, palliative care is recommendesan appropriatbealthcare option
for peoplemwith-advanced non- malignant lung diseése there is limited evidence
regarding the integration of palliative care fiois client group

Design. Qualitative study

Methods. Convenience sample of 17 bereaved carers and 18 healthcare professionals
recruited from twaural andtwo urban sites on the Island of Ireland. Data were collected
throughout 2012 and 2013 througgmistructured interviews with carers of patients with
Chronic bstructivePulmonary DseasgN=12), interstitial lung diseas@N=4) or
bronchiectasi$N=1) who had died 3-18 months previously; and 4 focus groups with

healthcare professionals. Data wanalysed using a thematic analysis framework.

Results. Carersinterviewsyielded three overarching themes:1) Lack of preparedness for

death due to ambiguityegarding disease trajecto) Lack of consistency in palliative care
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delivery, in relation to the receipt of generalist and specialist palliativeaai8) Role
ambiguity, related to their caregiving rolBoas groupsdentified two overarchinghemesl)
Barriers to appropriate palliative caend2) The future direction of palliative care for patient

with nonmalignant respiratory disease.

Conclusion, The uncertain disease trajectory was not only experienced by carers but also
healthcare professionals. Although referral to specialist palliative care services was perceived
as increasinghe-availability and coordination generalist and specialist palliative care

services weesfragmented and varied dependent on geographical location.
Keywords

non-malighant respiratory disease, COPD, chronic obstructive pulmonary disease,
bronchiectasisginterstitial lung disease, palliative care, family carers, qualitative research,

nursing and.healthcare professionals

Summary Statement
Why is thisresear ch needed?

¢ Internationally palliative care is recommended for people with non- malignant
respiratory disease, yet the integration of palliative care for this client group
unclear.

e Therevidimited evidence regarding palliative care for patients with siiéal lung
disease.0r Bronchiectasis, alongsitfeonic Obstructive Pulmonary Disease.

e There isimited research regarding the influence of geographical location on the

provision of palliative care for patients witlon-malignant respiratory disease.

What arethe key findings?

e The uncertain disease trajectory associated with matignant respiratory disease
and a lack of prognostic information from healthcare professionals, resultectk a la

of preparedness for death.
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e The availability and coordiniain of generalist and specialist palliative care services
were fragmented and varied dependent on geographical location, this was not just
isolated to rurality but also health jurisdiction.

e Specialist and generalist palliative care services are appropriate for patients with other
formsofnon-malignant respiratory disease such as bronchiectasistanstitial

lung disease, not ju§thronic Obstructive Pulmonary Disease.

How should the findings be used to influence policy/pr actice/r esear ch/education?

e Future respiratory and palliative care policies should reinforce amongst healthcare
professionals the importance of providing information regarding prognosis to this
client groupandbe effectively implemented in clinical practice.

¢ Enhanced access to specialist and generalist palliative care services is needed in areas
withsfewer services to improve local palliative service provision.

o Palliative’service provision should be inclusive of all forms of non-malignant
respiratory disease to address the needs of patients with interstitial lung drsase

bronehiectasis, alongside Chronic Obstructive Pulmonary Disease.

This article is protected by copyright. All rights reserved



I ntroduction

Non Malignant Respiratory DiseagflMRD) is anumbrella term that includes Interstitial
Lung Disease (ILD), bronchiectasis and Chronic Qiasive Pulmonary Disease (COPD)
(National End of Life Care Intelligence Network 2011). Over 200 million people woréwid
have a diagnesis of COPD and while confirmability data are not avaitaislestimated that
the extent'of othechronic respiratory diseasis a growingglobalhealth problenfWorld

Health @rganisatio(MVHO) 2008).International guidelines emphasise the importance of
generalist andsspecialist palliative care being made available to patients with a respiratory
illness (Bradleyet al.2008, Lankeret al.2008, NICE 2010, Raghet al.2011, NICE 2013).
Research suggests however thatgrasi with NMRDdo not receive the same standards of

palliative care as patients willng cancef{Goodridgeet al. 2008, Partridget al.2009).

Background

In 2014, the WHO and the Worldwide Palliative Care Alliance (WPCA) publishedas
highlighting,.the global need for palliative care. This atlas highlighted ttetuegh palliative

care pragrams-have mainly focused on the needs of people with a malignant disease in the
past, the majority of those worldwide needing palliative care have a non-malignant diagnos
A key recommendation from the WHO and WPCA was that palliative care should be
integrated into relevant national health and dissageific policies, a concept mirrored in

the Palliative Care 2020 (2014) European Declaration on Palliative [Zdliative Gare

2020 additionally declared that new policies specific to palliative care must include referral
criteria to facilitate timely access to palliative care based on the persons holistic needs,

regardless of diagnosis or prognosis.

There is clear.syptom burden experienced by patentith NMRD, such as dyspnoea,
hypercapniasand anxiety, tledore palliative carenay mitigate against increased burden by
the judiciousiuse of analgesics, antibiotics, O2 therapy and comfort care measures as
appropriateGeneralist and specialist palliative service provision for patients with NMRD in
the North and Republic of Ireland (RQids been previously described (Mc Vedtal.

2017). In Nl,patients with COPD and their carers expressed concerns about a variety of
unmet holistic needs (Hassenhal.2008).Hassoret al.additionally highlighted that patients
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with COPDexperienced uncertainty regarding the trajectory of their disease. Further
evidence also depictedatcarers of patients with COPItada range of unmet needs and can
receive inadequate supp&am the healthcare professi@@penceet al.2008).There is

limited evidencenowever regardingalliative care fopatients with ILD or Bronchiectasis
alongsiderCOPD. Given this background the research question guiding this stutiyhats
are the perceptions of bereaved carers and healthcare professi@Résdf thegeneralist

and specialigpalliative care service provision for people WRMRD, in rural and urban
areas in the North ariROI.

The study

Aim

The aim of this"study was to explore specialist and generalist palliateyg@azvision for
people withNMRD from the perspectives of bereaved family carers and healthcarerstaff
rural and urban areas in the North ar@R

Design

This study employed a broadenpretivist qualitative enquirp facilitate an irdepth
exploration of the intricacies of the topic being investigatedtamagbpropriately access the
meanings ‘and values study participants applied ioekperiencegLapanet al.2011).

Participants

Recruitment for the interviews and focus groups has been previously highlighted (Mc Veigh
et al.2017). Convenience sampling was emploiettis study Sociodemographic details

about participants of the interviews and focus groups are conveyadlml. All

participantsvere recruited acroswo rural and two urban sites in tNe and the ROI

(Figures 1 & 2)Eligible participantdargetedor thesemistructured interviews/ere
bereavedamily carers, identified by a respiratory nurse specialist as the main carer, of
people with NMRD who had died three to eighteen months prevideatticipants were

excluded if they were under 18 years old, didspeak Englislor were too distressed to take

This article is protected by copyright. All rights reserved



part in a research studiligible participants for the focus groups included members of the
multi-disciplinary team that were involved in theneralist and specialigtlliative care of
patients with NMRDand identified byelevant heads of each department.

Data Collettion

Data werescollected throughout 2012 and 2@E3nistructured interviews with caregivers
(see supplementary informaticmbte 1) were condcted in participants’ homes (M8), or
overthe telephone (N7) toallow them to choose an interview method that was most
convenient. Interviews ranged from 22 — 80 minutes in length, with an average of 50 minutes
Focus groups (n=4) with HCPs were conducted at each site involved in thesgedy (
supplementarysinformationable 3. The focus groups ranged from 68 — 81 minutes in
length, with.an.average of 74 minutes. All interviews and focus groups were digitally
recorded and transcribed verbatim. Interviews and focus groups were conductedehy the |
author who had appropriate training on conducting qualitative research. dccardte
recording ©of focus groups, an additional member of the research team fulfilledetioé r

note takerData collection was completed when it was noted by the résgaiat no new

themes or infermation were emerging from the data.

Data Analysis

Data were analysed by adopting a thematic analysis framework descriketyt®/

Horrocks (2010)To assist with managing the data the qualitative research software package
NVivo (Jupp 2006) was used to provide the tools to support the management and
categorisation ofithe qualitative dagtage one of analysigas the assignent of descriptive
themes tossections of tlokata to dscribe their meaningtage two encompassgtbuping

together deseriptive themésgenera interpretative themesnd highlight emerging patterns

in the datakhe third stage of the framework required the identificatioa miimber of
overarchingithemedeveloped by pulling together and linkingjthke interpretative themes

that had been established. The overarching and interpretative themes are autlined i

supplementary informationable 3
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Ethical consider ations

The ethical considerations of the study have been previously described (MeValgh
2014).Ethical approval was received from the Office of Research and Ethics ComMiittee
(ORECNI,:Reference: 11/N1/0166) and governance permission from the Northétim &feh
Social CarerTrust (Reference: NRP1264/09), Belfast Health and Sociai€ Trust
(Reference:11080JR-AS), Letterkenny and DubWinitten and verbal informed consent was

obtained at the time of interview or focus group.

Rigour

Rigour of the study has been described previously (Mc \etigth 2014).Each transcription
was initially. analysed by the lead author and then reviewed by the remaining research team to

verify the themes generated from the data collected.

Findings

Quotes are used as best exemplars from each theme. The anonymous paxidgsaand

transcript page,numbers for each quote are also included.

Semistructured-interviews Findings

Analysis of.the.carers’ interviews identified three key overarching themésck1yf
preparedness for death; 2) lack of consistency in palliative delivery; and 3) role

ambiguity.
Overarching theme 1) Lack of preparedness for death

Participants expressdeelings of ambiguityn relation tothe life limiting nature of NMRD

due to unpredictable disease trajectory. The unpredictable nall®, @xplained by a carer
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of a patient with idiopathic pulmonary fibrosis (IPF), highlighted how quickly thergatie
condition progressed and recalled their shock at this rapid decline:

“She deteriorated very quickly when she went into the hospice | have to say. From going in
and being,able to walk and look after herself very quickly it got to the stage where she
couldn't walk-and didn't get dressed or anything. She had gone downhill very rapidly when

she went home.and then went back into the hospice.” (BC4, p5).

Carers of patients with COPD or Bronchiectasis expressed that the patient’s condition
appeared to deteriorate and then improve, leading thdelieve that the patient would

always get bettegigain after becoming unwell:

You know a few Christmases ago he was rushed into hospital on Christmas Eve and
was really unwell and | saw the wires and everything and thought this is serious. But
he pulled through. So it was a case of every time he went into hospital the whole
village just thought, ‘aw there he goes back into hospital again he will be out by the
weekend.’ So we never expected him to die, to not come home. Nobody expatted
all;'my-friends, nobody. (BC9, p4).

Carersadditionally highlighted feelings of uncertainty about the patient’s condition
associated'with a lack of information from HCPs aboutitedimiting natureof NMRD:

Youknow nobody ever told me how long he had left or how long this was going to go
on forand | feel now | could have done with more information. Nobody ever tells
you, you-are just left to your own imagination and they just expect you to know but
people don’t know. Now | know a doctor can't just turn around and tell you the exact
date he is going to last too but they could have given me an indication that he wasn’t
going to get better and that it would only go on so long. They are bound to know by

the symptoms how long it is likely to go on for. (BC14, p7).

This article is protected by copyright. All rights reserved



Due to difficulties in gauging how the patient’s condition was going to progress, participants
were left feéng uncertain about the staging of the patient’s illness. This led to feelings of

unpreparedness amongst participants when the patient’s condition deteriorated.

Overarching theme 2) Lack of consistency in palliative care delivery

Carers’aceountdemonstrated a lack of consistency inttheng of palliative care delivered
to this client.group. Carers expressed that specialist palliative care was only introduced when
the patient was nhearing the end of life andgalients’could have benefited from it being

introduced earlier

We would have liked to have had more of the [specialist] palliative care sidiegs t

earlier oniather than just before he died. (BC15, p3).

In the ROI,_results confirmed that patients with NMRD received adequate support for their
palliative needs.in hospital. However, this care was not continued when the patient was

dischargedback:into the community

Well'we felt that he could have definitely done with more support at home to help
him. But now when he went into hospital the support he got there was brilliant, the
respiratory nurses and all were just brilliant. But when he was discharged home the

careqjust,stopped, it tapered off when he diasharged home from hospital. (BC15,
p2)

Carersadditionallyreported that the majority of patients with NMRD in the ROI (n=7) died
in hospital (n=6); rather thaheir preferred place of death:

My partner would have ideally liked to come home but...he did die in hospital.

(BC16, p13)
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In contrast to the views expressed by participants in the ROI, findings highlighted t
patients with NMRD in Nhadsufficientgeneralist palliative care to deal with their palliative

needs in the primary care setting

As heriliness progressed they were there for Nexu know and obviously somebody

was assessing to make sure that was happening. And then they brought in the machine
for during the night and it was a very noisy machine, so they put that in that it was
upstairsnmsithe bedroom and also downstairs in the living room and so you could tell

as thesillness progressed all the services Wweneg put in that she needed. (BC4, p4).

However,participants perceived that there veall insufficientpalliative care service

provision experienced at hortwfacilitate preferred place of death:

She“diddie in hospital, she did indeed and that’s part of my hurt, calling the
ambulance and letting her die in there. She would have loved to have died at home.
think that if we had have had more support at home she could have died at home.
(BC1ypl10)

Overarching theme 3) Role Ambiguity

Results illuminatedares’ feelings of ambiguity related to their caregiving réarticipants
felt confused as to why they were not allowed to be involved in some conversations that took
placebetween the patient and the HCP:

Any of the other doctors didn't mind when | stayed with my husband to explain to him
what they,were saying but she [the doctor] wouldn't let me stay. And it was always,

'you wait out in the corridor and | will speak to you in a few minutes. (BC3, p4).

Carers’ expressed that the knowledge theguired whilst caring for a patient at home was

not acknowledgeth the inpatientsetting

When | went to refill the machine [nanvasive ventilation machine] with water there

was a nurse practitioner there and sleat through me for touching the machine and
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| was very angry as | knew just as much about operating the bloody machine as she
did. (BC2, p8)

Role ambiguityswas also exemplified by participants’ conclusions that they hal af|
support fram the healthcare profession and therefore had no choice but to take up the role of

carer

You-knew it ended up being me and my sister that would have went up a lot to see
him‘and help him out because we didn’t have any other support. A lot pféssure

was put on ourselves to look after him. (BC15, p3).

Cares additionally revealed that certain HCPs dependdti@mto provide guidance on how

to delivercertain‘eéments of care to the patieatich as non-invasive ventilation:

| went to for a holiday on the Wednesday and | had no sooner arrived than | got a
phone'call saying 'this is the nursing home here something is wrong with the nippy
machinecan you come and fix it?' | then had to spend the next couple of hours
sending-texts to the nippy rep and she actually went to the nursing home to sort it out.
(BC2,p3)

Focus Group Findings

Analysis ofithe'HCP focus groups yielded two key overarching thetphesrriers to
providing-appropriate palliative care and 2) the future direction of palliative care for patients
with NMRD.

Overarching theme 1) Barriers to providing appropriate palliative care
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Participans across Nandthe ROIldescribedan inability to providdgimely palliative care to
patients witiNMRD due todifficulties in identifying the patient’s prognosis. For patients
with COPD and bronchiectasis, findingslicatedthatprognosticuncertainty was related to
the patient having multiple episodes of becoming very unwelttaardtheir condition

improving:

With, lung cancer patients you can give a rough prognosis and know when to
introducespalliative care. With patients with COPD there is no definitive timeline and
they eansbe up and down so there is no obvious point where you know to definitely
involve palliative carethat is the big issue realfRN8, Respiratory Deputy Ward

Manager, p8).

Healthcare.professionals expresteat with a diagnosis of IPIEwas easier to identifwhen

the patietis condition was deteriorating:

Certainly/in pulmonary fibrosidLD) it is fairly clear as there is a clearly defined
decline and there is a life expectancy attached to the diagnosis. So | think we are
better-atrecognising they are pdlira than we were certainly but there are some

improvements still to be made. (RC2, Respiratory Consultant, p14)

However participants also recognised that an inadequate understanding amongst HCPs of the

role of palliative care in NMRD created barriergptovidingappropriate palliative care:

Well'there are people who won't refer to palliative care and you will find iaHas
tordo'with their own hang ups about what palliative care really is and their own lack

of understandingPCN5, Palliative Care lNse Specialist, p7).

Participants in NI held the view that specialist palliative care was available equallietagpat
with COPD, bronchiectasis and ILBElowever HCPsn the ROI indicated an inequality in the
provisionof specialist palliative care fgatients with ILD or bronchiectasi€omparative to
those with COPD:
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| suppose from what | have seen it is mostly COPD patients that get seen by specialist
palliative care and | haven’t had any bronchiectasis patients that have been seen or

referred to spaalist pallative care that | am aware ¢PH, Physiotherapist, p8)

Throughout NI and the ROI, the lack of availability of generalist and specialisttpalicare
services in‘rural‘areas to patients with NMRDcomparison to those in urban settingas
highlighted:

In particular in the really rural areas they are particularly bad spots and we have major
issues getting packages of care for anywhere around really rural areas. You just cringe
when you hear someone’s address is there and you just hope that they don’t need a
package-because it is very, very difficult to get one. Even if they are end of life care

it's still.extremely difficult because thewvices are just not availabi@CN3,

Palliative Care Inpatient Unit Deputy Ward Manager, p13).

| think as well with the specialist palliative care services there maybe aren’t as many
available to NMRD patients in the more rural @raa there are in urban areas.
(PENS5, Palliative Care Nurse Specialist, p10).

Overarchingstheme 2)he future directiorf palliative care for patients with NMRD

ThroughoutNI and the ROI, HCPsonveyed that the presence of specialist palliative care

providers in the care of pants with NMRD was increasing

The balance has changed because with our post [specialetiyaltare OT] about 7

years ago there would have been the expectation that it would 90:10 malignant versus
non-malignant disease but it has changed and | would say we are fast approaching a
75% case load for malignant and the rest aremalignant justmadeup of neurology

or respiratory(OT1, Specialist Palliative Care Occupational Therapist, p3).
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The increased referrals to specialist palliative care servicespeareived as being result
of specialist palliative care providers being more accgptfrpatients who have a non-

malignant diagnosis:

Now all hospices are open to take froalignant referrals which are great and they
are much more eager to fill thate than they were previousfPCN5, Palliative

Care Nurse Specialist, p4).

In NI the presence of a regional motteuide the implementation of palliative care,
dependant on stage of iliness, was used by HCPs caring for patients with NMRD & ensur
they leceived optimal palliative care:

Well there is the ELCOS (End of Life Care Opamaal System) Model for palliative

care used for respiratory palliative care and that is regional and it moves from early to
late phase and tells you what the patient should be getting at each stage. And |
suppose.with the model everything is there andkymw what’s available and what

you should be doing and us a team can look and see what we need to b@RiN2ng.
Respiratory Nurse Specialist, p14)

In the ROlhowever participants acknowledged the lackaofegional model for palliative
care that couldhelp to guide the delivery ahreto patients with NMRD:

We'don't have a model for either delivering palliative care or respirasogyand |
supposewe shoul@RN5, Respiratory Nurse Specialist, p8).

The role of the carer was acknowledged and great emphasis was placed on the impiortance

meeting the carer’s information needgasding the patient’s condition:

Carers are slightly different, carers are different from patients. | think that quite often
the carer has to have a clear picture of whatiisggon ... if you have a carer you

would often say, you know, ‘It is very, very severe lung disease and they may not
survive this illness.” And that is a conversation that | often have very frequently with

people. The carers are very keen to know how sekenerelative is and the relative
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will be told that they have severe lung disease and let them ask what they want to
know after that. There can be people [patients] who are devastated and don’t want to
know and yet the relatives have to know a little bit more of the gritty reality loi ‘T

is really tough stuff here drthey are really unwell. (RC1, Respiratory Consultant,
p21):

The wellbeing of the carer had an impact on the patient’'s experiencepasiéotswith

NMRD to be successfully cared for at home the carer nesdlsgliately supported:

| think'you have to have the carers on board as well because a lot of home
management systems fail not because of the patient but because of the carer. You
knowstrying to get someone home because ‘Transforming Your Care’ [2011 review of
health.and social care in NI] says that more people should have the chance to die at
home but often it is the carer that you see totally wide eyed with fear when their loved
one'says that they want to go home and they sort of think ‘how do | manage this?’ So
| think the support to the carer is hugely important, although you focus on the patient
you have to give just as much support to the carer. (RC2, Respiratory Consultant,
p22).

DISCUSSION

Carers’accounts concurred with previous research as they highlighted how the uncertain
COPDtrajectory resulted in ambiguity regarding disease progression amongstspatient
carers(Pinnocket al.2011, Hyne®t al.2012) Similarly, bronchiectasi€aused uncertainty
regarding the disease trajectory due to the patient’s fluctuation between periods of illness and
wellness. Howevell.D causedorognosticuncertaintythrough displaying a trajectory where
the patient's.condition was perceived as beiaglstand then rapidly deteriorating after
experiencingno exacerbations to their condition. Previous research suggestesl tha
deteriorationdin _patients with I helped patients and carensderstand that the condition
was palliative(Bajwahet al.2012). Conversely, our studgported that patiestvith ILD

and their carerarere unprepared for this rapid deterioration and it did not provide further
clarity into thelife-limiting nature of the diseas€arersperceiveda lack of awareness
regarding the gaent’s prognosis was also caused by a lack of information from HCPs
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regardng the palliative nature of NMRD. This addspt@vious research which has
highlighted that patients with COPD often get to the stage in their iNmese they require
regularoxygen therapy and are still unaware they have a palliative illness, due to a lack of
information about the life limiting nature of their disefGett et al.2009, Loweyet al.

2013). Thepresent study highlighted a lack of death preparedness (Piret@nB800)
amongst not only patients with COPD and their carers, but also those with bronchéetdasis
ILD. Death preparedness can be defined as the readiness for death €Halb2006)
experienced by the patient and their carer. A contributing factor to being prepadedtfois
also an awareness of dyi{idc Leod Sordjan 2014), however the present study highlighted
how, alongside COPD, patients with bronchiectasis andweE unaware of the life limiting

nature of the disease and that the patient would die from the disease.

Findingsadditionally demonstrateithat, alongside carers, HCPs found a lack of prognostic
certainty in,relation to NMRD that resulted in difficulties determining disease progression
This alignedwith/previous research highlighting that prognostic uncertaiatised HCPs to
experiencedifficulties in effectively managing patients with advanced COPD and recognising
when their'eondition was decliniri@penceet al.2008, Pinnoclet al.2011). Our findings

further highlighted thathis is not isolated to COPD as HORrceptionslso associated
prognostication difficulties with bronchiectasis. Conversely findings highlipthiat, unlike

carers, HCPs perceived thiatvaseasier to identify the prognosis of a patient with ILD due

to clear prognostic indicatorBrevious research in the UBajwahet al.2012) appears to

align with our findings, highlightinghatHCPs maynot haveprovidedpatients with ILD and

their carers with appropriate prognostic information.

Inequalitiessirthe provision of palliative cargcross the island of Irelam@n be influenced

by geographiesdocation (DHSSPSNI 2011, Joint Oireachtas Committee oh Hedlt

Children 2034, Murragt al.2013 andwasevidenced in the present study. Findings aligned
with previous research as HCparceivedhat palliative care services were limited for
patientdiving in rural areagRobinsoret al. 2009, Goodridget al.2010). The present study
highlighted howevethatthe influence of geographical location palliative care foNMRD

was not solely dependent aurality. Findings concurred with previous research highlighting
disparities between the availability of generalist and specialist palliative care services in the
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primary care setting across EurgqhepezCampost al.2014).Our study however

illuminated perceptionthat patients with NMRD in the ROI had limited access to palliative
care services in the primary care settings;amparison taNl. Patients with COPD can have
several readmissions tospital caused by a lack of follow up care in the community post
discharggJeffset al.2014). Present findings additionally highlighted that the lack of
servicedn the primary care setting in the ROI for patients with ILD and bronchiectasis,
alongside COPDmay haveanfluenced their place of death. This demonstrated how patients’
geographieal location and the palliative care services avaitatiies location potentially

had anmpacton whether or not they died in their preferred place of care.

Previous research has identified models of palliative care for patients with ILD and COPD,
advocatingsthesintroduction of specialist palliative care aardypatient’'sdisease trajectory
(Higginsonet:al«2014) or when a patients’ symptom management becomes too complex for
generalists to manag8tranget al. 2013).In the present studyarticipants perceiveithat
specialist palliative care services were not involved with the majority of pattemsurring

with previgus findings related to patients with I1(Bajwahet al.2012, Lindellet al.2014)
andCOPD(Beernaeret al.2013). We additionallgliscoveredhat patients with
bronchiectasis,also experienced a lack of involvement from specialist palliative care
providersCarers’ accounts highlighted thatignts with NMRD and their carers wanted
access to these services however service availability waswft®ordinated and varied.
Healthcare professionals however perceived that referrals to specialist palliative care for
patients with"NIMRD are increasing. Reswtsveyed that this may be equated to increased
acceptability,of the role of specialist palliative care for pasievith non-malignant

conditionst

Caersreferred to feelings of role ambiguity caused whay tilt excluded from elements of
the patients care, batso highlighted howiCPs depended on the carBrevious research in
the UK highlighted that carers of patients with COPD felt unprepared for their role &md of
felt isolated, due to a lack of bio-psychosocial support from HSpsnceet al.2008).We
additionallyascertained that carers of patients with ILD and bronchiecésiggside COPD,
also felt isolated when not included in the delivery of some elements of the patients care,

especially in the secondary care setting. Healthcare professiosi@eptions aligned with
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the view that more effective carer assessments ang@@ddghat would enable the appropriate
identification of the needs and concerngarfers of patients with NMRD.

These findings-have implicatiof@r clinical practice, policy and research. A key
recommendation from regional palliative care guidelinas the timely provision of

information to patients with a lifdimiting illness and their carers regarding their iliness
(DHSSPSNI 2010). However findings demonstrated that the recommendations of these
palliative andend of life care strategiedtenmay not be implemented by HCPs caring for
patients with NMRD. Future respiratory and palliative care policies need to reinforce
amongst HCPsthe importance of providing information regarding prognosis and prognostic

difficulties, to patients with NMRRnd be #ectively implementedn clinical practice.

The National Respiratory (COPD) Framewdirksh Thoracic Societgt al.2008) recognised
the need for patients in the ROl with COPD to have access to multidisciplinary teams that
included specialigpalliative care inpuandthis is available in the North afRiOI (Murray et

al. 2013,Belfast'Health and Social Care Tr2ét15, Northern Health and Social Care Trust
2015).Howeverthe present studydprevious evidencéMurray et al. 2013),has

highlighted that the availability and coordination of these services are inéepirenccan be
varied dependant on geographical location. Enhanced availabititgse services would
afford generalist palliative care providers in areas with fewer senades/e rapid access to
specialist support and advice. Watbrevious evidence referred only to patients with COPD
and ILD (Irish Thoracic Societgt al.2008), the present study identified the need for these
services to.also filter down to patients wittonchiectasis.

To provide.further evidence regarding the reasons for patients and carers lack of awareness
regarding the'lifdimiting nature of NMRD, future research could explore the quality of
palliative and end of life discussions with patiemnith NMRD and their carers. Previous
research has explored these discussions with patients with Q@BBget al.2012),

however further investigation amongst patients with ILD and bronchiectasis, d®ngsi

COPD, that also includes the carer is warrameguantitative study that aims to investigate

the quality of palliative and end of life care discussions between HCPs andypaitbn
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NMRD and their carers, through the previously validated Quality of Communication Tool
(Curtiset al.2008) could be conducted.

Limitations

Eighteen HCPs were recruited into the study however the majority who jpaieidiwvere
nursegn=13).ncreased numbers of alli#tiCPsand medical staffnay have provided more
diverse perspéiwes. The majority o€arers who participated in the study (n=17) had cared
for someoneswith COPD (n=12) and only a small number of participants had cared for
someone with«kD (n=4) or bronchiectasis (n=1). Recruiting greater numbershieonthier

two disease groups may have provided further perspectives. Findings also only regresent

the perspectives of careand HCB and not the patient’s own perspective.

CONCLUSION

This studytilluminated the challenges patients, carers and HCPs encounterechdue to t
uncertain NMRD trajetory and how thisad an impaocbndeath preparedneasd the receipt

of palliative careThe availability and coordination of specialist and generalist palliative care
services forpatients with NMRD is fragment®ad varied dependaah geographical

location. Enhanced availabilityf these services would afforICPsin areas with fewer

services to have rapid access to specialist support and ablviceduce inequalities in the
provision of palliative care for NMRD, related to geographical location, setezelopment
measures 'must be put in place that are inclusive of patients with ILD and bronchiectasis. The
management of patients with NMRD is complex and challenging with a clear need for a
stronger and more integrative model ofgli@e, incorporating palliative care in a responsive

and dynamic way.
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Table 1: Participant Profiles

Participants of the semi-structured interviews

Gender Women: 14 bereaved carers
Men: 3 bereaved carers
Age Mean: 58.2 years

Median: 55 years

Range: 41 81 years

Relation to patient

Daughter (n=5)
Son (n=2)
Wife (n=7)
Partner (n=1)
Daughter in-law (n=1)

Nephew (n=1)

Patient and-€arer living Yes (n=10)
together
No (n=7)
Occupation Residential home manager (n=1)

Unemployed (n=3)
Retired (n=6)

Classroom Assistant (n=1)
Housewife (n=3)
Probation Officer (n=1)
Porter (n=1)

Health and Safety Officer (n=1)
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Time post bereavement

Mean: 7 months
Median: 6 months

Range: 4- 17 months

Area Northern Ireland (n=10)
Republic of Ireland (n=7)
Rural (n=8)
Urban (n=9)

Diagnosis COPD (n=12)

Interstitial Lung Disease (n= 4)

Bronchiectasis (n=1)

Interview Type

Face to Face (n= 10)

Telephone (n=7)

Par ticipantsofithe Focus Groups

Occupation

Specialist Palliative Care Occupational Therapist (n=1)
Respiratory Nurse Specialist (n= 6)

Palliative Care Nurse Specialist (n= 3)

Consultant in Palliative Medicine (n=1)

Specialist Palliative Care Nurse Consultant (n= 1)
Respiratory Consultant (n=2)

Respiratory Ward Manager (n= 1)

Respiratory Deputy Ward Manager (n= 1)

Palliative Care Inpatient Unit Deputy Ward manager (n=1)

Physiotherapist (n= 1)
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Area Northern Ireland (n=11)
Republic of Ireland (n= 7)
Rural (n= 8)

Urban (n= 10)
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Figure 1: Flowchart ofRecruitment and Retention for SeBtiructured Interviews
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Figure 2: Flowchart ofRecruitment and Retention for Focus Groups

Total potential participants identified by gatekeepers (n=25)
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