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Abstract

Aim: This study aimed to extract patient narratives regarding the end-of-life trajectory of their self-care and
coping experiences as patients with idiopathic pulmonary fibrosis and to use meta-ethnography to discover
common metaphors of their experience in order to inform the development of nursing interventions.
Methods: A comprehensive search of qualitative research using electronic databases, in English and
Japanese, regarding patients with IPF, identified four articles. The meta-ethnography approach followed
seven steps, which provided a synthesis of the phenomena from both comparative and cumulative analyses
of the qualitative data.

Results: Seven key concepts and metaphors were synthesized: (i) an extended period before obtaining a
diagnosis (“Waiting for the other shoe to drop”); (ii) suffering as the pathway of illness (“Gloom and
doom”); (iii) the burden of the symptoms and loss of independence (“Staggering under the load”); (iv)
acceptance and living with the restrictions of home oxygen therapy (“A double-edged sword”); (v) changes
in the family role (“All in the same boat™); (vi) existential suffering (“Dead-end streets and rays of hope™);
and (vii) challenges to maintain independent living (“Making the best of it”). Reciprocal, refutational, and
line-of-argument modes of synthesis revealed the relationships of the metaphors. Meta-ethnography
provided a mechanism for a cumulative knowledge base for necessary nursing interventions.

Conclusions: The critical nursing interventions were: the relief of symptoms, particularly dyspnea and
cough; coordinating lifestyle changes; providing psychological support for living with an illness beginning
from the time of diagnosis; and carefully starting the end-of-life discussions with patients and families.

INTRODUCTION survival prognosis is shorter, from 2-7 years (Duck
et al., 2015; Raghu, 2011; Rajala et al., 2016). Idio-
pathic pulmonary fibrosis tends to have a shorter prog-
nosis than other malignant diseases (Vancheri, Failla,
Crimi, & Raghu, 2010) and has a history of both diag-
nostic and prognostic uncertainty because of its com-
plex presentation. Although the disease trajectory is
difficult to predict, a hallmark is the deterioration of

Idiopathic pulmonary fibrosis (IPF) is not strictly speak-
ing a malignant lung disease, as it is not a cancer, but as
it has a poor prognosis and is often compared to a
malignant or cancerous disease, it is usually regarded as
a “progressive” lung disease with a poor prognosis. The
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reported at 5-15% and the short-term mortality of AE-
IPF is ~50% (Ryerson, Cottin, Brown, & Collard,
2015). In addition, for the older male who smokes, the
risk of developing lung cancer along with IPF is higher.
Lung cancer combined with IPF is significantly higher
with emphysema, compared with fibrosis only
(Antoniou, Tomassetti, Tsitoura, & Vancheri, 2015).
As evidence-based IPF treatment has not been fully
established, the long-term progress is doubtful even
with anti-fibrotic drugs, such as pirfenidone and
nintedanib (Canestaro, Forrester, Raghu, Ho, &
Devine, 2016).

The daily living activities of patients with IPF become
gradually limited due to coughing and dyspnea at the
time of exertion. Several studies indicated that the qual-
ity of life (QOL) for patients with IPF tends to be low.
Nishiyama et al. (2005) reported that dyspnea was the
greatest factor that decreases the QOL. A qualitative
study of patients with IPF and coping with dyspnea
described additional narratives of patients expressing
existential suffering, such as questioning the meaning of
living with spiritual pain, psychological distress, and
symptoms that are associated with the progression of
IPF. These symptoms caused physical and additional
psychological and emotional burdens, all of which
degraded their QOL (Igai, 2016).

The palliation of symptoms is a specific treatment
goal for IPF (Gilbert & Smith, 2009). The joint state-
ment of the American Thoracic Society, European
Respiratory Society, Japanese Respiratory Society, Latin
American Thoracic Association (Raghu et al., 2011)
and the IPF guidelines in the UK (National Clinical
Guideline Centre (UK), 2013) urge the use of psychoso-
cial therapy in addition to symptomatic relief. However,
there was no nursing intervention, as such, included.

In the review of the literature on the effectiveness of
nursing as a non-pharmacological therapy for improv-
ing the QOL of patients with IPF, the nursing research
was limited and no research was found with high-level
evidence. There were very few intervention studies on
nursing care. However, there were several informative
qualitative studies that involved the narratives of
patients with IPF who were living at home regarding
the experiences of their self-care and coping (Duck
et al., 2015; Igai, 2016; Schoenheit, Becattelli, and
Cohen 2011). These studies revealed the phenomena
experienced by patients. When the prognosis of patients
with IPF is uncertain, it is necessary to understand the
phenomena of patients’ self-care and coping experiences
with IPF. That understanding is important in order to
consider nursing interventions that contribute to
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improving or to maintaining patients’ QOL. According
to the descriptions in the qualitative studies about
patients with IPF, common phenomena existed in the
experiences of patients with IPF. Therefore, it was
decided to interpret the phenomena by using a meta-
synthesis in order to understand the experiences that
are common across patients’ narratives about living
with IPF.

Thus, the aim of the research was to conduct a meta-
synthesis of patients’ narratives regarding their self-care
and coping experiences with IPF, from waiting for the
initial diagnosis to facing the realities of their diminish-
ing health, the results of which might lead to the discov-
ery of new findings in order to inform nursing
interventions that are closely related to, and are aligned
with, patients’ experiences.

METHODS

Search method

A comprehensive search was conducted of the following
electronic databases, in English and Japanese, from
1976 to 2016: PubMed, MEDLINE, EMBASE,
CINAHL, Ichushi-Web by NPO Japan Medical
Abstracts Society database, Scholarly and Academic
Information Navigator (CiNii) by National Institute of
Informatics database, Grants-in-Aid for Scientific
Research (KAKEN) database, and Database of Health
Labor Sciences Research Grant. The combination of
MESH and key words that were used were as follows:
[interstitial pulmonary fibrosis], [idiopathic pulmonary
fibrosis] AND [nurse OR nurses role OR nursing]. To
search for publications other than journal articles, a
Web search was conducted by using the author’s name
from prior research publications. Information on the
Internet was similarly obtained by using the search
engine “Google.” The search date was 3 October, 2016
and the search string was accessed on 3 October, 2016.

Eligibility criteria

The eligibility criteria included qualitative research of
patients with IPF, in English or Japanese. The exclusion
criteria included quantitative studies, studies of no liv-
ing experience at home, drug and education interven-
tions, and the study of care needs.

Research screening method

For the retrieved documents, their primary screening
was conducted to satisfy the eligibility criteria, based on
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the article title and abstract. Research was not included
if it did not clearly meet the eligibility criteria. In the
secondary screening, after the full article was carefully
read, items about the patient narratives regarding their
self-care and coping experiences with IPF, discipline,
year, participants, country of origin of the medical facil-
ity, data analysis, research design, aim, sample size, age,
and research period were documented. A grid was used
to organize these data. Rigor was enhanced through
careful documentation of each study and following the
research protocol.

Analysis

Meta-ethnography is a type of meta-synthesis that pro-
vides for a comparative and cumulative approach to
provide generalizations of individual qualitative studies
(Barnett-Page & Thomas, 2009). It defines the theories,
grand narratives, generalizations, or interpretive trans-
lations that are produced from the integration or
comparison of findings from qualitative studies
(Sandelowski, Docherty & Emden, 1997). Researchers
analogize and interpret the data that are obtained from
individual participants of common qualitative research
and then they reinterpret the data. Noblit and Hare
(1988) developed the meta-ethnography process for
synthesizing qualitative studies.

To analyze the findings, the following seven steps
from the meta-ethnography approach of Noblit and
Hare (1988) were used to find new meanings: (i) make
a decision on the phenomenon of study; (ii) make a
decision on what qualitative studies will be included in
the synthesis; (ili) read the qualitative studies;
(iv) determine how the qualitative studies are related to
each other; (v) the key concepts of the qualitative stud-
ies then are translated into one another to evolve over-
arching metaphors; (vi) synthesize the translations,
making a whole that is more than what the individual
parts imply; and (vii) express the results by means of the
written word. First, the concepts in this study were syn-
thesized. Then, the concepts were examined on a deeper
level for their implied meanings. Metaphors were devel-
oped as a second-order synthesis in order to express the
implied or implicit meanings.

A meta-synthesis using the meta-ethnography of
Noblit and Hare (1988) provides three possibilities for
integration: reciprocal, refutation, and line of argument.
The process of reciprocal translation as synthesis is
facilitated by the emerging conclusions that relate the
questions of the reviewed studies to each other, yielding
metaphors. This type of synthesis requires that the
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studies can be “added” together, based on the assump-
tion that the researched studies are about similar topics.
When the assumption of similarity is not valid, a differ-
ent approach (refutation) is needed. Refutational syn-
thesis treats the refutation itself as part of the
interpretation to be synthesized. This synthesis “takes
into account” the implied relationship between the com-
peting explanations and the implied refutation is ana-
lyzed substantively and subsequently incorporated into
the synthesis. The line-of-argument synthesis is about
inference and the construction of an interpretation.
Whereas, the reciprocal synthesis finds commonalities
and the refutational synthesis finds differences, the line-
of-argument synthesis finds similarity at a higher level
of abstraction. It is essentially a process of clinical infer-
ence and grounded theorizing by an inference; it also
may serve to reveal what is hidden in individual studies
(Barnett-Page & Thomas, 2009; Noblit & Hare).

Rigor of the study

Although the individual studies reveal the patients’
stated experience, the meta-synthesis reveals the
researchers’ viewpoint in the translation (Noblit &
Hare, 1988). Systematically following the steps for syn-
thesis provided rigor.

Ethical considerations

All the study’s participants from the reviewed studies
had provided informed consent. All the research that is
included in this meta-synthesis had received ethical
approval.

RESULTS

Search results

In the study, 394 articles were extracted: 138 (PubMed),
14 (MEDLINE), 58 (EMBASE), 36 (CINAHL), three
(Cochrane CENTRAL), 77 (Ichushi-Web), 58 (Scholarly
and CiNii), five (KAKEN), four (Database of Health
Labor Sciences Research Grant), and one (manual
search). An overview of the included studies was made
based on the eligibility criteria. There were four articles
that met all the eligibility criteria and that were about
patients’ narratives regarding their self-care and coping
experiences with IPF.

Characteristics of the extracted literature

The medical institutions within which the four studies
took place were situated in the following three
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countries: Japan (Igai, 2016), UK (Duck et al., 2015;
Schoenheit et al., 2011), and Denmark (Overgaard
et al., 2016). The remaining characteristics of these
studies are listed in Table 1.

Key concepts and metaphors

The seven key concepts that were synthesized initially
are as follows: (i) an extended period before obtaining a
diagnosis; (ii) suffering as the pathway of illness;
(iii) the burden of the symptoms and loss of indepen-
dence; (iv) acceptance and living with the restrictions of
home oxygen therapy; (v); changes in the family role;
(vi) existential suffering; and (vii) challenges to maintain
independent living. The reciprocal translation was used
in order to arrive at a deeper meaning. This process
yielded seven metaphors: (i) “Waiting for the other shoe
to drop”; (ii) “Gloom and doom™; (iii) “Staggering
under the burden”; (iv) “A double-edged sword”;
(v) “All in the same boat”; (vi) “Dead-end streets and
rays of hope”; and (vii) “Making the best of it.”

These metaphors represent the patients’ narratives
regarding their self-care and coping experiences with
IPF. The key concepts of the experience of patients with
IPF that were expressed were aligned with the meta-
phors, as follows: (i) an extended period before obtain-
ing a diagnosis (“Waiting for the other shoe to drop” );
(ii) suffering as the pathway of illness (“Gloom and
doom” ); (iii) the burden of symptoms and loss of inde-
pendence (“Staggering under the load”); (iv) acceptance
and living with the restrictions of home oxygen therapy
(“Double-edged sword” ); (v) changes in the family role
(“All in the same boat” ); (vi) existential suffering
(“Dead-end  streets and rays of hope”); and
(vii) challenges to maintain independent living (“Mak-
ing the best of it”). Each metaphor is discussed next in
more detail and the results of the patient narratives
regarding their self-care and coping experiences with
IPF are shown in Table 2.

“Waiting for the other shoe to drop”
(an extended period waiting for a diagnosis)

The patients were aware that physically they had come
far from their usual normal state, especially when symp-
toms were triggered by their actions. For example, they
became acutely aware of their body’s reaction as differ-
ent from usual when they experienced shortness of
breath and coughing when climbing stairs (Duck et al.,
20135; Igai, 2016). Initially, the patients consulted their
family doctor, but they found that a diagnosis could not
be made. They underwent medical treatment with the
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diagnosis of chronic respiratory diseases, such as
chronic obstructive respiratory disease (COPD) and
asthma (Duck et al.; Overgaard et al., 2016). However,
because the symptoms did not improve, a family doctor
introduced them to a respiratory hospital, where they
were finally diagnosed with idiopathic pulmonary fibro-
sis (Duck et al.; Igai). During the period of waiting for a
diagnosis, the patients looked back on their past coping
behaviors and physicians’ treatments with feelings of
stress, anger, and regret (Duck et al.; Schoenheit et al.,
2011). Duck et al. reported that patients found it was
the nurse who seemed to best understand their
suffering.

“Gloom and doom™ (suffering as the pathway
of illness)

Idiopathic pulmonary fibrosis is a type of idiopathic
interstitial pneumonia. The patients received explana-
tions of the medical condition from the physician, but it
is a very complicated disease and difficult to under-
stand. In some cases, the physician showed little capac-
ity to present the disease process in layman’s terms and
in a way that the patient could grasp. There is no estab-
lished cure for IPF and the prognosis is poor with a
shortened life span. The physician explained that it was
a disease where one might die suddenly due to an acute
exacerbation (Igai, 2016; Overgaard et al., 2016;
Schoenheit et al., 2011).

The patients who received an explanation of the con-
dition assumed that home oxygen therapy was needed
in the future; furthermore, they realized there was a
limit to the time that they could live. They became very
conscious of their impending death.

The patients urged their family to provide for nursing
care in the future and to have their family become inde-
pendent from them, as they would not be able to feed
them in the future (Igai, 2016; Overgaard et al., 2016;
Schoenheit et al., 2011). As IPF is a disease that is not
known by the public, the patients felt it was difficult to
gain understanding or empathy from others (Igai;
Schoenheit et al.).

“Staggering under the load” (the burden of the
symptoms and loss of independence)

The characteristic symptoms of IPF of cough and dys-
pnea made it difficult for the patients to live indepen-
dently and freely. The patients talked about the
activities of daily living that were impossible to carry
out due to their severe symptoms (Duck et al., 2015;
Igai, 2016; Schoenheit et al., 2011). In addition, the

© 2018 Japan Academy of Nursing Science



Meta-synthesis of end of life with IPF

Japan Journal of Nursing Science (2019) 16, 47-61

‘(uononmnsqo saredrpur o, 08>) Aoededs [ea padioj ‘DAL

syuoned [ :s1oquiow
Apurey yaim Sutar] syuedonre
(werpaw) 9°99 LDAI%
1 :payows J9AN
€1 payyows 1oag
:£10381Y Sunjowg
(uerpaw) /4 :S1BIL-OR]
 1SNONUNUOI-UON
g snonunuoy)
:Aderoyy ua84xo swoH

UONIIXd
JO W 3yl 3B [Z JO 91038
3[eds 310g pue ‘p[o SILAL ()<
‘s1so1qy Areuownd osrgredorpr
JO stsougerp pawrguod-uenisAyd
e yam syuoned

pazifeadsoy 1o syuanedino a[qes

(%) oTewag 1 %(%€6) 2N €1

(98er0ne) 6’8 F T'IL

¥l

eoudsAp yum
adoo oym stsoxqy Areuournd
srqredorpt yim siuened asouedef
JO s9ouaLIadXa Y AqLIOSIP O],
(1e3s 1010E]
103 Apn3s uondudsap aaneeng)

wﬂmxﬁwﬁm jua1uo)

syuoned ¢
:ouoprudjard Yaim Juounedry,
(werpawn) T°¢8 :LOAI%
 :padyows J9AIN
07 :s1oyours-xg
:£10181Y Sunjowg
(uerpaw) 4 ¢ ¢ :sTBIL-YOR]
/ isnonunuo))
:Aderoyl ua84xo owoH
Juaned
SY3 SE UOIIBWIOJUI O3 $S3008
Jwres oyl PeY oYM SIBdL §T<
S[ENPIAIPUT 210M SIAISIED
A[urey fsaurPpIng [BUONIBUISIUT
01 SUIPI0dJE pasougeIp
J19m oym s1eak (< syusned
sisoaqy Areuownd oryredorpy
(%0%) 212wy 0T (%09) 2B ST
(uerpawr) 1°7/
§T

sI0AI3a1eD AJrurey pue sjuaned
w1 sisoxqy Areuownd orgiedorpr
Y1 9J1] JO IFPI[MOUY ISBAIDUI O,

Apnas 2andirosap aaneleny)
IOMOUIBI] 18ISy
[B120G 10J 191U2)) [BUOLIEN] oY ],

syuaned ¢
2s1] Suntem juedsuen Sung
/ ‘PO J9AIN
0T :SIYOWS JUALIND IO -X7
:£10181Y SUnjowg
(%81) € :paurrguo)
:s1501qy Areuownd
srpaedoipr jo A103s1y AJuae
¢ PUON
7 L101eMqury
07 :snonunuo))
:Aderoyl ua8Lxo swoH

SISOu3eIp SIsoIqy

Areuownd oryaedoipr s weay
Areurjdiosrpnnur oY1 yaim s1uaneg
(%68) 212wy 01 (% Lt) o[BI £
(uerpau) £9
L1

sisoiqy Areuownd

srpedorpr yam syuaned

Jo saoudLIadxa pue ‘spaau
‘suondoorad ay3 pueisropun o],

Apnis aanearfeng)

(p66T ‘Toouadg
29 AIYDINY) SISAJBUE JIOoMOUWET,]

(%HT) TT :podous JoAdN
(%9L) ¥¢ 1vows-xg
:£10181q Sunjouwug
(%11) § :paroadsng
(%7) T :pauriguo)

is1s01qy Areuownd
srgredorpr jo £1oisty Ajrurey
(%¥¥) 0T PUON
(9%9T) £ :SNONUIITOD-UON]

(%0%) 81 :snonunuoy
:Aderoyl uagixo swoH

sisoxqy Areuownd

syaedorpr jo sisouSerp
pawguod-uenisyd e yim sjuone]
(%18) 21ewd) €7 (%6¥) BN TT
(uerpaw) £9
134

JusweeuBW

3sBaSIp Jua1INd pue ‘dn-mofjof

‘sasougerp [enrur ‘suronred

[B119J31 918D [BIIpaW SUYIas

01 5108811 ‘swoidw4s Jurpnyour

‘Aoumol s yuoned oy1 Suipregar
siy3isur yadop-ur ajerouas o,

Apnis aanenjend)
$$9001d 2A1BIOqE[[0D
B UI BIED MBI U} pazA[euy

SONSLI2IOBIRYD)

syuedonreg
bENN
Ay
az1s ojduwreg

wry

uSISap oIeasay

sisA[eue 1

uede[ Jrewua N N ‘uredg ‘ATeI] ‘Auewaian) ‘oouer Anunon

110T ¥10C £00¢T 007 potrad yoreasay

ursinp Sursinu ‘[edIpaN Sursinp [eargojodewreyd TedIpopy aurjdiosig
(9107) 1es] (9107) 1 ‘poresy ($107) V (1107) "H 'V ‘woq00

2 S ToArYS T "L UISPIN N
‘eesIB]N D) ‘Uepley ([ ‘preesionQ

‘ssaxe)) 2@ [ ‘sowr) <D ‘pIeUOI]
g ‘Aorreq 0 T ‘190uadg “y ong

29 T “Y[[P1E2IG D) WIYUL0YIS

SISIUYIUAS-BIQW ) UT PIPN[OUT 2I9M T} SAIPMIS daned[enb oy Jo sonsiideIey) | 9[qe],

51

© 2018 Japan Academy of Nursing Science



Japan Journal of Nursing Science (2019) 16, 47-61

Y. Igai

INOQE JOJ PAUIEXD U]
9A®BY [,, AL UO UBY) SSAU[[T
asiom e sem 1] (“Sunurod
sem 1o8uy s Juaned ay3)

pres AJrwiey oy [[e (mou
[EIDI9WIWOD Y3 UI SE JWes
31 9SBISIP S IoYIB] AU S],
*S[BIDIQUILIOD A T PIYdIEM
Aqruey o [Ty, ATUappns

0S AIBSS909U 9q

pinom 11 sredoniue Jou pIp

I ‘Aem 10UI10 £1BSS909U 9
pnom £deroys uaS4xo awoy

181 mowy 01 patedaxd sem T,

«ssa1301d ssaxddns

01 JUDUIIBII] ST T JUIUNIBIT)
ueyl JoyIel Inq 31 3ean

01 Pa11els pue SISOUZeIp
€108 | ‘uoy, rendsoy
K103e11ds391 91 01 SWI
Pa119§a1 10300p AJrwuey Awr
‘A[eUL,, I[TYM © 10§ 31 33
1 Inq Suoim Ud3q dABY AU
11 0G,,,2SNEd Y1 pueIsIpUN
10U P[nod [ 1nq ‘ySnod

01 sow [B19A3s [eardsoy
3U3 01 UM [ "PalIels
4y3nod Aw uoym uesaq
s8ueyd 1819 3y, d3ULNS
st Apoq Aw 1Byl pazifeas |
0§ "Apynas 3[33 T Aep 1e ‘ing
‘3uoim SuIyIou SeM 1Y)
‘paTem 10 ‘paddois ‘uer

1 JYIdY M ,, ABM 1IOUS B
pue A[mo[s Sunjjem a11dsap
A33n3s 3[9§ | “1oAmMOH

“Y[em [ensn A 10J JUaM [,

OUIT) 1XAU ‘WA JATIS | oWIT)
SB[ 93 9q [t STy} e pres
[ pue IoUUuIp 10J JUIOY I9Mm
UIP[IYD INO ** JUdUIAIFESIP
B PBY 9/ ,, W 01 IX3U
uyjod e Apeaije sem 2133
9YI] 3SOW[E SBM T “OTUI[D Y2
1e 1s17eads a1 £q dn pajed
sem 1, d[puey 01 pIey
3q p[nom 11 3Byl pUB SMIU
PEq pEY 94 JEY3 pres pue
Pa[Te2 (3Y) 219ym ‘auoyd
31 UO Sem 11 ‘saf *** 31 WOy
S1p pnom [ 3et pres £q7,,,

(BWYIsE pajeanjun pey
A[qeqoxd [ 181 p[O1 Sem pue
(O1101qY,, SUTYIDWOS YIIM
pasougerp sem | “A[jenpeid
Jwred asnf ] “Suoim
A[qLIIa1 sem SuryIawos
JEY3 9ZI[EaX 1 UPIp [ INq

‘o8e s18a4 ¢ INOqE PALIeIs 1],

«[E11 93 10§ prq
001 Sem [ 3BY3 INO puNoy
oM UJY) PUEB OIUI S.X "I
01 oWl 19J21 01 PapIdAP
3y uayl -+ mof b arom
= owm Y1 1T T YIIYM
uonouny Sunj pip 43y pue
ot ay3 01 Surod 1day asnl
[ 0s *** SISOIQY JO pUIY AWOS,,
T 90UAPYUOD
noA saa1d 11 -+ Jorad uaas
p.I 2uofue ueyl Jurejdwod
Aw Inoqe 10w pooisrapun
puE 2I0W MauY AYs pue
9SINU 2Y) MBS PUB UT JWED [,
ALwrxue pue
$S313s UBY) 2I0W JUIYIOU S 3],
«Jeord4y
Suraq sareisdn Surod
SS3[yILaIq 31q B unIag sem
I " ySnod e yum pairess i,

paurerdxa 9y J1 181 9A31[q |
Inq ANSI9ATUN 03 0F 3, UPIP |
1Y) Mouy| | ST SISOIqY Jeym
paurerdxa oy y1 Surpiue
puelsiapun 3, upjnom

I aw pioa 1siSojouownd

3y I,,pueIsiopun A[eax
1.uop Aot 1eys uorssaxdur
33 9413 SIA[PSWAYD SI0ID0P
9Y L, I In0qe Surqifue

auw [[93 3.upIp £9y3 pue

QINd OU $ 313 PuE SSAU[T
SIy1 108 94 NOA, ‘AJ[ear ‘Aem

un[q ISOW 9yl Ul p[ol Sem J,,

«Pa1ed s10100p 212
JO dUOU 3]9] | puE SISOUZeIp
© 108 01 s182£ 7 1940

001 11 9asdn pue L13ue
sem 1,,  A[[enioe ‘pajpuey
Apeq seam 31 3ey yury)

OP [,, U0 dWO)) "SS3[YIBAIq
w ] pue JIuI[d 1183y

3y3 03 Sw SuIpuas 310joq
s3un| Aw 03 pau2ISI| UIAD
1.upey g9 AN e Jo 11od
1S11J 9Y3 SE JTUI[D 3S3YD ) 01
no4 puds pnoys £y ostou
eyl 1By £ay3 J1 pueE sIsoiqy
Areuownd yim uosiad

€ Jo s3unj ay3 jo SuIp1031

€ 9Ty P[NOYS Sg9) [ Jury) ,

(ssaupqt Jo Aemyred
o se Suriagns)  woop

pue woo[n,, (1)

(s1sougerp
e 3ururelqo a10joq portad
papuaixa ue)  doip 01

90Ys 19410 Y1 10J Suniep,, (1)

(9107) red]

(9107) 1

‘po1adg 2@ “g °S ‘1yeys
¢ L “Uas[AIN Y ‘eesIB]N
“0) ‘uepre)] “( ‘preesroaQ

(§107) 'V ‘ssareD) R “f

‘sawiQ) D) ‘pIeuoa] g ‘Aareq

0 -1 ‘10uadg ¢y png

(1707) 'H 'V ‘w2yod
2 “T “1[e3E9g 5 yYuUa0Ydg

Joydelopy

stso1qy Areuownd srgredorpt yam sadoudrradxo Surdod pue a1ed-Jjos 11oy3 Surpredor soanesreu syuaned oyl 031 pajepar sioydeldjy g d[qel,

© 2018 Japan Academy of Nursing Science



Meta-synthesis of end of life with IPF

Japan Journal of Nursing Science (2019) 16, 47-61

(31 urop proae jouued

[ Ing ‘9snyax 03 Juem jou op

] "Pasnjai aq IsnUW SIBIANIOE
[euo139y,,  UNI J0UUED
I Inq ‘ua84xo0 a[qerrod
[Im uni ued | ‘A[[enioy,,

LQumrpaur
OU puE POYIAW JUIUNIEIN
ou sI 21943 1ey3 uoneue[dxd
UE PIAIIAI [ 9105319y,
*SSU[[I SIY3 JO Isned

a1 mouy J0u 0p [, O3e
SYIUOW XIS SBM 11 1BUM WOIJ
Jua1ap3Tp Aunb st wonIpUODd
Aw “auown e 1935y “Aep £q
Kep 9s10M SUIIAF ST SSIUNIIS
YL, S9Wn g Inoqe ssun|
91 U0 MOPEYS & punoj

£33 Inq ‘mopeys 190Ued B SI
31 JT MOUY 10U Op | "STBIA ¢
ur s3unj oY1 ur Mopeys

€ punoj L3y, ‘s1eaf ¢

LUME[
ay1 SuImow 1940 udNel

Sey] 9y§ 01 pasn | s3uryl 2yl

Op 1,UBd [ “Y1eaiq jo 10 128 1,,

2Ing ay3 ur djoy paau

P[ROM [ 384} pIES [ 'pOO}
1oyl 3uriq 031 daey Loyl

9A J ‘U0 wea1d SurAeys Aw
nd | ‘oaeys | uay  JPsAwr
JoM | SOWIAWOS

“** [[om “39[103 3y} 03 08
1,UOp ] J1 puE 19103 312 01 03
01108 AJ[Ba1 9A ] USY1 pue
‘ury8noo 1re3s ‘dn yjem

[ Sowm JoYI0 *** A[NI| £19A

y3noo ajqnos ou ‘dn yjem

[ sswnawos pue sireisdn

03 [ USYM,,cOS PUB

0s o SuLIq NOA [[Im ‘umop

dWOd NOA U3\, SUNSLIYD)

01 Aes [ pue " sirels

a1 umop pue dn SuroS ayi

“** J9Y39503 SIY3 UuI oI oM

2UNSLIYD) 10U S 1 *** AW 10U
S “1oy30801 SIY3 Ul 918 NOA ***

(288D 31 9pIsul Yon3s 21, NOK

9Y1] [99F NOA saxyewW UIZLX0

01 pan guroq os[y ‘3uniesdn

pue 3[qLLIaY ST 3By}

— U9B4AX0 YIIm UaAd ‘Orpealq

03 3[qE 3q 3,U0M noAL ‘op

noA J1 asnesaq A[my 10 10
‘gSne[ J0uuEd ‘9313 10U INOL ,,

(orour

aziyredws pnom sjdoad

*190UBD PeY [ JL,, L U2
e sIBYM TR,

SE pue uMmop I1s 1 upIp

] ‘9ATeU pue Swn Y3 Je
1omb £arey Suraq ow os pue
*MaUY| [ 18] pauInsse aYI[
jo puny asnl sem 11 ‘uaddey
01 3u103 s 3BYM ST SIY1 pUuB
STy s1 3] *s1soxqy Areuownd
9ABY NOJ, Pres pue awn
Aue 3e umop ou Jes A[[enioe
£poqoN],, UONIpuOd

a1 Inoqe

a1ow mouy 01 dw djoy
PInom 11 3UI[a9] Y3 QALY

[ "S[TB19P WIS JOQUUAWI

01 9[qe 9q S | ‘s3ury3

(eouapuadapur
Jo sso[ pue swoldwA4s

a1 Jo udapang Y1) peo|

9 1opun Surredsels,, (1)

(9107) resy

(9107) 1

‘porady 29 “q °§ “IAeYS
© "L “Uss[aIN Y ‘eesieIAl
“0) ‘ueprey] “( ‘preesroaQ

(§T0T) 'V ‘ssareD 9 [
‘samIQ D) ‘pIeUodT 'S ‘Aorregq

0y -1 ‘xouadg “y png

(IT07) 'H 'V ‘uayo)
2 “I T332 D PYU20Yg

Joydelapy

penunuo) 7 ajqeL

53

© 2018 Japan Academy of Nursing Science



Japan Journal of Nursing Science (2019) 16, 47-61

Y. Igai

IS¢}
Sunyem jo 1qey e yons

9ABY ] INQ 31 pueISIdpUN [,
AJMO[S YTem ased|d,
pres 14 ‘uoneiyiqeya:
Surmp “Appomb arow
[ asnedaq,,  sAem[e uadLxo
s[qerod yim saow snwr
[ "IUSTUSAUODUI ST 3T 1B}
Uyl [ droymAue 03 jouued
[ "B[nUUED B 9ABY ] ISNEBIAQ
A[9313 9A0W JOUUED |
‘K13ue A1oA we [, 2A10BINE
10U st ua84xo ajqerrod
O3 Y3m OO [ M0y
asnessq yonw os no 3urog
317 30U OP [, [ENdsoy
931 1B PUIU 10U Op [ "dW 338
SI9YIO MO INOQE PAUIIUOD
we J,, [ 38 90UBISISAI
ou SI 319y} ‘SpuaLly
pue Aiurej jo aouasaxd

ay1 uI (uone[eyuI uasLxQ),,

«YTr
ur safiw 917 pue skep ¢
ur £13Unod 3Y3 SSOIOE IPOI
9A ] pue 1ySiu 1e Jwres
a1 op pue 1o 03 01 pasn |
Uay1 ©[I0M 01 IUIM ] 310Jaq
(9319 a3 wo) S O
Op pue N0 08 03 pasn T ‘9as
NOA 9ATIOB OS UII] A  ISNED
=, J[om 0s Yoo nox, ‘Aes
M A913 asnedaq - Aze] we
13ury dpdoad o yury
[ ‘sowmowos | ud8Lxo
noyum no4 o1 Suryel
Suoy stya 219y 215 3, UP[NOD
I, yonu se y3nod 01
uId9s 1,U0p | pue *** punore
193 ued [ Inq “‘AJeWwiou se
1sEJ SB J0U ‘punode 393 ued
] 3583 1B U0 UIZAXO0 AYI YA ,,
Suiferd ax.om uaym
91B1IUIDUOD 1, UBD JYS ISNED,
paddoss s ey pue 1ox0d
Suike[d ‘syoom s1eurole
‘spred Suide[d uaaq A om
‘s189A ()€ T9AQM Isn pue
umop a1] 3sn[ ued  asned,
JOABYS JL1IOJ[d Uk Funias
noqe Junyury (we )
*** U0 Yoeq UIgAX0 a3 308
01 31BM 1 UBD ] INq " SUO[
93[€1 1,USI0P 11 MouY| | pue
‘JJ0 ua8£x0 3y3 el 031 308

(Aderoys wa84xo
aWIoY JO SUONDLIISAI A3
yaim Sural] pue aoueidodde)

«PIOMS Pagpasjqnop y (ar)

«suneradsexd
Jsoul s JeyMm SI Iy}
‘19139801 Jesdw [[nd 1ouued T,

(9107) red]

(9102) "1 (S107) "V ‘ssaxeD 2 [ (1107) "H 'V ‘u2yod toydeny
‘po1adg 2@ g °S “IYeyS  ‘saui() D) ‘pIeU0IT G ‘Aoreq 29 I “I[PIIBIAG D) NSYUI0YIS

¢ L “USs[AIN] Y ‘eesIBIA 0 -1 ‘10uadg “y png

“0) ‘uepre)] “( ‘preesroaQ

panunuo) g d[qeL

© 2018 Japan Academy of Nursing Science

54



Meta-synthesis of end of life with IPF

Japan Journal of Nursing Science (2019) 16, 47-61

pue ‘9do[s & uo wnwruru

a1 031 ¢ dg jo aSueyd

3Y1 YAIM Y[eMm UBd NoL

swmn pue ‘sej moy ‘esodind

Uo 11 paLn [ 'suonde

snotrea yaim anjea ¢Qdg

S} PaInseaw | "ISej MOy I8

paY[em [ uaym anfea ¢ndg
ur 931eYD SY3 paInseau J,,

«Aqrurey o1 djoy
10U [[1M 11 ‘Os]y "£12100S 10]
[ngosn uryiou sI 919y ], *10J
SUIAI] WE [ IJ8YM JOPUOM ],
PIEIS SIYI UT 9AT]
03 2aeY | 08 9j1] [euISLIo I3
01 UIN13I 01 ABM OU SI A1 ,,
«mou Aiddey aat
I “9aow [ uaym Juryiearq
AnoyIp aAeYy A[UO ] Isnedxdq,,
Aep
Suryny e Surpuads we |,
«PERISUL I OP [[1M PIIYD
Aw 1nq uared spqissodur
ue we [, Ssou[t Aw
noqe JuLIed 3q 03 SAW0D
Aurey Aw y3noys ‘uspang
Su1[edJ wre [, SIoquiour
A[rurey 9[qnon o1 pue a1ed
aye1 01 safjrurey 328 01 dw
10§ 3uneaIqlIedy Isouw si iy,

.9s10M 108 [ 1O
** 31 01 pasn 108 [ -+ Ayyornb
UM 1 UdY1 Inq ‘Aep
B[ 9T 31 3sn 01 pey £[uo
13843 P[0l SEM [ USIY Y U
INOYIM Op 3.ued | Qi
3y3 [[& uo uagAxo0 31 Ay [,
(astundo pue jouid
1191 9doue[eq 01 pue 2oeds
UMO J[3] T *** PEBS U2 dABY |
pue [Njme udaq sey I ¢Moy
pue oIp [ ]I UST A\ “I[qLII0}
3193 [ “Suruuidaq a3 u,,

«Surqafue Les 1,upip
I21ySnep 1910 AW pue pes
£I9A Sw speW By} — pasnjal
aYys 1e1 pres 1ysnep
1S9P[O INO PUE JUI[IS SeM
219U ‘UaY [, *2InINg Y3 Ul
djoy paau pynom 1 1eys pres g,

[ °ATH <9[0 943 PI[Y |
aaeH ¢uadixo pmbif ySnous
[ 9ABH, YUyl 1108 94 NOA
‘sdoys a3 oaur dru snl
** 01 3uBM NOA J1 ‘Surpiue
op noA 310§3q Yuryl
011303 94 no£ *** sqol urop
Arenaoe -+ 9gueyo §iq ay3 st
Jurya [ punore Suniag s 1 og,,
ENE
Surylowos st 91973 ssojun
“A]eax “9oueyd AJuo sy s 37,
«pus a3
Teau 3uniod sem T 3ysnoyy
[ pue - Suruuidaq ay3
e W[ ‘Yson), ‘Sunyuy a1oyl
Keme 3urd3imi sem | pue
SUOTIBSIOATIOD UT JNO JUTED
31+ 31 uo dn Sunyord pairels
I A1100d £Jrear paxyyoo]
pue ua84x0 uo arom oym
s1eak £ 31 (pey) pey ey
91912 o[doad a19m 21911 ***
T Yom e
SOW 3913 10 OM] *** SHOBNIE.
orued Suna8 sem [t 31 yIm
(s)waa1 03 dwod 3 up[nod isnl 1,
«ON U op 4jpedrsdyd
nq ‘mou suonerado
30911p JO 3108 | **** (31 OP)
01 JunsLIy)) 398 01 pey |
pue £ep1a1sak 210yl qol s
B SEM 9J0U] ‘UBIW ] 9sNOY
a1 punoie Suryidue op
p.J mouy noA ‘X1 ‘uopies
9ATIO® U99q SABME 94 ],

«[E 3T L I0U

A[qeqoid pue 7} 918 N0

“Sunyrom 10§ AZe] 003 Isn(

318 NOX, pres saafojdwy

10§ AoUa8Y UB[J UOISUdJ

[e19paj Y], 340D Ul
uorsuad Aw 105 348y 031 pey [,

(Surary Juopuadopurureurews
01 sa3ud[[eyd)
«1J0 353q 93 Sure, (114)

«i$89Up003 AW Y,
1ySnoyl [ pue SIedk ¢—¢
Koueldadxa og1y, Surdes

‘s stp awred dn pue 9[30095),,

(Surropgns
[enuaisixd) . adoy jo sex
puE $3921438 pud-ped(,,, (14)

(o701 Arurey oy ur sagueyd)
JBOQ dWes Y3 ul [[y,,, (A)

(9107) 1es]

(9100 '1

‘po1adg 29 “q °§ ‘1yeys
© L “USS[RIN Y ‘eesIBN
“0) ‘uepre)] “( ‘preesroaQ

(§107) "V ‘ssaxeD 29 [
‘souIQ D) ‘pIBUOIT G ‘Aofreg

0 -1 ‘10uadg ¢y png

(1102) "H 'V ‘uayo) soydesopy

29 “T ‘1[[913829¢ ') W9Yua0Ydg

panunuo) g 3[qeL

55

© 2018 Japan Academy of Nursing Science



Y. Igai Japan Journal of Nursing Science (2019) 16, 47-61

patients described the loss of smaller and more detailed

£ 5, movements and the impact of that on their living and
8 83 social activities (Duck et al.; Igai; Overgaard et al.).
5 gE
— =
E & - “A double-edged sword” (acceptance and living
« P . . .
2 e with the restrictions of home oxygen therapy)
2 =8 . 4
S|y nitia e patients used home oxygen therapy only a
sls &7 Initially, the patients used h ygen therapy only at
— | = ?m > o . . . .
S|1822l% the time of exertion in order to reduce the feeling of dys-
= |< — o . .
=z | E g § = pnea; for example, at the time of exercise, but then they
=0 § needed to use it for 24 h per day. Home oxygen therapy
allowed the patients to resume an independent life, bu
llowed the patients t dependent life, but
oo it also brought about restraints because of the entangle-
i, = P ment of oxygen tubes and limitation of the range of
= Z s £ movement. On the one hand, the patients had tolerated
—_— « . .
S 8 2 E home oxygen therapy because it allowed them to live
£ % 3 z independently, but on the other hand, the patients were
< J 8 s suffering because of how they appeared with portable
g g < 9 é oxygen; others stared at them and they felt stigmatized
£ g _ia': S = (Duck et al., 2015; Igai, 2016). A common response
S Qq = . .
O0=5 = & was for patients to become angry with themselves. Even
“ " s after rehabilitation, they were not able to resume their
= ) .
= & < 8 £ normal level of exertion. They reflected back to the time
& S R~ ° § g when they were able to have a normal active life and
-~ —~| 0 5] " R .. .
502z E S E < & attempted to establish a sense of equanimity (Igai; Over-
Rl Qe = —i% § L& gaard et al., 2016).
s | S o
sE<lT Eowi |Z
S 4% e- ZER|E “All in the same boat” (changes in the
{45 0L 888 g z|= family role)
S S s¥ 5w 5 E|8 .
SE8|SS8EES |2 The fact that the patients could not move by themselves
5% . — = p Yy
AR = 3 :“ due to the progression of their disease changed their
3 ~ roles and relationships within their family. Therefore,
by £ e family members also were affecte e patient’s
L g the family b 1 ffected by the patient’
= ig condition. The patients suffered from the changes, real-
ot .. . . . .
£ 2 izing they were imposing a burden on their family, as
23 = well as experiencing that some family members might
Q . .
& < g fail to provide the needed support (Duck et al., 2015;
=T ar Igai, 2016; Overgaard et al., 2016).
24 p
g g z . .
s g “Dead-end streets and rays of hope” (existential
RO ] suffering)
<
= At the time when the patients were diagnosed with IPF,
';§ they were told of the illness conditions: the prognosis of
£ this disease is poor and life expectancy is short; and
- S there is no treatment. The breathlessness becomes a
§ ) heavy burden with the progression of the disease and,
Q . o .
E 4 due to an acute exacerbation, the participants were
3 g g, astonished to hear that there was a possibility of death.
o =1 .
5 < S As they began to realize that there was no way out of
= g o the disease, they worked to manage their feelings of fear
= = a and despair (Igai, 2016; Schoenbheit et al., 2011).
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However, it was not easy to manage such strong feel-
ings. Indicators of existential suffering, as identified by
Bates (2016), began to emerge, such as a loss of purpose
and connectedness to others, wondering about the
dying process, struggles about their sense of self, loss of
hope, and loss of autonomy.

The patients asked themselves, “What do I have to
live for?” They suffered from panic attacks and the
awareness of their impending death (Duck et al., 20135;
Igai, 2016; Overgaard et al., 2016). In order to reduce
the uncertainty of their declining health, some patients
gauged the amount of oxygen use as an indicator of
their condition (Igai; Overgaard et al.). In such a situa-
tion, the patients still hoped for some treatment and at
the same time grappled with how to make their lives
meaningful, given their deteriorating condition.

“Making the best of it” (challenges to maintain
independent living)

The patients gradually became unable to move due to
the heavy burden of their symptoms, but in order to
continue living independently for a long period of time,
one patient devised an action to avoid fluctuations of
percutaneous oxygen saturation and to carefully plan
when to go out. Getting economic support when they
were unable to work was another burden. They made
various attempts to find ways to live as independently
as possible. They had a great desire to live without dis-
turbing others (Duck et al., 2015; Igai, 2016; Schoen-
heit et al., 2011).

DISCUSSION

Seven metaphors that were obtained from four quali-
tative studies of patients’ narrative about their experi-
ences regarding their self-care and coping experiences
with IPF were consistently reported in at least two
studies. Among the synthesized metaphors, three
were found in all four studies: (i) “Waiting for the
other shoe to drop” (an extended period before
obtaining a diagnosis); (iii) “Staggering under the
load” (the burden of the symptoms and loss of inde-
pendence); and (vi) “Dead-end streets and rays of
hope” (existential suffering). These metaphors are
thought to be particularly important concepts in the
future when developing nursing interventions for
patients living with IPF.

© 2018 Japan Academy of Nursing Science
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Relationships among the synthesized
qualitative studies and metaphors as
reciprocal translation

Step six of the analytic process, “Synthesize the transla-
tions, making a whole that is more than the individual
parts imply,” requires an explanation of how the seven
metaphors from the four integrated studies were mutu-
ally related.

(i) “Waiting for the other shoe to drop”

(an extended period before obtaining a

diagnosis).

In the four qualitative studies, although the patients
noticed physical abnormalities, it took a long time to be
introduced to a respiratory specialty hospital and to
have an accurate diagnosis. Even during the diagnosis,
the patients experienced stress and anxiety; then after
having a diagnosis, they had various other distressing
emotions, such as their anger toward the physicians
about the extended time for referral and diagnosis. In
the report of Schoenheit et al. (2011), 58% of the
patients waited for >1 year for a diagnosis and more
than three physicians examined them until an accurate
diagnosis was provided. Once the patients gained entry
into the respiratory specialty hospital, they encountered
a whole team of specialty physicians that was dedicated
to diagnoses and treatment. Some patients might have
found that unsettling, thereby failing to understand the
value of it. Comparing the local hospitals and special-
ized respiratory institutions, the respondents who
received treatment at a specialized respiratory facility
were satisfied with their care; unfortunately, there are
not many specialized respiratory facilities, with a poten-
tial disadvantage for patients who then experienced
more stress and became angry.

(ii) “Gloom and doom” (suffering as the
pathway of illness)

This was reported in three qualitative studies. Being
diagnosed with IPF shook the patients to their core.
They faced the fact that there was a limited time for
them to live. They suffered over the uncertainty of their
own life and the future life of their family. Three quali-
tative studies were published in academic journals after
2011, but the actual survey time of two articles was
before 2011. For this reason, researched experiences
prior to 2011, before the approval of the therapeutic
drugs, pirfenidone or nintedanib, also were included.
Even so, it was difficult to ameliorate the symptoms and
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improve the prognosis with the current therapeutic
agents.

The environment surrounding the patients has not
notably improved. Ahmadi et al. (2016) reported that
the course of interstitial lung disease in patients,
including those with IPF requiring home oxygen
therapy, led to a survival rate of about 8.5 months
after the initiation of home oxygen therapy. These
researchers, in comparing lung cancer to IPF, found
that with IPF there were more sudden occurrences of
exacerbations and death was more unexpected, the
outcome prediction was more difficult, and the quality
of end-of-life care was lower, compared to those who
died of lung cancer as there were fewer end-of-life dis-
cussions, more unrelieved breathlessness, pain, and
anxiety.

Patients with IPF were considered to suffer more
disadvantages in the medical system, compared to
patients with lung cancer, and their poor prognosis
gave them very little hope. Therefore, research is nec-
essary to determine if their comfort could be
improved by providing end-of-life care from the time
of diagnosis.

(iii) “Staggering under the load” (the burden of
the symptoms and loss of independence)

Thiswas reported in three qualitative studies. The
patients noted losses in four main areas: respiratory
function, daily activities and freedom, family role, and
social role. This disease is difficult to manage and gener-
ally the symptoms do not improve.Patients live face-to-
face with the deterioration of symptoms, so in addition
to the physical burden, the psychological and emotional
burdens are also great. De Vries, Kessels, and Drent
(2001) found that health-related QOL was inhibited
with regard to the level of physical health and indepen-
dence because the loss of independence of daily behav-
iors becomes a life that is dependent on others. Health-
related QOL is thought to affect both the physical and
psychological aspects of patients. In the systematic
review of health-related QOL, Swigris, Gould, and Wil-
son (2005) reported that the deterioration of QOL can-
not be explained only by the quality of breathing and
lung function. During the course of IPF, the patients
were experiencing unrelenting losses, which were
thought to lead to a decline in the QOL. Sgalla et al.
(2015) reported that because IPF symptoms are difficult
to manage, effective care for psychological aspects is
required.
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(iv) “A double-edged sword” (the acceptance
and living with restrictions of home oxygen
therapy)

Thiswas reported in three qualitative studies. In a report
of patients with COPD resulting in chronic respiratory
failure, home oxygen therapy was one treatment that
brought shame and stigma to the patients (Katsenos &
Constantopoulos, 2011). In addition, it was reported
that the oxygen tube and portable oxygen tank were
clear indications of suffering and identified to others
that the patients were sick persons (Earnest, 2002).

Yet, home oxygen therapy for IPF patients decreased
hypoxia and allowed the patients to maintain an inde-
pendent life. Even though home oxygen therapy placed
some limits on the lives of patients, they could still
maintain more of an independent life. Although the
patients with IPF felt the restrictions on their life from
home oxygen therapy, they also began to accept it.

(vi) “Dead-end streets and rays of hope”
(existential suffering)

This was reported in all four qualitative studies. In this
malignant disease, dyspnea was regarded as a factor
that hindered patients’ will to live, and in addition to
palliative care for dyspnea symptoms, the patients were
receiving care for existential pain. Boston, Bruce, and
Schreiber (2011) conducted a systematic review of exis-
tential suffering in palliative care and found 64 papers
with 56 different definitions. Both Bates (2016) and
Boston et al. noted that healthcare workers were still
not sure how to define existential suffering. Therefore,
for this study, it was assumed that when the partici-
pants talked about the meaning of living, it was an indi-
cation of some aspect of their existential suffering.
Murata et al. (2006) supported this assumption in their
consensus study of psycho-existential suffering. They
assumed that psycho-existential suffering was caused by
the loss of the essential components that make up the
core of a person and what it means to be human: the
loss of relationships (with others), loss of autonomy
(independence, control over the future, continuity of
self ), and loss of having a future.

Dyspnea is regarded as the main factor that decreases
the QOL in IPF. There is a possibility that the existen-
tial suffering of IPF is amplified with dyspnea. Rajala
et al. (2016) pointed out that patients with IPF have
anxiety and depression and that their symptoms are not
systematically documented in patient records. The psy-
chosocial problems of patients with IPF will be over-
looked unless the healthcare providers intentionally

© 2018 Japan Academy of Nursing Science
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notice and then empathically explore patient’s’ thoughts
and feelings. Also, the patients understood that there is
no cure for IPF; however, they expressed the hope there
might be a new treatment. The patients with IPF were
focused on striving to maintain a stable disease state
and delay disease progression (Duck et al., 2015). For
the patients with IPF, it seemed that hope for living
existed at the core of their thoughts.

Although most patients were considering their prog-
nosis as rather hopeless, they still considered the possi-
bilities of respiratory rehabilitation, lung transplant,
and registration for clinical trials, all of which gave
them hope for living. However, in Japan, lung trans-
plantation was not yet a common treatment. Patients
with IPF were less likely to have hope, although some
patients were more hopeful than others. In addition, the
patients lived in an environment where it was difficult
to find hope for living, so it was important to seek a sta-
ble emotional environment. Halpin, Seamark, and Sea-
mark (2009) described the necessity of coping for
patients with IPF; therefore, care that supports emo-
tional adaptation is necessary.

(vii) “Making the best of it” (challenges to
maintain independent living)

This was synthesized by integrating concepts from three
qualitative research studies. The patients were unable to
work due to IPF and were searching for social resources
to sustain economic independence and to devise lifestyle
behaviors to live independently. The patients were able
to raise their self-esteem by devising ideas to enhance
their lives while coexisting with their illness. In order to
acquire ease of breathing while moving about, the
patients used respiratory rehabilitation, with exercise
therapy as the principal component.

Holland et al. (2015) reported that patients with IPF
had specific educational needs that were not met by cur-
rent respiratory rehabilitation. It is important for
healthcare providers to assist patients so that patients
can think and decide on their own.

Relationship between the qualitative studies

to be synthesized and the metaphors as
refutational translation

Refutation was used where the similarity of the phe-
nomenon did not emerge. There was one metaphor that
was synthesized as a result of integrating three qualita-
tive studies.

© 2018 Japan Academy of Nursing Science
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(v) “All in the same boat” (changes in the

family role)

As IPF is frequently found in the elderly, in addition to
disease progression, the overall decline in function of daily
life that is related to aging and the ensuing care needs
must be acknowledged at some point. In the three studies,
the family roles changed as a result of losing independence
due to the progress of the disease; thus, roles shifted.
However, in addition to the changes in family roles, only
in the Japanese study was there a narrative regarding a
concern about a decline in self-worth, including withhold-
ing feelings and thoughts from families, and is considered
to be refuted in the metaphor. This was probably influ-
enced by differences in the ethnic culture and way of
thinking; for example, not wanting to be a burden.

Jo, Randhawa, Corte, and Moodley (2016) stated
that IPF is a devastating disorder and includes many
elderly patients, so it is necessary to pay attention to the
complexities of multidrug therapy and end-of-life care.
As for patients’ management of drugs and management
of home oxygen therapy, it is necessary for family mem-
bers to assist at any point and would include families
supporting patients’ feelings and providing material and
economic aid.

Line-of-argument, rather than a reciprocal or
refutational translation, between the
qualitative studies to be synthesized and the
metaphors

Among the seven metaphors that were synthesized from
the narratives and that were reported in all four studies
were three that represented a line of argument:
(i) “Waiting for the other shoe to drop” (an extended
period before obtaining a diagnosis); (iii) “Staggering
under the load” (the burden of the symptoms and loss
of independence); and (vi) “Dead-end streets and rays
of hope” (existential suffering).

These three metaphors indicated that the patients’
self-care and coping experiences represented a chrono-
logical and thus sequential order. Therefore, unlike the
interpretation of reciprocal or refutational relationships,
it was thought that they best explained a line of argu-
ment. The patients had an emotional reaction, such as
anger, when (i) “Waiting for the other shoe to drop”
and then, following the progress of the disease, patients
experienced (iii) “Staggering under the load” and dis-
tress related to the course of the disease. Then, as the
implications of their disease became more pronounced,
the patients moved into a state of (vi) “Dead-end streets
and rays of hope.” Hashimoto and Kanda (2011)
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described the experiences of patients with advanced
lung cancer suffering from dyspnea during the treat-
ment period. Six experiences were identified: “difficul-
ties performing assigned activities,” “aspirations for
self-stability,” “self-isolation,” “threat of an uncertain
future,” “decline in self-concept,” and “loss of life sup-
port.” However, patients with advanced lung cancer
did not have acute exacerbations, as did IPF patients,
and could receive specialist nursing or palliative care.
Moreover, Ahmadi et al. (2016) reported that patients
with interstitial lung disease received poorer access to
specialist end-of-life care services and experienced more
breathlessness than patients with cancer. Therefore, this
sequence suggests that patients experienced repeated
distress from several incidents occurring over the pas-
sage of time.

This meta-analysis revealed important patient infor-
mation for nursing care. First is the multidimensional
nature of the patients’ illness experience and second,
related to that, is the finding that patients go through
phases or stages over time. Therefore, it is important
not only to assess the phase but also to support patients’
physically, psychologically, emotionally, and spiritually
as they move through the phases.

As this study clarified patients’ obscured experiential
trajectory of living with IPF, future studies could
expand or deepen the understanding of the trajectory,
as well as examine specific nursing care for supporting
the end-of-life trajectory and improve the QOL. Given
the poor prognosis for this population, palliative care
should be introduced as early as possible. Research
about the knowledge, attitudes, and practices of intro-
ducing palliative care by healthcare providers for
patients with IPF could provide valuable information
for developing targeted educational programs. There-
fore, future research for nurses should aim to develop
care that enhances the physical, emotional, psychologi-
cal, and spiritual status of patients with IPF.

» o«

Limitations of the study

This research was a meta-synthesis of qualitative
research and it was influenced by the intention and per-
spective of the researcher. Therefore, the extracted and
synthesized results are only one of the possibilities for
the interpretation of the phenomenon.

CONCLUSION

This was a meta-synthesis of four qualitative research
studies on patient narratives regarding their self-care
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and coping experiences with IPF. Seven metaphors were
synthesized from key concepts by wusing meta-
ethnography.

In addition to responding to the relief of symptoms,
particularly breathlessness and cough, and coordinating
lifestyle changes, it is important to provide nursing
interventions for psychological and emotional support
for living with the illness at the beginning at the time of
diagnosis and to carefully start the end-of-life discus-
sions with patients and their family sooner rather than
later.
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