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COPD Terms Existential Suffering Terms
6¢2 aSHNDK 6AUGK Whw(doec2 aSkHNDK AGK WhwQo

Chronic Obstructive Pulmonary Disease Existential suffering

COPD Existential distress
Emphysema Meaninglessness
Respiratory Disease Lifemeaning
Respiratory Conditions Hopelessness
COPD Management Absence of hope
COPD Treatment Purposefulness
COPD Interventions Existential
COPD Exacerbation Existentialism
Pulmonary Disease Anxiety
Chronic Obstructive Airway Disease Anxiety management
COAD Depression
Chronic bronchitis Depressive
Low mood
Resilience
Emotional
Emotion
Suffering
Loneliness
Hopelessness
Meaning

Meaningmaking
Worthlessness
Existential therapy
Existential anxiety
Existential crisis
Existentiatcounselling
Existential psychology
Existential therapy
Spirituality
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Inclusion Criteria

Exclusion Criteria

Population

= =4

=A =4 =4 =4 -4 -8 -9

Adults aged > 18years
Studies where the
researcher has defined the
participants as having
advanced COPD by the use
of one or more of the
following descriptive
indicators:

Advanced COPD

Severe COPD

Very severe COPD

End stage COPD
Palliative COPD

Palliative care needs

End of life needs

Studies where the palliative
care needs of participants
with advanced COPD have
been acknowledged or their|
status is described as
requiring a palliative
approach to care.

Studies including
participants with advanced
COPD and associated
palliative care needs within
study where another chronig
disease population has bee
included and the results are
able to be identified to each
chronic disease group.

1 Studies exploring existential
suffering when living with
advanced COPD where
associated palliative care neeq
are not identifiable within the

study
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§ Overall database search
g 1900 - 2021
= (n=68,427)
- I
© Papers after duplicates removed
=
= (n=51,820)
Abstract and Title Screening papers r d:
N Full text papers screened Study not focussed upon COPD - 28,471
= d df Existential suffering criteria not met - 22,853
z holpatoaitbd COPD not identifiable within results - 2
o eligibility —® | Conference/Meeting abstract — 167
(n=298) Palliative care needs not identifiable - 12
Editorial/Opinion piece - 19
v o
o .
§ 35 papers included in the Eull text papers e'xchfded.
g integrative review Severe/Very severe COPD criteria not met — 109
Existential suffering criteria not met — 142
Duplicates - 12
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Identification of themes Identification of themes
from included qualitative from included quantitative
studies studies

-

Identification of meta-themes
between all study types

Identification of differences
between all study types

Drawing of conclusions
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Disease noracceptanceguotations from included studies Source

W aidAft R2y QG | O0OSLIi AGXAGQa IQOOS LI (Brien, Lewith and Thomas,
2016)

WSOFrdzaS (KFiQa oKIFIG OlFdzaSasx AGQa K (Brien, Lewith and Thomas,

and knowing my limitatior@ 2016)

WSEtLAY3I a2YSo02Re G2 KSfLI YS {2know@®® S| (Brien, Lewith and Thomas,
02dAKQa GKSNB L (y2¢ LYBAS T2l a/lhet 5.3 2016)

itQ

WYjust want them to find something, do something about it and (Brien, Lewith and Thomas,
get me back to norm&al 2016)

Wi g2y Qi 0 SleedthB is waiNInSghe | (Dungeret al., 2015)

He continues to do things, but his behaviour has changed. | think he is more | (Gabrielet al,, 2014)
aggressive, because he cannot deal with the situ&@ion
WKSNEQAE OSNIIFAY AYF2NXYIGA2Y GKIF G L | (Disleretal, 2014)
oyl YSesxs KSQR KIFI @S |y ARSI K2g f2y13
bothered)

Y KI@S tSFENYydG GKS RAaSFAS | yR f St NY| (Lindgvist and Hallberg, 2010
another matteQ
W FStid OSNEB FTNHZAGNI SR 6KSy L ¢ & 7| (Lindgvistand Hallberg, 2010
impossible, but in the end | hado

Wi UNRG L RARYQU GF1S Fyeé 2F Ad |t | (Marxetal, 2016)
Yy2U0KAYy3 Y2NBQ g6l a Ll2aairof SX
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Attack on Personal Identity Quotations from includestudies

Source

WIyR GKSY @2dz FSSt | gFdzZ FyR |G UK (EkandTernestedt, 2008)
SPSNEGKAYIS S¢Sy O2YYA(G &dA OARS: @
WY{KS INASOHSR 2FSNJ KSNJ £ O1 27F 4&ail Y (EkandTernestedt, 2008)
SOSy KIF@S (GKS &A0GNBy3aldK (2 gkt &Kz

WL KIFI@S 2yS 2F (K2&S (GdzSa Ay Y& 3§
Fft 20SNJ (K 0SR YR 2y (GKS b22N

(Ek and Ternestedt, 2008)

(Ek and Ternestedt, 2008)

|
Wodzi GKSYy @2dz FSSt avYlttXxez2zdz FSSt
WL OFyQid GFft]l 6KSYy LQY aK2NI 2F 0N
GNB G2 3Si dzi ¢KF G L gl ylG G2 &ares
odzi GKIGQa y2G GKS OFasSsy AdGQa 2dzi

S
YyAIKGIA26Yy YR (KS& o0GKS adGrF¥o Ol Y
2
f
2

(Eket al, 2011)

W{2YS 2F GKSY FStd NIYGKSNI dzy O2YF2N
such as being 'bound to it' or 'captured by it'

(Elofsson and Ohlen, 2004)

W¢eKSY (GKS 2Ee@3Sy 1S8SLlA KAaaAiAy3a |+ yH
J2Ay3 I yeogKSNB 6AGK AGQ

(Elofsson and Ohlen, 2004)

5 (Gabrielet al,, 2014)

YLQY y2G GKS LISNBR2Y L dzaASR
aKS FTStd tA1S | WR23I 2y |

(Gale and Sultan, 2013)

(Disleret al.,, 2014)

WRA & GONSS alakSR graroArafAle 2F KSNJI oONBF

Y2 KIG aKS NBlIftfe oFydiSR ¢l a (2 0S5 | (Disleretal, 2014)
oS Fdzi2 Yl GAO YR AY@rarot SQ

WLHIOQA KENR (G2 SELX LAY o0SOl dzaS @2 dz| (Disleretal, 2014)
YasSEFK OKFy3aS 2F fAFSaletR® SONXY LI S S (Disleret al, 2014)
WLQE@S J2GGSy G2 GKS LRAY(d @gKSNB L | (Disleretal, 2014)
LQY y2i | &aLISRANVIPNE L fA1S G2 S | (Disleret al, 2014)

0
WL gl GOK GKSY 32 2dzi FyR LJI2GGSNWD

(Disleret al.,, 2014)

!
W{KS KIFa 2 KSf LI YS dzLJ { K Belpame ek N& d
RNBS&aaSRd .| aArAldrftter GKS &GdzaAR KA

(Disleret al.,, 2014)

WLOPS FTRIFELIWSR (2 Al y26d® L R2y Qi H

(Brien, Lewith and Thomas, 201

WLQY 2dzald | LASOS 2F alAy 2y o02yS4
of a lot anymore because of my p&in

(Leeet al,, 2018)

IS GKIFId LQ@S

(Lindgvist and Hallberg, 2010)

YL R2y Qi 6Fyd (2 NBI
WIgd UNBRG L RARYQUO

(Marxet al.,, 2016)

A
S yeg 2F Al |
A
3

| f

ualq
Yy2U0KAY3 Y2NB g6l a Ll2aairof SXQ
YL YSIy (KS 2yfeée GKAY GKI G o020KSN (Harrisonet al, 2017)
O2dAKAYId ¢KIG OFly a2Nl 2F SYol NNI
Y2 S OKSNJ LI NIYSNB R2y Qi 32 2dzi X 9 (Cooneptal, 2013)
Ffgléa arada Gde2 aSlkaa | g & -ORNBYOARKS
Whb2o602Re glyida G2 S YySIENJI YS Ay {KS (Cooneptal, 2013)
oFGKNR2Y L 1y26 Ai0Qa K2NNByR2dzaf @

0

u
1y26 G(Xyal NNIRAE SOSNBOo2RE XQ
t FNOIAOALNl yida GFft1SR Fo2dzi WOoNBI (KA
Of SI NJ 6 KSGKSNJ 6KAAa Aa 0SOlIdzasS GKSA
was a conscious decision not to take on the stigma of the disease

(Cooneyet al,, 2013)

Yodd yR GKSy &dzZRRSyfeé 6S02YS | TN

(Lindgvist and Hallberg, 2010)
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G2 3ASG 2dzi é6KFG L gyl (G2 aleés FyR @&2dz GKAY]
GKS OFasSz AGUa 2dzad (&KISI U HRMASOG i KINENGH) 2506/ dz3
ARSYW2NOSR 2y S 0lSIOBYGA ldityy o f 62 12 ARSyYyaTeé YSIyA
G2 GKS SEGSYlH 2F O2yGSWMYIRI a K3y SEgREy FSEKS A MIT
LI2AYy(d @2dz 2dzad ¢+ yd G2 3SG 61L& FTNRBRY SOSNRGK
y2 LEBAYIUYR ¢SNYySAGSRIZ Hnnyo

¢KS adasa3dYlI |3a20AF0SR gA0GK | OOSLlay3a I+ /ht5 RA
AfttySaa o1 a DSy CLSERE HE NaOHA I NI & RdzS (G2 A
I OOSLly3d GKS AYLIOG 2F /ht5 YSZNMIGIGKODSLIBRKIY
OKI yABKRGOK ¢OKa £ f SyBAMEA YREGER dzlyt 4 Nb OA LI y i &
GKS AYLIOG 2F FTROIYOSR /ht5 2y GKSANI ARSyoe
LISNOSAGAY I GKSaS[ OKRRIyASH] | lay R dAFSRISHFOLSINECO H 1 M N

C2NJ a2YS LI NBOALIYIEK288G&ENY KPOSdIRISROSK GARA S|

O
{ S0Sy &idzRASa LINBaASYyiGSR UyRAy3Ia AYyRAOLFay3d
I OOSLIy3a GKSANI ySg ARSysilGe Fa I O2LAY3 YSOK
RAYAYAAKSR 494 Z RAIB2V T R FIBKE SYyS HannnT 91 | YF
HamMnT DFONASE SO |f®d®S wnmnT 5dzy3ISNI SiG | oz

4
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¢l ocfdgh OOSLIi yOS 2F | WySg &2dzQ vdz2ilaz2ya TN

I OOSLIilIyOS 2F | WySg &2dzQ v Source
WLGQa y2i y2dKAYy3a: AdQa I OOSLIiAy 3 (Brien, Lewith and Thomas, 201
WL Ydzzad FRFLIWG (2 GKS é)\udzl GA2YyQ (Dungeret al., 2015)

W¢ KSNBE A a 2 Gdz2NyAy3a o1 O1® , 2dz Ol y (Elofsson and Ohlen, 2004)

688y fA1S 20KSNBAAS D ,2d K 8 G2

WLy GdSNBAS NY 52 @&2dz FSSt 22@& ¢ KSy (Elofssonand Ohlen, 2004)
L

78 KIR | 322R fAFTSQ

[
y
2
S
0SSOI dza S %}
i 2 ( Kdodgyllives an@ think that dmd ifalways (Gabrielet al,, 2014)
&
K
2
y

4]
g
w2 § KI @S
a2yS2yS St
W Sasz Ay i
LINB LI NBa @
1
u
A
v

S GKIG A& 62NRS (KIFy dzj
S 0S3IAYYAYy3I L g2dzZ R KI ¢ (Disleret al, 2014)

dz ¥2NJ 6KS 3ISYySNrt RSOt A
WL R2y Qi 26® L R2y Qi fA1S 7Tdzaad | (Harb, Foster and Dobler, 2017)
2dzali R2yQ fA1S FdGSYydAaz2y 2y YSQ
W/ ht5 LIGASY(diaQ LISNRLSOGAGS st a G2 (Rosatal, 2017)
GNRdzof Sa2YS aevwLiizvya yR fAYAGLEGA?Z2

OELINBa&AYy I INIYoailidzRS F2NJ LI ad SELSNASYyOSa | yR
O2YLI NAYy3I GKSANI f A@Sa gA0K 20KSNERX SYSNHSR |
609t 2Faazy I yR IISKZS aevikniba n T LIDisyd RNBNELOEY &S R (G N2 Y =
ASyasS 2F LRaiAa@AGeT F2N AyvaidlyoSsz 2yS LI NbC
NEYAYNAGUBSEPASGHGSNY 52 e2dz FSSt 228 gKSYy (KAY

0SOlI dza S

—

KI @80 Kil RT & & Zy2 2 IRyCRK NRKFRKY > QiOnSnLaiokdy O S
LISNE2Y | D SORSBHMSIIR FRAASEF &S LINRPIAINBaaA2ys az2yYS L)
G2 dzy RSNREGFIYR A& AybdsSSyO0S 2y GKSANIySég tATFS
WwWSRSUYyAYy3 26y ftAFS NRES

£ GSNF a2ya AY |y A YFRAYDA Rz dkyUAsl aNBIfySR aRNBAS/ 80 &
alddzieds@Taazy I yR BKZS a3 v SirETdzfimIaiin SifK2 6y 6 A
¢l ottdBn ¢ KS NBRSUyAo2Y Y2ZRSIKBAWIBEKBOE VKR Bo By a

02y (I SYWAYISK/ G0 KS € A YA (I SRI A @IBANaYy GKSe OKbyaHSHI

YR GKS FoAftAGeE GRPRHDOSAISKSE LI AGKAY RI &



¢l orfdBwSRSUYyAyYy3a 2F 246y fAFS NBES vdz2ilaz2ya TN

Redefining of own life role Quotations from included studies

Source

WL KI A3 0aTa8R oA0K ¢KIFI L KF@SQ

(Elofsson and Ohlen, 2004)

WL Ydzadd FRFLI G2 GKS aAldzr dA2yQ

(Dungeret al., 2015)

Wh2g L OFyQld R2 I GKAyYy3I F2NJ 6KSY

NEaLRyaAroftS F2N SOSNEIKAYIQ

(Gabrielet al., 2014)
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¢CKANISSY &aGdzRASa o0& AfftdzAGNIGSR Ay ¢l o6fS yo
KAIKEAIKo yERISNIONSLMGAZWaY 12 F KF @Ay 3 y2 Fdzi dzNB |
OdzNNBy i OmxNDd@YFaE2WwoSayR hKf Sy wnannT 91 |yR
| Fff0oSNBS wnmnT {KSNARFIY S& Ff®X wnmmT S5Aaf
HAMPT . NASYS [S6AGK YR ¢K2YlIasx wnmcT | | NbZ
SG Ff®dX HamdT CLKZI dkIKdd &S (I yIRf dBS SH AwdEED 2F 2y S
al Ry Sazma & 2(NA @Ky INBs ASdKLISIBNIBY/ R A@®NA ST | yR f 2848 2

S YR FoAftAaSad 691 YR ¢SNYySadSRGZ wnnyT
2YyS LI Nb OA LIAYVHI &ReSdi OMNASDIA yKRYLIStUS aa > @2 dzQNB  y 2 i
ye@dKAYy3Id ,2dz 2dzad NBYIFAYy @3t BIRY ISR | KSy Hy
CSS{AW IK2 LISTISGRYSEIAG SR |y | 60a9Sly OSy R F¢ SLNNI 3205SF
5Aaf SN SE AYVWERSHBInBdY202y It ljdahtAGel@F AT
jdzZ ya il @S LJ LISNB GKNRdAzZZIK GKS dzasS 27F Ot AR
RSLINBaaAzy (22fta O6LGIAldz SG FfdX wHamdpT A0 C
¢tKS 6aSyOS 2F o0SAy3a FofS G2 LIX Fy | Fdzf Uf f
FSStAy3da 2F K2LJSf SaaySaa o091 IyR ¢SNySadaSRiaz

HamnT 5dzy3ISNI SiG o wnmpT hftayvYly SiG fdX wun



¢ oyfdh 2 LIS Svidey Blasizya FTNRY AyOf dzRSR aGdzRASA

Hopelessness Quotations from included studies Source
feeling ofWaiting for deatiQQ (Dungeret al., 2015)
WL ONE ¢KSy LQY Ff2ySs 2F 0O2dz2NBS LU (Ek and Ternestedt, 2008)

WeAYSa fA1S GKA&A | NB | 6Fdzt X&2dz | Y 2 (Ekand Ternestedt, 2008)
LIS2LX S FLtf Ayd2 |yR FNB adzlJl2aSR

O2YLI NR&a2YyQ

CANBRG @82dz R2y Qi 4+Fyid G2 NBO23yAl S| (Ekand Ternestedt, 2008)
dzy L St al yiXtA1S asSSLIAyY3I Al dzy RSNJ

anywayQ

Wi dAYSa tA1S GKA&A L FSSt XL 2yfe g
Aa y2 FTdzy YR L RBYQlHG ¢l yid (G2 tADS
Y KIFI@S y20KAy3 G2 221 T2NII NR (2 ) (Ekand Ternestedt, 2008)
Bo essentially my day consists of nothing more than resting and reading a I| (Ek and Ternestedt, 2008)
Y2 (GKA& AayQild fAQ0KQy3IT AGQa 2dzAad §

(Ek and Ternestedt, 2008)

Bolil KSNBQa | f2( &2dz KIF @S (G2 3IAGS dz (Disleret al, 2014)
We had a lot of ideas, but you know, ill health messed it & up (Disleret al.,, 2014)
W spectator in lif@ (Disleret al.,, 2014)

Whe only problem is loneliness. but | can only blame myself. | could go out, | (Disleret al.,, 2014)
usually just sit hei@
Whave nothing to look forward @ (Disleret al.,, 2014)
WL R2y Qi 06StASOS Ay 2dzald f AOAy3 T2 (Disleretal, 2014)
Y FSSt R2YKSINISR Fd GAYSa 0SOI dzj (Harb, Foster and Dobler, 2017)
this and doing tha®
WwAIKG y26 AGQEa KdzNIAYy3I YSoO LG 13
G2 G0KS LRAY(G ¢KSNB L Y 3F2Ay3a G2 (
WL KIF@S 3AOSYy dz2x L Ol yQili R2 y2iKA (Leeetal, 2018)
W2 Sttt X &2 detofpbtlinahutsheththat ifisirdthSr pointless (Lindqvist and Hallberg, 2010)
O2yliAydAy3aQ
WLF aKS RASAa G2Y2NNR46>X Yeé 6AFSI (K (Lindgvist and Hallberg, 2010)
L OFyQi YIyFr3asS +tt2ySQ
We¢KSaS AyOf dzZRSR LJae@oOK2f 23A0Ft NBa&L (Mayetal, 2016)
relationships that led to social isolation, loss of hope and fear of @eath
Bo the hospital has already written me off as Qell (Olsmaret al., 2015)
WT @82dz FSSt K2LISf Saas &2dz2oNB y 20 ¢ (Olsmaretal, 2015)
just remain seated, and then you easily sink d@wn
W2g L 2dzald KI @S G2 Lzl dzlJ ¢ A GK AQ 3 (Sheridaret al, 2011)
Patients depressive symptoms negatively influencing their NS = Patients | (lvzikuet al, 2019)
mental quality of life
a8 aK2gy Ay (GKS FAIdz2NBa GKS b¢ 20| (Vitaccaet al, 2019)
the same (overall bad days of life, negative emotions, and perception of dig
deterioration), but became more marked as the health status got worse.

(Leeet al., 2018)

SAYy3 dzylotS G2 LAY QRIS NNEA Y2 dAIK § ATFRI BNES
0SSt ASPAYI GKSe KIHR SLISERIAN il ROAEsY SSNAEREBIVE 85y F n

SHNBRINAOGSR YR dzyFdzAf Uff AyI AT

%)
=

Joyad FSStAyda 2F g2NIKfSaaySaac



22 NI KEf SaaySaa

9AIKEG 2F (KS AyOfLISRNER IO SGA GANBSaSgHERIa 2
GAGKAY OdzZNNBYy G fAFS aAldzra2yada 091 YR ¢SNySa
Ff ®> wnamnT DFONRSE S&G fdZ wnmnT . NASYyI [Sé.
HAMy T wdzaagdod® SES|I ROYRIFEGE Wy HoO ABWIHzZE SAGKAY
TAESTRS St2AFy 368S Ay 3 dzyl ot S G2 | O002YLX AaK (& ala d
NB a dzf o ABHRHISOY YR ¢SNYSadSRGOZ wnnyT FAaf SN

[

(s}
(s}

Si 3 {4 RuSHYMRyya ( N diSyRS SN QA L Wi SLISNIOS A @ S
a2 02NIKfSARYT @R&R o PRBOBRR®PIAI (GKS w{t/! ¢2dz
F £ A0BSAGAE SN SG 1t dX wanmnOd® hIBBINPAz(HE 26 &6 8Kk G &:
O2YLX SGSR AYEBLISZFRIYEEAy3Ia 2F AYYSyasS al RyS
¢CSNYSadSROIZ HnannyTC@mNGKS BGE2 MRS 6 @EG&H nimd 0 &2 Ny
F' YOAQ2YSYSR2WERIAA DAY I dzZLBB2OMz R INE @2 SfAXIKS 3 4l32 OA
0SAY3 | 06daNRSy (G2 2GKSNER o6alé& Si |f®dX HnamcT
h@dSNI NSRBI Hh | RySaa | yR K21LJ5t SaaySaa RdzS G2
fAFS 61 & | NbOdz I iSt e YIRISWNBRAKIRK 30 K | Hy D KUY NIESRAT
OKIFYy3aSR® ,2dz 60S3IAyYy G2 FSSt a2 g2 NIOKIASERI XD ALal

FYR IFff0SNHZ HAMANO D



¢l odideh 2 NI KEf SaaySaa vdzzile2ya FTNRBY AyOf dzZRSR al

Worthlessness Quotations from included studies Source
wioa Fd GKS adlr3aS gKSNB GKSe& OFy § (Brien, Lewith and Thomas, 201
FLILRAYGYSYd L KFR gAGK GKS &LISOAL €
g2y Qi 02y il OG YS FyedY2NB oSSO0 dzasS i
S described not even having the strength to walk short distances without ha] (Ek and Ternestedt, 2008)
to stop to breathe all the time. This made her feel sad
Y g GOK GKSY 32 2dzi FyR LJ2G3GSNXI yR (Ekand Ternestedt, 2008)
feeli K G L OFyQi BOO2YLIX A&K |yelidKAy3
WL dzaSR (2 R2 S@OSNRBGKAY3I YR y2g L (Gabrieletal, 2014)
Yy2UKAYy3Q
WL (Sff &2dzZ Y& K2dzaS Aa Y& LINA A2 | (Gabrieletal, 2014)
WO PGSNRUKAY3I OKI yiBiGexawn i di\abpecis @ i teiimdzdy (Gabrielet al, 2014)
SY20Aa2ylFf adFiSa oX0o 2dzNJ f A@Sa ai?
WL KIGS K2dzaSg2N)] y26® LQ@S 320 G2 (Disleretal, 2014)

D2R LQ@S ySOSNI KIFIR adzOK I YSaae K?2
W L aAd KSNB FyR FTSSt GKIFG L OF yQi (Disleret al, 2014)
WLF &2dz 6SNB || R23I3 GKS w{t/! ¢2dz| (Disleretal, 2014)

WL G aid2LIISR SOSNEBGKAY 3 AY A G a | (Disleret al., 2014)
completely from a doer to a neR 2 S NI
WLG NBFffexr NBFffte aidz2Lla @2dz2NJ Tt 24 (Leeetal, 2018)
then | have no ambition. It takes away from what you can do, then it takes a
from what you want to do

WOPSNEGKAY3I KIa OKIFIY3ISRT Yé gK2t S | (Lindgvistand Hallberg, 2010)
G2NIKfSaazr yR a AT @2dz aK2dz R 32
Feelings of worthlessness and burdensomeness were commonly experiencq{ (Mayet al, 2016)
Some reviews suggested that they were experienced more acutely by wome
waz2dz Oy SESNOAAS | ff &2dz 6l yisx od (Russeletal, 2018)
RSLINB&aaSR3: &2dzQff 3IAGS dzLlQ

CSI NJ

~ s

{eYLWiz2zYa 2F SEUNBYS oONBIlI (iKfSaayfasads#hyrazsSyaSrt

GK2aS 6A0KAYO SSHCH RS Ta { dWiNAYSEA 2 YO |1 §ENB Sy 2 OK X
SOGZFHdmMnT . NASY S [ S AGK NI yNS acdef 20YS-Ra A yH nldicNib O A
GKSYaSt @gSa FTNBY YSFIyAy3aTdZd &a20AFfAalazy 2LJ

0 NB | (oK f (1SN & I yOa 8028/NH v R 21 YOR/ 2IOKEA S1anSvdo 0l 6 2dzi © S

YSRAOI 02y a3 &dzOR yR#yi K& WS RS A At SNBSS/ TdzNT §i @ A

YR ¢K2YPARY S nlwadoy sl o ¥S &idzRe LINB&ESYiSR UyR

FYEASGE FyRf RSNSOI 2SR 61t 1AyI FoAtAlGe 68

LINERAOG2NE &@F0 DEIHdMpRe Ay 3
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Fear Quotations from included studies Source
WAG Lzt YS Ay k68 FSEFENJadlkdS NXBI t ]| (Brien, Lewith and Thomas, 201
ySodz AaSND
Wal 86S GKS ¢2NBRG GKAYy3a A& y20 (Y24 (Eketal, 2011)

WL (K2dAKGI 2K D2RH ¢KAa AayQd GSNNM (Disleretal, 2014)
WeKIFGQa 6 Ke L 1 & OdzNA 2 dza T 0 dzii (Disleret al., 2014)
tSTGQ

WgKAOK L R2 3ISG FyR NBIFfte&e GSNN
FNAIKGSYAYy3IQ

WLiQa aOFNRI GKS Y2NB @&2dz G4NB 0
3SG GKS RSSLI oNBlFGKa Ay>xX AdGQa A7
g2dz RYyQliG ¢gAaK AlG 2y lyez2ySQ

W, dzii AG FTANR IKGS ywyal GKAy3 GKIFG L K| (Disleret al, 2014)

WLG FStd 2dzad tA1S L ¢l a Fo2dzi G2 | (Strang, Ekberdansson and
Sy2dAK FANY LIQ&a a2 KIFNR G2 AYLl 3AyY Henoch, 2013)

LQY &adzFF20I GdAy3Q
LQY | FNF AMKSHZ HRA Aidedv®® L ¢Syl 2 dzi (Strang, Ekberdansson and
Henoch, 2013)

WSttt L R2Yy QiU (1y26 K2® (2 Lzl AGT | (Strang, Ekberdansson and
Henoch, 2013)

WOFS fAGSR Yeé fAFTS .dzi L R2y Qi 4| (Strang, Ekberdansson and
Henoch, 2013)

S

0 f| (Disleret al,, 2014)

(Disleret al.,, 2014)
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¢KS FSStAy3d GKFIG LINBOALIYGA RAR y20 KIF@S |
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f2yStAySaad 5SAO0ONALIs2ya 2F mbT8Ba84 iSRS X MG &I
FSStAY3I |0l yR20/SR Al ayaRR YRS GSNIWSKRE Sy > wnnnT 91
SUZHaDPMANGIK LI NbOALIYyGa 0StASOAYa FTNASYRaA y2

GKSAN YSRATRIGIQAO 0YSBNo 2fy2 Yy St & &AYyO
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Y& FNRARSYR:
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K2g GKSe aKdEIIR IYMEICECNYSAISRAEIH Ny 0t 2y St AY
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RS&AONXOGS dzS G2 GKS f2aa 2T VAR OMNT fa\adeyfd2 & § R
FALISO0zI oKSYy S@OSNE2yS StasS 0O02YSa Kayvyf FYRY
CSNYSatd®RGE Hnnyo
Ly Ldzi FNRBY KSIfOGKOINSE LNERHBMBIRZ FRNA REIDS B RSP
G2 AaG8RABH¥R CSNYSAIERDBPMEMNGISHVE SIR| SYLIKIF A4 &l
@Sy dzLl2Yy | RRNB&aaAy3d d20A1f TRAKSzZ wRlyai R
adlr0 YySOSNI Fal lFoz2dzi GKAA&AXXO0dzb9AG @y RIKSENFSE
Hn/Ey tadz3adSaesy3d (GKSe ¢g2dzZ R ¢St 02YS GKS FIFOAfA
GKSANJI RSAANB (2 KI@GS YSIyAy3a gAGKAY GKSAN RI

¢l oMME S&a2ft 02y vdR2ilea2ya FTNRBY AyOt dRSR & dzRA

Desolation Quotations from included studies Source
WLiQa 0SSy f2ySfte airayoOS Yeé TNASyRJ (EkandTernestedt, 2008)
RARY QG 1y26 K2g (2 RBIGI BARKAEKASEX
K2g G(GKSe& aKz2dA R GNBIG YSQ
W{ RS&AONAROSR (KIF(i ¢KSy (G(KSaS TN Sy (Ekand Ternestedt, 2008)
G2NBRSY>S (GKS@ gAGKRNBSQ
We¢KS 2yt e LINRPoOofSY Aa f2yStAySaaXxod (EkandTernestedt, 2008)

dzadz- t £ & 2dzad aAd KSNBQ

WIyR AF @&2dz f2aS GKS &a20Alf I aLJS O (Ekand Ternestedt, 2008)
KI @S y2iKAy3 ySg (2 akKlNBQ

WiKS KSIfOGKOINBE adFFF ySOSNI I al | g (Ekand Ternestedt, 2008)
AYLRNI I YGQ

WL ONRB ¢6KSYy LQY f2yS> 2F O2dzNBRS LU (Ekand Ternestedt, 2008)
Wh2r y2 2yS KIFIa FalSR o62dzi YSo { 2 (Eketal, 2011)
6SQONB R2Ay3 KSNB i K2YSQ

w{i2 L ftA@S Fta t2y3 a L ftAGBS® [ ATS (Elofssonand Ohlen, 2004)
WL YSIys @&2dz {y263> A0Qa GKS 2t R 4&& (Galeand Sultan, 2013)
0Sad GKAy3I GKFdQa KILWSYSR (2 YS A

gKIFEGQa F2Ay3a 2y 2dzidaARSQ

WLG 2dzald 32Sa a2z atz2¢teQ (Disleret al., 2014)

[0}

WL Y y2d Fad KFLILX® a4 L dzaSR (2 09 (Sheridaretal, 2011)
About 46% of patients experienced modetateery severe loneliness (Reijnderset al., 2018)
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G2 dzy RSNIF{1S LX SI adzN) oTWE 8T8 Ko dRIBSa Ry RI
Y2NBEXX! yeliKAYy3d LIKeaAOlf Aa DAwREiSEoudwaolb KI £
CdZNIIKSNJ FNHzZAUNI o2yd 6SNB O2A0SR (KNRdAzAK LJ Nb
RFAfe fAQAYy3 GKSe& LINBGA2dzate O2dzZ RX adzOK | a
FYR 32AYy3QERFBIWRY Al YR hKESYysS HannSd Dl dydRT ¢ S
SAAS BN M T . NASY I [ SwAlK O dZNRY 3¢ KRRA- & Zf Hanaw c
LI NBOA LI yi (2 I NAKBNBIOES ANt RAINCSNE (O HIMI R2 X|
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Loss of Personal Liberty Quotatisfrom included studies Source
WLQY ljdzAdS aASRSyYidl NEQ (Brien, Lewith and Thomas, 201
WLGQa aAftftexoSOldzasS L OF yQi o6 NBI &K (Brien, Lewith and Thomas, 201
WL KI@S (2 GKAY]l 6KFG LQY 32Ay 3 G2 (Brien, Lewith and Thomas, 201
R2 AGX &2 LQY LISN¥yRySyiGfte GGKAylAyd
WLG ad2Lia YS 3AFNRSYyAy3a FyR AU 024K (Brien, Lewith and Thomas, 201
FoftS (2 R2 (KAy3daooddodd LQGS | RI LIS
WL dzaSR G2 32 R246y UakKAaAy3ad 2y (GKS N (Cooneytal, 2013)
F 0AG 2F F 6l t1 YR I OtAYOd |GdGlr OK
YdzOK o6dzi LQY 2dzadG y20 AyOtAySR G2
WL R2yQl 61 f]1 YdzOK y2¢ 06SOlFdzaS L 1| (Cooneytal, 2013)
FP@2AR FyedKAy3a GKIFIG g2dZ R X L R2
LI OS® LF¥ L FSSt tA1S R2Ay3 Al L R?2
We¢KSNBQa I 20 @2dz OFyQil R2Xl 3INXBI (Ekand Ternestedt, 2008)
SEIFYLX ST R2 L KI@S (GKS adNBy3IGK (2
WL R2yUl R2 deOK y25dddl & L OF yUdi | (Elofssonand Ohlen, 2004)
¢ KSNBE Klaydid o6SSy Fye ¢g2N] R2yS f
WL g2dzf R tA1S G2 6S Fo6tS G2 3I2 G2 (Disleretal, 2014)
SYySNHeé> a2 YdzOK SySNHe: (KFIG AlG 62
W{2YSGAYSa L OFyQd 6Fft1 FNRBY KSNB | (Disleretal, 2014)
L 3S4G oNBlIGKfSaa S@Sy 3I2Ay3a (2 (KS
WLG dF1Sa YS a2 t2y3 (2 2dzad 3ISG R (Disleretal, 2014)
Yy2g LQY NBFAYSR (2 2dzad R2Ay3 | (Disleretal, 2014)
WIyR GKS aAYLX Sad GlFaia y2¢ | NB | | (Disleretal, 2014)
WLO@S JI20GSy (2 GKS LIRAYyld 6KSNB L | (Disleretal, 2014)
WWdza i FNBY LldzidAy3a Yeé akKz2Sa 2y Ay | (Brien, Lewith and Thomas, 201
YI1S YS ONBIGKESaaQ
aStyay3atSaaySaa Ay | {KNAYylAy3a 22NIR

¢CKS 0aSyoOoS 2F YSIFyAy3a Ay LI NbBOALN yGilaa RIAf &
RAALIX I @ SR m@Alf RATYA 4¢2ky0 tISY R h Kf Sy = w nSinzT &9 m M- Ty R
DFfS IyR {dzZf SUYyEtonmBUDE &SI J I26BBdE Ay Ia 27

fATS 20BNy I yWSRBABHREY i s6AGK 2yS LI NbOALNY

RI®f2 SaaSyeslffeée Yeé RIFIe O2yairada 2F y2G4KAy3
Ady Qi tAGAY3AIT AG D9 12 dEayiiR SCESANGSSEARSIRKIS N PHddBidy OINX
YSFEYyAy3dft SaaySaa sAGKAY GKSANI £t A0Sa LIR2NINFE@SR

G2 o0SAy3 LKeaAOlfte FyR az20Alffe& NBalWNX Q&SR
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Meaninglessness in a Shrinking World Quotatfrom included
studies

Source

Wl yR GKSy @&2dz ¥SSt¢
everything, even commét dzA OARSZ

F$FdzAt FyR G GK
g2dz ¥FSSt tA1S I

(Ek and Ternestedt, 2008)

S yAy3dt 5a

a |yR GKSYy &akKks$s

(Ek and Ternestedt, 2008)

a2YSU0AYSa T

¢

uKIu f A

(Ek and Ternestedt, 2008)

WL G2 t221 F2NB I NR 2

(Ek and Ternestedt, 2008)

Ww{ 2
y2s

Ye RlIe& O2yaraida 27
Qi fAQGAYy3IT AGQA 2dzad §

(Ek and Ternestedt, 2008)

ydbddaYS 3 08X o0dzi AdGUE y20i GOSN

(Elofsson and Ohlen, 2004)

WL R2yUdi Ay1 L KFE@S Y& K2YS KSN

(Elofsson and Ohlen, 2004)

Whe risk of losing control over your life was also part of the experience of
homelessne<3

(Elofsson and Ohlen, 2004)

RI GKFG L LINBTSN

w

We KSNE | NB

2 dzii Q

2Y ea

ax

(Gabrielet al., 2014)

WiKS GSOKy2f23A NB lj dzA NB R

-| (Gale and Sultan, 2013)

Sa
L

WL LQY K2ySaidzx KIFI @S G2

i (Disleret al.,

2014)

Yt A 82dz FNB 2y | fSFaKs

(Disleret al., 2014)

WL KI 9SSy Qld R2yS [ yedGKAYT

(Disleret al., 2014)

W[Fald sAYGSNE L RARyQG 32

(Disleret al.,, 2014)

W

ALSOGL 62N AY tATSQ

(Disleret al., 2014)
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Restricted Life Quotations from included studies

Source

Y GKAY]l (GKS ONBIlIGKfSaaySaa o6AlGK2c«

(Cooneyet al., 2013)

NI YR2YYySaa 6A0K gKAQK &2dz ¢g2dzZ R f

w2 6S FofS (2 R2 &2dzNJ 26y GKAyYy3 (| (Cooneyetal, 2013)
Yi RSLISYR&a 2y Yeé LI OS AF L 32 (23| (Cooneytal, 2013)
Y 2dz K @S (2 aft2¢ R2ey® , 2dz Ol y QU | (Cooneptal, 2013)
WLG R2Sa NBaldNRAOMe gYKSSNBXY dzaS L OF y | (Cooneyet al, 2013)

WeKS K2t S  AcHaBge (. .4) | Iove traldting, &rfl § Iéve life. In
GKS LI adx L 61 & 2dz2i SOSNE RIFI&T GKA

(Dungeret al., 2015)

WL gAaK L O2dzZ R R2 Y2NB (KAy3az L
oRAASIFaAS8 gAff SyR dzJ 6A0GK YSQ

(Gabrielet al., 2014)

WLQY NBAUNMNOGSR (2 Y& K2YS8Q

(Gabrielet al.,, 2014)

WL 3 @S dzlJ dKAy3da GKIG O2dzAZ R YI18S

(Gabrielet al.,, 2014)

WL adle +d K2YS AyadaSIR 2F 3J2Ay3a 2
LK2ySY LQY fAGAYy3d | OGSNEB Aaz2fl (SR

(Gabrielet al.,, 2014)

Y2 S R2y QG 32 F2NI I gl t12 2y @I OF GA
AazfliSRQ

(Gabrielet al.,, 2014)

Wdzy f Saa LQ@®S 320 Iy K2aLWAGlI{ | LIJ2 A (Gale and Sultan, 2013)
YL OlyQi S@Sy 3ASi Ay GKS 3 NRSY V2 (Galeand Sultan, 2013)
oAl odzi 6KSy AlG O2vYSa (2 O2YAy3 ol
82dz 1y262 | atA3aKG at21LI AdQa 0642

<
<

WLi Aa Ye ONBIGKfSaaysaaT L OFyQi

(Lindgvist and Hallberg, 2010)

¢KS Y2RStf LINBaSyiSR 2yS adldAradarol
depressive symptoms negatively influencing their HSS = Patients physical
quality of life

(Ivzikuet al.,, 2019)

The data indicated participants perceived the psychosocial impact of COPD
their least and activity limitations as their most onerous health limitation

(Lowet al.,, 2013)

However, for many, coping simply meant limiting those factors that sometim

led to a total cessation of an activity

(Roseet al.,, 2017)
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¢l oMpY 20AFf wSftle2yaKALl vdzzGila2ya FTNRBY AyOf dz

Social Relationship Quotationsom included studies Source
WL dzaSR G2 32 dzLJ G2 | O2dzaAy 27F YA (Cooneytal, 2013)
GKSNE Fy@Y2NBQ
WL KI @S y2 2LILRNlIdzyAde G2 YSSG ¢ A (Elofssonand Ohlen, 2004)
aRAal RAIyGl 38Q
WL R2y QG 32 (2 Y& NBila@SaQ K2dz$S | (Gabriektal, 2014)

LONWSAGNAOGSR (2 Y& K2YSQ (Gabrielet al,, 2014)
WL adle 4G K2YS AyadaSIR 2F 3I2Ay3 2 (Gabrielet al, 2014)
LK2yS> LQY fAGAYy3d | OGSNEB Aaz2fl SR

WL KI @Sy Qi &aSSy Ylye LIS2LXS (KAa L (Dileretal, 2014)
Wllad 6AYyGSNE L RARYQU 3I2 2dzi | i (Disleret al., 2014)

WAF &2dz £2a8S GKS a20Alft FaLSOdx o | (Disleretal, 2014)
Yy20KAYy3 ySg (2 akKlkNBQ
WL KI @S y2 2LIRNIdzyAde G2 YSSG oA (Disleretal, 2014)
Emotional support was also described in relation tortegvorks that patients | (Gardenert al.,, 2018)
build with their families, peers, and health care professionals
WY, SOlIdzaS L R2yQi 221 a (K2dzaK L J (Russeletal, 2018)
0StASOS @&2dzx (KSe GKAY] @&2dz2QNB Lidzi
WL Y y2d d KFLILXR a4 L dzaSR (2 0 9 (Sheridaretal, 2011)
About 46% of patients experienced modetateery severe loneliness (Reijnderset al., 2018)
In step 3, time since initial diagnosis, iliness perceptions, prefulensed coping| (Stenzekt al,, 2015)
depressive coping, and looking for social inclusion were significant predictor
mental HRQoL

W{ RSAONAO6SR GKIFIG FNASYyRa O2dzZ R y 2 (Ekand Ternestedt, 2008)
iKS® oAUKRNBgQ
LyOf dzZRSR ljdzt ya il a@S aidzRASA ARSYysaUSR (KS &A-z

GAGK T ROIFIYOSR /ht5% gA0K aSINDODKAYy3I F2NJ a2 OA |
AAAYAUOLY(d LINBRAOG2NI 2F 0§ yi BBl 23K rfi pi KS tEX 2 i FE
FEdHAMYKS 2O0SNBKSE YAYyT FSSLINPASTOES2yS{yAySaa
AVATSISINGR RSSLISYSR o0& GKS OKIy3ISa FyR NBIjdzAN
NBfloa2yaKALROD

t SNE2YIFf VYR ClFYAf& wSflo2yaKAaLl

A

¢tKS OKIy3aSa G2 AyaYFIdS IyR Of2a$sS FFYAf& NBfI
FYR | 8820AF 0SSR LI fftAl adS OFNB ySSRa0 %S NBYyRBEL
¢CSNYSaliSRIES Hinmy M TS G/T2 FywSRoSTH SIAta® NI / Nzl = al N
CAIdzSANBR2SG2nfmep i pp QPSE yGa FSEG AYyONBlIaay3t e

I 4aSyasS 2F o0SAy3 YAA&adzy RSHNBIMREAEBRNID 8LI8 KWEA N2 B LR 2
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Personal and Family Relationship Quotati®fiom included studies Source
Wal {Ay3 £20S> L OlyQil YI1S t20S @9 (Cooney etal., 2018o0on
WL OlyQild glftle® wL OFyYyQG8 3I2 NHzyy Ay (Cooney et al., 2013)
2T ONBIGK FTFTUGSNI p YAydziSad ¢KSe& QNXH
GFoftS GSyyAra gA0K YS YI YRAKQYEIRQY
tFGASYGaQ yS3AFGABS FGGAGdzZRSak 6 SKI ¢ (Cruz, Marques and Figueiredo,
activities or treatment regimens) were profoundly distressing and contributeq 2017)

a loss

Spouses also reported changes in sex (Cruz, Marques and Figueiredo,
2017)

Due to the disease, they had shifted from an active to a slower rhythm of lifg (Ek et al., 2011)

The couples had to reshape their relationships to cope with their new (Ek et al., 2011)

circumstances
The physical intimacy of the relationship had changed over time and now | (Ek et al., 2011)
involved different forms of expression

Wal 86S GKS KINRSad GKAy3I Aa GKI G U (Eketal,2011)
F2NJ oNBFGK8Z LQY (22 aArAldl FyR (KL
WY 2dz 2dzad KIF @S G2 | OOSLI ﬁKAyaé I & (Ek etal., 2011)
AYLRNIIFYy(d SAGKSNI b2g 6S | NB GKI y]

W, dzi LQR tA1S (2 OdzRRtS IyR 6S Of 2 (Eketal, 2011)
WeKS OFNB FyR 02y OSNY | NB SEOSaaAQ«thmm”mM)
W{ KS oA TS eeverthifigl Bt mgsEof thertiinds | do not ask for hel| (Gabriel et al., 2014)
0S0rdzaS L TSSt SYOoFNNr&aasSRQ

WL FSSt GKIFG a2vySdaavysSa L Iy | f
YySSRa& (2 dzyRSNRGFIYR Y& LINRPOf SYA
WCNRY G2GFffe& LISNA2YlIf G(KAYy3IaAx
WY{ KS WY@ GAFS8 -aalgRAYSa R
WL KF&a |y FeFdd STFFSOG 2y vYve
0S0OlIdzaS L OlFyQi oNBIFGIKSQ

W, dzi LQR tA1S (2 OdRRRtS I'yR 6S Of 2 (Eketal, 2011)

0 U (Gabriel et al., 2014)

(Disler et al., 2014)
(Disler et al., 2014)
(Lovell et al., 2019)
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CKAA Fff26SR F2NJ RAAUGNI Oa2y THNRN2TXKEAWI AYR yH
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ANBIFG 6AGK GSSYlF3ISNEXEI LQY | IF22R 3INEYRYI2VIK SN
CSNYSalIRSSE mym§ N2 BISHAGDSY 2 9IRS RASBYW ENRKio &xF2y a (2
ONBIGSR | aSy&®8 27 tATRISYSOSy»YAXK vYeasSt¥F o6SOl
KFENY¥AYy3 20KSNARA YR L RAR y2i 26S | §2ORRENI y&
' £ dPHA MO O

| Osa PAroaSa

al AydlFrAyAy3 2N RAa0O20SNAy3 ySé | Oa@BAraSa oAl
YSIEYAYy3a yR | a8yVatBbPRSNIMmbIBYATS & SsAGKAY GKS
fAYAGllI 92ya LINPJARSR LI NbGAYRYHE&T $ABRS i KTFE Oill2
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Activities Quotatiors from included studies Source
WLG ¢l a&a INBFG G2 KFI@S GKFG FSSt Ay 3 (Ekand Ternestedt, 2008)
2dzad tA1S Ay GKS 2fR RI&aQ
WIyR GKSY L GNB (G2 R2 Yeé Yadadyandg 3 (J (Ekand Ternestedt, 2008)
GKAYy3IaxXkEyR GKSy L LRGGSNI I o2dzi | &
WL ald GKSNB FyR RNIyl O2FFSS | yR | (Ekand Ternestedt, 2008)
oF&aSXAd ¢l a 3ANBFGXodzi GGKSe O2dzZ R K

RARY QG 3S0G 2dzi 2F G(KS o6l e&xaz2 L KI R
looked pretty fun@ X6 dziT ¢S KIFR |y 2dziAy3a | ye
W, St2y3Aay3dySaa yR az20Alft AyidSNI O (Ek and Ternestedt, 2008)
INI YROKAEt RNBYS 6SNB AYLERNIIYy(iQ
WL KIFE@S | ¢g2yRSNFdzf 3INIYR LIALFY2 o&d (Elofsson and Ohlen, 2004)
and play for a while. And if I'm not in that mood, | might ease my mind by
L FeAy3Q

WL 2dzad GNB FYyR G11S Y& YAYR 27F7F A (Brien, Lewith and Thomas, 201
telly. listening to my music. Just things to try and

GF1S Y& YAYR 2F AlGodd , Sax G(KI GQa

NEBFHEfeQ
The telephone was an essential means of keeping in touch when they did n¢ (Strang, Ekberdansson and
have the energy to meet people Henoch, 2013)

Many mentioned their dog as being the most meaningful creature in their lif§ (Strang, Ekbergdansson and
Henoch, 2013)
Wcannot do asnuch anymore; | can no longer go for a walk. But | sit by the | (Strang, Ekbergansson and
window and look out at times. And | watch a lot of television, which | @ijoy | Henoch, 2013)

{20AFf AYGSNIOoe2ya 6A0GK FLYAfE YR FTNASYRAX
GSNB tAY1SR (2 TIVAVIR 2B NyStadihySRMET & ey TH B
| SY20K® aKMbad LI NBPOALIYyGA @2A0SR YIFAYGlFAYyAy
0St2y3aAAYy3 YR LIJzN1LI2&aS> (KS2RAEGR)I OBZ2YARBRY | U
KSItaK &Gl Gdzao

5Aa4U0N} Oa2y
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SY2yaid N} (SR adANG Koy yii Hoat § MyBBR AR G 2F I Oa @
SOARSY (I O2 LIF A8 NbSORKMINVIERS S Ay Ofo@R SR yRI deBNY S &
HAny T SREAFEHSIININT . NASY S [ S&AKISK RSZRS { QRIWENHIE 32 1F.
SYl oRSRINFNBRYa&YLIi2Ya | yERYITSSEAAMVARY 2 FI | FEAR
KdzY2dzNE GKS | LI AOFea2y 2F LI2aAa@S UWIKANYAYEATF

8 AGODREBESNHDSMNT . NASY S [ 8o 50K LIS ®irKSWISE 3
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Distraction Quotatiors from included studies Source
WL 2dzald GNB yR (G161S Y& ¥2YR # BT & (Brien, Lewith and Thomas, 201
fA&A0SyAy3a (2 Yé YdzaaAOod Wdzaid GKAyYy3IJ
Bialogue with others was important in daily life, and opportunities to chat ar] (Ek and Ternestedt, 2008)
share experiences with others in a similar situation also gave them strength
O2y AydzsSQ

W2 KSYS@SNJ L IS4G 'y AYyTFSOGA2ys | 0ol (Disleretal, 2014)
6SOIdzaS L OlFy SIkG LINRPLSNIeéesx L Oly

WL GNB (2 (1SSLI yeaStT Ay 3I22R KdzY 2 (Disleretal., 2014)
WoLB fglrea NBO12yX AT @2dz 62 NNER I (Disleretal, 2014)

R2S4Q

WL 3dzSaa L 2dzad al
WL fSIENYy K2g¢ (2 f
Gg2 RIF&a fF idSND

WL |t NBIFRe KI@S 320G Y& 2¢y O2y i N | (BrienLewith and Thomas, 2016
' YEAZ2dzQ
WLG Aa FOOSLWIIAYy3 IyR (y2¢Ay3 Y& f A (Brien, Lewith and Thomas, 201
Positive thinking (Gardener, Ewing and Farquhar,
2019)

W¢2RF@Y LQY LINPdzZR GKIFG L KIF@S 320G | (Lindgvist and Hallberg, 2010)

& 4 F GA (Disleretal., 2014)
RIF& G 2y (Disleretal., 2014)

| SIfGKOFENE t NPFSaaAaz2ylf 3 LYGSNIBSyeszy Ly Lz

¢CKS @l fdzS YR AYLI OG 2F AYyiUuSNYOes2ya gA0GK KSI
AYUiSNBSyo2ya ¢!l at KRGS oBRdzS yaOAly 38 dzoh TS YSI y Ay
Ay Ot dZRSR a0 dzRASDI 680 KYR {§ K28 & NIE @wmD d oSTH ENIK &8 S|
HAMPTSEZEH®PMTTSOENROWMSNISWSABPRNG BE &k & OGO

Ly 2@SNBKStYAyad aSyasS 2F &a20Alt 02yySOezy |
aSaairzya AL GS LI NBOALIYHGA AYONBFaSR O2yURSy
dzy NBf Sy ey 3 &8 VALIRSW 20/&NIRNG yin$HFRD | & ASH K- AYYR  ¢{Hdaff (S y =

SGZraemtT DIFNRSYSNE 946 AyYSH JyuRP MAPONI) dzK I NE  H A M
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Healthcare Professional & Intervention Inp@Quotations from included Source
studies

WIS OS 2F YAYRQ (Gale and Sultan, 2013)
WLG aSadfsSa @2dz2NJ YAYR Y2NB Kl y Iy (Gale and Sultan, 2013)
82dz 2y GKFrdo® LG R2Sa al @S YS I f 240

W.ST2NB L YSOSNI1ySé 6KSUKSNI L yS§ (GaleandSultan, 2013)
FYR IRYAGGSR (2 K2aLWAGLrt @& 2SSttt y2

gAGK GKSYQ
WiJdzi & @2dz I 6 NB 2F 6KI GQ&a KI LIISY A | (Gale and Sultan, 2013)
WL FStaG Al slFaz L FStG L 61 & o0SAY | (Galeand Sultan, 2013)
g2dz (y262 (2 GKS o/ w{8 GSIYQ
WL 1y26 GKSNBQa a2YS2yS i G(KS 2K (GaleandSultan, 2013)
Two studies highlighted the need to address the emotions surrounding end ¢ (Gardener et al., 2018)
life: patients noted, in particular, thealue in observing and talking to other

patients

Proactive contact from health care professionals to provide monitoring and | (Gardener, Ewing and Farquhar,
reassurance 2019)

WiKSe Q@S 2dzad 3IAGSY YS | o6AlG Y2NB | (Hayleetal, 2013)

L 2dz (y26x 3I22R ydz2NESaAZ FyR R2O002NH

jdzSadAazyad X LG YIFI{1S&a &2dz FSSt | &

W[A1S L alARY GKIFIG GKAYy3 6KSNB & 2d (Hayleetal, 2013)
importantcA 'y Tl OG @2dz FSSt GKIFG &2dzQNB

GKS@QNB ONAY3IAYy3I &2dz dzLJ I I+ AY | YR

'y R @& 2 dzQNe2 NaliZKYsSK2AVE S Q
T-testsshowed a significant difference in the mean score on the Cognitive | (Doyle et al., 2017)
Therapy Rating Scale between the cognitive behaviour therapists and
befriending
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Methodological Approach

Suitability within this study

Limitations within this study

Phenomenology

Focus upon how individuals attach meaning to an
experience through exploring the alliance of an individua
and situation(Laverty, 2003; Rodriguez and Smith, 2018
Has been used to explore existential themes when living
with illness(Ashworth, 2003)

Absence of Co constructed meanings between
researcher and participanélongside the potential
influence of researcher believes upon findings
(Rodriguez and Smith, 2018his may prevent the true
insights of meaningfulness in daily life being revealef

Grounded Theory

Unsuitable as it aims to generate theory from data
collected(Glaser and Strauss, 1967)

LRSYUATFTe@AYd AYRAGDARIZ f Q:
meaning within their lives is not identifiable through
theory generation.

Case Studies

Offer an understanding of complex phenomenon througt
holistic accounts from participan{siodkinson and
Hodkinson, 2001)

Direct observation as a component of the case study,
design was deemed too burdensome for the populat
under study.

Ethnography

The use of a purely ethnographic methodology would all
for immersion within the culture and social practices of
participants(Spradley, 1980; Hammersely and Atkinson,
2019) giving relevant context to the revelation of how
meaningfulness is identified within participants daily lives

Direct observation of participants within their daily
lives would be required, which would have been too
burdensome for the study participants. Elements of &
ethnographic approach were however used within th
narrative ethnographic design of this study iaimis
further explained within section 3.4 of this thesis.

Narrative Inquiry

Places emphasis upon the-construction of meaning
within life experience, harmoniously exploring how
elements of an individual story interlif{fiClandinin and
Connelly, 2000)

I LISNE2Y QA YINNIGADS Aa
relies upon their recollection of memories and feeling
after an event. Meaningfulness in d&y-day life may
have been a difficult to identify and recollect, therefo
this method alone may have left ga within
participants stories. Narratives have however been
used in conjunction with an ethnographic approach
within this study and is further presented within
section4.3.40f this thesis.
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How was
your day today?

A thought
about tomorrow:

Appointments:
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experience
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Please use this journal to write down your
refiective thoughts. These can be about any part
of your daily life, something that may have
happened, or just something you would like to
share with us. You can write as many or as few
times as you wish in the journal.

S

Here are some ideas of things you may like to

e Things that mean something to you'

e What would you do if you had no fears?
«  How does life feel? |
o Do you have any concerns for the future?

o What makes you feel valued?

e Something you are certain you will never

e Do you worry about what others think?
« Atime today you have felt useful |
e Ifyouhada blddly,whﬁnudonbuﬁ
. lfyouhadlpoddly,mmod!n

good?
e Do you have any goals you would llke to
achieve in life?
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'Don't forget: Beautiful sunsets need cloudy skies'
Paulo Coelho
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‘Even on my weakest days, | get a little bit stronger'

Sara Evans
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Take a picnic. Climb to the top of a hill and look over the
city in all its sun-drenched glory

Consent kindly given by Pete McKee (Sheffield Artist) to use this picture for the purpose of this research
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Sometimes you just need a break. In a beautiful place.

Alone. To figure everything out
The book of Serenity
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We grow through what we go through
Tyrese Gibson
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‘Life throws challenges and every challenge comes with

rainbows and light to conquer it'
Amit Ray, World Peace: The Voice of a Mountain Bird
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| can't go back to yesterday, because | was a different

person then'
Lewis Carrol, Alice in Wonderland
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hat do you think when you look at the
1st prize rosette?
A current life goal?
omething you have already achieved?
e do tell us about it:
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Journey Map

Please fillin the map of your life journey from the time you were diagnosed with COPD until the present day.

Please include events, experiences and thoughts that were of meaning to you. Feel free to add anything you wish around the boxes.
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Participant Sex Age Ethnic Employment Housing
origin status/ Former situation
career
1. Stephen Male 89 White Retired Lives alone
British administrator | 4 bedroomed
house
2. Patricia Female 80 White Retired school | Lives alone
British support worker | 3 bedroomed
house
3. Sally Female 80 White Retired Nurse | Lives with
British husband
3 bedroomed
house
4. Craig Male 74 White Retired Lives with wife
British 2 bedroomed
house
5. Geraldine| Female 79 White Retired Social | Lives with
British Worker husband
3 bedroomed
house
6. Karen Female 69 White Retired Lecturen Lives with
British husband
2" floor flat
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Criteria

Rationale

Over 65 years of age

Data relating to COPD being the cause of
death in the UK population states in 2012
2719 people aged 164 died of COPD with
27,056 aged over 65 yeaBritish Lung
Foundation, 2016)This suggests those
aged over 65 years will have begun
developing associated care needs requiri
a palliative approach.

Under the care of a specialist COPD tean

To ensure each participant had a confirmg
diagnosis of COPD.

Attends a British Lung Foundation Breath
Easy Support Group

This was related to the recruitment strate(
and is further explained within the
background section of this thesis.

Identifies that living with COPD impacts
their ability to undertake daily activities

Determining if a participant was living with
palliative care needs through other means
may have posed significant ethical
challenges. The participant may not have
been informed by a healthcare profession
that they are living within the palliative
stage d disease progression. Allowing
participants to seHdentify that living with
COPD impacts their dag-day life indicates
they do have palliative care needs.

Of any gender identity

To ensure a broad sample population.

Of any ethnic origin

To ensure a broad sample population

Fluent in speaking any language

To ensure a board sample population.
Interpreter services were to be used shou
any participant show interest in

participation and would have continued
throughout their enrolment in the study.

No diagnosis of cognitive impairment

Using the cultural probes would have pos
challenges for an individual living with
cognitive impairment, particularly their
ability to understand their purpose and us|
Furthermore, participation within this stud
was deemed too burdensome for this
populdion.
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Criteria

Rationale

Under 65 years of age

For those under 65 years of age, their CQ
disease progression would be less
advanced, and their associated palliative
care needs less easy to identify.

participate themselves

Are unable to give informed consent to

Due to the complex nature of the data
collection methods within this study, it wa
not deemed appropriate for those who
were unable to give informed consent to
participate. The use of the cultural probef
would be too burdensome for the
participant.

Are imminently dying

This study would be too burdensome and
pose significant ethical challenges for
someone in the last phase of life.
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Item Explanation

1. The aim of the study A broad study aim dictates the need for a
larger sample than that of a narrow study
aim, due to the phenomenon under study
being of greater scope.

2. Sample Specificity Information power is related to the
experiences and knowledge upon the stu
aim amongst participants. Less participan
are required when holding the
characteristics specific to the study aim.
3. Use of established theory Thetheoretical background of the study
influences information power. A study witl
a strong theoretical background would
require fewer participants.

4. Quality of dialogue The quality of interview dialogue/data
collection between the researcher and
participant influences information power.
Clear and welfounded dialogue requires
fewer participants to reach information
power.

5. Analysis strategy A study exploring walepth analysis of
narratives requires fewer participants to
reach information power than that of a
crosscase analysis approach.
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Explanation to determine information
power

1. The aim of the study

The aimof this study focuses upon th
presence and absence of meaningfulne
This aim is narrow, focusing upon o
element of dayto-day life experience, an
as such could be answered with a sm
sample size.

2. Sample Specificity

the experiences and knowledge of ea
participant upon the study aim is extensiy
Only they have the knowledge of knowi
how living with palliative care needs arisi
from COPD impacts upon their darday
lives. A small sample is able to explore th

3. Use of established theory

The theoretical background to this study i
existentialisma wellestablished
philosophical viewpoint. Therefore, a sma
sample size is able to be used with finding
based upon the studies underpinning
theory.

4. Quality of dialogue

the collection of both the cultural prob
data and dialogue within narrativ
interviews offer data of high quality
Participants used the cultural probg
thoroughly and spoke openly and at leng
within the narrative interviews. Informatio
power was reactd through a small samplg

5. Analysis strategy

This study has explored in depth tf
narratives of individual participants and
such information power has been achiev

by the small sample size
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Group contacted by email

Response received

Presented at group/Reasol
request declined

Nottingham Edwalton No No reply

Nottingham West Yes Presented to group

Sheffield Yes Presented to group

Sefton, North Liverpool No No reply

llkeston Yes Presented to group

Darlington No No reply

Bury St Edmunds Yes Presented to group

Redditch and Bromsgrove | Yes No group held since
February 2020

Telford Yes No COPD attendees #his
group

Trafford, Manchester Yes No COPD attendees at th
group

Leeds No No reply

Paisley Yes No COPD attendees at th
group

South East Kent Yes No meetings at this time

Chesterfield Yes No meetings at this time

Norwich Hospital Yes No current group attendees

Westminster Yes Presented to group

Lewisham Yes No meetings at this time

Colchester No No reply

Norwich No No reply

Stoke No No reply

Dover No No reply
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Participant | Date sent | Dategave Date Date Interview Time
name PIS informed cultural cultural date enrolled in
(pseudonym) consent | probe sent| probes the study
collected
Stephen 06/7/21 | 06/07/21 | 06/7/21 27/9/21 01/10/21 13 weeks
Craig 06/7/21 07/7/21 07/7/21 27/09/21 | 04/10/21 14 weeks
Patricia 06/7/21 | 12/07/21 | 12/07/21 | 27/09/21 | 08/10/21 13 weeks
Sally 21/7/21 30/7/21 30/7/21 11/10/21 24/11/21 17 weeks
Geraldine 21/7/21 20/7/21 20/7/21 24/11/21 | 11/02/22 29 weeks
(illness)

Karen 29/7/21 30/7/21 30/7/21 10/11/21 | 19/11/21 18 weeks
Cheryl 30/7/21 27/9/21 27/9/21 | Withdrawn - 13 weeks

30h

October

2021
Richard 30/7/21 27/9/21 27/9/21 | Withdrawn - 13 weeks

30n

October

2021
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Cultural Probes with similar conten
around feeling exhausted, tired and low i
mood:

Question relating to these probes

Journal entrie; multiple entries relating
G2 FSStAy3a WiGANBRQ

Think-Pads reference to feeling exhaustec
and tired when describing the day on
multiple days

Photosc reference to undertaking more
sedentary activities in the evenings

In some of thejournal entriesand in other
probes youhavereferred to feeling tired
andnot really feeling motivated. Does th
happen often for yo@

Cultural Probes with similar content
aroundthe importance of family:

Question relating to these probes:

Journal entriesg multiple entries related tg
conversations, days out and interactio
with family.

Thinkpads ¢ family frequently feature
within the people Sally converses with
Photos¢ Multiple photos of family, days ou
with family

Rosette ¢ reflections upon family being
proudest achievement.

You family have featured a lot within wh
you have included in the probes. Can you
me about that please?
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Total Number| 25

of Probes

completed

Narrative Length of| Postcards| Journal | Journey| Rosette | Camera| Think-pad
Interviews Interview Map

Stephen 47:24 0 1 0 0 0 1
Craig 39:50 1 1 1 0 0 0
Patricia 31:18 1 1 0 1 1 1
Sally 1:02:42 1 1 0 1 1 1
Geraldine 50:37 1 1 1 0 1 1
Karen 28:30 1 1 1 0 1 1
Total length | 5:00:21

of interview
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Narrative Code Narrative Question Narrative Function

ABSTRACT (AB) What was this about? Indicates a story is about tg
commence. Commands
attention from thelistener
ORIENTATION (O) Whom or what is a part of | Assists the listener to

the story? Time and locatio| contextualise the story

of it taking place

COMPLICATING ACTION ( Then what happened? The core narrative of the
story
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What started it all for me Louise (.) | went on a, a supposed to be a pleasure trip on thg A
to Carlisle Railway
That entailed getting the train in Nottingob 2 G G Ay IKIF Y8 SNJ LQR |O
friends of mine (.hh) We got the train in Nottingham to Leeds (.1) and then (.2) the hotel
we stayed (.2) to get to the station was uphill

and right out of the blue (.hh) halfway up the hill (.hh)I had to suddenly stop to catch my

(.hh) and by the time | got on the train, erm, | was then relaxed so that was ok(.2) so thl CA
ok (.h). When we got to Carlisle, | had to decline the invitation of my colleagues to walk

0 SOl dza S L ouf ofbEedath=| s© Rust®& and whatever

[SoL QR8 ySOSNJ KSINR 2F GKA&a /ht5 &2dz {y2CA
through a whole routine of tests and all the rest of it (.h) including the CT scan. (.h)
| then had a meeting with the consultant who showed me the state of my lungs with allf CA
tiny little holes which if if memory serves he explained that was the problem (.h) becaus
little holes were letting the oxygen that | was breathing escape

This was about five years ago 0]
Well its its different to how it was before obviously but (.)
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Number of Interview Respondents or
Documents Mentioning Each Theme

Sample Data

Theme Narrative Interview Cultural Probes
Structures
1.Uninterrupted 19 Thinkpad entries19 |WYENB I 6 Sad | OKAS@SYSyd ¢l a KIFIGAy3 Y
Personal Value Journal entrieg, 22 Photograph at breathing exercise class
Congruence Photographs14 WLQY &2 LXSFI&SR L YIRS I 062 YAydz
Postcards; 8 WeSaAUSNRIFIeé L ¢l a LXSIFaSR uKlFuU L ¢Sy
Rosette Reflectiodll |42 NJ @ L ¢l a 3INBSGSR g N¥yfte yR Al
W2NJ L LRLI AYyX YAIKG 2dzad Fa ¢Sttt 34
particular reason other than | can do it (.h).
SubThemes:
Physical Ability to 9 Thinkpad entries3 |[Wg2NJ Ay 3 KIFINR 2y 1SSLAYy3I SESNOA&AYT
meetpersonal Journal entrieg 7 PhotogrgphArevﬂectir]g awalk in Regents P?.I’k ) o
values Photographs3 Wog I tR2R 02 | FTNASYRA oAU0UK OANIUKRIF €
Postcards; 1 YFEYyF3ISR A0Q
WFyR G0KSYy GKSNBQa GKS éf\yEIAyEI T2 NJ
Wl @A NI dz f SESNI)AéS ot I G2RI&Q
I GK2dAKG 02dzi G§2Y2NNER g Y Wi 221 Ay 3
Relationships and 9 Thinkpad entries 11 | W{ Zofvkrsation planning to see a friend in a nursing home. Both friends ha

connections

Journal entrieg 8
Photographs 6
Postcards;, 3

f280 GKSAN) Kdzaol yRaQ

{LSF1AY3 2F GGSYRAYy3 | NBI GKS 91 2
3SG 2y ¢Sttt (G23SGKSNE IyR Al YSlIya
WAYOARSyiGlFftte KI@GAy3d 06SSy Ay 2dzOK

Photograph of family photographs on the wall in a participants home
Photograph of participant with growap children




Number of Interview Respondents or
Documents Mentioning Each Theme

Sample Data

1.Uninterrupted

Narrative Interview

Cultural Probes

Personal Value Structures
Congruence
SubThemes:
Fulfilment and 6 Thinkpad entriesl W {i 2 IRrarked a game of bowls, the first time in months, | was a little nervous
Purpose Journal entrieg; 8 FTANRGZ y20 éFyGAy3 a2 fA$G’I-yé’z:3[$ R?
Postcards; 1 WSOSNER2YS ¢gla a2 LI SIFAaSR u2 YSSu dz
STT2NI 62NIKEKAESQ
WAGa GSNNRofte& AYLRNIFyG G2 1SSLI 06dz
Overcoming 5 Postcards2 WI2Ay3I GKNRAZAK RAFFAOLZ 6ASa OFy Yl
Challenges adZFFSNAY3IQ

WwaSax &2dz OFy Qi KIF@S G4KS NI AyYyO g )

WhllRadza K YR (KA & éSIGKSNJlesa AG &
GKS Yz2ald 2F ftATSQ
WEATFTS SAGK / ht5 Aa F aSNRSa 27F € A6




Number of Interview Respondents or
Documents Mentioning Each Theme

Sample Data

Theme Narrative Interview Cultural Probes
Structures
2. Meaningfulness 33 Thinkpad entries3  |WI NBad RI&d {2YS NBINBUI WREODARARYD
through taking Journal entrieg; 7 WL NBItfte& R2yQid ¢t yicotlithited y itcR@iFed IdG S §
control of personal Photographsl KEgs a2 00oSLl Ye fAYAUlLUAZYyaQ
dignity Postcardg; 1 LIJI: g1l a RSUSIEIJ{)\)A/S’B qz,agu quzq SQ$N:§
AU gla +y |FOKAS@OGSYSYydu 02 3IS0 2dzu 27
NBIffe ySSRQ
We2dz 1y29 LOQ@GS 3F20 GKS a0220SNX® L
FOKAS@GSYSyiQ
SubThemes:
Asserting and 15 Thinkpad entries3 WL 2dzAG R2y QG aSS lye 20KSNI gle G2
maintaining control Journal entrieg 3 imqgine for some pegple it Woulq be quite easy (.h) to descenq ipto a slovyef
over life choices Postcards; 2 RS&aLRyYyRSyOe odzi 600KOU L L LQ@S yS@S)
Q 'yR tSta GKSY 1y2¢ GKIG AdGQa yz2i
LY ® l'yYR AGQa | 3ISG (23SGKSNW® LiQ:
Acceptance of New 14 Thinkpad entries2 WgStt L YSIY LQY SAIKGE [Sa@dnined th edjd
Limitations Journal entrieg, 4 gKFEG LQ@S 33200Q
Photographs1 Wellitsh 6 Qa RAFFSNBYyG G2 K2g¢g AdG o+ a oS
AAlbdzr GA2y> GKS O2yRAGAZ2Y GKIG LQY )
G§KSNBE INBE OSNIIFIAY GKAy3a L OFy FyR
get back to the scooter deal (.h)
2 KAOK L R2 6fldAKAY3IO0 AT GKFGQa |t
OPKO SNXY &2 A0 ¢g2N)a 020K gtea [ 2dz
LI GASYGa +a 62YFy AYAGALFEf&@ O60KO G

think it was all one way that erm we do get do feel useful as a result of taking




Number of Interview Respondents or
Documents Mentioning Each Theme

Sample Data

Theme Narrative Interview |  Cultural Probes
Structures
3.Interuptted life 7 Thinkpad entries19 | W KsHvér linings have | found? Some companionship, some spurs to greatel
meaning through Journal entrieg, 16 LK@ AAOlIf FFOUA@GAGREY o6dzi GKS I GKSNA)
Personal Value Photographs1 Wi Lﬁpmlﬁ]at general feeling of inadequacy, because of the inability to do th
Incongruence Postcardg; 2 f7\1§ UéA)[EI éKQ/S/fI-O%"éV‘I‘-‘QNJ §I§I-YLJfSQ
Journey Map 3 WL R2 y2U0U glyu uz2 0S RSTAYSR 0ée Ye
YSIYyAYy3IFdzZ | OGABAGASAE (2 R2Q
SubThemes:
Future Worries 5 Journal entrieg, 4 Umn. Again! 3 Ay S AGQa GKS FSIENI 2F GKS dz
Photographs1 1JS2LX S areAay3ar az2Stfsx GKAA oAt KI |
Journey Map1l GKSe8 R2yQlX R2 (KSeéo
.S8a o5Stf AGQa Fff GASR dzLd oA GK G NJX
Loss of @ntrol 3 Journal entries 2 (.h) Yes duck (.h) like today, its muggy (.h) this is the worst for COPD muggy

6SI GKSNJ 6 KO &2dz Ol yadifighng allzhé time khj | f
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Never be afraid to sit a while and think

: How was
L0y dlEke. - your day today?
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A conversation | had today
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A thought
_{ about tomorrow:
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hat do you think when you look at the
1st prize rosette?
A current life goal?
Something you have already achieved?
Please do tell us about it:
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Sometimes you just need a break. In a beautiful place.

Alone. To figure everything out
The book of Serenity
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Take a picnic. Climb to the top of a hill and look over the
city in all its sun-drenched glory
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How was
your day today?
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A conversation | had today
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A thought

/ about tomorrow:
Today's
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