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Zusammenfassung

Als primares Ziel in der Behandlung der chronisch-obstruktiven Lungenerkrankung (COPD)
gilt neben der Linderung von Symptomatik und Verlangerung der Lebensdauer vor allem
auch die Erhaltung der Lebensqualitat. Die COPD ist charakterisiert durch eine progredient
verlaufende und nicht reversible Verengung der Atemwege. Uber alle Krankheitsstadien
hinweg ist die Lebensqualitdt deutlich eingeschrankt. Bisherige Studien kommen jedoch
Ubereinstimmend zu dem Ergebnis, dass es nur einen geringen Zusammenhang zwischen
der Lungenfunktion und der Lebensqualitat gibt bzw. dass Variablen, die direkt an das
medizinische Krankheitsbild angelehnt sind, nicht ausreichend die Lebensqualitat
vorhersagen. Zusatzlich spielen psychologische Aspekte wie psychische Komorbiditaten,
krankheitsspezifische Angste oder Selbstwirksamkeit eine bedeutende Rolle. Ziel der
vorliegenden publikationsbasierten Dissertation war es, verschiedene Aspekte der

Lebensqualitat im Kontext der COPD zu untersuchen und Einflussmoglichkeiten abzuleiten.

Im Kontext chronisch-progredienter  kdrperlicher  Erkrankungen spielen neben
Angststérungen im Sinne der internationalen Klassifikationssysteme psychischer Stérungen
weitere Formen der Angst (zum Beispiel krankheitsspezifische Angste und Angste beziiglich
des Lebensendes, sogenannte End-of-Life Angste) eine Rolle, die die Lebensqualitit der
Patienten zusatzlich zur koérperlichen Symptomatik beeintrachtigen kénnen. Diese waren
Inhalt einer ersten Studie, die die Relevanz von krankheitsspezifischen Angsten sowie End-
of-Life Angsten bei COPD bestatigte. Es konnte festgestellt werden, dass End-of-Life Angste
unabhangig vom Krankheitsstadium auftreten, jedoch von psychischer Belastung und
krankheitsspezifischen Angsten (insbesondere Progredienzangst und Angst vor sozialer

Isolation) vorhergesagt werden kdénnen.

Eine zweite Studie behandelte den Einfluss von verschiedenen
Krankheitsbewaltigungsstrategien auf zwei Aspekte der Lebensqualitdt. Die korperliche
Lebensqualitdt wurde neben Alter und dem Krankheitsstadium vorhersagt von handelndem
problemorientiertem Coping, Informationssuche und Erfahrungsaustausch, Bereitschaft zur
Annahme von Hilfe und der aktiven Suche nach sozialer Einbindung, wohingegen die
psychische Lebensqualitat vorhersagt wurde von handelndem problemorientiertem Coping,

depressivem Coping und ebenfalls der Suche nach sozialer Einbindung.

Da COPD-Patienten oft in einer Partnerschaft leben und diese durch die Erkrankung
ebenfalls beeintrachtigt ist, ist neben der individuellen Krankheitsbewaltigung auch der
Umgang der Erkrankung als Paar (dyadisches Coping) von Bedeutung. Dieser wurde in

einer dritten Studie thematisiert. Innerhalb des langsschnittlichen Designs zeigte sich, das
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die Lebensqualitat beider Partner mit dem dyadischen Coping zusammenhangt. Dabei waren
insbesondere Stressduflerungen, negatives dyadisches Coping und delegiertes dyadisches
Coping von Relevanz.

Insgesamt unterstreichen die durchgefliihrten Studien die Relevanz psychologischer
Konzepte im Hinblick auf die Erhaltung der Lebensqualitdt bei COPD. Zusatzliche
Interventionen zur Beeinflussung der Lebensqualitdt scheinen uber alle Stadien der

Erkrankung hinweg indiziert. Diesbezugliche mdgliche Ansatzpunkte werden diskutiert.
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Abstract

In the context of chronic obstructive pulmonary disease (COPD), treatment does not only aim
at reducing symptoms and prolonging life expectancy, but also at promoting quality of life.
COPD is characterized by a progressive and not-reversible obstruction of airway passages,
and quality of life is substantially impaired across all stages of the disease. Previous studies
showed a merely small relationship between lung function parameters and quality of life,
medical predictors cannot sufficiently predict quality of life. Psychological aspects such as
anxiety and depression, disease-specific anxieties or self-efficacy seem to play an additional
important role. This publication-based dissertation examined different aspects of quality of

life in COPD and identified opportunities to influence it.

Besides anxiety disorders in the sense of the international classification systems of mental
disorders, further presentations of anxiety (for example disease-specific anxieties and end of
life fears) play an important role in the context of chronic progressive physical diseases and
may impair quality of life beyond physical symptoms. A first study confirmed the relevance of
disease-specific anxieties and end of life fears in the context of COPD. End of life fears
occurred independently from disease severity. Mental distress and disease-specific anxieties

(fear of progression, fear of social isolation) predicted end of life fears.

A second study investigated associations between coping with disease and two aspects of
quality of life (physical and mental). Age, disease severity, active problem-focused coping,
looking for information, readiness of accepting help and looking for social inclusion predicted
physical quality of life, whereas active problem-focused coping, depressive coping and

looking for social inclusion predicted mental quality of life.

As patients suffering from COPD often live in a partnership, which may also be affected by
the disease, dyadic coping is relevant in addition to individual coping with disease. Thus, a
third study took dyadic coping as subject. Within a longitudinal design, dyadic coping was
associated with both partners’ quality of life. Relevant dyadic coping aspects were stress

communication, negative dyadic coping and delegated dyadic coping.

Overall, these studies highlight the relevance of psychological concepts in maintaining quality
of life in COPD. Interventions aiming at improving quality of life seem to be indicated across

all stages of the disease. Potential approaches are discussed.
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1. Chronisch-obstruktive Lungenerkrankung (COPD)

1. Chronisch-obstruktive Lungenerkrankung (COPD)

Definition und Symptomatik

Die chronisch-obstruktive Lungenerkrankung ist charakterisiert durch eine progressive, nicht
reversible Obstruktion (Verengung) der Atemwege. Diese geht einher mit chronischen
Entziindungsprozessen in den Atemwegen und der Lunge, die durch die Exposition an
schadliche Gase oder Partikel ausgeldst und in erster Linie durch Zigarettenrauch verursacht
werden. Die chronischen Entziindungsprozesse fihren zu strukturellen Veranderungen in

den Atemwegen und zu einer Schadigung des Lungengewebes (GOLD, 2014).

Die Hauptsymptome der COPD sind Atemnot, chronischer Husten und eine erhéhte
Sputumproduktion (Auswurf). Die zeitliche Reihenfolge des Erstauftretens dieser Symptome
ist nicht festgelegt: Einerseits tritt Atemnot oft erst nach einer mehreren Jahre dauernden
Prodromalphase auf, in der sich die Betroffenen morgens freihusten; andererseits kann es zu
Entwicklung von Atemnot kommen, ohne dass vorher Husten und/oder Auswurf berichtet
werden. Atemnot ftritt Ublicherweise zunachst nur bei korperlicher Belastung auf
(Belastungsdyspnoe), im weiteren Verlauf jedoch auch in Ruhe (Ruhedyspnoe). Zusatzlich
kénnen im Verlauf extrapulmonale Symptome und Komorbiditaten auftreten, unter anderem
Malnutrition, Gewichtsverlust, Untergewicht, Erschopfung, Abbau von Muskelmasse,
pulmonale Hypertonie, kardiovaskulare Krankheiten und Osteoporose (GOLD, 2014).

Insgesamt muss also von einer systemischen Erkrankung gesprochen werden.

Gemal den Kriterien der Global Initiative for Chronic Obstructive Lung Disease (GOLD) wird

die chronisch-obstruktive Lungenerkrankung in vier Schweregrade eingeteilt (sieche Tabelle

1),

Tabelle 1. Spirometrische Klassifikation des COPD-Schweregrades nach GOLD (2014)

FEV./FVC < 0.70

GOLD | mild FEV, = 80% des Solls
GOLD Il moderat 50% des Solls < FEV; < 80% des Solls
GOLD Il schwer 30% des Solls < FEV; < 50% des Solls
GOLD IV sehr schwer FEV; < 30% des Solls

Anmerkung. GOLD = Global Initiative for Chronic Obstructive Lung Disease. FEV1 = forciertes exspiratorisches

Volumen in einer Sekunde/Einsekundenkapazitat. FVC = forcierte exspiratorische Vitalkapazitat.

11



Dissertation Isabelle Vaske

Dabei steht FEV, fir das forcierte exspiratorische Volumen in einer Sekunde oder die
Einsekundenkapazitat und beschreibt das Volumen an Luft, das nach maximaler Inspiration
(Einatmung) innerhalb einer Sekunde forciert ausgeatmet werden kann. FVC steht fur die
forcierte exspiratorische Vitalkapazitdt und beschreibt das Volumen an Luft, das nach
maximaler Inspiration insgesamt forciert ausgeatmet werden kann. In Stadium | bestehen
zwar schon erste Symptome, den Patienten ist jedoch die Einschrankung der Lungenfunktion
haufig noch nicht bewusst. Ab Stadium Il ist mit einer Zunahme der Symptome zu rechnen,

zunachst Ublicherweise der Belastungsdyspnoe (Vogelmeier et al., 2007).

Neben stabilen Phasen der COPD, in denen die Symptome zwar innerhalb eines Tages oder
Uber mehrere Tage hinweg Schwankungen unterworfen, der Zustand insgesamt jedoch
unverandert bleibt, gibt es auch sogenannte Exazerbationen. Diese sind definiert als akut
beginnende Verschlechterungen der Symptomatik, die eine Anderung der Medikation
erforderlich machen. Haufige Ausldser sind bakterielle und/oder virale Atemwegsinfektionen.
Je nach Schweregrad der COPD, der Exazerbation und der eventuell bestehenden
Komorbiditaten wird Uber eine ambulante, stationare oder intensivmedizinische Behandlung
entschieden. Ab Stadium IV treten gehauft Exazerbationen mit einem potentiell

lebensbedrohlichen Verlauf auf (Vogelmeier et al., 2007).

Pathogenese

COPD ist eine multifaktoriell bedingte Erkrankung, die aus einer Gen-Umwelt-Interaktion

resultiert (siehe Tabelle 2).

Tabelle 2. Ubersicht iiber Risikofaktoren fiir die Entstehung einer COPD nach
Vogelmeier et al. (2007)

genuine Risikofaktoren erworbene Risikofaktoren

e a1-Antitrypsinmangel ¢ inhalativer Konsum von Tabak

e bronchiale Hyperreaktivitat e berufsbedingte Inhalation von Stauben,
e Stdrungen des Lungenwachstums Gasen und Chemikalien

¢ innerhausliche Luftverschmutzung

e allgemeine Luftverschmutzung

o haufige Atemwegsinfektionen in der
Kindheit
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Der am besten dokumentierte genetische Risikofaktor ist der a1-Antitrypsinmangel (GOLD,
2014), der jedoch aulderst selten auftritt (Pravalenz unter 1%). In verschiedenen Formen des
Genotyps erhoht er das Risiko fur das Auftreten einer COPD leicht bis deutlich, in der
homozygoten Form bestimmter Allele kommt es auch ganz ohne Vorliegen zusatzlicher
Umweltfaktoren zu einem friihen Ausbruch der COPD und rascher Progredienz (Kéhnlein &
Welte, 2008).

Der wichtigste Umweltfaktor ist die Inhalation schadlicher Gase oder Partikel. Dabei wird
weltweit dem aktiven Zigarettenrauchen die groRte Bedeutung beigemessen, bis zu 90%
aller Todesfalle auf Grund von COPD sind darauf zurtckzufiihren. Auch Exposition an
andere Arten von Tabak (Zigarre, Pfeife, Cannabis) sowie Passivrauchen kann zu der
Entwicklung einer COPD beitragen. Ein weiterer wichtiger Umweltfaktor ist die Inhalation von
Staub, Gasen oder Chemikalien am Arbeitsplatz, die fir 10 - 20% der Symptome
verantwortlich gemacht wird. Insbesondere in den Entwicklungslandern spielt die
innerhausliche Luftverschmutzung durch Nutzung von fossilen Brennstoffen oder Biomasse
(zum Beispiel auf offenen Feuerstellen) eine Rolle, der zunehmend Bedeutung bei der
Entwicklung von COPD beigemessen wird. Inwiefern au3erhauslicher Luftverschmutzung
(zum Beispiel durch Verkehr in Grof3stadten) ebenfalls dazu beitragt, ist noch umstritten, im
Vergleich zu den anderen Risikofaktoren scheint sie jedoch eine lediglich untergeordnete
Rolle einzunehmen (GOLD, 2014). In einer aktuellen Studie werden Rauchen (aktiv und
passiv) sowie hausliche Luftverschmutzung durch die Verbrennung fester Brennstoffe als die

zwei groften Risikofaktoren fur die Entwicklung einer COPD benannt (Lim et al., 2012).

Epidemiologie

Typischerweise wird die Diagnose einer COPD erst ab dem 40. Lebensjahr in Betracht
gezogen (von Leupoldt, Fritzsche, Trueba, Meuret, & Ritz, 2012), das Alter bei Erstdiagnose
liegt meist in der sechsten Lebensdekade (Vogelmeier et al., 2007). Die Pravalenz kann in
Deutschland auf insgesamt ungefahr 13% geschatzt werden. Dabei unterscheiden sich die
Raten zwischen den Geschlechtern, aktuell leiden Manner noch deutlich haufiger unter der
Erkrankung als Frauen. Auch nimmt die Pravalenz mit dem Alter zu, mit der hdchsten Rate
bei den Uber 70jahrigen Mannern (19%) (Buist et al., 2007). Es kann angenommen werden,
dass diese Zahlen eine Unterschatzung darstellen, da schwache Symptome in den ersten
Stadien der Erkrankung von Patienten nicht bemerkt oder nicht ernst genommen werden und
die COPD auch von Arzten auf Grund der Komplexitat der Differentialdiagnostik nicht immer
zuverlassig erkannt wird (von Leupoldt et al., 2012). Es ist zu vermuten, dass es in Zukunft

weiter insgesamt und insbesondere bei den Frauen zu einer Zunahme der Haufigkeit der
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COPD kommen und somit eine Angleichung der Pravalenzraten bei den Geschlechtern

stattfinden wird.

Im Jahr 2010 starben weltweit knapp drei Millionen Menschen an COPD. Somit ist die
Erkrankung in der internationalen Statistik der Todesursachen vom vierten Platz im Jahr
1990 nun auf den dritten Platz vorgerickt (hinter koronaren Herzerkrankungen und
Schlaganfallen) (Lozano et al., 2012). Dieser Platz war ihr in einer friiheren Studie erst fir
das Jahr 2020 prognostiziert worden (Mannino & Buist, 2007). In der internationalen Statistik
der disability-adjusted life years (DALYs) rangiert die COPD aktuell mit insgesamt knapp
acht Millionen DALY's auf dem neunten Platz (Murray et al., 2012).

Die soziookonomische Belastung durch die COPD ist hoch. Fur Deutschland liegen
zuruckhaltende Schatzungen bei ungefahr 6 Milliarden Euro jahrlich. Bei den direkten Kosten
rangieren Arzneimittel mit 41% und Hospitalisierungen mit 32% der Kosten auf den vorderen
Réangen, bei den indirekten Kosten die Arbeitsunfahigkeit mit 46% und notwendige Pflege mit
22% der Kosten (Vogelmeier et al., 2007).

Behandlungsansatze

Eine Ubersicht Gber verschiedene Behandlungsbausteine bei COPD findet sich in Tabelle 3.

Bei bestehender COPD ist die Pharmakotherapie die erste Methode der Wahl, um eine
Kontrolle und Reduktion der Symptomatik zu erreichen sowie Exazerbationshaufigkeit und —
schwere zu reduzieren. Auch wenn die Abnahme der Lungenfunktion nicht rickgangig
gemacht und der progrediente Charakter der Erkrankung nicht abgewendet werden kann, so
ist es durch eine individuell angepasste Medikation doch mdglich, zumindest die
Geschwindigkeit des Verlaufs gunstig zu beeinflussen. Hauptbestandteil der
medikamentdsen Behandlung sind kurz- oder langwirksame Bronchodilatoren. Sie fuhren zu
einer Reduktion des Bronchialmuskeltonus und damit des Atemwegswiderstandes, wodurch
eine Symptomlinderung erreicht wird. Es wird eine inhalative Verabreichung der
Medikamente empfohlen, wobei auf die richtige Anwendung geachtet werden muss. Bei
schweren Symptomen oder spezifischen Subgruppen von Patienten ist dartber hinaus die
Gabe von inhalativen Glukokortikoiden sowie Antibiotika indiziert. Im Verlauf kann es nétig
werden, die Atmung durch Langzeitsauerstofftherapie oder nicht-invasive Beatmungsformen
(Uber Nasen- oder Nasen-Mund-Masken) zu unterstitzen, einzelne aufgeblahte Lungenteile
operativ. zu entfernen (Emphysemchirurgie) oder gar eine Lungentransplantation

vorzunehmen (von Leupoldt et al., 2012).
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Um den adaquaten Umgang mit der Erkrankung zu férdern und den Verlauf so zusatzlich
glnstig beeinflussen zu kdénnen, sind weitere nicht-medikamentése Behandlungsbausteine
von zentraler Bedeutung. In Patientenschulungen werden Informationen vermittelt zu
Themen wie Pathophysiologie, Medikation und richtige Inhalation von Medikamenten,
Atemtechniken, richtiges Handeln bei Exazerbationen und Notfallen. Auflerdem wird die
Motivation zur Lebensstilanderung geférdert (Rauchentwdéhnung, korperliches Training,
ausgewogene Ernahrung) (von Leupoldt et al., 2012). Insgesamt wird so die Fahigkeit der

Patienten zum Selbstmanagement unterstuitzt.

Tabelle 3. Ubersicht iiber verschiedene Behandlungsbausteine bei COPD nach

Vogelmeier et al. (2007)

Pravention Rauchentwohnung

Schutzimpfungen

Arbeitsplatzhygiene

nicht-medikamentése Behandlung e Kkorperliches Training

e Patientenschulung

e Physiotherapie

e Erndhrungsberatung
medikamentése Behandlung kurz-wirksame Bronchodilatoren

lang-wirksame Bronchodilatoren

Glukokortikoide
Antibiotika

apparative/operative Behandlung e Langzeitsauerstofftherapie

e nicht-invasive Beatmung
e Lungenemphysemchirurgie

e Lungentransplantation

Einen Kontext, in dem viele Behandlungsbausteine effektiv miteinander verbunden werden
koénnen, stellt die pneumologische Rehabilitation dar. Solche Malkhahmen variieren stark in
Setting (ambulant/stationar), Dauer und Inhalt, tragen jedoch nachweislich zu einer
Reduktion von Atemnot, Verbesserung der korperlichen Fitness und letztlich auch zu einer
Verringerung von Anzahl und Dauer von Krankenhausaufenthalten sowie Mortalitat bei (von
Leupoldt et al., 2012).
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Komorbide psychische Symptomatik

Erst seit wenigen Jahren erfahrt die COPD auch im verhaltensmedizinischen Kontext mehr
Interesse (von Leupoldt et al., 2012). Mittlerweile bestatigen aber zahlreiche Studien, dass
ein betrachtlicher Anteil der Patienten an komorbider psychischer Symptomatik leidet
(Maurer et al., 2008). Die Haufigkeitsangaben schwanken betrachtlich je nach
Stichprobenzusammensetzung und verwendeten Messinstrumenten. Eine Metaanalyse
ergab Werte von 40% fur klinisch relevante depressive und 36% flur klinisch relevante
angstliche Symptomatik (Yohannes, Baldwin, & Connolly, 2000), die Spannbreite reicht in
verschiedenen Studien jedoch von 7 - 88% fur depressive und 2 - 74% fur angstliche
Symptomatik (Yohannes et al., 2000; Yohannes, Willgoss, Baldwin, & Connolly, 2010). Bei
Verwendung von kategorialer Diagnostik im Sinne der internationalen Klassifikationssysteme
ICD-10 oder DSM-IV sind die Angaben entsprechend niedriger. Eine deutsche Studie ergab
eine Pravalenz von 12% flr Depression und 13% fur Angststdérungen, die jedoch deutlich
Uber der von gesunden bevdlkerungsreprasentativen bzw. altersahnlichen Stichproben liegt
(Kdhl, Schirmann, & Rief, 2008).

Komorbide psychische Stérungen bleiben bei COPD haufig unentdeckt und unbehandelt
(Kim et al., 2000; Kunik et al., 2005), haben jedoch nicht zu vernachlassigende
Konsequenzen fir den Krankheitsverlauf und Behandlungserfolg. So stehen sie in
Zusammenhang mit einer hdheren Symptombelastung, einer geringen kdérperlichen
Leistungsfahigkeit und Lebensqualitat, haufigeren Arztbesuchen und
Krankenhausaufenthalten, langeren Krankenhausliegezeiten und einem erhohten
Wiederaufnahmerisiko, einer geringeren Therapiecompliance sowie einer erhéhten Mortalitat
(Gudmundsson et al., 2005; Kim et al., 2000; Kuhl et al., 2008; Vaske, Keil, Rief, & Stenzel,
2015; von Leupoldt et al., 2012; Yohannes et al., 2000).
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2. Lebensqualitat

Begriffsbestimmung und Definition

Im Kontext chronischer koérperlicher Erkrankungen kann die Behandlung nicht auf eine
Heilung abzielen. Neben der Verlangerung des Lebens und Reduktion von Kklinischer
Symptomatik steht vor allem die Erhaltung der (gesundheitsbezogenen) Lebensqualitat im
Vordergrund (Radoschewski, 2000; Schumacher, Klaiberg, & Brahler, 2003). Obwohl diese
in den letzten Jahrzehnten zunehmend in den Fokus der Forschung gerlckt ist und ein
wichtiges Outcome sowohl in der medizinischen als auch in der psychologischen Forschung
darstellt, fehlt nach wie vor eine einheitliche Definition. Einigkeit besteht jedoch hinsichtlich
einer operationalen multidimensionalen Definition, die kdrperliche, psychische und soziale
Dimensionen aus der subjektiven Sicht des Patienten beinhaltet (Schumacher et al., 2003).
Gesundheitsbezogene Lebensqualitdt kann aufgefasst werden als eine subjektive
Einschatzung seines Gesundheitszustandes durch den Patienten und quantifiziert somit den
Einfluss der Erkrankung auf das alltagliche Leben und Wohlbefinden (Jones, 1995). Trotz
einer teilweise unbefriedigenden theoretischen Fundierung stehen mittlerweile zahlreiche
Messinstrumente zur Erfassung der gesundheitsbezogenen Lebensqualitat zur Verfligung.
Diese lassen sich einerseits einteilen in unidimensionale versus mehrdimensionale
Verfahren, andererseits in krankheitsibergreifende (generische) versus
krankheitsspezifische Verfahren (siehe Abbildung 1; Radoschewski, 2000; Schumacher et
al., 2003).
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Abbildung 1. Mogliche Kilassifikation der Messinstrumente zur Erfassung der

gesundheitsbezogenen Lebensqualitat

Lebensqualitat bei COPD-Patienten

Uber alle Krankheitsstadien der COPD hinweg ist die gesundheitsbezogene Lebensqualitat
von Patienten beeintrachtigt (Jones et al.,, 2011, 2012). In einer Studie, die anhand
verschiedener Messinstrumente die gesundheitsbezogene Lebensqualitat in einer grofien
Stichprobe europaischer COPD-Patienten (n = 1817) untersuchte, zeigte sich, dass auch in
Stadium | der Erkrankung die Lebensqualitdt schon deutlich beeintrachtigt war. Zwischen
Stadium | und Stadium Il zeigten sich keine klinisch relevanten Unterschiede in der
Lebensqualitdt, von Stadium Il zu Ill sowie Il zu IV dann jedoch eine klinisch relevante
Abnahme. Dabei zeigten Patienten mit aktuell stabiler Krankheit eine besser Lebensqualitat
als Patienten mit einer Exazerbation. Komorbiditdten (zum Beispiel Bluthochdruck) traten
insgesamt sehr haufig auf, durchschnittlich zwei pro Patient. Das Vorhandensein von drei
oder mehr Komorbiditaten war mit einer schlechteren Lebensqualitat assoziiert, ebenso wie

das zusatzliche Vorhandensein von kardiovaskuldren Erkrankungen (Jones et al., 2011).

Im Vergleich mit gesunden Stichproben und altersgleichen Stichproben der
Allgemeinbevolkerung ist die Lebensqualitat bei COPD-Patienten deutlich niedriger (Jones et
al., 2011; Kihl et al., 2008; Thoéne, Schirmann, Kihl, & Rief, 2011). Insgesamt ist die
Lebensqualitdt mindestens genauso beeintrachtigt wie bei anderen chronischen
Erkrankungen. Sie ist ahnlich niedrig ausgepragt wie bei Patienten mit koronaren
Herzerkrankungen und sogar geringer als bei Patienten mit nicht-operablem Lungenkrebs im
18
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Endstadium (siehe Abbildung 2; Gore, Brophy, & Greenstone, 2000; Habraken et al., 2009;
Jones et al., 2011).
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Abbildung 2. Unterschiede in der Lebensqualitit zwischen Patienten mit COPD und
Lungenkrebs nach Gore et al. (2000)

Anmerkung. Dargestellt sind die Werte in den Unterskalen der SF-36, Skala von 0 - 100%, héhere Werte stehen
fir eine bessere Lebensqualitdt. Alle Unterschiede zwischen den Patientengruppen mit Ausnahme von ,role
emotional“ und ,role physical“ sind signifikant mit p < .05 (Mann-Whitney U-Test). Gen health = general health.
Iltem 1 bezieht sich auf die Einschatzung des generellen Gesundheitszustandes durch die Patienten. NSCLC =

non-small cell lung cancer.

Zusatzliche qualitative Auswertungen zeigten, dass Patienten mit nicht-operablem
Lungenkrebs meist in der Lage waren, ihre Krankheit zu akzeptieren und eine positive
Einstellung zu bewahren, wohingegen Patienten mit COPD meist frustriert oder witend
reagierten und Angst vor den Symptomen (vor allem vor Atemnot) berichteten (Gore et al.,
2000). Auch im direkten Vergleich der Patienten, die innerhalb eines Jahres nach der
Datenerhebung starben, zeigten diejenigen mit nicht-operablem Lungenkrebs eine bessere

Lebensqualitat als diejenigen mit COPD, insbesondere hinsichtlich der Wahrnehmung des
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eigenen allgemeinen Gesundheitszustandes und der korperlichen Funktionalitdt (Habraken
et al., 2009).

Lebensqualitat bei Angehorigen von COPD-Patienten

Die COPD beeintrachtigt nicht nur die Lebensqualitat des Patienten selber, sondern auch die
der Angehorigen (Bergs, 2002; Cannon & Cavanaugh, 1998; Grant, Cavanagh, & Yorke,
2012; Kanervisto, Kaistila, & Paavilainen, 2007; Keele-Card, Foxall, & Barron, 1993). Zwar
beschreiben Angehdrige chronisch Erkrankter zum Teil auch positive Aspekte der
Erkrankung im Sinne von mehr interpersoneller Nahe und Erleben von Sinnhaftigkeit durch
Ubernahme von pflegenden Téatigkeiten, insgesamt dominieren jedoch eine ebenfalls
beeintrachtigte Gesundheit, ein schlechtes Sozialleben, Stress und Angst (Rees, O'Boyle, &
MacDonagh, 2001). Familienangehorige, die die informelle Pflege von COPD-Erkrankten
ubernehmen, flhlen sich laut einer Interview-Studie isoliert und hilflos, stof3en im Bekannten-
und selbst im Verwandtenkreis auf Unverstandnis, leben in standiger Unsicherheit und Sorge
um den Erkrankten (Hynes, Stokes, & McCarron, 2012).

Im Vergleich zu altersgleichen Stichproben ist die Lebensqualitat der Partner von COPD-
Patienten deutlich niedriger (Kihl et al., 2008). Im Detail berichteten Ehefrauen von COPD-
Patienten von einem schlechten Schlaf, mehr Sorgen, einer schlechteren
Beziehungsqualitat, dem Verlust sozialer Aktivitaten, dem Verlust des Ehemannes als
Vertrauensperson bei Problemen und somit von einer schlechteren Gesundheit und

Lebensqualitat als Frauen ohne einen an COPD erkrankten Partner (Sexton & Munro, 1985).

Werden Lebensqualitdt von COPD-Patienten und ihren Partnern verglichen, ist die
Lebensqualitdat der Partner nicht ganz so eingeschrankt wie die der Patienten (Meier,
Morgeli, et al., 2011; Thone et al., 2011).

Mogliche Einflussfaktoren auf die Lebensqualitat

Auch wenn die COPD vor allem durch eine Verengung der Atemwege und eine Abnahme
der Lungenfunktion gekennzeichnet ist, ist die Beziehung zwischen der Lungenfunktion
(gemessen als FEV,) und der Lebensqualitdt nicht sehr stark ausgepragt. Dies konnte
mittlerweile an Hand mehrerer Messinstrumente bestatigt werden. Ubereinstimmend finden
sich Werte von ungefahr r = .30 (siehe Abbildung 3). Somit ist es nicht mdglich, die
Lebensqualitat eines Patienten auf der Basis des Wissens um seine Lungenfunktion

vorherzusagen. Auch bei denjenigen Patienten, die eine nur wenig beeintrachtige
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Lungenfunktion haben, zeigen sich schon deutliche Einschrankungen der Lebensqualitat im

Vergleich zu altersgleichen Stichproben der Allgemeinbevdlkerung (Jones, 1995).
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Abbildung 3. Regressionsplot zwischen Lebensqualitat und Lungenfunktion nach
Jones (1995)

Anmerkung. Lebensqualitat wurde erfasst mit dem St. George’s Respiratory Questionnaire (SGRQ), Skala von 0O -
100, hohe Werte bedeuten eine schlechte Lebensqualitdt. Lungenfunktion dargestellt an Hand des FEV4 in
Prozent des Solls (forciertes exspiratorisches Volumen in einer Sekunde/Einsekundenkapazitat). Eingeschlossen

in die Studie waren Patienten mit COPD verschiedener Schweregrade, die sich in Behandlung befanden.

Auch weitere typische Messinstrumente, die direkt an das medizinische Krankheitsbild der
COPD angelehnt sind, klaren die Varianz in der Lebensqualitat nicht zufriedenstellend auf.
Mit Hilfe von Lungenfunktion, Ausmafl3 von Atemnot, Haufigkeit von Husten und
zuruckgelegter Distanz im 6-Minuten-Gehtest kénnen maximal 50% Varianzaufklarung
erreicht werden — was im Umkehrschluss auch bedeutet, dass mindestens 50% der Varianz
in Lebensqualitat nicht durch diese Variablen erklart werden kann (Jones, 1995). Auch die
Nutzung von Langzeitsauerstofftherapie, Anzahl von Krankenhausaufenthalten und
Notaufnahmen tragen nicht starker zur Vorhersage von Lebensqualitat bei (Garrido et al.,
2006).
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Hynninen et al. (2005) forderten, dass im Zusammenhang mit Lebensqualitat vor allem auch
psychologische Charakteristika von COPD-Patienten untersucht und in die Behandlung mit
eingebunden werden sollten. Sowohl psychische Komorbiditaten (Depression und Angst) als
auch deren subklinische Auspragungen stehen in Zusammenhang mit einer geringeren
Lebensqualitat (Hynninen et al.,, 2005; von Leupoldt, Taube, Lehmann, Fritzsche, &
Magnussen, 2011). Im Zusammenhang mit Angst und Angstlichkeit findet zunehmend auch
das Konzept der krankheitsspezifischen Angste Beachtung, welche als Angste vor der
Symptomatik, ihren Folgen und dem Krankheitsverlauf beschrieben werden kénnen (zum
Beispiel Angst vor Atemnot, Angst vor Progredienz) und ebenfalls eine negative Korrelation
mit Lebensqualitadt bei COPD aufweisen (Kuhl, Kuhn, Kenn, & Rief, 2011; Zéckler, Kenn,
Kihl, Stenzel, & Rief, 2014). Noch wenig beachtet ist, dass haufig auch Angste beziiglich
des Lebensendes auftreten (Angst vor dem Sterben, Angst vor dem Tod). Diese gehoren
zwar zur Auseinandersetzung mit der Krankheit dazu, bei einer hohen Auspragung
beeintrachtigen sie jedoch die Lebensqualitat zusatzlich (Stenzel, Rief, Kuhl, Pinzer, & Kenn,
2012). Weiterhin kénnen bestimmte Uberzeugungen hinsichtlich der Erkrankung die
Lebensqualitdt beeinflussen. So wurde berichtet, dass eine hohe Identifizierung mit der
COPD (,Ich bin ein COPD-Patient®), die Wahrnehmung von mangelnder Kontrolle Gber die
Symptome und den Verlauf sowie negativen Folgen mit einer geringeren Lebensqualitat
zusammenhangt (Bonsaksen, Haukeland-Parker, Lerdal, & Fagermoen, 2014; Zdckler et al.,
2014). In einem Review werden schlie3lich auch Zusammenhange von katastrophisierenden
Gedanken, niedriger Selbstwirksamkeit und niedrigem Selbstwert mit Lebensqualitat
berichtet (Hynninen et al., 2005). Ebenso wichtig wie objektiv messbare kdrperliche
Symptome und Einschrankungen durch die COPD scheint also der individuelle Umgang mit

der Erkrankung zu sein.
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3. Zielsetzung und Fragestellungen

Ziel der vorliegenden Dissertation war es, verschiedene Aspekte der Lebensqualitat bei
Patienten, die an COPD leiden, zu untersuchen und Einflussmaoglichkeiten abzuleiten. Wie
dargestellt ist in der Behandlung von Krankheiten mit einem chronisch progredienten Verlauf
in den letzten Jahrzehnten mehr und mehr die Erhaltung der Lebensqualitdt zum Ziel
geworden. Faktoren, die die Lebensqualitat bei COPD beeinflussen, sind jedoch weniger der
tatsachliche Schweregrad der Erkrankung als vielmehr psychologische Faktoren, zum
Beispiel im Rahmen der Krankheit auftretende Angste und Prozesse der
Krankheitsverarbeitung. Um die Lebensqualitdt bei Patienten mit COPD durch gezielte
Interventionen erhalten oder steigern zu kénnen, ist allerdings ein genaueres Wissen um
solch psychologische Prozesse vonnéten. An dieser Stelle setzte die Dissertation an, in

deren Rahmen drei Artikel verfasst wurden.

Die erste Studie beschaftigte sich mit Angsten beziiglich des Lebensendes, die bei COPD
haufig auftreten und die Lebensqualitat beeintrachtigen kénnen (Stenzel et al., 2012). Da
solche Aspekte der Erkrankung sowohl in der Forschung als auch in der Klinischen
Versorgung wenig beachtet und thematisiert werden (Gardiner et al., 2009), war das
Anliegen der ersten Studie, Pradiktoren von End-of-Life Angsten zu identifizieren, um somit

maogliche Interventionen ableiten zu kdnnen.

Im Fokus der zweiten Studie standen Prozesse der Krankheitsverarbeitung und deren
Einfluss auf die Lebensqualitdt. Zwar existieren bereits Studien, die Coping im Kontext
chronischer Erkrankungen oder von COPD thematisieren und zu dem Ergebnis kommen,
dass dies im Zusammenhang mit der Lebensqualitat steht (Ketelaars et al., 1996; Pedersen,
Pargament, Pedersen, & Zachariae, 2013; Taylor et al., 2008), Uneinigkeit herrscht jedoch
nach wie vor dartber, welche Coping-Aspekte als gunstig und ungunstig fur die Erhaltung
oder Steigerung der Lebensqualitat einzuordnen sind. Nicht untersucht wurde weiterhin im
Gegensatz zu Coping als Umgang mit einem Stressor im Allgemeinen die
Krankheitsverarbeitung im Speziellen. Das Ziel der zweiten Studie war folglich, mit Hilfe
eines spezifisch die Krankheitsverarbeitung erfassenden Fragebogens Zusammenhange

einzelner Aspekte mit Lebensqualitat zu identifizieren.

Inhalt der dritten Studie war das dyadische Coping und sein Einfluss auf die Lebensqualitat.
Wie dargestellt betrifft der Umgang mit der Erkrankung nicht nur den Patienten selber,
sondern auch den Partner und findet somit auch auf Paar-Ebene statt. Da bei gesunden
Paaren das dyadische Coping mit Lebensqualitdt zusammenhangt und erste korrelative

Studien dies auch bei COPD bestatigen konnten (Meier et al., 2012; Meier, Bodenmann,
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Morgeli, & Jenewein, 2011), sollten in der dritten Studie Veranderungen im dyadischen
Coping Uber die Zeit hinweg sowie langsschnittliche Zusammenhange von dyadischem

Coping und Lebensqualitat beider Partner untersucht werden.
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4. Zusammenfassung der Studien

Studie 1: End-of-Life Angste

Stenzel, N. M.*, Vaske, I.*, Kuhl, K., Kenn, K., Rief, W. (2015). Prediction of end-of-life fears
in chronic obstructive pulmonary disease: hoping for the best but preparing for the worst.
Psychology & Health, DOI 10.1080/08870446.2015.1014816

*geteilte Erstautorenschaft

Einleitung: Im Kontext einer lebensbedrohlichen Erkrankung wie der COPD kann es zu
Angsten beziglich des Lebensendes kommen. Dabei wird unterschieden zwischen der
Angst vor dem Sterben (Angst vor dem Prozess des Sterbens, vor dem korperlichen Leiden)
und Angst vor dem Tod (Angst vor dem Aufgeben wichtiger Lebensziele, Angst vor dem
Unbekannten). Auch wenn diese Angste gewissermaRen zur Auseinandersetzung mit der
Krankheit dazugehoéren, kénnen sie bei hoher Auspragung doch zu einer zusatzlichen
Belastung werden und die Lebensqualitat beeintrachtigen. Da bisher nur wenige Studien zu
End-of-Life Angsten bei COPD existieren und deren Entstehung gréRtenteils unerforscht ist,
sollte die vorliegende Arbeit Pradiktoren von End-of-Life Angsten untersuchen. Es wurde
angenommen, dass (nach Kontrolle soziodemographischer Variablen) psychische Belastung
und krankheitsspezifische Angste einen Beitrag zur Vorhersage von End-of-Life Angsten

leisten, wohingegen die Krankheitsschwere keine Rolle spielen sollte.

Methode: Es wurden 131 COPD-Patienten einer stationdren pneumologischen
Rehabilitationsmaflnahme in die Studie eingeschlossen. Bei Aufnahme und unmittelbar vor
Entlassung aus der Fachklinik fand eine medizinische Untersuchung (Erfassung von
Lungenvolumen, Durchfihrung des 6 Minuten-Gehtests) statt und es wurden Fragebdgen
vorgegeben. Neben soziodemographischen Angaben wurden psychische Belastung
(Hospital Anxiety and Depression Scale, deutsche Version, HADS-D; Herrmann-Lingen,
Buss, & Snaith, 2011), krankheitsspezifische Angste (COPD-Angst-Fragebogen, CAF; Kinhl
et al.,, 2011) und Angst vor dem Sterben bzw. Angst vor dem Tod (Fragebogeninventar zur
mehrdimensionalen Erfassung des Erlebens gegenlber Sterben und Tod, FIMEST;
Wittkowski, 1996) erfasst. Es wurden sowohl quer- als auch langsschnittliche Analysen
durchgeflhrt.

Ergebnisse: Regressionsanalytische Auswertungen der Querschnittsdaten (Aufnahme-
Zeitpunkt) ergaben, dass Angst vor dem Sterben von Geschlecht, Gehstrecke, psychischer
Belastung und der krankheitsspezifischen Angst vor Progredienz vorhergesagt werden

konnte, wohingegen Angst vor dem Tod von psychischer Belastung und der
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krankheitsspezifischen Angst vor Isolation vorhergesagt wurde. Weiterfihrende
Mediationsanalysen zeigten, dass der Zusammenhang zwischen psychischer Belastung und
End-of-Life Angsten von krankheitsspezifischen Angsten mediiert wurde: Progredienzangst
war vollstandiger Mediator zwischen psychischer Belastung und Angst vor dem Sterben,
Angst vor sozialer Isolation war vollstandiger Mediation zwischen psychischer Belastung und
Angst vor dem Tod. Um kausale Effekte zu untersuchen, wurden die langsschnittlichen
Daten mit Hilfe von Cross-Lagged-Panel-Analysen ausgewertet. Die Ergebnisse der
querschnittlichen Analysen konnten teilweise bestatigt werden: Progredienzangst hatte auch
einen kausalen Effekt auf Angst vor dem Sterben, Angst vor sozialer Isolation jedoch nicht

auf Angst vor dem Tod.

Diskussion: Wie angenommen leistete die Krankheitsschwere keinen Beitrag zur
Vorhersage von End-of-Life Angsten. Vermutlich treten End-of-Life Angste unmittelbar mit
der Diagnose der Krankheit auf und entwickeln sich unabhangig vom tatsachlichen Verlauf
der Krankheit, wie es auch bei Angstlichkeit und Depressivitat der Fall ist (Kenn & Kiihl,
2011). Auch die Tatsache, dass der Verlauf der COPD von unerwartet und plétzlich
auftretenden Exazerbationen gekennzeichnet ist, kdnnte dazu beitragen, dass unabhangig
vom Stadium der Erkrankung End-of-Life Angste kontinuierlich bestehen. Im Gegensatz zur
kérperlichen Verfassung war die psychische Belastung mit End-of-Life Angsten assoziiert.
Dies steht im Einklang mit anderen Studien. Eine hohe psychische Belastung kann mit
Coping-Defiziten einhergehen, die die Ausprdgung von hohen End-of-Life Angsten
begiinstigen. Weiterhin konnte die Relevanz von krankheitsspezifischen Angsten,
insbesondere der Progredienzangst, bestatigt werden. Fur andere chronische Krankheiten
liegen diesbezuglich bereits psychotherapeutische Behandlungsansatze vor, die in Zukunft
auch auf COPD ubertragen werden sollten. Die langsschnittlichen Analysen deuten
aulerdem darauf hin, dass Angst vor dem Sterben veranderbar ist, wohingegen Angst vor
dem Tod relativ stabil zu sein scheint. Schwachen der Studie liegen vor allem darin, dass
hauptsachlich das schwer bis sehr schwer erkrankte Klientel einer stationaren
RehabilitationsmalRnahme in die Studie eingeschlossen wurde. Die Ergebnisse sind also
nicht ohne weiteres auf die Gesamtheit der COPD-Patienten Ubertragbar. Das Zeitintervall
zwischen beiden Messzeitpunkten war dartiber hinaus eher kurz, zuklnftige Studien sollten
langere Zeitabschnitte untersuchen und mehr Messzeitpunkte integrieren. Insgesamt kann
jedoch geschlussfolgert werden, dass die Notwendigkeit zur Thematisierung von End-of-Life
Angsten in der Behandlung der COPD nicht abhangig vom Stadium der Erkrankung gemacht
werden sollte, sondern vielmehr gezielt Patienten mit hoher psychischer Belastung und/oder

krankheitsspezifischen Angsten angesprochen werden sollten.
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Studie 2: Krankheitsverarbeitung und Lebensqualitat

Vaske, |., Kenn, K., Keil, D. C., Rief, W., Stenzel, N. M. (submitted). Coping with chronic

obstructive pulmonary disease: Effects on health-related quality of life.

Einleitung: Im Kontext chronischer Erkrankungen zielt die Behandlung nicht nur auf die
Erhéhung der Lebenserwartung und auf eine Reduktion der Symptome ab, sondern vor allen
Dingen auch auf die Steigerung oder Erhaltung der gesundheitsbezogenen Lebensqualitat.
Gerade Patienten mit COPD leiden jedoch, uber alle Krankheitsstadien hinweg, unter einer
geringen Lebensqualitat — und zwar sowohl im Vergleich zur Allgemeinbevolkerung als auch
im Vergleich zu Stichproben mit koronaren Herzerkrankungen, terminalem Lungenkrebs oder
anderen chronischen Erkrankungen. Verschiedene Studien konnten bereits zeigen, dass
Prozesse der Krankheitsverarbeitung mit dem Ausmall der gesundheitsbezogenen
Lebensqualitat in Verbindung stehen. Es herrscht jedoch nach wie vor Uneinigkeit dariber,
welche Strategien der Krankheitsverarbeitung sich guinstig oder ungunstig auswirken. Da
Prozesse der Krankheitsverarbeitung durch Interventionen potentiell beinflussbar sind,
besteht hier weiterer Forschungsbedarf. Folglich sollte die vorliegende Arbeit an einer
Stichprobe von COPD-Patienten Zusammenhange zwischen verschiedenen Strategien der

Krankheitsverarbeitung und der gesundheitsbezogenen Lebensqualitat untersuchen.

Methode: Eine Online-Umfrage wurde Uber Newsletter und Mailinglisten einer
deutschlandweiten COPD-Selbsthilfeorganisation zuganglich gemacht. Die Stichprobe
bestand aus 444 COPD-Patienten der Krankheitsstadien | bis IV. Erfasst wurden (neben
soziodemographischen und COPD-assoziierten Variablen) Krankheitsverarbeitung (Essener
Fragebogen zur Krankheitsverarbeitung, EFK; Franke, Mahner, Reimer, Spangemacher, &
Esser, 2000) und gesundheitsbezogene Lebensqualitat (SF-12; Bullinger & Kirchberger,
1998).

Ergebnisse: Regressionsanalytische Auswertungen ergaben, dass gesundheitsbezogene
Lebensqualitdt im korperlichen Bereich vorhergesagt wurde von Alter, Krankheitsstadium,
handelndem problemorientiertem Coping, Informationssuche und Erfahrungsaustausch,
Bereitschaft zur Annahme von Hilfe und der aktiven Suche nach sozialer Einbindung.
Gesundheitsbezogene Lebensqualitat im psychischen Bereich wurde von handelndem
problemorientiertem Coping, depressivem Coping und der aktiven Suche nach sozialer
Einbindung vorhergesagt.

Diskussion: Dass gesundheitsbezogene Lebensqualitdt nur im kdrperlichen Bereich vom
Krankheitsstadium vorhergesagt wird, steht im Einklang mit vorigen Studien (Jones et al.,
2011, 2012). Fur die gesundheitsbezogene Lebensqualitat im psychischen Bereich scheint
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die eingeschrankte Lungenfunktion oder die medizinische Symptomlast nur eine
untergeordnete Rolle zu spielen, wie auch in anderen Studien bereits vermutet wurde
(Hynninen et al.,, 2005). Stattdessen scheinen andere Faktoren, zum Beispiel die
Krankheitsverarbeitung, relevant zu sein. Fur die  Aufrechterhaltung der
gesundheitsbezogene Lebensqualitdt scheint handelndes problemorientiertes Coping eine
wichtige Rolle zu spielen. Es beinhaltet Strategien wie Plane machen und Dinge Schritt fir
Schritt angehen und kann somit insbesondere bei sinkender korperlicher Leistungsfahigkeit
dazu beitragen, Aktivititen des taglichen Lebens weiterhin zu verrichten und dabei
Erfolgserlebnisse zu verschaffen. Aktive Suche nach sozialer Einbindung war fir die
gesundheitsbezogene Lebensqualitdt sowohl im korperlichen als auch im psychischen
Bereich relevant. Das Konzept unterscheidet sich von dem viel untersuchten Konzept der
sozialen Unterstlitzung und eroffnet damit ein neues Forschungsfeld. Das Geflihl von
Zugehdrigkeit zu einer Gemeinschaft kann wohl einen ginstigen Einfluss auf die
Lebensqualitdt haben, unabhangig davon, wie viel tatsachliche Unterstlitzung von dieser
Gemeinschaft ausgeht. Eine Schwache der Studie liegt darin, dass hohe Krankheitsstadien
in der rekrutierten Stichprobe Uberreprasentiert sind und nur Internetnutzer Zugang zu den
Online-Fragebdgen hatten — die Ergebnisse sind also nicht ohne weiteres generalisierbar auf
die Gesamtheit der COPD-Patienten. Nichtsdestotrotz kann geschlussfolgert werden, dass
die gesundheitsbezogene Lebensqualitdt durch die Foérderung von gunstigen und
Verhinderung von ungunstigen Strategien der Krankheitsverarbeitung aufrechterhalten oder
gesteigert werden kann. So kdnnen zum Beispiel Problemlésefahigkeiten aufgebaut und
individuelle Zielvereinbarungen getroffen werden, um die aktive Mitarbeit des Patienten zu
férdern und damit handelndes problemorientiertes Coping zu fdrdern. Eine soziale
Einbindung kann durch die Teilnahme an Selbsthilfe- oder Lungensportgruppen geférdert
werden. Es stehen also auch innerhalb des bewahrten Behandlungskontextes Moglichkeiten

zur Verfugung, die gesundheitsbezogene Lebensqualitat zu beeinflussen.
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Studie 3: Dyadisches Coping und Lebensqualitat

Vaske, |., Thone, M. F., Kuhl, K., Keil, D. C., Schirmann, W., Rief, W., Stenzel, N. M.
(2015). For better or for worse: A longitudinal study on dyadic coping and quality of life

among couples with a partner suffering from COPD. Journal of Behavioral Medicine, DOI
10.1007/S10865-015-9657-Y

Einleitung: Die Diagnose und der Umgang mit einer chronischen Erkrankung wie der COPD
stellt nicht nur fir den Patienten selber, sondern auch fir den Partner eine Belastung dar.
Somit findet die Auseinandersetzung mit der COPD jedoch nicht nur auf der individuellen
Ebene statt, sondern auch auf der Beziehungsebene (dyadisches Coping). Bodenmann
(2000) bezeichnet diesen Umgang mit Stress innerhalb eines Paares als ein dyadisches,
prozess-orientiertes Phanomen. Per Definition beschreibt dyadisches Coping die Reaktion
beider Partner auf einen direkten oder indirekten Stressor, mit dem Ziel, Stress zu
reduzieren. Bei gesunden Paaren hangt positives dyadisches Coping mit hdherer
Beziehungsqualitdt, hoherer Beziehungszufriedenheit und hoherer Lebensqualitat
zusammen (Bodenmann, 2000). Bei Paaren, bei denen ein Partner unter COPD leidet,
konnten in querschnittichen Analysen ebenfalls korrelative Zusammenhange zu
Lebensqualitat nachgewiesen werden (Meier et al., 2012; Meier, Bodenmann, et al., 2011).
Die vorliegende Studie hatte zwei Ziele: zum einen die Untersuchung der Veranderungen im
dyadischen Coping Uber die Zeit hinweg und zum anderen die Uberpriifung von

langsschnittlichen Effekten auf die Lebensqualitat beider Partner.

Methode: Zu zwei Zeitpunkten (Baseline, 3-Jahres-Follow-up) wurden 63 Paare untersucht,
bei denen jeweils ein Partner unter COPD litt. Zur Baseline absolvierten die Patienten einen
Shuttle-Walk-Test (SWT) zur Erfassung der korperlichen Leistungsfahigkeit (Singh, Morgan,
Scott, Walters, & Hardman, 1992). Zu beiden Messzeitpunkten wurden dartber hinaus
Fragebdgen fur beide Partner vorgegeben. Erfasst wurden dadurch dyadisches Coping
(Dyadisches Coping Inventar, DCI; Bodenmann, 2008), allgemeine psychische Belastung
(Symptom-Checkliste, SCL-90-R; Franke, 1995) sowie gesundheitsbezogene Lebensqualitat
(visuelle Analogskala des EuroQol; EuroQol Group, 1990).

Ergebnisse: Zunachst wurde Uberprift, ob sich dyadisches Coping Uber die Zeit hinweg
andert. Gepaarte t-Tests mit Bonferroni-Korrektur ergaben eine Reduktion im
wahrgenommenen delegierten dyadischen Coping aus Sicht des Partners sowie im
gemeinsamen dyadischen Coping aus Sicht des Partners. Zur Uberpriifung des
langsschnittlichen Effekts von dyadischem Coping (Baseline und Veranderungswerte) auf die
Lebensqualitat beider Partner zu Follow-up wurden, neben Partialkorrelationen mit Kontrolle

der Baseline-Lebensqualitat, Actor-Partner-Interdependenz-Modelle (Kenny, 1996; Kenny &
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Cook, 1999; Kenny, Kashy, & Cook, 2006) mit den Pradiktoren Alter, SWT, Lebensqualitat
zur Baseline, psychische Belastung und dyadisches Coping berechnet. Die Lebensqualitat
der Patienten zum Follow-up wurde vorhergesagt von der Stresskommunikation der Partner
zur Baseline und der Anderung des wahrgenommenen delegierten dyadischen Copings
(Einschatzung des Partners). Die Lebensqualitat der Partner wurde vorhergesagt vom
eigenen negativen dyadischen Coping der Patienten und dem wahrgenommenen delegierten

dyadischen Coping (Einschatzung des Patienten) zur Baseline.

Diskussion: Es konnte gezeigt werden, dass sich dyadisches Coping im Verlauf der Zeit
andert und dass es wechselseitige Einflisse auf die Lebensqualitédt der Partner gibt. Da die
COPD eine progrediente Erkrankung ist, konnen Patienten im Verlauf weniger Aufgaben
Ubernehmen, um den Partner zu entlasten (delegiertes dyadisches Coping) und weniger
Anstrengung in gemeinsames dyadisches Coping investieren. Weiterhin zeigen Partner
gegebenenfalls weniger Emotionen, um den Patienten nicht zu belasten und keine negativen
Emotionen und damit eventuell verbundene Atemnot bei ihm hervorzurufen (,emotional
straightjacket®) (Cannon & Cavanaugh, 1998; Langer, Brown, & Syrjala, 2009; Schokker,
Links, Luttik, & Hagedoorn, 2010). Bezlglich der Vorhersage von Lebensqualitat im
Langsschnitt zeigte sich, dass die korperliche Leistungsfahigkeit der Patienten keinen
Einfluss auf die Lebensqualitat beider Partner hatte, was im Einklang zur vorherigen Studie
steht. Psychologische Charakteristiken scheinen fir Lebensqualitat und Wohlbefinden
insgesamt wichtiger zu sein als medizinische Parameter (Hynninen et al., 2005). Weiterhin
sagte hohere Stressaullerung der Partner héhere Lebensqualitat der Patienten vorher und
erwies sich damit als guinstige Strategie. Allerdings lagen die Werte von Stressduferung in
einem niedrigen Bereich — Stressaulierung kann also eine glnstige Strategie darstellen,
solange sie nicht Uberhandnimmt. Wenn jedoch die Diskussion krankheitsbezogener
Probleme die Kommunikation zwischen beiden Partnern bestimmt, kann Stressaulierung
auch zu einer ungunstigen Strategie werden (Meier, Bodenmann, et al., 2011). Delegiertes
dyadisches Coping scheint ebenfalls eine giinstige Strategie zu sein, da hdheres delegiertes
dyadisches Coping mit einer hoheren Lebensqualitdt bei den Partnern einherging und eine
Reduktion im delegierten dyadischen Coping der Patienten mit einer niedrigeren
Lebensqualitat korreliert war. Schwachen der Studie liegen vor allem in der kleinen
Stichprobe, die nicht ausreichend war, um detaillierte Actor-Partner-Interdependenz-Modelle
zu berechnen. Es kann jedoch geschlussfolgert werden, dass dyadisches Coping eine
wichtige EinflussgrofRe auf die Lebensqualitat bei COPD ist. Dementsprechend scheint es
sinnvoll zu sein, negativem dyadischen Coping vorzubeugen und angesichts abnehmender
korperlicher Leistungsfahigkeit der Patienten alternative Mdoglichkeiten fir delegiertes

dyadisches Coping zu férdern.
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5. Zusammenfassende Diskussion und Ausblick

In der vorliegenden Dissertation gelang es, verschiedene psychologische Faktoren zu
identifizieren, die in Zusammenhang mit gesundheitsbezogener Lebensqualitat bei COPD-
Patienten (und ihren Partnern) stehen. In der klinischen Praxis ist es von groflier Wichtigkeit,
solche beeinflussbaren oder behandelbaren Faktoren zu kennen, um die Lebensqualitat bei
COPD trotz abnehmender Lungenfunktion und sinkender koérperlicher Leistungsfahigkeit
langfristig erhalten zu kénnen. Insgesamt konnte bestéatigt werden, dass solche Faktoren
Uber das medizinische Krankheitsstadium oder die Lungenfunktion hinaus eine grof3e Rolle

spielen (Hynninen et al., 2005).

Im Bezug auf End-of-Life Angste zeigte sich, dass diese vor allem von psychischer
Belastung im Sinne von Angstlichkeit und/oder Depressivitit sowie von
krankheitsspezifischen ~ Angsten  (insbesondere  Angst vor sozialer Isolation,
Progredienzangst) vorhergesagt werden (Studie 1). End-of-Life Angste kénnen also auch
bereits in den frihen Stadien der Erkrankung oder unmittelbar ab dem Zeitpunkt der
Diagnosestellung auftreten. Damit bietet sich ein Ansatzpunkt zur Verbesserung der
palliativen Versorgung, die bei COPD im Vergleich zu anderen Erkrankungen wenig
verbreitet ist (Gore et al., 2000). Eine Starke der Studie stellt das langsschnittliche Design
sowie die Verwendung von Cross-Lagged-Panel-Analysen dar, wodurch auch Aussagen

uber kausale Effekte moglich wurden.

Bei der Untersuchung des Zusammenhangs zwischen verschiedenen Strategien der
Krankheitsverarbeitung und gesundheitsbezogener Lebensqualitat (Studie 2) zeigte sich wie
angenommen, dass das Krankheitsstadium nur in Bezug auf die kdrperliche Lebensqualitat
eine Rolle spielte. In der Vorhersage der psychischen Lebensqualitat leistete das
Krankheitsstadium keinen Beitrag. Insgesamt waren die Strategien problemorientiertes
Coping, Suche nach sozialer Einbindung, Informationssuchen und Erfahrungsaustausch,
Bereitschaft zur Annahme von Hilfe und depressives Coping von Relevanz zur Vorhersage
der gesundheitsbezogenen Lebensqualitat. Dabei ist der Einsatz des Essener Fragebogens
zur Krankheitsverarbeitung (EFK; Franke et al., 2000) hervorzuheben, der spezifisch den
Umgang mit einer Erkrankung erfasst. Vorige Studien verwendeten hauptsachlich allgemeine
Coping-Fragebdgen, was insbesondere im Kontext einer chronischen Erkrankung als nicht

optimal angesehen werden muss.

Im Hinblick auf den Umgang mit der Erkrankung als Paar (dyadisches Coping) und
diesbezuglichen Zusammenhangen mit Lebensqualitdt konnten sowohl Actor- als auch
Partner-Effekte und somit eine wechselseitige Beeinflussung von Patient und Partner
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identifiziert werden (Studie 3). Insbesondere die Stresskommunikation, das delegierte
dyadische Coping und das negative dyadische Coping spielten eine Rolle. Starken der
Studie stellen das langsschnittliche Design und die Durchfihrung von Actor-Partner-
Interdependenz-Modellen dar, die die Besonderheiten von dyadischen Daten methodisch
adaquat berlcksichtigen. Durch diese Studie konnten die Erkenntnisse aus querschnittlichen
Studien aus der Arbeitsgruppe um Bodenmann (Meier et al., 2012; Meier, Bodenmann, et al.,

2011) erganzt und bereichert werden.

Limitationen

Bei der Interpretation der Ergebnisse sind einige Einschrankungen zu berlcksichtigen.

Zunachst handelte es sich in den durchgefuhrten Studien um Stichproben, in denen einzelne
Krankheitsstadien verstarkt vertreten waren und deren Patienten nicht reprasentativ flr die
Allgemeinheit der COPD-Patienten stehen kénnen. Um dem Rechnung zu tragen, wurde
jedoch das Krankheitsstadium in allen durchgefiihrten Analysen als moéglicher Pradiktor oder
Einflussfaktor integriert und die Ergebnisse unter Berlcksichtigung des Krankheitsstadiums
interpretiert. Die erste Studie wurde im Kontext einer pneumologischen
RehabilitationsmaRnahme durchgefuhrt, die insbesondere nach Exazerbationen und
komplikationsreichen Krankheitsverlaufen als indiziert gelten. Dementsprechend waren die
Patienten schwer bis sehr schwer erkrankt. Dies kdnnte dazu beigetragen haben, dass sie
generell weniger Kontrolle Uber die Erkrankung empfinden als Patienten in den anfanglichen
Stadien ohne gehauft auftretende Exazerbationen. Dennoch wurde sichergestellt, dass sie
sich nicht in einem medizinisch kritischen Zustand befanden; Patienten mit akuten
Infektionen oder komorbiden akuten Herzerkrankungen wurden nicht in die Studie
eingeschlossen. Da die Reha einen Kontext darstellt, in dem Patienten sich in besonderer
Weise Verbesserungen hinsichtlich ihrer Symptomatik und Prognose erhoffen, ist nicht
auszuschlieBen, dass ihre Antworten in Bezug auf End-of-Life Angste einem Bias
unterlagen. Auch in der zweiten Studie waren die GOLD-Stadien Il und IV mengenmalig
Uberreprasentiert. Zudem handelte es sich bei dieser Stichprobe um Patienten, die in einer
deutschlandweiten Selbsthilfeorganisation aktiv sind und Uber Zugang zum Internet verfiugen
mussten. Insofern kann hier eine Selbstselektion stattgefunden haben; es ist zu vermuten,
dass die eingeschlossenen Patienten sich bereits ausfuhrlich mit ihrer Erkrankung
auseinandergesetzt haben und UGber ein groRes Wissen diesbezlglich verfligen. Die Validitat
der Schweregradeinteilung konnte hierbei nicht Uberprift werden, da Patienten ihr Stadium
selbst angeben mussten. Sie wurden jedoch gebeten, sich bei Unsicherheit bezlglich ihres
Krankheitsstadiums an ihren behandelnden Arzt zu wenden. DarlUber hinaus wurde die
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Méglichkeit gegeben, ,Krankheitsstadium unbekannt® auszuwahlen - Patienten mit einem
ihnen unbekannten Stadium wurden dann von den Analysen ausgeschlossen. In der dritten
Studie waren im Gegensatz dazu die anfanglichen Stadien vermehrt vertreten. Zwar waren
Einschrankungen der Lebensqualitdt vorhanden, die Werte im dyadischen Coping lassen
jedoch darauf schliel®en, dass die Anpassungsleistung der Paare im Vergleich zu anderen
Studien noch nicht sehr hoch ausgepragt gewesen sein musste. Insgesamt sind die
Ergebnisse der durchgefihrten Studien folglich mdglicherweise nur eingeschrankt

generalisierbar.

Eine weitere Einschrankung betrifft das Zeitintervall, innerhalb dessen die dargestellten
Studien durchgefuhrt wurden. In der ersten Studie konnte lediglich das eher kurze
Zeitintervall zwischen Beginn und Ende der pneumologischen Rehabilitation erfasst werden.
Dabei ist anzunehmen, dass durch die Reha-MalBnahme und die dort erfolgten
Behandlungen Verbesserungen hinsichtlich der Symptomatik und des Umgangs mit der
Erkrankung erzielt worden sind, die jedoch im Rahmen des Studiendesigns nur begrenzt
erhoben worden sind. In der zweiten Studie wurde ein deutlich gréeres Zeitintervall (drei
Jahre) untersucht. Vermutlich ergaben sich innerhalb dieser Zeitspanne individuelle
Unterschiede bezlglich des Krankheitsverlaufs, die nicht detaillierter erfasst worden sind,
jedoch neben dem dyadischen Coping auch einen Einfluss auf die Lebensqualitat gehabt

haben kénnen. In der dritten Studie wurde lediglich ein Querschnitt erhoben.

Auf Grund der Designs und zum Teil geringen Stichprobengrofien konnen schliellich
groltenteils keine Aussagen Uber Kausalitdt getroffen werden. Jedoch stellt die
Durchfihrung von Langsschnittstudien (Studie 1 und Studie 3) im bearbeiteten
Forschungsgebiet einen wichtigen Fortschritt dar, im Rahmen dessen erste Annaherungen
an kausale Erklarungsmoglichkeiten gemacht werden konnten. In der ersten Studie wurden
mit den Cross-Lagged-Panel-Modellen diesbezlglich geeignete Analysen durchgefuhrt, die

tatsachlich auf kausale Zusammenhange schlief3en lassen.

Diese Einschrankungen sollten in zukunftigen Forschungsarbeiten beachtet und behoben

werden.

Implikationen flir die Forschung

Auf Grundlage der formulierten Limitationen ergeben sich einige Implikationen fir zukinftige

Forschungsarbeiten.
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Zunachst scheint es einerseits sinnvoll, fir die Verteilung der Krankheitsstadien
reprasentative Stichproben zu erheben, um Ergebnisse auf die Allgemeinheit der COPD-
Patienten generalisieren zu konnen. Andererseits sind im Hinblick auf spezielle
Fragestellungen ausreichend groRe Stichproben notwendig, um auch Subgruppen von
Patienten untersuchen und vergleichen zu kdnnen, zum Beispiel Patienten unmittelbar nach
Diagnosestellung, kurz nach Auftreten einer Exazerbation oder mit/ohne Reha-Erfahrung.
Auch komplexere Auswertungsmethoden wie Actor-Partner-Interdependence-Modelle
(APIM) bedirfen grofierer Stichproben, um alle nétigen Variablen in die Analysen
einschlielen zu kénnen (Kenny, 1996; Kenny & Cook, 1999; Kenny et al., 2006).

Um ein umfassenderes Bild bezlglich des Zusammenhanges zwischen dyadischem Coping
und Lebensqualitat zu erhalten, ist es zum Beispiel notwendig, APIMs mit allen Subskalen
durchzufiihren und weitere Auswertungsmdglichkeiten des Dyadischen Coping Inventars zu
nutzen. So besteht beispielsweise die Mdglichkeit der Berechnung von Equity-Indizes, die
die Anstrengungen beider Partner zueinander ins Verhaltnis setzen und somit eine noch

differenziertere Betrachtung des dyadischen Copings erlauben (Bodenmann, 2008).

Bezlglich der Krankheitsverarbeitung auf individueller Ebene scheint es sinnvoll, zwischen
der Bereitschaft zur Annahme von Hilfe und der auf Grund der sinkenden koérperlichen
Leistungsfahigkeit gegebenen Notwendigkeit von Annahme zur Hilfe zu unterschieden.
Weiterhin scheint es einen Unterschied zu geben zwischen der aktiven Suche nach sozialer
Einbindung (Geflihl von Zugehorigkeit) und sozialer Unterstlitzung, was einen ganzlich
neuen Aspekt darstellt und weiterer Forschung bedarf. Hinsichtlich des religidsen Copings
wurde vorgeschlagen, zwischen negativen (beispielsweise Krankheit als Strafe Gottes
interpretieren) und positiven Aspekten (beispielsweise Trost im Glauben) mit verschiedenen
Auswirkungen auf die Lebensqualitat zu unterscheiden (Dein & Stygall, 1997; Greenstreet,
2006; Pedersen et al., 2013), wozu aber weiter Forschungsbedarf besteht. Da die
Krankheitsverarbeitung in der dritten Studie insgesamt nur einen moderaten Anteil an
Varianz in der Lebensqualitdt aufklaren konnte, scheint die Untersuchung weiterer
Pradiktoren notwendig. Ein Ansatzpunkt hierbei waren Krankheitsliberzeugungen, die bereits
in Zusammenhang mit funktionalen Outcomes bei COPD gebracht werden konnten (Borge,
Moum, Puline Lein, Austegard, & Wahl, 2014; Kaptein et al., 2008; Weldam, Lammers,

Heijmans, & Schuurmans, 2014).

SchlieBlich sollten vermehrt Langsschnittstudien mit mehreren Messzeitpunkten stattfinden,
um dem insgesamt wenig vorhersehbaren Krankheitsverlauf der COPD mit stabilen Phasen
und Exazerbationen Rechnung tragen und das Zusammenspiel zwischen physiologischem
Krankheitsbild, psychologischer Anpassungsleistung und dem Behandlungsziel der

Erhaltung der Lebensqualitat differenzierter nachvollziehen zu kdnnen. Dazu konnten
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beispielsweise Methoden des ambulatorischen Assessments von einem hohen Nutzen sein.
Da hierbei von Seiten der Patienten keine hohe Mobilitdt erforderlich ist und die
Datenerhebung somit gut in den Alltag des Patienten integriert werden kann, scheint diese
Methode insbesondere bei langsschnittlichen Untersuchungen ékonomisch und praktikabel

Zu sein.

Implikationen fiir die Praxis

Auf Grundlage der Erkenntnisse der durchgefuhrten Studien kdnnen einige Empfehlungen

zur Optimierung der Behandlung bei COPD ausgesprochen werden.

Im Hinblick auf Angste im Kontext chronischer korperlicher Erkrankungen gibt es
psychotherapeutische Ansatze aus der Krebsforschung (Herschbach, Berg, et al.,, 2010;
Herschbach, Book, et al., 2010). Thematisiert wird dort vor allem die Progredienzangst, die
auch bei COPD eine wichtige Rolle spielt. Die bestehenden Therapiekonzepte scheinen in
vielen Punkten Ubertragbar und bieten eine gute Basis, um realistische Angste angesichts
des progredienten Krankheitsverlaufes nicht langer zu vernachlassigen und auch Angste

bezlglich des Lebensendes anzusprechen.

Die Ergebnisse zum dyadischen Coping legen nahe, dass auch die Partner von COPD-
Patienten mit in die Behandlung einbezogen werden sollten, um sie Uber die Erkrankung zu
informieren. Bei nicht-funktionalem dyadischen Coping kénnen Trainings des dyadischen
Coping stattfinden, wie sie bereits bei gesunden Paaren entwickelt und in ihrer Wirksamkeit
bestatigt worden sind (Bodenmann, 2001). Im Hinblick auf Paare, bei denen ein Partner
unter COPD leidet, sollte insbesondere darauf geachtet werden, negatives dyadisches
Coping zu reduzieren und trotz sinkender korperlicher Leistungsfahigkeit alternative

Méglichkeiten zur Aufrechterhaltung des delegierten dyadischen Coping zu finden.

Wahrend sich zu den genannten Punkten zusatzliche psychotherapeutische Interventionen
in besonderer Weise anbieten, scheint die individuelle Férderung der Krankheitsbewaltigung
auch innerhalb des bewahrten medizinischen Behandlungskontextes realisierbar.
Korperliche Aktivitat kann durch die Motivierung zum Lungensport gesteigert werden. Durch
die Diskussion individueller Therapieziele und Mdglichkeiten aktiver Kooperation mit dem
Patienten kann seine Problemldsefahigkeit und aktives Coping geférdert werden. Die
Empfehlung von Selbsthilfegruppen, entweder mit regelmafRigen Treffen in Wohnortnéhe des
Patienten oder durch ein Online-Forum, kann dazu flihren, dass der Patient sich einer
Gruppe von Menschen zugehorig fuhlt. Wahrend in den Stadien | bis Ill so eine aktive
Auseinandersetzung mit der Erkrankung geférdert werden kann, scheint dagegen in Stadium
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IV eher eine Forderung von selbstunterstutzendem Verhalten, Abstand und Ablenkung

sinnvoll.

Insgesamt konnten mit Hilfe der durchgefiihrten Studien und dargestellten Ergebnisse
mehrere Ansatzpunkte abgeleitet werden, um bei der Diagnose einer COPD einen
angemessen Umgang mit der Erkrankung zu férdern und somit die Lebensqualitdt von

Patient (und Partner) zu erhalten oder glinstig zu beeinflussen.
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Objective: The diagnosis of a lifedhreatening illness cm trigeer end-oflife
fears. Farly studies show that end-ofdife fearss play an important mle in
chromic ohstructive pulmonary disease (COPD)L However, predictors of these
fisars have not yet been identified. This study investigated the melevance of
socio-demogmphic  variables, illness  severity, psvchological distress and
disease-specific anxieties as p:rulu:bun of end-of-ife feas in COPD.

Dresggr: A total of 131 COPD patients participated at two time points. Regression
and mediation analyses, as well as cross-lagped panel analyvses wene conductad.
Main outcome measures: The participants completed questionnuines assessing
end-of-life fears (Multidimensional COrentation toward Dwving and  Death
Inventory ), psychological distress (Hospital Anxiety and Depression Scale),
and  disense-specific anxieties (COPD Anviety  Questionnaine).  Pulmonary
function and a 6-min walk test served as measures of illnzss severity,

Resulis: Mness severity was not predictive of end-of-life feas. However, gen-
der and psyvchological distress explained incremental variance. When disease-
specific anxieties wemne includad as additional predictors, psychological distress
wis no longer significant. Cross-lagped panel analyses mostly supported these
results. Moreover, disease-specific anxisties mediated the association between
paychological distress and end-of-life fars.

Conclusion: Administration and intensity of end-of-ife care (especially con-
cerning end-of-life fear) in COPD patients should be based not only on illness
severity, but rather on psvchological distress and disease-specific anxisties.

Keywords: chronic obstructive pulmonary disease; end-of-life fears: coping
with chronic illmesses; disease-specific anxieties

Intreduction

Chronic obstructive pulmonary disease (COPD) is a chronic progressive disease, which
is characterised by an irreversible obstruction of respiratory passages. The disease tra-
jectory is rather unpredictable and shows a slow decline interspersed with unpredictable
acute exacerbations (Lunney, Lynn, Foley, Lipson, & Guralnik, 2003; Spathis & Booth,
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2008). When it comes to advanced stages, COPD is accompanied by serious impedi-
ments for the whole organism, an overall decline in everyday functioning and quality of
life, and severe physical symptoms such as chronic dyspnoea. Patients are impaired in
their working and private lives; a considerable amount of patients experience social iso-
lation (Hynninen, Breitve, Wiborg, Pallesen, & Nordhus, 2005; Keele-Card, Foxall, &
Barron, 1993; Lunney et al., 2003; Mannino & Buist, 2007; Spathis & Booth, 2008;
Vogelmeier et al., 2007). Moreover, COPD patients frequently exhibit co-morbid mental
disorders, such as depression or anxiety disorders (Yohannes, Willgoss, Baldwin, &
Connolly, 2010).

In 2010, COPD was the third leading cause of death worldwide (Lozano et al.,
2012). Recent smdies show that the diagnosis of a life-threatening illness, such as
COPD, can migger end-of-life fears through the awareness of death salience (Adelbratt
& Swang, 2000; Cella & Tross, 1987; Lehto & Stein, 2009). The term ‘end-of-life
fears’ is an umbrella term that includes the concepts “fear of dying” and *fear of death’
(Collett & Lester, 1969). Fear of dying is defined as the fear of suffering physically and
the fear of the dying process itself, whereas fear of death characterises the fear of aban-
doning important goals and the fear of the unknown (Wittkowski, 2005). Exhibiting
end-of-life fears, when facing a life-threatening diagnosis, may be considered as a
somewhat normal reaction. However, if patients experience very strong fears, these can
evolve into a source of stress themselves and impair quality of life (Abdel-Khalek,
2005; Lehto & Stein, 2009; Martz & Livneh, 2003).

To date, only a few studies that deal with end-of-life fears mn COPD are available.
This seems surprising in the light of the chronic progressive course and the unpredict-
able disease trajectory. The few existing studies point to the importance of end-of-life
issues and end-of-life fears (Gardiner et al., 2009; Insel, Meek, & Leventhal, 20035;
Stenzel, Rief, Kiihl, Pinzer, & Kenn, 2012; Strang, Ekberg-Jansson, & Henoch, 2013).
However, illustrating the sparse empirical research, it is still unclear which COPD
patients tend to develop end-of-life fears and how their development can be predicted.
Only recently, end-of-life care m COPD has received more attention. Thus, the aim of
this study is to identify antecedents of end-of-life fears in patients with COPD.

Predictors of end-of-life fears

Based on previous research about end-of-life fears in the general population and other
chronic illnesses, different constructs may qualify as potential antecedents of end-of-life
fears m COPD (i.e. age, gender, religiosity, physical and mental health) (Furer &
Walker, 2008; Neimeyer, Wittkowski, & Moser, 2004). In the following, we present a
short review of these constructs and their potential impact on end-of-life fears n
CorD.

Socio-demographic variables

Studies focusing on socio-demographic factors addressed the association of end-of-life
fears with age, gender and religiosity, respectively. Conceming age and gender, studies
show that end-of-life fears remain stable and do not differ between genders in older
ages (Former & Neimeyer, 1999; Neimeyer et al.,, 2004; Wittkowski, 2005). Since the
variance of age in COPD patients is rather restricted, as severe illness levels normally
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occur in older age groups, we did not expect age or gender to predict end-of-life fears
in the current sample, but included them as control variables. Conceming the associa-
tion of end-of-life fears and religiosity, previous research yielded inconsistent findings
{ Wittkowski, 2005). Therefore, we will also control for the extent of patients’ self-
reported religiosity, without making further predictions.

FPhysical health

As mentioned above, sudies show that the diagnosis of a life-threatening illness can
trigger end-of-life fears (Lehto & Stein, 2009). One could speculate that the progression
of the disease could intensify these fears. However, the smdies available so far report
contradictory findings (Neimeyer et al., 2004). While some authors revealed higher lev-
els of fear of death among severely ill people (Fortner & Neimeyer, 1999), others
yielded lower death anxiety in terminally ill patients, suggesting that realistic acceptance
and accepting the mevitability of death could have occuwrred (Smith, Nehemkis, &
Charter, 1983). Possibly, the length of time since diagnosis could provide important
additional information and may moderate the association between illness severity and
end-of-life fears. However, an mitial smdy among COPD patients yielded only weak
associations between illness severity and end-of-life fears. Moreover, end-of-life fears
did not differ between the stages of COPD severity (Stenzel et al, 2012). Thus, we
hypothesise that illness severity will not predict end-of-life fears (Hpothesis 1).

Menial health

Previous studies report positive relationships between mental health problems (e.g.
depression, anxiety) and end-of-life fears (Besser & Priel, 2005; Gonen et al, 2012;
Wittkowski, 2005). Such findings are not surprising, as mental disorders are likely to
correlate with lower abilities to cope with severe physical illnesses. Indeed, patients
with COPD often suffer from co-morbid mental disorders (Hynninen et al., 2005; Kiihl,
Schiirmann, & Rief, 2008; Yohannes et al, 2010). An mitial study indeed found anxiety
and depression to be comelated with end-of-life fears (Stenzel et al., 2012). Thus, we
predict that pswhological distress will predict end-of-life fears (Hypothesis 2).

Disease-specific anxieties

Beyond general mental health problems, many COPD patients suffer from disease-
specific anxieties, such as ‘fear of dyspnoea’ or “fear of physical activity” (Keil et al,
2014; Kiihl, Kuhn, Kenn, & Rief, 2011; Sutton, Cooper, Pimm, & Wallace, 1999).
They can be defined as anxieties in the face of severe physical symptoms (ie. breath-
lessness) and their consequences (i.e. progression) in the context of a chronic disease
(Kiihl et al., 2011). Several studies revealed associations between disease-specific anxi-
eties and end-of-life-fears in cancer (Herschbach et al., 2005; Tang, Chiou, Lin, Wang,
& Liand, 2011; Thewes et al., 2012), as well as COPD (Stenzel et al., 2012). Thus, we
hypothesise that disease-specific anxieties will predict end-oflife fears (Hvpothesis 3).
Since such anxieties are more specific for the relevant illness than general mental health
problems, we also maintain that disease-specific anxeties will incrementally predict
end-of-life fears above and bevond psvchological distress {Hywpothesis 4).
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Methods
Sample

Over a period of 19 months, patients with COPD at a centre of inpatient pulmonary reha-
bilitation were invited to take part in this study. Exclusion criteria were additional heart
diseases (acute coronary syndrome) or acute infections, which led to a very poor or even
critical health status and made participation in the study impossible. The decisions were
made by the reating healthcare professionals. Of the 198 patients who were approached,
136 patients agreed to participate in the sudy. Five patients had to be excluded as a result
of severe illness exacerbation, their death or missing data. Thus, 131 patients were
inchuded in the analysis. On average, patients were 65.10 years old (SD = 8.39). The sam-
ple comprised patients from stages Il to IV according to the Global Initiative for Chronic
Obstructive Lung Disease (GOLD, Rabe et al., 2007). Their mean lung function in the
form of forced expiratory volume in one second (FEV, % pred.) was 39.14 (SD = 15.68).
Oxygen was used by 103 patients. The mean 6-min walk distance at baseline was
290.84 m (5D = 116.51). Moreover, the majority of patients had already been in rehabili-
tation before (2.3 times on average). See Table 1 for more details on sample description.

Data collection

The data were collected according to APA ethical standards (American Psychological
Association, 2010). The study was approved by a local ethics committee. Patients were
tested two times: after admission at the centre and before discharge (mean nterval:
4.1 weeks). Data collection comprised a medical and a psychological examination
(self-report questionnaires). Thus, at both times, predictor and outcome variables were
assessed.

Table 1. Sample description.

Frequencies
Absolute Pementags (%49)
COPDstage GOLD 11 30 N
GOLD 1 18 14
GOLD 1V B3 63
Gender Femnale 55 42
Male 76 58
Marital status Marnied 75 57
Unmarmried B 6
Widowed 19 15
Divomced /separated 26 20
In close relationship 3 2
Year of education B 41 L} |
9 18 14
10 I8 2
11 9 7
13 and mon: 25 19
Length of time since diagnosis Some weels apo {1} B
051 year ago 12 9
15 wears apo 56 43
=5 years ago 53 A
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Measures

Socio-demographic data, importance of religion (response ranging from 0 =not
important to 4 = very important), and length of time since diagnosis were assessed via a
self-developed questionnaire.

The medical examination inclided lung functioning and functional capacity.
Patients’ lung function was registered in the form of the forced expiratory wolume in
one second (FEV|). Furthermore, the 6-min walk test (6MWT) was conducted
{ American Thoracic Society, 2002). The 6MWT is a practical and simple test of func-
tional capacity. It measures the distance a patient is able to quickly walk on a flat hard
surface in a period of six mimutes. Patients typically walk up and down a comdor of
30 m length, where tumaround pomts are marked with a cone. Thereby, they are
allowed to choose their own speed and intensity of exercise, and they are allowed to
stop and rest during the test.

The psychological assessment included several self-report questionnaires: The Hos-
pital Anxdety and Depression Scale (HADS-D German version) served as an assessment
of anxiety and depression in the context of physical health problems (Hermmmann-Lingen,
Buss, & Snaith, 2011). The 14 items are scored on a four-point Likert scale ranging
from 0 (not at all) to 3 (very much). Sum scores for anxiety and depression can be cal-
culated, as well as an overall index value (distress index, range from 0 to 42, with
higher scores indicating higher distress). This distress index was used for all analyses.
Studies showed that psychometric properties of the HADS, such as reliability (internal
consistency: a = .80 for both subscales) and validity, are appropriate (Petermann, 2011).

The COPD Anxiety Questionnaire (CAF) assesses disease-specific anxieties (Kiihl
et al., 2011). It can be divided into five subscales and a sum score, with higher scores
indicating higher fear: Fear of social iselafion assesses woITies conceming conse-
quences of the COPD in social relations and activities (eight items, range from 0 to
32). Fear of dvsproea gauges worries and reactions associated with dyspnoea (five
items, range from 0 to 20). Fear of phvsical activity assesses worries conceming and
reactions to physical activity; for example, avoiding behaviour (six items, range from 0
to 24). Fear of progression measures worries conceming progression and its conse-
quences; for example, being in need of care or having to die by suffocation (six items,
range from 0 to 24). Insomnia assesses COPD-related sleeping problems, such as wak-
ing up by coughing or dyspnoea (two items, range from 0 to %). The items are scored
on a five-point Likert scale ranging from 0 (never) to 4 {always). The CAF shows good
psychometric properties: all scales provide high reliabiliies (intemal consistency:
a = .84 R80). Moreover, the validity was confirmed by high comelations with conver-
gent (ie. other anxiety measures) and low comelations with discriminant measures
(Keil et al., 2014; Kiihl et al., 2011).

The Multidimensional Orientation toward Dving and Death Inventory (MODDI-F,
German version) assesses these two aspects (Wittkowski, 1996). It can be divided into
eight subscales that further relate to fear of others’ death and dying. In this study, only
the subscales fear of ones own dying with eight ems (e.g. ‘'l am afraid of dying a
painful death one day’, range from 0 to 24) and fear of one & own death with six items
{e.g. ‘Thinking beyond the threshold of my death makes me feel afraid’, range from 0
to 18) were applied. The items are scored on a four-point Likert scale ranging from 0
to 3 (0=agree not at all; 3= agree almost totally ). Wittkowski (2001) reported a
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moderate correlation between these scales (¢ = .42). Moreover, studies showed that the
MODDI-F has good psychometric properties: the scales provide moderate-to-high reli-
abilites (mtemal consistency: a= 82-92; retest reliability 18 weeks: r= .66-.82).
Moreover, construct validity was confirmed by a pattern of correlations being in line
with conceptual premises (Witthowski, 1996).

Study design and dat analysis

Statistical analyses were conducted with SPSS for Windows (Version 19). Missing
values were completely at random (Little’s MC AR-test: ¥* = 404.00; df = 363; p = .07).
Hence, they were replaced using an expectation-maximisation algorithm.

To the best of our knowledge, this study was the first to investigate the prediction
of end-of-life fears in patients with COPD. Moreover, it was the first to examine these
associations m a longrudinal design. Therefore, cross-sectional as well as longidinal
analyses were conducted.

First of all, it was checked whether patients’ scores on measures had changed during
the observed time period. Therefore, a multivariate ANOVA with repeated measures
was conducted.

Second, two separate hierarchical multiple regressions (criterion: either fear of dying
or fear of death) were conducted using cross-sectional data collected at patients’ admis-
sion. In a first step, socio-demographic variables (age, gender, religiosity and length of
time since diagnosis) were entered as predictors in order to be able to control for their
possible effects on the dependent variable. In a second step, biomedical variables
(FEV, % pred., 6MWT) were added. In a third step, psychological distress (HADS
distress index) was entered and finally, disease-specific anxieties (CAF-subscales) were
inchided.

Furthermore, mediation analyses according to Preacher and Havyes (2008) were con-
ducted using the INDIRECT script for SP55. We used 5000 bootstrap samples and a
bias-corrected confidence interval of 95% in the analyses.

In order to prove iitial evidence for causal effects, we conducted cross-lagged
panel (CLP) analyses. In recent vears, many authors have called for more explicit tests
of causality in longitudinal analyses, which can be conducted with CLP models (de
Lange, Taris, Kompier, Houtman, & Bongers, 2003; Zapf, Dormann, & Frese, 1996).
CLP analyses are often used to investigate data collected more than once on the same
individuals or units over time, to provide evidence regarding the direction of causality
between variables x and » and to estimate the strength of the causal effects of each var-
iable on the other (see Finkel, 2004). In this study, we compared a basic model (includ-
ing only stability paths, Le. change from 1, to ;) with several more complex models
{incorporating cross-lagged paths). Within the CLP models, only the variables that were
identified n the (cross-sectional) regression analyses as predictive for fear of dying and
fear of death were included. Separate models were specified for fear of dying and fear
of death as dependent variables.

In the following, the different models will be referred to as Model 1: stability model
(no cross-lagged paths, only stability paths, i.e. change of all variables from 1, to );
Model 2: standard model (*downward’ cross-lagged paths in addition to stability paths,
i.e. effect of predictor assessed at 1) on criterion assessed at 12); Model 3: reverse model
(“upward’ cross-lagged paths in addiion to stability paths, ie. effect of criterion
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assessed at f; on predictor assessed at ;). Establishing structural equation models
following the CLP assumptions has many advantages (see de Lange et al., 2003; Zapf
et al., 1996): first, direct and indirect effects on multiple dependent variables can be
estimated. Second, altlemative models including reverse effects can be tested. Fmally, fit
indices can be obtained.

We assessed model fit as recommended by Beauducel and Wittmann (2005): root
mean squared eror of approximation (RMSEA, cutoff £ .08), standardised root mean
square residual (SRMR; cutoff < .11), comparative fit index (CFI; cutoff = .95) and
Chi-square test were used to evaluate the fit of the models.

Results

In Table 2, means and standard deviations of the main outcome measure are shown.
Moreover, it was checked whether patients’ scores on measures had changed during the
observed time period. Moreover, bivariate correlations between the CAF subscales as
predictors were calculated. Results showed mild-to-moderate correlations from » = 23
to .53. Only the scale fear of progression showed strong correlations (r= .61 to fear of
social exchision and » = .72 to fear of dyspnoea). Furthermore, assumptions of perform-
ing regression analysis were examined. In doing so, multicollinearity was ruled out (all
tolerance values were = .20).

Hierarchical regression analyses

Fear of dving

Only gender (#=-.19 and -20, respectively, p < .05), but none of the other socio-
demographic data (age, religiosity and length of time since diagnosis) or biomedical
variables (lung function and walk distance), which were entered in the first and second

Table 2. Mean and standand deviation of end-of-life fears, illness severity and other psychologeal
measures (pre- and post-rehabilitation).

Possible Partial

range M sD A sD F e
Fear of dying (MODDIF) 0-24 1534 623 1435 703 428 A3
Fear of death (MODDI-F) 0-18 284 383 2% 363 019 .00
f-min walk distance n a 20084 116.51 M48 101.55 5845 31
FEV, % pred n a 3914 1568 3971 1660 075 01
Psychological distress (HADS) 042 1322 762 1140 666 14887 .10
Insomnia (CAF) 008 2M 216 217 199 234 02
Fear of physical activity (CAF)  0-24 1373 485 1310 459 428 03
Fear of social isolation (CAF) 0-32 1.6 723 103 459 356 A3
Fear of dyspnoea (CAF) 0-20 04 451 811 424 716 .05
Fear of progression (CAF) 0-24 1276 522 1237 478 161 01

Motes: M = mean; SD = smndard deviation; F = test statistic with F-distribution; partial J]-: = effoct size.
o= 05 e s 0] Y = 001,
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steps, were predictive of fear of dying. When entered in the third step of the regression,
the HADS (f= 40, p < 001) and walk distance (f= 20, p < .05) were significant pre-
dictors. Because the walk distance was no significant predictor in step number two, a
suppressor effect of psychological distress can be assumed. When disease-specific anxi-
eties (CAF) were entered as additional predictors in step four, the importance of the
HADS distress index (f = .19, p =.15) disappeared in favour of the CAF-subscale fear
of progression (f = .30, p < .05). Fear of progression, 6-min walk distance (f =.21,
p = 05) and gender (female; §=-.17, p <.05) were significant predictors for fear of
dying (see Table 3). Notably, there were only moderate comelations between end-of-life
fears and CAF-subscales (r = .12-.45).

Table 3. Hiemrchical mgression analvses for fear of dyving and fear of death,

Fear of dymg Fear of death
g R AR® [ R AR®

Step 1 4 Ji4 4 4

Age 01 08

Gender 19" 14

Importance of religion 1] | o7

Length of time since diagnosis 07 035
Step 2 s A2 A5 1

Ape 04 A2

Crender 20" A4

Importance of religion A3 035

Length of time since diagnosis 09 07

f-min walk distance A6 02

FEV, % pred. 03 - - A2 . .
Step 3 21 14 18 N b

Age 03 A3

Crender A6 A0

Importance of religion 04 04

Length of time since diagnosis 01 02

f-min walk distance 20" o7

FEV, % pred. Ao ns

Psychological distress (HADS) Al k)
Step 4 28 a7 25 a7

Ape 1] 11

Gender 17 07

Importance of religion D4 04

Length of time since diagnosis 01 03

f-min walk distance 21" 08

FEV, % pred. 1] o7

Psychological distress (HADS) A9 A3

Insomnia (CAF) 07 08

Fear of physical activity (CAF) M .II:H}"

Fear of social isolation (CAF) 04 35

Fear of dyspnoea (CAF) .I-E_ A5

Fear of progression (CAF) 30 08

Notes: B =explained variamee; AR =change in explained variance, # = standardized regression weight.
*poE 05 e s 01 vvre < DI
o1
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Fear of death

When fear of death was used as the dependent variable, again, socio-demographic (age,
gender, religiosity and length of time since diagnosis) and biomedical variables (lung
function and walk distance) did not explain variance in fear of death. When psychologi-
cal distress (HADS) was entered in the regression as additional predictor (step three),
the HADS proved to be a significant predictor (#= .37, p <.001). When disease-
specific anxieties (CAF) were entered in step four as additional predictors, the impor-
tance of the HADS distress index (f= .13, p =.32) disappeared and was replaced by
the CAF-subscale fear of social isolation (# = .35, p < .01). Fear of social isolation was
the only predictor for fear of death (see Table 3).

Mediation analyses

To gain deeper insights into the role of psychological distress, and disease-specific anxi-
eties for end-of-life fears, multiple mediation analyses were conducted. The resulis of
the first set of mediation analyses (f, predictors, mediators and 5 outcome variables)
suggested mediation between psychological distress and end-of-life fears by disease-spe-
cific anxieties (Figure 1). As assumed, the association between psychological distress
and fear of dying was perfectly mediated by fear of progression (p < .05), whereas fear
of social isolation was a perfect mediator of the association between psychological dis
tress and fear of death (p < .05). When using 1, predictors, 1, mediators and 1, outcome
variables or 1, predictors, » mediators and 1> outcome variables, the mediation effect
remained stable for fear of dying, but not for fear of death.

Cross-lagged panel analyses

Fear of dving

First, a stability model (Model 1, only stability paths) was examined. The model
showed strong stability coefficients (walk distance: §=.74, p < .001; fear of progres
sion: f=.73, p< .001; fear of dying: f§= .63, p<.001). However, the model fit was
not acceptable (y*=2948 [8], p<.001, SEMR=.07, RMSEA =.14 [.09-.20],
CFI = 94). Second, the standard model (Model 2, *downward’ cross-lagged paths in
addition to stability paths) was examined. The model fit was very good (#* = 11.95 [6],
p = 063, SEMR = .04, RMSEA = 08 [.00-.16], CFI= 98). Again, this model yielded
strong stability coefficients (walk distance: f=.73, p<.001; fear of progression:
f=T6, p= 001; fear of dying: §= .50, p<.001). Importantly, the downward amow
from fear of progression to fear of dying also showed a significant path coefficient
(f=.29, p<.001). Third, the reverse model (Model 3, *upward’ cross-lagged paths in
addition to stability paths) was examined. However, the model fit was not acceptable
(#=21.99 [6], p=.001, SRMRE = .08, RMSEA = .14 [.08-21], CFl= 95). These
results support the hypothesis that fear of progression has a longitudinal predictive
effect on fear of dying (see Figure 2).

Fear of death

In another set of CLP models, we replaced fear of dying by fear of death. Again, the
stability model (Model 1, stability paths) was examined first. This model showed strong
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COPD-related insomania
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Figure 1. Multiple-mediated regression analyses concerning fear of dyving and fear of death (with
data obtamed at ).

Note: only comelations coefficients with p < .05 (*) are shown. The indirect effect of fear of pro-
pression i significant (95% confidence interval [L00; 317 The indirect effect of fear of social
isolation is significant (95% confidence interval [03; 24]).

stability coefficients (fear of social isolation: f= .77, p< .001; fear of death: f§ = .67,
p < 001). Moreover, the model fit was very good (3* = 46 [2], p=.794, SEMR = .01,
RMSEA = .00 [.00-11], CFI=1). Second, the standard model (Model 2, ‘downward’
paths in addition to stability paths) was examined, which also revealed a very good
model fit (y*= .22 [1], p= 637, SRMR = .01, RMSEA = .00 [.00-18], CFI = 1) and
showed strong stability coefficients (fear of social isolation: f=.77, p < .001; fear of

death: §= .69, p< .001). The downward arrow, however, from fear of social isolation 5

3
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Figure 2. Cross-lagped panel analyses (standand models) conceming fear of dying and fear of
death.

Note: 3 = Chi-square; SRME = standardised root mean square residual (cut-off < 11) RMSEA = -
root mean  squared  emor of  approximation  (cut-off = 08);  CFI = comparative-fit-index
(cut-off = 935). *p = 05; **p < 01; ***p < 001.

to fear of death was not significant (f =-.04, n.s.). Third, the reverse model (Model 3,
‘upward’ paths in addiion to stability paths) was examined. Again, the model fit was
very good (¥ =.21 [1], p = .644, SRMR = .01, RMSEA = .00 [.00-.18], CFI = 1). The
stability coefficients were large (fear of social isolation: §= .79, p< .001; fear of death:
f=.67, p<.001). The upward path from fear of death to fear of social isolation
was not significant (f = .03). In sum, the results supported the hypothesis that

o4
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disease-specific anxieties have a longiudinal effect on fear of dymg, but not on fear of
death (see Figure 2).

Discussion

To the best of ouwr knowledge, this study was the first to investigate the prediction of
end-of-life fears in patients with COPD. Moreover, it was the first to examine these
associations in a longitudinal design. The results showed that end-of-life fears were pre-
dicted by gender, psychological distress and disease-specific-anxieties (i.e. fear of social
isolation, fear of progression), but not by patients’ actual physical condition (e.g. lung
function) or other socio-demographic variables (e.g. age, religiosity). Furthermore, the
results showed that one of the disease-specific anxieties, namely fear of progression,
had a causal effect on fear of dying. The results are discussed in more detail below.

As expected, patients’ physical condition (lung function and walk distance) was not
predictive of end-of-life fears. As outlined in the introduction, previous research yielded
conflicting findings about the associations between physical constiution and end-of-life
fears (Fortner & Neimeyer, 1999; Wittkowski, 2005). However, the current findings cor-
roborate results reported by Stenzel et al. (2012), who found that the extent of end-of-
life fears did not differ in patients between the COPD-stages Il and [IITV. Furthermore,
they reflect the results of further studies, which yielded only small correlations between
COPD patients” physical constitution and other psychological variables (e.g. psychopa-
thology and disease-specific anxieties) (Gudrundsson et al., 2006; Kiihl et al, 2008).
Those results revealed that anxiety and depression might develop in early stages and
progress relatively independent from the disease trajectory (Kenn & Kiihl, 2011). The
same may be true for end-of-life fears. One might speculate that first judgments about
the illness and its consequences are made shortly after patients receive their diagnosis
and subsequently impact their coping processes. Furthermore, the disease rajectory of
COPD is characterised by a slow decline mterspersed with acute exacerbations, thus
making the course of the disease rather unpredictable (Lunney et al., 2003; Spathis &
Booth, 2008). Knowing that unpredictable exacerbations may occur could also lead to
increased end-of-life fears in patients, regardless of the actual COPD stage. In addition
to anticipating exacerbations, the actual event of an exacerbation, potentially accompa-
nied by a sudden deterioration of physical condition, may also trigger end-of-life fears.
To gain deeper msights into the influence of physical condition on the development of
end-of-life fears, further studies should also assess end-of-life fears directly after exacer-
bations and during the hospitalisation period. Moreover, they should include “time since
last exacerbation’ as an additional variable to clarify this point.

In contrast to patients’ physical condition, psychological distress was predictive of
end-of-life fears, presumably due to impaired coping abilities. In fact, psychological dis-
tress may be associated with dysfunctional coping strategies and fewer coping resources
in chronic diseases (Singh, Gayowski, Wagener, & Marino, 1997; Stoilkova, Janssen,
Franssen, Spruit, & Wouters, 2013; Weickgenant et al, 1993). In fact Stoilkova and
colleagues (Stoilkova et al., 2013) showed that coping styles m COPD patients are
related to improvements in exercise tolerance, anxiety and depression after pulmonary
rehabilitation. Some authors already presumed that the development of end-of-life fears
in chronic illnesses could be moderated by individual coping (see Neimeyer et al,
2004). Indeed, a study by Ho and Shiu (1995) revealed that cancer patients showed

295
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substantial variability in death anxiety, with large proportions of patients exhibiting
higher or lower levels of anxiety than control subjects. Interestingly, the high-anxiety
group presented more inadequate coping strategies (Ho & Shiu, 1995). In this study, a
similar result occurred insofar as there was a substanfial variability in end-of-life fears
{with a substantial number of patients reporting a very high level of anxiety). Presum-
ably, the development of end-of-life fears is moderated by personal variables (e.g. cop-
ing) that may contribute to heightened death concem. These results are in line with
other studies on chronic illnesses, which showed that end-of-life fears and mental health
were more closely related than end-of-life fears and the actual physical constiution.
Therefore, some authors speculated that, even if the diagnosis of a life-threatening ill-
ness can inially trigger end-of-life fears, the increase of those fears may not only con-
stitute “natural consequences’ of a chronic illness, but rather result from a maladaptive
coping process associated with unresolved psychological distress (Gudmundsson et al,
2006; Kiihl et al, 2008; Stenzel et al., 2012). Moreover, the results speak to the impact
that mental problems could have on COPD, for example, by worsening the course of
disease, reduced quality of life and more hospitalisation (Aydin & Ulusahin, 2001;
Miratvilles et al., 2007; Ng et al., 2007). The GOLD even recommends that, in addition
to a detailed medical history, patients should be screened for depression or anxiety
{Rabe et al, 2007). Moreover, Stapleton, Nielsen, Engelberg, Patrick and Curtis (2005)
emphasised the importance of anxiety and depression in end-of-life care. It is thus
important to routinely implement screenings for anxiety and depression, regardless of
physical constitution. Beyond that advance care planning is often recommended as a
good opportunity for dealing with the patients’ specific illness trajectory (Janssen,
Engelberg, Wouters, & Curtis, 2012; Patel, Janssen, & Curtis, 2012; Spathis & Booth,
2008).

Another remarkable result was that disease-specific anxieties explained incremental
variance in end-of-life fears over and above psychological distress. Recent studies show
that disease-specific anxieties are highly prevalent in COPD and can become an
additional burden (Kiihl et al, 2011; Stenzel et al., 2012; Suton et al., 1999), This
study further adds to this notion. Notably, conceming the prediction of end-of-life fears,
a different picture emerged for fear of dying and fear of death. Conceming fear of
dying, further analyses showed that fear of progression, which was predictive of fear of
dying in the cross-sectional analyses, also had a longindinal effect, and served as a
mediator variable between psychological distress and fear of dyving. The aforementioned
difficulties in predicting the course of the disease underline the importance of fear of
progression as a predictor of end-of-life fears m COPD. The association between fear
of progression and fear of dving is comoborated by several smudies (e.g. Tang et al,
2011). It could be supposed that measures for fear of progression and fear of dying
target the same underlying construct and are highly correlated. However, in the present
sample, only a moderate correlation between these concepts was found, suggesting only
a certain comrespondence. Therefore, it seems worthwhile to treat fear of progression
and fear of dying as two separate constructs. Concemning other chronic diseases, there
are even specific therapeutic concepts for dealing with fear of progression (Herschhach
et al, 2010). Thus, psychological interventions concerning end-of-life issues could
benefit from integrating interventions dealing with fear of progression and end-of-life
fears by specifically adapting the aforementioned therapeutic concepts to COPD.
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Concermning fear of death, results showed that fear of social isolation served as the
solitary predictor and mediator in the cross-sectional analyses. The CAF-scale fear of
social isolation contains items, such as ‘I feel left alone with my disease’. Therefore,
this CAF-scale could also reflect perceived loneliness or low social support, which
unforunately was not incorporated in the present analyses. Many studies outlined the
importance of social support in association with fear of death or fear of the unknown
{Cicirelli, 2002). Moreover, recent studies showed that, in patients with COPD, the rela-
tion between emotional distress and quality of life is interactive within a couple (Kiihl
et al., 2008). In sum, further studies should include social support or dyadic coping in
analyses about fear of death in patients with COPD. Conceming the longitudinal effect
of fear of social isolation on fear of death, our hypotheses could not be supported: fear
of social isolation had no longitudinal effect on fear of death. As reported above, results
showed that over the observed time period, fear of dying decreased significantly, while
fear of death remamed relatively stable. Moreover, among fear of death, the fit of the
stability model iself was very good; both variables at discharge could be nearly per-
fectly predicted by their values at admission. Therefore, the additional downward and
upward paths could hardly provide further mformation and contribute to a better fit.
One might speculate that fear of dying s more dependent on patients” momentary well-
being than fear of death, and thus more subject to change, whereas the experience of
fear of death may be more stable. In order to gain deeper insights into the course of
end-of-life fears, further analyses should examine fear of death over a longer time span.

Finally, the current findings show that end-of-life fears could not be predicted by
demographic factors, such as age or religiosity. In contrast, gender was predictive for
fear of dying (women reported higher fears). These results differ from other studies,
which showed gender differences only in younger people (Wittkowski, 2005). Regard-
ing gender differences in COPD specifically, some studies yielded that female patients
report higher levels of anxiety and depression (Di Marco et al, 2006). Maybe this
higher ‘overall anxiety’ could lead to higher fear of dying as well. Moreover, other
studies point out the specific role of gender differences in COPD, by showing that
female patients have lower subjective well-being, and worse quality of life (Di Marco
et al., 2006; Katsura, Yamada, Wakabayashi, & Kida, 2007). Perhaps gender differences
in general should become a more important aspect in managing COPD.

This study was the first to examine the prediction and course of end-of-life fears in
COPD in a longitudinal design. Nonetheless, it has some limitations that should be con-
sidered when mterpreting the results. First of all, the majority of the present sample had
already reached GOLD stage Il or IV, and all patients were included in a rehabilitation
programme. Thus, the results of this study are derived from a seriously ill sample and,
moreover, patients might have been biased with their responses to end-of-life fears, since
they could have expected and hoped for an improvement in their status after rehabilita-
tion. This might limit the generalisability of the results. Howewver, most of our partici-
pants had already been in rehabilitation before (2.3 times on average). Therefore, the
expectations of most patients may have been rather realistic, thereby rendering this limi-
tation less severe. Moreover, patients in a rehabilitation sample could be somewhat dif-
ferent from patients considering ‘only’ advanced care. Those who engage in
rehabilitation could regard the control of their disease trajectory somewhat differently,
which could also impact their experience of end-of-life fears and also limit the generalis-
ability of the results. Nevertheless, further studies should examine end-of-life fears in
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less disabled samples with more participants in early stages of the disease (maybe shortly
after they are diagnosed with COPD), and they should try to include patients who have
not participated in a rehabilitation programme before or who are using advanced care.
Moreover, to gain deeper insights into the development of end-of-life fears, subsequent
studies should examine the course of end-of-life fears over a longer range of time and
with multiple waves of data collection. It is probably worth commenting on the fact that
our regression models did not account for a vast amount of variance in fear of dying and
fear of death. This suggests that other important predictors were not included in our anal-
yses. Future studies should maybe examine the role of patients’ coping abilities or illness
perceptions for developing end-of-life fears in COPD.

Owerall, this sudy demonstrated that end-of-life fears in COPD do not necessarily
depend on patients’ physical constiution, but rather on gender, psychological distress
and disease-specific anxieties. Possibly, the experience of very intense end-of-life fears
could result from a maladaptive coping process, associated with unresolved physical
and psychological distress. Therefore, administration and intensity of end-of-life care
{especially conceming end-of-life fears) should be based not only on illness severity or
COPD stage, but rather on psychological distress, and more specifically, on disease-
specific anxieties.
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Abstract

Objectives. This study investigates the effects of ‘coping with disease’ on (HRQoL) in
COPD.

Methods. Participants (N = 444) completed online questionnaires assessing illness severity
(COPD-stage), coping with disease (EFK) and HRQoL (SF-12). Regression analyses were
conducted.

Results. Physical HRQoL was predicted by age, disease severity, problem-focused coping,
looking for information, readiness of accepting help and looking for social inclusion. Mental
HRQoL was predicted by problem-focused coping, depressive coping and looking for social
inclusion.

Conclusions. In order to prevent decreasing HRQoL in COPD, treatment may be adjusted

by promoting coping with disease.

Keywords

Chronic iliness, coping, elder, lung, QoL
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Introduction

Chronic obstructive pulmonary disease (COPD) is a progressive disease and is mainly
characterized by airflow limitation that is not fully reversible (Rabe et al., 2007). Its main
symptoms are dyspnea, increased mucus production and coughing (Vogelmeier et al., 2007).
Its prevalence is estimated at about 20% in the USA and is steadily increasing (Buist et al.,
2007). COPD was on the third rank in the global statistic of disease-related deaths in 2010
(Lozano et al., 2012).

In the last decades, health-related quality of life (HRQoL) has become a major topic of
research in the context of chronic iliness. It is defined as a rating of the subjective state of
health and quantifies the influence of the illness on daily living and well-being. Thus, it is a
multifaceted phenomenon, including physical, psychological, and social dimensions (Jones,
1995; Schumacher et al., 2003). Especially in the context of chronic iliness, treatment does
not only aim at prolonging life expectancy or reducing symptoms, but also at promoting
HRQoL (Schumacher et al., 2003). In COPD, HRQoL is substantially impaired across all
stages of the disease (Jones et al., 2011, 2012). People suffering from COPD not only report
lower HRQoL than those in physically healthy samples and samples from the general
population similar in age (Jones et al., 2011; Kdhl et al., 2008; Théne et al., 2011), but also
lower HRQoL than patients suffering from terminal lung cancer (Gore et al., 2000; Habraken
et al., 2009).

In daily clinical practice, it is particularly valuable to know treatable physiological or
psychological factors affecting HRQoL. One relevant factor in the prediction of HRQoL in
chronic diseases is coping. According to Lazarus and Folkman (Lazarus & Folkman, 1984),
coping refers to cognitive, emotional, and behavioral efforts in dealing with a stressful
situation, such as a (chronic) illness. Although many studies deal with coping and its potential
beneficial or adverse relationship with HRQoL in the context of chronic diseases, results are
ambiguous. For example, emotion-focused coping was associated with both worse
adjustment or poor HRQoL (Bombardier et al., 1990; Kristofferzon et al., 2011) and high
HRQoL (Taubert & Fodrster, 2005) in earlier studies on chronic conditions. With regard to
religious coping, associations with better health (Dein & Stygall, 1997) as well as low mental
health and poor quality of life (Schipper et al., 2011; Wiedebusch et al., 2009) were reported.
Only depressive coping seems consistently to be related to poor HRQoL (Fritzsche et al.,
2007; Schipper et al., 2011; Wiedebusch et al., 2009) in chronic disease.

Only few studies exist that deal with the influence of coping on HRQoL in chronic lung
diseases and COPD in particular. In patients awaiting lung transplantation, active problem-

oriented coping was associated with better physical and mental HRQoL, whereas
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disengagement was associated with worse mental HRQoL (Taylor et al., 2008). In a sample
of patients suffering from various lung diseases, negative religious coping was related to
poor HRQoL, whereas no influence of positive religious coping on quality of life could be
found (Pedersen et al., 2013). Concerning COPD, an emotional or avoidant coping reaction
was correlated with poorer HRQoL, while a rational coping reaction was not related to quality
of life (Ketelaars et al., 1996). A major disadvantage across studies is that measuring tools
are not comparable. Various studies use instruments measuring coping with stressful events
in general and not specifically measuring coping with chronic disease. However, there are
differences between coping with stressful events in general and coping with chronic disease.
Stressful events are mostly temporarily limited and thus have to be managed in a different
way than chronic diseases. While instruments exist that are especially designed for the
assessment of coping with disease (Franke et al., 2000; Muthny, 1989), they were not yet

considered in the context of COPD.

Considering the size of the patient population suffering from COPD, the severity of symptoms
and the chronic progressive course of the disease, there is a need to examine the impact of
coping with disease on HRQoL more precisely, as interventions may alter coping with
disease in order to improve HRQoL. Hence, the purpose of the present study is to analyze
the influence of coping with disease (assessed by a specially tailored questionnaire) on

HRQoL in a sample suffering from COPD.
Methods
Study design and sample

Participants were assessed using an online survey promoted by a self-help organization for
COPD in Germany. Participation was voluntary, no financial compensation was offered, and
the survey was completed anonymously. Participants were allowed to pause and continue
the survey at any time, but they could only continue to the next survey page after completion
of every item. The study was approved by the local ethics committee (reference number
2013-36k) and informed consent was obtained from all participants. Data were collected
between January 2014 and April 2015. Under the premise that participants could indicate
their disease severity (according to the Global Initiative for Chronic Obstructive Lung
Disease, GOLD, 2014; stages ranging from | = mild to IV = very severe), 534 patients with
self-reported COPD took part in the study. In case of uncertainty concerning diagnosis and
disease severity, patients were asked to refer to their physician. After data screening, several
participants were excluded due to the following reasons: age < 40 years and thus too young

for a valid diagnosis of COPD (n = 10), repeated participation (n = 39), outliers in survey
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execution time (n = 36), and multivariate outliers in variables used for analyses (n = 5). Thus,

the final sample consisted of N = 444 participants.
Measures

Demographics and COPD status-related variables were collected by a self-developed
guestionnaire including age, gender, marital status, cigarette smoking, and disease severity
according to GOLD.

Coping with disease was assessed using the Essener Coping Questionnaire (EFK; Franke et
al., 2000). It consists of 45 items, which are rated on a five-point Likert-Scale (0 = not at all, 4
= very strongly). The items load on nine subscales, each with scores ranging from 0 to 20:
problem-focused coping (‘| deal with upcoming problems, step by step’); distraction and self-
confidence (‘| encourage myself’); looking for information(‘l inform myself about the disease
and everything that has to do with it"); trivializing, wishful thinking, and defense of threat ('l
don’t think about my disease’); depressive coping (‘| start to pity myself’); readiness of
accepting help (‘I accept other people’s help’); looking for social inclusion (‘I share quality
time with others’); trust in treatment (‘I follow the doctor’s instructions’); and development of
inner stability (‘I start to see a meaning in the disease’). Reliability and validity can be

considered appropriate (Franke et al., 2000).

HRQoL was assessed using the SF-12, a 12 item form of the short form health survey (SF-
36; Bullinger & Kirchberger, 1998). Sum scores of physical and mental HRQoL were
calculated, ranging from 0 (worst possible quality of life) to 100 (best possible quality of life)
each. Reliability and validity have extensively been confirmed (Bullinger & Kirchberger,
1998).

All measures were completed as part of the online survey.
Data analyses

Analyses were conducted with IBM SPSS Statistics for Windows, version 21.

For preliminary analyses (differences in coping with disease subscales between COPD-
stages), a multivariate analysis of variance (MANOVA) was conducted. As main analyses,
two multiple regression analyses were conducted (outcomes: physical HRQoL, mental
HRQoL). Age, gender, disease severity and coping with disease subscales were entered
simultaneously as predictors. Assumptions of performing regression analyses were
examined beforehand. Multicollinearity was ruled out; all tolerance values were > .20. The
values of p used in the regression analyses were two-tailed and considered significant in the

case of p <.05.
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Results
Sample characteristics

The final sample consisted of N = 444 participants, thereof 216 males (48.6%) and 228
females (51.4%). Mean age was 60.76 years (SD = 8.01). Overall, it was a severely il
sample (GOLD stage I: n = 16 (3.6%); GOLD stage II: n = 86 (19.4%); GOLD stage lll: n =
148 (33.3%); GOLD stage: IV n = 194 (43.7%)). Mean survey execution time was 37.81

minutes (SD = 15.36). See table 1 for descriptive results.
PLEASE INSERT TABLE 1 ABOUT HERE
Preliminary analyses concerning coping with disease

Differences in coping with disease subscales between COPD-stages were analyzed (see
figure 1). COPD-stages differed only in the subscale readiness of accepting help (F.440) =
2.67; p<.05; GOLD I: 6.19, GOLD II: 5.88, GOLD lllI: 6.24, GOLD IV: 6.96).

PLEASE INSERT FIGURE 1 ABOUT HERE
Predictors of physical HRQoL

Overall, the model analyzing coping strategies as predictors of physical HRQoL explained a
significant amount of variance (F(2431) = 16.24; R? = .31; p < .001). Age (B =-.13; p <.01),
disease severity (B = -.35; p < .001), problem-focused coping (B = .19; p < .01), looking for
information (B = -.10; p < .05), readiness of accepting help (8 = -.21; p < .001), and looking
for social inclusion (B = .32; p <.001) were significant predictors of physical HRQoL. Gender

and other coping with disease subscales did not predict physical HRQoL (see table 2).

Predictors of mental HRQoL

Overall, the model explained a significant amount of variance in mental HRQoL (F12.431)

43.00; R? = .55; p < .001). Problem-focused coping (B = .14; p < .01), depressive coping (B
-.54; p <.001), and looking for social inclusion (8 = .18, p < .001) were significant predictors
of mental HRQoL. Age, gender, disease severity and the other coping with disease

subscales did not predict mental HRQoL (see table 2).
PLEASE INSERT TABLE 2 ABOUT HERE
Discussion

In this study, differences in coping with disease between COPD-stages and the influence of

coping with disease on HRQoL were investigated.
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Coping with disease across GOLD stages

Differences between COPD-stages were found in the coping with disease subscale
readiness of accepting help, with a tendency to decrease from GOLD stage | to Il and a
subsequent increase from stage Il to IV. The items included in this subscale may not only
point to an intrinsic readiness of accepting help, but also to the heightened necessity of
accepting help. In the light of the progressive course of COPD, it seems comprehensible that
patients are readier to accept help or need to accept more help in the higher stages of the

disease.
Coping with disease as predictor of HRQoL

The result that a higher disease severity predicted worse physical HRQoL is in line with
previous research. Jones et al. (2011, 2012) showed that physical HRQoL decreased over
the stages of COPD. In the present study, looking for information predicted worse physical
quality of life. On the one hand, it seems reasonable for the patients to be informed as
detailed as possible about their condition in order to ensure compliance in medical treatment
and lifestyle adjustment. On the other hand, providing too much information about the
disease or providing information in a premature way may fuel patients’ fears (for an overview
on disease-specific anxieties in COPD, see Kuhl et al., 2011; Keil et al., 2014). Negative
mood states are associated with a heightened perception of dyspnea and avoidance of
physical activity in turn, which can lead to a decrease in functional ability and physical
HRQoL (Von Leupoldt & Dahme, 2007; De Peuter et al., 2011). In the present study,
readiness of accepting help was also associated with worse physical HRQoL. As was
already mentioned, the items of this subscale may also reflect the fact that patients in higher
stages of the disease are required to accept help in activities of daily living due to severe
dyspnea. Thus, it is perhaps the consequent inactivity that worsens physical HRQoL, and not
readiness of accepting help itself. Future studies should distinguish between intrinsic
readiness and necessity of accepting help in determining their influence on HRQoL, and also
include a measure of activity in daily living in order to gain more detailed insight in
relationships between these aspects. Furthermore, patients can be more or less satisfied
with the help they receive — a fact that is not addressed in the current study and should be

taken into consideration in future research.

Concerning mental HRQoL, disease severity did not account for a significant amount of
variance. Nowadays, it is well confirmed that medical burden is not the only factor associated
with functioning in daily living, psychological health or mental quality of life. Instead,
psychological characteristics such as coping also seem to play an important role (for a

review, see Hynninen et al., 2005). In the present study, depressive coping was detrimental
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to mental HRQoL. This association is already well-documented in various chronic conditions
(Fritzsche et al., 2007; Schipper et al., 2011; Wiedebusch et al., 2009) and could now be
confirmed in a sample suffering from COPD. The result that development of inner stability did
not predict mental HRQoL is also in line with previous research. Development of inner
stability includes aspects such as praying and looking for consolation in religious faith,
accepting the disease as destiny or recollecting oneself by prayer/meditation. Thus, it
assesses positive aspects of religious and spiritual coping. Pedersen et al. (2013) could
show that only negative religious coping (interpreting the iliness as punishment by God) is
associated with quality of life, whereas positive religious coping (looking to God for comfort
and support) has no effect on quality of life. The effectiveness of positive religious coping
could be due to rituals, adoption of a positive cognitive attitude towards the meaning of the
disease (Dein & Stygall, 1997) or re-establishing a certain sense of control (Greenstreet,

2006), but further research in this area is still necessary.

Problem-focused coping was associated with better HRQoL, both in the physical and the
mental domain. This result is in line with previous research among patients awaiting lung
transplantation, most of them suffering from COPD (Taylor et al., 2008). Active coping
includes strategies such as making plans and doing things step by step. With decreasing
physical fitness, these strategies become important as activities of daily living must explicitly
be planned in order to succeed without severe dyspnea. Hence, active coping is not only
necessary to maintain physical activity, but it is also able to increase sense of achievement
and mental HRQoL. Looking for social inclusion had also beneficial effects on both physical
and mental HRQoL. This aspect of coping includes activities such as visiting or inviting
friends, making new or renewing acquaintances or helping other people. Thus, it is
conceptually different from looking for or getting social support, which is also associated with
quality of life, depression, anxiety, and other measures of physical and psychological
functioning in COPD (Graydon & Ross, 1995; Grodner et al., 1996; Kara & Mirici, 2004;
Keele-Card et al., 1993; McCathie et al., 2002).The feeling of being part of a community and
of being loved seems to contribute to HRQoL, independently from the actual support this
community is able to give. As the aspect of social inclusion is not included in well-established

coping questionnaires, it is a new field open to future research.

The regression models accounted for 31% and 55% of the explained variance, respectively.
It can be assumed that there are further predictors of HRQoL which were not assessed in the
present study. lliness perception (Leventhal et al., 1980) is such a concept, which has
become of peculiar interest in the last years. In COPD, illness perceptions seem to be
associated with functioning, disability, depression, anxiety, and quality of life, but it remains

unclear whether illness perceptions indeed influence adaptive outcomes via coping (Borge et

69



Dissertation Isabelle Vaske

al., 2014; Kaptein et al., 2008; Scharloo et al., 2007; Weldam et al., 2014). Future studies
should investigate the associations between coping, illness perceptions, and adaptive

outcomes in more detail.
Limitations
Some limitations of this study should be noted.

First, generalizations should be made with caution. On the one hand, the sample was a
severely ill one, as patients in stages Ill and IV according to GOLD were overrepresented.
On the other hand, the online recruitment of the sample could have led to a self-selection
bias since the promotion for the study took place via the website and mailing list of a support
group for COPD in Germany. Nonetheless, there was no financial benefit from participation,
and participation was anonymous and voluntary. Participants had to have access to the
internet. Reliability of COPD diagnoses could have been reduced as only participants’ self-
ascribing diagnoses and disease severity could be realized within the study design.
However, patients being members of the self-help group generally are well-informed about
pathology, classification and treatment of COPD. Furthermore, the risk of incorrectly self-
ascribed COPD diagnoses and stages of the disease was reduced by asking patients to refer
to their physician in case of uncertainty, by adding a ‘status unknown’ option and by

excluding participants with unknown disease severity from analyses.

Second, no causal conclusions can be drawn based on the present cross-sectional data.
Thus, future studies should investigate the influence of coping with disease on HRQoL in

longitudinal designs.
Conclusions

In sum, the present study illustrates that coping with disease could be an essential skill for
improving HRQoL in COPD. Subsequently, intervention techniques may be targeted towards
addressing these coping strategies. Physical activity (as a manifestation of active coping)
could be increased by motivating patients to participate in special training programs or in a
local lung sports group. Moreover, problem-solving ability could be enhanced by discussing
individual treatment goals and possibilities of active cooperation from the patient’s side.
Furthermore, it could be helpful to encourage patients to increase feelings of social inclusion,
maybe by motivating them to engage in a support group, either with regular local meetings or
with an online forum. Thus, new pathways could open up for the optimization of COPD

treatment.
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Table 1

Descriptive results for the investigated variables

variable M SD range

HRQoL (SF-12)
physical HRQoL 32.35 8.65 14.13 - 58.89
mental HRQoL 40.37 12.50 16.87 - 67.65

coping with disease (EFK)
problem-focused coping 5.58 3.71 1-20
distraction and self-confidence 417 3.19 1-19
looking for information 4.85 3.40 0-20
trivializing, wishful thinking, defense of threat 2.53 2.31 0-18
depressive coping 2.34 2.84 0-20
readiness of accepting help 2.80 2.54 0-17
looking for social inclusion 2.74 3.06 0-20
trust in treatment 11.87 3.23 3-20
development of inner stability 2.21 2.15 0-19

Note. HRQoL = health-related quality of life
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Table 2

Predictors of physical and mental health-related quality of life

physical HRQoL

mental HRQoL

predictor B B
age -.13* .04
gender .01 .05
COPD-stage -.35%** .01
problem-focused coping 9% 14
distraction and self-confidence -.06 .06
looking for information -.10* -.05
trivializing, wishful thinking, defense of threat -.01 .05
depressive coping .02 -.54***
readiness of accepting help -.21%* -.08
looking for social inclusion 32 18
trust in treatment -.04 .06
development of inner stability .06 -.05
F12:431) 16.24*** 43.00***
R’ 31 55***

Note. HRQoL = health-related quality of life. B = standardized regression weight. * p < .05; **

p<.01;** p<.001
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Figure 1

Differences in coping with disease subscales across GOLD stages
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Abstract In chrome obstructive  pulmonary  disease,
impauirments of dyvadic coping are associated with reduced
quality of life. However, existing studies have a cross-
sectional design. The present study exploms changes in
dyadic coping over time amd its long-term effects on
quality of life of both patients sulfering from COPD and
their partners. Dwvadic coping, psychologcal  distress,
health-related quality of life, and exemise capacily were
assessed n 63 patents suffering from COPD with their
partners, at baseline and  S-vear-follow-up,  Correlation
analyses  and  actorpariner  interdependence  maodels
(APIMs) were conducted. Patients” delegated dyadic cop-
ing (taking over tasks) and common dyadic coping (mutual
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coping efforts when both partners are stressed) rated by the
spouses  decrensed  Cormlation snalyses showed  tha
patients” quality of life ot follow-up was positively influ-
enced by pariners” stress communication (s gnaling stress).
Pariners” quality of life at follow-up was negatively influ-
enced by patients” negative dvadic coping (reacting
superficially, ambivalently or hostlely) and positively
influenced by partners” delsgated dyvadic coping rated by
patients (aking over tasks), APIMs mostly supported these
results, It seems important that both partners commun cate
about stress and provide appropriate instrumental and
emotional support to maintain quality of life.

Keywords Chronic obstructive pulmonary diseass -
COPD - Dvadic coping « Quality of hife - Pariners

Introduction

Health-related quality of life has become a major topic of
research in the last decades (Antonell -Incalz et al, 2049,
Especially in the context of chronic illness, treatment does
not only aim at prolonging life expectancy or reducing
symploms, but also at promoting the subjective e xperience
of a medical comdition, that is health-related quality of hfe
(Radoschewski 2000, Schumacher et al. 2003). Although
health-related  quality of life nowadays is an important
outoome measure in medical and psychological research,
there 15 no uniform defimton (Schumacher et al. 23,
However, there is consensus with regard 1o an operati onal
definition, including physical, psychological and social
dimensions foom the patients’ subjective pomnt of view
(Schumacher et al. 2003). Thus, health-related quality of
life can be understood as a mtng of the subjective state of

) springer
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health which guantifies the influence of the illness on dudly
living and well-being (Jones 19935,

Chronic obstructive pulmonary disease (COPD) is a
chronic progressive disease, leading to serious impedi-
ments for the whole organism and thus impairing functions
of duly hiving (Blinderman et al. 2009; Hynninen et al,
2006). Tt is characterized by airflow lmitation that is not
fully meversible (Rabe et al. 2007}, its main symploms are
shortness of breath, increased muocus  production, and
chronic coughing (Vogelmeier et al. 2007). Prevalence
estimates range around 20 % in the USA and steadily
increase (Buist et al. 2007). Co-morbid mental sympioms
or even mental disorders are commen: Prevalence of anx-
iety and depression disonders ars as high as 55 and 37 %,
respectively (Yoharmes et al. 20000, and sigrificantly
higher than in physically healthy samples somlar in age
(Kiihl et al. 2008). Across all stages of the disease, health-
related quality of life is substantially impaired (Jones et al.
2011, 2012). In comparison with physically healthy sam-
ples and samples from the geneml population similar in
age, health-related quality of life is significantly lower
(Jones et al, 2001 ; Kohl et al. 2008; Thone et al. 2011), The
level of health-related quality of life is comparable o that
of patients suffering from coromary heart disease and at
least as impaired as in other chronic diseases (Ax et al,
2000 ). In comparison with patients suffermg from termimal
lung cancer, health-related quality of life in COPD is even
worse (Gore et al, 2000; Habraken et al. 2009). The
patients” disease also impacts their pariners” well-being
and guality of life (Bergs 2002 Cannon and Cavanaugh
1998; Grant et al. 2002: Hynes et al. 20012; Kanervisto el al.
20070 Kanervisto e al, 2007b; Keele-Card 1 al, 1993;
Rees et al. 2000 Sexton and Munro 1985). Spouses”
health-related quality of life is considerably lower com-
pared to samples similar in age (Kiihl et al, 2008; Thine
et al. 2011}, and it tends to be even lower than patients”
quality of lifs (Ress et al. 2001).

The presence of chronic obstructive disease is a chronic
stressor in the relationship betwesn patients and partners,
Coping with stress in a couple has been described as a
dvadic process-oriented phenomenon (Bodenmann 20040;
Revenson et al. 2005), As such, dvadic coping describes
the way both pariners meact o a specific direct or indinect
stressful event with the inlention to redoce distrss, As a
precondition to initiate dyadic coping efforts, one pariner
has o signal that he or she 15 expenencing stress (meferred
o s stress communication, for example “1 show my
partner through my behavior when [ am not doing well or
when [ have problems ™). Subsequently, different tvpes of
dyadic coping are distinguished: supportive dvadic coping
(primanly one pariner is exposed to a stressful encounter
ani the other mne gives helpful support, for example My
pariner shows empathy and understanding to me”™/™ 1 show

£) Springer
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empathy and understanding o0 my panner™) delegated
coping (one partner reduces the stress of the other one by
taking over tasks, for example “My pariner takes on things
that T nomnally do in order o help me ow™/™1 take on
things that my pariner would normally do in order o0 help
himvher out™), negative dvadic coping (the supportive
pariner reacts in an ambivalent, superficial or even hostils
wy, for example “When [ am stressed, my partner tends to
withdrow "/ When my partmer is stressed, T tend o with-
draw™), and common dyvadic coping (mutual coping efforts
when both partners ame stressed, for example “We help one
another to put the problem in perspective and ses it in a
new light™; Bodenmann 2008). During the last 20 years,
there has been a considerable incresse in dyvadic coping
research, Besides its mlevance in research, promotion of
dyvadic coping plavs an impotant mle 1in couple therapy
and coumseling of couples in the context of severe illnesses,
In general, more positive dyadic coping styles cornelate
with higher relationship satisfaction, higher relationship
quality, and higher guality of life in healthy couples (Bo-
denmann 2000; Revenson el al. 2005).

In couples with one pariner suffering from COPD,
dyadic coping was also associalted with quality of life
(Meier et al, 2001, Particularly, patients” quality of life
was positively influenced by their own delegated dyvadic
coping, and negatively mfluenced by their own stress
communication, as well as by negative coping of partners,
Pariners” gquality of life was positively influenced by their
own delegated dyadic coping as well as by patients” dele-
gated dvadic coping, amd negatively influenced by their
own negalive coping, patients” negative coping, as well as
patients” stozss commun cation (Meter et al. 2001). Mone-
over, an imbalance in delegated dvadic coping (partners
showing more delegated dyadic coping than patients) as
well as in stress communication (patients showing more
stress communication than partners) was found in couples
with ome pariner suffering from COPD, whereas typical
healthy couples have more reciprocal coping efforts (Meier
et al. 2012,

To the best of our knowledge, these two stdies ar the
only ones dealing with dvadic coping in patients suffering
from COPD and their partners. However, these studies are
cmss-sectional and do not assess the development of dyva-
dic coping over the course of the disease and its possible
long-term effects on quality of life. Thus, the present study
investigates the course of dyadic coping processes in
patients suffering from COPD and their partners, Mone-
over, long-term effects of dyadic coping on health-related
quahity of life for both patients and padners ane anal veed
We hypothesize that first, changes in dyadic coping would
appear over time and that second, dyadic coping at baseline
and changes in dyadic coping over time would be associ-
ated with gquality of life at follow-up. As this is the frst
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longiudinal study in this field of research, we made no
detailed assumptions concerning different dyadic coping
aspects; the present study thus 1 partly exploratory in
nature,

Methods
Procedure

In the period from June 2004 to March 2005, patients with
COPD at an outpatient pulmonary practice and their part-
ners were asked if they wanted to take part in the study,
Inclusion criterion was the diagnosis of COPD with disease
severity ranging from stage 0 (moderate) o TV (very
severe) according to the Global Initiative for Obstroctive
Lung Disease (GOLD 2014). Exclusion criteria were ill-
ness expcerbation within the previous month and addional
acule severs illnesses (ep, myocardial nfarction, Wwmor)
dunng the last vear, All participants completed mformed
consent amd received €10 as reimbursement. Betwesn
baseline and 3-vear-fol low-up, patients received usual care
in the form of routine physical examinations af the outpa-
tent pulmonary pmctice and COPD-specific medication,
Data collection comprised a medical examination (at
baseline, for patients only) as well as a psychological
examination (for patients and their pariners, at baseline and
at Jyvear-follow-up ). Medical examination ook part in the
pulmonary prmctice, wherens psvchological ques ionnaines
were administenzd in the homes of the patients and their

Table 1 Results of drop-out analyses (hateline variables)

pariners by a clinical psychologist. The study was approved
by the local ethics commilles,

Sample

At baseline, n = 143 patients, comprising 105 with spou-
ses, agreed to toke part in the study, At 3-vear-follow-up,
data could be obtained from n = 95 patients, of whom 63
included their spouse. Thus, the total dropout number was
n = 48 patients (due to: death n = 25 patients, medical
problems, &g, dementia processes n = 14 patients, refusal
of further participation n = 6 patients, untmeeable n = 2
patients, change in diagnosis to asthma n = 1 patient). As
only complete couple data were wsed, the final sample
consisted of n = 63 couples. Participants who completed
both time points did not differ from those having partici-
pated at baseline only (see Table 1).

Measures

During the medical examination, o shuttle walk test (8WT)
wis conducted to assess functional capacity (Singh et al
1997), It requines patients to walk up and down a ten meter
course bounded by two cones. The walking speed is dic-
tated by an audio signal and increases afler a certain
number of shuttles at each of 12 levels, The end of the test
18 determined by either the patient (when he or she is 0o
breathless to continne at the required speed), or the oper-
ater (if the patient fails to complete a shuttle in the tme
allowed), or attainment of 85 % of the predicted maximal

Caoirpleter Mamn-completer I i

COPD severity

Patient 2156 + 67 266 + 64 i) R c
SWT distance (meters)

Patient 33373 £ 23182 798 + 21730 —1.7 i3
Ape

Patient G483 + 906 68.58 £ 0.2 234 A

Pantner G208 + BOS 67.00 £ 1032 1M A
Paychological disness (GS1 SCL-90-R)

Patient 4596 + 3973 IBET £ 2096 -1 .

Pantner 4155 + 4032 3137 £ 2666 -5 56
Eun(al

Patient 5457 £ 2346 46.81 £ 2069 =210 g

Pantner G600 + 21.65 658 £ 1890 - . ]

For completer and non-completer soores, mean + standasrd deviation are displayed

SWT = shuttle walk et GSI = global mental distress soore, higher scomes indicate Mgher levels of distress; Ewo(iol: higher soones indicate
highar levels of health-related gquality of lfe; §= test-siatistic of f esE examining difference betwesn completers and non-completerss;
p = sdgnificance level, in order to account for alpha-emor-aceumuolation, only r-values with p < (86 { Bonfersond comaction) are consldered as

ad g fl 2t
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81



Dissertation Isabelle Vaske

T Behav Med

heart rate. The distance a patient was able o walk is
measired as an indicator for functional capacity. Medical
exmmination ook part ol baseline only,

The following psvchological gquestonnaires
administered o both patients and their partnens:

The Dvadic Coping Inventory (DCL Bodenmann 2008)
assesses how partners mutually deal with stress in o rela-
tionship, Therefore, each parner rates his own dyadic
coping behavior as well as the perceived parner dyadic
coping behavior on a five point Likert-tvpe scale (1 = very
infrequently., 5 = very frequently). The gquestionnaire
consists of 37 items and different sum scores can be cal-
culated: Chwn dyadic coping (with the subscales “own
stress communication”™, “own supportive dyvadic coping”™,
“own negative dyadic coping”™, “own delegated dyadic
coping™), perceived partner dvadic coping (with the sub-
scales “perceived pariner stress commumication”, “per-
ceived partner supportive dyadic coping”, “perceived
pariner negative dyadic coping”™, “perceived pariners del-
egated dvadic coping™) and common dvadic coping. Fur-
thermone, two items assess the evaluation of dyadic coping.
Additiomally, an overall dvadic coping score can be cal-
culated. Relinbility of the Dvadic Coping Inventory can be
considered as appropriate (2 = 71 to o = 92 for sub-
scules; Bodenmann 2008), In the current sample, relinbility
ranged from o = 43 w o = 90 for subscales in patients,
and from @ = 44 o a = 87 for subscales in spouses (low
soores for subscales of negative dvadic coping only).
Validity has been confirmed and can be considered as good
(Bodenmann 2008).

Psvchological distress was assessed by the Symptom
Checklist-90-Revised (SCL-90-R: Franke 1995). It consists
of 90 items, vielding nine subscales (somatisation, ohses-
sive—compulsive  sympioms,  inlerpersonal  sensitivity,
depression, anxiety, hostility, phobic anxiety, pamnoid
weation, psychoticism). Addiionally, a global psycholog-
ical distress score can be calculated. Reliahility is appmo-
priate (2 =79 to o= .80 for subscales in chmcal
samples, o = 97 for the global psychological dismess
scare; Franke 1995), In the current study, reliasbility ranged
from o = 62 to o = 87 for subscales in patients, and from
a =6l toa = 92 for subscales in spouses. Validity has
been confirmed and can be considered as good (Franke
1995}, In order to contmol for general psychological distress
in an economical way, only the global psychological dis-
tress score was used in the present study, as recently pro-
posed (Hessel et al. 2001).

Health-related quality of life was assessed by the visual
mnalogue scale (VAS) of the European Quality of Life
Questiomaire (EuroQol) (EwoQol Group 1990, Parici-
pants should rate their state of health with the help of a
20 cm vertical line with values ranging from 0 (worst
imaginable state of health) w 100 (best imaginable state of
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health). As it is not possible o calculate internal consis-
tency with a single-ilem-measure, lesl-—nelest-reliability is
calculated for the VAS of the EuwoQol. In a sample of
dialysis patients, lesi—retest-reliability over a mean period
of 25 davs was high (r, = 92; Graf von der Schulenburg
et al. 1998). In the present sample, tesi—retestaelinbility
was lower, as one would expect (patients: re = 49,
spouses: rp = 53). Validity of the EumQol can be con-
sidered as appropriate (Graf von der Schulenburg et al
1998).

Dryadic coping, psvchological distress and health-related
quality of li fe wen: assessed at both basaline and follow-up.

Diata anal ysis

Analyses were conducted with IBM S5PSS Statistics and
IBM SPSS Amos for Windows, version 19, Power anal yses
wers conducted G*Power, version 3.1.2. For all analyses,
two-tailed p values were used.

First, patred ¢ tests wene conducted in onder o examine
changes in dvadic coping over time, Becanse of multple
comparisons, Bonfemont correction was applisd. Depen-
dent varinhles were the above mentioned dvadic coping
subscales, collected by both patients and their pariners, A
priori power analyses yielded a required sample size of
n = 32 in order to detect 2 mediom size effect (d = 50)
with a power of .80

Second, correlations between dvadic subscales at base-
ling and health-reloted quality of life at follow-up were
calculated, controlling for health-related quality of Life at
baseline (partial comelations) in onder to explore long-tenm
effects of dyadic coping subscales on patients” and part-
ners” health-related quality of life, assessed at follow-up,
Additionally, for dyadic subscales with significant changes
over time, residualized change scoms (follow-up score
minns predicted follow-up score on the basis on regression
with baseline scom as predictor) and their comelations with
health-related quality of Life at follow-up were calculated
(partinl correlations, controlling for quality of life at
baseline). A priori power analyses vielded a required
sample size of n = 26 in order o detect a mediom size
effect (r = 50) with a power of _80.

Finally, actor-partner mtenlependence models (APIMS)
were conducted in order to confirm the results of the cor-
relation analvses by the help of a more rigorous procedure,
These models allow to simultaneously inke grate actor (e,
patient ) and partner variables in one single model. Thereby,
they moeorporate correlations of actor and partner varables,
accounting for the nonindependent structure of dyadic data
(Kemny 1996; Kenny and Cook 1999; Kenny et al. 2006),
In the present sample, nonindependence in dala were
checked by caleulating correlations betwesn patient and
pariner varables, There were significant correlations in age
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(r=§5), pswhological distress (r= 28), perceived
partner negative dyadic coping (r = 28), common dyadic
coping (r=_.28), and the dyadic coping toal score
(r=26). Thus, APIMs are a suitable approach in this
case. To clarify on the principle of APIMs a simple
example is explained: Each member of a couple has a score
on a predictor varinble (X for patient, X° for pariner), as
well as a score on an outcome variable (Y for patient, Y
for partner). The two X varishles and the unexplaned
variances of the Y variables are allowed to cormlate. The
horzontal paths from X 0 Y and from X5 to Y respec-
tively, are called actor effects, whemas the crossed paths
from X to Y and from X 0 Y respectively, are called
partner effects. This means that a patient’s score on the
predictor variable cannol only influence his own score on
the outcome variable, but also hos partner’s score (and vice
versa).

In the present study, this basic approach was enlarged by
including several predictor varishles, assessed ot baseline:
patients” functional capacity, patients” as well as spouses”
age, psychological distress, and different dyadic coping
aspects (separate models with significant dyadic coping
subscales and significant dyadic coping  residualized
change scores). Age and psychologeal distress were
included as predictors because of their possible influence
o the owecome varables (Graf von der Schulenburg et al.
1998; Meier et al. 20011; Thine e al. 2001). Gender was
not included as a predictor, as thers wer no significant
gender differances in the oulcome variahles (analyses were
conducted separately for patents and spouses; patients”
health-related quality of lifs: Fge = 339 p = .07:
spouses”  health-related quality of hfe: Fee, = .12;
po=.73L Due o power reasons, we refmined fom
mncluding more predictors in the models, especially all
dvadic coping subscales in a simultaneons way and COPD-
stage, COPD-stage (being dedved from lng Dmction fig-
ures) also modernately comelated with patients” functional
capacity (r = =47; p < .001) and would eventually have
resulted in multicollinearity. Predictons were cenlered on
the commen mean of the patents” and the partners” score
(Eenny 2003). All predictors as well as the unexplained
variances of the outcome variables were allowed to oo
relate, resulting in a satumied model. The outeome varizhle
health-related guality of life was controlled for bassline
soores, Mon-standardized path coefficients are reported (s-
tandardized path coefficients are separately standardized
for patients and panners and therefore nol appropriate for
APDMs) (Kemny 2013; Kenny et al. 2006).

While a power analvsis algorithm has not been devel-
oped specifically for APIMs vet, multiple regression power
mnalysis algorithm is the most preferred method (Eenny,
persomal communication, July 24, 2003). Power analyses
vielded a required sample size of n = 114 (persons, not

dyads) in order o detect 8 medinvm size effect (F= .15
with a power of B0,

Results
Drescriptives

The sample consisted of mainly male patients with mod-
emte disense severity, and their parners. The dyadic cop-
ing total score indicated an oaverage dyadic coping
(Bodenmann 208). Health-related quality of life was in
the middle range and did not change from baseline to
follow-up. At baseline, patients had lower scores of heal th-
related quality of life (524, = =3.09: p. = 01), and higher
soomes of pemceived partner supportive coping (fae, =
31 p= 00), and perceived partner delegated coping
(f12g = 387 p = 001) than their partmers. There were no
differences between patients and parters with regand to
apge, menial distress, and the remaining dyadic coping
subscales. For more details on sample characleristics see
Tahble 2. Correlations betwesn study variables are dis-
played in Table 3. There wers small o medium size
intercorrelations between dyadic coping subscales, as well
a% small relationships between dvadic coping subscales,
pevchologeal distress, and healthselated quality of hfe
(see Table 3).

Changes in dyadic coping over time

From baseline to 3-vear-follow-up, there was a reduction in
perceived partner delegated dvadic coping, rated by the
spouses (fg, = 4.16; p = 001). Furthermore, spouses’
rating of common dyvadic coping diminished (5, = 3.22;
po= 001} In all other dyadic coping aspects, there were no
sigmificant changes from  bassline 1o follow-up  (see
Table 2).

Long-ierm effects of dyadic coping at baseline
on guality of life at follow-up

Cormlation analyses (partial correlations, controlling for
baseline quality of life) on the level of dvadic coping
subscales revealed effects of patients” own negative dyadic
coping (r= =20 p = 05) and perceived partner dele-
gated dvadic coping (r= 29; p = 05; all assessed m
haseline) on spouses” health-related quality of life at fol-
lowup, Besides, partners” stress communication had an
effect on patients” health-related quality of life at follow-up
(r= 25 p =< 05) (se¢ Table 4). Neither supportive dyadic
coping nor common dvadic coping had an effect on
patients’ and partners” quality of life.
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Table 2 Sample description and differences in dyadic coping from baseline o follow-up

Pussible range

Baseline Follow-up I F d

Age (years)

Patlent 6483 £ 906

Parter G208 + 805

Crendier

Patient Female: 11 (175 %)

Male: 52 (825 %)

Parmer Female: 52 (825 %)

COPD severity acoording to GOLD

SWT distance (meters)

Orwn siress communication (IT) 4-20 Patient 1263 + 387 1208 £4058 -7 45 .®
Parmer 11.14 + 333 0.7 £33 86 3% .13
Perceived pariner sress communication (DCT) 420 Patient 1276 + 343 1257 £3.31 43 & 06
Parmer 1244 + 352 1277 £3.8 A0 £ 05
Own supportive dyadic coping (DCT) 5-25 Patient 19.70 + 340 19.13 £ 4.06 118 24 .15
Parmer 1970 + 298 19.3 £2.8 103 31 .15
Perceived partner supportive dyadic coping (DCT) 5-25 Patient 1937 + 421 19.3 £4.13 i1 %2 0
Parmer 1695 + 448 16.35 £ 4.8 101 32 .13
Own negative dyadic coping (DCT) 4-20 Patient 619 + 2.16 6.19 +1.95 o0 100 00
Parmer 600 + 202 663+£224 —155 13 .5
Perceived partner negative dyadic coping (DCT)  4-20 Patient 576 + 220 538+ 1.90 136 18 .19
Parmer 689 + 289 7.10 £ 2.68 —55 58 .8
Own delegaied dyadic coping (DXCT) 2-10 Patient 722 £ 224 6.60 £ 2.44 281 M %
Parmer 751 + 187 779+£184 —113 26 .15
Perceived partner delegated dyadic coping (DCT)  2-10 Patlent 8.16 + 175 8.00 £ 2.08 & 56 .08
Parmer 675 + 229 574 +£229 416 00+ 4
Comman dyadic coping (DCT) 525 Patlent 1743 £ 371 1706 £392  —128 21 .4
Parmer 1705 + 387 15.68 £360 322 00* 37
Evalustion of dyadic coping (DCT) 2-10 Patient 832 + 164 B4R+ 1.69 -6l 55 .10
Parmer 762+ 172 716+ 1.74 192 s
Owerall dyadic coping scare (DCT) 37-185 Patient 13332 £ 1577 13299 + 1746 19 @
Parmer 12666 £ 1525 12217 £ 1583 230 %
Psychological disiress {GST SCL-90-R) 04 Patient 51 + .44 A2+ 34 245 ]
Parmer 46+ 4§ A3+ 39 106 20 .M
Eurnol 0100 Patient 5457 + 2346 4971 £2153 169 10 .2
Parmer 6698 + 2165 611 L2189 137 18 .7

Male: 11 (17.5 %)

Patient 1 (moderate): 34 (M %)

M {severel 23 {36.5 %)
IV {very sevene): & {95 %)

Patlent 33373 £ 231.82

For baseline and follow-up scores, mean + standard deviation or n (%) ane displayed, respectively
EWT = shuttle walk test INT = Dyadic Coplng Inventory, higher soodes indicate higher level of the respective dyadic coping aspact;
GSI = global peychological distress score, higher scores indicate higher levels of distress; BuroQol: higher scores indicate higher levels of
healih-related quality of life; = eststatisic of paired 1 tests examining differe noe between baseline and follow-up, &f = 62 p = significance
lewel; * in order to acoount for alpha-eror-accumulation, only rvalues with g < (80 (Bonferrond comection) ame considered a8 signdficant;
d = effect size Cohen's d with d = 20 amall effect, d = 50 moderate effect, d = 80 large effect

The corresponding APIM with outcome health-related
guality of life takes into account the noninde pendence in
dyadic dota and revealed significant actor and partner
effects (Fig. 1: only significant paths are displayed).
Patients” health-related quality of life at 3-vear-follow-up
wis significantly predicted by their basehne quality of
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life (B = 29; p = .05) and partners” stress commuonica-
tion at baseline (F = 1.38:; p = .05). Spouses’ health-
related quality of life was influenced by their baseline
guality of life (8 = .59 p = (001} and patients” per-
ceived partner delegated dyadic coping al baseline
(B =306, p < .05).



Anhang

J Behav Med

Table 3 Summary of inerormelations between baseline study varables & a function of mole (patient va. pantner)

Meziune 1 2 k. 4 5 6 7 8 G 10 11 12 13 14
Age - dd =i =00 ¥ ] o1 =03 =01 B[] o L) Of =12 =X
Ororm simess oomn masdcad om DT} 11 - b ) e | 2 = =04 =19 e i} e, kvl 5 = =08
Parmer swess oo iagon (DCT = 14 -z ] - A5 20 13 =02 . LI [i] 24 1% v v e L
e smapport ve dyadic copi g (TeCT) 12 43 ] L vl m =21 T 18 i A5 T =% i
Parmer sapportve dyadic coping (DCT) 1d LA TR MY - = =35 - A5 4T oy TEY - -
Orem pegarrve dyvache copang {[CT} Hi Hi i 1 i - i M -0 W =X -7 i 14
Partner negative dyadic coping (DT} Lin) Lip) e AT =i o - 17 =21 =M =3 =47 ec | i
Orom delegated dyadic coping ([T} =01 =13 L5 A5 19 i 21 - ] 0 13 J9 =07 e |
Parmer delsganed dvache copang (DCT) i g frr Lr E i I 1] 1 - A6 b A A3 AT =2
Commeon dyadic copimg (DT} 11 3~ 24 A AT =i 10 b i | L g Jr =h =8
Evahaxion of dyadic coping ([T} 19 Al 10 Az Afr M =8 i Alr 3 _ E L ]
Orverall dyvadic coping score (DCT) o7 vl g A S 13 -8 A3 L i A _ - il
Paydhalogical disress (GET SCL=90=K) i Ah 13 12 21 A a3 ol 10 14 13 B[] - =50
Eaarcdjul - L v I = =25 =7 =l 24 =2 = =00 =04 =T -

Intercomelations for patients are presenied below the disgonal and intercormelations for paniners are presented above the disgonal
DI = Diyadic Coping Inventory. GS1 = global peychological distress soone

tp= 05

Table 4 Pariial comelations {r) between dyadic coping at baseline and quality of life at follow-up, controlling for quality of life af baseline

Dyadic coping at base line

Quality of life at follow-up

Patient Par i
Patiens’ rating Siresa oommumnnication ] R
Supportive coping 22 Al
Negative coping —20 —. 2
Dhelegated coping 10 —.{r
Partied sifess ¢ofmimim cation 20 - 17
Paitner auppodtive coping L 23
Partner negative coping —i3 —-33
Pariner delegated caoping 04 )
Comman coping 15 A7
Parnners" rating Siress opmurnndation 25+ —1%
Supportive coping 00 00
Negative coping -1 =21
Delegated coping 04 RIE
Patmer afess ¢ o cation 05 —.05
Pariner supportive coping 04 03
Pariner negative coping — & -2
Pariner delegated coping LY .
Commaon coping A2 -4

*p= 05 e = 0L p < 001

Long<4erm effects of changes in dyadic coping
over dme on gquality of life at follow-up

As two dyadic subscales were subject o significant chan-
ges foom baseline to follow-up (Le., perceived partner
delegated coping ruted by the spouses, common dyadic
coping rated by the spouses), comelation analyses (partial

correlations, contmolling for heal th-related gquality of life at
baselineg) between mesiduwlized change scores and health-
related quality of life at follow-up were conducted. Results
showed a correlation between the change in patients” deal-
eguted dvadic coping (mted by the spouses) and patients’
health-related  quality of life at follow-up (r= 35:
po= 01), indicating that the lager the decrease in the

4£) Springer

85



Dissertation Isabelle Vaske

J Behav Med

Flg. 1 Actor-panners

—| age (bazeline)

in}::d.q:euce e ] mmamh:g
long-temm effects of relevant ® - ':““
dyadic coping subscales ai = _| dhutike walk s (baseline) k":' .
baseline on quality of life at e L
follow-up. Nates path E _| quality of 1ife {baseline ) = e quality oflife
coefliciens: unaandardized B. = N follow- &
o 08 T % —| pavehelegical distress (base line) (fodow-up) "'O
w¥p = 001
—| negative dyadic coping (baseline)
-
= —| pariner delegated dyadic coping (baseline)
]
E .5
g
= 2
4 .5
3 —| age (baseline)
-
¥ —|q_ualj1_-;ﬁflifcﬂmclim:] u quality of life H@
£ - - - {foll ow-ug)
- —| e hological distress (baseline)

—{ sAess comumuni cation (base line)

Tahle 5 Partial correlations {f) between resdualired dyadic coping change scores and quality of Hfe at follow-up, controlling for quality of life

it Ivase Hne

Residualized dyadic coping change score

OQuality of life at follow-uy

Patient Pariner
Partners' rating Peroxived parmer delegaied coping LA —. 13
Codtitan coping m 03

Yps 05 e = 00 e = 001

patients” dele gated dvadic coping, the lower their guality of
life at follow-up. The change in common dyvadic coping
rated by the spouses had no effect on the patienis” or
spouses” quality of life (see Table 5).

The acconding APIM takes into account nomindespen-
dence in dyadic data, again (Fig. 2). Patients” health-re-
lated quality of Life at follow-up was predicted by patients”
change m delegated dyadic coping, rated by the spouse
(B =63 p=01) Parmers” health-related quality of Life
ot follow-up was influenced by their quality of life a
baseline (8 = 51: p = .001) and patients’ psychologcal
distmzss ot baseline (B = —=11.89; p = .05).

Discussion

The results of this study highlight that dyadic coping pmo-
cesses in couples with one partner suffering from COPD
are subject to changes over time, and that both dyadic
coping haseline  scores and change scores  influence
patients” and parners” health-related quality of life.

With regard 1o changes in dvadic copng over tme,
perceived partner delegated dyvadic coping (rated by
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spouses) decreased. As delegated dvadic coping refes to
taking over tasks (Bodenmann 2008), this effect is res-
somable, COPD is a progressive disease and graduoally leads
to impairments in performing tasks of daily life, Even in
the early stages of the disease, activities such as walking
guickly, walking slairs o carrving light ilems can cause
coughing or dvspnes, and patients tend o be rapdly
exhausted Thus, it becomes more and more difficult for the
patient to assume additional instrumental tasks in order to
provide support for the partner, Apparently, it is difficult
for patients o find aliernative ways of providing instru-
mental support which are adapted to the progress of the
disense.

Moweover, spouses rated the couples” common dvadic
coping lower al follow-up. Common dyadic coping refers
to trving o cope together, discussing the problem and
searching for solutions (Bodenmarm 2008). Apart from the
patients” limited ability io engage in these activities as the
disense progresses, it could also be possible that spouses
start o hold back from expressing feslings of stress, wear
an “emotional stradtjacket”, and v o protect their il
partners from strong emotons, and hence, breathing diffi-
culties (Cannon and Cavanaugh 1998). This form of pro-
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i u'u::iq:cuce e | mmemhug

*
shuttle walk st (baseline) -

quality of life

{follow-up)

quality of life

long-ierm effects of relevant g _| age (baseling)
dyadic coping change seomes on E
quality of fe at follow-up. - =
Neges path cpefficients: 5
wnstandardized B. *p < 05; - - -
w*p < 01 *p < 001 -E_ —| quality of life {baseline)
" —| pavchological distress (haseline)
=
k|
E
:
a = —| age (baseline)
|-
F - quality of life (baseline)
o
g. _| pvehological distress (baseline)

{Follow =Up)

—i partner delegated dyadic coping {change)

tective buffering, which is often nol noticed by the patients
(see Langer et al. 2AWH9; Schokker et al. 20100, could lead to
less asking for common dyadic coping by the healthy
partners and explan their reduced rating at follow-up,
However, partners” cormesponding changes in stress com-
mumcation did not reach significance, perhaps due 1o the
srmall sample size,

Our second aim was o examine the long-term effects of
dyadic coping on health-related quality of life for both
patients and pariners.

Actor-pariner-intenlependence  models  showed  that
patients” and partners’ quality of Life at follow-up was not
associaled with patients” functonal capacily al baseline.
On the one hand, this could be due to the large amount of
patients in stage IT of the disease, being in a rather stable
condition. On the other hand, a number of studies confirm
that impaimments in lung function and medical bunden are
not necessarily associated with functoning in daily life,
psvchological health or guality of lifs. Instead, psvcho-
logical chameteristics such as psychological distress or
(dyadic) coping seem to play a more imporiant role (for a
review, see Hynninen et al. 2005).

Results of cormelation analvses and the APIM showed
that patients” guality of life at follow-up was positively
related 1o parners’ stress commumcation ot baseline,
Concerning stress commumication, it was argued that it can
be considered as an unfavorable dyadic coping strategy,
when di scussion of illness-related problems is o the fore of
couple communication (Meier et al. 2001). Hence, a neg-
alive conlingency between patients” gquality of life and
pariners” stress communication could have been expectad.
However, pariners” rating of their own stress communica-

tiom was miher low. Figuras are similar 1o those reported by
pariners of patients with COPD in a mrcent study, which in
turn wen: significantly lower than those reported by a
normative companson group of healthy couples (Meer
etal. 20012) On the one hand, it may be true that discussion
of illnessselated problems did not become rampant, with
the result that stress communication can be seen as a
beneficial dyadic coping strate gy, having a positive influ-
ence on guality of life or couple satisfaction (Revenson
et al. 3¥5). On the other hamd, pariners’ low mting of
stress communication supports the hypothesis of them
wearing an “emotional straifjacket”, which was discussed
ahove, Eventually, both options are nol mutually exclos ve,
but this should be studied more in detai] in the future,

In addition, parmers’quality of life at follow-up was
positively associated with partners” delegated dyvadic cop-
ing (mted by the patient), both in correlation analyses and
APIM. That is, the more spouses assume tasks o relieve
patients at haseline, the better spouses” quality of life is ot
follow-up. As this is in ling with cross-sectional results of
Meier et al. (2011), being able to take over tasks for the
pariner is an essential aspect of dvadic coping. However,
partners’ scores for delegated dvadic coping are relatively
low compared 1o fgures published in a previous study
(Meier et al. 2002). Thus, this finding may be subject to
limited generalizability. In further studies, it should be
examined if delegated dyadic coping still has beneficial
effects on quality of life if scores are higher and pariners
have o assume more asks Lo support patients.

Moreover, partners” gquality of Life at follow-up was
negatively relaied o patients” negative dyadic coping at
baseline in correlation  analvses. This means that the
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patients” ambivalent, superficial or hostile wavs of coping
lead o a reduced health-related quality of life at follow-up
om the side of the partners. In line with this, Meier et al.
(2011) found that negative dvadic coping is especially
related to impaired quality of life in the domain of social
relationships.

Firally, patients” decline in delegated dyadic coping
from baseline o follow-up was related o impaimments in
their own quality of life al follow-up, Taking into account
the progressive course of COPD, patients” delegated dvadic
coping has to be adapted to their declining physical per-
fommance capability, so that they are stll able to provide
mstrumental support in onder o madintain gquality of life in
the long term.

L irmi tations

The present study was the first to examine long-term effects
of dyadic coping on quality of Life in patients suffering from
COPD and their partners. Thus, 1t constitutes a first step
towards gatherng longi tudinal data in this understudied field
of research, Nonetheless, 15 has some hmitations which
should be considerad when interpreting the results,

First of all, most patients (54 %) were in stage 1T (out of
IV} of the disease at baseling, thus suffering from only
modemte symptoms and  thereby  possibly  mesulting in
reduced generalizability of the resulis. Nevenheless, qual-
ity of life was considerably impaired, both in patients and
their partners, suggesting that the semple was substanti ally
suffering from the disease.

Moreover, the sample size was rather small, especially
with regard to actor-parner  interdependence  models,
However, in order to account for this problem, potentially
relevant predictors were selected carefully on the basis of
usefulness and statistical reasons. As the actual sample size
was even larger than sugpgested by power analyses, power
was sufficient in onder o detect mediom size effects.

Finally, follow-up data was assessed only once, al a
rather distant time mterval. Shor-temm changes n dvadic
coping, for example occuring when there is a sodden
worsening of svmploms, wene nol assessed,

Future studies should try to reemit a lamger sample in
order to being able to integrate more different dyadic
coping aspects in an actor-partner inlenlependence model.
As stated by equity theory (Adams 1965), relationships are
perceived as satisfactory when the ratios of contributions
and benefits of both patners are similar, Borrowing from
this, equity scores of dyadic coping may be caleulated
within the Dwvadic Coping Inventory and ther conse-
guences for guality of life may be studied. More patients in
later stnges of the dissase should be included to validate the
results and to explone differences in dyadic coping between
stages more in detail . Futhermore, follow-up data should
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be assessed at several tme points, Thus, the course of the
disease might be better taken into account and 1ts potential
interactions with psychosocial variables might be studied
more precisely,

Condusions

In line with past mesearch, it was shown that COPD affects
both members of the couple. 'We found that dvadic coping
of COPD-couples is subject lo important changes during
the course of the disease and that it is associated with
patients” and spouses” heal th-related quality of hfe. Hence,
our findings have mmportant mphcations for funther
research (as described above) as well as for chinical man-
agement of COPD patients and their spouses in everyday
practice. For the latter, it is imporant to integrate the
patients” pariners in the treatment in order to inform her/
him aboutl the disease. If appropriate, Turther oplions of
support should be suggested, for example assistance in
cane, supparl groups or psychological interventions. In the
case of non-functional dvadic coping tendencies, a come-
sponding couple training could help to muintein patients®
and spouses” well-being in the long run. Such a training
should especially aim o reduce patients” and spouses”
negative coping as well as exploring  possibilities to
mainiain patients’ delegaied dvadic coping (taking over
tasks for the other one) despite the decreasing physical
perfomance capability.
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