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Understanding patient participation behaviour in studies

of COPD support programmes such as pulmonary
rehabilitation and self-management: a qualitative synthesis
with application of theory

Ratna Sohanpal’, Liz Steed', Thomas Mars' and Stephanie JC Taylor

BACKGROUND: In chronic obstructive pulmonary disease (COPD), the problem of poor patient participation in studies of self-
management (SM) and pulmonary rehabilitation (PR) programmes (together referred to as COPD support programmes) is
established. Understanding this problem beyond the previously reported socio-demographics and clinical factors is critical.
AIMS: The aim of this study was to explore factors that explain patient participation in studies of COPD support programmes.
METHODS: Thematic ‘framework’ synthesis was conducted on literature published from 1984 to 1 February 2015. Emergent themes
and subthemes were mapped onto the adapted ‘attitude-social influence-external barriers’ and the ‘self-regulation” models to
produce analytical themes.

RESULTS: Ten out of 12 studies were included: PR (n=9) and SM (n=1). Three descriptive themes with 38 subthemes were
mapped onto the models' constructs, and it generated four analytical themes: ‘attitude’, ‘social influences’ and ‘illness’ and
‘intervention representations’. The following factors influenced (1) attendance—helping oneself through health improvements,
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perceived control of worsening condition, perceived benefits and positive past experience of the programme, as well as perceived
positive influence of professionals; (2) non-attendance—perceived negative effects and negative past experience of the
programme, perceived physical/practical concerns related to attendance, perceived severity of condition/symptoms and perceived
negative influence of professionals/friends; (3) dropout—no health improvements perceived after attending a few sessions of the
programme, perceived severity of the condition and perceived physical/practical concerns related to attendance.
CONCLUSIONS: Psychosocial factors including perceived practical/physical concerns related to attendance influenced patients’
participation in COPD support programmes. Addressing the negative beliefs/perceptions via behaviour change interventions may

help improve participation in COPD support programmes and, ultimately, patient outcomes.
npj Primary Care Respiratory Medicine (2015) 25, 15054; doi:10.1038/npjpcrm.2015.54; published online 17 September 2015

INTRODUCTION

Programmes such as pulmonary rehabilitation (PR) and self-
management (SM) education programmes that support patients
with chronic obstructive pulmonary disease (COPD), to increase their
skills and confidence to better self-manage their condition, are
established treatments alongside pharmacological treatment.'™
However, studies of these programmes report poor patient
participation and high dropout rates > with similar problems
acknowledged in clinical practice® Understanding the problem of
poor patient participation and retention is therefore critical® before
strategies to improve participation can be suggested.

Our recent review'° highlighted that ‘participation’ is a term
used differently by different researchers. Here, by ‘participation’
we mean ‘taking part in a study or intervention’ with ‘attendance’,
‘non-attendance’ and ‘dropout’, all aspects of participation—
where attendance means ‘exposed to at least part of the
intervention’; non-attendance means ‘exposed to no part of the
intervention’; dropout means ‘dropped out from the intervention’;
completion means ‘completing the study or intervention’.

A mixed-methods review'' of participation in PR programmes
attributed patient non-attendance and dropout to personal,

clinical, social and physical barriers. Only one study'? of a COPD
SM programme has explored reasons for high or low attendance,
and the findings comprised a mix of socio-demographic, personal
and clinical factors. It has been suggested that socio-demographic
and clinical factors may be insufficient to understand the problem
of poor participation in these programmes; a new approach is
therefore needed.®®'?

We propose that an approach that views participation as a
health behaviour and that uses health behaviour theory and
constructs related to behaviour change could further our under-
standing of participation behaviour.'* Such an approach could
help identify appropriate targets for an intervention,'® with the
ultimate aim of improving patient participation in PR and COPD
SM programmes, thus enhancing patient outcomes.

Health behaviour theory has been used in several studies
to explain or predict participation, particularly attendance in
patients with a variety of conditions; however, only one study*
has used such an approach in COPD.

The aim of this qualitative synthesis was to explore the factors
that might explain patient participation in studies of COPD SM and
PR programmes. PR, including provision of individually prescribed
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lower limb exercise training,®* encourages and assists patient
SM by promoting decision-making and self-efficacy through
SM education in goal setting and setting an action plan.’
SM education is integral to the delivery of SM programmes.’
Hence, these will be together referred to here as COPD support
programmes. The research questions were as follows:

(1) What are the possible factors affecting patient participation in
COPD support programmes?

(2) Can behavioural theory help explain patient participation in
COPD support programmes?

MATERIALS AND METHODS

The qualitative synthesis sat within a broader review of participation,'®
which followed recommended guidance for conducting systematic
reviews;”> one search strategy was applied to identify both qualitative
and quantitative studies (Supplementary Appendix 1). All qualitative
research studies from 1984 to 1 February 2015, exploring reasons for
participation in studies of PR, SM and health education programmes,
including in the programme, by patients with COPD were considered for
inclusion. We included studies that explored patient reasons for not
attending their initial PR assessment and patient views of participation
before the start of the programme.

Data extraction (Supplementary Appendix 1) included findings of each
primary study.?® We used the modified critical appraisal skills programme
checklist?” for quality assessment.

Thematic ‘framework’ synthesis, an
conducted.?® The synthesis involved three distinct stages.

established method, was
26,2829

(1) The findings of each included study were coded to generate free
concepts with review questions in mind. The emergent concepts from
one study were compared with those from other included studies,
which was referred to as the translation of concepts.

The emergent concepts were examined for similarities and differences,
and then grouped and placed under new codes that captured the
meaning of the grouped concepts to produce ‘descriptive themes’ and
subthemes.

These descriptive themes and subthemes were ‘mapped’ onto two a
priori theoretical models with subsequent ‘generation of analytical
themes’ that went beyond the findings of the original studies. An a priori
‘framework’, characteristic to framework synthesis, is informed from the
literature and team discussion to synthesise findings.?® We applied the
recommended ‘best fit' framework synthesis approach,>**° whereby an
existing conceptual model, which most closely matches the research
topic under study, is used to carry out the synthesis. Using the ‘best fit’
approach helped us in limiting our selection among the numerous and
varied behaviour change theories to identifying two most applicable
health behaviour theories, as they had previously been used in studies
to explain participation behaviour of patients with chronic disease in SM
support programmes. We used the adapted ‘attitude-social influence—
external barriers’ model that has previously been used to explain
intention to participate in an asthma SM programme'® and the ‘self-
regulation” model that has been used to explain cardiac rehabilitation
utilisation? and examined whether our results were consistent with
either or both these models. Figure 1 briefly describes these two models
and Supplementary Appendix 2 elaborates on the models.

=
)

(3

=

RESULTS

Ten studies were included in this review (Figure 2).>" Two
studies®>** were excluded because patients’ reasons for participa-
tion were not explored. Nine of the included studies examined PR
programmes,'***" and only one study examined a COPD SM
programme.'? Table 1 presents the study characteristics.

31

Quality appraisal

The agreement between the authors on the modified critical
appraisal skills programme checklist score was 100%. There was
variation in study reporting—e.g., lack of clear reporting on
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sampling strategy,®*3° the data analysis process,” the research

questions®® and in some cases the authors’ interpretation of data
was not supported with verbatim data*>*%%%4° The level of
agreement, for mapping of subthemes onto a priori theory, was
higher for the adapted ‘attitude-social influence-external barriers’
model (97%) compared with the ‘self-regulation’ model (88%).

Synthesis findings

The synthesis generated three descriptive themes (with 38
subthemes (Table 2)) related to reasons or potential reasons for:

(1) Attending SM and PR programmes and reasons for continuing
and completing PR,

(2) Not attending SM and PR programmes and

(3) Dropping out of SM and PR programmes.

Twenty-nine subthemes were mapped onto both theoretical
models; four subthemes were not mapped onto the adapted
model and five were not mapped to the ‘self-regulation’ model
either owing to limited primary data or lack of correspondence to
model constructs. In some cases, subthemes were mapped onto
more than one theoretical construct within the same model
(Table 3). In addition, overlap between different model constructs
was observed (Table 3); for instance, the same subthemes that
were mapped onto the ‘attitude’ construct of the adapted
‘attitude-social influence-external barriers’ model were also
mapped onto the ‘intervention representations’ construct of the
‘self-regulation” model.

The mapping revealed four key behavioural constructs that
formed our analytical themes and explained the three descriptive
themes of participation (attendance, non-attendance and dropout) in
COPD SM support. In the adapted ‘attitude—social influence-external
barriers’ model, patient socio-demographics or perception of clinical
symptoms contributed to the formation of beliefs about participation
in COPD support programmes, and these beliefs were captured by
the ‘attitude’ and ‘social influences’ construct of the model. While in
the ‘self-regulation’ model, the perceived health threat (COPD) along
with the personal illness experience and the medical and social
communication led to the formation of perceptions about the illness
and the intervention (COPD support programmes) which led to
participation; these perceptions were captured by the ‘illness
representations’ and ‘intervention representations’ constructs of the
model. These findings went beyond the findings of the included
primary studies. The analytical themes are described below. Figure 3
illustrates the behavioural factors that can affect participation
behaviour.

Attitude

The attitude of attenders was that COPD support programmes
could help improve their health and condition. Many participants
wanted to help themselves®***' and wanted to learn about their
condition.”® Some participants wanted to gain control of their
condition3*3%3% A few wanted to cope with the illness and
remain independent.®3° Besides perceived health benefits, social
benefits were important too.'>** Some participants saw COPD
support programmes'?3* as a reason to get out of the house, to
socialise and meet others with the same illness. Two interviewees
reported attending the SM programme for altruistic reasons.'?

In the studies by Arnold et al>* and Guo and Bruce,*' the
findings were sub-divided into reasons for ‘attending’ or
‘continuing and completing’ PR (Table 2); a key reason given for
continuing and completing PR was social benefits and health
benefits including those that were seen immediately following
application of skills learnt in PR. Only Fischer et al>> compared
reasons for attending PR in brand new referrals and those who
had previously attended the programme. Among the previous

12,34-36
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The adapted Attitude Social-influences-External barriers model

Distal determinants
Demographics — educational level
Clinical — peak flow score, asthma symptoms and previous admissions

v

Proximal socio cognitive determinants
Attitude — personal and general benefits from participating
Social influences
External or structural barriers

v

Intention to participate

The Self-Regulation model

Tailored intervention
Cardiac rehabilitation and
Coronary heart disease

representations

Background influences

Age and gender (personal)
Personal illness experiences
Medical and social communication
Ethno-cultural context

Representations
Treatment: Cardiac
rehabilitation
(purpose and benefits)

Acute health
threats [

Coping procedure
Cardiac rehabilitation
utilisation

Appraisal
Secondary
prevention of
iliness

— —

llness representations:
disease identity, timeline,
cause, controllability and
consequences

Figure 1. The ‘best fit’ theoretical models. The adapted ‘attitude-social influence-external barriers' model. Lemaigre et al.'® reported using

the ‘attitude-social influence-self-efficacy’ model by de Vries et al. to explain intention to participate in an asthma self-management
programme. The constructs as measured by Lemaigre were as follows: attitude including personal and general benefits of the asthma
programme. Social influence including social norms to take care of their asthma and motivation to comply with these. Self-efficacy (external
barriers) including beliefs about barriers to participate. It should be noted that the definitions of these constructs vary slightly from those used
in the original de Vries model (see Supplementary Appendix 2 for further details), particularly that of self-efficacy, which focuses primarily on
external barriers and hence is labelled as such here. The figure above illustrates the distal, proximal socio-cognitive and external constructs of
the adapted model that explained intention to participate in an asthma self-management programme in the study by Lemaigre et al.'® The
descriptive themes and subthemes were ‘mapped’ onto the adapted model’s theoretical constructs. The ‘self-regulation’ model. Keib et al.?'
used the ‘self-regulation model’ by Leventhal et al. and the ‘necessity-concerns framework’ by Horne to explain participation in cardiac
rehabilitation among patients with coronary heart disease. The self-regulation model explains the effort an individual makes, in response to a
health threat, to protect and maintain health and to avoid and control iliness based on representations of the illness. The threats (physical and
psychological indicators) that disrupt physical and cognitive function as a result of the illness make contributions to the iliness representation.
Leventhal et al. in the 1990s stated the five domains of ‘iliness representations”: 'disease identity' is the perceived symptom experienced as a
result of an illness and the symptoms associated with the illness. Timeline' is the perceived expected duration of illness (acute and chronic) or
expected age of onset of iliness. 'Consequences' is the perceived severity and impact on life functions as a result of the illness. Cause could be
perceived as internal (e.g., genes) or external (e.g., infection). Control/cure is whether the illness is perceived as ‘preventable; ‘curable’ or
‘controllable’ These illness representations can lead an individual to generate goals, and to develop and carry out action plans (referred to as
coping procedures), which are subsequently evaluated in relation to whether the threat has been eliminated or controlled and influence
subsequent representations of the illness and behaviour and hence self-regulation. Horne within the ‘necessity-concerns framework'’ stated that
'necessity' beliefs are perceived personal needs for the treatment and 'concerns' beliefs are perceived concerns of the treatment, both of which
influence treatment adherence. The figure above illustrates the illness and treatment representations that explained participation in cardiac
rehabilitation in the study by Keib et al?' The descriptive themes and subthemes were ‘mapped’ onto the above-mentioned theoretical
constructs. Supplementary Appendix 1 describes how Keib used the model to explain participation.

attendees, positive past experience of PR, particularly staff
supervision and support, influenced attendance. A few patients
in the study by Bulley®® had a negative PR experience; however,
this did not stop them from having a positive attitude to attending
PR again.

In contrast, the attitude among non-attenders was that PR was
not beneficial, particularly that the exercise component would not

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited

improve health or could not improve health."%4° Several
participants in Taylor's study®® were more interested in research
testing new drug treatments and not exercise. Some participants
in the same study chose not to attend PR because they perceived
the exercise negatively, such as too vigorous, strenuous and
detrimental to their health. The majority of participants in the
study by Guo*' believed that exercise would make them become
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Figure 2. PRISMA flowchart.®'

breathless. Furthermore, among some interviewees, personal
negative experience with exercise in the past such as embarrass-
ment, panic, lack of control and negative research experience led
to negative attitudes and were other reasons suggested for PR
non-attendance.?®3°

With regard to dropout, some participants''’ dropped out
because they did not perceive any health improvements after
attending between one and four PR sessions, and therefore they
had the attitude that PR was not beneficial. Failing to notice any
improvements in health halfway through the programme was also
suggested as a potential dropout reason in the study by Fischer
et al.® (Table 2). Other potential dropout reasons suggested in the
study by Fischer et al.>> were as follows: inability to keep up with
the intensity of the programme and feeling uncomfortable while
training with other participants. In two other studies''* a few
participants dropped out because they were too tired to complete
the programme or did not believe that they could continue with
the exercises despite being told what to expect.

Social influences

Non-attendance in PR was influenced by a lack of positive
feedback or a lack of explanation given on the benefits of the
programme. Several participants decided not to attend PR
because their friends or family either had not found or they
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did not think PR would be useful.3® Another trusted source,
health professionals, being unable to explain or advise partici-
pants about the benefits of PR or not giving any information on
what the programme might entail was associated with non-
attendance.'"3%3540

Conversely, the majority of attenders attended PR
because their doctor was enthusiastic about the referral and thus
they believed that the programme would be useful, they were
explained how the programme could benefit them or they simply
trusted the advice or suggestion to attend the programme. A
referral to PR was enough for some participants to attend PR3*°

34,35,37

Intervention representations

A positive perception/representation of COPD support pro-
grammes influenced attendance. Some participants perceived
that the SM programme would help them learn about SM.'? PR
was perceived as a positive step to help oneself; participants
believed that attending PR would help them gain control of their
condition.347353 A few participants saw PR as their only hope of
coping with the disease and remaining independent3%3°
Perceived benefits from PR attendance in the past also influenced
attendance,® and for a few participants the negative experience
did not deter them from wanting to attend PR again.3® In addition,
almost all attenders in the study by Fischer et al.>® perceived PR as

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited



np)

Patient participation behaviour in studies of COPD support programmes

R Sohanpal et al

Ki0ay) |eanoineyaq Aq

ON ON ON ON ON ON ON ON ON OoN pauuldispun Apnis Atewid
SOWdW [BUOIIRAIDSCO auoyda|al
SMIIAISUI (1ouoddns e pue auoyds|el saj0u Aq pue ace) 0}
|enpIAIpul pue SM3IAIDIUI  9ABY O) PIMO|[E JoM Aqg pue 2dej 0} 2de) SMIIAIDIUI  P[3Y pUB SMaIAIDIUI 208} ‘SMaIAIDIUI SMOIAIDIUI SMBIAIDIUI
sdnoib snd>o4 |eNPIAIPU|  S[ENPIAIPUI) SMBIAIDIU| ‘SM3IAJ]UI [enpIAIpU| |lenplaipu| ‘suoieAIasqo dnoub snd>o4 |enpiAlpu| |enpiAlpu| |enpiAlpu| uo1193]|02 elep jo adA|
14 9l [4) 8l ol S S 6€ [4) 0T a|dwes
Apnis 1abae|
J10J 9SIDIXD (Apn1s spoyiaw-paxiw
OoN SIA ON OoN buidodg OoN ON SIA ON ON e jo ued Apnis ay1 sep\
juswiean]
919]dwod jou
PIp 1NQ pa.iiajol diam 1uswabeuew
oym syuaned pue su
JuswWieas 39jdwod pue Q40D jo uonedidiyed
10U pIp 40 pars|dwod soduaLRdxa bunoaye
oym sjuaned snoinaid s1010e)
Bbuowe (puane 0} uoneal apnpul ya1ym swuwesboid
2ouepuane awwesboid 0} ssaubul|im ay1) uona|dwod-uou ul "4d ul ‘swweiboid  yd e jo Apnis dd ul
Hd 01 painquie WS adOD Aujigeidadnde pue (Y4 pue sduepualie-uou yum Hunedpiied dd e ul yed ydJeasal oy nodoip pue
sybnoyy pue e ul 9duepusne  pusine o) syusned Jo  pajeosse saduSLAAXD noqe bupjey Joye ur uonedpdiied uonedpiyed SISOYIUAS Y3 10y
souaadxa Jood pue Apeded Jo Ajige ayy) |enpIAIpUI JOJ SUOSeas SMIIA JO dd ul uonedpiyed pue a10j9q -uou Bunoipaid dURIBYpE  $3IPNIS PAPN|DUIl Y} WO}
syl ybiy 1oy suoseay Aujiqisesy buuojdxg  9|qissod jo uonesoldxg  uoneso|dx3y Jo sebusjeydy  suoneadxy 10} suoseay $1010e4 Yd JO dduauadx3 patojdxs sem Buimol|os sy
‘uonuaAIUL
9y ul ued axey
0} paulppsp
(dwwesboid
dd paseq
;9duepusne -dnoib yeam-f
dd oAy EYIE] :uonuaAIRUI) 2dualaype
ysliqeiss nq |enasel swuweiboid Y4  abesped aled uoneyljiqeyal 2dusnyul
0} salbajens Buimojjoy e ul ped Bupjey  SjeIpawISIUL ul 1nodoip Aew jeyy
pue sislieq Yd ul J9)je pue  paj-asinu e Jo Bundipaid  s1dadse ayy ol
Anuapi 01 'si01n] Ae| pue :ad0oD yum aidoad  aduepusne 910J9q S399M g  |el] Pa[|oiuod (s19110Eq s1ybisur awos
pue sduepuane gdod yum syusned swuweiboid yd 10§ Yd Jo uonsjdwod mnogqe suoneadxs pasiwopuel onoeud pue uieb 0) Y4 pusne
Hd 01 painquine wouy swwelboid paseq-AlUNWWOD B Ul 0] SISLLEQ BY) dJe JBYA\  SMIIA J1I9Y)L Hd Jo pue e uj ped s|eob ‘sjoI9q 01 palAuUl UdIQ
syybnoyy pue WS 2y1pads-qdoD siuaned qdoD Buowe :dd0OD yum aquUISIP  9JoJ issaussa|ylealq  Buipueisispun 300] oym juswiessy pey oym sjuaned
EERIEETME] e 0} uonedpiued  yd ul uonedniied o1 9jdoad 1oy Yd Jo eidn s|enpiAlpul 01 puodsau ajdoad s1uaned sjuedpiued syuaned jo ajol) JO saduaLRdXa suonsanb
9Y) pueisIdpUN  JOj suoseas aio|dx]  S9|DRISQO DY) $SASSY O3 SALLIe] Syl dJe Jeym op MoH MOY pueisispun 210|dx3 Aym a1ojdx3  si01de) 2l0|dx3 a10|dx3  ydieasal/Apnis sy Jo wiy
uemie] An AN eljelysny n n AN AN spuepsyiaN ayL AN Anunod
dd WS dd dd Hd dd dd dd dd Hd uonusAIRu|
\p22N4g pub 0Ny .. .0 b 12 [pdUPYOS oy 10 32 2100/ LD 30 bunpay  [p 32 A3)ng , uosulbbIH pup sjpsAo oglldd g D 12 J0jAD) 1D 12 Jausly eI 12 pjouty Apnis
(0L =u) salpnis papnjaul Jo soisuL1deIRYD  °L 3|qe]l

npj Primary Care Respiratory Medicine (2015) 15054

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited



R Sohanpal et al

in studies of COPD support programmes

our

icipation behavi

t part

ien

Pat

np)

‘Juswabeuew-J|as ‘NS ‘uone:

‘710z Ul paysiignd sem podai £a16 siy) *(600¢) 3odas 216 e se malaal ay3 ul papnjpul sem Apnis ay],
qeyas Areuownd ‘Y4 ‘aseasip Areuownd dA1ONIISCO dIUOIYD ‘GdOD ‘Dwwelboid s|iys |esiesdde [ed11d dSyD suoneindiqqy

(8T 40 1N0) 2402S 1SIPP3YD

LT LT LT 8C a4 174 Lz 174 14 [44 Ajenb 4sv> payipow
‘spuewsap Bunadwo) (g)
uoddns [e1dos Jo e (1)
1yauaq pandiad oN (g)
anbuey () "(%9'52)
swuweiboid jo Buwiy (1) {6€/01L = U}
S9WIBY) JOUI snjels yjjesy Jo
1500— uondadiad (9)
Ajjiqow s00d— (%T'87)
uodsuei) Jo yoe|— {tlL=u}
219y1 Bumso (g) (s)@duauadxa
'‘Ad0D JO uoneqiadexa— aAnebau
‘Buiwn— |es1paw Jayjo— ised ()
uaned moj|} ured— "(%8°0€)
pacuauadxe Jo ajoi— |l@mun buleg (1) {6€/zL =u}
21U :sowiaYy) Jofew Apnmis
Hd JO uone’o|— 919|dwod J0u pIQ yoJeasas syl Jo
saduejulenboe jo swwelboid jo Buiwi] () Buipueisispun
SuUOIEPURWIWOdAI— anbne4 (g) aAnebau "4d 01 @duaIBYype
s|leuoissajoud aby (2) 10 100 (t) nodoip  Jo IdusuRdX] (€)
JOo MaIA—  spuewap Bupadwo)d (1) '(%5°8€) J0J SUOSEdS  "UOIIBAIIOW pue
Aianoe 1S9WIAY) Joulw {6€/5L=U} pajedpnue— oddns |epos—
dnoub jo Aujigenns— ‘[ea1paw Jaylo— spuewsp Jo swuwelboid yd e Jauondeld
‘wisiniyle—  Bupjows jo ewbns— adoo— sjuswiwwod  ul uonedpiyed |esipasw Bulsel
Buisijernos— dd asnuoud |IeMmun buiag (€) Bunadwo) (g) noge 3yl Jo dudNUI
S noqe 03 ssaubuljjimun— ‘ybnous ((%£°8Y) SUIdUOd— annebau—
uies| 01 palueM— Y4 INOQe uollewlojul Buispiaxa Apeasje— {6€/61 = U} swweiboid 4d 01
duepusne 4O uonejuasaid— 2dUIYIP  "Hd 01 anjeA yauaq Jo Yd @Yl  9dualdype-uou
ybiy Joy suoseay (z) adoD 10} 3sIDI9XD Aue ayew jou |IM—  Bunnquny Auanas  uondadidd (z) ul uonedpiued jo sdusuadx] (7)
'ss920y pue ‘suonebijqo Jsyjo— jo uondansad—  1ysuaq paaldsad oN (7) (€) 40 1dadu0) (56) (%L°8Y) JO syyauaq ‘djpy-jlos—
ssaulpeay (g) suonewi| adod 1500— *951219%d uauwamodwy {6€/61 = U} paledpnue— Jauonnderd
'syinsa. 3|qibue |ed16ojoydAsd 1oy Yd Jo uondadiad— Ajjigqow Jjood— 4O 1821y} (¥6) ssepd Hd |esipaw
?1eIpaww| /1eaisAyd— Aujiqerdandy (g) uodsuely jo yoe|— bBunenjeas (7) syauag (¢)  diysepeswod  uoneyjigeyal inoge spalRg (z)  Buuusyal ayy jo uons|dwod Jo/pue
BuinIRd (2) ybnous |1 you— “Ajiqisuodsai Jaied— 2193 Bumao (1) "Yd Buipuane sabuajieyd (g) (€) Areuownd ouanyur aanisod uonediiyied uo saipnys
‘92UIpPYUOd duepuse S9111pIgIoW-00— SOWRY)Y  JO S1yLusq uoneyljiqeyal Jea4 (7) jo uonedo| pue 0] [el9)ai :Yd O ddualsype Arewud wouy sawayigns
Buip|ing (1) 4ood 1oy suoseay (1) 1sea4 (1) Jofew pusine jou pig pansaq (1) Kreuownd (1) wisI2I01S (1) 0} [9AeI] (1) JOj suoseay (1) Jo 2dusuadx3 (1) pue sawsy) Juabiawg
\y2204g pup ong ..o b 12 [pAUDLOS o 1D 32 2100 LD 12 bunpay o 12 A3Ing , uosulbbiy pup sjasAD ogUldd gD 13 J0jAD ) 1D 32 424si4 Le1D 32 pjouty Apnis
(panunuod) °L 3qe]

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited

npj Primary Care Respiratory Medicine (2015) 15054



np)

Patient participation behaviour in studies of COPD support programmes

R Sohanpal et al

| -uoisuad e uo a1,nok usaym

aAIsuadxa A1aA siey] a1ay) ob nok swn
K1ana x$ s ‘Bupjied s1 yum wsjqoid

e 9ABY Op | SBuIY) Jay10 3Y1 Jo duo ‘Yo,

¢gu25IN0D JO ‘Aeme

WwIay) puas euuem j,uop nok ing 11 pasn
9ABY PINOd NOA SWI} UBSW dY) Ul dJIyMm
‘Sulydew ssauly e uo Hunis ‘ulwi L Jo
G 1oy Buuaneyd a1,4sy1 usym aduesinu
© 3q U }| "9SIN0D JO ‘I0j JUesW s
1eYM 10U sjey] 1anaq 136 0} jo peaisul
uny 3y} Joj 31941 A|UO e SWOS ‘||,

seu W

Aw Bunsem aq pjnom | ‘@duaiayip

ou |99} Jued | pue swweiboid

ay1 ybnouayl Aemyjey w,| usym ing -||91
1,Ued NOA SHY99M 93IY) Ja)Je ‘uesw |
juswanoidwi Aue 110U L,UPIp | JI 4007,
opud1942 Bulop

9q 03 bulob | we jeym os a3y eyl

op ,ued | ‘siy} op Jued | ‘PoD Yyo—siels
dn >jjem win-a%1| 3|qno.1 ey Aayy 4 pue
123dxa 031 1eym Mmouy| Juop A3y ‘1adxs
0] 1eym pjo1 a4,Aay1 ybnoyy uana*,

peadUSWSBRINOOUD

Jo ysnd e Jo g e aw aAIb

0} 3U0-0U S| 3I8Y} uMmo Aw uo buisq,
LendIOWAue Sdeq

Buiwod Jsyloq juom Aay) pauaddey
sey Buiyiou asnedaq puy ybiu Jano
Sppeliw e 1d3dxa Ajjeas Aay) pue aduo
1sn[ [4d] ul Buiwod ajdoad 196 nop,

L uInjuted s
95JN0D JO pue ‘Buoq Uo auoq 106 aAnoKk
SI111Yy1Ie031S0 106 9ANOK UBYM (|9,

g1 1»ARUINOf dwosuaping (87)

censiuedidiued
J3yjo yum Buiured) (£2)

<£,U23s syuawanoidwi oN (97)

opeg 1oPWiwelboud
ays Jo Ausuaiu| (52)

cepeL 1,9OUBPYUOD
9dNpal ued uone|os! [eoS (47)

61, 5UOISS3S
M3j/3uo Buipusne Jsye
sniels yieay ui abueyd oN (£27)

1yze' | SUORIPUOD
13410/d0D JO uoneqiadexs
ande ue Buudyns (zz7)

L.»ANOY Ue jey 1noge aw saxel 1ey ‘py
X O} UMOp Aem 3y} |[e Y[em O} dAeY | pue
Jed Ou dAeY | 3sNEDAC 1l Aew ued isn( |,

pedueLIOdWI

aJow sem jey) pue Kepijoy uo Guiob
219Mm am ybnoay) swed sajep ay) usym,
ggu@I0W OU 3131 e Hulob ule |,
‘ples ay ,‘oN, ", Puop A3y} ||e saeyl, ‘ples
3y ,'yeap, wybnoys | aw djay Lupip 1ey
oS ,’ysiqana bunyjjer Aep ayi jey Joy aiayy
Bumis sam usay|, ples ay ,'awil Jo 31sep,,
‘pies 8y ,’2191 UMOpP SeMm | dwil JO
915eM B S)1 ‘Y, pIes 3y puy ‘Aep Jayio ayy
wiy o3 pies | puy ‘buiyieaiq peq K1an 106
S9H 's1y1 106 s,1eyy puauy e 106 aa| 995,
se2low

op’**0} d|qe 3q p,| 19119 dYieaiq 01
9|qe sem | JI ‘ahy’ "1sdU0y aq 01 dyiealiq
0} Bulob a1,noA swn 1se| ay) aq 03 buiob
s,11 1eY1 yuiyl noA  diued op nok yuiya |,

ggwdwresboud

61d eauinb e a1 jueaw | 1eYyM Mmous| Nok
op ‘sswwelboid 3591 593 JO duUO Aes

| ued 1eym ‘yo e sem 1 ybnoyy isnf |,
gewNOK djay Aew eyy reyy A

‘21e am 213y ‘|[9M,, Aes ued nok Buiyiswos
9q 1shw 219y} pue |[9) oA pue el nok
pue Jnoy ue jey 1oy 219yl UMOp s nok
puy ;yeak ‘buiyy Apnis siyl uo nok aas
01 $906 suosawos Ji si bulyy ayy ueaw |,

L4919 196

0] dABY P|NOM UOILIdXS U0 Buiyreaiq AW,
ops©OP 01 30U dW dpew

1eym £||e3J S3eY] OS 3SIDI9XD 3] ISNW 1l Yo
ybnoyy | Buiyio)d 9soo| pue siauiesy bunq
pies 11 pue 4a119] 3y 106 | uaym pue*,

Ob'8E'LE'SEL _.ﬁ>wr_._ JO.ﬁ
awosuaping (S1)

gersepeL g PUBUSP
Bunadwod pue
SJUSWIIWWOD Jold (1)

6c'8e:qS12YI0 Aq

paiead pue aduaLadxd
woJ) swwesboid

9U1 JO M3IA dAIRBAN (£1)

gewweiboud

dd Y3 Jo Apnis yoieasas
jo Buipueisispun
J0pe7 (T1)

Lvop'ge‘t 1gAPNIS YdIeasal
J0 dwweiboid ayy ul
uonedpiyed 03 yyauaq
paneiad Jo e (L1L)

LY'8E'LE'SEPE'L _.ﬁmq.zvmum
yaeay yo uondadsad (01)

Z\otwmr_u_mmf_
USSIOM PJNOM
9S1D19Xd PAAIDDIR (6)

e 2WI [B120S JO 3q e se
1 9SN pIp | 0S Spualy Auew dAeYy ,Uop |,
seMOW} Nok BuiyiAue op 1o a1aymAue
06 01 paua1ybuy sw jew 1,ussop

1] 3sed 5,31 1sed s3I 92UO ‘11 UO ||PMP 1,Uop
| InqQ° "o 31p 01 bulob sem | ybnoyy |,
<eNOK Buiydlem

aJe o|doad asayy ||y "w1sAs pajesbajul
2UO 5| *9dI1U s3ey} puy ;3sidessayy yoaads
SY) 935 19119 p,NOA, Aes Ajusppns Asyy
uay) puy ‘Asnqg a1,nok uaym pasiasadns
Buraq a4,noA si buiyy poob ayy ‘935,

e QWNJOA [BuUnN|] 210w dwos noK 196
01 S| UONUSIUI Y1 INg "NOA 3INd LUed I,
:DW p|o} Os|e A3y "wie S,40100p dY) sem
1ey] puy "U3Y1 }D0|q SUO Y|em O} d|ge aq
sdeyiad *** -swwelboid uoneyjiqeyas
e ul bunedpiued Ja)ye sallANDE SWOS
uo 3e) 0} dqe dI9M oym syuaned us9s
pey ay 1eyy “** :pies isijeads bun| ayy,

sexSdIdY

[4d] J1 99s pue A1 Ajuo ued | Inq ‘sapeliw
9q 01 buiob jJou 5,11 Mouy | *duspuadapul
2Jow 11q 99M e )sn[***19119q ayleaiq

0} 491197 MUq € ¥|em 01 3|qe aq o0} adoy |,

geu’ UL OAID

10U ||| pue ‘Buirow jjesAw dasy 01 A1y |,
sendUEIY

INOA UO Y10M 0] JuUBM NOA OP JO SUOBWIOS
Yam 334402 jo dnd e qeib 03 Juem

noA oQ *sad10yd ayew 01 aAeY oA sbuiyy
asoy1 dn aAIb 01 aAeY NOK JI UDAT,

e ¥RYL BuDjEl ‘SIy) Bupjey
1sn( jo peajsul aanisod Buiyiawos op pue
Jl9sAw djay 01 Anunuoddo ayy sw BulAlb,

4951[e1205 0] (£)

serceeSiuRdIDILIRD JBYL0

pue yeis woiy uoddns jeuonows
pue |eros—yd Jo aduauadxa
aAnebau pue aanIsod snoinaid (9)

O.\mmﬁm‘mmfm‘m_m\_‘_Wupw\_
10} uoneue|dxa yim—sjeuolssajoid
aled-yyeay Aq sjenasey ()

scrogudpURdapUl
utewsal pue adod 0} adueYd 15e7 (1)

se'0geUORIPUOD 31 JO [013U0D uleD (g)

sgeSPUBWIBP pue
sjuswwwod Joud isutebe LQuoud
e sem yyeay ui Juawanoidwly (7)

LrovgeseveeS 13 UHERY
anoidwi 01 saaeswiayl djpy oy (1)
6= ‘sawwpiboid Y4 jo saipnis

uonpionb jupdipg

sawiayigns yum
1no buiddoup oy suospal :Dway |

uonpjonb jupdiiivg

sawayiqns yum buipuanp
10U J0J SUOSDaJ W[

uonpionb jupdpipg

sawiayiqns
yam buipuaip 10j sUOSDal WY ]

awayigns yoea Buipiodal saduI9Rl pue suoieionb yum pajessn||i SSWAYIGNS YIM SaWdY3} SAIRALIDSIP JuabIaWa JO IS

‘T ?lqel

npj Primary Care Respiratory Medicine (2015) 15054

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited



R Sohanpal et al

in studies of COPD support programmes

our

icipation behavi

t part

ien

Pat

np)

‘swwelbold Yd oY1 Bunajdwod pue Buinunuod 1o suoseay,
swwelboid yd 2y jo no Buiddoup ul 3nsal pjnod 1eyy suoseas [enuarod sspnpul,
-dwweiboid ¥d ay3 pusne o3 buiuem jou oy suoseal [enudiod sapnpuy,

‘swuweiboid Yd ay3 puane o1 b

uem Joj suoseal [enualod sapnpdul,

‘Juswabeuew-4as ‘NS ‘uoneljiqeyal Areuownd ‘Yq :suoneiriqqy

WYY

10U W,| OS J3yIeaiq e BuiAey INOYIM
192115 3y} UMop pue dn jem uaAd
1,up|nod djdoad asay)*dW uey) asiom
2Je [951n0> 3y} 1e] 212y} djdoad ay) sod,
‘[9s4n0> 3y 1€] 319y Buojaq 1,uop | ou
pazijeas | ulwi G| 03 QL Jaye Ajediseq -,

" r9|doad

40 10| B yum ul bumab a1 juop
|""'noAk aney 1eym pue pajeyibe pue
passaidap 1q e 196 01 pua) | Ssnedsq
yonw 00} ybnoayy us ol [luem] Lupip |,

a10nb yum payijdwsxs 10N
ops’"BUIOD paddoss | os

J3Y 9AB3| L,UP|NOD |***UMO J3y uo 3dod
1,Up|NOd dYs pue Iseasip s,uosunjied
106 saym ayy - bulob payels | os,

L1952 213ymAue
Uey) SWOoY 1B 2INJdS dIoW Ydnw [99) |,

ybnous ||i 10N (8€)

suoneywi| [ea160j0ydAsd (£€)

oy PWwesboud jo Buiwiy (1g)

oy SPUBRWRP Bunadwod (0€)

e, 1,OWOY 1B 3IN3S [994 (67)

Lsue asay) yum Apadoud yoeas ued

| J19sAw (J1ey) 31 ysem jued | ‘suop Jiey Aw
196 | uayy ‘a1ay Jay Aed am pue (dwoy)
219y S9WO0D JassaIp Jiey oy} ‘Aep Buissaip
Jtey Aw si bululow Aepsaupapn™,
LAl_YD[@9yM a1 ul sdeq aw

sbulig 9Yys sawoy aWod dM UIYm pue Jed
9y ul 196 | pue Jleyd@aym ay1 ul umop
Sw saxe) ays ‘Dw aye1 01 dn sawod ays
uaym puaiy A3 1dwalie Luop | uayy
pue ybnoayy Aemyjey yiealq oy bunyby
w,| 3w} JaYloue pue 3 jew ued | Aep
Poob e dARY | JI SSWIIDWOS puR***I9UI0D
SIY) Ul DAI| | SBM UOSeaJ ulew ayl ||,

ajonb yum payidwaxs 10N
10nb yum payidwaxs 10N

noA djay jou Aew 1o Kew siy3,
a10onb yum payidwaxs 10N

pen

aj0onb yum payidwaxs 10N

seuNOA

Joj op ued am Bulylou si9y) ‘a19y
3peq BuIWOD JaY10q J,Upadu nok ‘]9

, ‘ples ays pue [1sijeads ayi] 03} JusMm |,

. "Buissesiequia 0s Jou s31°* Juswedipaid
awes ay} ul ase eyl sjdoad Jay1o 198w
pue 1no 136 031 3|qe aq 01 1sn( pue AjjenuiiA
£/¥T 1| SI00p Ul }oNis a1,n0k usaym

S0D, [[9M SE 11 JO 3PIS [BID0S Y] WOy ",

JApusssyip

op pjnod | buiyihue sem aiayy

J1 paispuom | ybnouy | pue sisjeyul ayy
106 aA,| ybnoyyje yonw Bulop 9q 01 wa9s
1,Uop $10300p 3y} ||9M ybnoyy |***Buiob
sem | Aem ayy 1| J,UpIp | asnedxsq,

spuewsap pue
SIUSWIIWIWOD JoLd (9€)

. "PIp Alqeqoud 31 yjuiyy | pue

‘a|doad Jayio djay ued 31 Ji paisalalul

w,| asned>aqob p,| pres |'*1ybu

suonenwi| [ea1sAyd (S€) I1e w,| ‘yashw uy Ajjeas ‘djay o1 pau |,

Apsow awwesboid

or'LLg
ayp jo Buiwiy (17)
1 PIo 0oL (07)
OY'SEVE’L P‘QCO_HMCN_QXW

1noyum—sjeuolssajoid
yeay Aq sjeussay (61)
gei9Yleam |euoseas (81)

EwmﬁmEEEmoi

9y) Jo uonedo (£1)
mnwmﬁmEEm‘_mOE

JO uoned0| Y}

ul Jjels a1ed-yyeay yum
aduaadxXa aAebaN (91)

Lyl [BM
awes a3 bupjjem ale Aay) asnedaq

‘pueisispun oym 3jdoad yum ase nop,

SSaU[|l dWES Y} YIM SI3Y3I0 199w
0} Bunuem pue bBulisi|edos (y€)

Juswsbeuew
-§|9s IN0Oge uled| 0} paruep (£€)

wsiny ()
211 = U ‘dwwpiboid WS jo Apms

I\WM,QM.UtOQQJw
199d pue syysusq [euosiad (8)

uonpbonb jupdilpd

sawayiqns yum
1no buiddolp 1oy suospal :away|

uonpjonb jupdidinipg

sawayigns yum buipuanp

10U 10j SUOSDaJ WAL | uonpionb JupdidILIDY

sawayiqns
yum Bulpua)Ip 10§ SUOSDaI DAY

(panunuod)  °z aqel

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited

npj Primary Care Respiratory Medicine (2015) 15054



np)

Patient participation behaviour in studies of COPD support programmes

R Sohanpal et al

6 9OWOY Je 8IN08S [894 "67

5:o0WwwWelboud Jo uoneoo)
Ul Jje)s aled yjleay ypum sousiiadxa annebap "9|

} '©90UaPIJUOD 82Npal UBD UOIJE(0S! [B100S 12

;ewwelbold ¥d
10 Apnys yoeasal Jo Buipueisiapun jo yoeq “ZL

sawayjiqns paddewun

NOILNIAYILNI Dy
NI 31VdIJILdVd OL NOILNILNI

awuwelboud jo Bujwi] Le
spuewap bunadwo) 0¢
sAauinol swosusping gz

spuewap pue SJUSWHIILWOI I0Ld ‘9E

»Ansow swweiboud jo Buiwi] "Lz

J8y)eam [euosess ‘gl

awweJsboud ay} Jo uoneso /L

Asuinol swosusaping ‘G|

spuewsap Bunedwod pue sjuswWHWWOD Jold 17|

eSPUBWASP pue SjusW}WwWod Jod
jsuiebe Ajuond e sem yyeay ui Juswanoldwy ‘g

SsJa1uIeq [BINJINAS 1O [BUIDIXT

e/u

Luoneue|dxa JnoyIm — sdOH Aq sjesiaey ‘6l
o qS18y10 Aq pajesio pue
aoualiadxa woly swwelboid jo mala aallebaN ‘¢l

euoneueldxa yum — sqOH Aq sjesssyey g

soouanjyul [e120S

SSweddiued Jayjo ypm buluiel] “/z

oU98s sjuswaroidwi ON ‘92

sowwelboud jo Ayisusiu| ‘Gz

Suo|SSos

M8J/aU0 Ja)je snjels yjlesay ul abueyd oN ‘€2

o qS48Uj0 Aq pejeslo pue sousadxe

wolj swwelboud jo mala annebap ‘gl

»Apn}s yoleasal

ul uonjedionied o} JyBuUa(q paAlgdad Jo ¥oeT ‘L L
y}[eay USSIOM P|NOM 8S[I19XS POAISISd ‘6

WS Jnoge uieg| o} pajue ‘€€
wsingly ‘ze
ssauj|l swes

ypum siayjo 398w o} bunuem pue buisieloos ‘te
pHoddns Jsad pue sjysusq [euosiad ‘g
as||e10os 0] /.

dd

J0 @oualladxa aAebau pue snoinald aAlISOd 9
juspuadapul urewal pue 8dod 0} 8oueyd ise i
2UOI}IPUOD JO [0JJUOD UleD) ¢

qeSNjels

yyeay anoidwi 0} seAjesway} dioy o] |

Buniedionsed wouy syyauaq
|esauab pue |euosiad — apniy
sjueUIWIR}OP

aAIubO9 0190s Jewixold

ybnous il JoN '8¢

suopewi| [eo1bojoydfsd 1€
SUORIPUOD JBY10/Ad0D

O uonequadexa anoe ue Bulleyns ‘zz

suonejwj [eo1shyd ‘G
,Shie}s yjieay jo uondaoliad "0}

qeSnie)s
yilesy anoidwi o) seAjesway) djoy o] |

swojldwAs aanoalqns — jesjul|n

e/u

plo 0o] "0¢

e/u

|8A8] |euoiieonps — solydesfowsq
sjueUIWLID}OP [e)SIqg -

jno Buiddoup 10} suoseay

Buipuaje jou 1oy suoseay

Bulpuajje 10} suoseay

SaWIdY)NS Y}M saway |

|epow siudliieq |eusaix3j-aduanjjul
[e100g-9pnimy pejdepy

S[opow |einolAeyaq yioqg ojuo sawsyigns jo buiddepy

'€ 9|qel

npj Primary Care Respiratory Medicine (2015) 15054

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited



‘INS ‘uoneljiqeyas Kreuownd ‘Y4 ‘moyy A1orelidxa yead ‘434 ‘s|qedijdde jou ‘yN ‘jeuoissajoid aied-yijeay ddH

'salpn1s Atewd ay) ul USAIB uonEWLIOUI JUSIDYJNSU],

YN ‘HWSJ [9POW 3Y3 UIYIM JON,

*awwelboud Y4 ayy Jo 1no Buiddoup ui 3nsas pjnod 1eyl suoseas |enualod sapnppul,
"dwiwesboid syy Bunsjdwod pue BuNURUOd 10y sUOSedY,
awwelbold Yq ay) puanie o) bunuem jou 1oy suoseal [enusiod sspnpul,

'92U0 uey) sjow paddew awayIgns,

‘swweiboid Yd ayi pusie o) Hunuem 1oy suoseas [enuslod sapnpul,
"BWIAYIGNS NS 01 PA1R[2I—IRWIOY DIje)l ‘SIWBYINS Hd O) Pa1e|I—Iuo) [eWION

.uEwEwmmr_mEum_ww

‘aseasip Areuow|nd aA13dONIISGO dIUOIYD ‘AdOD “ISIPPAYD SWoIdWAS eWIYISe ‘DSY SUOIIRIAIGYY

4P10 001 "0¢

sowweiboid jo uoneso
Ul JJejs a1eo yjjeay ynum sousiiadxe aAnebaN ‘9|

f:o2WOY J& 9IN03S [994 "67

jouwiwelbold Hd
Jo Apnys yoJeasal jo Buipuejsiapun jo ¥oe ‘gL

Jwsingly “gg

sawaylqns paddewun

R Sohanpal et al

sjuedonted Jayjo yum Buiutes] /g

oUoas syuswanoidwi oN "9z

gowwelboud ay) jo Aysuayu| ‘Gz

SUOISSaS

MdJ/2U0 Jayje sniejs yjeay ul abueyd oN ‘€z

o'qS4aul0 Aq pejeaio pue

ousiadxa woly swwelboud Jo maln aalebaN gl
oiqAPN}s yousessau 1o swwelboid

ur uonedionued o) Jyauaq paieolad Jo yoeT ||
yjleay USSIOM P|NOM SSI0I9XD POAISISd 6

SSsau||l swes ayj}
yum siayjo josw o} bunuem pue buisiieloos ‘g
q/IS Jnoge uies| o} pajueM “g¢

ntoa%w Jaad pue sjjeuaq |euoslad ‘g

as||eos o] /.

qdd

10 @oualladxa snoinald aaebau pue aAlIsod ‘9
&coucmgo_uc_ ulewsal pue 8dod 0} 8douUeyD }SET Y
-gUONIPUOD JO [0.JU0D UIED °E

qeSniels

yjieay anosdwi 0} — saAajesway) djpy o] |

NI NOILVdIOIL¥Vd ONILOIa3dd

:suonjejuasaidal UOIJUBAID)U|

avsividdv

t

NOILN3AYILNI

—dNOIAVHIEL ONIdOD

sjiyouaq pue asodind

qubnous jii joN 8¢

&cwucmamnc_ ulewal pue adod 0} 8dueyd 1se
qeSniels

suonejwil [eaibojoyofsd /& suonewil [eaIsAyd ‘ge yjieay anosdwi 0} — saAajesway) djpy o] | saouanbasuo)
DEchwQ@UE ulewsal pue 2dod 0} 8doueyd }Se
o‘qApnis yosessal Jo swweiboid qeUOIIPUOD JO [01U0D UBD "¢
ul uonedionued 0} JyBuaq paAlddIad Jo yoeT ‘|| Jusujesal]
q/N'S Inoqe u.iesj o] pajuem ‘€¢
geSnels Jeuos.iad
yjleay anoidwi o} — sanjesway) djgy o | Ajqejjonuon
e/u e/u e/u auljldwi]
Qcm:o:m 1l JON '8¢
suonIpuod J1ayo/adod HSNiE]s yjjeay Jo uondesiad 0L Auapi aseasig
10 uoneqJadexs a)noe ue BulvYNs zz :suoljeyiasaidaa ssauj|
suoneue|dxs Jnoyum — sdOH Aq sjelssjey ‘61 *
sowuwelboid sy} Jo uoneso /| qedd UOI}EOIUNWWOD |BID0S PUEB [EJIPSIA

590USPHUOD 80NPaJ UBD UONE|OS! [e100S g

0:qS4oulo Aq pajesio pue
aouaiadxa woly swwelboud Jo maln aallebaN ‘gl

10 9oualladxa aAlebau pue snoinald aAlIsod ‘9
guoneue(dxs Ym — sqOH Aq sjesssjey ‘g

aoualladxa ssau||l [euoslad
mwo:w:_k:_ punouibyoeg

jno Buiddoup 1o} suoseay

Buipuajne jou 1o} suoseay

Buipuaje 10} suoseay

jeaiy} ssau||

Sawayjqns Ypm sawiay |

I9POIN uonenbay-4as ayL

Patient participation behaviour in studies of COPD support programmes

panunuod  °g ajqel

npj

10

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited

npj Primary Care Respiratory Medicine (2015) 15054




ATTENDANCE

Wanted to improve
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Advice received/explained by
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be useful

Physical/practical barriers
were not concerns

Positive past experience and
despite negative experience
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BEHAVIOURAL
FACTORS

Perception of
illness/severity of
symptoms

Perception of
programme

Perception of
influence of others

Perceived
concerns related
to attendance

l

DROPOUT

Expected to see improvements
in health after only a few
sessions

Belief would get tired or would be
unable to keep up with intensity of
programme

No encouragement to stay with the
programme owing to living alone

Physical/practical barriers were

NON-
ATTENDANCE

Did not perceive severity of
symptoms

Belief programme could not or
would not be able to improve
health/condition/symptoms

Not advised/not explained that the

programme might be useful

Physical/practical barriers
were a concern

Negative past experience

11

concerns

Figure 3. Illustration of factors affecting patient participation in COPD support programmes.

a necessity if they wanted to see improvements in their health and
were not concerned about their conflicting obligations.

In contrast, the perceived negative effects of exercise/
PR''384941 and previous negative experience with exercise in
the past influenced non-attendance among several participants.333°
Non-attendance in COPD support programmes was also influ-
enced by participants’ perceived environmental concerns related
to attendance, such as a complex journey that involved using
more than one bus to get to the venue,*® unable to access a car or
public transport'" or difficulty in using public transport or parking,
particularly for people with restricted mobility, who were house-
bound/wheelchair bound or relied on gait aids;'"'%3>3”*® |ocation
(hospital) of the programme;*8*%*! seasonal weather;*® practical
issues such as personal/professional commitments,'123337:38:40
A few participants indicated that the PR was held too early in the
day, and this also affected attendance."’

Some patients dropped out of PR because they expected to see
health improvements after only a few sessions.'*” Some patients
dropped out because they felt too tired to complete the
programme; a few patients perceived that they would get
tired'" or they would be unable to continue with the exercises
despite being told what to expect.*® Similar to non-attenders,
dropouts were also concerned about issues of access,''3®
including the cost of relying on taxis or of parking, the programme
being held too early in the day and competing demands.""*® In
addition, not perceiving any benefits when one was halfway
through the programme, an intensive programme and being
uncomfortable while training with others in the group were cited
as potential dropout reasons.>

© 2015 Primary Care Respiratory Society UK/Macmillan Publishers Limited

lliness representations

The perceived increased severity of condition and its perceived
consequences such as effect on ability to cope/self-manage,
partake in social activities, be in control and remain independent
prompted attendance by several participants in COPD support
programmes.12'34’36'40'41

Among non-attenders, some participants felt that they were too
disabled to carry out any sort of activity either because of COPD or
other co-morbidities®>**° or to leave the house without
support;'? some felt that their health needed to improve to
enable them to attend;'"*' some perceived that improvements in
their health were no longer possible;*®**! some feared that their
existing condition/s was getting worse.'"*> Conversely, some
participants did not perceive their health or condition to be poor
or serious enough to warrant attendance.3*384°

The perceived severity of symptoms also influenced patient
dropout behaviour. Suffering an acute exacerbation of COPD or
other conditions often led participants to drop out of PR, as they
needed time to recover."*”*" A couple of participants dropped
out of the SM programme because of depression associated with
their condition.'? Conversely, a couple of participants in the latter
study dropped out because they did not perceive themselves to
be physically or psychologically affected by their condition.

DISCUSSION
Main findings
The thematic ‘framework’ synthesis with the use of health
behaviour theory helped in gaining an insight into the
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participation (attendance, non-attendance and dropout) beha-
viour of patients in COPD support programmes beyond the
previously reported socio-demographic and clinical factors. The
mapped subthemes vyielded higher-order constructs, whereby
participation was influenced by an individual's attitude and
perceived social influences, as well as intervention and illness
representations.

Attitudes of wanting to help themselves, the perceived
influence of health professionals that the programme might bring
health improvements, perceptions of the controllability of illness
and gaining independence and perceived positive benefits of the
COPD support programmes, including past experiences, influ-
enced attendance behaviour. Non-attendance was influenced by a
negative attitude that health improvements were no longer or
could not be possible, negative perceptions that exercise would
not benefit the condition, and past experiences such as perceived
physical/practical concerns related to attendance, a lack of
information about the programme from professionals, and the
negativity of professionals and family/friends towards the
programme. Dropout behaviour was influenced by unmet
expectations after attending only a few sessions of the
programme, perceived severity of symptoms and perceived
physical/practical concerns related to attendance.

Interpretation of findings in relation to previously published work

In agreement with studies that have utilised the ‘self-regulation
model’ to predict or explain patient participation in rehabilitation
among patients with chronic disease including COPD,'> 82021
attendance was associated with patients’ perceptions in self to
control, gain independence and cope with their condition, and
patients' perception of the COPD support programme was
perceived as necessary to help control and improve their
condition. The same was explained by patients having a positive
‘attitude’ towards the programme in this review and among other
studies that have used the adapted ‘attitude-social influence-
external barriers’ model'® and the theory of planned behaviour*?
to explain patient participation in the asthma SM programme'®
and cardiac rehabilitation.*> However, the lack of perceived
benefits from attending PR was reported among non-attenders
in this study, and it has been reported elsewhere for patients with
chronic disease in rehabilitation programmes.'>2'4243

In addition, we found that a positive past experience with
exercise influenced attendance and completion of PR and
negative experiences with exercise in the past influenced non-
attendance. Within a behavioural context, the benefits gained
from previous experience may have led to the formation of
positive beliefs about PR, and these beliefs contributed to the
appraisal of ‘attending’ PR as positive. The positive appraisal was
retrieved** after invitation to attend PR, which might have led to
attendance. Conversely, the reverse could have resulted in non-
attendance. However, for two participants in this study a past
negative experience of PR did not prevent them from wanting to
attend PR again. This has been explained by the participants
having a positive attitude towards the programme and a result of
having positive interactions with health-care professionals.>

A referral to PR, and in addition referral from enthusiastic
health-care professionals who gave advice, suggestions or
explanations on how the programme might benefit health or
their condition, influenced many patients to attend PR in this
review. In contrast, patients who did not remember the referral
and professionals who provided no explanation on how the
programme could help the patient or used words such as
‘intensive’ or ‘there’s nothing we can do for you’, or family and
friends who associated the programme as a ‘waste of time’, were
negative influences, and this led to patient non-attendance.
Patients with COPD have faith in their health professionals, and
studies'®*? have shown that rehabilitation attenders strongly
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believed that their doctor, family or friend wanted them to attend
rehabilitation. This suggests that to enable programme atten-
dance, professionals, family and friends should work together or
initiate a ‘dialogue’ with a patient, identify their needs* and
accordingly advise on programme benefits that other patients
might have experienced, such as social and psychological
benefits,** improvements in activities of daily living,*® self-
esteem and self-worth,*® and strength, balance and flexibility.*’
Recently, advice or individual counselling from trained health-care
professionals in primary care settings that include behaviour
change strategies, such as establishing objectives and writing
physical activity prescriptions, have been reported as most
effective in promoting, changing or increasing health
behaviours.***° Perhaps these strategies could also be applied
to improve attendance behaviour in COPD support programmes.
Advice about PR benefits through peer support has also been
recommended in studies to increase programme attendance.''*°
This latter form of support may particularly help improve PR
adherence among people who live alone and require encourage-
ment and confidence to continue their attendance, which was
found in this study.

Non-attendance and non-completion has previously been
explained in terms of the value ascribed to PR, minimal value or
low relative value in view of other more important values, burdens
and costs are reported among non-attenders and high relative
value among non-completers who may be more likely to consider
attending PR if other values or burdens could be addressed."
Behaviourally, we were able to explain this another way, whereby
some attenders perceived COPD support programmes as neces-
sary to attend, as they were clear on its benefit and were not
concerned about the practical/physical barriers related to
attendance. In contrast, some non-attenders were unclear or did
not believe in the benefits of exercise for their health, and non-
completers did not perceive health improvements after attending
one to four sessions (of a twice weekly, 6-12-week programme),**
and both non-attenders and non-completers perceived several
practical/physical concerns related to attendance. By assessing,
eliciting and understanding patient perceptions about COPD
support programmes, we might be able to identify patients who
could be targeted by behaviour change interventions aimed to
improve programme uptake'® such as changing or challenging
patients’ beliefs and misconceptions®>*° before programme
attendance® and having physical/practical resources®® in place
to enable participation—e.g., programme commissioners could
plan for payment of patient transport, thereby helping to reduce
the burden of travel and costs from the patient.** Home-based
services or PR have been suggested by studies'*® based on
patient preference for PR completion; however, this alternative
should not be aimed at patients with low motivation or low
interest,”’ which could be determined during patient assessment.

Some patients in this review dropped out of PR after a few
sessions because of unmet expectations in terms of health
improvements, which could be because they might not have been
told what to expect from PR:>2 however, the intensity of the
programme was another reason that led some patients to drop
out despite them being told what to expect from the programme
before attendance. This suggests that perhaps the PR staff could
follow-up patients after the end of the first few sessions to identify
any patient issues or concerns related to exercise/programme and
attendance.'® Here again negative beliefs might need targeting
using behaviour change interventions'®*® or more resources
might be needed—e.g., more staff for supervision of patients who
might be more disabled or in need of more attention.?* The
support offered by PR or structured exercise programme staff has
been deemed important for completion of the programme by
patients with chronic disease*® and older people.’ A recent
study®® to maintain adherence in a hospital-based smoking
cessation service evaluated a booklet that presented information
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about the effectiveness of the service (presented smoking
cessation rates of the service alongside those achieved nation-
wide) and asked participants to read and tick pre-defined
implementation intentions (or ‘if-then’ plans) and found that the
booklet improved adherence but not the intention implementa-
tion plans. The authors attributed this to patients’ high socio-
economic status and reading and ticking pre-designed ‘if-then’
statements rather than forming individualised plans that are
associated with behaviour change. COPD is a disease mostly
associated with people belonging to low socio-economic status®*
and thesy are widely reported to have poor literacy and health
literacy.> As a result, trained staff working with patients in
partnership to develop understanding of benefits and develop
tailored ‘if-then” implementation plans before programme atten-
dance may help to improve participation in COPD support
programmes.

Finally, we found that while perceived severity of the condition
or symptoms influenced patient attendance in COPD support
programmes also reported elsewhere,'® the perceived severity of
symptoms and lack of the fear of symptoms getting worse or not
yet having recovered mentally or physically owing to previous
exacerbation of COPD or other conditions led to patient non-
attendance and dropout in this study. The perception of less
severity of symptoms has been reported previously among non-
attenders in cardiac rehabilitation.® Patient participation might
improve if patients who perceive severity of symptoms can be
reassured using either a theoretically worded letter®” or explained
in person about the aim of COPD support programmes, the
immediate benefits that they might be able to see*' or shown by
invitation to attend a trial session.”® In addition, patients should be
given enough time and space to recover from their exacerbation,
and readiness to attend should be assessed and addressed
followed by appropriate referrals to help improve patient
participation.

Strengths and limitations of this study

A strength of this study is that it is the first qualitative systematic
review to include 10 qualitative primary studies that aimed to
understand patients’ views on each aspect of participation
behaviour in COPD support programmes. Previously, a mixed-
methods review that explored PR non-attendance and non-
completion had included five studies,’ three of which were
included in this study. However, because of limited resources, only
papers in the English language were included in the review. Only
one study of a COPD SM programme was included in the review;
hence, the findings unique to PR and SM programmes have been
specified throughout to make it clear to readers. The included
studies were not underpinned by the health behaviour theory;
however, this qualitative synthesis with application of two theories
to the studies’ findings has made a contribution towards
understanding the cognitions that may influence attendance,
non-attendance and non-completion behaviour, and has helped
to identify key behavioural constructs that can be targeted to
improve patient participation.

Some aspects of method reporting were insufficient in some
studies—e.g., limited verbatim data. This could affect the
transferability of the findings in practice.®® However, the study
participants were the right people to answer the research
questions,®® and in line with the review aim we were able to
identify a breadth of reasons given for each aspect of participation
in COPD support programmes. The inadequate data also
prevented mapping of a few subthemes onto the behavioural
models constructs.

Both the ‘best fit' theoretical models were able to explain
patient participation to a considerable extent, and our review
findings were consistent with both these models. However, at
times it was challenging to map an individual’s view or beliefs into
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the distinct theoretical cognitive constructs; e.g., a reason given
for participation was mapped onto more than one construct of the
same framework. This suggests that an individual’s cognitions are
interlinked and help inform an individual’s decision-making to
perform certain behaviour.®' In addition, using the ‘best fit’
approach described by Carroll et al.?° limited us to some extent,
whereby we used theories previously utilised in studies and not
the newer/latest model versions.5>%3

Implications for future research, policy and practice

The study findings have implications for improving participation in
COPD support programmes including other interventions aimed
at chronic disease patients.

In practice, the findings help in understanding that patient
beliefs or perceptions of their illness, the COPD support
programmes including the physical and practical concerns related
to patient attendance, and social influences, can lead to
programme attendance, non-attendance, or dropout behaviour.
These findings could also be applicable to other interventions
such as cardiac rehabilitation, SM training, physical activity/
exercise, smoking cessation that also experience poor attendance
and completion by patients with chronic disease other than
COPD.'®%%55 For professionals involved in caring for patients with
chronic disease, it highlights the importance of patient
engagement®® and prioritising discussion about their illness and
its treatment®” for improving motivation and longer-term
participation in the treatment.'”” During patient engagement, it
would be important for health-care professionals to explain the
benefits of the programme in relation to the outcome/s patients
would like to achieve for themselves, including the benefits that
could be expected straightaway after attending a few sessions and
in the longer term. Provision of encouragement and reassurance
to patients that the programme can help them learn strategies to
gain control, cope and remain independent is critical alongside
organisation of smoother referrals®® and travel arrangements for
improvement in patient participation. To help facilitate this,
professionals will require provision of training and support,®
increasing availability of programmes in areas local to patients and
creating awareness and better communication about service
provision.”®

Assessment of patient perceptions during routine consultations
has been suggested for COPD.”"”? We propose adaptation of the
iliness perception®® and intervention perception questionnaire'®
commonly used in studies to predict attendance in cardiac
rehabilitation. Assessment of patient perceptions will help identify
eligible and suitable patients for the treatment and predict
attendance in the treatment.'® In addition, the negative percep-
tions towards illness and treatment”® could be targeted using
effective behaviour change interventions***>*’ to help improve
participation in COPD support programmes. To get health
professionals and indeed the wider health system to ‘buy-in’ this
form of patient support, exploring the views of professionals
(beyond factors affecting patient referral or perceived patient
challenges in attending PR®®”%) is warranted.

Conclusions

This qualitative synthesis with application of the health behaviour
theory is to our knowledge the first to explore the full range of
patient participation behaviour in SM support programmes
among patients with COPD, and it has helped explain participa-
tion beyond the previously reported socio-demographic and
clinical factors. The synthesis helped identify a list of reasons that
explained patient participation, and application of theory helped
to understand that participation behaviour was influenced by a
participant’s attitude and perceived social influences and their
perceptions towards the illness and the intervention. As these
psychosocial constructs are amenable to change,'®** targeting
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these key constructs may help improve participation in COPD
support programmes and improve health outcomes.
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