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Abstract

Purpose: This studyaimed to gain an undetanding of viha factors induce individuals to
alter their opinions abowt health condition after beinghnformed about diesse adaptatio
ard beng given time to refec and deliberate on thismformation. Rheumatoid arthritis

(RA) states are used anillustration.

Methods. Semi-structured interviews were conductedtiwil2 menbers o the generh
popuation. They completed two tentrade-of exercises fo three RA state ard
undewent an adapation exrcise (AE) which consisted of listeng to recrdings of
patients disaussing how thy adapted to RA. Also included was a structured dissgon to
encouage the pricipant to reflect on how theagents have adajed. Paticipants wee

shown their avn hedth state valuesaswell as mtient values.

Findings. After being inbrmed about disease atiipn and eflecting on te
information, @riciparts were mae likely to consider adaptation and alter thepinions
of RA if they wee able to empathie with the patiens in the AE. This enabled
individuals to feel that they could cope by redling on theirexperierce of RA in family
ard friends, by drawing on others for gport if they had RA, and by having @ositive

attitude towarddife.

Conclusions: The results demostrate ha there is arange of reasons fowhich people

change their percepins about R, thisrequires furtler exploration.

Key words: hedth state valuation, quadtive research, quality of life, disease adaptaton



1. Introduction

Optimal allocation of esources is acrucial issue inpublicly funded healthcare systas

One wayto ensure lia resoures are being sperib the best advaate is the use focost-

effediveness andysis (Natioml Institute for Health and hical Excellence, @03). This

aralysis increasngly measures the benefits ofmedical interventios usng the quality
adjusted fe year QALY) ratler than units specificto the condition undemvestigation.
The QALY povides a generic unit ofmeasurement for compamg aaoss differen

programmes of healthcare.By combining the tme spentard the védue individuals pace

on living in a sgcific health state, 8hQALY incorporatesinformation on both the

guantity and quality of life@QOL) in a shgle index.

The curent recanmendaion is to oltain these health state luas from members of
general ppuation, who are asketb envision life in the diseasstate, raher than fran
patients who are atually in thatstate (Gold et al.,1996). The gpemise behind this is tha
the gaeral popuation’s perception of diferent edth states is obiased, and hence W
lead to policy dedsions that bestepresnt societalpriorities. The dawback, hevever, d
using genal population valesis that they may not undersid the impications of living
in the inwedigated health state. Ty may oty consider the féected life domans and
more impotantly, may not consider the possibility @fdapting to the dsesse (Menzel ¢
al., 2M2). As these could ipect the outcoras of cost-effectiveness alyses, Gold et al
(1996) advocated #t values should be obt&d from ‘informed members of the geral
population. However,curent practice is to olin valles from the gearal population
with little or no peparation and, arguably, they are not well ‘informed” about the statesf o
hedth.

The challenge is how best tmform respaderts alout the tedth states thy are valuing
As the gemeral popuation tend to uncerpredict their abilityto adapt toan impaired sta
(Kahneman and Snell, 200), one nethod isto provide information on the ge and the
nature d adaptation experiencedy lpatiens alongsde the health state descriptio

(Brazier et al., 2005). By includng evidence aboutadaptation, and a period to consider



ard discuss his information, respondents— if they choose to do so — can incorporate f

into their appraisal

Currently, there isan alsence of empical evidence expking the constretion of general
population vales colected fom partidpants who hwe been infomed alout patient’
abilities to adapt to their disse. Specifially, this study aims to gain an understanding
of what factors influence members of the geral pgoulation to alter theiperceptions ©
the condition undeiinvegigation after béng informed about diseasedaptaion and beig
given time to reflect andediberate on this information. Rhewstoid arthritis (RA) states

are usedisan illustration.

2. Methods

Individual faceto-face interviews with membersf adhe gereral population wee
undetaken to undestand patterns in epon®s to an adpation eercise (AE). These
regponses, in turn, wer used to generathypotheses to dtermne the factors tha
influence individuals to alter their \mations forhealth states &ér informing them abou

disesse acapation; hese hyaotheses wil be tested in a future study.

2.1 Participants

Individuals in a city in the north of England weparposively samfed to obtain a rang
of ages and sexes. fAis ensured a sampleathwould be tarsfereble to the geneta
popuation. Twelve peple were interviewed (T@e 1): seen were females, two had
arthritis, anda range of ages wa recruited. Regponses from 12 participarg were
sufficiert to identify an arna of reaons individuals might haw for changiy ther

opinions ofRA after bang informed alout diseaseadaptation.

2.2 Interview Process

The irterview process incorporaed various errcises and diaussion. Matesl for the AE
was taken from the Pesonal Experienes of Health and lhess velsite (DIPEx, 2007).
Three interview exapts, which desdoed different aspds of adaptation, were played:
‘Lisa described the trials of initidly being diagnosd with RA; ‘Ann’ disausseed changs



shemade to acoommodateher RA; and ‘Patricia’ reflected on kr process of adapting to
RA (Appendix 1).

Participams were randorty sorted imo two graups (Figure 1). Each group comfeted two
identicd time trace-of (TTO) exercises consisgnof three RA states b differernt
severities (McTaggart-Cowan ¢€ al., 2008) and undewent the AE. Fa the TTO,
patticiparts chose between wo attematives, both wih certain prospects: 25years in tle
hypothedzed state or x years where x varied from zerdo 25 yeas — in full health; boh
prospeds were followed by dath. Individuals inGroup 1 completed the first valuatio
before wmdegoing the AE; the ®oond valation concluled the session For thog in
Group 2, the AE occurred beafe the first valuation; the second valuation welited
after patient values for similar health sta€ghuis et al.,2000) were pesened As such
delberating on the AE asexpected to make the first and second valuation&foup 1
differ; for Group 2, the first vluation was expectetb be influenced by theAE and any
obsrved change in the second waation would be dwe to reflection on tle paient

values.

At the start of tb AE, all partidpants were asked if they knew abou arthritis' ard
whether they krew someone witharthritis. They then listerd to the first of the patien
interview exeipts — refared to hereafte as the ‘recordel scenarios They wee
encouwaged to rdbd on the contem of this remrded scenario tbugh a seies of
gusstons (i) can you sonmarize tlRe information you heard and )(ihawe you, o
sameone closeto you, ben in a similar situation @t the patientdescribed; if not, can
you imagne yourself acting in the same nmeg? Thesame questions were repeated for
the tworemaining recorded scenaris. At the close of the session, thatpdpant's vdues

over the course of the session, along with the patietues, were prsnted to both

! During discussio with the participars; the diseas unde investigatim was generally refer to as
‘arthritis’, rather than as rheumatoiarthritis. This attempted to \aid cogritively overburdenig the
patticipants wth the definitions of the various forms of arthritis. Timéerviewer lad clinical definitions &
both rheumatoid arthritis and d®oarthrtis readly accesible if the participants questioned the distion
between the two terrs; however, these we not usedn any of the interviea. As such, the termsarthritis’
and ‘RA’ are used interchaegbly througtout this par to align with the language ued with, and by, te
participants.



groups. Ty were askedo speculate as to why their first andasnd valuations- ard
why their vdues and the patiersg — differed if discrepancies existed; an explton was
alsorequested if there were no obs#t differences. The parijgants were iterviewed in
person on the university campus by tead auhor and redved £10to defray time and

travel costs. The Uniersity of Sheffieldethics canmittee approed the study protocol.

2.3 Data Analysis

The interviews were taperecorded and transcribed vetim. The transcipts were
imported ino NVivo (version 7.0), a coputer-assistd qualitative data aalysis softwae
package QSR Intemational, Damcaster, Astralia), to maage the data and todciitate

aralysis.

The irterviews were aalyzed ughg a franework approach, as it is commonmethod br
applied or policy-relevantqualitative research (Ritchie and Spencerl94). It allows the
exploration d concepts wWich are relevant to the reach question and thees which
ermerge from the interview. This gproach allows the ating franework to materalize
from the dta, as vell as béng informed by existing kiowledge of the issue undestudy.
A themaic framework was costruded an all transcripts wee coded usig the
framework. Daa were ramranged acording to the apppriate thenaic reference using
chats with headings and sbiheadings drawn from the fraawork (Ritchie and Spencer,
1994). This enal#d comparisons of th@erspectives tat existed wihin the participart
between the firstard secondTTO exercises and the rangef @ergectives amongs
patticipants. Links were drawn between themes derived from rtervievs and the
undestandng ganed fom the literature. The inflings were illustrated by th

participans’ quotes.

To uncderstand wht aspects bthe AE influenced thendividual’'s perception of RA, bdt
their reflections about threcorded scenarios and their answers todiestions abaoiu
changes in their valuations were evatdhtlt was importanto consider both, as dwsing

on the acconts that the @rticiparts provided asto why their vdues changed ignorethe



interpretations bhow they felt abouipeople with arthritis and lihess, as well as ther
general outiok on ffe.

3. Findings

Six themesha explain wiat influerces members of the geral population to alter thei
opinions aboutRA were identified (Figure 2). The description of the theswas the
usedto generate tpothesesto deternne why ndividuals may change their kees for
RA states.

3.1 Coping Attitudes

Uponrefleding on theinformation presented in the & peoplebegan to realize tha they

could ope tolife with arthritis. Specifically, they started tainderstand ha patients ca

cope wih their condition by ceering up theirvulnerability rdated to having RA; by
making lifestyle changes to accomtate RA; and by thwing on sipport from others to
ease dficulty asodated with RA. As such, wexpected that individuals who cadsred
these coping techniques would be rore likely to change their hetll state vales than

thoseindividuals who did nothink about them.

Ability to Hide Winerabilty. Some partiparts felt that if they had arthritis they might
not wart to disdose everything abut their conditionto others. In fat, they recognized
that this was a form ofeding with RA. By “masking’ the disability, priciparts who
indicated hat they would cwer up their symptoms chode do so in an &mpt to “be
seenasnormal — shallwe say ininverted commas — than having some ikd of conditior?’
(Paticipant-5. Thaose individuals whoinitially viewed havingarthritis as a sign of being
vulnerale impoved their opinions about dhritis due to a geater undestanding ha they

could hide their symptomsdm others.

Making Lifestyle Clarges. The AE meoouraged the partigparts to feel that they could
live a fulfilling life even with RA. They recognized tha an active process is ink@d
with “coming totemms” with RA. Partigpants reognized that changes would have toeb

made in orde to “accommodte” the implicatiors of ther illness on thei lifestyle.



However, the response indicated ha some participants were moreopen to the
possillity of making changes than ohes. For thos who wee willing to conside
lifestyle changes, their apons of arthritis impoved because tky recognized thathere
is a ned to “prioritiz[e] life slightly differently’ (Paticipant-12) if you have a chrami
disease.Other individuals eétemed that making lifestyle chageswould be“frustrating’:

| would realy struggle imagining making chaes to life. | appre@te tha
| would probably have tobut | find [making changes] rebi difficult to
imagine. (Paticipant-11)

In addition to therecorded scenarios, the psentation of paient values povided
patticiparts in Group 2 with furter eviderte that cofng with a debilitating diseases i
possibé.

When | looled at [the patient vimes], it made me think that | was really

mady? [...]. And looking at facts, .[.] you do stii have a life; so imade
me think. [..] | could stil have ths, | could stil have tlat. Am | really

prepared jus‘cuz of my discomfort — extrene pain, ¢ whaeve -
preparedo give up? (Partipant-7)

Available Support. Anohe factor that affected wether the mrticipants believed tha
they could cope was their attile towards spport. After heamg the reorded scenarios
patticiparts who reported being closeat their famlies develogd a nore fawourable

impression ofarthritis becawse they felt they would et the syport to help tlem cope.
Alternatively, others with a me independent character were leslined to alter thei

peregion of RA becawsethey preerredto cope with illnesses on their own.

If you become toaeliant on otler people, you ould become &urden to
family [and] friends. Itdoesrit help your situation.[. and] you have two
lots of p@ple suffeing. (Paticipant-3)

Related to tls was anothe type of supmrt: the individuak’ spiritual bdiefs. Ore
individual “held on to the hpe’ (Participant-§ when dealing with ker own back ad
knee pioblems; while “faith [played] abig part” (Participant-10) for ano#énr individual in
helping her ope with RA. In hese cass, their peceptions ofarthritis improved becaae

the AE enouraged thesendividualsto think about these supg mechaisms

%The definition of mardy iso be moody.



3.2 Views of Lifewith Arthritis

Upon reflectip on the cotent of the AE, participants explored theirinitial views d
arthritis. Spedfically, paticipants discasd their experiere with arthritis. Thus, we
hypotheszed tha those indivduals with arthritis experience welesslikely to alter thei

valuesthanthose who did not have this experience.

Experience with Arthritis. Half of the participants either haaithritis themselves or kme
somelody who did and threfore believed ha there are“worse conditions tchave”.
Inexperienced paticipants, on tl other hand, envisionedn extrene form of the
condition wlen appraising the statesnitially. After heamng the recorded scenarios,
inexperienced prticiparts were mae willing to change their opinions of R although
many stated i, after viewing their persoal and @tent valles at the erd of the session
they would not alter their vaksto exactly natch those of thepatients because they fet

they still did not“understand [arthri] properdy” (Participant-§.

An Older Pason’s Disease. Mst participas thought hat the condition oly afflicted
older people and conslered the patierto be “unlucky’ if arthritis develogd at a young
age.

| don't know how pevalent athritis is atan ealy age, but if youre in
your thirties, is it some kind of fanlg that you've got arthrits? [...] |
don't know. I’ve anly really associated it Wi the elderly. (Partipant-12)

When comgeting the first valuation, met partidparts in Group 1 belieed that older
individuals were rare likely to develop arthrid. Thus, they felt tha the elderly were in
the appropriate“age caegry”’ to ope with RA. Havever, after being infoned tha
arthritis ould occur at ary age thraigh the AE, their impressions difving with RA
improved becawse they were #&le to pcture thensdves beter in the health statesard

ervision the oping process.



3.3 Previous Life Events

Refecting on the infrmaton in the AE enabéd the partigpants to refer backotther
previous lie evens; in paricular, their experieces with illneses and pain. As such, we
speculated ha those indivduals with significant illness or pain xperiences wereess
likely to change their values when compared to individuals withitvase previous

experiences.

Experience with lllness. Theparticipants own experiences with cbnic illnesses enabled
them to understand the ABeter than those paticipants without this experience. ©n
patticipant was Aale to juxtgpose the conért in Ann’s interview with his own personal
hedth batle.

She was goingdo fight [arthritis] all the way. Its notletting it beat her.
[Becawse of my celiac disae, | was told to] eitér [...] get rid of you

bikes or wdl, sit in the hose and &el sorry for me self, or youre going to
try coping and leepgoing on bike. [..] | try to ride for as longas| can
now so [my stomach] dont hurt. So I’m not letting my health poblem

beat ne. (Participant-9)

Similarly, the healthy status of some of theagiciparts may have prevented ém from
fully grasping the messags in the AE.

[Wherl youre going at the gtionnaire, youre looking at from you
own perspectie, |1 gues. And from my own specific perspeatg, I'm in
quite good redth [...] so if you offer me their scores without the
guestonnare — | don’t know. | think I’d sill, at this stage, take my own
swresbecawse | dont haveto cope with the condition. Paticipant-5)

The AE promptel participants to recal previous illnes events. Tis affected an
individual’'s understanthg of coping differently. Forexample, Partipant-7 described
how the recorded soarios made her hink abouther father’s fight to have a longr life
despite having aoilvered QOL. However, theinfluence of negative illness expenees
had anopposte effect on oher individuals:

| saw my motkr die of a str&e. [...] But she died rebl beawse sk
didn’t want to live. She ddn’t want to live that type of fe where sk
couldrit do anything for herself. (Partipant-1)



As a resul, the recall ofpast experiences affected thmdividual's perceptions of copig
differently.

Not as Pairful as First Perceived. Those with minirhaor no experience with pain
descibed t to ke “difficult to acep”. Becaus of the® negaive opinions, hese
participarts initially consdered RA to be a severe conditioha they would not like to
hae.

| couldrit be able toive with that [...] extreme pairjust seems to me tha
you notte it all the time (Paticipant-2)

After reflecting on the K, paticipants begn to realze that the pain would not be as
“horrible” as they initially though and tlat they could gkl patake in many of tle
activitiesthat tley enjoyed.

3.4 Personalities

The AE encouraged the particigamo discuss their outlook ottife. From the discussions
it was gaerally apparent whether the respondertitad either positive onegative outlook
on life or had an engiheic nature. Althoughhey were not ased to explicitly describe
themséves in this fashion, it was evident in theiomversation about édth and life. As
such, we hypdiesized bha those individuals with positive attitudes ad empathet
natures were mee likely to change their vaks than thee with negatve and non-

empathetic personalities.

Attitudes towad a Life Change. Participants expsed a large of diferent approaches
for how they vould initially deal with arthritis. Some saidha they would &el “argry”
because they wuld not be &le to come to terms with thisfe-changng event. However,
individuals with positive attitudes wereome likely to accept tat, while they might nad
be @le to do thesame thingsasthey did befae they devedped arthrits, they needed to
meke the best of the sittion that tley were in.

| can réate to ths beawse, sometnes | think, “I cart adiewe this
patticular thing”. [...] | can always sysrise myself at the end foday
thinking that, “I haveacdhieved and Ive done it witheaseand Ive actually

10



enjoyed the experienc&. So what it proves you can neer dismss ary
situation, [no matter] how unlikely it ay look at the tine (Partigpant-3)

Individuals with ngaive dtitudes felt hat it would be a“struggle’ and a“chdlengé to

find a substitute foan activity that they curently loved.

Enpathetic People. Some prticiparts were dle to empathie with the mtients in the AE
better than others. Theecorded senarios helped thesedividuals to put thenselves into

the position of the glients.

A real sign of the articipant empathizing with thepaients was how some paipants
consistently used the namof the patiets throughout theirresponss. This provided
eviderce that these partigants were engaged thithe entire AE and #t they were dle
to empathize with the patientsmessages.

Lisa were mee in the fed up stagand angry stag, which you're going to
be at that age | think. [...] | should magine the longer you have iteh
more youlearn to maage it and know what gas you a bit réef. [...] |
thought Lisa was quite sad and tln Patricia and Ann were likéiit’s nd
theerd of your life. It’s not theerd of your world.[...] You ‘awe to put yp
with it. You can have auality of life and things. [...] So thats what |
sort of got fran them. (Partigpant-7)

35DesiretoLivealong Life

Refecting upon the AEmade theparticipant realize tha, while life with a disability mg
be undesirable, giving up a sigondnt nunier of life yearsto avoid it was a detrimenta
cog. Specfificaly, reflecting on their persai and mtent heah state vales made tle
opinions of RA of some indiiduals in Goup 2 change lecause tby desired a greater
numbe of life years “to see everyidy and [my children] growup” (Participant-9).
Individuals realized that they were gig up so mah of something they relgl wanted
ard acepting that they ould live with a poorer QL to achieve a longer Id. As a result,
we expected thes individuals to improwe ther health state vahions because they

desred a longer life.

11



3.6 Increased Understanding of the Valuation Task

The participants undersarding of the valuation task improsed during the session
Because of the novelty of the »ercise, one individal indicated tlat changs observed
from the values of the thrdRA states weraat a result ofhearing the ecrded senarios
but rather agater understanding of the valuation exeet¢he second timeraund.

My outlook was the same for the firsask and the outlook was same fo
the £oond tak as the firsttask [...] My outlook is the samerge | walked
through thedoor. | would only give up, or be pepared to giveup, so many
years ifmy health could beso bad.So what it is, is my interpretation @
the [TTQ] is different for the second tm(Participant-3)

However, none of the other respondents indicatexd tiis was addor, and hence itsi

not expectedo have had a sighicant impact orchanging the hetti state values.

4. Discussion

The inteviews demonstratech#t, after administering an B an individual's perception

of arthritis can alter due to: cging attiudes; views on life with arthrgi previows

experieges; personkty; desre to live a long life; and increased understandirfgthe

valuation task. Although this study was not the firstto usean AE to aid the genela
population in the valuation of hypb#tical health states (Ubel et &1005; Danschrode

et al.,2005 and P08), it was the fist to empirically evalate the reasons for indiguals

to alter their opinions foarthritis after bang informed about diseasedaptation and being
given a time forrefledion. These opnions, in turn, were usedo generate hypbtses b

detemine what makes‘informed indviduals change their health state lues.

Previowsly, there has been minimal research infugmthe geeal popuation

regponderts alout what it is like to Ive in the health states (e.gaf®k et al 1999; Lee ¢

al. 2000; Ceppelli etal. 2001; Hegppich and vonLegerke, 2005). Only onestudy evduated

the impact of informing therespondents and theeducation sessionad no effect on the

valuations (Hppich and von Legrke, 2009.

The curent AE enouraged the participats to think about cping strateges and living
with arthritis; thus, it was not unexpected that these aspectsadregd anindividual’s

pereegion of RA. Interestingly, however, individualadto be renmded of their past

12



experiences,personality, and ddre to live a long life by listenig to the recorded
scenaios and reflectingupon digase adaptation and patient values; biealth states on
ther own wee nat erough to ewke this knowledge. Alttough tre aforementioned
themesaffected an individual’'s wilingness to aér their impressions of the health states
when trey undewent the second Vaation, it is unclear to what et they affected an

individual’s initial valuation; this is the shject ofanongoinginvestigation.

4.1 Study Limitations

Although the design was novel in theewf recorded saerios by ral patiens to display
conepds of deease daptation, theorder in which they were peserted may have affected
the mticipant’s perepion. By starting with a negativeenario and then impwing the

messages in the sgkguent scenarioshis may have potentity led the @rticipants to
subcorsdously impove ther opnions of RA. This, however, did noaffect all

patticipants,asposiive final impressions oRA were not consistently observed.

While these restd add to the literature about the constion of informed values the use
of interviews represent the views of the articiparts at the time of the iterview ad
cannot be vieved as eitler definitively true or false(Denzin and Lincoln,2000).
Furthernore, by recruiting partigpants in the citycentre, thereseach may not ke
transferable to the gerarpopulation in terms of kedth status. For examp) individuals
of ill hedth would be lessikely to walk in tavn than hedthy individuals. By including
only those indivduals who ageed to paticipate, the esilts may be supject to voluntee

bias.

Although it may eemlike alimitation that only 12 interviews were condted, a load
rangge of themes were extracted amd there was evidence thabpit satwation was
adhieved; after nine terviews no new thenes emerged. Of the 12 inteewees, two
were indivduals witharthritis; the interviewer was naware of his information until tke
session was ndeway. While an individual's experierce of arthritis was expded to
influence their perepion of the ledth condition, it wasethically difficult to obtain sud

information when approaching prospectivegsicipants. However, as the aim of this study
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was to expbre wha influences the general populations opnions of arthritis, the
inclusion of wo arthritic patents in thesanple is imporart as the greral population $

composed of &dthy individuals and thee with chronic illnesses.

5. Conclusions

This study demorstrated that the use of th&®E encouaged individualsto consicer the
possilility to adapt to a disease. As a resul, individuals altered their pesgtions oflife
with RA. The key aspectd led individualsto adjust their viuations werean increased
empathy for the giients in the AEand a realization, tht by making changes to lifesey
it is posgble to adaptto what atfirst gopearsto be a debilitating condition.

The identified thermes will be used in a future sitdy to determine theeesons why
individuals meke the decision to change their values Rk states after lieg gven tre
AE. This wil give us the pportunity to link the rationées identified here with tle
magnituce of change.By eliciting this information fran a large and repesentatie
sanple, a béter understanding of the construction of geal population valesinformed

alout diease adaptation anbe adieved.
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Table 1: Characteristics of the study participants

Participant Sex Age Group Has Arthritis? [lIness
ID Experience?
Group |

Participant-1 F >50 Yes Yes
Participant-2 F 20-29 No No
Participant-3 M >50 No Yes
Participant-4 F 20-29 No No
Participant-5 M 30-39 No No
Participant-6 F 20-29 No Yes
Groupll

Participant-7 F 40-49 No Yes
Participant-8 M 20-29 No No
Participant-9 M 40-49 No Yes
Participant-10 F >50 Yes Yes
Participant-11 M <20 No No
Participant-12 F 30-39 No No
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GROUP 1 GROUP 2

TTO 1 l
|

ADAPTATION EXERCISE | ADAPTATION EXERCISE |

| 2

| 01 |

1

| VALUATION PRES ENTATION |

1

| o2 |

REASONS FOR CHANGING | | REAS ONS FOR CHANG ING |

Figurel: Data collection overview
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A DESIRE TO UVE ALONG LIFE

PERSONALITY | PREVIOUS ILLNESS EXPERIENCES |

\ v /
INDIV IDUAL’S PERCE PTION OF RHEUMATOID ARTHRITIS
/ ! \

| ATTITUDES TOWARD COPING |

VIEWS OF LIFE WITH ARTHRITIS |

| INCREASED UNDERSTANDING OF THE VALUATION TASK |

Figure 2: Themes that affect an individual’s perception of rheumatoid arthritis
after being informed about disease adaptation
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Appendix 1: Recorded scenarios used in the adaptation exercise

Lisa’s interview

| didn't let anyone know howdd it was. Youput a font on. It was't until | got indoas
that I'd do thelittle weepng and the wailing kind of thing [laughsko yeah, | dot; |
don't hink they realy knew, like,as| say, my Mom didnt know untilwe'd gone to [thp
Zoo, how bad Wwas. And she was really, rég shocked. 'Cuz | just dit tell, you know,
I'd just got on with it. Strgded, | didht, you knaw, | didnt cope with t, | strugded. But
as hr aseveryone else wamnare itwasn't as bad as, youknow, obviously for [daughters
nameg and my hushad, they dicht realy know howbad it was. So | did ope with, |
could go to Hollywood, a@uldnt 1? | could be in Hollywood. But no, | did, | did regll
yeeh, yedn, | did cover it.

| think one instarce we'd gone towe'd goneout with my broter-in-law and all our
familiesand | was, jat sat down normally. | was at in a club kind of thing, you know,
sat davn having a dink and it wasjust like, 'lI've gotto go to the tdlet' and it took re
about five minutes, to get up, to ge up ard ge out of the chair. And you knoweople
were gomng, “We didnt realze you were that bad 'Cuz | just @uldn't get my body to do
anything.

Ann’s interview

But, and then I think it was about two years ago now | stawgthming and tat hasjust
been fantastic. Becawse tha is something | can do and | do it five days a weelerye
moming. | sarted df it, doing, it was liis time d year, Octber, | got into the pool and
could do 35 lagths and | tbught by Christras | want to swim a nile and atChristmasl
did. 1 was doingmy 64 lengths in the hou

And now heres a new pool opened, and the samaug of people go,ard weall sort of
I meanthey're notall sufferers, somgust go because they enjoy goingbut we all sat of
support each other, if you like, and | havé been for two days his week so Im already m
troule.

But | can swim now for alout an well | could swim for two hours if | wantetb but |
don't because | haveha things to do, but, | hawe found tlat tha has helped and g
consultant, you kng, just e ne, says, 'ah my swinme'. You know, he's, he's really
impressed that of the you knwv, the way I've sad of dealt with it. | didnt think, “Ah, my
life hasendead, I'm never going to be able to do anythingjust tlought “Well okay, ths
is wha it is and I'm not goingo let it bed me, youknow”. So | don', |ty to do
everythingas| did bebre, but in noderation and tht seems to have woekl quite well so
far. 1 do stil have bad days andmeetimes the medicinepsets me.

But | would say in geeral | feel better now than | did, you kne, sat of four or five
years go.

Patrida’s intervew
As | sad ealier on, hee ae three ways yowcan deal with arthritis andi've found this
out personaly when | first started thi You can be veryrayy and fight it. Tlat only lags

20



for a e@rain time because the lynone thats gettig hurt is yu. 'Cuz the mee of a
temper and, and tat you get in the wre you ceag, “Ooh ha hurts”, sat of thing.

The ohe thing is youcangive in right from the begning and you an say, “l cant do
that’. And let everylndy elsedo it for you and give no thought to the fact that/the gd
their lives to ive and tley shouldt be feeling that way #t they've got to do it for yau
And the thid thing isto cometems with it and don'tive aganst it, live with it. And
when you get a bad painsjusit, whaever suits youlf you gt a kad pain and painting
the wall givesyou rdief, go and paint the va If you find, ike me myself, thenly way
to get ower it is to just sit quietly and rst ard it will go.
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