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1 - Introducéo
O presente dossier denominado “Dossier Complementar” encontra-se associado

ao artigo “Traducdo, adaptacdo cultural e validacdo de contedo do instrumento
“Lymphoedema Quality of Life (LYMQOL)” para o portugués europeu”.

Neste dossier encontram-se todos o0s documentos complementares a
compreensdo do artigo, os quais caracterizam todas as fases do processo de traducéo e
adaptacéo cultural do referido questionario.

E de mencionar que o Dossier Complementar encontra-se organizado de acordo
com o processo evolutivo da traducdo e adaptacdo do questionario iniciando-se com o
artigo do autor que deu origem ao questionario que foi traduzido e adaptado, seguindo-
se entdo o questionario original e respetiva pontuacdo. De seguida apresentam-se 0s
artigos de validacdo do LYMQOL para Holandés, Turco e Japonés. Posteriormente
apresenta-se a autorizacdo do autor do estudo original para a realizagdo do estudo de
traducdo e adaptacdo cultural para a populacdo portuguesa, seguindo-se as varias
autorizacdes para a realizacdo do estudo do Instituto Portugués de Oncologia de Lisboa
Francisco Gentil, EPE. Seguidamente apresentam-se duas tradugdes de cada versdo
(LYMQOL Arm e LYMQOL Leg) do questionéario original para o portugués e respetivo
relatorio de consenso; uma retroversdo de cada versdo do LYMQOL com o respetivo
relatério de consenso; dois relatorios clinicos de revisdo de cada versdo do LYMQOL
também com o respetivo relatdrio de consenso; e por fim, o consentimento informado, o
termo explicativo do estudo, o teste de compreensao e o respetivo relatorio de consenso

que originaram a versdo final do questionario em Portugués.
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A QUALITY OF LIFE MEASURE FOR
LIMB LYMPHOEDEMA (LYMQOL)

Dedlaration of interest:

ol assessment tool
Symptom

Body imagefappearance
Function
Mood

he impact of mphoedema on a

pafient’s quality of e (Qol) has

penerally been underesfimated
However, & & now dear that it can
cause physical symptoms, impaired
physical and social function and
emational efiects (Mofiatt et al, 2003).

A number of attemnpts have been
miade to defime QoL (Hipginson and
Carr; 2001) and it & a very personal

Yaughan Kedey 1z Consultant in Paliatie Medidne;

S Crookss ks Spedalist Lymphoedema Physhotherapist;
Jane: Logke 1z Matron: Debbie Yeigas and Made Richs
are Ressarch Murses all at Lymphosdema iz Doty
Hespitals NHS: Foundation Trast; Rachel Billman &

Statistictan, & & D Department, Derby Hospitals NES
Faundation Trust

Bsue. However, in healthcare it usually
mcorporates physical and social health
and functioning and psydhological and
emaoticnal wellbeing (Bowling, 1997

This paper describes the
validation of a condition-
specific QoL measure for
lymphoedema of the limbs
(LYMQOL) which could be
used routinely in clinical
services.

(ol measures can be wsed to assess
the impact of chronic cedema on the
indridual and also to demonstrate
changes as a resuft of treatment (Keeley,
2008). They @n be used as practical
clinical tooks influencing treatment
decsions and measuring outcome, as
well a5 in research studies assessing the
effectiveness and cost-effecfiveness of
intervenfions (Higginson and Carr, 2001

Health-related quality of life
measwres that have been used in
studies of mphoedema have been
either peneral, e g Medical Cutoome

B oum o Lympnoedema, 2010, v, Mot

es, Rachel Hilliam

Study 3é-itern short form (5F-36)
(Ware and Sherbourme, |'997), which
assesses funciional health status, or
‘condition-spedfid, e g. Buropean
Organisafion for Research and
Treatment of Cancer Quality of Life
Questionnaire — Core 30 guestions
(EORTC QLO-C30) (Aaronson et al,
1993) and QLOQ-BRI3, 2 23-quesfion
tool spedfically for breast cancer
(Spranpers et al, | 99&). However,
peneral haalth-related measures may
not be as accurate or nformative as
condition-spedfic tooks (Morgan et al,
20051

In the recent iterature, a number of
mphoedemalchronic cedema-spedfic
Dol assessment took have been
reported. For some, the validation has
been published, eg ULL-27 for upper
imb lymphoedema {Launais and Alliott,
2000) and FLOA-L for mphoedema
of arms and legs (Augusfin et al, 2005}
For others, the tools have been used
n studies without a formal validation
beang reported, eg Wesley Clinic
Lymphoedema Scale (WCLS) or post
mastectormy kmphoedema (Mirolo
et al, 1'995) and an un-named tool for
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peripheral lymphoadema (Weiss and
Spray, 2007}

This paper describes the validation
of a condition-specific Qol. measure for
ymphoedema of the imbs (LYMOCL)
which could be used routinedy in clinical
senvices. Interim stages of the valdafion
process have been previously reported
(Fesley et al, 2004).

Methods

[evedopment: of the tool
LYMOL was developed by
experienced heafthcare professionals
in the mphoedemna service in Derby,
LK in consultafion with serice users.
Separate tools were developed for
arm and leg lymphoedema The tooks
were designed as patsent-completed
quesfionnaires with a structure smilar
to the EORTC CLO-C30 (Appendices
loand 18]

The questions cover four domains
% Symptoms
» Body imagefappearance
¥ Function
w Mood

There is an overall (ol rating The
moad questions were taken from the
previcushy validated EORTC QLOQ-C30

Seoring of LYMQOL
Each item in eadh domain was scored
w Motatal =1

W A fitte =2
w Duite a bit =3
Aot =4

A total score for each domain was
caloulzted by adding all scores topether
and dividing by the total number of
questions answered. If fewer than 50%
of the ttems were answered, the whole
domain was scored as L The ‘overall
Qol’ ttem was scored 0-10

In some of the analyses, the domain
soores were ciloulated as a percentage
to faditate comparison with other
measures (see below)

Validation

The study was desgred to measure
(Fallowield, 19907

w Validity, ie i the scle measuring
what it was desgned to do?

v Refizbiity, ie to what extent cn the
scale be reproduced under diffierent
condifions!

¥ Responsivemess, Le is the scale
sensitve enough to record significant
changes following treatment?

Spedfic aspects of these elements
were measured as follows.

Face validity

The subjective assessment of the
presentation of the guestonnaire and
its relevance was measured using a
short quesfionnaire that was given to
patients who took part in the study
(Appendix 7).

Content validity: does the content address all the
impartant izomes

This was assessed from the patient
questionnaire and by a separate study
(Veigas and Keeley, 2004). The study
was a phenomenalogical nteraew

of 22 patients The main themes that
emerged were loss, both adual and
potential, refating to the individuals
role, work, body image, self-asteem
and embarrassment.

Criterien validity: baw does the new measure
compare with a°peld standard’ toel!

Mo sudh condition-spedfic tool was
available at the time the study was
camied out Therefore, the results
were compared with relevant sections
of the EORTC CHLCQ-C30 in the first
50 pafients, using the Spearman or
Pearson correlation coefSdent and
intra-class cormelafion coefficient.

Internal validity

This indudes

# Intermnal consistency: by Cronbach's
Alpha and split half-testing of
each domain The latter tests
for homogeneity, Le. the extent
to which the questions relating
to 2 particular domain measure
cnly that and no other Spiit half-
testing was carried out in two
ways, the first comparing first
and second half iterns and the
second companng odd and even
numbered items The Spearman-
Brown coeficent was used to test

RESEARCH/AUDIT

for similarities between the two
hahves

w Reliabdity: by the test re-test
method in a subgroup of patients
The first measure was crmied
out at the initial assessment and
the second before intensive
treatment with bandaging, ie
repeated in individual patients
before any treatment had been
given, and therefore it was unlkely
that there would have been any
significant change in Qol. Results
wen compared using Pearson’s
comelation coeffident.

Construct validity: to what extent does the tool
test the theory it is measuring

It was postulated that patients with
maore severe lymphoedemna (Le larger
Emib wolumes) would have a“lower”
Qol, ie. higher scores in LYMOQOL
domains. Therefore, inifial Emb volume
was compared with LYMOQOL scores
n each domain, using the paired

T test

Fespoasiveness: is the toel sensitive to change!
This was assessed by measuring
changes in Qol scores following
treatment, using the Pearson
coerelation coeflicient

Indesion oriteriz:

¥ Mew patients presenfing to the
Iymphoedemna dinic in Derby who
consented to take part

w Patients ower |B years of ape with
unilateral or bilateral swelling of
upper or kower limbs.

Exclusian eriteriz
w Those with acfive malignancy
w Those undergoing chemotherapy.

Data was collected as follows:
we [First wisit
= demographics, Le. pender, age,
» site of ymphoedema, cause
of ymphoedema
« LYMQOL score
« [Pafient questionnaire
« BEORTC QLO-C30 (first 50
patients)

« Limb volume measurement

# Follow-up at one week, one
manth, three months and six

Joummed of Lymphoedeama, 2010, Vol 5, No 1 -
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months after treatment either
with a compression garment or
multilayer ymphoedema bandaging
+ mamual rmphatic drainage
(MLD). This imohed:

» LYMOQOL scome

» Limb wolume measurement.

The study was approved by the
Southerm Dertyyshire Local Research
Ethics Committes (Reference Mo
SOLREC 0Q02438)

Results

A total of 209 patients took part

in the study, of which 7B.7% were
women The mean age of partidpants
wis 58 years (S50 1&4 years) Hilateral
leg swelling was the maost frequenty
reported site of swelling (43.6%)
Approsimately one quarter of the
sample reported uniateral arm swelling
(2E4B%) or unilateral leg swelling
[QTT%) 1.5% of patients reported that
a combanation of arms and legs was
awolen.

Faee walidity

Face validity was confirned (Tobie 1)
Fatients found LYMCOL dear easy to
complete and not too long.

Content validity

There were 30 patient questionnaires
returned. Although 92% of respondents
felt that mo questions could be left out,
0% felt that there were important
areas missing. The main themes of these
are shown in Table 2

[eiterion validity

The LYMQOL results for the domains
“functicr, symptoms, mood 2nd ‘overall
those for comparable domains in the
EOTC QLOHC30 for both anm and

leg questicnnaires (Tables 3 and 4)
There was no comparable domain

in the BEQRTC QLO-C30 for that

of ‘appearance’ in LYMOQOL, 5o no
cmparison could be made.

Intemal validity

Imtemal comsirtzncy — Cronbach's afpha
Cronbach’s alpha was =08 for all
domains in both the arm and leg
versions of LYMQCL, thus confirming
internal corsistency (Tobles 5 and &)

Table |

Face validity. Response to questionnaires (n=%0)

Delefing any of the items did not
appear to increase the value of dpha
by a large amount, Le. did not improve
nternal consistency and therefore
supported the reliability.

The small number in the *symptom’
domains induded in the anatysis
reflects the relafively larpe number of
mcomplete responses in this domain

Split half-testing of eadh domain
Rediability was adequate (=0.8) or
good (=0%) for each of the domains
with the exception of ‘symptoms

for LYMCQICL (arm) wihen first and
second hales were compared (Tobles
7 and B). This is likely to be because
the questions in the first half are 2l
part of Q1 and refate to the site and
degree of pain. The second method of
testing is therefore more appropriate
fior this dorain Reliabiity was found
to be adequate or pood for al of the
domains tested

Refiability

Rediability was supported using the
test-retest methed for 15 patfients whao
had leg cedemna (Toble ). This number
is relafively small and reflects the fact
that most patents were treated at the
first clinic appoantrment and the test-
retest method could only be usad in
those who returned for treatment at
a later date. Mevartheless, there was
good comelation between the mean
scores for each domain at visit one and
tw, Le. with no intervening treatment
in this subgroup.

Constrmet validity

It was postulated that patients with
mare severe swelling, Le larger limb

B oum o Lympnoedema, 2010, v, Mot

Table 2

Examples of comments on what was
missed out

volume would have a “lower” quality of
Fie. Therefore, LMMCOL scores were
compared with initial imb wolume

There was no significant cormelation
between amy of the domains of
L0 and the initial imb volme.

Respansiveness

Scores at the time of presentation
were compared with those at one
week and one month later to see how
the questionnaire responded ower time.
Too few responses were received at
later tmes after presentafion to allow
mezningful analysis

There were no significant
differences in soores after one week
and one month for LMQOL ()
domains,

For LYMQOL (leg), the “appearance’
soores were significantly kower, Le.
mproved at one week and one month,
whereas the “fundtion’, 'symptoms”
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Tahle 3

Correlation between LYMQOL (arm) and EORTC QLQ-C30 domains

Tahle 4

Correlation between LYMQOL (leg) and EORTC QLQ-C30 domains

Tahle §

Crenbach’s alpha for the domains of LYMQOL (arm)

and 'mood domains showed no
difierence. The "overall Qol” scores
were sgnificantly higher, Le. better

at one week but no different at one
month from presentation (Toble 10,
although the difference at one week
was small and not Bkely to be of dinical
significance.

Redwdng the member of ieme
Although the LYMOQOL tool is not
parficulzrty lengthy (38 items for
arm, 40 items for leg), analyss was
carried out to see if any items were
‘redundant, Le. were unnecessary and
could be removed This was achieved by
examining intermal cormelations of tems

within each domain wsing Spearman’s
comelation coefident. (o)

If two items have a high correlation,
they may be measuring the same thing
and, therefore, one could be removed
in the development of a revised wersion
of IYMQCL From a statistical point of
view, 2 cormelation of =07 was appled
as the"out off for a significant value in
determining whether a particular item
could be considered superfluous.

ltemns wath a poor comelation to
the overall domain score may equally
not contribute much to the domain as
a whole These could also be removed
to shorten the tool withowt affeciing its
value

However, in the application of
also to ke given to whether the items
are particulardy relevant dinscally:
LML & to be used as part of
clinical assessment and outcome
measurement, keeping some potentially
‘redundant’ items may be appropriate if
they are of dinical importanoe.

Finally, considerafion was given to
whether some items were frequenthy
‘mot. answered by respondents and
could therefore be omitted. This was
partioularty relevant to the " symptom’
domain where the number of complete
responses was low (Tobles 5 and &)

Ulsing this approadh, LYMOQOL arm
and LYMQOL leg were modified and
thee mew wersions contain 28 and 37
items respeciively (Appendix 3a, 3b).
The scofing system i also included in
Appendx 3o and Jb.

The details of this modification
process are ncluded in Appendix 4.

Discussion

This paper has demonstrated the face
walidity, comtent validity, criterion vabdity
and intermnal validity of YOO

The aim was to produce a condition-
spedficlol tool for mphoedena
which could be used in routine dinical
practice for assessment and as an
outcome measure, as well as in ressarch.

Joumel of Lymphoederns, 2010, Vol &, No 1 -
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neurslogical problems, rather than the

Table & ymphoedema itself This needs to be
considered when using the tool to
Cronbach’s alpha for the domains of LYMQOL (leg) assess individual patients, since treating

the lymphoedema successfully may not
mecessarity result in an improverment n
muobility {25 measured by the function”
domain) in these situafions.

Taking the abowve into account, it
was felt important to try to reduce
the size of LMOOL to make it more
acceptable to users This process was
supported by the statistical anabysss,
which had demonstrated that some
items were potentially redundant The

Table 7 revised versons of LYMQOL should
also address the problemn of incomplete

Spearman-Brown coefficents for sphit half-testing for LYMQOL responses to the symptom domain

(arm) domains (Tabies 5, &, 7 and 8). It seems that

the issue here related to the *sites of
pair’, particularty in LYMOQOL (arm)
as desoribed in Table 7 and, therefore,
the revised version has been amended
accordingly (Appendices 3a, 3b and 1)

The dedine in’response rate” at
three and st months may reflect
pafient “fatipus’, however it i ako
possible that not all pafients received
questionnaires to complete at these

Table 8 times if the research nurse was not
present at the folkow-up appointment.

Spearman-Brown coefficients for split half-testing for LYMQOL Regardiess of this, 2 less frequent

{leg) domains use, e.g six-monthly or annually may
be appropriate when LYMOQOL is

employed in routine dinical practice
to fit in with follow-up assessment
appointments.

Construct validity was not fully
confimed in that there seemed to
be no significant cormelation between
initial imb wolurme and quality of
e Interestingly, other studies hawe

As such, it is mportant that the On reviewing the issues rased in reported a lack of relationship between
tool is exsy to use and not too lengthy Table Z, it was felt that some could mproved QoL and a reduction in Bmb
Although pafients did not feel it perhaps be addressed by exdsfing volume after treatment (e.g Sitzia
was too long, and indeed supgested itemns, e-g impact on holidays covered and Sobrido, 1997, Weiss and Spray,
further items whidch should be added by the item on leisure acivities and 2002} Thus, the inifial construct that
(Table 2), it was also dear that there embamassment by the “appearance’ Emb volume and quality of life are
wis 2 degree of Tatigue” In repeatedly domain. nversely related may be emonecus.
completing the questionnaire during Mevertheless, this could sugpest that
the oowrse of the study, as the The quesfion of the effect of Dol measures may add a different
numibers respanding dedreased over comorbidity on the scores is more dimension to patient assessment
time. Indeed, there were nsufficient complex For example, mobility may beyond the routine measurement of
responses at three and six months to be affected by other condifions, imb volume currently carried out by
examine statistically. e g arthritis, lung disease and maost kmphoedema services Hence,

B oum o Lympnoedema, 2010, v, Mot
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Tahle #

Correlation of domain scores im LYMQOL (leg) at visits one and two
without intervening treatment (n=15}

Table 10

Comparison of domain scores at presentation, | week and | month for

LYMQOL (leg)

this strengthens the case for using a
condifion-spedfic Qol asessment tool
as a dinical outcome measure.

Unfortunately, the data available
in this study have not condusively
demonstrated the responsiveness of
LML over fime, although the
‘appearance’ scores of LYMOQOL
(leg) were signifiantly improved
at one week and one month. This
is largely due to the fact that few
patients completed questicnnaires
at three and six months. More data
is to be collected on this using the
reyised LYMCQOL, but asking patients
to complete questionnaires less
frequently (soe-monthly), with the aim
of improving the response rate.

LYMQOL seems to be a potentially
useful tool in assessing and monitorng
patients with chronic mb cedema
One limitafion in its use, however is
that it does not specificalty address
‘madline’ oedema, e g trunk, genital and
head and nedk oedema.

A number of other condition-
spedfic Qol took for ymphoedema
have been developed and reported.
Cinly two other groups have published
the validation of the tools — LILL-27
for upper Imb ymphoedema (Launois
and Alott, 20000 and FLOA-L for
mphoedema of the arms and legs
(Augustin et al, J005).

The former is a 77-itemn tool

Key points

spadficlly designed for upper imb
ymphoedema The katter is 2 92-

tem questionnaire derived from a
previously validated tool (FLOA wein
questionnaire). LYMQOL represents an
alternative to these, being a relatvely
short tool, covering both arm and leg
oedema

LYMO0L has not been designed
for use in children, therefore it is not
recomimended for this ape group.

In addition, as described above, it
does spedfically address mid-Ene
ymphoedema This is poing to be the
subject of future work:

Conclusions

LYMQOL s a validated ol assessment
tool for use with people with b
rmphoedemna. Further work is
underway to confirm #s responsiveneass.
over time. Rezders who are interested
in using LYMCQOL are imvited to contact
vaughan keekey@iderbyhospitals nhsuk
for further informafion and to share
experiences of its use. I
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Appendix |

a
Lymphoedema Quality of Life Study (LYMQOL) ARM

If any of the tems are not applicable to you, please write MIA in the relevant answer boe{as).

g

-

2

Notaral | Abe |Quteabi| Ao 3

b} housmwork r':5

o] combing har £

d) dressirg :

c] doieg o bt i
f] wrifing

E| =ating g
h] washing

7| clearing tesh ;

1) puting on make-uplidming g

£

;

Please pve excampla(s) of this

i in wrking e Cr

IFacy do you bave pein‘intie. am

(24) Onerall, how would you rate your qualty of e at present! Plesse mark your score on the following scale:

e T ol [ 215 T+l el7 s 5 [n E=mm
Thamk you for completing this form.
I you e any commentis or quesies about it please deoumthesmowith

Dir'Y L ey, Core ftart

Copprigel jeruery X911 Rad BAMY | A0 righv rwervad, P part of thin pul csion oy b reproducsd In ey B o by e
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Lymphoedema Quality of Life Study (LYMQOL) =
If any of the tems are not applicable to you, please write MIA in the relevant answer boe{as).

Notatall | Al | Quiteabit | Alee

a) your walking
b} your abiity to po up and down stairs
c} your abity to bend, = g {0 tie shoelaces or cut tosrails

f| your ablity to pet imiolout of 3 car
h) your abiity o pet up from a char
1) your abiity to drive a @r

I} your cooupation

k) your abiity to do housework:

Please pve excampla(s) of this

Cenmdtae in Fullyive Medcrs, Pgringss Mcrlln Ui, |78 Landan Aosd, Dty D6 | 15

i In wrting forlr

I =0, do you have paninthe. otfiest
leglegs

badk
adomaharmn — ¥ o, whan!

(15) Cherall, how would you raie your guakty of Fe at present! Plezse mark your score on the following scle:
e T ol [ 215 ¢l el sl o Eomm

DY L By, Core ftart

Copyigh |y 330] Ral LEGWY] Al righvis rwsanvard. e paert of i prill caion rusy b rprsdussd Insmp B o brp oy e

B oum o Lympnoedema, 2010, v, Mot
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Appendix Ja
LYMQOL ARM-Scoring System &
Lymphoedema Quality of Life Tool g
The score for the Individual responses are given belowe If the item k& not scored and left blank or not applicable this s scored with a O g
Diomain totalks are caloulated by adding the individual scores and dividing the total by the number of questions answered. (if =50% of é
questions per domain are not arewered this carnot be calculated and =0) §
The four domains and thelr corresponding questions are: Function | (2-hL 2 % -i
Appearance 4.5, 6, 7.8 Symptoms 5, 10, 11_ 12, 13, 14,and Mood 15, 16, 17, 18, 19,20 i
Overall quality of ife {Q21) s scored as the value marked by the padent, between -0 -
[ e e
L
Mot at all Alide | Quite a bie Alot ~
3] omupation I ] 3 4 as
k) housswork: I 7 3 4 ik
e [ 7 3 [ i3
d) dresirg I ] 3 4 _'E'_!
£ wriirg [ 1 3 4 ;f
B g I ] 3 [] i
£ wahing I ] 3 ] -
b clarirg testh I ] 3 4 F
(@ Howmehdomiactynriomatidbedocall [ 1 [ 1 [ 3 [ ¢ ] Er
Flease give sxample(s) of this 'E}
e AL
xi
b
[ 1 3 1 ;%
I ] 3 ] EI
I ] 3 4 i3
I 1 ] 4 =%
| 1 k] 4 'Eg
[ 7 3 1 =1
[ ] 3 4 354
| 1 E] 4 .E~‘3
I ] 3 ] 1’
| ] 3 s
| 1 k] 4
| 1 3 4 :
| 1 E] 4 =
| 1 k] 4 Eg
[ 1 ! [ 5,
| 1 k] 4 I
i 1 3 |43
I ] 3 ] £
I ] 3 4 ¥
I Chemrall, how would you = of e 2t present? | 1 El 4 Ex
= n'-i:pu:mu?uﬂt i q.i -i'"
=
[Pror T o [ 1 [ 2] 3[4 [5Te[7[8] o9 [0
£
W you haee ary comments or quenes about it plege denes these with 5
D L Keeley, Cormubtart E
=
ki
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Appendix Ib
LYMQOL LEG-5coring System
Lymphoedema Quality of Life Tool
The score for the individuzl resporses are given belowe If the item 1z not scored and left blank or not applicable this is scored with a 0.
Diomain totals are caloulated by adding the individual scores and dividing the total by the number of questons answered. (If =50 of
questons per domaln are not answered this cannot be calculated and =0}
The fiour domaing and their corresponding questions are: Function 1 {34, 2.3
Appearance 4.5,6,7.8,9, 10 Sympeoms 11, 12, 13, 4, |5 and Mood 16, 17, 18, 19,20,21.
Owerall quality of Nifie (Q27) is scored as the value marked by the patient, between 0-10.
If ary itemns are not applicible, please write MAA in the relevant bosoes) A lietle
a) yourwaking | 1 3 4
&) your ahifity io bend, mg to fie shoebees or ot il | 1 k| 4
) your ahifty io stand | 1 k| 4
) your zhifty to get up from a dair | 1 k| 4
&) your cooupation | 1 k| 4
) yourahiity to do howsework [ 1 k| 4
[ Deesfeneipdcouliamadied ] 1 [ 3 [ 3 [ & ]
Please give example(s) of this
| 1 E| 4
| 1 k| 4
| 1 k| 4
| 1 k| 4
[ 1 k| 4
| b k| 4
| 1 k| 4
[ 1 k| 4
| 1 k| 4
[ 1 E| 4
| 1 k| 4
| 1 k| 4
| b k| 4
| 1 k| 4
[ 1 k| 4
| 1 k| 4
[ 1 E| 4
| 1 k| 4
Oherall, howw weould you quality of [ 2 preset? | 1 k| 4
rr-l‘.'_lmrmm'ﬂ': g wale
o T o[ 1 1231415 [el7 [ n P
Thank you far completing this lorm.
Wyou b any comments or queres shout it plese deors thesm with.
Oir'Y L Kesley, Cormutant

B oum o Lympnoedema, 2010, v, Mot
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Appendix 4
LYMQOL arme:

Arm function questons |{a{)-3

= Cuesfion | e doing upfundoing buttors demorstrated high comelations to dressing, eating and putfing on make up and shaving, 2l were
7. This question was therefore remaoved as it was felt that ths action was covered by these questions.

» Cuesfion || Putfing on make upfshaving was abo highly comelated with writing, ezfing and washing, all >{68 Ths question was
ko removed.

# Cuesfions |2 and t Ooupatson and deaning teeth were poorly comelated to the other guesfions and the domain as 2 whole. Despite
this it was decided that these guesfions should be kept. Despite a moamem of 37 participants answering Qla it was felt to hawe dinicl
sgnificance i recognised & a problem by the patient 011 was not omitted 25 it was felt that this acthity required a level of desderity and
actions not covered by the other questiors.

» On the whole the indidual questiors in this ssdion were poorly comelated with each other; howeser, they were comelated to the
doman s 2 whole There were two questions that were not cmomelsted to the domain 7 and % difficulity wearing jewsllery and whether
the sweding affects the rebfionship with their partner. Both of these quesfions were remioved.

Arm symptoms questions 11-17

= Cuesfion |1 asks whether the mphoedema cuses pan and the five subsequent questions detailed spedhc areas it was fielt that
the presence of pain was the sgnificant question and knowing the specific aea did not add to this, & further guesfions regarding the
presence of pan would be covered in 2 dinical ssesment These fve quesfions have been removed from the modilied verson
of LYMQOL

= Cuesfion |6 asked whether the hand felt cold and this was poorly commelated with the other questiors and also the domain as 2 whole
This question was therefore removed.

Arm mood: questions 18-23

# These questions were taken from the ECRTC questiornaire and therefore have been previously validated. However, they have been
taken from different domains n the BEORTC They are all cormelated to the domain and therefore all remain n the modified version.

LYMQOL leg:

# The majorty of the questions comelated well with each other and the domain 2= 2 whole There was one aspect, however, that did
not demonsirate amy sgnificant comelations with amy other aspect or to the domain This was the ability to drive 2 car (i) This has
subsaguently been removed I the modified version.

+ Cuesfion 1 The effect of the sweling on the pafient’s cooupation did not demonstrate a high cormelation with the other fundional
aspacts but was comelated with the domain. Similary to the arm LYMCHOL, this was perceived 2= having dinical sgnificance and
was retained

* Ag a result of the high comelafions each question was reviewed and quesfions 1b (the ability to po up and down stars), d (the ability to
stand], f (the ability to get intnfout of a car), g {the ability to pet onfget off public transport) have been removed, 25 it was felt that these
aspacts were covered by the remaining questions.

= Smilariy o the arm questionnaire, question 10, relxfionship with your pariner’ was poorty commelated and it was felt that this could be
answered by the foliowing question, relationship with others Therefiore this hes been removed.

# Once more the relafionships demonstrated in the analyss of the arm questionnaire were mirrored n - the leg questionnaie The sub-
questions relating to the areas of pain (12 2-e) and aiso the feoling of coldness (17) have been removed.

= Cuesfion |8, lkeskape of fluid was not comelated with any of other questiors and did not 2dd to the domain as a whaole, therefore it been
resmived This symptom cn be addressed n the dinical assessment

# These questions were taken from the ECRTC questiornaire and therefore have been previously validated. However, they have been

taken from different domains n the BEORTC They are all cormelated to the doman and some with each other (21, 72,23 and 24 e Al
sgnificantty comelated with each other) and therefore all remain n the modified version

Joummed of Lymphoedeama, 2010, Vol 5, No 1 -

17



Traducdo, adaptacdo cultural e validacéo de contelido do LYMQOL para a realidade Portuguesa

3 —Versao original do LYMQOL

18



Traducdo, adaptacdo cultural e validacéo de contelido do LYMQOL para a realidade Portuguesa

3.1 — Versao original do LYMQOL Arm

19



Traducdo, adaptacdo cultural e validacéo de contelido do LYMQOL para a realidade Portuguesa

LYMQOL ARM
Lymphoedema Quality of Life Tool

This questionnaire has been designed and validated for patients with chronic oedema/
lymphoedema of one or both arms to measure quality of life.

Please tick the box that best describes how you feel about each of the questions.

NAME: .o e Hospital Number:...........................

Date: ....oooeveevveereeen,

(Q1)How much does your swollen arm affect the

following daily activities?

If any of the items are not applicable to you, please write N/A in Not at | Alittle Quite a
the relevant answer box(es). all bit

Alot

a) occupation

b) housework

¢) combing hair

d) dressing

e) writing

f) eating

g) washing

h) cleaning teeth

(Q2) How much does it affect your leisure activities/ social life?

(Q3) How much do you have to depend on other people?

Not at | A little Quite a
all bit

A lot

(Q4) How much do you feel the swelling affects your appearance?

(Q5) How much difficulty do you have finding clothes to fit?

(Q6) How much difficulty do you have finding clothes you would

like to wear?

(Q7) Does the swelling affect how you feel about yourself?

(Q8) Does it affect your relationships with other people?

20
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(Q9) Does your lymphoedema cause you pain?

(Q10) Do you have any numbness in your swollen arm?
(Q11) Do you have any feelings of "pins & needles" or
tingling in your swollen arm?

(Q12) Does your swollen arm feel weak?

(Q13) Does your swollen arm feel heavy?

(Q14) Do you feel tired?

In the past week....

(Q15) Have you had trouble sleeping?
(Q16) Have you had difficulty concentrating on things,
e.g. reading?

(Q17) Have you felt tense?
(Q18) Have you felt worried?
(Q19) Have you felt irritable?
(Q20) Have you felt depressed?

(Q21) Overall, how would you rate your quality of life at present?

Please mark your score on the following scale:

0 1 2 3 4 5 6 7

poor

Thank you for completing this form.

If you have any comments or queries about it, please discuss these with

Not at | A little Quite a A lot
all bit
Not at | Alittle Quite a Alot
all bit
9 10
excellent

Dr V L Keeley, Consultant

These questions are only a part of the QLQ-C30 Questionnaire.

Questions 15 to 20 have been reproduced with permission from the EORTC.

Copyright November 2007 Ref ARM V |l

All rights reserved. This document can be used or reproduced freely provided that this copyright statement

is left intact, that the source is acknowledged, that the user registers and that no changes are made

without permission of the author. Application for permission and for registration should be forwarded in

writing to Dr Vaughan Keeley, Consultant in Palliative Medicine, Lymphoedema Clinic, Royal Derby

Hospital, Uttoxeter Rd, Derby. DE223NE.
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LYMQOL LEG

Lymphoedema Quality of Life Tool

This questionnaire has been designed and validated for patients with chronic oedema/

lymphoedema of one or both legs to measure quality of life.

Please tick the box that best describes how you feel about each of the questions.

NaME: ..o e Hospital Number:.............ccccc....

Date: .......ccovveviiiine
(Q1) How much does your swollen leg affect the
following activities?

If any of the items are not applicable to you, please write N/A in the
relevant answer box(es)

a) your walking

b) your ability to bend, e.g. to tie shoelaces or cut toenails

c) your ability to stand.

d) your ability to get up from a chair.
e) your occupation

f) your ability to do housework

(Q2)Does the swelling affect your leisure activities/ social life?

Please give examples of this

(Q3) How much do you have to depend on other people?

(Q4) How much do you feel the swelling affects your
appearance?

(Q5) How much difficulty do you have finding clothes to fit?

(Q6) How much difficulty do you have finding clothes you would
like to wear?

(Q7) Do you have difficulty finding shoes to fit?

(Q8) Do you have difficulty finding socks/ tights/ stockings to fit?

(Q9) Does the swelling affect how you feel about yourself?

(Q10)Does it affect your relationships with other people?

23
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Notat | Alittle | Quitea Alot
all bit

(Q11) Does your lymphoedema cause you pain?

(Q12) Do you have any numbness in your swollen leg(s)?

(Q13) Do you have any feelings of "pins & needles" or

tingling in your swollen leg(s)

(Q14) Does (do) your swollen leg(s) feel weak?

(Q15) Does (do) your swollen leg(s) feel heavy?

In the past week.... Notat | Alittle | Quitea Alot
all bit

(Q16) Have you had trouble sleeping?

(Q17) Have you had difficulty concentrating on things,
e.g. reading?

(Q18) Have you felt tense?

(Q19) Have you felt worried?

(Q20) Have you felt irritable?

(Q21) Have you felt depressed?

(Q22) Overall, how would you rate your quality of life at present?
Please mark your score on the following scale:

0 1 2 3 4 5 6 7 8 9 10

poor xcellent

Thank you for completing this form.

If you have any comments or queries about it, please discuss these with ..........c.cooeeeeenneeie

Dr V L Keeley, Consultant

Questions 16 to 21 have been reproduced with permission from the EORTC.

These questions are only a part of the QLQ-C30 Questionnaire.

Copyright November 2007 Ref LEG V I

All rights reserved. This document can be used or reproduced freely provided that this copyright statement is left
intact, that the source is acknowledged, that the user registers and that no changes are made without permission
of the author. Application for permission and for registration should be forwarded in writing to Dr Vaughan
Keeley, Consultant in Palliative Medicine, Lymphoedema Clinic, Royal Derby Hospital, Uttoxeter Rd, Derby.
DE223NE
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LYMQOL ARM-Scoring System
Lymphoedema Quality of Life Tool

The score for the individual responses are given below. If the item is not scored and left blank or not
applicable this is scored with a 0.

Domain totals are calculated by adding the individual scores and dividing the total by the number of
questions answered. (If >50% of questions per domain are not answered this cannot be calculated and
=0).

The four domains and their corresponding questions are: Function 1 (a-h), 2,3

Appearance 4,5,6,7,8 Symptoms 9,10,11,12,13,14 and Emotion 15,16,17,18,19,20.

Overall quality of life (Q21) is scored as the value marked by the patient, between 0-10.

(Q1)How much does your swollen arm affect the
following daily activities?

If any of the items are not applicable to you, please write N/A in the Not at | Alittle Quite a Alot
relevant answer box(es). all bit

a) occupation 1 2 3 4
b) housework 1 2 3 4
¢) combing hair 1 2 3 4
d) dressing 1 2 3 4
e) writing 1 2 3 4
f) eating 1 2 3 4
g) washing 1 2 3 4
h) cleaning teeth 1 2 3 4
(Q2) How much does it affect your leisure activities/ social life? 1 2 3 4
Please give examples Of this ... e e ereee e e

(Q3) How much do you have to depend on other people? 1 2 3 4

Not at | Alittle Quite a Alot

all bit
(Q4) How much do you feel the swelling affects your appearance? | 1 2 3 4
(Q5) How much difficulty do you have finding clothes to fit? 1 2 3 4
(Q6) How much difficulty do you have finding clothes you would 1 2 3 4
like to wear?
(Q7) Does the swelling affect how you feel about yourself? 1 2 3 4
1 2 3 4

(Q8) Does it affect your relationships with other people?
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Not at | Alittle Quite a Alot
all bit
(Q9) Does your lymphoedema cause you pain? 1 2 3 4
(Q10) Do you have any numbness in your swollen arm? 1 2 3 4
(Q11) Do you have any feelings of "pins & needles" or 1 2 3 4
tingling in your swollen arm?
(Q12) Does your swollen arm feel weak? 1 2 3 4
(Q13) Does your swollen arm feel heavy? 1 2 3 4
(Q14) Do you feel tired? 1 2 3 4
In the past week.... Not at | Alittle Quite a Alot
all bit
(Q15) Have you had trouble sleeping? 1 2 3 4
(Q16) Have you had difficulty concentrating on things, 1 2 3
e.g. reading?
(Q17) Have you felt tense? 1 2 3 4
(Q18) Have you felt worried? 1 2 3 4
(Q19) Have you felt irritable? 1 2 3 4
1 2 3 4
(Q20) Have you felt depressed?

(Q21) Overall, how would you rate your quality of life at present?
Please mark your score on the following scale:
0 1 2 3 4 5 6 7 8 9 10

poor excellent

Thank you for completing this form.
If you have any comments or queries about it, please discuss these with ..........ccccooeeeeci s

Dr V L Keeley, Consultant

Questions 15 to 20 have been reproduced with permission from the EORTC.

These questions are only a part of the QLQ-C30 Questionnaire.

Copyright November 2007 Ref ARM V I

All rights reserved. This document can be used or reproduced freely provided that this copyright statement is left intact,
that the source is acknowledged, that the user registers and that no changes are made without permission of the author.
Application for permission and for registration should be forwarded in writing to Dr Vaughan Keeley, Consultant in
Palliative Medicine, Nightingale Macmillan Unit, 117A London Road, Derby DE1 2QS.
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LYMQOL LEG- Scoring System
Lymphoedema Quality of Life Tool

The score for the individual responses are given below. If the item is not scored and left blank or not
applicable this is scored with a 0. Domain totals are calculated by adding the individual scores and
dividing the total by the number of questions answered. (If >50% of questions per domain are not
answered this cannot be calculated and =0).

The four domains and their corresponding questions are: Function 1 (a-f), 2,3

Appearance 4,5,6,7,8,9,10 Symptoms 11,12,13,14,15 and Emotion 16,17,18,19,20,21.

Overall quality of life (Q22) is scored as the value marked by the patient, between 0-10.

(Q1) How much does your swollen leg affect the
following activities?

If any of the items are not applicable to you, please write N/A in the Notat | Alittle Quitea | Alot
relevant answer box(es) all bit

a) your walking 1 2 3 4
b) your ability to bend, e.g. to tie shoelaces or cut toenails 1 2 3 4
c) your ability to stand. 1 2 3 4
d) your ability to get up from a chair. 1 2 3 4
e) your occupation 1 2 3 4
f) your ability to do housework 1 2 3 4
(Q2)Does the swelling affect your leisure activities/ social life? 1 2 3 4
Please give examples Of this ..o e erraeeeeeas

(Q3) How much do you have to depend on other people? 1 2 3 4

Notat | Alittle Quitea | Alot

all bit
(Q4) How much do you feel the swelling affects your 1 2 3 4
appearance?
(Q5) How much difficulty do you have finding clothes to fit? 1 2 3 4
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(Q6) How much difficulty do you have finding clothes you would | 1 2 3 4

like to wear?

(Q7) Do you have difficulty finding shoes to fit? 1 2 3 4

(Q8) Do you have difficulty finding socks/ tights/ stockings to fit? | 1 2 3 4

(Q9) Does the swelling affect how you feel about yourself? 1 2 3 4
1 2 3 4

(Q10)Does it affect your relationships with other people?

Notat | Alittle | Quitea Alot
all bit
(Q11) Does your lymphoedema cause you pain? 1 2 3 4
(Q12) Do you have any numbness in your swollen leg(s)? 1 2 3 4
(Q13) Do you have any feelings of "pins & needles" or 1 2 3 4
tingling in your swollen leg(s)
(Q14) Does (do) your swollen leg(s) feel weak? 1 2 3 4
(Q15) Does (do) your swollen leg(s) feel heavy? 1 2 3 4
In the past week.... Notat | Alittle | Quitea Alot
all bit
(Q16) Have you had trouble sleeping? 1 2 3 4
(Q17) Have you had difficulty concentrating on things, 1 2 3
e.g. reading?
(Q18) Have you felt tense? 1 2 3 4
. 1 2 3 4
(Q19) Have you felt worried?
- 1 2 3 4
(Q20) Have you felt irritable?
1 2 3 4
(Q21) Have you felt depressed?

(Q22) Overall, how would you rate your quality of life at present?
Please mark your score on the following scale:

0 1 2 3 4 5 6 7 8 9 10

poor excellent

Thank you for completing this form.
If you have any comments or queries about it, please discuss these with ..........cccccoveeveees
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Dr V L Keeley, Consultant

Questions 16 to 21 have been reproduced with permission from the EORTC.

These questions are only a part of the QLQ-C30 Questionnaire.

Copyright November 2007 Ref LEG V I

All rights reserved. This document can be used or reproduced freely. If all or part of the documents be
reproduced, we request that the source and copyright owners be acknowledged. Application for the copyright
owners permission should be forwarded in writing to Dr Vaughan Keeley, Consultant in Palliative Medicine,
Nightingale Macmillan Unit, 117A London Road, Derby DE1 2QS.
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5.1 — Validagdo do LYMQOL para Holandés
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Phlehology

Original Articls
ey
Validation of the Lymphoedema Quality- /ot

P TATE e
Pl mpupukz com

SOAGE

of-Life Questionnaire (LYMQOL) in Dutch
Patients Diagnosed with Lymphoedema of
the Lower Limbs

CB van de Pas'?, AAM Biemans'~, RSM Boonen?, PB Viehoff'*
and HAM Meumann'?

Abs tract

Background: The Lymphoedema Qualiy-of-Life Questionnaire i3 2 validsed diseste-sperific indtrsment 1o i
the impact of lymphoedema on patients’ lives. In this study, we tested it psychometric properties and validated the we
of the gquestionnaire in s Duteh trand stion.

Methods: Ywe obnined the anawers t© a standsrdised questionnaire, induding Lymphoedema Quelity-of-Life
Questisnnaire snd Short-Fom (36) Health Survey, twice st an interval of 2 weels in 60 patients with lower limb
ymphoedema. Feasibility was tested on the basis of missing responses and response distribution. Scruscture was stusdied
using e tor analysis. The reliabilicy of the Lymphoedema Quality-of-Life Questonnaire was sssested using Crohnbachs o
and test-retest relishiliy. Construct validity was tested by correluting Lymphoedema Quality-of-Life ) westi cninaire
scores with the Short-Form (36) Health Survey scores.

Results: The response rate was BB 2% One of the 22 items missed = |0 of responses another showed a borderline
cedling effect. Internal consistency was good and test-retest relability was excellent. The Lymphoedema Quealicy-of -Life
Questionnaire correlsted wall with the physical component of the Short-Form (36) Health Servey and moderately with
the mental component, suggesting that its constrect validicy was good.

Conclusiors The Dutch Lymphoedema Quality-ofLife Questionnaire can be wed for health-relsted quality-of ife
research in lower limb |ymphoedema patients.

Keywords
Lymphoedenma Queal it-of-Life Quatishnaire, mphoedema, gquality of life, paychometrics validstion, Dutch

{e.g. short-form (36) health survey (SF-36) or dizease

Intreduction

Lymphoedema of the lower limbs & a relatively
common chronic and incurable dissase. = Barly diag-
nosis and treatment i essential in preventing the pro-
gression of the disease and its complications. Late
stages of lym phosdema may cause severe physical, der-
matological and psychological problems such as
chronic swelling, impaired physical function, recurrent
skin infections and diffiguring skin changes >*"*

Mot surprisngly, patients suffering from lymphoe-
dema may have substantial health-related quality of
life (HRQOL) impaiment. HR(MOL measures can be
used to assess the impact of chronic cedema and can
also be wsed to demonstrate changes as a result of treat-
ment.”? HRQOL measures that have been used in
studies of ymphoedema were either gmﬂ'a]"‘“

specific™ ™ (eg. UlF27). Disease-specific instruments
provide more specific information about the impact of
Iymphoedema on patients” everyday's lives. ™

'wummmncmumm,m
Mether et

*Poliicinielc de Bk 301 | GB Roserdom, The Metheriands

‘I:_ of [0 bogy, TeeeSaden Tiekenbuis, 3042 AD Tiburg,
Thee: Metheriands
“Comitre for Prysiol ored Mol Thermpy t Gllde PEV), Gorirchem, The
Hhether e

Conmrespondng awthor:

Chonmlle wan de Pas, EmovesMC Deparmant of Deswvamlbogy
B pronrvrs” Jarobpdein 51, J015CA Romerdun, the Metwriands
Bl raltieonrs siFbeoomail oo
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Miost HROQOL questionnaires have been constructed
for patients who have arm lymphoedema secondary to
bmeast cancer. Few studies have been performed in
patients with lymphoedema of the lower limb.
However, most of them involved small numbers of
patients ™" used nomvalidated quality of life tools™
and either combined patients with arm and leg lym-
]:rhnutmzm or wsed too myimmﬂ{cg. FLOQA-T).

The same limitations applied to a mumber of studies
that evaluated HROQOL in patients with lower limb
lymphosdema cansed by chromic leg ulce ration
and gynaecological cancer ™

Obviously a mome compact tool for asesing
HRQOL associated with lower limb lymphosdema is
needed. The Lymphosdema — Cuality-of-Life
(LYMQOL) Questionnaire™ is a validated dissase-spe-
cific HROQOL assessment tool that can be wsed for Iym-
phoedema of the lower limbs bothin clinical assessment
and as an outcome measure, a5 well as in reseanch. The
LYMOHOIL has a good feasibility, reliability and walid-
ity and connects with international resgarch =7 The
instrument seems to be a weful tool in assessing and
monitoring patients with chronic limb oedema.

The objective of this siudy & to test the psychometric
properties of the Dutch-translated LY MWL in a rep-
resentative group of Dutch-speaking patients with lym-
phoedema of the lower limbs.

Methods
Study population

In March 2013, lindred lymphoedema patients diag-
nosed at the Dermatology department of the Erasmus
MC Rotterdam were asked to participate in this study.
These patients were over 18 years of age, had chronic and
stable primary or secondary lymphoedema with uni- or
hilate rl swelling of the lower limbs. Patients wene exchided
if they had comorbidities that can induce oadema (such as
lipoedema, obesity, heart- or kidney failure orchronic vas-
cular disease). Patients who had poor unde standing of the
Ditch language and purpose of the sudy were ako
excluded. Aftersigning infomed consent patients reosived
a standandized questionnaire that included questions
about demographic and disease charmcte ristics, the SF-36
and the LYMOWIL (the questionnaire can be found online
with this article, http://phl sagepub com). Patients were
asked to complete the questionnaires and return it to our
department. Two weeks later patients received a second
SF-36and LYMOQOL.

Questionnaire

The LYMQOL was originally developed by Keeley
et al.¥ and adapted to a final questionnaire in 2010.

The questionnaire consists of 22 jtems (Table 1), which
are divided into four domains: functional aspects (items
1 {a—f), 2and 3), appearance body-image (items 4, 5,6, 7,
B, %and 10), physical symptoms (items 11, 12, 13, 14 and
15) and emortions' mood (items 16, 17, 18, 19, 20and 21).
Each question was scaled from | to 4. A higher score
indicated a lower HRQXOL rating. Owverall quality of
life ()22} & scored as the value marked by the patient,
between 0 and 10. Ten being the best and zero the worst
rating on the day of testing. Five summary scores can be
computed: four domain scores and one global score.

The tmnshtion of the LYMOQOL into Dutch was
based on forward-backward translation as recom-
mended.* In brief, two translators, both native speakers
in Dutch, independently translated the questionsand the
response options of the English LYMQOL into Dutch.
They were instructed to pay attention to conceptual
rather than literal equivalence, and to choos words
and language constructions that were as simple as pos-
sible. The tramslators were employees of a regsterad
translation office. Two resulting independent forward
translations were com pared and discussed with a third
translator until consensus was reached regarding the
optimal phrazing of the Dutch LYMOQOL. This
common forward translation was then given to two
translators, who were native speakers in English and
fluent in Dutch. They each produced a backward trans-
lation that was then both companed with the English
LYMOQOL for conceptual equivalence with the original
source version. This backwand tramslation was con-
ducted by two independent meviewers who did not have
access to the English version of the LY MOWOL before.
The analyss was documen ted and necessary adaptations
to the Dutch LY MWL version were made. The resuli-
img Dutch LYMOUOL was then administered to patients
with lymphoadema of the lower imbs.

The SF-36 was included to test construct validity.
This general guestionnaire consists of 36 questions,
and i a reliable and walid questionnaire examining
the general health of the patient. The 36 items can be
grouped in a mental and physical component scale
(MCS and PCS, respectively) and contains eight
domains of quality of life: physical functioning, role—
physical, bodily pain, general health, vitality, zocial
functioning, mole—emotional and mental health {scores
range between 0 and 100)** Higher scores indicate a
better quality of life.

Two zided p values of 0.05 or less were considerad
statistically different. All analyses were conducted using
SPSE (SPSS Inc., Chicago, TL, UTSA)

Analysis

Femibility The feasibility of the LYMOQOL was evalu-
ated by the overall response rate. Iem difficulty was
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Table 1. Englsh version of the Lymphoedema Cuality-ofLife (LYMQOL) Quesionmire.

Q1) How much does your swollen beg affect the following activitie s?

a} your waking

b} your ability to bend, eg. to te shosboes or ot toemils

c} your ability to stand

d} your ability to pet up from a dhair
€} your cooupation

f) your shility to do hoasework

(Q2) Does the sweling affect your beisure activities/social el

Rexe give examples of this .. .. ... ...

{Q3) How mudh do you have to depend an other people?

{Q4) How mudh do you fieel the swelling affects your appearance!

(Q5) How mudh dificuity do you have finding dothes to §it?

(6} How mudh dificuity do you have finding dothes you would Boe to wear?

{Q7) Do you hawe diffcullty finding shoes to fitf

(Q8) Do you hawe dificulity finding s ock s'tightstockings to #t?
{QF) Does the sweliing afiect how you fed about yourseli?
(210} Droees it affect your rdationships with other people!

{Q11} Dioes your ymphoedema cuse you mind

{Q12) Do you have any numbness in pour swollen keg(s)

{Q13) Do you have any fealings of “pins & needies™ or tingling in your swollen bagls)

{Q14) Does [do} your swollen beg(s) fed weak!?
{Q15) Does (do) your swollen beg(s) fed heay!
In the past wesk. . _

(Q16) Hawe you had trouble seeping’

(Q17) Hawe you had dificulty conoenbrating on things, eg. reading?

(Q18) Hawe you fekt tense!
(Q19) Hawe you fekt worried!
(Q20) Hawe you fekt imritble!
(Q21) Hawe you febt depressed!

(QZ2) Owerall, how would you rate your quality of e at present!?

Rexe mark your soome on the following scale
01 23 456 78 % 10
posor eoelent

present, if 10% or more of the answers of individual
items were missing. The score distribution of all indi-
vidual items was evaluated by assessing their floor and
ceiling effects (i.e. T0% or more of the respondents
exhibited the worst or best possible scores). Patients
with three or more missing scomes were excluded from
the anmalysis, except from the feasihility assessment.
Miszing valies were replaced by the median of the com-
pleted items reported by an individual.

Scole sricmire. Thestructure of aset of items referstothe
extent to which items belong together, representing a
certain construct, and can be tested by factor analysis
Factoranalysisis based onitemcorrelations: if the factor
loading (ie. correlation) of an item i =040 it can be
considered to load sufficiently on a specific construct
and iz assigned to the right subscale. Ttems with factor
loadings <0.40 do not cover the intended constroct.

A confirmative principal axis factoring (PAF) faol-
lowed by promax potation was performed to test the
structume of the LY MQOL.

Relabdity. Reliahility iz defined as measirement preci-
sion. Two main forms of reliability exist: internal con-
sistency and test/me-test reliahbility.

Tnternal congistency is the degree to which the items
of a domain of an instmument are measuring the same
construct.  To  examine  intermal  comsistency
Crohnbach’s @ can be estimated. Crohnbach’s alpha
varies between 0 and 1.0 and should be between 0.70
and 0.9 alpha <070 suggests that the items of a
domain assess different constructs; alpha =090 ag-
gests item redundancy.

Test/retest reliability & the extent to which scores of
an instrument are stable over time. To examine test/
retest reliahility the instrument under study is admimnis-
tered on two separate occasions, with atime interval that
is sufficiently short to assume that the underlying condi-
tion is unlikely to have changed, but long enough that
patients do not emember their previous amswers The
cormlation between the two sepamte measurements can
best be computed by the Interclss Correlation
Coefficient (ICC) and variess between 0 and 1.0.
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The closer the coefficient is to 1.0, the higher the reliabi-
ity of the instrument. A correlation coefficient above (.70
iz generally considered to be sufficient. A comelation
coefficient above 0,80 i considered to be excellent.

Validity

Validity refers to the degree to which an instrument
actually measures what it is intended to measure (ie.
the accuracy of an instrument).

The comstruct validity of the LYMOQWOL (ie. how it
relates to other HROQOL measumes) was tested by cal-
culating Spearman’'s correlation coefficient {rho)
between patient’ LYMOOL scores and the MCS and
PCE of the SF-36. The LYMQOL cormelates well with
the PCS or MCS if tho =06, or correlates moderately if
rho =03,

Results
Study population

Seventy-six patients out of hundred were willing to
cooperate. Almost T0% were women. The mean age
of participants was 60 years (SD 156 years), range
1992 years. Most patients had hilateral leg inwolve-
ment with secondary lymphoedema. Classified accord-
ing to duration of lymphoedema in yeams, 19.4% had
lymphosdema since (-5 years, 22.4% since 5-10 years,
2E.4% since 10-20 years and 29.9% had mphoedema
longer then 20 years. Most of the patients did wear
compmession stockings at the tme of the smdy
(Table 2).

Feasibility
Sinty-seven patients completed and returned the ques-
tonnaires (esponse rate B82%), only these patients
weme analyssd for feasibility. OF the sixty-seven
patients, seven patients were exchided from further
analysis. Omne Patient had paraplegia, one had a spina
hifida {questions ame only for those patients who are
miohile and can experience a pain sensation in their
legs). The other five patients did not respond to three
or more items. 5o in total seven patients did not to
respond to three or mome items.

Ttem difficulty was found in item Qle (269%). The
question of this item was: How much does your swollen
leg affect your occupation (=In hoeverme beinvioedt uw
gezwaollen been uw werk )7

There was a borderline ceiling effect of T0.1% (ie.
T0% & the border of the respondents that exhibited the
best possible scomes) for question 317 in de 2e question-
naire. The question of this item was: Have you had
difficulty concentrating on things, e.g. mreading (=Hebt

Table 1. Demographic curacterstics of study population.

T — Mo, of paents (4)
Sex 46 women (687)
21 men (3 1.3)

Age, mean (S0, angs) 596 pears B0 156,
range 1992 years)

Currently dffected g

Balateral 55 (811)

Unilateral 12(179)
Cause pmphoedema

Primary o149

Semndary 36 (517

Unknaown 21 {313)
Duration hymphoedema

0-5 years 13 {194

5-10 yers 1512249

10-20 pears 19 (284

2= 200 yemirs 20 (299
Wyering compnession shockings

Yes &0 (89.8)

Mo T(l05)

u moeite gehad u op dingen te concentreren, zoals
lezen)?

Structure

In the PAF, each of the 22 items loaded higher than the
cut-off value of 04, confirming the unidimensional
structure of the LYMCOXOL suggesting an overall acore
iz appropriate. The loadings varied between 0.498 and
0.907. Ako the four dimensions were extractad. When
analyzing the four subscales separately, two items {item
Qle, "how much does your swollen legs affect your
oocupation’ and Q10 ‘does it affect your relationships
with other people’) showed item complexity with a
loading of 0.10 and 031 on subscale ‘functional” and
subscale ‘body image’, respectively. This observation
suggests that these items do not fit the assigned sub-
scales and should possibly be deleted from their sub-
scale. Ttem 7 “do you have difficulty finding shoes to
fit' was borderline complex with a loading of 0.35.

Reliability

The itemy mesporses of the LYMOQWOL during the first
assessment showed a good internal consistency
{Crohnbach's alpha =0.89). Among the &0 people the
LYMOQOL was completed twice 2 weeks apart (mean
18 days). The test-retest reliahility of the LYMOQOL
was excellent (rho=0.8) for all domains, except for
the overall QOL where the test-retest reliahility was
good (rho =0.T), Table 3.
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Table 3. Pearson comelation of domain soores in

Lymphoedema Quality-ofLife (LY MQOL) Questionraire feg) at
wits. one and two without nbervening trevtment (n= 45).

Table 4. Spmrman ormekhiton cosficents between
Lymphoedema QualitpofLife (LYMQOL) Questionnaire domain
samwres and physicl component scale [PCS) of dhe SF-36 (n==580)

Dromain Comelation p Yaue Domain PCS p Vahe MCS p Waue
Functioml aspects 086 «0.001 [Functona -713 00 =315 0l
Appmrance’body image o <0001 Appmrance/body image —5%3 000 —36h DM
Symphomes 1= «0.001 Sympioms —&&l 000 -27% 03
Mood emotions 087 <0001 Moodlemotions —.&18 000 —43 00l
Owerall Q0L 073 <0001 Oweral QOL S04 000 312 0I5
MCE: mental component smbe SR36 shontdommn (346) bealth sorey.
Valicity In factor analysis (=principal component analysis),

The LYMOQOL correlated well with the PCS and mod-
erately with the MCS of the SF-36 (Table 4) suggesting
a good construct validity of the LYMOQOL in this
population for the physical sspects but less for the
mental aspects of having leg lymphoedema.

PCS and MCS: negative correlation all domains
except overall (0L (which is a positive correlation).
p Values PCS-score and MCS-score were all statistically
significant.

Discussion

Asa compact tool is nesded to assess HRQOL in lower
limb lymphosdema, we translated the English verson
of the LYMQOL into Dutch and evaluated its psycho-
metric properties™ in patients with lymphoedema of
the lower limbs. Our psychometric properties were
comparable to those of the original paper. The Dutch
LYMOMIL iz a feasible, reliable and valid tool in the
assesament of HROQOL in patients with lower limb 1ym-
phoedema. It is easy to uwse and relatively short.

Ttem Cyle was affected by item difficulty: our patients
had difficulty arswering ‘how much does your swollen
leg affiect your occupation” (="ir koeverre belnvioadt ww
gezwollen been ww werk’). While this may have been due
to the limited mobiity caused by their swollen legs, it
may also have been a comsequence of the advanced age
af those in our study population, in which few people
were likely to have an ooccupation. The confusion seems
to hawe arisen despite the fact that respondents were
instructed to write N /A in the relevant box if an item
was not applicable.

Feasihility was high. As 20 out of 21 items showed
no floor or ceiling effects, the items had a good discrim-
inative effect. The only item that showed a borderline
celling effect {70.1%) was question (17 *“Have you had
difficulty concentrating on things, e g. reading? (=hebt
u moeite goled w op dingen te concentreren, by bzen®).
However, this will not influence the final outcome of
the questionmaire.

all items loaded =040, showing that the unidimen-
siomal undedying construct of these findings was
good. However, two items in the sihscale analysis
loaded less than 0.40, suggesting that they should be
removed from that subscale. Although in a sub-analysis
item ()10 was better assigned to the ‘emotions’ subscale
than to ‘body image’, this study was not intended to
refine the current instrument.

Interestingly, LYMOQMOL comelated better with the
PCS than with the MCS of the SF-36, suggesting that
the LYMQOL reflects the physical aspacts of having
lymphoedema of the lower limbs better than it corme-
lated with the mental aspects.

In 2014, a new multidisciplinary Dutch guideline for
]}'rn]:ﬂmﬂhna“ appearad, which serves as a guide for
daily practice in improving guality of cam in these
patients The emphasis of this mideline iz the new
approach to chronic conditiors wsing the ‘chronic
care model’ in which patients play a cemtral role
through self-management and active participation.

In addition, for patients’ overall functioning, the so-
called TCF™™ (Intermationsl Classfication of
Functioning, Dizahility and Health) & used. The ICF
is & conceptual framework that reflects specific aspects
of the function of the human body with the aim to use
proper measurements, treatments, education and help
for patients with specific diseases.

Recently, a Dutch ICF working group agreed on the
ICF core sets for lymphoedema. *** Devoogdt et al.®
developed an ICF-bassd questionnaire in a Dutch
population of lymphosdema of the lower lkegs This
questionnaire is complementary to the LYMOOL:
whereas the ICF emphasizes the impact of the disease
on patients’ functioning, the LYMQOL focumses on
other items of quality of life, such as its impact on
daily activities, emotions and body image.

We now speculate that it may be possible to use the
LYMOQOL for lippedema patients, as both diseases
bother patients in the same way. Although the aeti-
ology of lymphosdema and liposdema iz different,
there i considerable agreement on the extent to
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which these patients are handicapped in everyday life.
However, this has harely been compared.** Both dis-
eases also lead to disproportionate increases im the
lower extremities.

The response rate of the volunteers was adequate,
but the generalizability of our findings may have been
limited by the fact that this study was restricted to
patients visiting an academic centre. Future peychomet-
ric studies need to confirm the LYMOWOL's responsive-
ness {i.e. sensitivity to change).

In conclusion, this study confirms the feasibility, reli-
ability and validity of the LYMOQOL in a Dutch popu-
lation of patients with lymphosdema of the legs. It iz an
easy, useful tool for assessing patients with chronic
lymphosdema of the lower mbs.
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Japanese Version of the Quality of Life Measurement for Limb
Lymphedema (leg) (J-LYMQOL-1) : its Reliability and Validity
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Department of Women's Health Nursing, Division of Health Sciences, Tohoku University
Graduate School of Medicine
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ABSTRACT

BACKGROUND : Lymphedema is a condition that manifests as swelling when the lymphatic sy stem fails to
remove excess interstitial fiuid from the tissues. Cancer treatments, such as radical surgery including | ymph node
dissection, chemotherapy, and radiotherapy, contribute to the risk of secondary lymphedema. To plan the
treatment fior lymphe dema and monitor the patient’s progress, leg or amm swelling and function of the limbs need
to be assessed.

OB.JEC TIVE : The pupose of this study was to inve stigate the relisbility (test-retest, internal consistency) and
validity (criteris—related validity, construct validity) of date obtained with the Japanese version of the Ouality of
Life Measurement for Limb Lymphedema (leg) {-LYMQOLA).

METHOD : Two hundred and eleven women with lower limb |ymphedsma were recruited between September
2012 and October 2013 from the lymphedama outpatient services in four Toholu aress and one Kanio area of
Japan, and wene assessed by self —administered guestionnaires that included the J-LYMOOLA.

RESIULTS : The Cronbach'’s alpha coefficlent of the JALYMQOL-1 was .925, and subscales ranged from 888 to
.84, p<.05 indicating a high imernal reliability of fve tool Test-retest reliability was moderate (r=.588, p<
. 05). A confirmatory factor analysis revealed that the four-factar model of the J-LYMQOL- fitted the data. The
Pearson comelation coefficient, between the JHLYMGQOL-1 and J- EORTC QLG-C30, was . T2, indicating a high
criteria-related validity for all domains, except one.

CONMCLUSION : The H_YMQOL-1 has high construct validity and reliability and be used for clinical
sssessment of Q0L in patients with lower limb ymphe dema.

KEY WORDS : lymphedema, quality of life, LYMQOL, reliability, validity, conditiomspecific QOL
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INTRODUCTION

Lymphedema is a condition that manifests a5 swelling
when the lymphatic system falls o remove excess
interstitial fluid from the tisswes Cancer treatments
such as radical surgery including lym ph node dissection,
chemotherapy, and radiotherapy, contribute to the risk
of secondary lymphedema Secondary lymphedema is
common in female survivors of hreast or uterine
cancers. Lymphedema can be associated with reduced
quality of Ee {0L). Female cancer survivars with
lymphedema experience physical problems including
fatigue, pain, and cutaneous dryness. Additionally, these
survivors can experience psychaogical and social
problems, induding impaired self-estesm, negative life
outleok, reduced desire to leave home, decreased
activity levels, and decressed income. Secondary upper
or lower limb lymphedema aliers the female cancer
survivor's appearance Therefore, appropriate assess-
ment of patient comdition, inclding QOL. is required for
timely treatment and care of lymphedema.

Initially. most investigators assessed patient OL
using a health-related quality of life (HRQOL) instru-
ment, such as the Medical Outoome Study 3—-item short
form hedlth survey (SF-36)". The Japanese version of
the SF-36° was developed in 1998, However, this
general questionnaire was not suitable for determining
the well-being of patients with cancer. Therefore, the
European Organization for Research and Treatment of
Cancer Quality of Life Questionnaire Cored) guestion
{ EORTC QLG-CI0 )™ and Function Assessment of
Cancer Therapy (FACT)" were developed, along with
several condition—specific QOL instrumenis. For exam-
ple, the EORTC QLO-1C13¥ and FACT-L® were
developed for lung cancer patients, whereas the EORTC
QLO-BR?3” and FACT-P® were developed for hresst
cancer patients. These instruments were translated and
are wmed widely a5 clinical toals in Japan The EQORTC
QLQ-CX24" and EORTC QLO-EN2 " were developed
for patients with gynecological cancers. However, the
EORTC QLOFEN2 has mot wet been translated into
Japamese The difficulty in wsing these instruments
includes lack of sensitivity to isspes regarding lym-
phedema. For example the EORTC QLO-ENM consists
of 13 factors and 24 ibems. However. it contains only two

44

items related to lymphedema. The two items regarding
kwer limb lymphedema are questions ooncerning
“swelling of the lower limb™ and “sensation of heavi-
mess of the lower limb™ It canmot be said that the QOL
of patients with lymphedema is adequately evaluated
using only these two items It & important to use a
condition-specific instrument to assess the patient-spe-
cific effects of all kinds of lymphedema. In recent
literature, several lymphedema‘chronic edema oomdi-
ton—specific functional or health-related QOL assess-
ment instruments are described The Upper Limb
Lymphedema 27 { ULI27 )" and the Lymphedemsa
Functioning Disability and Health Questionnaire
(Lymph-ICF)'"® are anly applcable tobreast caneer—re-
lated lymphedema The Freiburg Life Quality Assess-
mentLymphedema (FLQA-L)™ and the Lymphedema
Quality of Life Inventory (LQOLD™ can be used fora
wide range of patients with lymphedema However,
these instruments lack sensitivity towards Bsues that
relate to upper or hwer limb lymphed ema Few patient—
reported outcome measuring instruments exist o
measure the impact of all types of lymphedema and
Iymphedema of different ext remities The Quality of Life
Measure for Limb Lymphoedema (LYMQOL)™ is the
only kmown English QOL instrument available to
measure Al types of lymphedema. Although some
health-related QOL instruments and comditions pecific
Q0L instruments for canper were translted into
Japanese, mo comdiion—=specific QOL instrument for
Iymphedema has been developed amd translated s pecifi-
cally for Japan The purpose of this shedy was tocreatea
Japanese version of the LYMQOL and test its reliahility
and validity in Japanese patients with lymphedema At
this time, we wil focus only the resulis of LYMQOL
{leg).

METHODS

1. Procedurs

The LYMQOL"™ was developed by experienced
healtheare professionsls in the lymphedema service in
Derby. UK. It consists of two ingtruments, one for arm
Iymphedema and one for leg lymphedema (the LYM-
Q0L [arm and leg]). The LYMQOL {arm and leg)
comprises selfreport questonnaires consisting of 23
statements (arm ver.) or 22 statements {leg ver. )
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The LYMOOL [leg] has four domsins © function (8
items), appearance (7 items), symptoms (Sitems), and
emotion (6 items). It ako indudes an overall QOL value,
between (10, as patent-imdicated QOL Except for the
overall QOL, the scale indicates the patient’s perception
of each item, with scores ranging from 1 (motatal) to4
{a lot). The scores for each domain are added and
divided by the total number of questions answered o
provide a total seore. If answered questions const tuted
< 50% of items, the whade domain is scored as 0L A
higher score on the LYMOQOL indicates more funetional
problems related to leg lymphedema The developer of
the origina LYMOOLP obtained permission to develop
the Japanese wversion The original LYMQOL was
translated into Japanese by independent translators
The translation considered the cultura and Hfestyle
context. making use of appropriate idioms. Any differ-
ences in the translations were discussed and once
resolved, they were integrated into the provisional
LYMQOL questionnaire An initial back translation was
done, and then the process of forward amd hack
translation was repeated until a satisfactory translation
wis achieved amd the Japanese version of the LYMQOL
finalized.

2 Participants

The present stidy investigated the relishility anmd
validity of data obtained using the Japanese version of
LYMQOL (leg). Two hundred eleven patients with
gynecological cancer participated in this study. The
patients were recruited between September 2012 amd
October 2013 from the lymphedema outpatient services
in four Tohoku aress and one Kanto area, Japan
Patients over X years of age who consented o take
part in this study, were included. Exclusion criteria were
active malignancy amd current chemotherapy amd
radiotherapy.

1 Study design

Each patient completed three gquestionmaires © the
LYMQOL. the EORTC QLG C-30 (ver 3)™, and an
author-developed questionnaire. The folowing data
were collected from patient medical records | age, hody
weight, height. date and type of gynecological surgery,
and International Socety of Lymphology (ISL) Iym-
phedema staging Some patients received a secomd
LYMOQOL athome (with aninterval of 2 weelks), which
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they returned it to our department by mail.

4 Data analysis

All data were managed and analyzed using Microsafit™
Excel® and SPSS (Version 22.0] for Windows : SPSS
Inc., Chicago, IL).

1) Reliahility

Intraclass correlation coefficients were used w©
determine test-retest reliability of the total soore of the
LYMQOL. Cronbach’s slpha coefficients {range 0 to
1.0), a measure of internal consistency, wherein a
coefficient =1, 0 indicates perfect internal consistency,
were wed to assess relishility. Generally, values> T
are considered significant Internal consistency was
used to measure the correlation between questions on a
particular scale A high inter-item correlation suggests
that all of the questions sssess the same Betor of
interest.

2 Vilidity

The walidity of LYMQOL was investigated in two
ways First, we assessed criterion validity by comparing
the Japanese version of the LYMOOL with the Japanese
version of the BORTC QLQ-C30 (ver. 3)™. We used
the Pear son correlation eoefficient o all scores. Second,
congtruct validity was sssessed We postulated that
patients with more severe lymphedema would have
poorer QOL In the Japanese version of the LYMQOL. a
higher domain score indicated lower patient QOL. We
compared the I5L staging consensus with scores for
each domain, wsing & monparametric Kruskal-Wallis
test Toanalyze the factor structure and stability of the
LYMQOL, we conducted a bogitudinal confirmatory
fartor analysis using IBM SPSS AMOS version 22. To
acopunt e the four domains of QOL (func ion, appear-
ance, symptoms, emation), a5 in the original LYMOQOL,
we used aggregate analysis which appropriately
adjusts parameter standard errors and goodness-of-fit
statistics in response to a nested data structure. The
model i ilustrated in Figure 1.

5 FEthical considerations

Ethical approval was obtained from the Ethics
Committee of Tohoku University Graduate Schoal of
Medicing (Na 2011-178). Patients were asked to sign a
consent rm prior to participation and were informed of
the risks and benefits associated with participation
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Figwe 1 Longitudinal confimmatory fackor analysis of the
LYMOOL (eg)

RESULTS

1. Descriptive characieristics

In total 211 patients participabed in the stedy. Al
patients had under gone pelvic dissection for gynecao
gical canper. The patient demographics are presented in
Table 1. All patients were stratified according to the ISL
staging © 16.6% patients were stage 1 24 4% were
stage 2a, 29 9% were stage Th and 13.3% were stape 3.
The patients in this study had a mean age of 5953
{ standard deviation [ SD] =13.08 ) years a mean
height of 157 (SD=5.31) em. a mesn weight of 56.04
(S[r=9.66) kg.and a mean BMI of 22,74 (SD=3.61).

2 Reliability

The internal consistency reliability coefficients for
each domain and total LYMGQOL were high (Cronbach’s
alpha coefficients, 0,898 and 0,94 respectively ), as
shown in Table 2 There were no pronounced floor or
ceiling effects Test-retest reliability was examined
using 25 patients (Table 3). The test-retest reliabilicy
of the questionnaire toial score was moderate (580,
P .05,

1 Walidity

The content and fce validity were assessed using the
original version of the LYMOQOL as the Japanese
wversion of the LYMQOL did not examine these. This
time, we investigated criteria-—related wvalidity and
cansruct validity in two ways

1) Criterisrelated validity

Table 4 provides an overview of the Pearson
carrelation copfficients between the different domains of
the LYMQOL and EQORTC QLQ-C30. Each of the four
domains “function” "symptoms”
“owerall quality of ife” showed strong or moderate
correlations with the corresponding domains of the

“emotion,” and
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EORTC QLO-CI). However, there was mo correspomd-
ing domainin the EORTC QLO-C30 for “appearance” ;
therefore, no comparison could be made for this factor.

¥ Construct validity

Three demainz ( function, appearance, and symp-
toms) showed significant differences in the LYMOOL
score by one-way ANOVA (p=.00), and one domain
{emotion ) showed a marginally significant difference
(Table 5). With higher ISL stages, we observed worse
soores on three LYMOOL domains ( function, appear-
ance, and symptoms) . Figure 1 presents the lon gitudinal
confirmatory factor analysis model The mode fit was
acceptable. but not outstanding with a comparative fit
index (CFI)=_ 085 and a root mean square error of
approximation (RMSEA) = 113 The Chi square model
index was mot significant Nevertheless, all LYMQOL
subscales maintained high leadings on LYMQOL The
bwest factor bading was for the " emotion ™ factor,
which was still moderately strong at 61

DISCUSSION

The purposeof this shudy was to translate the English
LYMQOL"™ guestionnaire into Japanese for validation
in Japamese patents with ] ymphedema of the kwer limb,
and to produce a disease—specific QOL tool for patients
with lymphedema that could be used in routine ¢linical
practice amd research for asessing QOL amnd other
outoome measures in Japan. The availability of such a
question naire also makes it possible to ¢om pare the data
collected in other international studies

1. Participant characterisfics

The proportion of women with lower lymphedema in
this shudy suggests that leg lymphedema is an essential
issue post gynecologic cancer treatment. The EORTC
QLO-CX24 and EORTC QLO-EN24 were developed for
gynecalogical cancer patients®™, and although they
have a sub—scale for lymphedema, the subscale does not
adequately evaluate QOL for all patients with bywer Imb
lymphedema.

The participants ranged from ISLstage 1 to 3 and the
proportion of participants in each stage rate was similar.
Consequently. this shudy & appropriste for assessing
QOL of patients with lower Iimb lymphedema with a
range of I5L stages
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Table 1 Socio-demogaphic and Clinical charactedstics of he shudy sample (n=211)
Socio-demographic Cause Disease mmfm::"@w (=l
Age 59.53 (13.08) Endenre trisl cancer 32.4% IS Stagel 16. 6%
Length 157 (5.31) Cervieal eanger ILE% LS Siageda 4%
Wedght 56.04 (9.65) Oharan cancer 22.3% L5 Stagelb 9%
BMI 274 (3.61) Others 13.5%  ILS Staged 13.3%
Unknawn 15.5%
HMote | mesm (5D)
Mot [LS Staging

Staygell = A subcknical state where sweling & not evident impored hoeph ranspart
Siage] =This represents eady onset of the condition where there & accurmmlation of tesue that
Subsides with limb elevation. The edems moy be pitting at the stage
Siage2a = Limb elevation alone rarely reduces sweling and pitling mamies
Siage b =There muy or muay nob be pilbing as dsue fbross & more evident
Siagel=The Hsue & hard {fSbrobic) and pitbing & absent Skin changes such as thickening, hyperpgmentation,
increased skin folds, fat deposits and warty over gmwths develop

Table? Redability (intemnal consistency)

Tabled Reliabilty (Stbility) N=25

LYM QOL Domin  Number of llens Cronbach e LYM QOL Domain Test —retest
LYMGQUOL total % 0.925" LY MOOL total 0.58°
Function E: 0.904" Function 0.49%"
Appearance 7 0.915% Appe arance 048607
Sy plowrs 5 0.808" Symoploms 0.421*
Emation ] 0.944" Emwotion 0.247
Nate. : "p< (B Hate. : "p< (6
Table d Validity (Criterion slated validity)
HORTC QLO-C30
LYMQOL Physical  Symploms  Emotin  Cwerall QOL Hale Congnition Sty
Funetion 0. e 0.653"" 0.483%° =0.4H" 0.586"" 0.396"" 0.717""
Appearance 0. 732" 0.52%" 04527 =0 406" 0.447°" 0.339°* 0.4967"
Symploms 055" 0.66077 0.532%* =0 458" 0.521%" 04237 0.5
Emation 0,553 0.630%° 0.738%* =058 04867 " 0.510%* 0.518%"
Chrerall QOL =0.541"" - 0.627"" =0.607"" 0.613** -0.438"" =0. 204" =0 .59
Mate. & **p<.01
2. Reliability version of the LYMQOL (leg). compared with > & in

We investigated Cronbach’s alpha eoefficients and
test-retest reliahility in two ways The reliahility of the
LYMQOL (leg) was good for patients with lower lmb
Iymphedems. Cronbach’s alpha coefficient showed good
relishility of =925 for &l domains in the Japamese
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the original version™ The Japanese version ako
showed high internal consistency The test—retest
reliahility of the total score in the guestionnaire was
moderate (> 580), but those of function appearance
and sy mptoms were weak (> 47) Test-retestraliahbi-
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Table 5 LYNCOL som in each ILS saging

Stagel Stageis Stagdh Staged unknswn F-value  P-Value
Fune tien 1.95 0.78)  2.20 (0.71)  2.53 (0.78) 2.95 0.74) 1.95 (0.75) 7.72 0.000
Appesarances 176 (0.64)  2.33 (0.78) 2.5 (0.76) 3.14 (0.63) 1.65 (0.8 17.10 0,000
Symploms 1.96 (0.64) 2.4 (0.63) 264 [0.65) 297 [0.67) 2,19 (0% 8.7 0.000
Emwtion 2.23 (0.92) 2.3 (0.62)  2.40 (0.79) 277 067 2.40 0.77) 2.3 0168
Taotal 51.07 (15.49) 60,90 (13.95) 66.65 (15.96) 77.20 (17.49) 4858 (19.33) 9.78 0.000
(herall Q0L 668 (2.47) 6. 44 (2.10) 5.70 (2.31) 4.21 (2.41) 6.62 (5.91) 6.4 0.000

HNote. | Cne—way ANOVA

ity results were not satisfactory. One reason for this is
that the time interval between testing and retesting was
2 weeks, which is rather long and QOL changes may
oocur during this ime period However, in the study by
Marx et al'®, there was no significant difference in
test-retest results when comparing intervals between 2
days and 2 weeks Therefore another reason may be
that the measurement of emotion & susceptible o
various influences, amd generslly, its stability may be
lowwr.

3. Criterizrelated validity

Since the origina LYMQOL was compared with the
EQRTC QLG C-30 the Japanese version EORTC QLQ
C-30 was also used to deter mine criterion validity in the
development of the Japanese version of the LYMQOL.
As a result, the ~function” in the LYMQOL and the
“physical” of the EORTC QLO-C30 showed the highest
correlation ; “symptom,” "emotion” and "overall
QUL" were similar, However, there is no comparshle
domain in the EQRTC QLO-CI0 or the other dis-
ease-specific HRQOL instrument for the “appearance”
domain of the LYMOOL ; therefore, although “appear-
ance” showed the highest correlation with “physical”,
it was weakly correlated with other domains. On the
basis of the ahove result we verified the reference
walidity of the Japanese LYMQOL (leg).

4. Construct validity

Patients with higher I5L staging tended to have
higher LYMOQOL scores. This supports our hypothesis
that ~ patients with mare severs lymphedemsa have
lower Q0L In the original LYMQOL, the developers
did not extract the four-factor structure wing explors
tory factor analysis | however. in this study, a confirms-

48

tory factor analysis revealed that data fit the four—factor
model of the LYMQOL in the same manner as the
original LYMQOL Therefore the model fit was
extremely good and the Japamese wversion of the
LYMQOL (leg) is considered a validated Q0L assess-
ment tonl

A number of other conditonspecific QOL tools for
lymphedema have hbeen develiped and reported
Howewer, these tonls have not been translated into
Japanese amd contain many questons. The LYMQOL is
ashort tool, covering both arm and leg edemsa

5. Implications for further research

Improwing both QOL and disease condition in cancer
survivors is one of the most important Bswees in cancer
care Consequently, HROQOL assessments are becoming
an essential component of research that focuses on
medical putcomes in various situations, especially in
canper care. Alihough lymphedema has no direct effect
an the health of the cancer survivors, it has a great
impact on their QOL. Further research is required to
integrate (QOL assessments with lymphedema care
oUiDHmes.

Sinee the original LYMQOL is the only measurement
towl wi th both arm and leg versions, future examinations
of the Japanese version should be considered the
reliahility and validity of the LYMQOL (arm).

CONCLUSION

The Japamese version of the LYMQOL (lkeg) i a
validated condiion—specific QDL sssessment tool that
can be widely used hoth for clinieal ssseament of QOL
and a5 a measure of treatment outcomes in Japan.
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Japanese Version of the Quality of Life Measurement for Limb

Lymphedema (leg)
(J-LYMQOL-1) : HAGEROEERY & R Y4k oxs

HR&FF ¥ MW RE BT R EE BE wR

BUERZFREREERTAFHEREYIND 4 A v ANV ARBEGH
BUERFRFRESRF AR ERFYSRD ) 7T RELFH

=R

WR: FARER) D /ABREEE DTN, CEREPHNBAMCEN U FRERETIEHFBD. U
SREORECIBEDQOL DETERL ZEL S, TOHBIC LI QOLENILDICH, FRNEBQOL &F
BT HBFBETHD,

Y : ERTRRAATVI LB, TERAOU L/ G3EBEOQOL #MET 3 LYMQOL (Am & Leg) @3 5,
FFX 2 BERE LYMQOL (TH) §RRTIL VI, TOHEMME BEMERHLE.

Bk FAESLIURERSO Y -1 ZBAEDS ZEFRNT 211 HOTEY > /AZHCEBL TV XML,
OMERECLINHEMBOS ECLYMQOL (TR) ¢S ARNMECHERE LTS5 4, EHIdE
Cronbach’s a5 LUTX b—H7 X METRELL, $AZNMEENIBEZRY M E EORTC-QLO-CH O BFE
BT, #:RERSRUEMERENE FMTEE AV TRELE,

#R : {RW42 Conbach’s a T2, £ETI2 0925 FEFICEVTIL, 0898-0915, p<0.05 THRCHE L ESHE
TH-AH, A7 A METREHT =058, p<005 THRETS -4, R EORTC-OLO-CH £ O MY
B oA, [appearance] 12 LYMOQOLORBEOETF T3 L 5EVENTE- A, £, BRBRSOETF
BEEETE, RESEFETVEESVTHY JFALEMBICIEFTSY CFl=0%85 TET VBRI L VRR
Ekofe.

#RCELEEY BFEEELYMOOL (TH) Of#He RN e+MRREh, SHREE METAVICE, &
LTV INERETH3 L FREN £,

i BFEELYMOOL$EJLhIWAE, FEATHBLEL,

F—0=F: UL /7M, quality of ife, LYMQOL, fR#H¢ - Ri# SRMEEQOL
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5.3 - Validacdo do LYMQOL para Turco
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Lymphedema Quality of Life Tool (LYMQOL) in Patients
with Breast Cancer Related Lymphedema

Yegim Bakar', Alper Tugral', Orlem Ohdemir’, Elif Dhaygu®, Urn.mﬁgﬁ] U}!ﬁu’k’

'School of Physical Therapy amd Rehabiliation, Abant bt Baysal University, Bolu, Turkey

Depanment of Medical Onoolopy, Abant ket Baysal University Schoal of Medicine, Bol, Turkey
I

ABSTRACT

Objective: Breast canoer relaied lymphedema (BCRL) i 2 drastic simation that affects patients who have underpone beesst anoer sorpery. The
impart of this condiison on individuals' quality of life should be investipated in moee detail i obtain betier ireaiment reslis.

Materialz and Methods! In intal, 53 patients with BCRL panticipated in this study. Mottingham Health Profile (MHP wes nsed to evalu-
ate the validity of associated domains in Lymphedema Chuality of Life Tool {LYMQwl). Both the LYMCOol. and NHP were filled out by BCRL
paticntz. Toevaluae its test-retest relizbility, the LYMOQol. was subsequently performed seven days following its initial application. Mesurement
properties such 25 internal consistency, test-retest relizhility, oriterion validity and fantor struture were testad. The intemal consistency was =-
Results! Cronbach’s alpha valws anged from 0,74 to 0,91 for the LYMOQol. iotal and domain smees. Test-cetest celisbility was excellent
{MOC=0.52-0.95). When the relation between LYMCol. and NHP was investipated, ‘pood” o “very pood’ comelations were obiined {r=0.535-
0,543, pee.05) fior all domains of LYM ol . Explorastory facior malyses demonstrated 2 fowr-factor strscture.

Conclusion: Turkish vemion of LYMCrol. is 2 valid and relizble measorement ool to evalmate the quality of life in pasents with BCREL

Keywards! Validity, Relizhikity, Lymphedema Crality of Laf Tool, Tarkish version, Breast Cancer Related Lymphedema

Cite this article as, Nakar ¥, Togral A, Chedlermir (5, Duuypu E, Uyeturk 0. Translation and Vilidation of the Tarkish Version of Lymphedema Crality
of Life Tool (LYMGQUL) in Patients with Teeast Cancer Relaied Lymphedema_ Eur | Beeast Heglih 7017: 13: 123128,

Introduction

Breast cncer is the most frequent @ncer and the major reason of cancer related desths among women in the world. Incidence in Tier-
h}'w:s]?.l'lm.l:ﬂﬂinH}Iﬂnﬂjmﬁmﬂnlﬂlﬂﬂ.ﬂ]}inlﬂ]}{l. I:I.Eimmllu indﬂuﬂJhﬂimmTﬂﬁ.ﬂ:mmm
is increasing, the number of women affected by @mplications of its treatment is increasing, = well. Breast cancer-related lymphedema
(BCRL) is one of the most distressing complication of bresst cancer treatment (). BCRL can manifest directly after surpery or, in mast
cases, in the first two years after breast cancer treatment (4, 5). Systematic reviews suppest that more than one in five women wha sarvive
breast cancer will develop arm hrmphedema (). BCRL @an be described as the svcessive acoumulation of protein-rich fuid in interstitial
tissue of the arm, hand, andior chest wall that @n cocur afier breast cancer surgery or radiation therapy (7). This chronic and incurable
condition causes physicl and peychalogicl disorders. Patients may develop sy such as heaviness, tigh stiffness, impaired
upper limb function and body image, which are all related with swelling (8). A.p.'l.nﬁurn.ﬂ'lu::pnpm sitmations such @ inability o
find a proper onthie, to wear watch or ring trigper psychosocial problems that affect the quality of life ((ol) among breast @ncer survi-
wvaors. Bresst cancer survivors with BCRL have a sipnificantly lower (oL than patients without BCRL (). Therefore, (ol is an important
uum.emmmm:nyhﬂnmrmﬂu In climizl] settings, peneric health-related quality of life (HRGL) questionnaires are
used dise to lack of lymphedema-specific qu jires speecific questi res. . along with caltural adaptation and validation stodies are
not exist yet. However, HRQoL questionmaires are incapable of evaluating both the sympioms and treatment ouwtoome; therefore, they
cannoit evaluate problem specific conditions. Thus, the wse of dissace specific questionmaires has a role in this manner. Disease-specific
HRQuL questionnaires such & Lymphedema Cuality of Life (LYMCoL) are mare kely io track changes mare specifically in QoL in
comparison with HRQoL measures. The LYM QoL is 2 com prehensive questionnaire desizned to measure (ol in patients with BCRL
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LYM ol was developed by Kedey et al, which is a selfrepart ques-
ticnnaire that ameses upper limb lrmphedema sympeoms and abiliey
to perform common functional activities in patients with BCRL (10).
The L¥MQoL has been validated in the English and Dutch hinguages.
However, validation of LYMQoL for upper limb lymphedema in the
Turkish language has not been performed yet (11). The aim of this
study was to translage the English version of LYM QoL o Tarkish and
to test the relizhility and validity of the Tarkish version of the ques-
tionnaire among patients with BCRL in Turkey.
Material and Methods

Instrument

The LYMJol was desipned a= a disesse-specific HR{oL measure by
Keeley in 2010 (10). hs questions can be pathered under fowr domains
being fanction, apperance, symptoms and mood. [t consists of 21
questions. The last question ‘overall qualizy of life" sale investipates the
peneral Qol. Item scoding in each domain i & follows: Mot at all-1,
& lirtle=3, anl:ahil-ﬂ.hht-i.‘lhh‘l:]mfmud:dmmhis
caboalated by adding up all the scores topether and dividing it by the
bnh]nwmherod"qtﬂﬁuru answered. [F fewer than 50% of the ftems
were answered, the whaole domain is scored as 0. The LYMQoL. wtal
score and each domain score have 2 ranpe between 1 and 4. Higher
scores indicate lower quality of life. The last question about the ‘overall
quality of life' item is sovred throagh O o 10. Higher sores indicate a
better averall Gral (B).

Transdation and constitution of the Tarkish version of LYM QoL

After permiission was pranted for transdation and wse of LYMQoL from
the copyright holder Keeley the standard translation method was fol-
lowed, which was essablished by previous studies (12). The English
vergion was first trandated independently o Tarkish by two native

multiplied by 1080 and divided by the number of items in the domain).
Passible scores ranged fram O (indicating all “no™ answers in that do-
main or shsence of distress) s 100 (all “yes™ answers indicating maxi-
mal distress). Lower WHP scores indicate a better Qol. The reliabiliey
an walidity of Turkish NHF was demonstrated {13).

Study sample
Eighty-seven women with BCRL were recraited to the sudy between

June 20016 and December 2006 at the lymphedema owtpatient clinic
in School of Physical Therapy and Rehabilimtion in Abant lzzet Baysal
University. BCRL was dizgnossd by the medical oncologist and pa-
tients were also evaluated by the circumference mesmarement method
in which the diagnostic criteria was chosen as having a dircamferensial
difference of 2 cm or above in their arms compared to the contralateral
arm. ‘The mmple sire for this stady comprised of patienss who were
referred o the lymphedema catpatient dinic for being informed and
learning treatment options ahout BCRL The indusion criteria for this
study were & follows: having BCRL, 158 years of age or older, able o
mﬂ.qnﬂk,:n‘l mdﬂﬂmﬂTurH:h,beirg:m|mmm be recraieed
in this stady. Fatients with acate infection, lymphangitis, breass cancer
recarrence, onpoing chematherapy, radiotherapy, history of trauma,
thrombosis in upper limbs and having open wounds in the affecied
limby were excluded from the study. All patients were asked to fll in the
LYM QoL and WHP questionnaires. Then, they were asked to refill the
LYM QoL one week later. This study was approved by the local ethics
committee. (31 May 2016 number 2016/98). Written informed con-
sent was taken from the participanes after oral and written information

‘was piven o them.

Reliability
The reliability of LYMQol. was evaluated by means of the ingernal
consistency and test-retest analysis. Internal consistency the

Turkish speakers (2 physiotherapist specialized in mphed and
a professional translaior). A panel consisting of these owo transharors
and one bilingual author (Y.B) criticlly reviewed the translations o
reveal the first draft of Turkish verson of LYMOoL. Two other bilin-
pual speakers who did not know the ariginal questionmaire translated
this draft back to English. The discrepancies among the original ver-
sion and the translated versions were analyzed by the panel {consis-
ing of all five members). Semantic and conceptual equivalences were
discussed, and a drafi version of the questionnaire was developed. In
the next step, the Tarkish LYMQuL was hrstly tested on 2 sample of
20 Turkizh femnale patients with BCRL as a pilot study. The aim was o
detect problems with the questionmaire such a5 wording, terminalogy,
instructions, items and whether the questionnaire was understandable
or not. After completion of the questionnaire, an interview was held
with patients to investipate the understandabilicy of each item. They
were asked to comment an items and offer recommendations for im-
provernent_ All patients reported that the questionmaire was easily un-
derstandzhle, readable and colturally relevant. Mo problematic items
were ohserved in the Turkish translated version of Lymol.

Mottingham health profile

Mottingham Health Profile (MHTP) was wsed o measure the peneric
HRGoL NHP is 2 self administersd questiannaire which is nsed b
evaluate perceived heath problems. WHF includes 38 questions with
assipnied individual score under six domains s enerpy level, pain, emo-
tional resction, sleep, social isolation, and physical abilities. The sam
of maximam scores for all domains is 100 Far the cloulation of fnal
score in each domain, wariation in the number of items per domain

consistency of responses across the questionnaire and the subscales.
Internal consi v was o | by msing Cronbach’s alpha coef-
hdent. Commonly accepied valoes for Cronbach's alpha are described
s excellent (a0.9), good (0.%»a0.7), accepiable (0. F=ax0L6), poor
(Duax0.5) and unacceptable (20005) (14). Test-retest relizhility was
tested by administering a questionnaire o the patient on fwo s=pa-
rate times withont any substantial changes in ber sympetoms. Retess
amalysis was done after seven days. It was cloulated by wsing intra-
clams correlation coefhcient (10C). Correlation coefhdent power was
categorized as poor (<040, fair o pood (0.4000.75), and excellent
(»0.75). A correlation coefhcent of O indicates no reliability, whereas
@ vahe of 1 indicages excellent relizhility (15).

Validity

Criterion validity means the degree to which an instrument measares
what it is intended for. ‘The criterion validity of the LYMQuL was
determined by calculating Pearson’s ooerelation coefhcent between
the patienss’ LYMQoL. and the WHF smres. ‘The Pearsons r correla-
ticn coefficient is used for the criteria of poor (r<0-0.20), fir {r-0.21-
0,40, moderate (r=0.41.0060), good (r-061-080), and exellen
{r=0.51-1) {16).

Factor analysis

The main parpase of factor analysis is to reduce items into smaller
proaps, which are clled faciors. Factons moniain mmelated variables
and are typiclly quite similar in terms of content. Explomtory factor
amalysis allows the researcher to determine the undierdying domains or
factors that exist in a st of data {17).

124 was estimated by computing the percentape scare (i_e., each sam was
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Seasistical analysis

Diescriptive analyses were used to calculate means and standard devia-
tions of the demographic varishles. The distribation was determined
by the normality teses. ‘Owverall quality of life!, toeal soore of LYMQal
and differences between baseline and last measurements in four do-
mains were compared via the Wilcozon Sipned Rank Test. Internal
comsistency was asessed by Cronbachs alpha mefhcent between
items. Test-retest reliability of each item was investigated via the Kappa
coethicent while test-retest relizhility, which consisted of foar domains'
was used for comelations between values of totml soores of LYMQoL
and MHF for the investipation of the validation of LYM QoL question-
naire. Exploratory factor analysis was nsed io investigage the structure
of questionnaire. Within this analysis, the Kaiser-Meyer-Olkin tesz
was used to i i hether Factor analysis was appropriate for data
structure or not. The facor struchere was asessed with mazimom like-
lihood extraction and Varimax rotation {18). The intermal consistency
was amemed by using Cronbach's alpha coefhident. Alpha values 20.7
are considered as satisfactory. Test- retest relizhility was sseed using
(HOC). Criterion validity was assessed by Pearson’s correlation coef-
hdent. Cormelation metficient was categorized = poar (0-0.20), fair
(0.21-0.40), moderte (0.41-0060), pood (0.61-0080), and excllent
(0B 1-1). The statistical significance level accepeed as po0U05. PASW
(ST'ES Instinwte, Chicapo, 1L, USA. versiyon 18) was used for the sta-
tistical analyses.

Resulis

In total, B patients with BCRL were screened for participation in the
study. Ten patients were exchuded from the study doe o their inabilicy
to meet inclusion criteria. Six participants had acute infection, 2 of
them had active metastasis and 2 of them had no ability to read and
write. The sscond evaluations were mised in 12 participants. Thas,
this stady was started and completed with 65 participants in tol with
an attrition rate of 25% (22/E87).The mean ape was 50.6+12.45 years.
Farty-nine patients {75.4%) had mnilsieral arm lymphedema. Demo-
praphic characteristics and dinical features of the patients are shown
in Table 1.

Cronbach’s Alpha value of the total score of LYMQoL and domains
(Functional Aspects, Appeamance/Body image, Symptoms, Mood!
Emotions) were recorded a= 0.91, 0.76, 0L;79, 0,70 and 0.94, respec-
tiwely. These values indicated that the guestionnaire has ‘pood o excel-
lent” intemal consistency. Test-retest 10 valoe (95% confidence inter-
val) of each domain varied between 092 and 0.99, p<0L001 (Table 7).

Bakar et al Quality of Life in Lymphedema Patients

Accoading to the 10T values, it was shown that the LYMQoL had
excellent test-retest resales.

The LYMOQoL correlated very well with the ‘overall quality of life’
and WHF as having 2 pood criterion validity of the LYMQoL in this
population_ The “overall quality of life' had nepative correlation with
all the domains of LYMQoL. The p values were foand significant in all
parameters evcept for correlation between Energy Level (EL) of NHP
and sympioms domain of LYMQoL The p values of ‘overall quality of
life’ and PMHP total scmms were all significant { Table 3).

The Boor and ceiling effects were determined by clculating the rate of
participants in which lowest and highest scores in each item most The
Aocr-ceiling effect was cloulased for the first mt af ques-
tions within LYMQoL and pessibility of participanis who replisd o
*17 in 15* question was much maore when compared o other quoes-

Table 1. Demographic characteristics and dinical
Fezatures of the patients (n=55)

Minimum  Maximum X250
Age (ymars) 24 L] 50.5112.45
Height {m} 1448 1.74 1.6040.06
W=ight (kg 45 103 T1.0H14.06
B (ksfmzh 1576 4198 ZTE2E570
Lymphe=d=mia dursticn (y=ar) 1 1% 4324306

BME: body mass index; ¥+50c mearestandand deviation

Tzble 2. Reliability of Lymphedema Quality of Life
Questionnaire (LYMQoL) (n=65)

LYMGol Domain ICC (95% €1 P

Functional Aspects 000 (05830954 <0001
Appearance/Body image 000 (05830954 <0001
Sympkoms DOB0S820953) <0001
MocdfEmcticns 000 06850955 <0001
Tatel L¥MGolL 00006930957 <0001

100 Inbra-dass correlation cosffickent poflos

Table 3. Crikerion validity of Lymphedema Quality of Life Questionnaire (LM QoL)

NHP Energy Level  Pain
LYM}ol Domainz r ] r p r ]
Functicnal Aspects 0.53% 0000 0328 0008 0555 0.000
BAppesrenicefBodyimage 0.541 0000 0.405 0.001 0503 0.000
Eymptoms 0543 0000 0,153 0224 0562 0.000
Mocd/Emotion 0.555 00D0 03711 0012 0580 0.000
Totel LYMQaol 0643 00D0 0365 0.003 0546 0.000

T pearson mmsdation cosffident p0.05; NHF: Nottngham Health Profile
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Emotional Sacial Phyzical Overall Quality
Reackions lzolation  Slesp Ackiity’  of Life’
rop r p r p r P roop
0.320 0007 0310 0013 0322 0000 0446 0000 0542 0000
0300 0012 0272 0.030 0.412 0001 0367 0003 0655 0000
0,481 0000 0388 0002 0.468 0000 0337 0006 0571 0000
0,403 0001 0345 0005 0.412 0001 0317 00 0535 0.000
0446 0000 0382 0002 0.484 0000 0421 0000 -0.707 0000
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Table 4. Factor analysis loadings of the LYMQol

Factors

le=m 1 2 3 4

1.AffFect deily sctivitizs L9 208 433 273
2. Affact leisure activities. £24 276 S04 253
3. Depend on the other people 812 276 A3 -055
4, Affmct mppesmnos 2XT BTS 257 -947
5. Difficulty finding clothes to fit 301 &0 305 -343
&. Difficulty finding clothes o wear 388 &4 Ass -3IN
7. Affect Feel sbout yourseIF -036 S04 535 0T
8. Affect reletionship with otherpeople 296 587 233 520
9. Cruse you pain -p02 A0 73 244
10 Humbn=ss in your swollen srm 200 055 B55 -251
11. Feelirgs pins end nesdi=s A9 s 817 063
12. Feelwesk -1 208 3T 457
13. Feel hemvily 32 240 448 382
14. Feel bired =23 -3 TH N5
15. Trouble sl=eping -25) 048 o8 795
16. Difficulty concenbrebing on things 210 4056 035 7=8
17.Fesl tens= 205 195 048 81
18. Fesd worriad 2m 219 am es
15. Feal irritable d45 211 T2 B4l
20 Fesel depressead 211 85 40 855

tions, while the replies “4” were much higher in number than others
in the 5 question.

When exploratory factor analysis was condocted with ftems within
the questionmaire, considered.. as_appropriate-Olkin e value was
found 0.781. It was mnsidered appropriate to conduct 2 facor anal-
ysis with the questionnaire due to value s above D50, Besides, the
sphericity test resuleed in the condumsion that the correlation matrix
did not have a spherical structre: (pal.0001). ‘This resalt shows thas
correlations were significant between items of questionnaire and the
I':ch:rm:]ji:msu.i'hbla Farthermore, it was dedoced that it was
not necessary o eliminate any items from qoestionnaire since all the
dizgonal elements were above the value of 1,50 in anti-imape matrix.
After Botor badings were gained, they were miated with the Vari-
max rotation method; factor loadings were obined and fmally, four
sipnificant factors were achieved in the Tarkish version of LYMQoL
and the facior sructures were the ame as in the original vemsion.
The mme items appeared in the mme facors. We selected four fac-
tors which explained 74.9% of the total variance, each accounting for
44.3%, 13.9%, 10.7% and 6.1% of the total vasiance, respectively.
Factor loadings ayvnstinuted in the study and factor names are shown in
Table 4.

Discussion and Condusion

Drring the data collection pericd, there were no validared Turkish ver-
sioms of any lymphedema questionnaires. Thus, the aim of this sdy
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was to transhate the original version of the LYMQoL o Tarkish for
Turkish-speaking patients with BCRL and to evalnate its validity and
relizhility. The results of the carrent study showed thas the Tarkish ver-
sion of LYM QoL was a reliable, imternal consistent and valid question-
naire for determining the HRQoL in patiens with BCRL.

Breast cancer related lymphedema is a chronic condition which can oc-
«cur after removal of axillary lymph nodes and radiotherapy. Some wom-
en with BCRL n fall into depresion and think that this condition is
mudh womse than breast cancer imelf when they fzure ot that yrmph-
edema is a chronic disease and only its sympeoms could be browght un-
der comtrol (19). In this simation, attention should be paid on qualiey
of life of women with BCRL (30). Velonovich et al {21) showed thae
lymphedema- related sympioms (swelling, heaviness, firmness, pain,
hardness, reduced extremity mobility eic) have nepative impact on
physical and functional well-being and thess affect the (ol negatively.
Ridmer et al (22) sated that patients who have more symptoms and
maore nesd for self-care have a lower Qol Yet, the peneric HRQoL
measuremnents which are used ofien do not provide detailed informa-
tion in comparisan with disease-specific HRoL. questionmaires since
they can only show the picture of peneral deficit (23). For instamce,
the volume of the lymphedematous extremity cannot complesely re-
Bect the effect of disease of an individual. ‘The socia and pspchologiical
problems, which are primarily caused by the disease, and the patient’s
‘well-being are ipnored. The effect of the disease on daily e is refleceed
better by the svaluation of disesa-spedhc HRQaL. Ths, evalution of
disease-specific HRQoL is important for the determination of both
the patient’s situation and effectivenes of the administersd treatmens
(23). The LYM QoL is a specific questi ire which the Qul
in BCRL patients (10, In this stady, LYMOoL was translated and
validated for Tirkish-speaking patients with BCRL. Patients answered
the Turkish version af LYM{uoL withoat any difhcalties.

In version stodies, for tesi-retest m'n]]!s. varipus time intervals
were selected between test-retest periods. In the oripinal version of
LYMoL, the time interval between test-retest was one week, and in
the Dhtch wersion for lower limb lymphedema it was rwo weeks. It was
reported that no significant differences were found between two days
and two weeks of test-retest time intervals. In the present study, the
time interval between test-retess was selected a5 seven days based on
the repont of Marx et al (24).

Cronbach’s Alpha value of the total soore of LYMQoL was reconded
2= 091 and the IOC valoes were recorded in the range of 0.92 and
0.99. According to the rsulis, the Turkish version of LYMOoL. has
an excellent internal consistency and tess-retest reliahiling. Keeley =
&l (10) did not report the 1CC value for the test-retest reliability and
Crombach’s Alpha value of total L¥MQoL, while they indicated only
Cronbach’s Alpha valwes for the domains of LYMQeL. The ingernal
consistency of the English version of the LYM{oL was reported to be
in the ranpe of 0.8340_8B. Similar findings were obiained in the Tark-
ish version of LYMCaL. In this study, the Cranbadhk Alpha values of
the dormains nfl.‘.l".HQo]_wm iin the range betwesn 0.700.79. For
criterion validity in the English version, the comelation was investi-
pated _between_the.. domains of EQRTC QLOQ-C30 and LYMOaL.
It was reported that a pood comelation was found. During the sudy
process, MHP was used for criterion validity due to the absence of 2
Turkish lymphedema-specific HRQoL questionnaire since it is widely
used in Turkish population and it ako has relatively good readability
and comprehensibility. "Good” oo “very good’ correlations were foand
between domains of the Tarkish version of the L¥MQoL and the
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MHF total sooees (0.539-0.647) and == expected, negative correlations
were found between LYMQoL and ‘overall quality of life' (-0.533,
-0.707). Based on these indings, the Tarkish version of the question-
naire appears  have ‘pood” to *very pood’ validity. It was chowghe
that if Turkish disease specific HRGoL questionnaire had been sed,
it could was oheined for criterion validity. There is alredy cnly one
specific questionnaire transhed into Turkish, the Lymphedema Fanc-
ticming, Disability and Health Cuestionnaire {Lymph-1CF} (25). Mev-
ertheless, this questionnaire conld not be uwed since it was published
while we were in the data mllection perind. When investipating the
factor analyses, four domains existed in the original questionnaire. Tz
was seen that the Turkish version has four domains in the factor analy-
si:'llnt“mmlu:md.uwd].deﬁ.duﬂmraiﬁngdﬁctmﬂpe
was not done in the original questionnaire wheress it was also applied
to the Turkish version of the LYMGCoL. in car sudy. In the 5® iem,
“Dithiculty finding to clothes”, the possibility of “4: A lot™ answer was
much ]1.ig|::r than the other answers; while in the 15 item, “Tronble
sleeping™ the answer “1: Mot at all™ was much more common than the
others_ These were expected results since difficulty with inding clothes
is nataral in lpmphedema patients because of their severe swelling as
it was investigated in the 5 item “Trouble sleeping”, which was also
less in proportion. ‘This @n be explained with the g lly painless
characeeristic of lymphedema. We mold not evaloate the responsive-
ness af the questionmaire due i the lack of treated patient population
beanse mose patients who referred to the outpatient clinic had no
inswrance for treatmient costs. Keeley et al (10) assessed the respansive-
ness of the questionnaire one week and one month afier the treatment;
yet they stated that there were no sipnificant differences although im-
provernent was ohserved with the treatment in the resulting LYMQal
scores_ They also concluded thas was cocurred due to the small smple
size. Pazel et al (26) stated that LYMQol was a condition-spedfic in-
strurnent that coald be used i track changes in the QoL throughous
a lymphedema treatment. ‘They also moted that the use of LYMQol
indicaged that some domains improved earlier than others. In 2 simi-
lar manner, Terumi luchi et al (27) stated that improvemenis in Qoll
could be evaluated by wsing the LYMQol messure regarding the
Complex Decomgestive Therapy.

There is a ber of questionnaires that eval disease-specific
HRJol in upper limb hrmphedema sach = Weley Clinic Lymphede-
ma Scalle (WCLS) (28), Upper Limb Lymphedema-27 (ULL-27) (29),
Lymph-ICF (25). However, all of thess questionnaires hawe disadvan-
tages in their own way. There is no responsiveness analysis of Lymph-
ICF even though the Tarkish wersion was pablished this year (30) and
the scoring system is not completely undersood by patients (25).
Wesley Clinic Lymphedema Samle is a questionnaire derived from the
questionnaire Functional Living with Cancer. Yet, the words *disease™
and “cncer” were replced with “lymphedema”™ in WCLS. Further-
maore, no validiey and relishility studies currently exist Thus, it is nos
appropriate for evaluating rmphedema. In the original version of the
LYMOoL, it was indicated that the questionnaire could not evaluate
the trunk, penital, head and neck lymphedema, which was considered
a limitation (10). This limitation is not specific to LY MO0l only as 2l
the questivnnaires mentioned abave cannot evaluase the mphedema
separately from the extremity.

A measurement tnol should not ke a long time for bath the dinician
and patient. Additicnally, it should be easy o use. 93% of patients
indicaged that they completed the original version of LYMQoL esily
and 99% indicated that the ftems were msily undersandable, only
1% of patients indicated that the questionnaire was too long (10).
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In our point of view, LYM QoL is short and compact and these could
be assumed as the mast important adwentapes & compared to other
questionnaires. Crur patients remarked that the questionnaire was eas-
ily understandable and they spent five minutes on average o complets
the questionnaire. As shown in the pilot sudy, no incomprehensible
questions were found. Since questions were found understandable by
patients, no chanpes were necessary to take into consideration. Daring
the data collection process, no nepative sitnations were observed in the
light of feedbacks received from our patients. We believe that more de-
tailed and specific questions shout mphedema sudh as compression
and infection-related questions should have been included in ariginal
questionnaire based on oar clinical experimens.

In condlusion, the Turkish version of LymQol is a disesse specific
HRJol. questionmaire for BCRL patients and it is appropriate o
use in the Turkish population. Becanse it is short and easy-to-apply,
it can be recommended as a dinical cutcome measure for disesse-
specific HROoL evaluation in patients with BCRL. As a future study,
the responsiveness of Turkish LYMQoL for BCRL patients in the
Turkish population should be investizated. Besides, another dissae
specific Turkish HRQoL tool should be used reparding criterion va-
lickity.
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---------- Forwarded message ----------

From: KEELEY, Vaughan (DERBY TEACHING HOSPITALS NHS
FOUNDATION TRUST) <vaughan.keeley@nhs.net>

Date: 2017-03-06 12:37 GMT+00:00

Subject: LYMQOL

To: "ft.joanavieira@gmail.com™ <ft.joanavieira@gmail.com>

Cc: "RICHES, Katie (DERBY TEACHING HOSPITALS NHS FOUNDATION
TRUST)" <katie.riches@nhs.net>

Dear Joana,

Thank you very much for your e mail.

I’m delighted to hear that you would like to translate and validate LYMQOL in
Portuguese. Are you going to translate both the arm and leg versions?

My colleague, Katie Riches will send you an electronic version and our registration
form.

We would be very keen to hear how you get on and would be grateful to receive a copy
of any publications you have from this please.

Please pass on my best wishes to Dr Duarte. | enjoyed working with him very much.
Kind regards

Vaughan Keeley

Good morning Dr. Keeley,

My name is Joana Vieira and I’'m a Women’s Health master student at Alcoitdo School
of Health.

Your contact was given to me by my master thesis supervisor, Dr. Nuno Duarte, the
portuguese physiotherapist who colaborated with you on European partership for
postgraduate lymphology training - Medical School of Hannover.

For my master thesis, | would like to translate and validate the “Lymphoedema Quality

of Life Questionnaire” for the portuguese population, therefore, I would like your
authorization to do so.

Best regards,

Joana Vieira
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This message may contain confidential information. If you are not the intended recipient
please inform the

sender that you have received the message in error before deleting it.

Please do not disclose, copy or distribute information in this e-mail or take any action in
reliance on its contents:

to do so is strictly prohibited and may be unlawful.

Thank you for your co-operation.

NHSmail is the secure email and directory service available for all NHS staff in
England and Scotland

NHSmail is approved for exchanging patient data and other sensitive information with
NHSmail and GSi recipients

NHSmail provides an email address for your career in the NHS and can be accessed
anywhere

For more information and to find out how you can switch, visit
www.nhsdigital.nhs.uk/nhsmail

khhkkkhhkkkhkhkkkhkhkkkhkhkhkkhhhkkhkhhkkhhhkkhhhkkhkhhkkhkkhhkhkkhhkhkkhhkhkkhhhkkikhhkkhhhkkhhhkkhkhkkhkihkkhkhkkhhihkkikihkkikik
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7 — Pedido de colaboracéo ao Instituto Portugués de Oncologia Francisco Gentil
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Exmo. Senhor Dr. Francisco Ramos

Presidente do Conselho de Administracdo do

Instituto Portugués de Oncologia de Lisboa F.G., E.P.E.
Rua Professor Lima Basto 1099-023 Lisboa

Data: 19 de Fevereiro de 2018

Assunto: Pedido de autorizagédo para efetuar estudo de investigagéo

Joana Filipa Marques Vieira, fisioterapeuta com a cédula profissional n°® C-044372078,
encontando-se no presente ano letivo (2017/2018) a frequentar o 2° ano do Curso de
Mestrado em Fisioterapia — ramo de especializagdo em Salde da Mulher na Escola
Superior de Saude do Alcoitdo, vem por este meio solicitar a V. Ex?® autorizagdo para
realizacdo de um estudo de investigacdo na instituicdo que superiormente dirige, nos

moldes referidos no projeto de Investigacdo (copia em anexo).

O estudo de investigacdo esta sob a orientacdo do Professor Doutor Rui Soles
Goncalves do Centro de Estudos e Investigagdo em Saude da Universidade de Coimbra

e co-orientacdo do Doutor Nuno Duarte do Instituto Portugués de Oncologia de Lisboa.

O estudo designa-se “Traducdo, adaptacdo cultural e validacdo de conteudo do
instrumento “Lymphedema Quality of Life (LYMQOL)”’para a populagio portuguesa” e
tem como objetivo traduzir e adaptar culturalmente para a realidade portuguesa o

instrumento LYMQOL, que avalia a qualidade de vida em utentes com linfedema.

Para aferir a validade de conteido da versdo portuguesa do LYMQOL, sera realizado
um teste de compreensdao a um conjunto de 24 individuos adultos com linfedema, (12
com linfedema primario, em colaboragdo com a Associacdo Nacional de Doentes
Linfaticos, e 12 com linfedema secundario, em colaboracdo com a vossa instituicdo). A
recolha de dados ira ocorrer assim que esteja terminado o processo de tradugéo (estima-

se que ocorra no final de Marco) e terd a duracdo prevista de 5 a 10 dias Uteis.

A obtencdo de uma versdo portuguesa do LYMQOL assume significativa relevancia
pela importancia da utilizacdo de questionarios especificos para a condi¢cdo em estudo,
pois com a avaliacdo especifica da qualidade de vida, o profissional conseguira

mensurar o impacto do linfedema, bem como medir os resultados da intervencdo da
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fisioterapia em relacdo a qualidade de vida relacionada a salde dos utentes com

linfedema.

Agradecendo antecipadamente a atencdo dispensada por V. Ex?, espero diferimento em

tempo util ao presente pedido.

Com os melhores cumprimentos,

>
™ Taar 'ULA..IL_:"-E_

.f"-"
\
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8 — Parecer do Conselho de Investigacdo do IPOLFG
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Parecer do Conselhe de Invesligocdo
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9 — Parecer da Comissdo de Etica do IPOLFG
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10 — Parecer da Unidade de Investigacéo Clinica do IPOLFG
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Unidade de Investlgagso Clinica

NOTA DE SERVICO
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11 — Fase de Traducéo
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11.1 - Traducéo
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11.1.1 - Traducdo I: LYMQOL Arm
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LYMQOL ARM / LINQV BRACO

Instrumento de Qualidade de Vida com Linfoedema

Este questionario foi desenhado e validado para medir a qualidade de vida de pacientes com

edema crénico / linfoedema de um ou de ambos os bracos.

Marque, por favour, a resposta que melhor descreve como se sente relativamente a cada uma

das perguntas

NOME: ... Numero hospitalar:

Data: ......coovvvvirieeienene

(P1)Quanto é que o seu brago inchado afeta as seguintes
atividades da vida diaria?

Se algum dos itens n3o se aplica a si, escreva por favor N/A na(s)
resposta(s) correspondente(s)

a) trabalho profissional
b) tarefas domésticas
c) pentear o cabelo
d) vestir-se

e) escrever

f) comer

g) lavar

h) lavar os dentes

(P2) Quanto é que afeta as suas atividades de tempos livres / a
sua vida social?

o o =1V o o LIy =T 1 4T o] [o L3RR

(P3) Quanto é que vocé depende de outras pessoas?

(P4) Quanto é que sente que o inchago afeta a sua aparéncia?
(P5) Quanta dificuldade tem em encontrar roupa que lhe sirva?

(P6) Quanta dificuldade tem em encontrar roupa que gostaria
de usar?

(P7) O inchago afeta a ideia que tem de si?

(P8) Afeta as suas relagcdes com outras pessoas?
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(P9) O seu linfoedema provoca-lhe dores?

(P10) Tem alguma dorméncia no seu brago inchado?

(P11) Sente picadas ou formigueiro no brago inchado?

(P12) Sente que o seu brago inchado esta fraco?

(P13) Sente que o seu brago inchado esta pesado?

(P14) Sente-se cansado/a?

Na semana passada...

(P15) Dormiu mal?

(P16) Teve dificuldade em concentrar-se, p.ex. a ler?

(P17) Sentiu-se tenso(a)?
(P18) Sentiu-se preocupado(a)?
(P19) Sentiu-se irritavel?

(P20) Sentiu-se deprimido(a)?

(P21) Em geral, como classifica a sua qualidade de vida no presente?
Por favor marque a sua classificacdo na seguinte escala:

0 1 2 3 4

5

Absoluta- Um Bastante Muito
mente nada pouco
Absoluta- Um Bastante Muito
mente nada pouco
6 7 8 9 10
excelente

Obrigado por ter preenchido este questionario.

Se tiver quaisquer comentdrios or questoes, por favor fale com

Dr V L Keeley, Consultor

As perguntas 15 a 20 foram reproduzidas com autorizagdo do EORTC.
Estas perguntas sdo apenas uma parte do questiondrio QLQ-C30

Copyright novembro 2007 Ref ARM V I

Todos os direitos reservados. Este documento pode ser usado ou reproduzido livremente desde que esta
informac&o sobre direitos de autor fique intacta, que a origem seja reconhecida, que o utilizador faga o
seu registo e que néo sejam feitas altera¢cdes sem autorizacéo do autor. O pedido de autorizagéo e de
registo deverd ser enviado por escrito a Dr Vaughan Keeley, Consultant in Palliative Medicine,
Lymphoedema Clinic, Royal Derby Hospital, Uttoxeter Rd, Derby. DE223NE.
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11.1.2 - Traducéo Il: LYMQOL Arm
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LYMQOL BRACO

Instrumento para avaliar a qualidade de vida em individuos com

linfoedema

Este questionario foi concebido e validado para avaliar a qualidade de vida de doentes com

edema/linfoedema crénico de um ou ambos os bragos.

Por favor, assinale a opcao que melhor descreve como se sente sobre cada uma das questées.

NOME: .. Numero do processo:

Data: ......coovvvvvrereienene

(Q1) O brago inchado afeta-lhe o desempenho das seguintes
atividades diarias?

Se algum dos itens n3o se aplicar ao seu caso, escreva N/A nas

quadriculas correspondentes.

a) trabalho

b) trabalho doméstico

) pentear-se

d) vestir-se

e) escrever

f) comer

g) lavar-se

h) lavar os dentes

(Q2) Afeta os seus tempos livres / vida social?

Por favor, iNdiQUE @XEMPIOS  ..eeeeiiiiieeie et e e e st re e e e e e e e s e e e ettt aaaaae e e e e sarereaeees

(Q3) Esta dependente de outras pessoas?

(Q4) Sente que o inchago afeta a sua aparéncia fisica?

(Q5) Tem dificuldade em encontrar roupas que lhe sirvam?
(Q6) Tem dificuldade em encontrar as roupas que gostaria de
vestir?

(Q7) O inchago afeta a sua autoestima?

(Q8) Afeta a sua relagdo com outras pessoas?
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(Q9) O linfoedema causa-lhe dor?

(Q10) Sente dorméncia no brago inchado?
(Q11) Sente formigueiro no brago inchado?
(Q12) Sente o brago inchado fraco?

(Q13) Sente o brago inchado pesado?
(Q14) Sente-se cansado?

Na altima semana....

(Q15) teve dificuldade em dormir?

(Q16) teve dificuldade em concentrar-se, por exemplo, na leitura?
(Q17) sentiu-se tenso?

(Q18) sentiu-se preocupado?

(Q19) sentiu irritabilidade?

(Q20) sentiu-se deprimido?

(Q21) Em geral, como classificaria a sua qualidade de vida presentemente?

Escolha um valor na seguinte escala:

0 1 2 3 4 5 6 7 8
fraca

Nao Um Bastante | Muitis
pouco simo
Nao Um Bastante | Muitis
pouco simo
9 10
excelente

Obrigado por responder a este questionario.

Se quiser fazer comentdrios ou tiver duvidas sobre o questionario, contacte

Dr V L Keeley, Consultant

As questdes 15-20 foram reproduzidas com permissdo da EORTC.
Estas questdes sdo apenas parte do Questionario QLQ-C30.

Copyright November 2007 Ref ARM V Il

All rights reserved. This document can be used or reproduced freely provided that this copyright statement

is left intact, that the source is acknowledged, that the user registers and that no changes are made

without permission of the author. Application for permission and for registration should be forwarded in

writing to Dr Vaughan Keeley, Consultant in Palliative Medicine, Lymphoedema Clinic, Royal Derby

Hospital, Uttoxeter Rd, Derby. DE223NE.
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11.1.3 - Traducéo I: LYMQOL Leg
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LYMQOL LEG / LINQV PERNA

Instrumento de Qualidade de Vida com Linfoedema

Este questiondrio foi desenhado e validado para medir a qualidade de vida de pacientes com

edema croénico / linfoedema de uma ou de ambas as pernas.

NOME: ...t Numero hospitalar:

Data: ......coevivviieiienene

(P1) Quanto é que a sua perna inchada afeta as seguintes
atividades da vida diaria?

Se algum dos itens ndo se aplica a si, escreva por favor N/A na(s)
resposta(s) correspondente(s)

a) o seu andar

b) asua capacidade de se curvar, p. ex. para apertar os
sapatos ou cortar as unhas dos pés

c) asua capacidade de estar em pé

d) asua capacidade de se levantar de uma cadeira

e) o seu trabalho profissional

f) asua capacidade de fazer as tarefas domésticas

(P2) O inchago afeta as suas atividades de tempos livres / a
sua vida social?

Por favor dé

12y C=] 04T o] (o L3RR

(P3) Quanto é que vocé depende de outras pessoas?

(P4) Quanto é que sente que o inchago afeta a sua aparéncia?

(P5) Quanta dificuldade tem em encontrar roupa que lhe
sirva?

(P6) Quanta dificuldade tem em encontrar roupa que gostaria
de usar?

(P7) Tem dificuldade em encontrar sapatos que lhe sirvam?

(P8) Tem dificuldade em encontrar petigas/meias-
cal¢as/meias que lhe sirvam?

(P9) O inchago afeta a ideia que tem de si?

(P10) Afeta as suas relag6es com outras pessoas?
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(P11) O seu linfoedema provoca-lhe dores?

(P12) Tem alguma dorméncia na(s) sua(s) perna(s) inchada(s)?

(P13)Sente picadas ou formigueiro na(s) sua(s) perna(s)
inchada(s)?

(P14) Sente que a(s) sua(s) perna(s) inchada(s) esta(ao)
fraca(s)?

(P15) Sente que a (s) sua(s) perna(s) inchada(s) esta(ao)
pesada(s)?

Na semana passada ....

(P16) Dormiu mal?

(P17) Teve dificuldade em concentrar-se, p.ex. a ler?
(P18) Sentiu-se tenso(a)?

(P19) Sentiu-se preocupado(a)?

(P20) Sentiu-se irritavel?

(P21) Sentiu-se deprimido(a)?

Absoluta- Um i
Bastante Muito

mente nada pouco

Absoluta- Um X
Bastante Muito

mente nada | pouco

(P22) Em geral, como classifica a sua qualidade de vida no presente?

Por favor marque a sua classificagdao na seguinte escala:

8 9 10
excelente

Obrigado por ter preenchido este questionario.

Se tiver quaisquer comentarios or questdes, por favor fale com .......ccoevvvvevecveceicnennen.

Dr V L Keeley, Consultor

As perguntas 16 a 21 foram reproduzidas com autorizacdo do EORTC.
Estas perguntas sdo apenas uma parte do questiondrio QLQ-C30

Copyright novembro 2007 Ref LEG V I

Todos os direitos reservados. Este documento pode ser usado ou reproduzido livremente desde que esta

informac&o sobre direitos de autor fique intacta, que a origem seja reconhecida, que o utilizador faga o
seu registo e que ndo sejam feitas alteragées sem autorizacao do autor. O pedido de autorizagéo e de

registo deverda ser enviado por escrito a Dr Vaughan Keeley, Consultant in Palliative Medicine,
Lymphoedema Clinic, Royal Derby Hospital, Uttoxeter Rd, Derby. DE223NE.
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11.1.4 - Traducéo I1: LYMQOL Leg
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LYMQOL PERNA
Instrumento para avaliar a qualidade de vida em individuos com
linfoedema

Este questionario foi concebido e validado para avaliar a qualidade de vida de doentes com
edema/linfoedema crénico de uma ou ambas as pernas.
Por favor, assinale a opcao que melhor descreve como se sente sobre cada uma das questées.

NOME: ...t Numero do processo...................
Data: ...,

(Q1) A perna inchada afeta-lhe o desempenho das seguintes

atividades?
Se algum dos itens ndo se aplicar ao seu caso, escreva N/A nas Notat | Um Bastant | Muitis
quadriculas correspondentes. all pouco e simo
a) andar

b) dobrar-se, por exemplo, para atar os atacadores ou cortar as
unhas dos pés.

c) estar de pé.

d) levantar-se de uma cadeira.

e) exercer a sua profissao.

f) fazer as tarefas domésticas.

(Q2) O inchago afeta os seus tempos livres/a sua vida social? ‘ | ‘

Por favor, indique exemplos

(Q3) Esta dependente de outras pessoas? ‘ | ‘

Notat | Um Bastant | Muitis
all pouco e simo

(Q4) Sente que o inchago afeta o seu a sua aparéncia fisica?

(Q5) Tem dificuldade em encontrar roupas que lhe sirvam?

(Q6) Tem dificuldade em encontrar roupas que gostaria de
vestir?

(Q7) Tem dificuldade em encontrar sapatos que lhe sirvam?

(Q8) Tem dificuldade em encontrar meias/collants que lhe
sirvam?

(Q9) 0 inchago afeta a sua autoestima?

(Q10) Afeta a sua relagdo com outras pessoas?
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(Q11) O linfoedema causa-lhe dor?

(Q12) Sente dorméncia na(s) perna(s) inchada(s)?

(Q13) Sente formigueiro na(s) perna(s) inchada(s)?
(Q14) Sente a(s) perna(s) inchada(s) fraca(s)?
(Q15) Sente a(s) perna(s) inchada(s) pesada(s)?

Na ultima semana....

(Q16) teve dificuldade em dormir?
(Q17) teve dificuldade em concentrar-se, por exemplo, na leitura?

(Q18) sentiu-se tenso?

(Q19) sentiu-se preocupado?
(Q20) sentiu irritabilidade?
(Q21) sentiu-se deprimido?

(Q22) como classificaria a sua qualidade de vida presentemente?
Escolha um valor na seguinte escala:

fraca

Nao Um Bastante | Muiti
pouco ssimo
Nao Alittle | Quite a A lot
bit
9 10
excelente

Obrigado por responder a este questionario.

Se quiser fazer comentadrios ou tiver dividas sobre o questionario, contacte

Dr V L Keeley, Consultant

As questdes 16-21 foram reproduzidas com permissdo da EORTC.
Estas questdes sao apenas parte do Questionario QLQ-C30.

Copyright November 2007 Ref LEG V II

All rights reserved. This document can be used or reproduced freely provided that this copyright statement
is left intact, that the source is acknowledged, that the user registers and that no changes are made
without permission of the author. Application for permission and for registration should be forwarded in
writing to Dr Vaughan Keeley, Consultant in Palliative Medicine, Lymphoedema Clinic, Royal Derby

Hospital, Uttoxeter Rd, Derby. DE223NE
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11.1.5 — Relatério da 12 Versao de Consenso
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- (q ESCOLA SUPERIOR
bt Bl DE SAUDE DO ALCOITAO
82 Edicao do Mestrado em Fisioterapia —
Ramo Saude da Mulher

Relatério:

Processo de traducéo e adaptacao cultural do
Lymphoedema Quality of Life (LYMQOL)

Painel para analise de equivaléncia semantica

(traducoes)

Joana Vieira

Coimbra, 17 de Janeiro de 2018
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Introducéo

Serve 0 presente relatorio para descrever a reunido efetuada na Escola Superior de
Tecnologia da Saude de Coimbra, em 17 de Janeiro de 2018, com o objetivo de analisar
a equivaléncia de significado dos itens traduzidos do Lymphoedema Quality of Life de
Keeley et al. (2010)*.

A adaptacdo cultural e linguistica deste instrumento de medicdo tem como objetivo a
sua validacdo para a utilizacdo na populagdo portuguesa, sendo este estudo a realizar no
ambito do mestrado em Fisioterapia (8 edicdo)- Ramo de Especializagdo: Saude da
Mulher, por Joana Filipa Marques Vieira.

Descricao das Atividades
Em 17 de Janeiro de 2018, ap6s traducdo do Lymphoedema Quality of Life realizada por
dois tradutores bilingues, efetuou-se nas instalacdes da Escola Superior de Tecnologia
da Saude Coimbra, um painel com os seguintes objetivos:

= Analise da qualidade das traducbes do Lymphoedema Quality of Life, no que

respeita a clareza, linguagem coloquial e traducao literal;
= Anélise da equivaléncia de significado dos itens traduzidos;

= Obtencdo de consenso sobre a traducdo do referido instrumento de medicé&o.

Estiveram presentes o Professor Doutor Pedro Lopes Ferreira, que coordenou a reunido,
o Professor Doutor Rui Soles Gongalves, o Professor Doutor Luis Cavalheiro e a aluna
de Mestrado, Joana Filipa Marques Vieira.

O painel teve inicio as 12:30 horas e terminou as 13:30 horas.

! Keeley, V., Crooks, S., Locke, J., Veigas, D., Riches, K., Hilliam, R. (2010). A quality of life measure
for limb lymphedema (LYMQOL). Journal of Lymphoedema, 5(1).
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LYMQOL ARM - Lymphoedema Quality of Life Tool

Da andlise das equivaléncias de significado da traducdo do LYMQOL ARM -
Lymphoedema Quality of Life Tool, resultaram os consensos que a seguir se descrevem.

= Titulo: "Instrumento LYMQOL BRACO de Qualidade de Vida em
Linfoedema"™ como equivalente seméntico de "LYMQOL ARM -
Lymphoedema Quality of Life Tool ". Foi decidido manter a sigla orginal
“LYMQOL” em vez de “LINQV” (como sugerido por um dos tradutores), por
ser mais facilmente reconhecida e por ter sido também a opc¢éo dos autores dos
diversos estudos de traducdo e validagcdo do LYMQOL.

= Nota prévia: Inicia-se o questionario com a afirmagao: “Este questionario foi

desenhado e validado para medir a qualidade de vida de pacientes com edema

cronico/linfoedema de um ou de ambos os bragos.” como equivalente semantico

de “This questionnaire has been designed and validated for patients with

chronic oedema/ lymphoedema of one or both arms to measure quality of

life.”.

» Instrugdes: “Marque, por favor, a resposta que melhor descreve como se

sente relativamente a cada uma das perguntas.” como equivalente semantico de

“Please tick the box that best describes how you feel about each of the

guestions.”

= Elementos identificativos: Foi decidido eliminar os elementos identificativos,

uma vez que essas informacdes deverdo fazer parte do processo clinico.

= Na versdo original do LYMQOL as questdes estdo assinaladas com a sigla “Q”
de “question”, pelo que 0 equivalente semantico sera “P” de “Pergunta”.

=  Como opgOes de resposta optou-se por “Nada”; “Um pouco”; “Bastante”;
“Muito” como equivalente semantico de “Not at all”; “A little”; “Quite a bit” e
“A lot”, respetivamente. Estas expressOes representam de uma forma mais
correta as respostas pretendidas relativamente a cada acontecimento.

= P1: “Sente que o bracgo inchado afeta as seguintes atividades da vida diaria?

Se algum dos itens ndo se aplicar ao seu caso, por favor, assinale na coluna

N/A.” como equivalente semantico de “How much does your swollen arm affect

the following daily activities? If any of the items are not applicable to you,

please write N/A in the relevant answer box(es).”.
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a) “exercer a sua profissdo” como equivalente semantico de

“occupation”.

b) “tarefas domésticas” como equivalente semantico de “housework”.

¢) “pentear-se” como equivalente semantico de “combing hair”.

d) “vestir-se” como equivalente semantico de “dressing”.

e) “escrever” como equivalente semantico de “writing”.

f) “comer” como equivalente semantico de “eating”.

g) “lavar-se” como equivalente semantico de “washing”.

h) “lavar os dentes” como equivalente semantico de “cleaning teeth”.
P2: “Sente que o braco inchado afeta as suas atividades de tempos livres/vida
social? Por favor, dé exemplos” como equivalente semantico de “How much does it

affect your leisure activities/social life? Please give examples of this”.

= P3: “Sente que tem de depender de outras pessoas?” como equivalente
seméantico de “How much do you have to depend on other people?”.

= P4: “Sente que o inchaco afeta a sua aparéncia fisica?” como equivalente
semantico de “How much do you feel the swelling affects your appearance?”.

= P5: “Sente dificuldade em encontrar roupas que lhe sirvam?” como
equivalente semantico de “How much difficulty do you have finding clothes
to fit?”.

= P6: “Sente dificuldade em encontrar as roupas que gostaria de vestir?”
como equivalente seméantico de “How much difficulty do you have finding
clothes you would like to wear?”.

= P7: “Sente que o inchago afeta a ideia que tem de si?” como equivalente
semantico de “Does the swelling affect how you feel about yourself?”.

= P8: “Sente que o inchago afeta a sua relagcdo com outras pessoas?” como
equivalente semantico de “Does it affect your relationships with other
people?”.

= P9: “O seu brago inchado causa-lhe dor?” como equivalente semantico de
“Does your lymphoedema cause you pain?”.

= P10: “Sente alguma dorméncia no seu braco inchado?” como equivalente

semantico de “Do you have any numbness in your swollen arm?”.
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P11: “Sente picadas ou formigueiro no seu brago inchado?” como
equivalente semantico de “Do you have any feelings of “pins & needles” or
tingling in your swollen arm?”.

P12: “Sente o seu brago inchado fraco?” como equivalente seméantico de
“Does your swollen arm feel weak?”.

P13: “Sente o seu braco inchado pesado?” como equivalente semantico de
“Does your swollen arm feel heavy?”.

P14: “Sente-se cansado/a?” como equivalente semantico de “Do you feel
tired?”.

2

“Durante a dltima semana...” como equivalente semantico de “In the past
week...”.
As questdes 15-20 da versdo original do LYMQOL foram reproduzidas, com a
devida autorizacdo, do EORTC, pelo que se optou por utilizar a versédo
portuguesa destas questdes como equivalente semantico.
P15: “Teve dificuldade em dormir?” como equivalente semantico de “Have
you had trouble sleeping?”.
P16: “Teve dificuldade em concentrar-se, por exemplo, para ler o jornal ou
ver televisdo?” como equivalente semantico de “Have you had difficulty
concentrating on things, e.g. reading?”.
P17: “Sentiu-se tenso/a?”’como equivalente semantico de “Have you felt
tense?”.
P18: “Teve preocupagfes?” como equivalente semantico de “Have you felt
worried?”.
P19: “Sentiu-se irritavel?” como equivalente semantico de “Have you felt
irritable?”.
P20: “Sentiu-se deprimido/a?” como equivalente semantico de “Have you felt
depressed?”.
P21: “Em geral, como classificaria a sua atual qualidade de vida? Escolha
um valor na seguinte escala” como equivalente semantico de “Overall, how
would you rate your quality of life at present? Please mark your score on
the following scale”.

Como opgdes de resposta optou-se por “Péssima” e “Otima” como

equivalente semantico de “Poor” e “Excellent”, respetivamente. Apesar de nao
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serem estas as sugestdes dos tradutores, séo as opgdes do EORTC para a mesma
pergunta, pelo que optamos por traduzir em conformidade com o mesmo.
=  “Obrigado por ter preenchido este questionario” como equivalente

semantico de “Thank you for completing this form”.

LYMQOL LEG - Lymphoedema Quality of Life Tool

Da andlise das equivaléncias de significado da tradugdo do LYMQOL LEG -

Lymphoedema Quality of Life Tool, resultaram o0s consensos que a seguir se descrevem.

= Titulo: "Instrumento LYMQOL PERNA de Qualidade de Vida em
Linfoedema”™ como equivalente semantico de "LYMQOL LEG -
Lymphoedema Quality of Life Tool ". Foi decidido manter a sigla orginal
“LYMQOL” em vez de “LINQV” (como sugerido por um dos tradutores), por
ser mais facilmente reconhecida e por ter sido também a opcdo dos autores dos
diversos estudos de traducdo e validacdo do LYMQOL.

= Nota prévia: Inicia-se o questionario com a afirmag¢ao: “Este questionario foi

desenhado e validado para medir a qualidade de vida de pacientes com edema

cronico/linfoedema de uma ou de ambas as pernas.” como equivalente

semantico de “This questionnaire has been designed and validated for patients

with chronic oedema/ lymphoedema of one or both legs to measure quality of

life.”.

» Instrugdes: “Marque, por favor, a resposta que melhor descreve como se

sente relativamente a cada uma das perguntas.” como equivalente semantico de

“Please tick the box that best describes how you feel about each of the

guestions.”

= Elementos identificativos: Foi decidido eliminar os elementos identificativos,

uma vez que essas informacdes deverdo fazer parte do processo clinico.

=  Na versdo original do LYMQOL as questoes estdo assinaladas com a sigla “Q”
de “question”, pelo que 0 equivalente semantico sera “P” de “Pergunta”.

=  Como opgOes de resposta optou-se por “Nada”; “Um pouco”; “Bastante”;

“Muito” como equivalente semantico de “Not at all”’; “A little”; “Quite a bit” e
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“A lot”, respetivamente. Estas expressdes representam de uma forma mais
correta as respostas pretendidas relativamente a cada acontecimento.
= P1: “Sente que a perna inchada afeta as seguintes atividades da vida diaria?
Se algum dos itens ndo se aplicar ao seu caso, por favor, assinale na coluna
N/A.” como equivalente semantico de “How much does your swollen leg affect
the following daily activities? If any of the items are not applicable to you,
please write N/A in the relevant answer box(es).”.
a) “0 seu andar” como equivalente semantico de “your walking”.
b) “a sua capacidade de se curvar, p.ex. para apertar os sapatos ou
cortar as unhas dos pés” como equivalente semantico de “your ability
to bend, e.g. to tie shoelaces or cut toenails”.
¢) “a sua capacidade de estar em pé” como equivalente semantico de
“your ability to stand”.
d) “a sua capacidade de se levantar de uma cadeira” como equivalente
semantico de “your ability to get up from a chair”.
e) “exercer a sua profisséo” como equivalente semantico de “your
occupation”.
f) “a sua capacidade de fazer as tarefas domésticas” como equivalente
semantico de “your ability to do housework”.
= P2: “Sente que a perna inchada afeta as suas atividades de tempos
livres/vida social? Por favor, dé exemplos” como equivalente semantico de “How
much does it affect your leisure activities/social life? Please give examples of
this”.
= P3: “Sente que tem de depender de outras pessoas?” como equivalente
semantico de “How much do you have to depend on other people?”.
= P4: “Sente que o incha¢o afeta a sua aparéncia fisica?” como equivalente
semantico de “How much do you feel the swelling affects your appearance?”.
= P5: “Sente dificuldade em encontrar roupas que lhe sirvam?” como
equivalente semantico de “How much difficulty do you have finding clothes
to fit?”.
= P6: “Sente dificuldade em encontrar as roupas que gostaria de vestir?”
como equivalente semantico de “How much difficulty do you have finding

clothes you would like to wear?”.
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P7: “Tem dificuldade em encontrar sapatos que lhe sirvam?” como
equivalente semantico de “Do you have difficulty finding shoes to fit?”.

P8: “Tem dificuldade em encontrar meias/collants que lhe sirvam?” como
equivalente  semantico de “Do you have difficulty finding
socks/tights/stockings to fit?”, apesar de collants ser um estrangeirismo, optou-
se por essa traducdo por ser de mais facil compreensao.

P9: “Sente que o inchaco afeta a ideia que tem de si?” como equivalente
semantico de “Does the swelling affect how you feel about yourself?”.

P10: “Sente que o inchacgo afeta a sua relacdo com outras pessoas?” como
equivalente semantico de “Does it affect your relationships with other
people?”.

P11: “A sua perna inchada causa-lhe dor?” como equivalente semantico de
“Does your lymphoedema cause you pain?”.

P12: “Sente alguma dorméncia na sua perna inchada?” como equivalente
semantico de “Do you have any numbness in your swollen leg?”.

P13: “Sente picadas ou formigueiro na sua perna inchada?” como
equivalente semantico de “Do you have any feelings of “pins & needles” or
tingling in your swollen leg?”.

P14: “Sente a sua perna inchada fraca?” como equivalente semantico de
“Does your swollen leg feel weak?”.

P15: “Sente a sua perna inchada pesada?” como equivalente semantico de
“Does your swollen leg feel heavy?”.

“Durante a ultima semana...” como equivalente semantico de “In the past
week...”.

As questdes 16-21 da versdo original do LYMQOL foram reproduzidas, com a
devida autorizacdo, do EORTC, pelo que se optou por utilizar a versédo
portuguesa destas questdes como equivalente semantico.

P16: “Teve dificuldade em dormir?” como equivalente semantico de “Have
you had trouble sleeping?”.

P17: “Teve dificuldade em concentrar-se, por exemplo, para ler o jornal ou
ver televisdo?” como equivalente semantico de “Have you had difficulty
concentrating on things, e.g. reading?”.

P18: “Sentiu-se tenso/a?”’como equivalente semantico de “Have you felt

tense?”.
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= P19: “Teve preocupacfes?” como equivalente semantico de “Have you felt
worried?”.

= P20: “Sentiu-se irritdvel?” como equivalente semantico de “Have you felt
irritable?”.

= P21: “Sentiu-se deprimido/a?” como equivalente semantico de “Have you felt
depressed?”.

= P22: “Em geral, como classificaria a sua atual qualidade de vida? Escolha
um valor na seguinte escala” como equivalente semantico de “Overall, how
would you rate your quality of life at present? Please mark your score on
the following scale”.

= Como opcbes de resposta optou-se por “Péssima” e “Otima” como
equivalente semantico de “Poor” e “Excellent”, respetivamente. Apesar de nao
serem estas as sugestdes dos tradutores, séo as opges do EORTC para a mesma
pergunta, pelo que optamos por traduzir em conformidade com o mesmo.

= “Obrigado por ter preenchido este questiondrio” como equivalente

semantico de “Thank you for completing this form”.

Concluséao

Descreveram-se neste relatdrio os principais problemas na analise das equivaléncias de
significado da traducdo do Lymphoedema Quality of Life, bem como 0s consensos
gerados, para obtencdo da versdo de reconciliacao.
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LYMQOL ARM - LYMPHOEDEMA QUALITY OF LIFE TOOL
(Keeley et al., 2010)

VERSAO 1 (Primeira vers&o de consenso)
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Instrumento LYMQOL BRACO de Qualidade de Vida em
Linfoedema

Este questionario foi desenhado e validado para medir a qualidade de vida de
pacientes com edema cronico/linfoedema de um ou de ambos os bragos.

Marque, por favor, a resposta que melhor descreve como se sente relativamente a
cada uma das perguntas.

(P1) Sente que o brago inchado afeta as
seguintes atividades da vida

diaria?
Se algum dos itens nédo se aplicar ao seu Um .
caso, por favor, assinale na coluna N/A. Nada pouco Bastante | Muito | N/A
a) exercer a sua profissdo
b) tarefas domésticas
C) pentear-se
d) vestir-se
e) escrever
f) comer
g) lavar-se
h) lavar os dentes

Nada um Bastante | Muito
pouco
(P2) Sente que o brago inchado afeta as
suas atividades de tempos livres / vida
social?
Por favor, d& eXemPlOS. ... ..o
Nada um Bastante | Muito
pouco

(P3) Sente que tem de depender de outras
pessoas?

(P4) Sente que o inchaco afeta a sua
aparéncia fisica?

(P5) Sente dificuldade em encontrar roupas
que lhe sirvam?

(P6) Sente dificuldade em encontrar as
roupas que gostaria de vestir?

(P7) Sente que o inchago afeta a ideia que
tem de si?

(P8) Sente que o inchaco afeta a sua relagéo
com outras pessoas?
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(P9) O seu braco inchado causa-lhe dor?

(P10) Sente alguma dorméncia no seu braco
inchado?

(P11) Sente picadas ou formigueiro no seu
braco inchado?

(P12) Sente o seu brago inchado fraco?

(P13) Sente o seu brago inchado pesado?

(P14) Sente-se cansado/a?

Durante a ultima semana....

(P15) Teve dificuldade em dormir?

(P16) Teve dificuldade em concentrar-se, por
exemplo, paraler o jornal ou ver
televisdo?

(P17) Sentiu-se tenso/a?
(P18) Teve preocupacbes?
(P19) Sentiu-se irritavel?

(P20) Sentiu-se deprimido/a?

(P21) Em geral, como classificaria a sua atual qualidade de vida?

Escolha um valor na seguinte escala:

0 1 2 3 4 5

Péssima

Obrigado por ter preenchido este questionério.
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LYMQOL LEG - LYMPHOEDEMA QUALITY OF LIFE TOOL
(Keeley et al., 2010)

VERSAO 1 (Primeira versdo de consenso)
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Instrumento LYMQOL PERNA de Qualidade de Vida em

Linfoedema

Este questionario foi desenhado e validado para medir a qualidade de vida de
pacientes com edema crénico/linfoedema de uma ou de ambas as pernas.
Marque, por favor, a resposta que melhor descreve como se sente relativamente a

cada uma das perguntas.

(P1) Sente que a perna inchada afeta as
seguintes atividades da vida diaria?

Se algum dos itens néo se aplicar ao seu caso, Um

Nada

por favor, assinale na coluna N/A. pouco

Bast
ante

Muit

N/A

a) o seu andar

b) a sua capacidade de se curvar, p.ex. para
apertar os sapatos ou cortar as unhas dos
pés

c) a sua capacidade de estar em pé

d) a sua capacidade de se levantar de uma
cadeira

e) a sua capacidade de exercer a sua profissdo

f) a sua capacidade de fazer as tarefas
domeésticas

Nada

Um
pouco

Bast
ante

Muit

(P2) Sente que a perna inchada afeta as suas
atividades de tempos livres / vida social?

Por favor, d@ eXEmMPIOS. .. ..o,

(P3) Sente que tem de depender de outras pessoas?
(P4) Sente que o inchago afeta a sua aparéncia fisica?

(P5) Sente dificuldade em encontrar roupas que lhe
sirvam?

(P6) Sente dificuldade em encontrar as roupas que
gostaria de vestir?

(P7) Tem dificuldade em encontrar sapatos que lhe
sirvam?

(P8) Tem dificuldade em encontrar meias/collants que lhe
sirvam?

(P9) Sente que o inchaco afeta a ideia que tem de si?

(P10) Sente que o inchaco afeta a sua relacdo com outras
pessoas?
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Um .
Nada DOUCO Bastante | Muito

(P9) A suapernainchada causa-lhe dor?

(P10) Sente alguma dorméncia na sua perna
inchada?

(P11) Sente picadas ou formigueiro na sua
pernainchada?

(P12) Sente a sua pernainchada fraca?

(P13) Sente a sua pernainchada pesada?

(P14) Sente-se cansado/a?

Durante a ultima semana.... Nada Um Bastante | Muito
pouco

(P15) Teve dificuldade em dormir?

(P16) Teve dificuldade em concentrar-se, por
exemplo, paraler o jornal ou ver
televisédo?

(P17) Sentiu-se tenso/a?

(P18) Teve preocupacbes?

(P19) Sentiu-se irritavel?

(P20) Sentiu-se deprimido/a?

(P21) Em geral, como classificaria a sua atual qualidade de vida?
Escolha um valor na seguinte escala:

0 1 2 3 4 5 6 7 8 9 10

Péssima Otima

Obrigado por ter preenchido este questionéario.
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11.2 — Retroversao
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11.2.1 — Retroversdo: LYMQOL Arm
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Lymphoedema Quality of Life Questionnaire ARM

This questionnaire has been designed and validated to measure the quality of life of patients
with chronic endema/lymphoedema of one or both arms.
Please mark the answer that best describes how you feel for each of the questions.

(P1) Do you feel that your swollen arm affects
the following daily activities?

If any of the items do not apply to you, please Notat | Alittle | Quitea| Alot | N/A
indicate in the column N/A. all lot

a) doing your job

b) household chores

c) combing your hair

d) getting dressed

e) writing

f) eating

g) washing

h) brushing your teeth

Not at A little Quite a Alot
all lot

(P2) Do you feel that your swollen arm affects

your leisure activities/social life?

PlEase GIVE EXAMPIES  ..oeeieeieiiiiiii e e e e e e e e e e e e e e e e e e et a e e e e e e eeeananan

Not | Alittle | Quitea Alot
at all lot

(P3) Do you feel that you have to depend on other
people?

(P4) Do you feel that your swelling affects your physical
appearance?

(P5) Do you find it difficult to find clothes that fit you?
(P6) Do you find it difficult to find clothes you would
like to wear?

(P7) Do you feel that your swelling affects how you feel
about yourself?

(P8) Do you feel that your swelling affects your

relationships with other people?
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Not A little | Quite a Alot
at all lot

(P9) Does your swollen arm cause you pain?

(P10) Do you feel any numbness in your swollen arm?

(P11) Do you have ‘pins and needles’ or tingling in

your swollen arm?

(P12) Do you feel your swollen arm is weak?

(P13) Do you feel your swollen arm is heavy?

(P14) Do you feel tired?

During the last week... Not | Alittle | Quite a Alot
atall lot

(P15) have you had difficulty sleeping?

(P16) have you had difficulty concentrating, for example,
reading the newspaper or watching television?

(P17) have you felt tense?

(P18) have you felt worried?

(P19) have you felt irritable?

(P20) have you felt depressed?

(P21) In general, how would you rate your current quality of life?
Choose a value on the following scale:

0 1 2 3 4 5 6 7 8 9 10

Terrible Great

Thank you for completing this questionnaire.
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11.2.2 — Retroversdo: LYMQOL Leg
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Lymphoedema Quality of Life Questionnaire LEG

This questionnaire has been designed and validated to measure the quality of life of patients
with chronic endema/lymphoedema of one or both legs.
Please mark the answer that best describes how you feel for each of the questions.

(P1) Do you feel that your swollen leg affects
the following daily activities?

If any of the items do not apply to you, please Not at | Alittle | Quitea Alot | N/A
indicate in the column N/A. all lot

a) your walking

b) your ability to bend, for example, to tie your
shoelaces or cut your toenails

c) your ability to stand

d) your ability to get up from a chair

e) your ability to do your job

f) your ability to do household chores

Not at A little Quite a Alot
all lot

(P2) Do you feel that your swollen leg affects

your free time/social life?

Not | Alittle | Quitea Alot
at all lot

(P3) Do you feel that you have to depend on other
people?

(P4) Do you feel that your swelling affects your physical
appearance?

(P5) Do you find it difficult to find clothes that fit you?
(P6) Do you find it difficult to find clothes you would
like to wear?

(P7) Do you find it difficult to find shoes that fit you?

(P8) Do you find it difficult to find socks/tights that fit
you?

(P9) Do you feel that your swelling affects how you feel
about yourself?

(P10) Do you feel that your swelling affects your
relationships with other people?
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Not A little | Quite a Alot

at all lot

(P11) Does your swollen leg cause you pain?

(P12) Do you feel any numbness in your swollen leg?

(P13) Do you have ‘pins and needles’ or tingling in

your swollen leg?

(P14) Do you feel your swollen leg is weak?

(P15) Do you feel your swollen leg is heavy?

During the last week... Not | Alittle | Quitea Alot
at all lot

(P16) have you had difficulty sleeping?

(P17) have you had difficulty concentrating, for example,
reading the newspaper or watching television?

(P18) have you felt tense?

(P19) have you felt worried?

(P20) have you felt irritable?

(P21) have you felt depressed?

(P22) In general, how would you rate your current quality of life?
Choose a value on the following scale:

0 1 2 3 4 5 6 7 8 9 10

Terrible Great

Thank you for completing this questionnaire.
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11.2.3 — Relatério da 22 Versao de Consenso
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bt Bl DE SAUDE DO ALCOITAO
82 Edicao do Mestrado em Fisioterapia —
Ramo Saude da Mulher

Relatério:

Processo de traducéo e adaptacao cultural do
Lymphoedema Quality of Life (LYMQOL)

Painel para analise de equivaléncia semantica

(retroversao)

Joana Vieira

Coimbra, 12 de Fevereiro de 2018
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Introducéo

Serve o0 presente relatorio para descrever a reunido efetuada na Escola Superior de
Tecnologia da Saude de Coimbra, em 12 de Fevereiro de 2018, com o objetivo de
comparar a retroversdo da 1* versdo de consenso com a versdo original do
Lymphoedema Quality of Life de Keeley et al. (2010)>.

Descricao das Atividades
Em 12 de Fevereiro de 2018, apds a retroversdo do Lymphoedema Quality of Life
realizada por um tradutor cuja lingua materna é o Inglés, efetuou-se nas instalacGes da
Escola Superior de Tecnologia da Satde Coimbra, um painel com 0s seguintes
objetivos:

= Confrontar a retroversédo com a medida original,

= Obtencéo de consenso sobre a traducdo do referido instrumento de medicéo;

= Obtencdo de uma versao de reconciliacdo (ou 22 versao de consenso) em

Portugués.

Estiveram presentes o Professor Doutor Rui Soles Gongalves, o Professor Doutor Luis
Cavalheiro e a aluna de Mestrado, Joana Filipa Marques Vieira.

O painel teve inicio as 14:45 horas e terminou as 15:20 horas.

2 Keeley, V., Crooks, S., Locke, J., Veigas, D., Riches, K., Hilliam, R. (2010). A quality of life measure
for limb lymphedema (LYMQOL). Journal of Lymphoedema, 5(1).
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LYMQOL ARM - Lymphoedema Quality of Life Tool

Da analise de equivaléncia de significado da traducdo do LYMQOL ARM -
Lymphoedema Quality of Life Tool, resultaram os consensos que a seguir se descrevem.

= Titulo: Foi decidido que o titulo a utilizar seria o constante na 1% versao de

consenso: "Instrumento LYMQOL BRACO de Qualidade de Vida em
Linfoedema” como equivalente semantico de "LYMQOL ARM -
Lymphoedema Quality of Life Tool". Foi decidido que o questionério da 12
versdo de consenso seria mantido, quase na sua totalidade, havendo apenas
algumas alteragdes que seréo descritas seguidamente.

= P4: Na 12 versdo de consenso tinha-se apresentado a pergunta 4 “Sente que 0
inchaco afeta a sua aparéncia fisica?” como equivalente semantico de “How
much do you feel the swelling affects your appearance?”, no entanto, na
presente reunido concluiu-se que deveria colocar-se “Sente que o inchaco afeta
a sua aparéncia?” como equivalente semantico de “How much do you feel the
swelling affects your appearance”, uma vez que a aparéncia é fisica, evitando
assim o pleonasmo.

= PS5 e P6: “Sente dificuldade em encontrar roupas que lhe sirvam?” como
equivalente semantico de “How much difficulty do you have finding clothes
to fit?” e “Sente dificuldade em encontrar as roupas que gostaria de vestir?”
como equivalente semantico de “How much difficulty do you have finding
clothes you would like to wear?”.
Nos presentes itens optou-se apenas por utilizar o singular “roupa” por ser mais
communmente utilizado na lingua portuguesa. Assim, colocou-se “Sente
dificuldade em encontrar roupa que lhe sirva?” como equivalente semantico
de “How much difficulty do you have finding clothes to fit?” ¢ “Sente
dificuldade em encontrar roupa que gostaria de vestir?” como equivalente
semantico de “How much difficulty do you have finding clothes you would
like to wear?”.

= P9: “O seu brago inchado causa-lhe dor?” como equivalente seméntico de

“Does your lymphoedema cause you pain?”.
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Optou-se por acrescentar “linfoedema” por constar da traducdo original, ficando
“O seu braco inchado/linfoedema causa-lhe dor?” como equivalente

semantico de “Does your lymphoedema cause you pain?”.

LYMQOL LEG - Lymphoedema Quality of Life Tool

Da anélise das equivaléncias de significado da tradugdo do LYMQOL LEG -

Lymphoedema Quality of Life Tool, resultaram o0s consensos que a seguir se descrevem.

= Titulo: Foi decidido que o titulo a utilizar seria o constante na 12 versdo de consenso:

"Instrumento LYMQOL PERNA de Qualidade de Vida em Linfoedema"

como equivalente semantico de "LYMQOL LEG - Lymphoedema Quality of

Life Tool".

Foi decidido que o questionario da 1? versdo de consenso seria mantido, quase na

sua totalidade, havendo apenas algumas alteracbes que serdo descritas

seguidamente.
P4: Na 1?2 versdo de consenso tinha-se apresentado a pergunta 4 “Sente que 0
inchago afeta a sua aparéncia fisica?” como equivalente semantico de “How
much do you feel the swelling affects your appearance?”, no entanto, na
presente reunido concluiu-se que deveria colocar-se “Sente que o inchaco afeta
a sua aparéncia?” como equivalente semantico de “How much do you feel the
swelling affects your appearance”, uma vez que a aparéncia é fisica, evitando
assim o pleonasmo.
P5 e P6: “Sente dificuldade em encontrar roupas que lhe sirvam?” como
equivalente semantico de “How much difficulty do you have finding clothes
to fit?” e “Sente dificuldade em encontrar as roupas que gostaria de vestir?”
como equivalente semantico de “How much difficulty do you have finding
clothes you would like to wear?”.
Nos presentes itens optou-se apenas por utilizar o singular “roupa” por ser mais
communmente utilizado na lingua portuguesa. Assim, colocou-se “Sente
dificuldade em encontrar roupa que lhe sirva?” como equivalente semantico
de “How much difficulty do you have finding clothes to fit?” ¢ “Sente

dificuldade em encontrar roupa que gostaria de vestir?” como equivalente
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semantico de “How much difficulty do you have finding clothes you would

like to wear?”.

= PI11: “A sua perna inchada causa-lhe dor?” como equivalente semantico de
“Does your lymphoedema cause you pain?”.
Optou-se por acrescentar “linfoedema” por constar da traducdo original, ficando
“A sua perna inchada/linfoedema causa-lhe dor?” como equivalente

semantico de “Does your lymphoedema cause you pain?”.

Concluséao

Descreveram-se neste relatorio os itens que despontaram algumas ddvidas bem como 0s
consensos gerados, para obtencdo da versao de reconciliacgdo.

Apos término da comparacdo da retroversdo com a versao original do Lymphoedema
Quality of Life, ficou estabelecido que a aluna Joana Vieira prepararia a versao de
reconciliacdo para ser enderecada aos clinicos para revisdo da qualidade da traducédo
produzida.
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LYMQOL ARM - LYMPHOEDEMA QUALITY OF LIFE TOOL
(Keeley et al., 2010)

VERSAO 2 (Segunda versdo de consenso)
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Instrumento LYMQOL BRACO de Qualidade de Vida em
Linfoedema

Este questionario foi desenhado e validado para medir a qualidade de vida de
pacientes com edema cronico/linfoedema de um ou de ambos os bragos.

Marque, por favor, a resposta que melhor descreve como se sente relativamente a
cada uma das perguntas.

(P1) Sente que o brago inchado afeta as
seguintes atividades da vida
diaria?
Se algum dos itens nédo se aplicar ao seu Um

caso, por favor, assinale na coluna N/A. Nada pouco Bastante | Muito | N/A

a) exercer a sua profissdo
b) tarefas domésticas

C) pentear-se

d) vestir-se

e) escrever

f) comer

g) lavar-se

h) lavar os dentes

Nada um Bastante | Muito
pouco

(P2) Sente que o brago inchado afeta as
suas atividades de tempos livres / vida
social?

Por favor, dé exemplos

Nada Bastante | Muito

(P3) Sente que tem de depender de outras
pessoas?

(P4) Sente que o inchaco afeta a sua
aparéncia?

(P5) Sente dificuldade em encontrar roupa
que lhe sirva?

(P6) Sente dificuldade em encontrar roupa
gue gostaria de vestir?

(P7) Sente que o inchaco afeta a ideia que
tem de si?

(P8) Sente que o inchaco afeta a sua relacao
com outras pessoas?
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Nada um Bastante | Muito
pouco
(P9) O seu braco inchado/linfoedema causa-
lhe dor?
(P10) Sente alguma dorméncia no seu brago
inchado?
(P11) Sente picadas ou formigueiro no seu
braco inchado?
(P12) Sente o seu brago inchado fraco?
(P13) Sente o seu brago inchado pesado?
(P14) Sente-se cansado/a?
Durante a ultima semana.... Nada Um Bastante | Muito
pouco

(P15) Teve dificuldade em dormir?

(P16) Teve dificuldade em concentrar-se, por
exemplo, para ler o jornal ou ver
televisdo?

(P17) Sentiu-se tenso/a?

(P18) Teve preocupacbes?

(P19) Sentiu-se irritavel?

(P20) Sentiu-se deprimido/a?

(P21) Em geral, como classificaria a sua atual qualidade de vida?
Escolha um valor na seguinte escala:

0 1 2 3 4 5 6 7 8 9 10

Péssima Otima

Obrigado por ter preenchido este questionério.
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LYMQOL LEG - LYMPHOEDEMA QUALITY OF LIFE TOOL
(Keeley et al., 2010)

VERSAO 2 (Segunda verséo de consenso)
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Instrumento LYMQOL PERNA de Qualidade de Vida em

Linfoedema

Este questionario foi desenhado e validado para medir a qualidade de vida de
pacientes com edema cronico/linfoedema de uma ou de ambas as pernas.

Marque, por favor, a resposta que melhor descreve como se sente relativamente a
cada uma das perguntas.

(P1) Sente que a perna inchada afeta as
seguintes atividades da vida diaria?

Se algum dos itens ndo se aplicar ao seu .

caso,gpor favor, assinale na Eoluna N/A. Nada péJLT;O Bastante | Muito | N/A

a) o seu andar

b) a sua capacidade de se curvar, p.ex.
para apertar 0s sapatos ou cortar as
unhas dos pés

¢) a sua capacidade de estar em pé

d) a sua capacidade de se levantar de
uma cadeira

€) a sua capacidade de exercer a sua
profisséo

f) a sua capacidade de fazer as tarefas
domeésticas

Nada Um Bastante | Muito
pouco
(P2) Sente que a pernainchada afeta as
suas atividades de tempos livres / vida
social?
Por favor, dé exemplos
Nada Um Bastante | Muito
pouco

(P3) Sente que tem de depender de outras
pessoas?
(P4) Sente que o inchaco afeta a sua
aparéncia?

(P5) Sente dificuldade em encontrar roupa
que lhe sirva?

(P6) Sente dificuldade em encontrar roupa
que gostaria de vestir?

(P7) Tem dificuldade em encontrar sapatos
que lhe sirvam?

(P8) Tem dificuldade em encontrar
meias/collants que |he sirvam?

(P9) Sente que o inchaco afeta a ideia que
tem de si?

(P10) Sente que o inchaco afeta a sua relacdo
com outras pessoas?
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(P11) A suapernainchada/linfoedema causa-

lhe dor?

(P12) Sente alguma dorméncia na suaperna
inchada?

(P13) Sente picadas ou formigueiro na sua
pernainchada?

(P14) Sente a sua pernainchada fraca?

(P15) Sente a sua pernainchada pesada?

Durante a ultima semana....

(P16) Teve dificuldade em dormir?

(P17) Teve dificuldade em concentrar-se, por
exemplo, para ler o jornal ou ver
televisdo?

(P18) Sentiu-se tenso/a?
(P19) Teve preocupacbes?
(P20) Sentiu-se irritavel?

(P21) Sentiu-se deprimido/a?

(P22) Em geral, como classificaria a sua atual qualidade de vida?

Escolha um valor na seguinte escala:

0 1 2 3 4 5
Péssima

Obrigado por ter preenchido este questionério.
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11.3 — Qualidade da Traducéao
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11.3.1 — Relatério Clinico da Revisdo A: LYMQOL Arm
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Relatdrio Clinico de Revisdo

Relatério Clinico de Revisio do LYMQOL BRACO

Home do revisor Dr. med. Catarina Hadamitzky
Especialidade Cirurgia Plastica e Reconstrutiva
Endereco de contacto catarina_hadamitzky@gmail_com
Data 12 de Abril de 2018

Pedimos-lhe gue preste particular aten¢do aos termos técnicos e semi-técnicos gue possam estar incluidos no
questiondrio. Em especial, pense sempre na forma como descreveria ou discutiria tal terminologia quando se
estd a dirigir aos doentes, & nunca terminologia médica que possa eventualmente utilizar em discussies com
colegas seus.

Se se sente satisfeito/a com a forma como uma parte do questionario esta traduzida, por favor indique-o na
sec;ao “Comentarie do revisor™, bastando para isso assinald-la com um “+™, Se, por outro lado, considera
que tem melhorias a acrescentar a traducido apresentada, por faver cologue a sua proposta na secgao
“Sugestdo de alteracao™. Meste caso, por favor expligue na secgao “Comentario do revisor” porgue considera
que tal alteragao ird melhorar o questiondrio, por exemplo, porgue ...

* faz com que a traducao figue mais precisa

* torna a traducao mais clara e/ou mais facil de compreensao
* fica escrito numa linguagem mais familiar aos doentes

* fica mais comecto gramaticalmente

+ melhora o estilo e a leitura

Prevendo que possa considerar que ha mais do que uma forma de traduzir e que possa ter dividas sobre qual
€ a melhor, incluimos a seccdo “Alternativa possivel para posterior teste de compreensao™ para, apds
entrevistas com doentes podermos tomar uma decisdo.

A opinido que nos transmitir & a perspectiva que tem sobre a melhor maneira de escrever uma pergunta que
irda posteriormente ser respondida pelos doentes €-nos extremamente importante. Qualgquer traducdo €
subjectiva e assim os comentarios que nos fornecer serdao analisados pelo CEISUC - Centro de Estudos e
Investigacdo em Salde da Universidade de Coimbra e comunicados aos autores do questiondrio original,
juntamente com os resultados do teste de compreensao a realizar com um pequeno grupo de doentes.

Por favor, na caixa abaixo, escreva os comentarios gerais sobre a traducao que lhe foi
apresentada:

Em geral boa traducio e linguagem inteligivel.

Mo documento PDF ha ainda que corrigir o design das tabelas, dado alguns gquadros de resposta estarem maiores do que outros.
idealmente as frases caberiam numa =6 linha. Para isto podem reduzir-ze as tabelas, pois a resposta & s6 uma cruz, e nao
preciza de muite espago. Se as perguntas ficarem em duas linhas, ent3o sugeria que a segunda linha comegasse a0 mesmo nivel
que a primeira para dar um ar mais profissional.

Para facilitar a revizdo apaguei as tabelas onde ndo havia necessidade de correcdo.

Parabéns pelo bom trabalho.

Centro de Estudos e Investigacao em Saude da Universidade de Coimbra Pag 1 de 4
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Relatdrio Clinico de Revisdo

LYMQOL BRAGCO

Titulo

original em inglés

LYMOOL ARM
Lymphoedema Quality of Life Tool

Traducio propacta

Instruments LYMOOL BRACD de Qualidade de Vida em Linfoedema

Alternativa poscivel para
posterior teste de compreensio

Comentario do revisor

A sigla ndo facilita a identificacio em paizes lusdfonos
A doenca escreve-se “linfedema™

sugestio de alteracio

Linfadv BRACO
Instrumento de quantificacdo da Qualidade de vida com Linfedema

Introducio

Original em inglés

This questionnaire has been designed and validated for patients with chronic cedemars
lymphoedema of one or both arms to measure quality of Life.
Please tick the box that best describes how you feel about each of the questions.

Tradugio proposta

Este questionario foi desenhado e validado para medir a cpaﬁl:lade de vida de
pacientes com edema cronico/ linfeedemna de um ou de ambos o5 bragos.

Margue, por favor, a resposta gque melhor desoreve como se sente relativamente a cada
uma das perguntas.

Alternativa poscivel para
posterior teste de compreensao

Comentano do revisor

A palavra desenhado € invulgar com referénca a um formulario.

Em Portugal chamam-ze doentes, pacientes € mais a designacio brasileira. Também pode
ficar “pacientes” caso o objetivo de fazer um instrumento internacional seja prioritario.
Linfedema sem “o"

sugestio de alteracio

Este questionario foi concebidoe e validado (...) vida de doentes com (...} cronicoslinfedema
()

Eu adicionaria a frase o fim:

Tente ndo deixar nenhuma resposta em branco.

Pergunta 1

Original em inglés

{Q1) How much does your swollen arm affect the following daily activities?
If any of the items are not applicable to you, please write N/A in the relevant answer
bax{es).

a) eCcoupation

b} housework

) combing hair

d) dressing

&) writing

f) eating

) washing

h) cleaning teeth

L Hot at all - A little 4 Quite a bit u A lot

Traducio propacta

:T"i} Sente que o brago inchado afeta as seguintes atividades da vida diaria?
Se algum dos itens nao se aplicar ao seu caso, por favor, assinale na coluna Hf A&
a) exercer a sua profissdo

b} tarefas domesticas

) pentear-se

d) vestir-se

) escrever

f) comer

g) lavar-se

h) lavar os dentes
c Hada a Bastante o Muito

Um pouco = o HI&

alternativa postivel para
posterior teste de compreensag

Comentario do revisor

“Itens” & uma palavra gue nem todos percebem (ainda muitos doentes iletrados em
Portugal)

N/A Nao & uma sigla lusifona, e por isso deveria ser atualizada tanto o texto como na
tabela.

Centro de Estudos e Investigacao em Saude da Universidade de Coimbra
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Relatdrio Clinico de Revisdo

Pergunta 1

{Q1) How much does your swollen arm affect the following daily activities?
If any of the items are not applicable to you, please write /A in the relevant answer

box(es).
a) ecoupation
b} housework
- - - = ) combing hair
original em ingles B
&) writing
f) eating
) washing
h} cleaning teeth
L Hot at all - Alittle 41 Quite a bit u A lot
Sugestao de alteracac T...) 5& algum dos pontas |...) Na COWNG "Nao responde” (MR,
Pergunta 2
{Q2) How much does it affect your leisure activites/ social life?
original em inglés - Hotat all 1A little N Quite a bit r Alot
Please give examples of this_
(P2) Sente que o brago inchado afeta as suas atividades de tempos livres J vida social?
Tradugio proposta - Hada u  Um poucs 4 Bastante U Muito
Por favor, dé exemplos._..
Alternativa possivel para
posterior teste de compreensao
Comentano do revisor Esta melhor que o onginal porque a tabela tem agora legenda.
sugestan de alteracao
Pergunta &
+ T (Q6) How much difficulty do you have finding clothes you would like to wear?
original em ingles - Hotat all 1 Alittle u Quite a bit L Alot
- (P8) Sente dificuldade em encontrar roupa gue gostaria de vestir?
Tradugao prog Hada 1 Um pouco '+ Bastante v Muito
Alternativa possivel para
posterior teste de compreensio
Comentario do revisor A traducio deixa pouco clara a questio que ndo e trata de moda.
sugestao de alteracio sente dificuldade em encontrar roupa na qual gostaria de se ver?
Pergunta 9
‘. . (09) Does your lymphoedema cause you pain?
original em ingles = Mot at all 3 A little o Quite a bit c Aot
= (P9) 0 seu braco inchado/linfoedema causa-lhe dor?
Tradugao - Hada u  Um pouco 1 Bastante u  Muito

Alternativa poscivel para
posterior teste de compreensae

Comentario do revisor

Perguntar diretamente.
Linfedema sem “o”

sugestao de alteracio

Tem dores ne brago inchadostinfedema?

Centro de Estudos e Investigacao em Saude da Universidade de Coimbra
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Relatdrio Clinico de Revisdo

Pergunta 21

(Q21) Overall, how would you rate your quality of life at present?
Please mark your score on the following scale:

Original em inglés
0 1 2 k] 4 5 [ 7 ] 9 10

excellent
(F21) Em geral, como classificaria a sua atual qualidade de vida?
Escolha um valor na seguinte escala:
Tradugaa proposta o 1 2 3 4 5 & 7 & 9 10
Pessima Otima

Alternatrva poszivel para
posterior teste de compreensac

=0tima” nio tem bem o mesmo significado que “excelente” {ainda melhor que Gtima). se

Comentario do revisor QUEremos um instrumento em que possamas fazer comparacao direta com os resultados dos
ectudos em Inglaterra devemas manter oc mesmaos superlatives na traducio.

sugestao de alteracio Excelente

Orginal em ingles Thank you for completing this form.

Tradugio Obrigado por ter preenchido este questionanio.

Alternativa possivel para
posterior teste de compreencao

Comentario do revisor Os direitos de copyright também tém de ser traduzidos.
(mum Quadra)
sugestio de alteracio Questionario traduzido do inglés com a penmissie e apoio do autor Dr. Vaughan Keeley.

Baseado em parte no questicnario QLO-C30
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11.3.2 — Relatdrio Clinico da Revisdo B: LYMQOL Arm
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Relatdrio Clinico de Revisdo

Relatério Clinico de Revisio do LYMQOL BRACO

Home do revisor Professor Doutor Muna Duarte
Especialidade Fisioterapia

Endereco de contacto nmifbduarte@netcabo.pt

Data 05 de Margo de 2018

Pedimos-lhe gue preste particular aten¢do aos termos técnicos e semi-técnicos gue possam estar incluidos no
questiondrio. Em especial, pense sempre na forma como descreveria ou discutiria tal terminologia quando se
estd a dirigir aos doentes, & nunca terminologia médica que possa eventualmente utilizar em discussies com
colegas seus.

Se se sente satisfeito/a com a forma como uma parte do questionario esta traduzida, por favor indique-o na
sec;ao “Comentarie do revisor™, bastando para isso assinald-la com um “+™, Se, por outro lado, considera
que tem melhorias a acrescentar a traducido apresentada, por faver cologue a sua proposta na secgao
“Sugestdo de alteracao™. Meste caso, por favor expligue na secgao “Comentario do revisor” porgue considera
que tal alteragao ird melhorar o questiondrio, por exemplo, porgue ...

* faz com que a traducao figue mais precisa

* torna a traducao mais clara e/ou mais facil de compreensao
* fica escrito numa linguagem mais familiar aos doentes

* fica mais comecto gramaticalmente

+ melhora o estilo e a leitura

Prevendo que possa considerar que ha mais do que uma forma de traduzir e que possa ter dividas sobre qual
€ a melhor, incluimos a seccdo “Alternativa possivel para posterior teste de compreensao™ para, apds
entrevistas com doentes podermos tomar uma decisdo.

A opinido que nos transmitir & a perspectiva que tem sobre a melhor maneira de escrever uma pergunta que
irda posteriormente ser respondida pelos doentes €-nos extremamente importante. Qualgquer traducdo €
subjectiva e assim os comentarios que nos fornecer serdao analisados pelo CEISUC - Centro de Estudos e
Investigacdo em Salde da Universidade de Coimbra e comunicados aos autores do questiondrio original,
juntamente com os resultados do teste de compreensao a realizar com um pequeno grupo de doentes.

Por favor, na caixa abaixo, escreva os comentarios gerais sobre a traducao que lhe foi
apresentada:

Ma minha opinido, globalmente, a traducdo € adequada, no entanto, existem pormenores que poderao ser
melhorados, conseguindo desta forma uma melhor compreensao por parte dos inguiridos.

Centro de Estudos e Investigacao em Saude da Universidade de Coimbra Pagide7
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Relatdrio Clinico de Revisao
LYMQOL BRACO
Titulo
- - S LYMOOL ARM
Onginal em ingles Lymphoedama Cuality of Life Tool
Traducio propacta Instrumento LYMOOL BRACD de Qualidade de Vida em Linfoedema

Alternativa poscivel para
posterior teste de compreensio

Comentano do revisor

A palavra “arm™ neste caso especifico refere-se ap membro superior em geral, pois existem
doentes com edema apenas da mao ou antebraco. Por esse motivo sugere-se alterar “arm® por
smembro superior”. Tratando-se do ttulo do questionario penso que deve ser utilizada uma
palavra mais técnica (membro superior & nae brago).

A& outra alteracan, na minha opiniao, facilita a compreensao (do objetivo do instrumento de
medida) por parte do leitor.

sugestio de alteracdo

LYMQOL - Membro superior
Instrumento de avaliacie da Qualidade de vida no linfedema

Introducio

original em inglés

This questionnaire has been designed and validated for patients with chronic cedema/rs
lymphoedema of one or both arms to measure quality of Life.
Please tick the box that best describes how you feel about each of the gquestions.

Tradugio proposta

Este questionario foi desenhado e validado para medir a quatidade de vida de
pacientes com edema cronico/linfeedemna de um ou de ambos 05 bragos.

Marque, por favor, a resposta que melhor desoreve como se sente relativamente a cada
uma das perguntas.

Alternativa possivel para
posterior teste de compreensao

Comentario do revisor

Sugestao de alteracao

Pergunta 1

Original em inglés

{Q1) How much does your swollen arm affect the following daily activities?
If any of the items are not applicable to you, please write /A in the relevant ansaer
boofes).

a) occupation

b)) housework

c) combing hair

d) dressing

&) writing

f) eating

) washing

h) cleaning teeth

- Hotat all 4 A little u  Quite a bit L Alot

Traducio propacta

:T"‘i]l Sente que o brago inchado afeta as seguintes atividades da vida diaria?

Se algum dos itens ndo se aplicar ao seu caso, por favor, assinale na coluna Hf&.
a) exercer a sua profissdo

b) tarefas domesticas

C) pentear-se

d) vestir-se

) escrever

f) comer

g) lavar-se

h) lavar os dentes

= Hada o Um pouco 3

Bastante o HIA

Alternativa poscivel para
posterior teste de compreensag

Comentano do revisor

melhora o estilo e a leitura

sugestio de alteracio

SUgestan:
Em vez de “Sente que_.”, poderd ser utilizado “De que forma o inchago do seu brace afeta as
seguinbes atividades "
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Pergunta 2
{02} How much does it affect your leisure activities/ social life?
Original em inglés = Motatall 3 A little o Quite a bit c Alot
Please Ei\.re examples of this._. —
(FZ) Sente que o brago inchado afeta as suas atividades de tempos livres f vida social?
Tradugio proposta = Mada n Um pouco 7 Bastante N Muito
Por favor, dé exemplos...
Alternativa possivel para Sugestao alternativa:
posterior teste de compreenzie | Em vez de “sente que o brago...”, utilizar “Acha que o brago_.”
Comentano do revisor melhora o estilo e a leftura
- - Sugestan:
Sugestao de alteracac Em vez de “Sente que o brago_~, utilizar “Ma sua opinido o brago__~
Pergunta 1
' P (Q3) How much do you have to depend on other people?
Onginal em ingles - Motat all 1 Alittle u Quite a bit L Alot
- (P3) Sente gue tem de depender de outras pessoas?
Tradugao prog Hada v Um pouco ' Bastante v Muito
Alternativa postivel para
posterior teste de compreensag
Comentario do revisor Tentativa de ndo iniciar todas as guestdes com a palavra “sente”. Melhora o estilo e a leitura.
. . Sugestdao: Em vez de “Sente que_.” podera ser utilizado “Em que medida depende de
Sugestao de alteragao outras pessoas?™.
Pergunta 4
‘. . e (04) How much do you feel the swelling affects your appearance?
Original em ingles = Mot at all 3 A little o Quite a bit c Alot
- {P4) Sente que o inchago afeta a sua aparéncial
Tradugao = Hada o Um pouco a1 Bastante o Muito
Alternativa possivel para
posterior teste de compreensao
Comentano do revisor selhora a compresnsan
sugestao de alteracao Sugestdo: Acrescentar a frase a palavra “braco™; “Sente que o inchago do brago._”
Pergunta 5
‘. . e (Q5) How much difficulty do you have finding clothes to fit?
Original em ingles - Mot at all A little n_Quite a bit r Alot
- {P5) Sente dificuldade em encontrar roupa que lhe sina?
Tradugao prog = Hada o0 Um pouco 3 Bastante o0 Muito
Alternativa possivel para
posterior teste de Compreensac
Comentario do revisor ¥
sugestan de alteracao
Pergunta &
s _— (Q6) How much difficulty do you have finding clothes you would like to wear?
original em ingles = Mot at all 3 A littie o Quite a bit c Alot
- (P&) Sente dificuldade em encontrar roupa que gostaria de vestir?
Tradugao prog Hada 1 Um pouco ' Bastante v Muito
Alternativa possivel para
posterior teste de compreensas
Comentario do revisor ¥
sugestao de alteracao
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Pergunta 7
original em inglés tmmnﬁzr swelling TE::IEW mmm?: ;:urselﬂ o
Tra.dug.iu propesta EP?L::;UE que nninilz-lh:;nmizta a ide-i_ili q:ﬂt:nnmde si7 it

Alternativa poscivel para
posterior teste de compreensic

Comentano do revisor

selhora a compreensan.

Sugestdo: Acrescentar a frase a palavra “braco™; “Sente que o inchago do brago. "

sugestio de alteracdo
Pergunta B
' . (Q8) Does it affect your relationships with other people?
Original em ingle: ~_Hot at all 1A little N Quite a bit r Alot
= (P8) Sente que o inchago afeta a sua relacac Com outras pessoas?
Tradugao prog = Hada o Um pouco a1 Bastante o Muito

Alternativa possivel para
posterior teste de compreencao

Comentano do revisor

melhora a compreensan.

sugestao de alteracao Sugestan: Acrescentar a frase a palavra “brago™; “Sente gue o inchago do brago._”
Pergunta 9
' . s (@9) Does your lymphoedema cause you pain?
Onginal em ingles __Notat all © A little " Quite a bit " Alot
- (P9) 0 seu braco inchado/linfoedema causa-lhe dor?
Tradugao prog - Hada N Um pouco 1 Bastante N Muito
Alternativa poscivel para
posterior teste de compreensao
Comentanio do revisor ¥
sugestao de alteracao
Pergunta 10
- A (Q10) Do you have any numbness in your swollen arm?
Oniginal em ingles = Mot at all 1 Alittle o Quite a bit c Alot
- (P10} Sente alguma dormencia no seu braco inchada?
Tradugao prog Hada v Um pouco ' Bastante v Muito
Alternativa possivel para
posterior teste de compreensae
Comentano do revisor ¥
sugestao de alteracio
Pergunta 11
(Q11) Do you have any feelings of "pins & needles® or
original em inglés tingling in your swollen arm?
= Hotat all a A little o Quite a bit c Alot
- (P11) Sente picadas ou formigueiro no seu braco inchado?
Tradugao prog Hada v Um pouco ' Bastante v Muito
Alternativa postivel para
posterior teste de compreensao
Comentario do revisor ¥
sugestao de alteracio
Pergunta 12
- A (Q12) Does your swollen arm feel weak?
original em ingles = Motatall 3 A little o Quite a bit c Alot
- {(P12Z) Sente o seu braco inchado fraco?
Tradugao prog - Hada u  Um pouco - Bastante U Muito

Alternatrva poszivel para
posterior teste de compreensac

usente fragueza no seu brago inchado?™

Comentario do revisor

w
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[ sugestao de alteracao
Pergunta 12
. R (013) Does your swollen arm feel heawy?
original em ingles - Mot at all 4 A little u Quite a bit L Alot
= (F12) Sente o seu brago inchado pesado?
Tradugao prog Hada 1 Um pouco '+ Bastante v Muito
Alternativa poszivel para
posterior teste de compreensao
Comentario do revisor ¥
sugestao de alteracao
Pergunta 14
‘o _— (Q14) Do you feel tired?
original em ingles = Motat all 1 Alittle o Quite a bit c Alot
= P14) Sente-se cansadoda?
Tradugao prog - Hada u  Um pouco 1 Bastante u  Muito
Alternativa possivel para
posterior teste de compreencao
Comentario do revisor ¥
sugestao de alteracao
original em ingles In the past week__
Tradugio Durante a ultima semana...
Alternativa possivel para
posterior teste de compreensao
Comentario do revisor ¥
sugestao de alteracao
Pergunta 15
' _ (Q15) Hawve you had trouble sleeping?
original em ingle: = Mot at all 3 A little o Quite a bit c Alot
= (P15) Teve dificuldade em dommir?
Tradugao prog - Hada u  Um pouco 1 Bastante u  Muito
Alternativa possivel para
posterior teste de compreensio
Comentario do revisor ¥
sugestao de alteracio
Pergunta 16
(Q16) Have you had difficulty concentrating on things,
original em inglés e.g. reading?
= Hotat all 3 A little o Quite a bit c Alot

Tradugio propasta

1:7’16} Teve dificuldade em concentrar-se, por exemplo, para ler o jomal ou ver
televisao?

-~ Hada N Um pouco 1 Bastante N Muito

Alternativa poscivel para
posterior teste de compreensag

Comentario do revisor

sugestao de alteracao
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Pergunta 17
. . . (Q17) Have you felt tensa?
Original em inglés Hot at all 1A little 1 Quite a bit A Lot
- (P17) Sentiu-se tensofa?
Tradugio proposta - Mada n Um poucs 1 Bastante n_Muito
Alternatrva possivel para
posterior teste de compreensic
Comentario do revisor ¥
sugestao de alteracao
Pergunta 18
- A {Q18) Hawe you felt worried?
Original em inglé: = Mot at all 3 A little o Quite a bit = Alot
N {P18) Teve preocupagoes?
Tradugio proposta Hada ' Um poucs ' _Bastante "' _Muito

Alternatrva poszivel para
posterior teste de compreensac

Comentario do revisor

& frase utilizada (traducio proposta) pode ser muito generalista (as Ereoupa?aes podem advir
de outros prnblenﬁs], enquanto que a sugestio (sugestdo de alteracao) pode focar o doente no
assunto do guestiondrio (Sentiu-se preocupado com o seu brage?).

sugestao de alteracdo Sugestdo: Em alternativa utilizar “Sentiu-se preccupado/a com o seu brago?”

Pergunta 19
. A (Q19) Hawe you felt irritable?
onginal em ngles = Motat all 3 Alittle o Quite a bit c Alot
- {P19) Sentiu-se irrtavel?

Tradugao - Hada u  Um pouco 1 Bastante u  Muito

Alternativa pozsivel para

posterior teste de compreensae

Comentano do revisor v

sugestao de alteracao
Pergunta 20

‘. . e {Q20) Have you felt depressed?
Original em ingles - Mot at all A little N Quite a bit r Alot
= P20) Sentiu-se deprimido/a?
Tradugio propasta {
racligan = Hada o Um pouco 3 Bastante o0 Muito

Alternativa possivel para

posterior teste de compreensac

Comentario do revisor v

sugestan de alteracao
Pergunta 21

original em inglés

(Q21) Overall, how would you rate your quality of life at present?
Please mark your score on the following scale:

0 1 2 3 4 5 [:] 7 B 9 10
r excellent

Tradugio proposta

(P21) Em geral, como classificaria a sua atual qualidade de vida?
Escolha um valor na seguinte escala:

0 1 2 3 4 5 [} 7 B 9 ‘10
Péssima Otima

Alternativa possivel para
posterior teste de compreensio

Comentario do revisor

melhora o estilo, a leitura e compreensao.

sugestao de alteragao

Sugestdo: “Como classificaria, em geral, a sua atual qualidade de vida?™
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Original em inglés Thank you for completing this form.
Traducio Obrigado por ter preenchido este guestionarnio.

Alternativa possivel para
posterior teste de compreencac

Comentario do reviser selhora a leitura.
sugestao de alteragio Sugestio: “Agradecemos por ter preenchido este questiondrio ™
Centro de Estudos e Investigacao em Saude da Universidade de Coimbra Pag 7 de7
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Relatdrio Clinico de Revisdo

Relatorio Clinico de Revisdo do LYMQOL PERMA

Mome do revisor Dr. med. Catarina Hadamitzky
Especialidade Cirurgia Plastica e Reconstrutiva
Endereco de contacto catarina_hadamitzky@gmailcom
Data 12 de Abril de 2018

Pedimos-lhe gue preste particular aten¢do aos termos técnicos e semi-técnicos gue possam estar incluidos no
questiondrio. Em especial, pense sempre na forma como descreveria ou discutiria tal terminologia quando se
estd a dirigir aos doentes, & nunca terminologia médica que possa eventualmente utilizar em discussies com
colegas seus.

Se se sente satisfeito/a com a forma como uma parte do questionario esta traduzida, por favor indique-o na
sec;ao “Comentarie do revisor™, bastando para isso assinald-la com um “+™, Se, por outro lado, considera
que tem melhorias a acrescentar a traducido apresentada, por faver cologue a sua proposta na secgao
“Sugestdo de alteracao™. Meste caso, por favor expligue na secgao “Comentario do revisor” porgue considera
que tal alteragao ird melhorar o questiondrio, por exemplo, porgue ...

* faz com que a traducao figue mais precisa

* torna a traducao mais clara e/ou mais facil de compreensao
* fica escrito numa linguagem mais familiar aos doentes

* fica mais comecto gramaticalmente

+ melhora o estilo e a leitura

Prevendo que possa considerar que ha mais do que uma forma de traduzir e que possa ter dividas sobre qual
€ a melhor, incluimos a seccdo “Alternativa possivel para posterior teste de compreensao™ para, apds
entrevistas com doentes podermos tomar uma decisdo.

A opinido que nos transmitir & a perspectiva que tem sobre a melhor maneira de escrever uma pergunta que
irda posteriormente ser respondida pelos doentes €-nos extremamente importante. Qualgquer traducdo €
subjectiva e assim os comentarios que nos fornecer serdao analisados pelo CEISUC - Centro de Estudos e
Investigacdo em Salde da Universidade de Coimbra e comunicados aos autores do questiondrio original,
juntamente com os resultados do teste de compreensao a realizar com um pequeno grupo de doentes.

Por favor, na caixa abaixo, escreva os comentarios gerais sobre a traducao que lhe foi
apresentada:

Ver por favor comentarios gerais do formulario do membro superior, que se aplicam a ambas.
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LYMQOL PERNA

Titulo

Original em inglés

LYMOOL LEG
Lymphoedema Quality of Life Tool

Traducan propacta

Instrumento LYMOOL PERHA de Qualidade de Vida em Linfoedema

alternativa possivel para
posterior teste de compreensio

Comentario do revisor

& sigla ndo facilita a identificacio em paizes lusdfonos
& doenca escreve-se “linfedema=

sugestio de alteracio

LinfQdv PERNA
Instrumento de quantificacdo da Qualidade de vida com Linfedema

Introducio

original em inglés

This questionnaire has been designed and validated for patients with chronic cedema/rs
lymphoedema of one or both legs to measure quality of life.
Please tick the box that best describes how you feel about each of the questions.

Tradugio propasta

Este questionario foi desenhado e validado para medir a gqualidade de vida de
padientes com edema cronico/ linfoedema de uma ou de ambas as pemas.

Margue, por favor, a resposta gque melhor desoreve como se sente relativamente a cada
uma das perguntas.

Alternativa possivel para
posterior teste de compreensac

Comentario do revisor

A palavra desenhado € invulgar com referénca a um formulario.

Em Portugal chamam-se doentes, pacientes & mais a designacio brasileira. Também pode
ficar pacientes” caso o objetivo de fazer um instrumento internacional seja prioritario.
Linfedema sem “a"

sugestio de alteracao

Este questionario fioi concebide e validade (... ) vida de doentes com {...) cronicoslinfedema
(-

Eu adicionaria a frase no fim:

Tente ndo deixar nenhuma resposta em branco.

Pergunta 1

original em inglés

{01) How much does your swollen leg affect the following daily activities?

If any of the items are not applicable to you, please write /A in the relevant answer
bowx(es).

a) your walking

b} your ability to bend, e.g. to tie shoelaces or cut toenails

c) your ability to stand

d) your ability to get up from a chair

) your oCcoupation

) your ability to do housewaork

= Hotat all a A little o Quite a bit c Alot

Traducio propacta

:T"‘i} Sente gue a perna inchada afeta as seguintes atividades da vida diana?
Se algum dos ftens ndo se aplicar ao seu caso, por favor, assinale na coluna MFA.
a) o seu andar
b) a sua capacidade de se curvar, p.ex. para apertar os sapatos ou cortar as unhas dos
Pés v
C) a sua capacidade de estar em pe
d) a sua capacidade de se levantar de uma cadeira
€] a sua capacidade de exercer a sua profissdo
) a sua capacidade de fazer as tarefas domesticas
Hada v Um pouco ' Bastante "

Muito o HIA

Alternatrva poszivel para
posterior teste de compreensac

Comentario do revisor

=jtens" & uma palavra que nem todos percebem (ainda muitos doenbes iletrades em
Portugal)

H/A n30 & uma sigla luséfona, e por isso deveria ser atualizada tanto no texto como na
tabela.

Oz pontos listados devem ser diretos, assim como no formulirio para a extremidade
SUperior.

sugestio de alteracao

(...) e algum dos pontos (...) na coluna “nao responde™ (M/R).
a) andar
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Pergunta 1

{Q1) How much does your swollen leg affect the following daily activities?

If any of the items are not applicable to you, please write /A in the relevant answer
bow(es).

a) your walking

b) your ability to bend, e.g. to tie shoelaces or cut toenails

c) your ability to stand

d) your ability to get up from a chair

original em inglés

&) your aCcoupation
) your ability to do housework
- Mot at all 7 A little N Quite a bit r Aot
b} curvar-s2, p.ex_ para apertar |...)
€} estar de pé
d) levantar-se de uma cadeira
e) emxercer asua ...}
f) fazeras(...)
Pergunta &
‘. . e (06) How much difficulty do you have finding clothes you would like to wear?
Original em ingles - Mot at all 1A little N Quite a bit - Alot
= P6) Sente dificuldade em encontrar roupa que gostana de vestir?
Tradugio propasta (
racligan = Hada o Um pouco 3 Bastante o0 Muito
Alternativa possivel para
posterior teste de compreensao
Comentano do revisor A traducao deta pouco clara a questao que nao e trata de moda.
sugestao de alteracao sente dificuldade em encontrar roupa na qual gostaria de se ver?
Pergunta &
~- S {Q8) Do you have difficulty finding socks/ tights/ stockings to fit?
Original em ingles Hot at all ' A little 1 Quite a bit + Alot
= (PB) Tem dificuldade em encontrar meias fcollants gue Lhe sinam?
Tradugao prog - Hada N Um pouco 1 Bastante N Muito

Alternativa poszivel para
posterior teste de compreensac

Mo PDF a questao n® 8 esta dividida entre az duas paginas. Este aspeto tem de ser
melhorado, para idealmente toda a tabela das perguntas 3 a 10 caber na mesma pagina.

Come do revizar Caso isto nao seja possivel, entdo o cabecalho da tabela tera de ser reproduzido na pagina

seguinte.
sugestio de alteracio
Pergunta 9
- - - = (0% Dowes the swelling affect how you feel about yourself?
Original em ingle: -_Notatall 1A little n_Quite a bit_ r Alot
= (F9) Sente que o inchago afeta a ideia que tem de si?
Tradugao = Hada o Um pouco a1 Bastante o Muito
Alternativa possivel para
posterior teste de compreensas
Comentario do revisor
sugestao de alteracao
Pergunta 10
' . (Q10) Does it affect your relationships with other people?
Original em ingle: Nat at all © A little v Quite a bit . Alot
= {P10) Sente gue o inchaco afeta a sua relacan com outras pessoas?
Tradugao prog - Hada N Um pouco 1 Bastante N Muito
Alternativa possivel para
posterior teste de compreensio
Comentario do revisor
sugestao de alteracio
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Pergunta 11
‘. . e (Q11) Does your lymphoedema cause you pain?
Original em ingles __ Mot at all © A little v Quite a bit « Alot
- (P11) A sua perma inchada/linfoedema causa-lhe dor?
Tradugao prog - Hada N Um pouco 1 Bastante N Muito
Alternativa possivel para
posterior teste de compreensic

Comentario do revisor

Perguntar diretamente.
Linfedema sem “o”

sugestao de alteracao

Tem dores na pema nchadafinfedema?

Pergunta 22

Original em inglés

(Q22) Overall, how would you rate your quality of life at present?
Please mark your score on the following scale:

0 1 2 k] 4 5 [ 7 B 9 10

Tradugio propasta

{P2Z2) Em geral, como classificaria a sua atual qualidade de vida?
Escolha um valor na seguinte escala:

0 1 2 k3 4 5 [ T ] 9 Jo
Péssima Otima

Alternativa poscivel para
posterior teste de compreensao

Comentario do revisor

=(Jtima™ ndo tem bem o mesmo significado que “excelente” (ainda melhor que dtimo). Se
QuUEremos um instrumento em que possamas fazer comparagao direta com oz resultados dos
estudos em Inglaterra devemos manter oc mesmos superlativos na traducao.

sugestao de alteracio

Excelente

Orginal em ingles

Thank you for completing this form.

Tradugio proposta

Obrigado por ter preenchido este gquestionario.

Alternativa possivel para
posterior teste de compreensao

Comentario do revisor

Os direitos de copyright também tém de ser traduzidos.

sugestio de alteracio

(num Quadra)
Questionario traduzido do inglés com a penmissao e apoio do autor Dr. Vaughan Keeley.
Baseado em parte no questionario OLG-C30
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Relatorio Clinico de Revisdo do LYMQOL PERMA

Home do revisor Professor Doutor Muno Duarte
Especialidade Fisioterapia

Endereco de contacto nmibduarte@netcabo.pt

Data 05 de Margo de 2018

Pedimos-lhe gue preste particular aten¢do aos termos técnicos e semi-técnicos gue possam estar incluidos no
questiondrio. Em especial, pense sempre na forma como descreveria ou discutiria tal terminologia quando se
estd a dirigir aos doentes, & nunca terminologia médica que possa eventualmente utilizar em discussies com
colegas seus.

Se se sente satisfeito/a com a forma como uma parte do questionario esta traduzida, por favor indique-o na
sec;ao “Comentarie do revisor™, bastando para isso assinald-la com um “+™, Se, por outro lado, considera
que tem melhorias a acrescentar a traducido apresentada, por faver cologue a sua proposta na secgao
“Sugestdo de alteracao™. Meste caso, por favor expligue na secgao “Comentario do revisor” porgue considera
que tal alteragao ird melhorar o questiondrio, por exemplo, porgue ...

* faz com que a traducao figue mais precisa

* torna a traducao mais clara e/ou mais facil de compreensao
* fica escrito numa linguagem mais familiar aos doentes

* fica mais comecto gramaticalmente

+ melhora o estilo e a leitura

Prevendo que possa considerar que ha mais do que uma forma de traduzir e que possa ter dividas sobre qual
€ a melhor, incluimos a seccdo “Alternativa possivel para posterior teste de compreensao™ para, apds
entrevistas com doentes podermos tomar uma decisdo.

A opinido que nos transmitir & a perspectiva que tem sobre a melhor maneira de escrever uma pergunta que
irda posteriormente ser respondida pelos doentes €-nos extremamente importante. Qualgquer traducdo €
subjectiva e assim os comentarios que nos fornecer serdao analisados pelo CEISUC - Centro de Estudos e
Investigacdo em Salde da Universidade de Coimbra e comunicados aos autores do questiondrio original,
juntamente com os resultados do teste de compreensao a realizar com um pequeno grupo de doentes.

Por favor, na caixa abaixo, escreva os comentarios gerais sobre a traducao que lhe foi
apresentada:

Ha minha opinido, globalmente, a traducdo & adequada, no entanto, existem pormenores que poderao ser
melhorados, conseguindo desta forma uma melhor compreensao por parte dos inguiridos.
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Relatdrio Clinico de Revisdo

LYMQOL PERNA

Titulo

Original em inglés

LYMOOL LEG
Lymphoedema Quality of Life Tool

Traducan propacta

Instrumento LYMOOL PERHA de Qualidade de Vida em Linfoedema

alternativa possivel para
posterior teste de compreensio

Comentano do revisor

A palavra “Leg” neste caso especifico refere-se ao membro inferior em geral, pois existem
doentes com edema apenas da coxa ou pe. Por esse motive sugere-se alberar “Leg" por
“miembrg inferior”. Tratando-s2 do titulo do questiondrio penso que deve ser utilizada uma
palavra mais técmica (membro inferior & ndo pema).

& outra alteracan, na minha opiniao, facilita a compreensao (do objetivo do instrumento de
medida) por parte do leitor.

sugestio de alteracdo

LYMOOL - Membro Inferior
Instrumento de avaliacie da Qualidade de vida no linfedema

Introducio

Original em inglés

This questionnaire has been designed and validated for patients with chronic cedemals
lymphoedema of one or both legs to measure quality of life.
Please tick the box that best describes how you feel about each of the questions.

Traducio propacta

Este questionario foi desenhado e validado para medir a q.laﬁ:lade de vida de
pacientes com edema cronico/ linfoedema de uma ou de ambas as pernas.

Margue, por favor, a resposta gque melhor descreve como se sente relativamente a cada
uma das perguntas.

Alternativa poscivel para

posterior teste de compreensag
Comentinio do revisor ¥
sugestao de alteracao

Pergunta 1

original em inglés

{01) How much does your swollen leg affect the following daily activities?

If amy of the items are not applicable to you, please write N/ A in the relevant answer
bo(es).

a) your walking

b} your ability to bend, e.g. to tie shoelaces or cut toenails

c) your ability to stand

d) your ability to get up from a chair

) your ecoupation

) your ability to do housework

- Hot at all 1A little N Quite a bit r A lot

Traducio proposta

:T"‘i]l Sente gue a perna inchada afeta as sequintes atividades da vida diania?

Se algum dos itens nao se aplicar ao seu caso, por favor, assinale na coluna MFA.

a) o seu andar

b) a sua capacidade de se curvar, p.ex. para apertar os sapatos ou cortar as unhas dos
pes

€) a sua capacidade de estar em pé

d) a sua capacidade de se levantar de uma cadeira

e} a sua capacidade de exercer a sua profissdo

f) a sua capacidade de fazer as tarefas domeésticas

= Hada o Um pouco a1 Bastante o HIA

Alternativa possivel para
posterior teste de compreensac

Comentano do revisor

melhora o estilo e a leitura

Sugestio de alteracao

Sugestan:
Em vez de “Sente que_™, poderd ser utilizade “De que forma o inchago da sua perna afeta as
seguintes atividades "
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Relatdrio Clinico de Revisdo
Pergunta 2
(02)Does the swelling affect your leisure activities/ social life?
original em inglés Mot at all A little v Quite a bit v Alot
Please give examples of this_.
(P2) Sente gue a perna inchada afeta as suas atividades de tempos livres f vida social?
Tradugio propasta = Hada o Um pouco a1 Bastante o Muito

Por favor, dé exemplos...

Alternativa poscivel para
posterior teste de compreensao

sugestan alternativa:
Em vez de “Sente que a perna_.”, utilizar “Acha que a perma_..™

Comentano do revisor

melhora o estilo e a leftura

Sugestan:

sugestio de alteracao Em vez de “Sente que a pema.”, utilizar “Ma sua opinido o inchaco da sua pema._.”
Pergunta 1

T S el el

N |k g T

Alternativa possivel para
posterior teste de compreensao

Comentano do revisor

Tentativa de nao iniciar todas as questoes com a palavra =sente”. Melhora o estilo e a leitura.

Sugestao: Em vez de “Sente que_." podera ser utilizado “Em que medida depende de

sugestio de alteracio outras pessoas?™.

Pergunta 4 _ _
Original em inglés Eml‘}htkh; :n"":h do 1"‘:" f:":t:: 5“'E|-“'I:E agjf;:; appeara:c:? o
T [ ol s A

Alternativa possivel para
posterior teste de compreensac

Comentano do revisor

smelhora a compreensao

sugestio de alteracio Sugestdo: Acrescentar i frase a palavra “pema”; “Sente que o inchaco da perna...”
Pergunta 5
- - - = (Q5)Y How much difficulty do you have finding clothes to fit?
Original em ingles Hot at all + A little n_Quite a bit . Alot
- (P5) Sente dificuldade em encontrar roupa que lhe sira?
Tradugao prog - Hada N Um pouco 1 Bastante N Muito
Alternativa possivel para
posterior teste de COmpreensac
Comentario do revisor ¥
sugestao de alteracao
Pergunta &
' T (Q6) How much difficulty do you have finding clothes you would like to wear?
original em ingles = Mot at all 1 Alittle o Quite a bit c Alot
= (P6) Sente dificuldade em encontrar roupa gue gostaria de vestir?
Tradugao prog - Hada u  Um pouco 1 Bastante u  Muito
Alternativa possivel para
posterior teste de compreensio
Comentario do revisor ¥

sugestao de alteracio
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Relatdrio Clinico de Revisdo
Pergunta 7
- S {07} Do you have difficulty finding shoes to fit?
Original em ingles ot at all © A little v Quite a bit « Alot
- (F7) Tem dificuldade em encontrar sapatos que lhe sirvam?
Tradugao prog - Hada N Um pouco 1 Bastante N Muito
Alternativa poscivel para
posterior teste de compreensic
Comentanio do revisor ¥
sugestao de alteracao
Pergunta B
~- R {Q8) Do you have difficulty finding socks/ tights/ stockings to fit?
original em ingles - Hotatall 3 A little o Quite a bit c Alot
- (PB) Tem dificuldade em encontrar meias/collants gue lhe sirvam?
Tradugao prog Hada v Um pouco ' Bastante v Muito
Alternatrva poszivel para
posterior teste de compreensas
Comentario do revisor v
sugestio de alteracio
Pergunta 9
— — (0% Dowes the swelling affect how you feel about yourself?
R : Motat all 3 A little o Quite a bit A lot
= (P9) Sente gue o inchago afeta a ideia que tem de si?
Tradugao = Hada o Um pouco a1 Bastante o Muito

Alternativa possivel para
posterior teste de compreensao

Comentano do revisor

selhora a compreensan.

Sugestao de alteragao Sugestao: Acrescentar a frase a palavra "perna”; “Sente que o inchago da perna_"
Pergunta 10

i[O b e e e

e | e i

Alternativa possivel para
posterior teste de compreencao

Comentano do revisor

melhora a compreensan.

Sugestan: Acrescentar a frase a palavra “perna(s)”; “Sente que o inchago dafs)

Sugestao de alteraca "
i pernals)._
Pergunta 11
- - - = (Q11) Does your lymphoedema cause you pain?
Original em ingle __ Mot at all | A little v Quite a bit +Alot
= P11) A sua perna inchada/linfoedema causa-lhe dor?
Tradugin propasta (
racugan = Hada o Um pouco 3 Bastante 0 Muito
Alternativa possivel para
posterior teste de compreensac
Comentario do revisor ¥
Sugestao de alteracao
Pergunta 12
‘L - (Q12) Do you have any numbness in your swollen leg(s)?
Oniginal em ingle: - Hotat all 4 Alittle u  Quite a bit L Alot
- (P12} Sente alguma dormencia na sua perna inchada?
Tradugao prog Hada 1 Um pouco '+ Bastante v Muito

Alternativa possivel para
posterior teste de compreencac

Comentano do revisor

Muitos doentes apresentam edema bilateral. Tradugao mais precisa.

sugestao de alteracao

Acrescentar: “nals) amls) pernals) inchadais)™
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Relatdrio Clinico de Revisdo
Pergunta 12
‘L - {Q13) Do you have any feelings of "pins & needles” or tingling in your swollen leg(s)?
Oniginal em ingle: ~_Not at all A little N Quite a bit rAlot
= P12) Sente picadas ou formigueiro na sua pemna inchada?
Traducio proposta (
radugan = Hada o Um pouco 31 Bastante o0 Muito

Alternativa possivel para
posterior teste de compreensao

Comentano do revisor

Traducao mais precisa. Cobre um numerc maior de doentes.

A frase deve prever a possibilidade de ser um edema bilateral: =Sente picadas nals) sua(s)

Sugestao de alteracao (s) inchadais)?
Pergunta 14
‘L A (Q14) Does your swollen leg(s) feel weak?
original em ingles = Hotat all 1 A little o Quite a bit c Alot
- (P14) Sente a sua perna inchada fraca?
Tradugao prog - Hada u  Um pouco 1 Bastante U Muito

Alternativa possivel para
posterior teste de compreencac

Comentario do revisor

selhora a compreensao. Prevé a possibilidade de ser um edema bilateral

sugestao de alteracao sugestan: Sente fraqueza na (s) sua (s) pemna |s) inchada {s)?
Pergunta 15
- - - (Q15) Does your swollen leg(s) feel heavy?
oniginal em ingle: = HNotat all 3 A little o Quite a bit c Alot
= (P15) Sente a sua perna inchada pesada?
Tradugao prog - Hada u  Um pouco 1 Bastante u  Muito

alternativa possivel para
posterior teste de compreensio

Comentario do revisor

melhora a compreensao. Prevé a possibilidade de ser um edema bilateral

sugestao de alteracao

sugestan: “Sente afs) suals) pernals) inchadals) pesada(s)?™

onginal em ngles

In the past week_..

Traducio propacta

Durante a ultima semana...

Alternativa possivel para
posterior teste de compreensac

Comentario do revisor ¥
Sugestao de alteracao
Pergunta 16
' T (Q16) Hawve you had trouble sleeping?
original em ingle: - Motat all 1 Alittle u  Quite a bit L Alot
= (P16) Teve dificuldade em dommir?
Tradugao prog Hada 1 Um pouco '+ Bastante v Muito
Alternativa possivel para
posterior teste de compreensio
Comentario do revisor ¥
sugestao de alteracio
Pergunta 17
{Q17) Have you had difficulty concentrating on things,
original em ingles e.g. reading?
- Mot at all 4 A little u  Quite a bit L A lot

(P17} Teve dificuldade em concentrar-se, por exemplo, para ler o jomal ou wer

Tradugio propasta televisan?
= Hada o Um pouco a1 Bastante o Muito
Alternativa poscivel para
posterior teste de compreensio
Comentanio do revisor ¥
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Relatdrio Clinico de Revisdo
Pergunta 17
{Q17) Have you had difficulty concentrating on things,
original em inglés e.g. reading?
= Mot at all 3 A little o Quite a bit c Aot
sugestao de alteracao
Pergunta 18
‘L - (Q18) Have you felt tensa?
Original em ingles Nat at all " A little v Quite a bit . Alot
- (P18B) Sentiu-se tensolfa?
Tradugao prog - Hada N Um pouco 1 Bastante N Muito
Alternativa possivel para
posterior teste de compreensas
Comentario do revisor ¥
sugestao de alteracao
Pergunta 19
' T (Q19) Have you felt worried?
original em ingle: - Motat all 1 Alittle u  Quite a bit L Alot
- (P19) Teve preocupagoes?
Tradugao prog Hada 1 Um pouco '+ Bastante v Muito

Alternativa possivel para
posterior teste de compreensag

Comentano do revisor

4 frase utilizada (traducao proposta) pode ser muito generalista (as pm:cupafues podem advir
de outros prnbl.en'pas], enquanto que a sugestan (sugestao de alteracan) pode focar o doente no
assumto do questionario (Sentiu-se preocupado com a A& pema?‘}

Sugestao de alteracao Sugestan: Em alternativa utilizar “Sentiu-se preccupado’a com afs) suais) pernafs)?
Pergunta 20
: P (Q20) Have you felt irritable?
Original em ingle: = Mot at all 3 A little o Quite a bit c Alot
: {P20) Sentiuse irritavell
Tradugao prog Hada 1 Um pouco ' Bastante v Muito
Alternativa possivel para
posterior teste de compreensas
Comentario do revisor ¥
sugestao de alteracao
Pergunta 21
' . (Q21) Have you felt depressed?
Original em ingles - Mot at all 1A little N Quite a bit r Alot
. [P21) Sentiu-se deprimido/al
Tradugao prog = Hada o Um pouco a1 Bastante o Muito
Alternativa poscivel para
posterior teste de compreensio
Comentario do revisor ¥
sugestao de alteracao
Centro de Estudos e Investigacao em Saude da Universidade de Coimbra Pag & de 7
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Relatdrio Clinico de Revisdo

Pergunta 22

Original em inglés

(022) Owverall, how would you rate your quality of life at present?
Please mark your score on the following scale:

0 1 2 k] 4 5 [ 7 B 9 10

Traducio propacta

(FZZ) Em geral, como classificaria a sua atual qualidade de vida?
Escolha um valor na seguinte escala:

0 1 2 3 4 5 ] 7 & 9 Jo

Pessima Otima
Alternatrva poszivel para
posterior teste de compreensac
Comentario do revisor smelhora o estilo, a leitura e compreensio.
sugestao de alteracao Sugestio: “Como classificaria, em geral, a sua atual qualidade de vida?™
original em inglés Thank you for completing this form.
Tradugio Obrigado por ter preenchido este questionanio.
Alternativa possivel para
posterior teste de compreensao
Comentano do revisor Melhora a leftura.
sugestao de alteracao Sugestdo: “Agradecemos por ter preenchido este questionario.”
Centro de Estudos e Investigacao em Saude da Universidade de Coimbra Pag 7 de7
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11.3.5 — Relatério da 32 Versao de Consenso
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Lymphoedema Quality of Life (LYMQOL)

Painel para analise de equivaléncia semantica

(qualidade da traducéo produzida)

Joana Vieira

Coimbra, 11 de Maio de 2018
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Introducéo

Serve o0 presente relatorio para descrever a reunido efetuada na Escola Superior de
Tecnologia da Saude de Coimbra, em 11 de Maio de 2018, com o objetivo de obter a
terceira versdao de consenso do Lymphoedema Quality of Life (LYMQOL) de Keeley et

al. (2010)3, a partir das revisdes clinicas obtidas na segunda vers&o de consenso.

Descricao das Atividades
Em 11 de Maio de 2018, ap6s o envio por via email, ao Professor Doutor Rui Soles
Goncalves, dos relatérios clinicos de revisdo do LYMQOL, realizados por uma médica
de cirurgia plastica e reconstrutiva, Doutora Catarina Hadamitzky, e um fisioterapeuta,
Doutor Nuno Duarte, com experiéncia clinica na area do linfedema, efetuou-se na
Escola Superior de Tecnologia da Saude de Coimbra, um terceiro painel com o0s
seguintes objetivos:

= Realizar o terceiro painel de equivaléncia semantica, a partir das revisoes

clinicas obtidas com base na segunda versao de consenso.
= Obter terceira versdo de consenso da lista de sintomas do referido instrumento

de medigéo.

Estiveram presentes em reunido presencial o Professor Doutor Rui Soles Gongalves e 0
Professor Doutor Luis Cavalheiro e via email Joana Vieira, aluna do mestrado atras

referido.

3 Keeley, V., Crooks, S., Locke, J., Veigas, D., Riches, K., Hilliam, R. (2010). A quality of life measure
for limb lymphedema (LYMQOL). Journal of Lymphoedema, 5(1).
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LYMQOL ARM - Lymphoedema Quality of Life Tool

Da andlise de equivaléncia de significado, a partir das revisdes clinicas do LYMQOL

ARM - Lymphoedema Quality of Life Tool, realizadas por uma médica com

especialidade em cirurgia plastica e reconstrutiva e um fisioterapeuta especialista em

lindefema, resultaram 0s consensos que seguidamente se descrevem.

= Titulo: Como sugerido pelos revisores, foi alterada a estrutura do titulo, ficando
“LYMQOL Brago - Instrumento de Qualidade de Vida no Linfedema”, de forma a
facilitar a compreensdo do objetivo do instrumento de medida.

Tal como sugerido por um dos clinicos, optou-se por substituir “linfoedema”
por “linfedema”, uma vez que € a traducéo correta para portugués de Portugal.
Instrugcbes: A partir da sugestdo de um dos clinicos, optou-se por substituir a
palavra “desenhado” por “construido” e “pacientes” por “doentes”, por
serem terminologias mais corretas.

P1: Tal como sugerido por um dos clinicos, optou-se por substituir “itens” por
“pontos”, uma vez que é uma palavra mais familiar.

P4, P7 e P8: Um dos clinicos sugeriu alterar a expressdao “inchaco” por
“inchacgo do braco”, de modo a facilitar a compreensao.

P9: Optou-se por fazer a pergunta diretamente “Tem dor no seu brago
inchado/linfedema?” em vez de “O seu braco inchado/linfedema causa-lhe
dor?”.

P12: A partir da sugestdo de um dos clinicos, optou-se por alterar a frase “Sente
o seu braco inchado fraco?”, substituindo por “Sente fraqueza no seu brago
inchado?”.

P21: Tal como sugerido por um dos clinicos, alterou-se a ordem da frase “Em
geral, como classificaria a sua atual qualidade de vida?”, ficando “Como
classificaria, em geral, a sua atual qualidade de vida?”, facilitando assim a

leitura e a compreenséo.

LYMQOL LEG - Lymphoedema Quality of Life Tool

Da andlise das equivaléncias de significado da traducdo do LYMQOL LEG -

Lymphoedema Quality of Life Tool, resultaram 0s consensos que a seguir se descrevem.
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= Titulo: Como sugerido pelos revisores, foi alterada a estrutura do titulo, ficando

“LYMQOL Perna - Instrumento de Qualidade de Vida no Linfedema”, de forma a

facilitar a compreenséo do objetivo do instrumento de medida.

= Tal como sugerido por um dos clinicos, optou-se por substituir “linfoedema”
por “linfedema”, uma vez que € a traducéo correta para portugués de Portugal.

= InstrucBes: A partir da sugestdo de um dos clinicos, optou-se por substituir a
palavra “desenhado” por “construido” e “pacientes” por “doentes”, por
serem terminologias mais corretas.

= P1: Tal como sugerido por um dos clinicos, optou-se por substituir “itens” por
“pontos”, uma vez que é uma palavra mais familiar. Optou-se também por
retirar 0s pronomes possessivos dos pontos listados, ficando apenas o
substantivo, de forma a tornar a a pergunta mais direta.

= P4, P9 e P10: Um dos clinicos sugeriu alterar a expressdo “inchaco” por
“inchago da perna”, de modo a facilitar a compreenséo.

= P11: Optou-se por fazer a pergunta diretamente “Tem dor na sua perna
inchada/linfedema?” em vez de “A sua perna inchada/linfedema causa-lhe
dor?”.

= P14: A partir da sugestdo de um dos clinicos, optou-se por alterar a frase “Sente
a sua perna inchada fraca?”, substituindo por “Sente fraqueza na sua perna
inchada?”.

= P12, P13, P14 e P15: Um dos clinicos sugeriu alterar a expressao “na sua perna
inchada” para “na(s) sua(s) perna(s) inchada(s)”, uma vez que muito doentes
apresentam edema bilateral.

= P22: Tal como sugerido por um dos clinicos, alterou-se a ordem da frase “Em
geral, como classificaria a sua atual qualidade de vida?”, ficando “Como
classificaria, em geral, a sua atual qualidade de vida?”, facilitando assim a

leitura e a compreenséo.

Concluséao
O presente relatério descreveu as divergéncias obtidas através da andlise da
equivaléncia semantica das revisdes clinicas do LYMQOL — Brago e LYMQOL -

Perna, bem como os consensos gerados para a obtencdo da terceira versao de consenso.
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Esta terceira versdo de consenso passara por um teste de compreensabilidade,
administrado a 24 doentes com linfedema (12 com linfedema de membro superior e 12
com linfedema de membro inferior), seguindo as regras definidas pelo Centro de

Estudos e Investigacdo em Saude da Universidade de Coimbra.
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LYMQOL ARM - LYMPHOEDEMA QUALITY OF LIFE TOOL
(Keeley et al., 2010)

VERSAO 3 (Terceira versao de consenso)

152



Tradugdo, adaptacao cultural e validacao de contetido do LYMQOL para a realidade Portuguesa

LYMQOL BRACO

Instrumento de Qualidade de Vida no Linfedema

Este questionario foi construido e validado para medir a qualidade de vida de doentes com

edema cronico/linfedema de um ou de ambos os bracos.

Marque, por favor, a resposta que melhor descreve como se sente relativamente a cada

uma das perguntas.

(P1) Sente que o brago inchado afeta as seguintes atividades da vida diaria?

Se algum dos pontos néo se aplicar ao seu caso, por
favor, assinale na coluna N/A.

a) exercer a sua profissdo
b) tarefas domésticas

C) pentear-se

d) vestir-se

e) escrever

f) comer

g) lavar-se

h) lavar os dentes

(P2) Sente que o brago inchado afeta as suas atividades
de tempos livres / vida social?

oL £= \Y Lo T o [T =Y =T a1 o] [0 =P

(P3) Sente que tem de depender de outras pessoas?

(P4) Sente que o inchaco do braco afeta a sua
aparéncia?
(P5) Sente dificuldade em encontrar roupa que lhe sirva?

(P6) Sente dificuldade em encontrar roupa que gostaria
de vestir?

(P7) Sente que o inchago do braco afeta aideia que tem
de si?

(P8) Sente que o inchago do brago afeta a sua relagéo
com outras pessoas?

(P9)Tem dor no seu brago inchado/linfedema ?

(P10) Sente alguma dorméncia no seu brago inchado?
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Nada um Bastante | Muito

pouco

(P11) Sente picadas ou formigueiro no seu braco

inchado?

(P12) Sente fraqueza no seu brago inchado?

(P13) Sente o seu braco inchado pesado?

(P14) Sente-se cansado/a?

Durante a ultima semana.... Nada Um Bastante | Muito
pouco

(P15) Teve dificuldade em dormir?

(P16) Teve dificuldade em concentrar-se, por exemplo,
para ler o jornal ou ver televisdo?

(P17) Sentiu-se tenso/a?

(P18) Teve preocupacbes?

(P19) Sentiu-se irritavel?

(P20) Sentiu-se deprimido/a?

(P21) Como classificaria, em geral, a sua atual qualidade de vida?
Escolha um valor na seguinte escala:

0 1 2 3 4 5 6 7 8 9 10

Péssima Otima

Obrigado por ter preenchido este questionario.
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LYMQOL LEG - LYMPHOEDEMA QUALITY OF LIFE TOOL
(Keeley et al., 2010)

VERSAO 3 (Terceira versdo de consenso)
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LYMQOL PERNA

Instrumento de Qualidade de Vida no Linfedema

Este questionario foi construido e validado para medir a qualidade de vida de doentes com

edema croénico/linfedema de uma ou de ambas as pernas.

Marque, por favor, a resposta que melhor descreve como se sente relativamente a cada

uma das perguntas.

(P1) Sente que a pernainchada afeta as seguintes atividades da vida diaria?

Se algum dos pontos ndo se aplicar ao seu caso, por favor,
assinale na coluna N/A.

a) andar
b) capacidade de se curvar, p.ex. para apertar 0s sapatos ou
cortar as unhas dos pés

¢) capacidade de estar em pé
d) capacidade de se levantar de uma cadeira
e) exercer a sua profissdo

f) capacidade de fazer as tarefas domésticas

(P2) Sente que a perna inchada afeta as suas atividades
de tempos livres / vida social?

POr favor, A& @XEMPIOS ......oouiiiiie ettt e e nee e

(P3) Sente que tem de depender de outras pessoas?

(P4) Sente que o inchago da perna afeta a sua aparéncia?

(P5) Sente dificuldade em encontrar roupa que lhe sirva?

(P6) Sente dificuldade em encontrar roupa que gostaria de
vestir?

(P7) Tem dificuldade em encontrar sapatos que lhe

sirvam?

(P8) Tem dificuldade em encontrar meias/collants que lhe
sirvam?

(P9) Sente que o inchaco da perna afeta a ideia que tem

de si?

(P10) Sente que o inchaco da perna afeta a sua relacao
com outras pessoas?
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Nada Um Bastante | Muito
pouco

(P11) Tem dor na sua pernainchada/linfedema?

(P12) Sente alguma dorméncia na(s) sua(s) perna(s)

inchada(s)?

(P13) Sente picadas ou formigueiro na(s) sua(s) perna(s)
inchada(s)?

(P14) Sente fraqueza na(s) sua(s) perna(s) inchada(s)?

(P15) Sente a(s) sua(s) perna(s) inchada(s) pesada(s)?

alti Um .
Durante a ultima semana Nada Bastante | Muito

pouco

(P16) Teve dificuldade em dormir?

(P17) Teve dificuldade em concentrar-se, por exemplo,
para ler o jornal ou ver televisdo?

(P18) Sentiu-se tenso/a?

(P19) Teve preocupacbes?

(P20) Sentiu-se irritavel?

(P21) Sentiu-se deprimido/a?

(P22) Como classificaria, em geral, a sua atual qualidade de vida?
Escolha um valor na seguinte escala:

0 1 2 3 4 5 6 7 8 9 10

Péssima Otima

Obrigado por ter preenchido este questionario.
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12 — Fase de Validade de Contetdo
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12.1 — Consentimento Informado
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a (q ESCOLA SUPERIOR
bt Bl DE SAUDE DO ALCOITAO
Mestrado em Fisioterapia (82 edicao)

Ramo de Especializagdo: Saude da Mulher

Consentimento Informado

Eu, abaixo assinado, declaro consentir a participacdo no estudo subordinado ao tema
“Tradugdo, adaptagdo cultural e valida¢do de conteudo do instrumento “Lymphoedema

Quality of Life (LYMQOL) para a populagao portuguesa”.

O investigador mencionou de forma clara e acessivel o objetivo do estudo e as suas

possiveis implica¢Bes, bem como os seus principios e procedimentos.

Compreendi que toda a informacao sera tratada de forma estritamente confidencial.

Nome:
Assinatura;
Data: / /

Confirmo que expliquei a natureza do estudo ao utente acima mencionado.

Nome do Investigador:

Assinatura;

Data: / /
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12.2 — Termo Explicativo do Estudo
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Termo Explicativo do Estudo

Traducéo, adaptacdo cultural e validacao de conteddo do instrumento
“Lymphoedema Quality of Life (LYMQOL) ” para o portugués europeu

O linfedema é uma doenca cronica, ainda sem cura, que pode manifestar-se em qualquer
idade e em qualquer parte do corpo. A melhoria da qualidade de vida do doente, num
contexto de auséncia de respostas curativas da doenca, € um objetivo central no cuidado

ao individuo com linfedema.

Este estudo tem como principal objetivo proceder ao processo de traducéo, adaptacao
cultural e validagdo de contetdo da versdo oficial do Lymphoedema Quality of Life
(LYMQOL), instrumento de medicdo da qualidade de vida em utentes com linfedema,
para a realidade portuguesa. A informacéo recolhida neste estudo podera, no futuro,
contribuir para que os profissionais de saude possam dirigir a sua intervencgdo,

baseando-se no impacto que o linfedema tem na qualidade de vida dos utentes.

A escolha de participar ou ndo no estudo é voluntaria. O presente estudo nao acarreta
qualquer risco, ndo trazendo também qualquer vantagem direta para os que nele

participam.

Todo o material recolhido sera codificado e tratado de forma anénima e confidencial,

sendo conservado a responsabilidade de Joana Vieira.

Os resultados do estudo serdo apresentados no ambito da apresentacdo do Trabalho de
Projecto do Mestrado em Fisioterapia - Ramo da Saude da Mulher, nunca sendo 0s
participantes identificados de forma individual. Uma vez apresentados os resultados, 0s

dados originais serdo destruidos.

Caso surja alguma duavida, ou necessite de informacédo adicional, por favor contacte:

Joana Vieira, através do nimero 918 210 286 ou do email: ft.joanavieira@gmail.com.
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12.3 — Teste de Compreenséo
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Centro de Estudos e Investigag¢éGo em Satde

Universidade de Coimbra

TESTE DE COMPREENSAO - INSTRUCOES

O teste de compreensao pretende avaliar a clareza, a compreensdo, a relevancia cultural
e 0 ajuste das palavras utilizadas.
De uma maneira mais especifica o seu objectivo é:

1. ldentificar perguntas problematicas;

2. Determinar as raz0es subjacentes;

3. Registar as solugdes propostas para uma melhor formulacao.

E obvio que a estrutura inicial do questionario ndo deve ser alterada (nimero de itens,
opcdes de resposta, ...). Qualquer alteracdo apenas se deve cingir a formulacdo das
frases.

A entrevista deve ser conduzida da seguinte maneira:

1. Fornecer o questionario a pessoa e pedir-lhe para o preencher. Lembrar-lhe que
ndo estamos interessados nas suas respostas, mas apenas na formulacdo das
perguntas.

2. Opinido geral: Perguntar a pessoa quais as suas opinides gerais sobre o
questionario:

a. E, no geral, claro, facil de compreender, facil de responder?
b. E longo?

c. Esta adaptado a situacdo da pessoa?

d. As instrucdes séo claras?

3. Perguntas especificas: Percorra todo o questionario, pergunta a pergunta e
verificar se ...

a. apergunta é dificil de compreender ou de responder: Se sim, porqué?

b. o conceito subjacente esta correctamente interpretado, isto é, ndo existe
formulacdo ambigua que possa causar mais do que uma interpretacao
possivel; a linguagem usada deve facilmente ser compreensivel e
coloquial.

c. apessoa faria a pergunta de uma outra maneira.

d. asopgdes de resposta sdo claras e coerentes com a pergunta.
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A intencdo do teste de compreensdo € produzir uma versdo do questionario que seja
clara e aceitavel para todas as pessoas que o irdo utilizar.

Os comentarios das pessoas inquiridas devem ser registados no Formulario do Teste de
Compreensdo e, em principio, deve ser usado um formulario por pessoa.

Logo que terminadas as entrevistas devem ser compilados os comentarios das pessoas e
deve ser preenchida a folha de resumo.
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Centro de Estudos e Investigagcéo em Saude

Universidade de Coimbra

TESTE DE COMPREENSAO - FORMULARIO

Lymphoedema Quality of Life (LYMQOL)

1. Idade: anos

2. Género: 4 Masculino 4 Feminino

3. Habilitacdes literarias: LSabe ler/escrever UEnsino basico

QEnsino secundario UEnsino superior
4. Profissao:
5. Estado civil: QSolteiro/a UCasado/a UDivorciado/a QViuvo/a
6.Peso: kg Altura:__ cm
7. Membros dominantes: MS: O Direito U Esquerdo MI: O Direito O
Esquerdo

8. Localizagdo do Linfedema:

O Unilateral UBilateral Q Direito O Esquerdo
9. Tipo de Lindefema:

Q Primario QSecundario QPatologia venolinfatica
10. Terapias realizadas:
QCirurgia: ; Data de realizagéo:__ / /

URadioterapia; Data de realizacdo:_ / /

UQuimioterapia; Data de realizagdo:__ /  /

UHormonoterapia; Data de realizacdo:_ /  /

QlImunoterapia; Data de realizagdo:__ /[

UOutras terapias; Data de realizacdo:_ / [/

11. Inicio do linfedema (n° de anos ou meses): anos meses
12. Comportamento do edema ao longo do dia: Constante QPior de manha
UPior ao fim do dia

Tempo de preenchimento: ........ccccooeieeieie i minutos
Tempo de entreVISTa: .....cccooeverereiieee e minutos
Data BNErEVISTA: ....ocviviiieiiee e I
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Opiniéo Geral
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Instrucoes

Sentiu dificuldades em compreender as instru¢des?

Encontrou algumas palavras que nao tenha entendido perfeitamente?

Acha que as instrucdes deveriam ter sido escritas de outro modo? Como?

Acha que falta alguma coisa as instrugdes?
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Pergunta

Sentiu dificuldades em
compreender esta pergunta?

O que significa para si?

Como a interpreta?

E relevante para a sua
situacdo? Faz sentido?

Teria escrito esta pergunta de
outro modo?

As opcdes de reposta estéo
coerentes com a pergunta?

Pergunta

Sentiu dificuldades em
compreender esta pergunta?

O que significa para si?

Como a interpreta?

E relevante para a sua
situacdo? Faz sentido?

Teria escrito esta pergunta de
outro modo?

As opcdes de reposta estéo
coerentes com a pergunta?
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12.4 — Relatorio da 42 Versao de Consenso

170



Tradugdo, adaptacao cultural e validacao de contetido do LYMQOL para a realidade Portuguesa
- (q ESCOLA SUPERIOR
bt Bl DE SAUDE DO ALCOITAO
82 Edicao do Mestrado em Fisioterapia —
Ramo Saude da Mulher

Relatério:

Processo de traducéo e adaptacao cultural do
Lymphoedema Quality of Life (LYMQOL)

Painel para analise de equivaléncia de contetdo

Joana Vieira

Coimbra, 14 de Junho de 2018
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Introducéo

O presente relatério pretende descrever a reunido efetuada na Escola Superior de
Tecnologia da Saude de Coimbra, com vista a descrever os resultados de um conjunto de
entrevistas efectuadas entre os dias 16 de Maio e 01 de Junho de 2018, com o intuito de
avaliar a clareza, a compreensdo, a relevancia cultural e a adequacéo das palavras utilizadas
na versdo traduzida do Lymphoedema Quality of Life (LYMQOL) de Keeley et al.
(2010)*.

Descrigéo das Atividades
Na sequéncia do processo de adaptagdo cultural do LYMQOL para a realidade
portuguesa, realizaram-se entre os dias 16 de Maio e 01 de Junho, 24 entrevistas a
doentes com o diagndstico de linfedema com o0s seguintes objetivos:
= Analisar a redac¢do das notas introdutérias e/ou explicativas dos itens e das
perguntas constantes do LYMQOL, quanto a sua clareza, corre¢do e grau de
compreensao;
= Analisar a existéncia ou inexisténcia de perguntas ou de itens que possam ser
considerados irrelevantes;
= Analisar a existéncia ou inexisténcia de perguntas ou de itens que possam ser
considerados redundantes;
= Analisar a auséncia de perguntas ou de itens que possam ser considerados
relevantes;
= Analisar, em termos genéricos, a aceitabilidade e compreensibilidade do

instrumento de medicdo em causa.

* Keeley, V., Crooks, S., Locke, J., Veigas, D., Riches, K., Hilliam, R. (2010). A quality of life measure
for limb lymphedema (LYMQOL). Journal of Lymphoedema, 5(1).
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As entrevistas ocorreram entre os dias 16 de Maio e 01 de Junho de 2018, no Institudo
Portugués de Oncologia de Lisboa Francisco Gentil e, através da Associacdo Nacional

de Doentes Linfaticos.

Cada entrevista iniciou-se com uma breve explicacdo do trabalho a desenvolver e da sua
justificacdo, sendo entregue aos participantes o termo explicativo do estudo e o
consentimento informado. Posteriormente, foi pedido aos participantes que
preenchessem o questionario. Foi explicado a cada um dos participantes que o interesse
ndo residia nas suas respostas, mas sim na formulacdo das notas introdutorias, das

perguntas e opcoes de resposta.

LYMQOL Braco

A tabela seguinte (Tabela 1) apresenta as caracteristicas dos doze individuos que

fizeram parte do painel do teste de compreensibilidade do LYMQOL Braco.

Tabela 1 - Caracteristicas dos doentes (n = 12)

Variaveis Dados
Idade (Anos) 60,42+11,8 (33-73)
Género

Masculino 0(0)
Feminino 12 (100)
indice de Massa Corporal (kg/m2) 26,29+4,29 (19,96-37,17)
Estado Civil

Solteiro/a 1(8,3)
Casado/a 7 (58,3)
Divorciado/a 2 (16,7)
Viavo/a 2 (16,7)
Habilitagdes Literarias

Sabe ler/escrever 2 (16,7)
Ensino Basico 3 (25)
Ensino Secundario 5(41,7)
Ensino Superior 2 (16,7)
Profissédo

Responsavel por lar 32 idade 1(8,3)
Auxiliar de geriatria 1(8,3)
Enfermeira 1(8,3)
Oficial de justica 1(8,3)
Reformada 7 (58,3)
Desempregada 1(8,3)
Membro dominante

Membro superior direito 12 (100)
Membro superior esquerdo 0 (0)
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Localizacdo do linfedema

Membro superior direito 6 (50)
Membro superior esquerdo 6 (50)
Tipo de linfedema

Primario 3 (25)
Secundario 9 (75)
Terapias realizadas

Cirurgia, radioterapia e quimioterapia 6 (50)
Cirurgia, radioterapia, quimioterapia e hormonoterapia 3 (25)
Nenhuma 3 (25)
Inicio do linfedema (anos) 9,53+9,37(0,33-30)
Comportamento do linfedema

Constante 6 (50)
Pior de manha 1(8,3)
Pior ao fim do dia 5(41,7)

Variaveis quantitativas: médio + desvio-padréo (min - max)
Variaveis categoricas: frequéncia (percentagem)

A duracdo média do tempo de preenchimento foi de 4,42 minutos sendo o0 minimo 3,0 e
0 méaximo 6,0 minutos. A duracdo média do tempo das entrevistas foi de 11,42 minutos,

para um minimo de 10,0 e um maximo de 13,0 minutos (Tabela 2).

Tabela 2 - Tempo de preenchimento e da entrevista

Varidveis Dados
Tempo de preenchimento (min) 4,42+0,9 (3-6)
Tempo de entrevista (min) 11,42+1,24 (10-13)

Varidveis quantitativas: médio + desvio-padréo (min - max)

Relativamente a analise global do instrumento, e no que se refere & clareza,
compreensdo e adequacdo a cada individuo e a sua situacdo em particular, resultou o
consenso de que o questionario é simples, de facil compreensédo, util e adequado a
populacdo a que se dirige. Acresce que, foi igualmente unanime a opinido de que a

linguagem utilizada é simples e clara.

Apos a analise global do instrumento, procedeu-se a uma analise individual de cada
pergunta e respetivas respostas, para verificar a facilidade/dificuldade na compreensao
dos termos usados, das instrucdes fornecidas, das questOes e respetivas opcdes de
resposta, bem como nas alternativas propostas pelos entrevistados, sempre que

identificada a existéncia de um problema.

Desta forma, verificou-se que:
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Na pergunta 1 “Sente que o brago inchado afeta as seguintes atividades da vida diéria?
Se algum dos pontos ndo se aplicar ao seu caso, por favor assinale na coluna N/A.”,
duas das participantes sentiram dificuldade em perceber o significado de N/A. No
entanto, em consenso, optou-se por ndo realizar esta alteracdo, uma vez que é referido

na pergunta que essa opc¢ao deve ser assinalada caso o ponto ndo seja aplicavel.

Nas perguntas 10 “Sente alguma dorméncia no seu bracgo inchado?” e 11 “Sente
picadas ou formigueiro no seu brago inchado?”, trés das participantes referiram que
sentiam formigueiro e dorméncia na mao e dedos e ndo no braco, ndo sabendo ao certo
como responder a questdo. Assim, sugeriram acrescentar as perguntas as palavras
“maos” e “dedos”, de forma a ser mais abrangente. Optou-Se por ndo realizar esta
alteracdo, uma vez que se pretende que as perguntas sejam equivalentes ao questionario

original.

Uma das participantes teve dificuldade em perceber se as questdes P15 a P20 eram
relacionadas ao linfedema. Sugeriu que a frase introdutoria fosse alterada para “Durante
a ultima semana, devido ao linfedema...”. Todavia, em consenso, optou-se por ndo
realizar esta alteracdo, uma vez que se pretende que as perguntas sejam equivalentes ao

questionario original.

Por ndo serem referenciadas outras dificuldades relativamente a analise de contetido dos
itens traduzidos do LYMQOL Braco, foi preparada a versdo final que se encontra em

anexo.

LYMQOL Perna

A tabela seguinte (Tabela 3) apresenta as caracteristicas dos doze individuos que

fizeram parte do painel do teste de compreensibilidade do LYMQOL Perna.

Tabela 3 - Caracteristicas dos doentes (n = 12)

Variaveis Dados

Idade (Anos) 45,08+15,49 (23-67)
Género

Masculino 5(41,7)

Feminino 7 (58,3)

indice de Massa Corporal (kg/m2) 28,51+45,29 (19,53-37,66)
Estado Civil 6 (50)
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Solteiro/a

Casado/a 4(33,3)
Divorciado/a 1(8,3)
Vilvo/a 1(8,3)
Habilitagdes Literarias

Ensino Basico 3 (25)
Ensino Secundario 5(41,7)
Ensino Superior 4 (33,3)
Profisséo

Médico 1(8,3)
Professora 1(8,3)
Técnica superior de organizacdo e gestio 1 (8,3)
Cabeleireira 1(8,3)
Operador de call center 1(8,3)
Cozinheiro 1(8,3)
Administrativo/a 3 (25)
Reformado/a 3 (25)
Membro dominante

Membro inferior direitos 9 (75)
Membro inferior esquerdo 3 (25)
Localiza¢do do linfedema

Membro inferior direito 3 (25)
Membro inferior esquerdo 2 (16,7)
Membros inferiores (bilateral) 7 (58,3)
Tipo de linfedema

Primério 8 (66,7)
Secundario 4(33,3)
Terapias realizadas

Cirurgia 1(8,3)
Cirurgia e radioterapia 1(8,3)
Cirurgia e quimioterapia 1(8,3)
Cirurgia, radioterapia e quimioterapia 1(8,3)
Nenhuma 8 (66,7)

Inicio do linfedema (anos)
Comportamento do linfedema
Constante

Pior ao fim do dia

20,51+18,88 (0,17-52)

4 (33,3)
8 (66,7)

Variaveis quantitativas: médio + desvio-padrao (min - max)

Variaveis categoricas: frequéncia (percentagem)

A duracdo média do tempo de preenchimento foi de 4,67 minutos sendo o minimo 3,0 e
0 maximo 7,0 minutos. A duragdo média do tempo das entrevistas foi de 11,67 minutos,

para um minimo de 6,0 e um maximo de 18,0 minutos (Tabela 4).

Tabela 4 - Tempo de preenchimento e da entrevista

Variaveis Dados
Tempo de preenchimento (min) 4,67+1,72 (3-7)
Tempo de entrevista (min) 11,67+3,34 (6-18)

Variaveis quantitativas: médio + desvio-padréo (min - max)
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Relativamente a analise global do instrumento, e no que se refere a clareza,
compreensdo e adequacdo a cada individuo e a sua situacdo em particular, resultou o
consenso de que o questionario é simples, de facil compreensdo, util e adequado a
populacdo a que se dirige. Acresce que, foi igualmente unanime a opinido de que a

linguagem utilizada é simples e clara.

Apos a analise global do instrumento, procedeu-se a uma analise individual de cada
pergunta e respetivas respostas, para verificar a facilidade/dificuldade na compreensao
dos termos usados, das instrucdes fornecidas, das questbes e respetivas opcdes de
resposta, bem como nas alternativas propostas pelos entrevistados, sempre que

identificada a existéncia de um problema.

Desta forma, verificou-se que:

Nas instrugdes iniciais, dois participantes sugeriram que, em vez de “pernas”, se
colocasse “membro inferior”, uma vez que o linfedema pode afetar todo 0 membro. Em
consenso, optou-se por fazer esta alteragdo.

Um participante sugeriu que, nas questdes P1, P2, P4, P9, P10 e P11 se colocasse no
plural a expressao “a perna inchada”, uma vez que o linfedema pode ser bilateral.
Optou-se por nédo realizar esta alteracdo, uma vez que se pretende que as perguntas

sejam equivalentes ao questionario original.

Nas perguntas P11, P12 e P13, cinco participantes sugeriram que se acrescentasse “pés”
as perguntas, uma vez que o linfedema pode afetar todo o membro. No entanto, em
consenso, optou-se por ndo realizar esta alteracdo, uma vez que se pretende que as

perguntas sejam equivalentes ao questionario original.

Um dos participantes teve dificuldade em perceber se a questdo P19 “Teve
preocupagoes?” era relacionada ao linfedema. Sugeriu que a frase fosse “Teve
preocupagoes relacionadas com o inchago da perna?”’. Optou-Se por ndo realizar esta
alteracdo, uma vez que se pretende que as perguntas sejam equivalentes ao questionario

original.
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Por ndo serem referenciadas outras dificuldades, relativamente a analise de contetido
dos itens traduzidos do LYMQOL Perna foi preparada a versdo final que se encontra em

anexo.

Concluséao
Descreveram-se neste relatério as atividades desenvolvidas na analise de contelido do

Lymphoedema Quality of Life Tool refletindo os maiores problemas encontrados, bem

como as solucdes propostas pelos diversos intervenientes.

Apds a reunido de consenso, foi alcangada a versdo final do Lymphoedema Quality of
Life nas suas duas versdes (LYMQOL Braco e LYMQOL Perna) na lingua portuguesa,
dando origem a versao portuguesa oficial do Lymphoedema Quality of Life (LYMQOL).
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LYMQOL ARM - LYMPHOEDEMA QUALITY OF LIFE TOOL
(Keeley et al., 2010)

VERSAO 4 (Quarta verso de consenso — Versao final)
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LYMQOL BRACO

Instrumento de Qualidade de Vida no Linfedema

Este questionario foi construido e validado para medir a qualidade de vida de doentes com
edema croénico/linfedema de um ou de ambos os bracos (membro superior).
Marque, por favor, a resposta que melhor descreve como se sente relativamente a cada

uma das perguntas.

(P1) Sente que o brago inchado afeta as seguintes atividades da vida diaria?

Se algum dos pontos néo se aplicar ao seu caso, por
favor, assinale na coluna N/A.

a) exercer a sua profissao
b) tarefas domésticas

C) pentear-se

d) vestir-se

e) escrever

f) comer

g) lavar-se

h) lavar os dentes

(P2) Sente que o braco inchado afeta as suas atividades
de tempos livres / vida social?

(P3) Sente que tem de depender de outras pessoas?

(P4) Sente que o inchago do braco afeta a sua
aparéncia?
(P5) Sente dificuldade em encontrar roupa que lhe sirva?

(P6) Sente dificuldade em encontrar roupa que gostaria
de vestir?

(P7) Sente que o inchago do braco afeta a ideia que tem
de si?

(P8) Sente que o inchaco do brago afeta a sua relacéo
com outras pessoas?

(P9)Tem dor no seu brago inchado/linfedema ?

(P10) Sente alguma dorméncia no seu brago inchado?
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Nada um Bastante | Muito

pouco

(P11) Sente picadas ou formigueiro no seu braco

inchado?

(P12) Sente fraqueza no seu brago inchado?

(P13) Sente o seu braco inchado pesado?

(P14) Sente-se cansado/a?

Durante a ultima semana.... Nada Um Bastante | Muito
pouco

(P15) Teve dificuldade em dormir?

(P16) Teve dificuldade em concentrar-se, por exemplo,
para ler o jornal ou ver televisdo?

(P17) Sentiu-se tenso/a?

(P18) Teve preocupacbes?

(P19) Sentiu-se irritavel?

(P20) Sentiu-se deprimido/a?

(P21) Como classificaria, em geral, a sua atual qualidade de vida?
Escolha um valor na seguinte escala:

0 1 2 3 4 5 6 7 8 9 10
Péssima Otima

Obrigado por ter preenchido este questionério.
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LYMQOL LEG - LYMPHOEDEMA QUALITY OF LIFE TOOL
(Keeley et al., 2010)

VERSAO 4 (Quarta verséo de consenso — Versdo Final)
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LYMQOL PERNA

Instrumento de Qualidade de Vida no Linfedema

Este questionario foi construido e validado para medir a qualidade de vida de doentes com edema
cronico/linfedema de uma ou de ambas as pernas (membro inferior).
Marque, por favor, a resposta que melhor descreve como se sente relativamente a cada uma das

perguntas.

(P1) Sente que a pernainchada afeta as seguintes atividades da vida diaria?

Se algum dos pontos ndo se aplicar ao seu caso, por
favor, assinale na coluna N/A.

Nada

Um
pouco

Basta
nte

Muito

N/A

a) andar

b) capacidade de se curvar, p.ex. para apertar 0s sapatos
ou cortar as unhas dos pés

c) capacidade de estar em pé

d) capacidade de se levantar de uma cadeira

e) exercer a sua profisséo

f) capacidade de fazer as tarefas domésticas

(P2) Sente que a pernainchada afeta as suas atividades de
tempos livres / vida social?

Por favor, dé exemplos

Nada

Um
pouco

Bastante

Muito

(P3) Sente que tem de depender de outras pessoas?
(P4) Sente que o inchago da perna afeta a sua aparéncia?
(P5) Sente dificuldade em encontrar roupa que lhe sirva?

(P6) Sente dificuldade em encontrar roupa que gostaria de
vestir?
(P7) Tem dificuldade em encontrar sapatos que |lhe sirvam?

(P8) Tem dificuldade em encontrar meias/collants que lhe
sirvam?

(P9) Sente que o inchaco da perna afeta a ideia que tem de

Si?

(P10) Sente que o inchaco da perna afeta a sua relacdo com
outras pessoas?
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(P11) Tem dor na sua pernainchada/linfedema?

(P12) Sente alguma dorméncia na(s) sua(s) perna(s)
inchada(s)?
(P13) Sente picadas ou formigueiro na(s) sua(s) perna(s)
inchada(s)?
(P14) Sente fraqueza na(s) sua(s) perna(s) inchada(s)?

(P15) Sente a(s) sua(s) perna(s) inchada(s) pesada(s)?

Durante a ultima semana....
(P16) Teve dificuldade em dormir?

(P17) Teve dificuldade em concentrar-se, por exemplo, para ler
o jornal ou ver televisao?

(P18) Sentiu-se tenso/a?
(P19) Teve preocupacbes?
(P20) Sentiu-se irritavel?

(P21) Sentiu-se deprimido/a?

(P22) Como classificaria, em geral, a sua atual qualidade de vida?

Escolha um valor na seguinte escala:

0 1 2 3 4 5 6 7

Péssima

Obrigado por ter preenchido este questionario.
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