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Summary

Study of health-related quality of life (HRQOL)
in chronic disease has to move from clinical
studies to clinical practice. Inflammatory
bowel disease (IBD) has a negative impact on
quality of life. In the past two decades many
instruments for measuring quality of life in

IBD were developed. The assessment has to
be performed by the instrument which fulfils
all psychometric criteria. Quality of life
depends not only on the activity, burden and
therapy of the disease but also on psychoso-
cial factors.
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The study of quality of life (QOL) has
become greatly extended over the
past few decades. Consensus already
exists relating to measurement of the
quality of life in clinical medicine as
one of the basic components in differ-
ent medical and health interventions.
The main uses for Quality of life
measures in clinical practice are as
follows:
identifying and prioritizing problems
facilitating communication
screening for hidden problems
facilitating shared clinical decision-
making
monitoring changes or responses to
treatment [27].

There is no general consensus as
to the definition of QOL and the opti-
mum method of measuring this. This
is due to the fact that quality of life is
discussed in many disciplines and dif-
ferent connections. The definition by
the World Health Organization (WHO)
best suits medical science.

The WHO describes quality of life
as: an individual's perception of their
position in life in the context of the cul-
ture and value systems in which they

live and in relation to their goals, xpec-
tations, standards and concerns [4].

The model of Calman's definition
of quality of life as being the gap
between expectations and experience
is very interesting. Perception of quali-
ty of life varies between individuals
and is dynamic within them. People
with different expectations will report
that they have a different quality of life
even when they have the same clinical
condition [8].

What is Health-related quality of life
(HRQOL)?
HRQOL can be defined as the effect of
an illness and its consequent therapy
upon a patient, as perceived by the
patient. This definition incorporates
the two widely accepted aspects of
QOL: subjectivity and multidimensio-
nality. Multidimensionality expresses
the fact that Quality of life relates to
many areas the number of which is
usually counted from three to five.
The major components of HRQOL
are:
physical function, functional ability
(managing daily activities, the
ability to work productively, the
absence of specific disease-related
symptoms)

psychological and emotional func-
tion (mood, anxiety, depression)
social function (family living, human
relations)

spirituality (sense of life, hope, rec-
onciliation)

The simple question “How are you
feeling?” is an informal way of meas-
uring quality of life. Detailed informa-
tion can be obtained by means of
interview. This data can be useful for
assessment and therapy of individual
patient. The most frequently used
means of assessment of QOL are
questionnaires. The questionnaires
contain items (questions or state-
ments), incorporating different QOL
areas.

Instruments for QOL assessment
[20]
Generally speaking we can use a lot of
instruments for measuring quality of
life. The construction of the tool is very
important. In the field of gastroen-
terology we can use the following
instruments:
Single item measure - one question
or item is used for assessment of
quality of life.
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Souhrn

Sledovani kvality Zivota vztazené ke zdravi
(HRQOL) u chronickych onemocnéni se za-
¢ina presouvat z oblasti klinickych studii
do praxe. Idiopatické strevni zanéty (IBD)
ovliviiuji negativné kvalitu Zivota. V minu-
lych dvou desetiletich byla vyvinuta cela

fada nastroji pro méreni kvality Zivota
u IBD. Hodnoceni by mélo byt vZdy prova-
déno nastrojem, ktery splriuje vSechna psy-
chometricka kritéria. Kvalita Zivota je zavis-
la nejen na aktivité, tiZi a IECbé nemoci, ale
i na celé radé faktorti psychosocialnich.

KLICOVA SLOVA: KVALITA ZIVOTA, KVALITA ZIVOTA
VZTAZENA KE ZDRAVI, IDIOPATICKE STREVNI ZANETY,
CROHNOVA NEMOC, ULCEROZNI KOLITIDA

Studium kvality Zivota se v nékolika
poslednich desetiletich velmi rozsifilo.
V klinické mediciné jiZz dnes existuje
konsensus tykajici se nutnosti sle-
dovat kvalitu zZivota nemocnych jako
jednu ze zakladnich slozek rtznych
medicinskych nebo zdravotnickych
intervenci.
Hlavni uZiti hodnoceni kvality Zivo-

ta v klinické praxi je nasledujici:

rozpoznani a dlleZitost problémd

urychleni komunikace

zjistovani skrytych problémli

urychleni klinického rozhodovani

sledovani zmén a odpovédi na I1éCbu

[27].

V literature existuje cela rfada definic
Jkvality Zivota“, ale neexistuje ani
jedna, kterd by byla vSeobecné
uznavana. Je to zpuUsobeno tim, Ze se
o kvalité Zivota hovofi v rliznych sou-
vislostech a v rlznych védnich disci-
plinach. Pro lékarské védy se nejlépe
hodi definice, ktera vychazi z definice
zdravi WHO, kdy zdravi neni chapano
pouze jako nepfitomnost nemoci, ale
jako stav uplné ,fyzické, psychické
a socialni pohody“. Kvalita zZivota je
potom to, jak jedinec vnima své

postaveni ve svété v kontextu kultury
a hodnotovych systému, ve kterych
Zije, a to ve vztahu k jeho osobnim
cillim, ocekavanim, zajmdm a zivotni-
mu stylu [4].

Model Calmanovy definice QOL
jako rozdil mezi oekavanim a zkuSe-
nosti je velmi zajimavy. Individualni
vnimani kvality Zivota ma svoji
dynamiku. Lidé s rlznym stupném
ocekavani proto posuzuji svoji kvalitu
Zivota rGzné, prestoze maji stejny kli-
nicky stav [8].

Co je ,Health related quality of life?“
LHealth related quality of life*, tj. kvali-
ta Zivota vztazena ke zdravi, je subjek-
tivni pocit Zivotni pohody, ktery je spo-
jovan s nemoci, Grazem, IéGbou a jeji-
mi vedlejSimi GCinky. Tato definice
v sobé zahrnuje 2 obecné prijaté
aspekty QOL: subjektivitu a multidi-
menzionalitu. Mnohorozmérnost vy-
jadrfuje skutecnost, Ze kvalita Zivota se
tykd mnoha oblasti, jejich pocet se
obvykle pohybuje od 3 do 5.
Hlavni oblasti kvality Zivota vzta-
Zené ke zdravi jsou:
oblast fyzicka a funkéni schopnosti
(zvladani dennich aktivit, pohyb-
livost,

nepfitomnost  pfiznak

nemoci)

oblast psychologicka, emocionalni
(nalada, Uzkost, deprese)

oblast socialni (vztahy v rodiné,
vztahy s prateli, socialni postaveni,
financni zajisténi)

oblast duchovni (smysl Zivota, nadé-
je, smireni)

Jednoducha otazka ,Jak se citite?“ je
neformalni cesta k méreni kvality
Zivota.

Informace od pacienta mohou byt
ziskany rozhovorem. Tato data poma-
haji pfi hodnoceni a lé¢bé individual-
niho nemocného. Pro objektivni
hodnoceni kvality Zivota jsou nejcéas-
téji uzivany dotazniky. Dotazniky
obsahuji polozky (otazky nebo prohla-
Seni), zachycujici rizné oblasti kvality
Zivota.

Typy nastrojii pro méfeni kvality
Zivota [20]
V obecném pohledu je pro méfeni
kvality Zivota vyuZivana celd fada
nastroji. Velmi zalezi na konstrukci
nastroje. V oboru gastroenterologie se
mulzeme setkat s témito nastroji:
Méreni jedné polozky (Single item
measure) pouzivad jednu otazku
nebo polozku k hodnoceni HRQOL.



Health profile - an instrument, which
measures the important areas of
QOL.
Health index - this is similar to the
profile in terms of items but offers
a resulting number, which is the
sum of items and domains.
Utility measure - this is another type
of measurement deduced from eco-
nomic theory and decision-making
theory. The preferences of the sub-
ject are evaluated.
Time trade off - a method of asses-
sing preferences for the given
state of health in which the respon-
dent is asked how much time he
or she would be willing to trade
the given life span in the present
state of health for the remaining
lifespan in perfect health. For exam-
ple: “Would you like to live 10 years
with colectomy or 5 years in perfect
health?"
Standard gamble - the method of
eliciting preferences, which meas-
ures the risk a person is willing to
take in a trade-off between poten-
tially enhanced quality of life (i.e.
being cured) and a defined possibil-
ity that the treatment will be fatal.
For example: "Would you agree to
therapy with a 20% chance of death
or would you choose life with your
current state of health?"
Multi-attribute utility index - simulta-
neously uses several methods for
measuring usefulness.
Questionnaires are most often
used for measuring quality of life.
There are three main types of ques-
tionnaires: global assessment, the
generic questionnaire and the disease
specific questionnaire. Generic ques-
tionnaires have been developed to
compare different groups on the same
sets of HRQOL variables. The generic
and disease specific instruments
should be combined to determine clin-
ically important changes. Generic
instruments are designed to measure
the patient's overall HRQOL. They may
be used to compare the HRQOL of

patient groups across different dis-
eases and may thereby provide infor-
mation to support health policy
decision.

The key psychometric characteristics
of HRQOL questionnaires are:
Validity - ascertains whether the
questionnaire measures what it
is intended to measure. The vali-
dity is measured indirectly. There
are several different forms of vali-
dity
- Content validity - reflects whether
the components of the scale cover
all aspects of the attribute to be
measured.
- Construct validity - refers to
whether the variable can be meas-
ured with accuracy.

- Reliability - refers to the precision
or reproducibility of the measure.
Test - retest reliability concerns
obtaining similar scores under con-
stant conditions.

Responsiveness - refers to a mea-

sure of the association between

change in the score of the instru-
ment and underlying change in the

clinical condition [27].

People suffering from chronic dis-
eases such as IBD (Inflammatory
bowel disease) have to face many
problems, which may have an impact
on their HRQOL. HRQOL assessment
is becoming increasingly recognized
as an important provider of output
information for patients with IBD.
Crohn's disease (CD) and ulcerative
colitis (UC) are characterized by inter-
mittent flares, during which patients
experience abdominal pain, diarrhea,
weight loss, fever and rectal bleeding.
The chronic, relapsing nature of IBD
necessitates treatment for acute
flares as well as maintenance therapy
to prevent future episodes. That is
considerable evidence that IBD
impairs the patient's HRQOL
[12,15,31].

Common generic health related
quality of life questionnaires used
in IBD:

Sickness Impact Profile (SIP)

The SIP is a standardized 136-item
health status questionnaire that is
used in its self- administered form.
The SIP measures sickness-related
dysfunction in 12 categories covering
patient perception of performance in
12 areas of activities of daily living.
The score for each category can be
summarized into physical and psy-
chosocial dimensional scores, as well
as into an overall score with indepen-
dent categories of work, eating, sleep
and rest, home management, recrea-
tion and entertainment. A healthy per-
son without dysfunction would have
a score of 0 on all scales [14].

The SIP was used in a random sur-
vey of 997 IBD patients in the USA.

In this study the health status of
the IBD patient was compared with
the general population. Crohn's dis-
ease patients had poorer psychologi-
cal and social functioning than UC
patients. The higher psychological
scores in Crohn's disease were associ-
ated with more severe physical symp-
toms. Crohn's disease patients per-
ceive themselves to be more ill than
UC patients. Crohn's patients reported
the greatest concerns about the
necessity for surgery and an ostomy
bag, degree of energy and body image
issues. Ulcerative colitis patients were
more concerned about loss of bowel
control and developing cancer [19].

In the Patrick study SIP scores
were used to compare patients with
different diagnoses. The lowest score
(the best quality of life) were seen in
the control health plan group and the
highest score (the worst QOL) were
seen in a group of patients with amy-
otrofic lateral sclerosis. IBD patients
have a relatively good score. Patients
with ulcerative colitis have an SIP
score between the score for moderate
obesity and angina. Patients with MC



Zdravotni profil (Health profile) je
nastroj k méfeni vSech dulezitych
oblasti HRQOL.

Zdravotni index (Health index) se
podoba profilu tim, Ze obsahuje
také sérii polozek, avSak poskytuje
vysledné Cislo, které je souhrnem
vSech polozek a domén.

Méreni uzitku (Utility measure) -
uzitkové orientované méreni pred-
stavuje jiny typ méreni odvozeny
z ekonomické teorie a teorie roz-
hodovani. Hodnoti se preference
nemocného.

Time trade-off - metoda Casového
odpocCtu. Srovnava se subjektivni
hodnota, kterou prisuzuje nemocny
obdobi prozitému v plném zdravi,
k delsimu obdobi pfi sou¢asné kva-
lité Zivota. Napr.: ,Chtél byste radéji
Zit 10 let s kolektomii nebo 5 let
v plném zdravi?“

Standard gamble - metoda, kdy
nemocni hodnoti svou soucasnou
kvalitu Zivota ve srovnani s hypote-
tickou situaci nabizejici nadéji na
Uplné uzdraveni na jedné strané
a na druhé strané pravdépodobnost
smrti. Napr.: ,Prijal byste |écCbu,
ktera Vas uzdravi, ale je zatiZzena
naprt. 20% pravdépodobnosti smrti,
nebo davate prednost Vasemu
soucasnému stavu?“

Multiattribute utility index - vyuZiva
soucasné vice metod k méreni
uZitecnosti.

Nejcastéji jsou k hodnoceni kvality
Zivota uzivany dotazniky, které délime
na obecné a specifické. Obecné
dotazniky jsou schopny mérit vSechny
dulezité oblasti, nemusi vSak byt
dostatecéné citlivé na klinicky vyznam-
né zmény. Mohou se pouZzit k porov-
nani kvality Zivota u rdznych nemoci.
Specifické dotazniky jsou vytvareny
s ohledem na jednotlivé nemoci a jsou
citlivé na klinicky vyznamné zmény.

Hlavni psychometrické vlastnosti
dotaznikl kvality Zivota jsou:
Validita (Validity) - zjistuje, zda
dotaznik méfi to, co mérit ma.

Validita dotazniku je posuzovana
nepfimo. K validizaci je uzivano
nékolik zpusobU:

- Validita obsahu (Content validity)
odrazi stupen uplnosti, s jakou je
v otazkach dotazniku zachycena
hodnocena doména.

- Validita konstruktu (Construct Vali-
dity) - konstrukt je teoreticky odvo-
zena predstava o doméné, kterou
chceme meérit.

- Kritériova validita (Criterion Vali-
dity) - ovéfuje vztah vysledk( mé-
feni
nostem, u kterych se predpoklada,
Ze maji ke kvalité Zivota podstatny
vztah.

Spolehlivost (Reliability) - test by mél

davat podobné vysledky pfi opako-

kvality Zivota ke skutec-

vaném meéreni v Case tzv. Test-retest
Reliability.

Vnitfni konzistence (Internal Con-
sistency) hleda vnitrni souvislosti pfi
méreni jednotlivych domén. K jeji-
mu stanoveni se pouziva Cronba-
chllv koeficient alfa a vypovida, zda
jednotlivé sloZky nastroje pouZité ve
stejném Case poskytuji podobné
vysledky.

Citlivost na klinicky vyznamné
zmény zdravi u téhoZz pacienta
(Responsiveness) znamena schop-
nost nastroje zachytit pfipadné
zlepSeni kvality Zivota, ke kterému
doslo po cilené intervenci [27].

Nemocni s idiopatickymi stfevnimi
zanéty se potykaji s mnoha problémy,
které ovliviiuji HRQOL. Pro Crohnovu
nemoc a ulcerdzni kolitidu je charak-
teristicky chronicky prabéh s akutnimi
exacerbacemi, béhem kterych muze
nemocny trpét bolestmi bficha,
prijmy, ztratou vahy, teplotami a rek-
talnim krvacenim. Chronicky pribéh
vyZaduje terapii v dobé akutni exacer-
bace zanétu i udrZovaci léCbu v ob-
dobi remise onemocnéni. Je opako-
vané prokazano, Ze IBD zhorsuji kvali-

tu zZivota [12,15,31].

Obecné dotazniky na kvalitu Zivota
uzivané u IBD:

Sickness Impact Profile (SIP)

SIP je standardizovany dotaznik
obsahujici 136 otazek. SIP hodnoti
vnimani nemocného ve 12 oblastech
denniho Zivota vztaZené k nemoci.
Vysledek pro kazdou kategorii mlze
byt shrnut do fyzického a psycholo-
gického rozméru jako obecné skoére
jidlo,
spanek a odpocinek, domaci prace,

s nezavislymi kategoriemi
rekreace a zabava [14].

SIP byl uZit v prehledné studii
s 997 IBD pacienty v USA. V této studii
byla kvalita Zivota nemocnych srov-
navana s béznou populaci. Nemocni
s MC méli horsi vysledky v psycholo-
gickych a socialnich parametrech nez
nemocni s UC. Vyssi psychologické
skdre u nemocnych s MC bylo spojeno
s horSim fyzickym stavem. Nemocni
s Crohnovou nemoci se povaZovali za
vice nemocné nez nemocni s ulcerézni
kolitidou a méli nejvétsi obavy z nut-
nosti operace, stomie, nedostatecné
energie a zmény télesnych pocitl
(body image). Nemocni s ulcerézni
kolitidou méli nejvétsi obavy ze ztraty
kontroly nad vyprazdhovanim a ze
vzniku rakoviny [19].

V préaci Patricka bylo uzit SIP
k porovnani nemocnych s rlznymi
diagn6zami. NejnizSi skoére, tedy nej-
lepSi kvalitu ZzZivota, méla kontrolni
skupina, nejvyssi skore, tedy nejhorsi
kvalitu Zivota, méli nemocni s amytro-
fickou lateraini skler6zou. Nemocni
s IBD méli

HRQOL. Nemocni s ulcerdzni kolitidou

relativné dobré skoére

meéli SIP skére mezi stfedni obezitou
a anginou pectoris, nemocni s Crohno-
vou nemoci meéli skore vyssi, ale nizsi
nez nemocni s revmatoidni artritidou
a chronickou bolesti zad [51].

Medical Outcome Study Short-Form
(SF-36)

NejrozSifenéjSi  obecny dotaznik
obsahujici 36 polozek rozdélenych do

8 oblasti.



have a higher score than UC but
a lower score than other chronic dis-
eases such as rheumatoid arthritis
and chronic low back pain [51].

Medical Outcome Study Short- Form
(SF-36)

The most commonly used generic
instrument is the medical Outcomes
Study Questionnaire. Is a generic
HRQOL questionnaire containing
36 items The SF-36 assesses eight
health domains including physical
functioning (10 items); role limitations
due to physical problems (4 items);
pain (2 items); general health percep-
tion (5 items); vitality (4 items); social
functioning (2 items); role limitations
due to emotional problems (3 items);
and mental health (5 items). The
Final item refers to changes in state
of health. The SF-36 scores range
from O (worst) to 100 (best) [2,60].
The Nordin  population  study
showed that the SF-36 score was
significantly lower compared with
normal the Swedish population.
UC patients reported better scores
in all areas than MC patients [48].
The Czech version of SF-36 has been
validated in a general population
sample [59].

EuroQOL EQ-5D

This questionnaire is a simple, generic
instrument for describing and valuing
HRQOL. It has been developed by an
interdisciplinary group of researchers
to generate an index value for HRQOL.
The Questionnaire comprises five
items: mobility, self-care, general acti-
vities, pain/discomfort and anxiety/
depression.

Responses in each area are divid-
ed into three levels: 1 no problems,
2 moderate problems, 3 extreme prob-
lems. The EQ-5D self-classifier is sup-
plemented by a visual analogue scale
(EQ VAS), similar to a thermometer,
which ranges from O (the worst imagi-
nable state of health) to 100 (the best
imaginable state of health).

EuroQOL was used in IBD patients
and was validated in a group of
152 IBD patient in Germany [36]. The
EQ-5D is reasonably valid, reliable and
responsive in patients with IBD.
EuroQOL and SF 36 were used by
Richards in 1997 by 51 patients in
terms of home-based parenteral nutri-
tion. Older patients and patients using
opiod analgetic therapy had the worst
QOL [54].

WHOQOL-BREF assessment was de-
veloped as a shortened version of the
WHOQOL-100 for use in situations
where time is limited. WHOQOL- BREF
assessment contains 4 areas of QOL:
physical health, psychological health,
social relationships and environment.
The WHO- BREF assessment shows
good to excellent internal consistency,
test-retest reliability, discriminant
validity and construct validity in the
healthy population and in different
patient groups. Validization of Czech
version WHOQOL - 100 and WHOQOL-
Bref was performed by Dragomirecka
et al. [16] WHOQOL questionnaires

cover all aspects of normal life.

Disease-specific instruments focus on
certain aspects of a given disease and
are therefore considered more sensi-
tive to changes in the patient's state
of health.

Disease-specific  health-related
quality of life questionnaires used in
IBD:

McMaster IBDQ developed at McMas-
ter University Canada [24].

The IBDQ is a 32-item question-
naire, which provides evaluation on
a 7- point Likert scale (1 = very severe
problem... 7 = no problem at all). The
total IBD scores ranges from 32 to
224, higher scores indicate a better
quality of life. Scores > 170 indicate
remission, and scores < 130 indicate
severely active disease. IBDQ meas-
ures HRQOL in four areas:

Bowel (10 items e.g. loose stool,
abdominal pain...)

Systemic (5 items e.g. fatigue,
altered sleep pattern, energy, body
weight...)

Social (5 items e.g. work atten-
dance, need to cancel social events...)

Emotional (12 items e.g. angry,
depressed, irritable...)

Completion of the questionnaire
takes approximately 15 min.

The maximum score in the bowel
area is 70, in the systemic area 35, in
the social area 35 and in the emotion-
al area 84.

The Canadian Crohn's Relapse
Prevention Trial was the first clinical
trial to use the IBDQ as a measure of
therapeutic outcome. 105 patients
were involved in this multi-center trial.
IBDQ correlated highly with changes in
disease activity and with changes in
patient global assessments. Irvine et
al assessed the validity, reliability, and
responsiveness of the IBDQ [36]. IBDQ
is the most used questionnaire in IBD
clinical studies [31,32]. The Question-
naire provides very good psychometric
assessment and is internationally vali-
dated in more than 20 languages,
including Czech [42]. Comparison of
national validation studies was per-
formed by Pallis [50].

Short IBDQ

Is a self-report questionnaire, which
contains 10 items that best capture
92 % of the variety of the 32-item
IBDQ, selected by forward stepwise
regression. The short IBDQ is a simple
questionnaire that can be easily
scored and interpreted by clinicians.
Completion takes 5 minutes. Relia-
bility and responsiveness of the Short
IBDQ are good [37,38].

IBDQ-36
Modification of IBDQ Questionnaire
containing 36 questions in five areas:
Systemic symptoms, bowel symp-
toms, functional impairment, social
impairment and emotional function.
Responses were presented as a seven
point Likert scale.



Obsahuje: 10 otazek na fyzické
fungovani, 4 otazky na omezeni
adekvatniho jednani z fyzickych
dlvodl, 2 otazky na bolest, 5 otazek
na pocit celkového zdravi, 4 otazky na
vitalitu, 2 otazky na socialni fun-
govani, 3 otazky na omezeni adekvat-
niho jednani z emocnich ddvodl
a b otazek na duSevni zdravi. Posledni
otazka je sméfovana na zménu
zdravotniho stavu. Nejhorsi skore je O,
nejlepsi 100 [2,60].

V populaéni studii Nordinové bylo
prokazano, ze SF-36 skdére u nemoc-
nych s IBD jsou signifikantné horsi nez
u bézné svédské populace. Nemocni
s UC maiji lepsi skore ve vSech dimen-
zich HRQOL ve srovnani s MC [48].
Ceskéa verze SF 36 byla validizovana
na vzorku obecné populace [59].

EuroQOL EQ-5D

EQ-5D jednoduchy obecny dotaznik
popisuje a hodnoti HRQOL. Byl vyvinut
mezinarodni védeckou skupinou. Je
slozen z 5 polozek: hybnost, péce
0 sebe, obecné aktivity, bolest, strach
a smutek. Odpovédi na kazdou poloz-
ku jsou tfistupfiové: 1 bez problémd,
2 stredni problémy, 3 velké problémy.
EQ-5D je dopInén vizualni analogovou
Skalou, kde je hodnoceno soucasné
zdravi na stupnici od O nejhorsi zdravi
do 100 optimalni zdravi. EQ-5D je dos-
tupny ve vice nez 30 validizovanych
jazykovych mutacich, véetné Ceské.
EQ-5D byl pouzit u nemocnych s IBD
a validizovan na skupiné 152 nemoc-
nych v Némecku [39]. EuroQOL a SF
36 uzil Richards 1997 u nemocnych
na dlouhodobé domaci parenteralni
vyzivé u 51 nemocnych. Nejhorsi kva-
litu Zivota méli starsi a analgetika-ano-
dyna uZivajici nemocni [54].

WHOQOL-BREF byl odvozen jako zkra-
cena verze WHOQOL-100 pro lepSi
uziti v klinické praxi. WHOQOL-BREF
obsahuje 26 otazek ze 4 oblasti kvali-
ty Zivota: fyzické zdravi, psychické
zdravi, socialni vztahy a prostredi.
Hodnoti minulych 14 dni na 5stupno-

vé Skale. WHOQOL-BREF ma velmi
dobrou vnitini konzistenci, opakovatel-
nost, validitu u zdravé populace
i rGznych nemoci. Validizaci ¢eské
verze WHOQOL-100 i WHOQOL-BREF
provedla Dragomirecka et al. [16].
Dotazniky WHOQOL pokryvaji vSechny
bézné oblasti Zivota.

Specifické dotazniky se zaméfuji na
jednotlivé nemoci, odrazi oblasti, které
jsou pro nemocné dulezité. Jsou
povazovany za vice citlivé ke zménam
klinického stavu.

U IBD jsou uzivany nejcastéji tyto
dotazniky:

Inflammatory bowel disease question-
naire (IBDQ) byl vyvinut v roce 1988
na McMaster Univerzité v Kanadé
[24]. Obsahuje 32 otazek a k hodno-
ceni odpovédi na kazdou otazku uziva
7stupnovou Likertovu Skalu (1 - velmi
tézky problém, 7 - bez problému).
Celkové skore je v rozsahu 32-224,
¢im vySSi hodnota, tim lepSi kvalita
Zivota. Skore vétsi nez 170 vyjadiuje
remisi onemocnéni, skére pod 130
aktivitu onemocnéni.

IBDQ méfi
4 oblastech:

stfevni (10 otazek napf. Castost

kvalitu Zivota ve

stolic, bolesti bficha, ...)

celkové (5 otazek napf. Unava,
spanek, energie, udrzeni vahy, ...)

socialni (5 poloZzek napt. prace,
ruseni spolecéenskych zavazkd, ...)

emocni (12 otazek napf. strach,
deprese, podrazdénost, ...)

VypInéni dotazniku zabere pribliz-
né 15 minut. Maximalni skoére ve
strevni oblasti 70, celkové 35, socialni
35 a emocni 84.

Kanadska studie na prevence
byla
prvni studie, kde byl uZit dotaznik
IBDQ k hodnoceni Gcinku IéChy. V této
multicentrické studii bylo 105 nemoc-

relapsu u Crohnovy nemoci

nych. IBDQ vysoce koreluje s aktivitou

nemoci. Irvinovd et al. hodnotila
validitu, spolehlivost a citlivost IBDQ

[36].

IBDQ je vlbec nejvice pouzivany
dotaznik u IBD, byl uzit v mnoha Kli-
nickych studiich [31,32]. Dotaznik ma
velmi dobré psychometrické hodno-
ceni a je dostupny ve vice jak 20 jazy-
kovych mutacich, véetné éeské. Validi-
zace IBDQ byla provedena v fadé zemi
[42]. Srovnani narodnich validizaci
dotazniku IBDQ provedl Pallis [50].

Short-IBDQ (SIBDQ) - kratka verze
obsahujici 10 otazek, které byly
vybrany postupnou regresi z IBDQ
a v 92 % vystihuji riznorodost pdvod-
niho dotazniku. Dotaznik je jednodus-
§i a muZe byt snadno uZit a hodnocen
Iékarem. Vyplnéni trva 5 minut. Spo-
lehlivost a citlivost SIBDQ je dobra

[37,38].

IBDQ-36

Jde o modifikaci IBDQ vypracovanou
Lovem v roce 1992. Dotaznik obsahu-
jici 36 otazek v 5 oblastech. Celkové
priznaky, strevni, funkéni zhorseni
socialni zhorSeni a zhorSeni emocnich
byla
7stupnova Skala dle Likerta. Dotaznik

funkci. K hodnoceni uzita
nebyl preloZzen do Cestiny.

Ve studii provedené Lovem [43] byl
prokazan vyznamny rozdil mezi celko-
vym skore QOL, které bylo priblizné
0o 21 % horsi u IBD v porovnani
s parovymi kontrolami s ohledem na
pohlavi a vék. Nejvétsi rozdil 26 % byl
prokazan u strevnich pfiznakl. Emoc-
ni oblast 24 % byla dalSi nejvice
postizenou [23].

Rating Form of IBD Patient Concerns
(RFIPC)

V roce 1991 publikoval Drossman
standardizovany 25polozkovy dotaz-
nik, ktery byl vyvinut k odliSeni IBD od
ostatnich stfevnich nemoci a odhadu
vyvinu nemoci. Otazky jsou hodnoceny
od 0 do 100 (O = vubec ne, 100 =
maximalné na vizualni analogové Ska-
le) a je ziskano primérné skore obav.
VyplInéni dotazniku trva 10-15 minut
[18,29].
korelaci s dotaznikem SIP. Nejvétsi

Dotaznik mé& vyznamnou



In the Love study the global QOL
score demonstrated a marked differ-
ence of approximately 21 % between
IBD patients and age and sex
matched controls. The largest diffe-
rence was in the bowel symptoms
area - 26 %. Emotional function was
the next most adversely affected area
with 24 % [23].

Rating Form of IBD Patient Concerns
(RFIPC)

A standardized 25-item self-adminis-
tered form containing items of con-
cerns related to having IBD. The items
are rated from O to 100 (O = not at all,
100 = a great deal on a visual analog
scale and the average score of all con-
cerns is obtained. It takes 10-15 minu-
tes to complete the RFIPC question-
naire. The RFIPC was tested and stan-
dardized (1991). The most intense
concerns related to the uncertain
future of the disease, the effects of
medication, energy level surgery (and
having an ostomy bag), being a bur-
den on others, loss of bowel control
and development of cancer.

Crohn's disease patients were more
concerned with their energy level, being
a burden on others, achieving their full
potential, experiencing pain or suffe-
ring, financial costs and passing on the
disease to others. Patients with UC
were more concerned with develop-
ment of cancer [18,29].

IBD related factors

Disease activity and HRQOL

QOL depends on disease activity. The
results of many clinical studies con-
firmed correlation between disease
activity indices such as the Crohn's
Disease Activity Index (CDAI), Harwey-
Bradshaw Index. IBDQ scores correlat-
ed highly with the CDAI (r = -0.67;
p < 0.0001). The reliability coefficient
of the IBDQ score was 0.70 versus

0.66 for CDAI and 0.55 for the Harvey-
Bradshaw index [34].

Classification of Crohn's disease
and fenotype-genotype connections
and HRQOL.

The best classification for Crohn's
disease would be ethiologic classifica-
tion. However the origin of the disease
is not known and scientists would like
to find answers to questions regarding
the higher incidence in some races,
family or in the case of siblings.
A search is underway for connections
between fenotype and genotype of the
disease. Several classification sys-
tems have been developed to define
more homogenous patient groups that
could be used in research and clinical
practice. The first classification was
based on the anatomic location of the
disease. Greenstein et al suggested
classification of patients according to
indications for surgery - either perfo-
rating or non-perforating. These char-
acteristics were combined with the
extent of the disease and surgical his-
tory in the “Rome classification”. The
Vienna Classification was developed
by an international group of experts in
1998 in Vienna. The Vienna Classifica-
tion of Crohn's disease was developed
as a simple tool to categorize Crohn's
disease on objective and reproducible
clinical variables. The Vienna Classifi-
cation is defined according to 3 variab-
les - age at diagnosis, localization of the
disease and behavior of the disease.
The Montreal modification of Vienna
classification is the new modified form
from 2005. The Montreal classification
is based on the same definitions but is
supplemented with an extra age group
and two modifiers. The modifiers are
upper gastrointestinal tract disease L4
and perianal disease p.

Casselas did not find connections
between the fenotype of the disease
and HRQOL [13].

Affects of treatment on HRQOL - con-
servative treatment
For assessment of treatment the two

main aspects are effects and adverse
events. Many clinical studies show
that effective medical treatment
appears to improve HRQOL. It is
necessary to evaluate the QOL of
patients who were withdrawn from the
study. In Greenberg's study with
budenoside in active Crohn's disease,
in an eight-week trial, an oral con-
trolled-release preparation of budeno-
side at an optimal daily dose of 9 mg
was well tolerated and effective
against active Crohn's disease of the
ileum and proximal colon. The best
IBDQ score was seen in the group with
dose 9 mg daily. Measurement of QOL
helped to find the optimal daily dose
of medication [26].

The next double blind placebo con-
trolled clinical studies with mesala-
zine, azathioprine, cyclosporine and
6-MP have also been shown as effi-
cient for improvement of the HRQOL
and decreasing the number of relap-
ses [9,21,35-37,40].

Infliximab separate studies pre-
sented by Feagan and colleagues
demonstrated that treatment with
infliximab infusion every 8 weeks in
the ACCCENT 1 trial was associated
with improvement in health-related
quality of life, according to the inflam-
matory bowel disease questionnaire
(IBDQ) and the Short Form-36 (SF-36)
scores, when compared with patients
who received only one infusion. In
ACCENT Il trial QOL was assessed in
MC patients with fistulas. The IBDQ
was not the best type of questionnaire
in this case [55].

In the Feagan trial QOL patients
were randomly assigned to treatment
with intramuscular methotrexate once
a week or a placebo. IBDQ was used
for QOL assessment. At the start of
the study the mean value quality of
life scores were very similar. The IBDQ
in the methotrexate group was 162 +
17 and 159 £ 5 in the placebo group.
After 16 weeks of therapy the signifi-
cant difference between the groups
was found. Mean values were 169 + 4



obavy méli nemocni ze zhorSeni
nemoci, nezadoucich Gcink( léCby, at
jiz medikamentosni nebo chirurgické
(stomie), obavy z ovlivnéni osobniho
Zivota, zavislosti na druhych a obavy
z toho, jak budu vypadat (body image).
VétSi obavy byly pozorovany u zen

a osob s nizSim vzdélanim.

Faktory se vztahem k IBD

Viiv aktivity nemoci na HRQOL

Kvalita Zivota je zavisla na aktivité
nemoci. Vysledky celé fady klinickych
studii potvrdily snizenou kvalitu Zivota
u nemocnych s MC Klinicky aktivni.
K hodnoceni byla uZita cela rada
index(l. Nejvice uzivané indexy jsou
CDAI, Harwey-Bradshaw. Dotaznik
IBDQ vysoce koreluje s CDAI (r =-0,67;
p < 0,0001). Koeficient spolehlivosti
byl 0,70 oproti 0,66 u CDAIl a 0,55 pro
Harvey Bradshaw index [34].

Viiv klasifikace Crohnovy nemoci dle
fenotypu na HRQOL

Nejlepsi klasifikace Crohnovy nemoci
by byla klasifikace etiologicka. Plvod
nemoci vSak neni vysvétlen, proto se
hledaji odpovédi na otazky vyssiho
vyskytu u rGznych ras, rodinného
vyskytu, zvySeného vyskytu u dvojcat.
Hledaji se vztahy mezi genotypem
a fenotypem Crohnovy nemoci. Bylo
vytvoreno nékolik klasifikaci, které se
snazi definovat homogenni skupiny
pacientd a jsou vyuZivany nejen ve
vyzkumu, ale i v klinické praxi. Prvni
klasifikace byla zalozena na lokalizaci
nemoci. Greenstein et al. rozdélil
pacienty podle indikace k operaci na
typ perforujici a neperforujici. Rimska
klasifikace predstavuje kombinaci
rozsahu nemoci a chirurgické anam-
nézy. Videnska klasifikace Crohnovy
nemoci byla uvedena mezinarodni
pracovni skupinou v roce 1998 na
kongresu ve Vidni. Nemocni jsou
déleni podle véku v dobé diagnozy,

lokalizace nemoci a chovani nemoci.
Rozdéluje nemocné na 24 podskupin
[25]. Montrealskd modifikace Viden-
ské klasifikace vychazi ze stejnych
definic, ale pridava dalsi vékovou
skupinu a 2 modifikatory, postizeni
horniho gastrointestinalniho traktu L4
a modifikator perianalniho postizeni.
V praci Casellase nebyla prokazana
souvislost s fenotypem nemoci
a HRQOL [13].

Vliv Iécby na HRQOL - konzervativni
lécha

Pro hodnoceni kvality Zivota z pohledu
IéCby jsou dulezité jeji efekty i neza-
douci acinky. V klinickych studiich
by mél byt hodnocen i UGcinek na
nemocné, ktefi ze studie odstoupili.
Ve studii Greenberga byl uzit IBDQ
v multicentrické, randomizované, pro-
spektivni, placebem kontrolované
studii s budesonidem v Iécbé aktivni
Crohnovy nemoci. Ve skupiné nemoc-
nych, ktefi dostavali 9 mg denné nebo
15 mg denné ve srovnani s 3 mg nebo
placebem. IBDQ skére ukazalo veétsi
zlepSeni ve skupiné nemocnych, ktefi
uzivali 9 mg denné ve srovnanis 15 mg
denné. Méfeni kvality Zivota pomohlo
nalézt optimalni davkovani [26].

Dalsi dvojité slepé, placebem kon-
trolované studie ukazuji vyznamné
zlepSeni v HRQOL u pacientl 1éGenych
mesalazinem, azathioprinem, cyclospo-
rinem, infliximabem [9,21,35-37,40].

Feagan hodnoti kvalitu Zivota
u nemocnych |é¢enych infliximabem
ve studii ACCENT | pomoci SF-36
a IBDQ, méreni
v zaCatku a pred kazdou

byla provadéna
infuzi,
bylo prokdzano vyznamné zlepSeni
QOL u pacientt, ktefi dostavali infuzi
kazdych 8 tydnd oproti nemocnym,
ktefi dostali jednu infuzi infliximabu
[23,28]. Ve studii ACCENT Il byla
hodnocena QOL u nemocnych s MC
a pistélemi, IBDQ se v tomto pfri-
padé neukazal jako nejlepsi dotaznik
[55].

Ve studii Feagana et al. byla hod-
nocena QOL u nemocnych Ié¢enych

methotrexatem 1krat tydné a place-
bem. QOL byla hodnocena dotazni-
kem IBDQ. Na zacatku studie byly
hodnoty kvality Zivota velmi podobné.
Hodnota
skupiné byla 162 + 12 a v placebové
skupiné 159 + 5. Po 16tydenni
IéCbé bylo vyznamné zlepSeni QOL

IBDQ v methotrexatové

u nemocnych I[éCenych methotre-
xatem ve srovnani s placebovou
skupinou (hodnoty 169 + 4, oproti

151 + 6) [23].

Vliv Ié¢by na HRQOL - chirurgicka
Iécba

Celkem 50-74 % nemocnych s Croh-
novou nemoci vyzaduji alespon jeden
chirurgicky zakrok béhem Zivota,
chirurgické vykony jsou resekéni
a strikturoplastiky [46]. Casellas pro-
kazal vysSi kvalitu Zivota u nemocnych
po chirurgickych vykonech. Kvalita
Zivota byla srovnatelna s nemocnymi
v remisi, ale nizZ8i nez kontrolni soubor
[11]. Dosazeni remise vede ke zlepSe-
ni kvality Zivota bez ohledu na to, zda
remise bylo dosaZzeno cestou konzer-
vativni nebo chirurgickou. Thrilby hod-
notil 139 nemocnych po dobu 6 let od
operace a pozoroval zlepsSeni kvality
Zivota nejen po operaci, ale i v dlouho-
dobém sledovani [57].

Tillinger sledoval nemocné 2 roky
po operacich na tlustétm a tenkém
stfevé. Aktivita nemoci se po operaci
vyrazneé snizila. U nemocnych v remisi
byla zlepSena HRQOL [58].

Yazdanpanah analyzoval nemocné
po ileokolické resekci pro MC pred-
operacné a 3 mésice po operaci. Ve
skupiné po operaci bylo prokazano
zlepSené skore v obou mérenich, jak
SF-36 tak i RFIPC [61].

Broering studoval HRQOL u ne-
mocnych po strikturoplastice a pro-
vedl srovnani s nemocnymi po resek-
¢nim vykonu na tenkém strfevé pro
stendzu. Restendza byla ve 36 % po
strikturoplastice a ve 24 % po
resekénim vykonu. Kvalita Zivota je
srovnatelnd u obou typU vykon0.
Pridmérna hodnota IBDQ v souboru po



in the treatment group, 151 + 6 in
placebo group [23].

HRQOL - effects of Surgery in Crohn's
disease

A majority of 50 % to 74 % of pa-
tients require surgery at least once in
their lifetime. Surgical approaches
include resection and strictureplasty
[46].

Effects of surgery on HRQOL can
be different depending on the type of
surgical technique and if it is curative
or not. Casellas compared patients in
remission with previous resection with
clinically active and the last group was
medically induced remission. HRQOL
improves during remission irrespecti-
ve of whether this had been achieved
medically or surgically. Thrilby evalua-
ted 139 patients undergoing surgery
for IBD and follow-up up to 6 years.
The QOL is poor in patients going into
the surgery. Surgical resection impro-
ved the QOL. HRQOL in this cohort
was equal to or better than normal the
population [57]. Tillinger prospectively
evaluated the effect of surgery for
Crohn's disease. Tillinger observed
the effect of surgery for MC on HRQOL
following patients for two years.
Patients in remission had significantly
improved HRQOL after 24 months as
compared to patients who postopera-
tively developed chronic active dis-
ease [58].

Yazdanpanah assessed patients
after ileocolic resection before opera-
tion and 3 months after operation. In
the group, the post-operation mean
score in all scales of the generic
(SF-36) and disease-specific (RFIPC)
questionnaire were higher [61].

Broering studied HRQOL after
strictureplasty compared with seg-
mental resection for large bowel
stenosis. The recurrence rates were
36 % in the strictureplasty group and
24 % in the resection group. The QOL
is similar in both groups. The mean
IBDQ in the strictureplasty group was
167 and 181 in resection group [6]. In

another paper Broering compared
QOL after strictureplasty and/or resec-
tion for small bowel stenosis. The
IBDQ was again comparable (Mean
IBDQ 177 after strictureplasty and
182 after resection) [5,46].

Quality of life for those suffering
from Crohn's disease and ostomy -
ileostomy and colostomy

QOL in patients with ostomy is difficult
to compare separately. Patients with
UC and Crohn's disease are assessed
together in many papers. Colectomy
with ileorectal anastomosis is indicat-
ed in severe Crohn's disease affecting
the colon and surgery may be needed
to remove the entire colon. If the rec-
tum is unaffected by the disease, and
patient has no perianal involvement it
may be possible to provide ileorectal
anastomosis. In the case of rectal
affection and perianal Crohn's disease
proctectomy or proctocolectomy is
indicated with ileostomy. The greatest
concern of patients with IBD is of
having an ileostomy. In the Carlsson
paper, worries and concerns were
assessed using the RFIPC and SF-36.
There were 21 patients in the study.
The greatest concern for subjects
with an ileostomy was intimacy.
Vitality was reduced compared to
controls [10]. The study was design to
evaluate long-term outcomes for
patients with continent ileostomy. QOL
was higher in all scales in comparison
with patients who had a Kock reser-
voir and then reverted to a Brooke
ileostomy [47].

The Berndtsson paper compared
QOL in patients with continent ileosto-
my with the aid of SF-36 to that of the
general population and found to be
similar [1].

The New Stoma-QOL questionnaire
for patients with ileostomy or colosto-
my was validated. The 20 items in the
final questionnaire covered four areas
- sleep, sexual activity, relations to
family and close friends and social
relations [52].

IBD independent factors

Age and HRQOL

Age is one of the most important fac-
tors related to QOL. We can find worse
QOL in adolescent age due to higher
perception of disease, body image
and searching for identity. The QOL in
older age can be decreased by lack of
social support and comorbidity [12].

Sex and HQOL

The differences between men and
women were confirmed in many clini-
cal studies. Women have lower QOL in
the majority of clinical studies but not
however in all. A lower level of QOL
was repeatedly found in young
women. The main factors are psycho-
logical factors, perception of disease
and fears. Women assess the symp-
toms as more serious. Even in the nor-
mal population women obtain lower

scores than men [56].

Education and socio-economic
variables and HRQOL

Patients with a lower degree of educa-
tion can have worse access to medical
care and have a lower QOL. The onset
of disease in younger age can affect
accession to the education and
achievement of full education [41].

Disease-related knowledge

and HRQOL

Most patients would have liked more
information about disease. However,
improving the level of information has
its limitations. The effect of an educa-
tional intervention on HRQOL in
patients with IBD was not found posi-
tive. The addition of educational book-
lets about IBD does not improve, and
may worsen, short-term HRQOL. The
education of newly diagnosed or less
informed patients should be studied
further [3].

Psychological status, depression
and HRQOL
IBD patients with fears, depression or



strikturoplastice byla 167 po resekci
181 [6].

V dalSi praci srovnaval kvalitu
Zivota po chirurgickém feSeni stendz
na tlustém strevé na tlustém strevé
hodnota IBDQ byla opét srovnatelna
(177 po strikturoplastice oproti 182
bodlm po resekci [5,46]).

Kvalita Zivota nemocnych

s Crohnovou chorobou a stomii
Kvalitu Zivota u nemocnych se stomii
je obtizné posuzovat oddélené,
v pracich byvaji uvadéni pacienti jak
s Crohnovou chorobou, tak ulcer6zni
kolitidou.

Kolektomie s ileorektoanastomé-
zou je indikovana v pripadé kolitidy
celého tracniku ¢i multisegmentalniho
zanétu bez pfitomnosti rektalni a peri-
analni formy onemocnéni.

Proktektomie Ci proktokolektomie
je indikovana pfi zanétlivém postize-
nim traéniku i rekta a pfi torpidni peri-
analni formé. Nemocni maji z ileo-
stomie obavy. Kvalita Zivota u nemoc-
nych s ileostomii byla sledovana
v praci Carlssona, do studie bylo
zahrnuto 21 nemocnych. Hodnoceni
bylo provedeno obecnym dotaznikem
SF-36 a specifickym RFIPC. Nemocni
s ileostomii méli nizsi kvalitu Zivota,
nejvétsi zhorseni bylo prokazano
v oblasti intimity, zhorSena byla také
oblast vitality [10].

Restorativni  proktokolektomie
s pouchanalni anastomézou a dlouho-
dobé sledovani kvality Zivota bylo pub-
likovano skupinou z Clevelandu [47].
Kvalita zivota u pacientd s kontinentni
ileostomii byla vyssi ve vSech Skalach.
V praci Berndtssona byla kvalita Zivota
u pacientd s kontinentni ileostomii
srovnavana pomoci SF-36 s béznou
populaci. Kvalita Zivota byla podobna
bézné populaci [1]. Pro pacienty
s kolostomii nebo ileostomii byl validi-
zovan novy specificky dotaznik Stoma-
QOL. Dotaznik obsahuje 20 otazek
a zahrnuje 4 domény: spanek, sexual-
ni aktivitu, vztahy v rodiné a s blizkymi
prateli [52].

Faktory bez vztahu k IBD

Viiv véku na HRQOL

Vék je vyznamny faktor ovliviujici kva-
litu zZivota. V adolescentnim véku se
muze zhorSit vnimani nemoci, body
image a hledani identity. U starSich
nemocnych mdZe kvalitu Zivota sniZo-
vat nedostatek socialni podpory, exis-
tuje zde také vztah mezi pritomnosti
komorbidity a vyslednou kvalitou
Zivota [12].

Vliv pohlavi na HRQOL

Rozdily v hodnoceni kvality Zivota mezi
muZi a Zzenami byly prokazany v rfadé
studii. Kvalita Zivota u Zen ve srovnani
S muzi je nizSi ve vétsiné studii, ne
vSak ve vSech. U mladSich Zen s Croh-
novou nemoci byla opakované proka-
zana nizSi kvalita Zivota. Hlavni roli zde
vetsi

hraji psychologické faktory,

vhimani nemoci a obavy. Zeny hodnoti
své priznaky jako tézsi. Dokonce
i v bézné populaci zeny hodnoti svoji

kvalitu Zivota hife nez muZi [56].

Viiv vzdélani a socialné ekonomicky
stav na HRQOL

Nemocni s nizSim stupném vzdélani
mohou mit horsi pristup k lékarské
péCi a maji snizenou kvalitu Zivota.
Vyskyt nemoci v mladSim véku miize
ovlivnit pristup ke vzdélani a dosazeni
plného vzdélani [41].

Viiv edukace na HRQOL

Rada nemocnych si stéZuje na nedos-
tatek informaci o nemoci. ZlepSeni
informovanosti ma vsak své limitace
[44,56]. Cela fada studii se zabyva
vlivem edukacnich program( u ne-
mocnych s IBD na kvalitu Zivota. Nebyl
shledan pozitivni vliv edukace na kva-
litu Zivota u GCastnikl edukacnich pro-
gramu v kratkodobém sledovani [3].

Viiv psychického stavu a deprese na
HRQOL
Nemocni s IBD trpici obavami, depresi

nebo obojim maji nizsi kvalitu Zivota

mérenou jak IBDQ, tak EQ-5D.

Depresivni nalady maji velmi negativni
vliv na prabéh a tizi choroby [22,45].
Existuji vyznamné vztahy mezi psy-
chickym stavem, IBD a funkénimi
stfevnimi poruchami. Nemocni s IBD
mohou mit v prlibéhu nemoci pfiznaky
charakteristické pro drazdivy traénik
(IBS). Vyskyt pfiznakl IBS je Castéjsi
u nemocnych s mirnou klinickou akti-
vitou nebo v remisi. Nemocni s IBD trpi
funkénimi symptomy, zvlasté zména-
mi strevni motility, visceralni hyper-
senzitivitou. Tyto funkéni symptomy
zhorSuji kvalitu Zivota i u pacientd
v remisi. Rozpoznani a lécba IBS
symptomatologie u téchto nemocnych
vede ke zlepSeni HRQOL [53].

Nejcastéjsi obavy u nemocnych s IBD
podle Irvinové jsou:

Mohu ocekavat normalni délku
Zivota?
Budu moci mit rodinu, pracovat
a vést normaini Zivot?
Nedostanou moje déti IBD?
Budu muset na operaci?
Jaké je riziko rakoviny?
Jak zjistim, Ze nemoc znovu zacina?
Jsou néjaké nezadouci GCinky moji
IECby?
Je dostupna nejlepsi 1éCba a mohu
si ji dovolit? [33]

ZhorSeni stavu vyzivy je Casté u ne-
mocnych s IBD. V prehledné praci
Normanové byla prokazana vétsi
redukce kvality zivota u nemocnych
s malnutrici. V tomto souboru byl
zjiStén vétsi vliv malnutrice na kvalitu
Zivota (hodnoceno dotaznikem SF-36)
u pacientl s IBD ve srovnani s nemoc-
nymi s jaterni cirh6zou [49]. Kvalita
Zivota a domaci enteralni vyziva byla
posuzovana obecnym dotaznikem
WHOQOL v préaci Burede et al. UpIna
domaci enteralni vyziva signifikantné
zlepsila subjektivni hodnoceni dusev-
niho i télesného zdravi, socialni
a osobni aktivity, zvyky, celkovou Zivot-
ni spokojenost a schopnost vést

smysluplny Zivot [7].



both have lower QOL in IBDQ and EQ-
5D scales. Depressive mood associa-
ted with anxiety have negative in-
fluence on the course of disease
[22,45]. There are important connec-
tions between psychological status,
IBD and function bowel syndrome. IBD
patients may have symptoms charac-
teristic for irritable bowel syndrome
(IBS). The prevalence of IBS-like symp-
toms is higher in patients with mild
clinical activity or those in remission.
IBD patients suffer from changes in
gut motility and visceral hypersensitiv-
ity. Diagnosis and therapy of IBS symp-
tomatology lead to improvement of
the HRQOL [53].

The most prevalent fears according
to Irvine are:
Will | have a normal life expectan-
cy?
Will | be able to have a family, keep
a job and perform normal daily
activities?
Will my children get inflammatory
bowel disease?
Will I need surgery?
What is the risk of getting cancer?
How can | know when | will next
have a flare-up?

Are there any side effects from my
treatment?

Is the best treatment available to
me and can | afford it? [33]

Nutritional status is often found to be
IBD The
Norman review proved a reduction in

deteriorated patients.
QOL in malnourished patients. Overall
quality of life was lower in malnouris-
hed IBD patients in comparison with
liver cirrhosis [45]. QOL and home
enteral nutrition was assessed by
BureS et al. The general WHOQOL
questionnaire was used. The home
enteral nutrition significantly improved
subjective assessment of mental and
physical health, social and personal
activities, customs, overall life satis-
faction and ability to live a full life [7].

The Sickness Impact Profile was used
by Drossman. He found worse QOL in
IBD patients in comparison with the
normal population but better in com-
parison with rheumatoid arthritis, mul-
tiple sclerosis or amyotrophic lateral
sclerosis. In both studies the better

QOL was found in ulcerative colitis
patients than in those suffering from
Crohn's disease.

The QOL in ulcerative colitis and
IBS were significantly worse than that
for their age- and sex-matched con-
trols. The modified IBDQ was used by
Love and the score was significantly
worse in IBD patients [43].

Significant technical development,
accurate diagnostic imaging methods
and huge amounts of laboratory tests
are typical for modern medicine. On
the other hand, time pressure does
not allow for broad assessment of
other influences of disease or psycho-
logical, social and environmental fac-
tors, which can have an influence on
patients. The relationship between the
patient and the doctor is becoming
more complicated. The paternalistic
model is changing to the partner
model. QOL assessment offers a holis-
tic view of the patient in the context of
the disease and environment, tailored
therapy, individual access, recognition
of hidden problems, improving com-
munication and monitoring therapy
response.
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