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H eKtiunon tn¢ noidtntac ZwNng

OTIC (PAEYUOVWSEIC EVIEPONAOEIEC,

ME EIBIKG EpwThUaTonOYIa

To NOPASEIVUO TWV XEIPOUPYIKWV ENEPRAOEWV

O1 1510M06EgiG PASYHOVWOEIG EVTIEPIKEG VOOOI (IOEN) gival xpovia voorpata,
nou h ENiGPACH TOUG OTh Zwh TKWV 00BEVWV gival Gueon. H noidtnta Zwig
MOU OXETIZETOI JE TNV UYEIO NAPEXEI MIO GPAIPIKA EKTIINCN ThG Gnoyng Tou
000gVOUG, TNG EUNEIPIOIG TOU HE Th VOOO KaI TNG AEITOUPYIGG TOU OTOV KOI-
VOVIKO, YUXOAOYIKG Kol GUVAIGONUATIKO TOMEN. MEPICGOTEPO AZIONIOTA EP-
YORAEia yIa TV EKTIUNGN TG noidtntag {whi¢ gival ta dUo EISIKA yia TG IOEN
£pwThatonoyia, To IBDQ Kai to RFIPC, HE anoSedEIYPEVN EUAIGONGIO KOl O-
ZIonIoTia yIo Xproh 6€ KAIVIKEG HEAETEG, ONOU GUYKPIVOVTOI XEIPOUPYIKEG OE-
paneieg via tig IOEN. "Exel JETPNOEI n noidtnta Jwn¢ NPIv KAl META ano XeEl-
POUPYIKEG ENEPRACEIC, UE OKONG VA AEIOAOYNOEI N XEIPOUPYIKN ENEUBACN WG
npog¢ th BEATIWON TG NoIGTNTAG ZWNHE. ZUVABWG YIVOVTAI GUYKPIGEIG S101¢p0-
PETIKWV TEXVIKWV OAIKAG KOAEKTOUNAG (ME VEORNKUOO, EIREOCTONIC, Si0ThpN-
On TUAPOTOG TOU 0pBOU) MG NPOG TV ENIGPAGCH TOUG 6TNV NOIGTNTA WG TWV
acbevwv. Etol, Sivetal n duvatotnta, aZionoywvtag pagi ue GAREE napapé-
TPOUG KOl ThV noIdThTa ZwNAG, VO NPOTUOEI 6TOV AGOEVA n EUVOIKOTEPN Kl
oné thv dnoyn tng noidtntag wng Ogpanegia. Eival anapaitnto vo YEVIKEU-
6gi h Xpnon Twv EISIKWV YIa TIG IOEN gpwTthpatonoyiwv 6 AL TIG LEAETEG
6nou Guykpivovtal OnoTENECHATO BEPANEUTIKWY NOPEURACEWV, WOTE VO &-
Edyovtal acpann Kal GUYKPIcIa cupngpaopata.
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A€§e1g gvpenpiov

EARSNG konimda
Epwtnpatondyia
Néoog tov Crohn
[Toi6tnta zwng

Eivar yvworé 6u o1 xpdvieg véool, ektég and m vo-
onpdtntd tovg, Snpiovpyovv npoBaripara ornv Kabn-
pepIvA zon 1oL NACXOVIOG, EMNPEAZOLV TNV OIKOYEVEIL-
akn tov Kardoraon, th cLVAICONUATIKA TOL ZeN KAl MOA-
Nég dnAeg mapapfrpouvg Tng kKabnpeprvdintag. H eni-
Spaon avtii e€aprdral ané nonnovg napdyovieg, Snwg
(a) mapdyovteg ave€dptntovg tng Bapvintag tng vécou
Kal ING Mo1dINIag T®V MAPEXOUEV®V LIINPECIOV LYEIAG,
anAd OXeTIKOUG PE TNV MPOO®ITIKATNTA ToL acBevoig (n-
Akia, @UAO, KOIVWVIKOOIKOVOUIKN Katdotaon, otdon a-
névavtl otn véoo), (8) napdyovieg nov oxetizovrai d-

peoa pe tn véoo (Baptnta vécou, ocuxvdinta LHoTpo-
MOV, QAPHAKEVTIKA KaAl XEIPOLPYIKA Beparneia) rai (y)
Beparneia mov e@apudzeral kKai tnv enidpacn Ing otn zmn
10V aoBevoivg (moidtnta nepibanyng).

O1 1810naBeic pAeypovddelg eviepikég véoor (IPEN)
sfval xpdvia voorpara, nov n 81a8popn tovg XAPAKIN-
pizetar and e€dpoeig Kal LEPEOEIS Kal n eniGpacn ToLg
o zon twv acBsvédv efvar dueon. H napadooiarn e-
kripnon g Bapuintag twv IPEN Sev cvunepinapBdver
v dnoyn tov acBevolg yia T véoo TOL Kadl TN CLVO-
AIKA eniSpaon g véocou otnv vyeia tov. Efval mpoga-
vég S n yevikStepn Kardoraon Ing vyeiag tov acBe-
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voUg 6ev kabopizetal pévo and tn Baplinta kail v &-
vepydnta g véoou, Mov PeEIpavial napadooiakd Ka-
1d v RAIVIKA ektipnon g ndnong, andd eniong xai
and 1tovg onpavikovg napdyovieg nov avaggpbnkav
napandve, dnAadn v PuxoNoyikA Kardotaon, v e-
MAayyENHATIKA, KOIVOVIKA KAl EPMOTIKA ZMN, MONITIOTIKESG
KAl AANeg 18soNoyieg Kal, KLPIwG, TIG EMIMAOKES KAl a-
vemBounteg evépyeieg tng Bepansiag. Mia nepiBanyn
rnov efval anokA€1oTIKd NMpocavaroNIcPEvn oy KAIVIKA
pévo nasvpd tng véoov Kar Sev AapBdver vnéyn ng
TOLG Mapdyovieg avtolg, eival €K TV MPpAyHdIov pid
eNAINNG nepiBanyn.

[Na va ekupnBef pe peyanttepn svaicbnoia n sniGpacn
1ov IPEN ormv vyeia, 6a npéner va xpnoipornoinBovv
HEBoSo1 nov va cuvuroNoyizovy TOLG NAPAYOVIES MOV
v ennpedzovv. Emnndov, o1 napdyovieg avrof Ba npé-
re1 va pnopotv va perpnBolv aviKelPevikd, dote va
aflonoynBovv pe oratotkég pebédovg. Mia mpakukni
OLVEIEIa avtiig Ing npoosyyiong Ba eival n Svvardinta
oxebiaopol pe nA€ov aAnoreNeCUATiKG TIPSO TWV OL-
ompdIov Napoxng vnnpeoidv vyeiag kai n afiondynon
Bepanevtkdv napspBdoswv.’? AkpiBaig tnv npoosyyi-
on auti emxelpeil n PEPNon NG roidnNtag zmng rov
oxerizetal pe v vyeia (Health Related Quality of Life,
HRQoL), napéxovtag pia noootki ekiipnon tng dno-
wng tov acBevolg yia v vyeia Tov, aAnd Kal Ing A&l
TOLPYIAG TOL OTOV KOIV®VIKGS, WPUXONOYIKS Kal ouval-
oOnpanks topéa. H npoogyyion avtrd, B€Baia, sival kd-
11 tensiwg S1a@opetikG and tnhv anin pgrpnon evog Sei-
KIn evepydintag tng véoov.?

2. EPTAAEIA TIA THN EKTIMHZH
THX MOIOTHTAX ZOHX XTIX IDEN

Ta e181rkd (disease specific) epyaneia 1 epornuaro-
Ady1a €xovv 1a e€nig mAsovekIripara £vavil twV YeVI-
KOV gpoinparodoyiov: apsvdg Siabgtovv tnv aglomni-
OTid TV YEVIK®OV —®G MPOEPXOPEVA KAl KATAPXNY OL-
VKpIVOPEVA PE AaLTd— KAl APETIEPOL MAPEXOLV MEPIC-
odtepeg nAnpo@opisg yia €181kd npoBAripara kai avn-
OULXIEG TWV ACOEVAV HE H1a OLYKEKPIPNEVN VACO. ZU-
ven®g, eivar oe B€on va Siakpivouv adnayEg kartd tnv
nopeia tng véoov, n.xX. perd and pia Bepanevtiki na-
péuBaon.®

2mv ektipnon ng mnoidintag zong oe acBeveis pe
IPEN €xouvv kabiepwbei, wg afidmora, svaiobnta rai
gyrupa, 8Vo €181Kd ep@INPATONSYIA: TO £PWINUATONS-
yio yia 1ig IPEN (Inflammatory Bowel Disease Question-
naire, IBDQ) ka1 n kdpta ekriunong 1@v avnouxidv a-
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o0evddv pe IPEN (Rating Form of Inflammatory Bowel
Disease Patient Concerns, RFIPC).

To IBDQ eivar éva €161ké gpmtnparondyio pe 32 6¢-
para-epwmoeig, nov €xel oxebiaotel orov Kavadd wg
epyaneio p€rpnong yia KAIVIKEG PHENETES eni acBevdv pe
IPEN. H Beparonoyia twv epwmosnv tov IBDQ pno-
pel va 81akpiBel oe 1€00epig Karnyopieg: cvuniduara
nentkoy, Yevikd cupnidpara, cuvaiodnPartkeg Asrovp-
vieg, KOWVIKEG Nermovpyieg. H tedikni poperi tov IBDQ
eNéyxOnke g npog 1o Kartd néoo Sivel anorenéopara
rnov pnopotv va avanapaxBovv, kartd néco pnopei va
avtanokpiBei oe ahdayég ka1 u aiomotia S1abérer.’ To
IBDQ é€xe1 aflonoynBei oe Sidpopeg yADOOES Kal €Xel
anodeixBei afidmoro kai svaicOnto os Si1apopetikd no-
Amotikd ka1 Kowmvikd nepiBdanovia. Yndpxouvv ortab-
piopéveg petappdoeig tov ota OAnavOikd, lonavikd,
Kopeatkd kair EAAnvikd. 2 O tpénog tng andvrnong otig
gpmtriosig tov IBDQ, av 8nnadni yivovrar kard tm 8idp-
Kela ovveévtevéng oupnAnpovueveg and 1o yiarpd N av
anavidvrai kar karaypdeovrtal and tov idio tov acbe-
vy, 8ev Bpg€Onke va naizel kdnoio péno éoov agopd ta
npoxvmntovia anotehéopara.®

To RFIPC nepinapBdver 25 egpwiriosig kar €xel oxe-
Siaotel dore va ovpunAnpdverar ané tov acBevri. “Exet
600¢f gupaon kard v emAoynh IOV EPOIACEDV, DOTE O
aoBevrig va vroBonBeital va ekppdzel TIG LITOKEIUEVIKES
TOL AVNOULXIEG MOV OXETiZOvTAl PE TN PAEYPOVAOSN gvie-
pondBeia. To RFIPC, nov 8nupiovpyndnke otg HIA, a-
&lonoyrbnke apxikd cuykpivéuevo pe 860 epwinparo-
ASy1a p€rpnong NG YEVIKAG PUXONOVIKNG Katdotaong
Kal NG PuxoNovikAg Svogopiag.’ Xe pia avorpiakn pe-
A€, énov xpnoipornoiriBnke 1o RFIPC, Bpébnke pikpn
ovox€non peradl agevdg tov @oBidv Kal tng avnou-
xiag twv acBevdv pe IPEN, dnwg perpribnkav pe 1o R-
FIPC, ka1 agerépouv Bionoyikdv Seikidv tng véoov, 6-
nwg evepydmta, Bapvinta tng nopeiag, Sidpreia vo-
ocov.” O Adyog yia tn xapunAn avti cuox£tion eival To
YEYOVOGS OT1 To gpmtnparondyio avid Baoizetal os £ow-
TEPIKEG, LMOKEIPEVIKEG AVNOLXIEG, nov 8ev ennpedzo-
vial ndvia and e§wreplk€g napapsipouvg, Onwg o1 LVIOo-
1ponég tng véoouv Kai ol 8idpopeg Bepancuviikég mna-
pepBdoseis. To RFIPC €xer eniong afionoynBei oe Zov-
nSovg acBeveig.1”

3. XEIPOYPTIKH OEPATIEIA IOEN KAI MOIOTHTA ZOHXZ

Méoa and 1o napddsiypa g Xpnaoipornoinong vooo-
e181K®OV epyansimv yia Ty eKTipnon ng noidntag zw-
g og pendteg pe aoBbeveig pe IPEN, o1 onoior vrioBan-
Onkav oe xe1povpyikég enepBdoelg, Oa npoonabricov-
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He va &eifovpe n onpacia 1wV ep@INPATONOVI®V yia
NV EKT{UNON TnG MnoidIntag zmNng Mov OXETiZEIAl UE TNV
vyeia.

3.1. Xeipoupyikr| Bepartreian eAkwdoOLG KOAITIOOG

Téooepig S1a@opeTikEG XelpoLpyIkEG enepBdoelg €-
xouv XpnoiponoinBei 11g tenevtaieg SVo Sekrastieg ot a-
00gveig pe eNKOSN KONTISA: MPWKIOKOAEKTOUN HE UG-
viun eieootopia, MP@KIOKONEKTOUN pe Snpiovpyia An-
KUBou ka1 einsootopia (Kock pouch), oAk KoAsktopn
Ue €1Ne00POIKA avaotOpu®on Kai, TENOG, ONIKI KOAEKTIO-
uri pe Snpiovpyia veoNnkGOouL Kal e1Ae0SAKTLAIKY ava-
otépmon. ¥’ SAsg 11¢ napandve TEXVIKEG n Bvnidinta
eival mons xapndri. Qotdco, n evieplkn Asitovpyia e-
nnpedzetal oe Siapopetkd Babus and kdOe enéuBaon,
ev®d KABes popon enéuBaong napovoidzer 81a@opeTIKG
10no Kai ovxvdointa voonpdintag. ['a tovg Adyoug av-
100¢g, n noidtnta zong Ba pnopovos va anotenéoel §va
noAV Xpricipgo Kpitriplo yia v afiondynon v enep-
Bdoswv avtadv. H noidinta zorig €xel ektipnBei 1éco npo-
600 Kal peteyxelpntikd, pe oréxo tn Siapdpemon BOe-
PAMEVTIKAG OTPpATNYIKAG, KaB®g Kal tnv anddeién tng a-
&lag g xe1povpyiknig Beparneiag oINV AVIIPETOMION TNG
[®EN. Exkupcviag v noidinta zong, npiv kai €va xpo-
vo petd, oe acbeveig nov eixav vnoBAnBsi os Sidgo-
poug tonovg snéuBaong, Bpébnke onpaviikn BeAtimon
og 6novg Tovg acBeveic nov pe BAon v KAIVIKA TOLG
g1kéva eixe anogaoioteif va xeipovpynBovv.?®

H noidtnta zong acBevédv nov €xovv vnoBanBsi oe
KONEKTOUN Kal £1Ae00pBiknA avaotdpmon Bpébnke va ei-
vai kavornointikni: to 80% nepinov tov acBevdv Bsw-
povoav 41 n enéuBaon NPoo@PEPEL IKAVOIIOINTIKA MO16-
nta zong.”® Linv nepintwon tng KONEKTOUNG PE €INEO-
SaxTuAIkA avactéumon, ta anotenéopara \Hrav naps-
poia: dve tov 90% 1wV acBevdv avépepav 1KAVONoIn-
TIKA no1dInta zmnig Uetd Tnv eINE0SAKTLAIKN AvacTSU®m-

0n.19—21

H noistnta zerig petd ané konektopn pe eineoSaktv-
AIKA avaotéumwon kal Snpiovpyia veoAnkbBbov €xel ou-
vKp1Oei pe tnv noidinta zong perd and sisootopia, >
e1iAeootopia pe Snpiovpyia veoAnkvBov (Kock pouch),’®
xoNokvotektoun? kai @apupakevtkn Bepansia.? And tig
OXETIKEG pHeNgteg S1amotdveral opo@mvia mg rnpog 1o 6-
11 n KoNekToun pe Snpiovpyia veoAnkvBov e§acpanizel
v vynAdtepn noidinta zong.## Empépoug Siapopés
ota anotenéopara pnopsl va ogeinoviar ortig Siagope-
T1KEG opd8eg aocBevav, oe S1a@opés G Mpog tn Xel-
POLPYIKA TeEXVIKA Kal thv £€e16ikevon Tov KEVIpoL Kal,
B£Baia, os S1apopés twv «epyansiov» (vevikd, €181kd,
AySTEPO Kal MEPIOCSTEPO gvaiobntd) Mov XPNOIUOMNOIA-
Onkav yia tnv ekripnon g noidintag zong.
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3.2. MoiétnTa (g PeTd oo eIAe00TOIC

216X0G TV HEAETOV, Orov eKkupdral n noidnta zong
oe aoBeveig pe eileootopia, eival va evromaorovv ta €l-
S81kd npoBaripara tng 181K avtrig Karnyopiag acBevodv
Kdal, OIn OLVEXEIA, va 0xed1aotobV o1 NAEOV ELVOIKES Ma-
pepBdoeig. AoBeveig pe enk®dSN konfmba, nmov vVoBAN-
Onkav o OAIKA KONEKTOPN HE PévIUn €INEOCTOUIa, Te-
pIEypapav In zon 1oV WS PUOIOAOYIKA Ot Nocootd d-
v 10V 92%.% T acbeveig nov efxav apxikd e1NeooTo-
pia kar karémv pe Sebrepn enépBaon €yive Snpiovpyia
AnkGOov (Kock pouch), BpéBnke onpaviikn Beatimon tng
notdtntag zong perd m Sevtepn enéuBaon. O1 aoBeveig
avépepav Bedtimon ce LYNAG MOcOOTd OINV KOIV®VIKNA
Spaotnpidinta kai v dOnanon (85-97%), otn osfovani-
ki zon (75%), ota taibia (78%), onv epyacia ka1 otnv
eknaidevon (76%).2647

2 6Neg TG napandvm NePINTAOOEIS, N HEIpnon Ing Mot-
dmnrtag zwnig, 1éco pe 1o IBDQ oo kai pe to RFICP, a-
Slondynoe 11g 81dpopeg xe1poLpyYIKEG napsuBdoelg, emi-
Adyovrag T1g KanUtepeg Kal NyStepo emBapuLVTIKEG.

3.3. Xeipoupyikrj Beparreia véaou Tou Crohn

2e aoBeveig pe véoo touv Crohn, 5-10 xpdvia perd n
xe1povpyIKn enépBaon Bpgbnke 61 ta cuvum@uara Atav
nmdtepa kai 4t n noidinta zong BeAudOnke, pe 1o 85%
10OV acBevadv va ava@Epel QUOIONOYIKNA KOIVOVIKNA Kal

enayyeAUankn zon. %

4. XYMITEPAZMATA

Alarmotdvoupe 3t vridpxel évag avanpooavaroniopds
ng €pevvag Mnpog ta 18iaitepa npoBaripara tov pécouv
aoBevn pe IPEN. Meéxpr ka1 oripepa, os NMONNEG PENE-
16 Xpnoiponolobvial un ctabuiocpgéva Kai npoxeipa «ep-
yaneia» yia v ekripnon tng noidintag zong. O1 Sia-
@opéEg nov €xovv naparnpnBei oe Sidpopeg pendreg Ba
pnopovoav va anodoBbouvv exkei. Ta e181kd yia g IPEN
epOINUAToNdyla, Mov €xovv orabuiotel OTo MOAIICTIKS
Kal yAwooIkS nepiBAannov tov acBevoig, Sivouv mnepio-
odtepo adidmoreg perpniosls. To yeyovég auvtd Siarmi-
or@dveral s0KoNa Kal and TG XEIPOLPYIKEG PENETEG IOV
napatédnkav. H emnoyn tov epyansiov e€aprdrar and
v dnoyn tng noidintag zmng nov B€hovue va ava-
Seifovpe nepioodiepo. To IBDQ napovoidzer peyanv-
1epn ovox€tion pe Seikieg evepydintag 1wv IPEN, svd
10 RFIPC, nov sivai npocavaroniopévo ortig @oBieg kat
avnouxieg tov acBevolg, avIIKATOMIPIZEl TIG PULXONOYI-
KEG KAl KOIVMVIKEG MAeLPES towov IPEN and v nasupd
0L aoBevoug.
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Assessing quality of life with disease specific instruments in inflammatory bowel disease.
The example of surgical interventions
[LA. MOUZAS, A.G. PALLIS
Department of Gastroenterology, Medical School, University of Crete, Crete, Greece

Archives of Hellenic Medicine 2001, 18(3):267-271

Inflammatory bowel diseases (IBD) are chronic diseases with a course characterized by relapses and remissions,
and with direct impact on the life of the patients. In order to develop sensitive and accurate instruments for
measuring the influence of IBD on the general health of the patients, the methodology must take into account sev-
eral parameters. Two IBD related questionnaires have been developed, the inflammatory bowel disease question-
naire (IBDQ) and the rating form of inflammatory bowel disease patient concerns (RFIPC), both of which have
proven reliability and sensitivity. Health related quality of life has been measured before and after surgery in or-
der to appreciate the impact of the surgical intervention on the quality of life of IBD patients. Comparisons be-
tween different techniques of total colectomy, with or without ileostomy or pouch, considering quality of life as a
major parameter, have been conducted using validated questionnaires. As a result of this approach, the treating
gastroenterologist is able to choose more precisely the best and less burdening surgical alternative for the indi-
vidual patient. There are still several problems to be solved concerning the way in which quality of life is measured
in IBD patients undergoing surgery. At present the use of IBD specific questionnaires in well planned trials is the
most important step towards an objective measurement of quality of life and therefore towards the design of a
better therapeutic strategy.

...............................................................................................................................................................
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