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Information needs of neuro-oncology patients and their caregivers: a pilot

study
Khryshchuk, Olga

BACKGROUND: Patients with primary brain tumors
(PBT) often have acute depression, anxiety and
complications of social adaptation. The goal of this
study was to examine difficulties and information
needs of patients with PBT and their caregivers
during diagnostic and treatment period.

METHODS: Thirteen in-depth interviews were con-
ducted with convenience sample of nine patients
and four caregivers who were under treatment in
the Kyiv “Feofaniya” clinic in October 2011 - April
2012. Convenience strategy was used because of
poor availability of the target group. Data collec-
tion was stopped when saturation was achieved.

RESULTS: PBT patients and their caregivers need
information about diagnosis and prognosis, while
uncertainty about the future is increased due to a
long diagnostic period and delayed contacts with
neuro-oncology professionals. In making decision,
patients rely on the doctors, which confirms the
paternalistic relationships. Most patients avoid
talking about their feelings with the family and
tend to deny the change of roles in the family due
to illness. Those who consider chances of recovery
as high express need for psychological support,
but those who are emotionally suppressed and
scared, don't want to discuss their state with pro-
fessionals. Caregivers also experience increased

responsibility and fear about the future. Possibly,
religious patients have lower information needs
and willingness to discuss the disease and its
treatment with the doctor.

CONCLUSIONS: During the diagnostics patients
face problems of uncertainty regarding the diagno-
sis, the availability of appropriate health profes-
sional, and the treatment strategy. Communication
with doctor and quality of information provided to
the patient is important as well as professional
psychological support for patients and their care-
givers. Limitations of the study include poor sam-
ple strategy, all participants were recruited from a
single clinic, which is not the typical for Ukraine,
there was no possibility to suggest help when such
need was expressed by the respondents.
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Buznauenns ingopmaniiiHuX noTped NAUi€HTIB HEHPOOHKOJIOTITYHOTO
npogisiro Ta iX 10 AAJIbHUKIB: MIJIOTHE T0CTiIKeHHS

Xpuwyk Onbra lpuropisHa

AKTYAJIbHICTb: Y nauieHTiB i3 NepBUHHUMU MyX-
nuHammn Mo3ky (MMM) roctpo NposiBNAKOTLCS Aer-
pecisi, TpuBora Ta yCKNaAHEHHS couianbHOI
afjanTauii. MeTot gaHoro gocnigkeHHs 6yno Bu-
3HAYEHHS TOro, sIKi TpyAHOLWi Ta iHpopMauiliHi no-
Tpebu BMHMKaOTL Y nauieHTiB i3 MMM Ta ix
[OrnsiAanbHUKIB NPOTArOM AiarHOCTUYHOIMO Ta NiKy-
BasIbHOro nepioAis.

METOAW: OocniaxeHHs € po3BiadyBanbHUM. [poBe-
neHo 13 rmbuHHUX iHTepB'lo i3 nauieHTamMn 3

MMM, aKi npoxoAunu NiKyBaHHSA B LEHTPi 3arasbHoi
Herpoxipyprii KniBcbkoi kniHi4yHOI nikapHi «®eoda-
Hisi», Ta iX 4ornsaanbHUKIB B rMepiof XOBTEHb

2011 - kBiTeHb 2012 pokiB. Bubipky cdopmoBaHO
3a METOAOM 3pYyYHOCTI Yepe3 cnabky AOCTYMHICTb
rpynu inTepecy. 36ip nepBUHHOrO MaTepiany npo-
BOAMBCS A0 MeXi Hacu4eHHs iHpopmauii.

PE3Y/NIbTATW: MauienTn i3 MMM Ta ix gornsgans-
HUKM 0COBMBO rOCTPO BigdyBaloTb NOTPeby Y iH-
dopmaLii CTOCOBHO AiarHo3y Ta NporHosy, a
TpUBaNuUin AiarHOCTUYHMIA Nepioa Ta TPyAHOLW Y
nowyky cdaxiBuiB HEMPOOHKOMOTIi NiABULLYIOTb
TPUBOXHICTb Ta@ HEBMEBHEHICTb Y MalbyTHLOMY.
Mpy HEO6XiAHOCTI NPUMAHATTS PillEHHS CTOCOBHO
noAanbLIOro NikyBaHHS NauieHTn 3ae6inbworo no-
KNagawTbCsa Ha fikaps, Wo NigTBEPAXYE NaTepHa-
NICTUYHWUIA TUN CTOCYHKIB nauieHT-nikap. MauieHTn
YHUMKaTb 06roBOpeHHS CBOIX nepexunBaHb Bcepe-
OVHI CiM'T Ta CXUNbHI 3anepeyyBaTty 3MiHYy ponen y
ciM’i BHacnigok xBopobu. Motpeby y NcmMxonorivHin
niATpUMLUI BUCTOBAIOIOTL Ti NAUEHTU Ta piaHI XBO-
puX, SKi MO3UTUBHO OLIHIOOTb WAHCK Ha BUAY-

YKaHHS; eMOUIMHO NpUrHiYeHi Ta HanskaHi He 6a-
XaloTb 3BepTaTmCs Mo cneuianisoBaHy AONoOMOry.
PigHi XxBOpUX TakoXx BigyyBatoTb 36inblUEHHS Bnac-
HOI BiANOBiIAANbHOCTI Ta CcTpax 3a MankbyTHE. IMo-
BipHO, WO penirinHicTb Ta Bipa y XUTTS nicns
CMepTi BN/IMBAE Ha CMPUATAMBILLMIA NCUXONOTIYHNI
CTaH nauieHTiB. PeniriviHi nauieHTn BUABNAOTD
MeHLWi iHhopMaUiliHi noTpebu Ta 6a)xkaHHs 06roBo-
prtoBaTH 3 NikapeM acnekTu NiKyBaHHS.

OBIOBOPEHHS: MpoTsarom aiarHOCTUYHOroO ne-
pioAy NauieHTM CTMKalOTbLCH i3 npobnemamMn HeBuU3-
HaYeHOoCTi AiarHo3y, nowyky daxiBuiB Helpo-
oHKonorii Ta Bubopy mMetoay nikyBaHHs. Mpu npu-
MHATTI pilLEHHS CTOCOBHO JliKyBaHHS BaXX/IMBY POJib
Biflirpa€e KOMYyHiKaLia 3 nikapem Ta AKiCTb noiHgop-
MOB@HOCTI nauieHTa. IcHye HeobXigHICTb y HadaHHiI
npogecinHOi MCMXONOriYHOI NIATPUMKM NauieHTaM
Ta iXHiM gornaganbHukam. O6MexeHHs faHoro Ao-
CcnigXeHHs — meToa popMyBaHHSA BMBIpKH,
pecrnoHAeHTH BepbyBanucs y nikyBasibHOMY 3a-
Knagi, SKMA He € TUMOBUM AN CUCTEMU OXOPOHM
340poB’a YKpaiHK, HEMOXNBO 6yno 3anponoHy-
BaTW AOMOMOry, KOMU PeCnoHAEHT BUCOB/IOBAB
notpeby y Hin.

KJTKOYOBI C/NOBA: nauieHT, AornsaanbHUK XBO-
poro, NepBMHHI MyXJIMHWU TOSIOBHOIO MO3KY, iHOp-
MauinHi notpebu.
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