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Od Redakgji

Przez wiele lat dzieci byly wylaczone z podejmowania decyzji medycznych, po-
niewaz uwazano je za niesamodzielne i niekompetentne. Jednak w miare rozwoju
analiz etycznych w zakresie poszanowania praw dziecka ich udzial w podejmowa-
niu decyzji zwigzanych ze zdrowiem stawat si¢ niepodwazalng koniecznoscia wy-
nikajaca nie tylko z potrzeby respektowania dziecigcej podmiotowosci, ale takze
ze wzgledu na efektywnos¢ procesu leczenia. Mozliwos$¢ partycypowania w pro-
cesie medycznym przynosi zaangazowanie dziecka w leczenie i stuzy poszerzeniu
pola strategii radzenia sobie z choroba.

Potencjalnosci udzialu dzieci w decyzjach medycznych sg zasadniczo rézne
u niemowlat i nastolatkéw. Zaleza one takze od charakterystyki choroby, ktéra
dotyka dziecko. Warunki te uniemozliwiaja wskazanie jasnych standardéw, kto-
re pomoglyby ustali¢ wlasciwg role dziecka w procesie leczenia. Udzial ten jest
negocjowany w procesie terapeutycznym miedzy lekarzami, dzie¢mi i ich opie-
kunami prawnymi. O ile jest to proces budzacy watpliwosci w przypadku terapii
niemowlat i dzieci w wieku przedszkolnym, to w okresie dorastania dzieci (wkra-
czanie w wiek p6zno szkolny, okres dojrzewania), jest procesem implikujacym
rozwijanie stref samostanowienia. Szacunek do dzieci i nastoletnich pacjentow
powinien implikowa¢ poszanowanie ich rozwijajacej sie autonomii, zmniejsza-
jacej sie zaleznosci od rodzicéw i rodziny, zaspokajanie potrzeb informacyjnych
i emocjonalnych. Takie podejscie przyczynia si¢ do wzrostu kompetencji dziecka
w chorobie. Oczywiscie kompetencje do dokonywania autonomicznych i $wiado-
mych wyboréw s3 zalezne od przedmiotu i rodzaju decyzji. Ogdlnie rzecz ujmu-
jac, im wiekszy poziom ryzyka i szkody, tym sg potrzebne wieksze kompetencje.
Jesli nawet dzieci nie osiagnely jeszcze dojrzalosci decyzyjnej, to kluczowe jest
poszanowanie prywatnosci informacji, poufnosci, intymnosci, prawdy i zaufania.

Idealem w procesie podejmowania decyzji w praktyce pediatrycznej jest
wspolpraca obejmujaca rodzicow, lekarza, innych czlonkéw personelu medycz-
nego i — jesli to mozliwe i wskazane - takze dzieci. Angazujac dzieci i mlodziez
w proces decyzyjny, nalezy zada¢ sobie pytania: co dziecko chce wiedzie¢? Jak
duzo jest w stanie zrozumiec¢? Jak jest jego zdolno$¢ do podejmowania decyzji?
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Co musi wiedzie¢, aby w pozadany sposob bra¢ udziat wleczeniu? Nalezy réwniez
oceni¢ zdolno$¢ do komunikacji, wyciggania wnioskdéw oraz posiadania stabilne-
go systemu wartosci (koncepcji tego, co ,,dobre”). Doswiadczenia oséb pracuja-
cych z dzie¢mi chorymi przewlekle oraz spoleczne badania jakosciowe wielokrot-
nie wskazuja wyzszy poziom wiedzy i kompetencji, niz wynika to z tradycyjnych
testow psychologicznych dotyczacych rozwoju. W tomie, ktéry oddajemy do rak
czytelnikéw socjolozki i socjolodzy, antropolozki i antropolodzy, jak i psycholoz-
ki i psycholodzy przedstawiaja wyniki badan dotyczacych podmiotowosci dzieci
bedacych pod opieka medyczng i doswiadczajacych choréb przewlektych. Tom
otwiera przed czytelnikiem uniwersum dzieciecych doswiadczen ,,bycia sobg”
w chorobie, opisuje dylematy i strategie, jakie dzieci buduja w procesie konstru-
owania narracji o swojej tozsamosci. Teksty podejmuja tez probe demedykalizacji
tej narracji. Zebrane w tomie artykuly uswiadamiajg, jak wazne sa dalsze prace
badawcze i ustalenie roli dzieci w podejmowaniu decyzji dotyczacych ich zdrowia.

Jacek Mianowski
Malgorzata Rebiatkowska-Stankiewicz
Magdalena Gajewska
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Ewa Maciejewska-Mroczek!
Maria Reimann®

Kodeks dobrych praktyk w badaniach z dzie¢mi.
O potrzebie tworzenia zasad prowadzenia
badan z udzialem dzieci

Niniejszy artykut ma na celu rozwdj dyskusji nad etycznymi aspektami badan z udzialem
dzieci. Cho¢ tematyka dziecieca wciaz jest stabo zarysowana w badaniach antropologiczno-
-kulturowych czy socjologicznych, to w ostatnich latach stopniowo wzrasta w Polsce zain-
teresowanie dzieckiem jako podmiotem Zycia spolecznego i uczestnikiem badan. Badania
z udziatem dzieci wymagaja jednak szczegélnego namystu i uwaznosci, ze wzgledu na wraz-
liwo$¢ uczestnikow i ich stabsza pozycje wobec dorostych. Dostrzegajac koniecznos¢ reflek-
sji etycznej w tym obszarze, autorki prezentuja Kodeks dobrych praktyk w badaniach z dziec-
mi, opracowany w Interdyscyplinarnym Zespole Badan nad Dziecinstwem UW. Odnoszac
sie do wlasnych doswiadczen badawczych, autorki rozwijaja propozycje zawarte w Kodeksie.

Stowa kluczowe: dzieci, etyka badan, childhood studies, kodeks dobrych praktyk,
$wiadoma zgoda

The code of good practices in research with children.
About the need for rules in social research involving children

The aim of this article is to open a discussion on ethics in research with children. Recently,
anthropologists and sociologist have become more interested in studying children, their
opinions, and problems. In the Western literature specific ethical considerations of this
kind of research, due to the vulnerable position of children, their dependence, and specific
competences, are being wildly discussed. Conducting research with children faces the re-
searchers with many ethical issues. This article presents a Code of good practices in research
with children, written by researchers working with children. It lists, in a brief form, the
most important aspects of such research. The most important assumption is that research

! Uniwersytet Warszawski; e-mail: emaciejewska@uw.edu.pl.

2 Uniwersytet Warszawski; e-mail: marysiareimann@gmail.com.
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with children should, most of all, lead to strengthening the position of the child and im-
proving his/her situation. The responsibility of the researcher lasts not only throughout
the whole process, but also after the research is done. The Code also touches upon issues
like: safety, balance of benefits and risks, the right to information, the informed consent,
methods, supervision, and compensation for taking part in research.

Key words: children, research ethics, code of good practices, childhood studies,
informed consent

Celem niniejszego artykutu jest przedstawienie i poddanie pod dyskusje Kodeksu
dobrych praktyk w badaniach z dzie¢mi, ktéry napisatySmy z innymi badaczka-
mi skupionymi wokot Interdyscyplinarnego Zespotu Badan nad Dziecinistwem
Uniwersytetu Warszawskiego®. Badania etnograficzne z dzie¢mi prowadzimy od
2013 r. W ramach projektu ,,Nowe technologie reprodukcyjne. Perspektywa child-
hood studies” rozmawialy§my z dzie¢mi i mlodzieza od czwartego do osiemna-
stego roku zycia, zeby dowiedzie¢ sie, czy i w jaki sposob wlaczaja fakt przyjscia
na $wiat dzieki technologiom wspomaganej reprodukcji w swoje narracje tozsa-
mosciowe. W projekcie ,,Zdrowie w opiniach dzieci” skoncentrowatysmy sie¢ na
dzieciach w wieku od 8 do 11 lat, od ktérych chcialy$my si¢ dowiedzie¢, co my-
$la o zdrowiu i medycynie. W czerwcu 2016 r. rozpoczetySmy realizacje projektu
»Zespol Turnera — wzory socjalizacji i zarzadzanie cielesno$cig w sytuacji choroby
przewleklej. Ujecie interdyscyplinarne”, w ktérym rozmawiamy z dziewczynkami
dotknietymi zespotem Turnera. Prowadzimy badania indywidualne i fokusowe,
wszystkie metodami stosowanymi w childhood studies. Wspélpracujemy réwniez
z innymi badaczkami zajmujacymi si¢ podobnymi badaniami w Polsce i za grani-
cg, a takze praktyczkami pracujacymi z dzie¢mi.

Na podstawie literatury i naszych dotychczasowych doswiadczen badawczych
stworzylySmy Kodeks. .., ktorego pelna tre$¢ przedstawiamy w niniejszym artykule.
Potrzeba stworzenia takiego kodeksu wynikala z kilku przyczyn. Nadrzedna byla
chec¢ uporzadkowania kwestii etycznych, dyskutowanych na organizowanych przez
zespol seminariach, na uzytek wlasnych badan. JesteSmy swiadome istnienia po-
dobnych dokumentéw dotyczacych badan z udziatem dzieci, od skréconych list
z regulami po rozbudowane poradniki (zob. np. Boyden, Ennew 1997; Shaw et al.
2011; Alderson, Morrow 2011; Graham et al. 2013)*. Uwazamy jednak, ze warto,
aby polscy badacze réwniez wypracowali wlasny kodeks, dostosowany do polskich

> Artykul powstal w ramach grantu finansowanego przez Narodowe Centrum Nauki nr UMO-
-2014/15/B/HS3/02477.

*  Bardziej rozbudowana bibliografia, ktéra byla podstawg przygotowania niniejszego zbioru za-
sad, zamieszczona jest pod internetowa wersja Kodeksu, zob. http://childhoods.uw.edu.pl/wp-con-
tent/uploads/sites/22/2016/04/kodeks_dobrych_praktyk_IZBnD.pdf (dostep: 7.07.2016).
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warunkow, a takze fatwo dostepny dla 0sob niekoniecznie sprawnie postugujacych
sie jezykiem angielskim. W naszej praktyce wielokrotnie spotykaly$my si¢ z glo-
sami o potrzebie powstania tego typu zestawu zasad. Zagraniczne kodeksy moga
bowiem nie uwzglednia¢ specyfiki lokalnego prawa czy standardéw akademickich
(np. rozwigzan dotyczacych kontroli takich badan przez panstwowe lub uczelniane
komisje etyczne). Podczas pracy ze studentami natomiast potrzebowaly$my sto-
sunkowo prostego narzedzia, dzigki ktéremu moglyby$my jasno zakomunikowa¢
im cele i zasady, ktére uwazamy za istotne w badaniach z udzialem dzieci. Jest to
tym wazniejsze, ze studenci etnologii coraz chetniej podejmuja si¢ badan wérod
dzieci na potrzeby swoich prac licencjackich czy magisterskich i uwrazliwienie ich
na kwestie etyki uwazamy za kluczowe. Chcialy$my, aby stworzony przez nas ko-
deks w skondensowanej formie obejmowal mozliwie szeroki zakres tematyczny,
przy czym istotne bylo dla nas skupienie si¢ na zagadnieniach jak najbardziej prak-
tycznych. Wazne bylo takze to, by byt on komplementarny wobec regul ogdlniej-
szych, o szerszym zasiegu, takich jak np. Kodeks etyki socjologa (2012), ktére sita
rzeczy nie moga szczegoélowo regulowac wszystkich zagadnien w interesujacym
nas obszarze’. Podobnie w dziedzinie psychologii funkcjonuja krajowe i miedzy-
narodowe zbiory regul, dotyczacych etycznych aspektéw wykonywania tego zawo-
du (zob. np. Stemplewska-Zakowicz 2009). Najwazniejszym, taczacym te reguly
zalozeniem aksjologicznym, istotnie wplywajacym na praktyke, jest prymat po-
szanowania praw i godnosci osoby, z ktorag pracujemy: ,,kazda osoba powinna by¢
traktowana jako warto$¢ sama w sobie, nigdy za$ $rodek do osiggania jakichkol-
wiek innych wartosci” (Stemplewska-Zakowicz 2009: 211). Jednocze$nie réwniez
praktycy tej dziedziny dostrzegaja konieczno$¢ uwzglednienia specyfiki podmio-
tow dziecigcych, jako majacych stabsza pozycje, mniejsza (lub inng) wiedze niz do-
roéli. ,Oczywiscie — jak pisza Malgorzata Toeplitz-Wisniewska i Zuzanna Toeplitz
- nie chodzi jedynie o wiedz¢ ksigzkowa. (...) Przede wszystkim dotyczy to wiedzy
o funkcjonowaniu $wiata, o repertuarze ludzkich zachowan, mozliwosciach auto-
prezentacji — a wiec wiedzy, ktorg si¢ nabywa dzigki doswiadczeniu, ktorej uczy je-
dynie lub przede wszystkim zycie” (Toeplitz-Winiewska, Toeplitz 2001: 158). Istot-
ne rozpoznania dotyczace etyki badan z udzialem dzieci znajdziemy oczywiscie
réwniez na polu pedagogiki (zob. np. Mazurkiewicz 1987). Jednak, co istotne, cele
takich dyscyplin jak antropologia kulturowa i pedagogika sa rézne, gdyz ta druga
jest nauka w znacznej mierze nastawiong na cel utylitarny, na przykiad postawienie

> Punkt 16 Kodeksu etyki socjologa, dotyczacy badan z udzialem dzieci, brzmi nastepuja-
co: ,Szczegdlnej starannosci wymagaja badania z udziatem dzieci. Oprdcz zgody rodzicéw lub
opiekundw prawnych nalezy réwniez stara¢ sie uzyskac zgode dziecka. Badacze powinni wykorzysta¢
swoje umiejetnoéci tak, by podawane informacje pozostawaly dla dziecka zrozumiate, oraz samemu
osadzi¢, czy dziecko jest w stanie zrozumie¢ zadawane mu pytania. Jezeli jest to wskazane, nalezy
zasiegna¢ porady specjalisty” — http://pts.org.pl/wp-content/uploads/2016/04/kodeks.pdf (dostep:
14.07.2016).
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diagnozy, majacej praktyczne implikacje (Wysocka 2013: 299-323). Sadzimy za-
tem, ze ze wzgledu na szczegdlng wrazliwos¢ badanych podmiotéw, konieczne jest
bardziej szczegélowe omodwienie kwestii etyki w badaniach z dzie¢mi, majace jed-
noczesnie na wzgledzie tradycje i cele dyscypliny, ktéra reprezentujemy.

Rozwijanie refleksji nad badaniami z udzialem dzieci postrzegamy jako prace
w dziedzinie praw dziecka. Dazenie do coraz lepszego rozpoznania i przestrzega-
nia praw dzieci na $wiecie zaowocowalo stworzeniem w 1989 r. Konwencji ONZ
o prawach dziecka, ratyfikowanej przez Polske w 1991 r. (Konwencja... 1991). Zatem
koniecznos¢ takich badan wynika z potrzeby lepszego rozpoznania potrzeb i dazen
dzieci, tak by to od nich pochodzita wiedza o tym, czego potrzebuja i jak dorosli
moga dziata¢ na rzecz ich praw. Jednym z trzech podstawowych praw zapisanych
wprost w tym dokumencie jest prawo do partycypacji. Wiaze sie to z prawem dzieci
do wyrazania prawomocnych sagdéw o sobie samych i sprawach, ktére ich dotycza.
Istotne jest, by te opinie mialy realny wptyw na ich sytuacje. Badania z udziatem dzie-
ci sg zatem koniecznym elementem dzialan na rzecz przestrzegania praw dziecka.

Wspolczesne studia nad dziecinstwem (childhood studies) majg zrédio w tak
zwanej nowej socjologii dziecinstwa, rozwijaja si¢ od lat osiemdziesigtych ubie-
glego wieku i od tego czasu powstala bogata literatura w tym zakresie, ktdrej na-
wet pobiezne zreferowanie przekracza ramy tego tekstu (wybdr najwazniejszych
zagadnien zob. James, James 2008; przeglad teorii zob. James, Jenks, Prout 1998).
Childhood studies s3 wynikiem zmiany paradygmatu w badaniach z dzie¢mi, ktéry
mozna opisa¢ jako odejscie od badan ,,nad dzie¢mi” w kierunku badan ,,z dzie¢-
mi’, prébe upodmiotowienia dziecka jako pelnoprawnego partnera badania, a nie
jego przedmiotu. Badaczki i badacze nurtu childhood studies zgadaja sie, ze dziec-
ko jest autonomicznym, sprawczym i twdérczym wspotautorem rzeczywistosci
spolecznej i jako takie powinno by¢ dopuszczone do glosu. Powoluja sie takze
na artykut 12 Konwencji o prawach dziecka, ktéry moéwi, ze dziecko ma ,,prawo
do swobodnego wyrazania wlasnych pogladéw we wszystkich sprawach dotycza-
cych dziecka” (Konwengcja... 1991). Istotne w paradygmacie childhood studies jest
réwniez odejscie od podejscia zakladajacego dominacje psychologii rozwojowej
w konceptualizowaniu dziecinstwa. Badaczy nie interesuja mechanizmy rozwojo-
we, lecz dziecko takie, jakie jest tu i teraz, i to, co mysli o otaczajacym je swiecie
(Greene, Hill 2012; Walkerdine 2008; Woodhead, Faulkner 2008).

Ze wzgledu na stabszg pozycje dziecka wobec dorostego, ktory nie tylko jest
autorem badania i ma wigksze kompetencje jezykowe i spoteczne, ale takze jest do-
stownie wiekszy i silniejszy, aby spelnienie postulatéw Konwencji... byto mozliwe,
nalezy zastosowa¢ dodatkowe $rodki, takie jak dostosowanie metod badawczych
do wieku i sposobu komunikacji dziecka, zadbanie o pozyskanie swiadomej zgody
na badanie, czy przeprowadzenie go w miejscu, ktore nie zwigksza nieréwnowagi
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sit miedzy dorostym a dzieckiem. O tym, jak proponujemy to robi¢, piszemy w Ko-
deksie..., ktory w pelnym brzmieniu przedstawiamy w dalszej czesci artykutu.

Celem tego tekstu jest rozpoczecie dyskusji na temat wymogow, jakie przed
badaczami stawiajg badania z udzialem dzieci. Dyskusja moze dotyczy¢ réznych
aspektow przedstawionej tu propozycji Kodeksu..., od bardzo ogélnych, takich
jak cele, po szczegélowe, dotyczace na przyklad wynagradzania dzieci za udzial
w badaniu. Przykladowo, postulujemy, by podstawowym celem takich badan byta
poprawa sytuacji dzieci i ich lepsze zrozumienie. Jak w tym kontekscie interpreto-
wacé rozmaite badania zamawiane lub prowadzone nie przez jednostki badawcze,
akademickie, lecz przez rézne inne podmioty? Z pewnoscia jest tu pole do dys-
kusji. Kwestia wynagradzania uczestnikow za badania jest natomiast dyskutowa-
na przez antropologéw kulturowych nie tylko w odniesieniu do dzieci i stanowi
element szerszego problemu dotyczacego wynagrodzenia i jego wptywu na relacje
badacz-badany. Czy dzieciecy uczestnicy rdznig si¢ pod tym wzgledem od doro-
stych, czy nalezy ich traktowac¢ tak samo?

Kazde z proponowanych w niniejszym Kodeksie... zagadnient mozna rozwijaé
i przedyskutowa¢ w podobny sposdb®. Wszystkie one — mamy nadzieje — sa w wi-
doczny sposéb powiazane ze wzgledu na wspdlna, spdjna wizje dotyczaca roli
dziecka we wspdlczesnym $wiecie: roli podmiotu, aktywnego aktora zycia spo-
tecznego, ktéry wspottworzy, zmienia i interpretuje $wiat wokot siebie.

Kodeks dobrych praktyk w badaniach z dzie¢mi,
prowadzonych z perspektywy nauk spotecznych
(w tym interdyscyplinarnych childhood studies,
etnografii, antropologii kulturowej, socjologii)

Wstep

Badania z udzialem dzieci niosg za sobg wiele wyzwan metodologicznych i etycz-
nych, zwigzanych ze specyfika pracy z dzie¢mi i ich pozycja w réznych kontek-
stach spotecznych. Powinny by¢ prowadzone z poszanowaniem podmiotowosci
dzieci i uwzglednieniem ich istotnej roli w tworzeniu spoteczenstw.
Wspdlczesnie panuje konsensus co do tego, ze prawa dzieci w badaniach mu-
sz by¢ przestrzegane. Sam udzial w badaniu réwniez mozna uznac za realiza-
cje tych praw, w szczegdlnosci artykutu 12 Konwencji o prawach dziecka, we-
dtug ktérego ma ono ,,prawo do swobodnego wyrazania wlasnych pogladow we
¢ Podjely$my si¢ proby mozliwie kompleksowego oméwienia jednego z proponowanych zagad-
nien, mianowicie kwestii udzielania §wiadomej zgody lub odmowy udzialu w badaniu (Maciejewska-
-Mroczek, Reimann 2016).
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wszystkich sprawach dotyczacych dziecka”. W Kodeksie dobrych praktyk przedsta-
wiamy wskazowki dla oséb prowadzacych badania z dzie¢mi.

Bezpieczenstwo

Naczelng zasada w badaniach z dzie¢mi jest zagwarantowanie im bezpieczenstwa
- fizycznego i emocjonalnego. Dazenie do pozyskania jak najlepszego materiatu
badawczego nie moze nigdy usprawiedliwia¢ skrzywdzenia dziecka, narazenia go
na przemoc psychiczng lub fizyczng czy tez zlamania jego praw. Zasada ta powin-
na dominowa¢ nad innymi na wszystkich etapach: planowania badan, ich realiza-
cji, a takze po ich zakonczeniu (w fazie prezentacji wynikéw).

Cel

Badania z dzie¢mi przede wszystkim powinny stuzy¢ nauce i zwigkszeniu zaso-
bu wiedzy na temat dzieci, a w dalszej perspektywie poprawie jakosci ich zycia
(np. przez przygotowanie odpowiednich rekomendacji i wskazéwek dla oséb
podejmujacych interwencje spolteczne czy psychologiczne). Podstawowym ce-
lem badan spolecznych w tym obszarze powinno by¢ takze uprawomocnienie
(empowerment) dzieci w praktykach zycia spolecznego poprzez danie im glosu
i umozliwienie wyartykulowania ich punktéw widzenia.

Ocena ryzyka i korzysci

Istotne jest, by odréznic korzysci z badania, jakie moga mie¢ dorosli, od korzysci,
jakie moga mie¢ dzieci (zaangazowane bezposrednio w projekt, ale tez te, ktorych
w jakims$ stopniu dotyczy tematyka badan).

Przed badaniem powinno si¢ przeprowadzi¢ analize ryzyka i korzysci. Ryzyko
moze wigza¢ si¢ z: nadmierng ingerencja w narracje tozsamosciowe uczestnikow
(np. w badaniach z zakresu socjologii i antropologii medycyny przez wzmacnia-
nie w dziecku poczucia, ze jest przede wszystkim chorym), nadmierne badanie
wybranej grupy (np. nieuprawomocnione powtarzanie badan na ten sam temat)
lub niedostateczne zbadanie (np. pomijanie istotnych kwestii czy brak ewaluacji).

Korzysci moga sie wigzac np. ze zdobyciem przeswiadczenia o byciu wystucha-
nym i mozliwoscig wywarcia realnego wpltywu na sytuacje swoja lub innych dzieci.

Informacja

Przed przystgpieniem do badan nalezy przygotowa¢ informacje, ktéra pozwoli
dziecku zrozumie¢, na czym bedzie polegalo badanie i na tej podstawie udzieli¢
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(lub nie udzieli¢) swiadomej zgody. Moze to by¢ broszurka informacyjna, opis
projektu na stronie internetowej lub informacja ustna. Nalezy poinformowac
dziecko o celu badania, stosowanych metodach, sposobie wykorzystania jego
wynikéw, ewentualnych jego konsekwencjach, afiliacji badacza oraz o prawach
dziecka w badaniu. Jezeli spotkanie bedzie rejestrowane (np. przy uzyciu dyktafo-
nu czy kamery), koniecznie nalezy o tym poinformowac¢ dziecko i upewnic sie, ze
wyraza ono zgode na taka forme pracy.

Podobnie wyczerpujace informacje (pisemne i ustne) powinno sie zapewnic
rodzicom lub opiekunom prawnym dziecka.

Swiadoma zgoda

Podstawowym warunkiem przeprowadzenia badan jest udzielenie przez dziecko
swiadomej zgody. Aby zgoda byta swiadoma, musi ono po pierwsze zrozumie¢
(zgodnie ze swoimi kompetencjami poznawczymi i komunikacyjnymi), na czym
bedzie polega¢ badanie, a po drugie zgodzi¢ si¢ na udzial w nim. Moze tez swo-
ja zgode na kazdym etapie badan wycofac i powinno zosta¢ o takiej mozliwosci
z gory poinformowane.

W badaniach z dzie¢mi konieczna jest réwniez zgoda wyrazona przez rodzica/
opiekuna. Rozrdznia si¢ zgode rodzica/opiekuna (consent), ktéra ma moc prawna,
izgode dziecka (assent), ktéra nie ma mocy prawnej, jest jednak konieczna ze wzgle-
dow etycznych. Uwazamy, ze udzielenie zgody ma takze charakter performatywny:
upodmiotawia dziecko, ktore w innych okoliczno$ciach (w szkole, u lekarza) rzad-
ko proszone jest o wyrazenie zgody, i wzmacnia jego pozycje w kontakcie z bada-
czem. Pomocne mogg by¢ formularze zgody, o ktdrych podpisanie prosi si¢ dziecko
(w przypadku matych dzieci podpisem moze by¢ znak graficzny, np. rysunek).

Metody

Projektujac badania, nalezy pamietaé, ze mozliwosci komunikacyjne dzieci sa
inne niz mlodziezy czy osob dorostych. Trzeba zatem na etapie przygotowywania
badan zaprojektowac lub wybra¢ metody adekwatne do grupy, z ktérg bedziemy
pracowa¢. W ramach childhood studies proponuje si¢ przede wszystkim meto-
dy partycypacyjne, dzigki ktorym uczestnicy wspoltworza badanie, na zasadach
otwartosci i wzajemnosci. Tworzac metodologie badan, nalezy pozosta¢ otwar-
tym na jej sprawcze wspottworzenie przez samych badanych, odmawiajac sobie
pozycji sily i calkowitej kontroli.

W przypadku dzieci (z wyjatkiem tych najmlodszych) czesto dobrym wybo-
rem metodologicznym okazujg si¢ badania w grupach fokusowych. Dzieci moga
czu¢ sie w towarzystwie rowiesnikéw bezpieczniej i swobodniej, nalezy jednak
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zachowa¢ szczego6lna czujnos¢, by w grupie nie dochodzilo do sytuacji dyskredy-
towania czy naruszania wrazliwosci ktorego$ z uczestnikow przez innych (w tym
prowadzacych).

Miejsce badan

Bardzo wazny jest wybor miejsca, w ktérym bedziemy prowadzi¢ badania z dziec-
mi. Projektujac badania, nalezy zadbac o to, by ich miejsce byto dla dzieci kom-
fortowe. Oznacza to, ze dziecko musi postrzega¢ je jako bezpieczne, takie, gdzie
w sposob otwarty moze si¢ wypowiedzie¢ i gdzie nie czuje przymusu czy obo-
wigzku, a swobode wyboru. Szczegélng wrazliwos¢ trzeba wykaza¢ w kontekstach
instytucjonalnych, w ktérych dziecko zazwyczaj przyjmuje pozycje podporzadko-
wang (np. w szkolach).

Rekompensata

Nalezy wynagradza¢ dzieci za poswigecony badaczom czas - moze by¢ to upomi-
nek, dyplom, ksigzka czy wspolnie zrobiona praca artystyczna. Niezasadne wyda-
je sie jednak informowanie dzieci przed badaniem, Ze otrzymaja rekompensate,
bytaby to bowiem forma nacisku.

Superwizja

Warto, aby badacze konsultowali swoje projekty z innymi osobami prowadzacymi
badania w danym obszarze i poddawali swoje dziatania nieustajacej autorefleksji.
Wspolpraca i superwizja innych badaczy potrzebna jest zaréwno na etapie przy-
gotowywania, jak i przeprowadzania badan. W niektdrych przypadkach, kiedy
tematy sg szczeg6lnie trudne i wrazliwe, nalezy réwniez szuka¢ pomocy u psycho-
logéw czy ekspertéw organizacji pozarzadowych zajmujacych sie dzie¢mi.

W przypadku badan fokusowych z dzie¢mi nalezy zadba¢ o obecnos¢ osoby,
ktdrej zadaniem bedzie obserwowanie grupy i zachodzacych w niej proceséw pod
katem bezpieczenstwa i komfortu psychicznego dzieci (moze to by¢ drugi badacz
czy tez, jezeli temat badan tego wymaga, psycholog).

Rodzice, opiekunowie

Podczas badan mogg by¢ obecni rodzice lub opiekunowie prawni dziecka, jezeli
oni lub dziecko wyrazaja taka wole. Trzeba jednak pamieta¢, ze ich obecnos¢ wply-
wa na narracje i ekspresje dziecka. Kwestie obecnosci rodzica w trakcie badania
nalezy rozwazy¢ indywidualnie. Mlodsze dzieci moga potrzebowa¢ obecnosci bli-
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skiej osoby i obecnos$¢ ta moze wplynac pozytywnie na badanie (wieksze poczucie
bezpieczenstwa dziecka). W wypadku starszych dzieci warto dazy¢ do uzyskania
zgody na badanie bez obecnosci dorostego. Jednoczesnie rodzice lub opiekuno-
wie powinni zawsze by¢ w miejscu umozliwiajacym kontakt dziecka, jesli wyrazi
ono taka wole. Minimum, jakie musi zosta¢ spelnione, jezeli opiekun nie pozostaje
w poblizu miejsca badan, to posiadanie numeru telefonu opiekuna i pozostawienie
mu kontaktu do badacza.

Anonimowo$¢

Tak jak w badaniach z dorostymi, uczestnicy badan musza mie¢ zagwarantowang
anonimowos¢. Jezeli na jakims§ etapie dziecko wyrazi wolg, ze chce by¢ wymienio-
ne z imienia i nazwiska w materialach powstalych jako rezultat badan, nalezy do
takiej prosby podejs¢ z ogromng ostroznoscia. Poniewaz jako badacze nie mamy
kontroli nad réznymi formami interpretacji opublikowanego materiatlu badaw-
czego, uwazamy, ze lepiej jest zachowac anonimowos$¢. Dzieci uczestniczace w ba-
daniu mozemy namawia¢ np. do nadawania sobie pseudonimow.

Tematy wrazliwe

Niektore tematy badawcze mozna uznac za wrazliwe (np. dotyczace przemocy czy
seksualnosci). Planujac takie badania, nalezy rozpozna¢ odpowiednie drogi po-
mocy dziecku. Prawdopodobnie potrzebne bedzie wsparcie — na etapie przygoto-
wania lub w ciggu trwania calego projektu - specjalistow zajmujacych si¢ pomoca
dzieciom w danym obszarze: psychologéw, pracownikéw socjalnych itp.

Po badaniu

Odpowiedzialno$¢ etyczna badaczy rozcigga si¢ na wszystkie fazy projektu, takze
jego koncowe etapy (przygotowanie publikacji i raportéw) oraz na czas po jego
zakonczeniu. Wszelkie publikacje powinny by¢ tworzone w poczuciu odpowie-
dzialnosci za osoby badane. Dotyczy to uczciwego i adekwatnego przedstawienia
punktu widzenia uczestnikow, swiadomosci wptywu, jaki publikacja moze mie¢
na ich polozenie, d3zenia do realnych zmian w sytuacji dzieci, jesli taki byt zato-
zony i zakomunikowany im cel badania. Dobrg praktyka jest takze przedstawienie
dzieciom w zrozumialej dla nich formie raportu z badan.
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Kodeks... a praktyka badawcza

W badaniach, ktére prowadzimy z dzie¢mi, kierujemy sie przedstawionymi w Ko-
deksie. .. zasadami. Czasami jednak niektdre z postulatow okazuja si¢ trudne do
spelnienia (choc¢by dlatego, ze dzieci nie maja ochoty czyta¢ przygotowanych dla
nich ulotek informacyjnych albo dlatego, ze poszukujac dzieci chetnych do udzia-
tu w badaniach trafiamy na akcje takie jak ,lato w miescie” lub ,,zima w miescie”
i sifg rzeczy decydujemy sie przeprowadzi¢ badania na terenie szkoly albo innej
instytucji). Dlatego w tej czesci artykulu chcialybysmy przedstawi¢ przyklady
konkretnych sytuacji i watpliwosci, ktore pojawiaja si¢ w trakcie prowadzenia ba-
dan z dzie¢mi.

Pierwsze trzy punkty kodeksu (BEZPIECZENSTWO, CEL, OCENA RYZYKA
I KORZYSCI) nie budza watpliwosci i koniecznosci dalszych wyjasnien. Jest dla
nas rzecza absolutnie oczywista, ze bezpieczenstwo dziecka jest wartoscig nad-
rzedna, badania maja stuzy¢ pogtebieniu wiedzy, a ich rezultatem ma by¢ nie tylko
poznanie, ale takze mozliwo$¢ lepszego odpowiedzenia na potrzeby dzieci. Jednak
juz punkt czwarty Kodeksu..., INFORMACJA, bywa w praktyce trudniejszy do
zrealizowania, niz mogtoby si¢ wydawac. Czescig wszystkich naszych badan jest
stworzenie skierowanej do dzieci ulotki opisujacej cel i sposob realizacji badania,
a takze przedstawiajacej badaczki. Jak wiemy z praktyki badawczej, nie wszystkie
dzieci czytajg te informacje. Dlatego bywa, ze przystepujemy do badania z grupa
dzieci, ktére w bardzo niewielkim stopniu wiedza, o co bedziemy je prosi¢. Ponie-
waz warunkiem przeprowadzenia badania jest dla nas uzyskanie SWIADOME]
ZGODY, zanim przystapimy do badan sprawdzamy, na ile dzieci zapoznaly si¢
z tredcig ulotek i jeszcze raz wyjasniamy na czym bedzie polega¢ badanie. Czasami
dzieci poczatkowo wyrazaja zgode na badanie, ale w trakcie jego trwania zaczyna-
ja sie z tej zgody wycofywac. Taka niezgoda moze wyglada¢ roznie: czasem dzieci
odmawiaja wykonywania zadan, czasem probuja przeszkadza¢ innym, moéwia, ze
sie nudza, albo pytaja, czy ,,dtugo jeszcze” W takich sytuacjach jeszcze raz mowi-
lysmy, Ze to badanie ma sens tylko, jezeli maja na nie ochote, a jesli nie maja, to
moga w kazdej chwili wyjs¢. W prowadzonych przez nas badaniach zdarzylo si¢
kilka razy, ze dziecko wyszlo w trakcie badania.

W trakcie badan takze METODY, jakimi pracujemy z dzie¢mi, wymagaja ne-
gocjacji. Z jednej strony zalezy nam bowiem na tym, zeby zadania, ktére propo-
nujemy dzieciom, byty dla nich interesujace, gdyz dzieki temu dzieci sa zaangazo-
wane i chcg je wykonywac. Z drugiej strony jednak zdarzalo si¢ nam, ze podczas
badania prowadzonego z grupa dzieci pewne metody okazywaly sie dla dzieci
tak atrakcyjne, ze uniemozliwialy dalsze prowadzenie badania (a w kazdym ra-
zie na zasadach dobrowolnosci i braku przemocy). W naszej praktyce zdarzato
sie nam na przykfad rezygnowac z zadania polegajacego na rozdawaniu dzieciom
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aparatow fotograficznych i proszeniu, aby sfotografowaly w domu, gdzie prowa-
dzilysmy badania, miejsca, ktore dzieci uwazajg za zdrowe. Nalezalo bowiem wy-
wazy¢ korzys¢, jaka byl fakt, ze zadanie to sprawito dzieciom duzo radosci, biegaty
po mieszkaniu i robity zdjecia, a trudnoscia, kiedy powr6t do skupienia i pracy
zwykle okazywal sie trudny, a czasem wrecz juz niemozliwy.

Problematyczna bywa réwniez kwestia MIEJSCA przeprowadzenia badan.
Staramy sie rozmawiac z dzie¢mi w ich wlasnych mieszkaniach (lub mieszkaniach
kolezanek/kolegéw z grupy fokusowej), mieszkaniach badaczek, pokojach udo-
stepnianych przez organizacje zajmujace si¢ pracg z dzie¢mi lub domy kultury.
Zdarzaja sie jednak sytuacje, kiedy szukamy rozméwcow wsrdd dzieci uczestni-
czacych w programach typu ,,lato w miescie” lub ,,zima w miescie” organizowa-
nych przez $wietlice szkolne i wtedy siltg rzeczy spotykamy sie z dzie¢mi na terenie
szkoly. Mozemy sobie réwniez wyobrazi¢, cho¢ nie znamy takiej sytuacji z wia-
snej praktyki, badania prowadzone w innej instytucji, jak szpital czy dom dziecka.
Wydaje nam sig, ze w takiej sytuacji nalezy by¢ szczegdlnie uwaznymi na kwestie
dobrowolnosci badan i samopoczucia dzieci. Z naszych doswiadczen wynika, ze
dzieci uczestniczace w ,,zimie w miescie” podeszly do badan z duzym entuzja-
zmem i radoscig, a fakt, ze siedzimy w nieduzej salce przy szkolnej $wietlicy nie
wydawal si¢ powodowac u nich poczucia opresji. Nalezy jednak pamietac, ze mo-
globy by¢ inaczej (na przykiad gdyby nauczycielka naciskata na dzieci, aby wziety
udzial w badaniach, albo gdyby w ogdle nikt ich nie pytal o zgode i zostalyby do
badan wyznaczone).

Kwestia REKOMPENSAT'Y za badania byta w przypadku prowadzonych przez
nas badan raczej nieproblematyczna. Dzieci z rado$cia i wdziecznoscia przyjmo-
waly drobne upominki (zwykle kolorowe notesy) i dyplomy, ktére dostawaty od
nas po zakonczeniu badania. W naszej sytuacji rowniez sprawa uzyskania SUPER-
WIZJI badan nie nastr¢czata trudnosci, poniewaz nie tyko pracujemy w zespole,
ale takze mamy wiele kontaktéw z badaczkami zajmujacymi si¢ dziecinstwem
w Polsce i zagranicg. Chciatyby$my jednak podkresli¢ znaczenie tych kontaktow
i wymian w naszej pracy. Mozliwo$¢ omawiania na biezaco wszystkich watpliwo-
$ci i trudnosci wydaje nam sie kluczowa. Kiedy prowadzilysmy badania z dzie¢-
mi, ktore urodzity sie dzieki metodzie in vitro, zdecydowaly$my sie na obecno$¢
psycholozki podczas fokuséw. Zrobily$my tak, poniewaz temat badan wydawat
sie nam delikatny i chcialysmy, aby osoba z zewnatrz, niezaangazowana w pro-
jekt badawczy, obserwowala naszg prace i dbata o dobre samopoczucie dzieci. Nie
zdarzylo nam sie jeszcze, aby dziecko domagalo si¢ obecnosci rodzicéw/opieku-
néw w trakcie badania. Czesto natomiast zdarza sie, ze rodzice po badaniu pytaja
nas o to, co dziecko powiedzialo. Jest to oczywiscie sytuacja potencjalnie niezrecz-
na, szczegolnie jezeli rodzicowi naprawde zalezy na poznaniu opinii dziecka (co
miato na przyklad miejsce, kiedy badanie dotyczylo rodziny adopcyjnej i rodzic
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byt bardzo ciekaw, co dziecko mysli o adopcyjnych rodzicach). Nalezy wtedy pa-
mietaé 0 ANONIMOWOSCI, ktéra nalezy sie dzieciom i calkowitej tajemnicy
obowigzujacej osobe prowadzacg badanie. W naszej praktyce wyjasnienie rodzi-
com, ze nie mozemy zdradzac tresci rozmowy, okazywalo sie¢ zawsze wystarczaja-
ce, chociaz czasami rodzice nie kryli swojego rozczarowania.

Na koniec tej czesci artykulu chcialyby$my jeszcze doda¢, ze z naszej praktyki
badawczej wynika, iz dla wigkszosci dzieci udzial w badaniach byl przyjemno-
$cig. Dzieci, z ktéorymi rozmawiatySmy, czesto na koniec badania wyrazaly zal,
ze ,to juz’, albo pytaly, czy i kiedy przyjdziemy znowu. By¢ moze, podobnie jak
dorostym, przyjemnos¢ sprawiato im bycie obiektem zainteresowania, ekspertem,
osoba, ktora pyta si¢ o zdanie. A moze zadania, ktére im dawaly$my, byly dla nich
ciekawe. To, ze praca z nami byla dla dzieci przyjemna i ze one tez widzialy w niej
jaki$ sens jest dla nas wazne, stanowi powod do radosci, ale takze legitymizuje
w naszych oczach to, czym si¢ zajmujemy.

Zakonczenie

Kodeks dobrych praktyk, ktéry przedstawiamy w niniejszym artykule, nie ma na
celu zastgpienia czy nasladowania regulacji w rozumieniu prawnym. Jak piszg Pri-
scilla Alderson i Virginia Morrow, ,,Prawo zwykle okresla minimalne standardy
postepowania, majace na celu zapobieganie ztym praktykom. Natomiast wska-
zowki dotyczace etyki stuza podnoszeniu swiadomosci i zachecaja do przestrze-
gania wyzszych standardow - gltéwnie poprzez zadawanie pytan, a nie wskazy-
wanie odpowiedzi; tym niemniej etyka oferuje metody odnoszenia si¢ do tych
pytan” (Alderson, Morrow 2011: 4). Tak tez widzimy cel naszej propozycji: ma
ona sktania¢ do zadawania pytan dotyczacych etycznych aspektow badan z dzie¢-
mi i proponowa¢ metody odnoszenia si¢ do zagadnien, ktére uwazamy za istotne.

Na koniec chciatyby$my jeszcze raz podkresli¢, ze naszym zdaniem podstawo-
wym celem prowadzenia badan wsrdéd dzieci powinna by¢ poprawa ich sytuacji,
mozliwa dzieki lepszemu zrozumieniu $wiatéw i potrzeb dzieci przez dorostych.
W zwigzku z tym nie zajmujemy si¢ w Kodeksie. .. kwestig badan marketingowych,
ktérych podstawowym celem jest na przyklad zwigkszenie sprzedazy. Dlatego
réwniez jesteSmy otwarte na wspoltprace i uwagi wszystkich oséb, ktore w swojej
pracy probuja dziata¢ na rzecz dzieci, nie tylko badaczy, ale takze psychologéw,
pracownikéw socjalnych, pracownikéw fundacji pozarzadowych.
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1. Becoming ‘patients’

Most research has underlined the central role of children’s agency in therapeutic
relationships, also highlighting their competencies in facing their states of illness
(Clemente 2009; Tates & Meeuwesen 2001). Paying particular attention to the ex-
periences of chronically ill children and teenagers, the aim of our work was to
detect which competencies are present at the beginning of the patient’s career.

The experience of illness is a complex process in which organic manifestations
and their alterations are perceived, understood, and communicated through the
interpretative frame that a social context provides for individuals (Pierret 2003).
‘Becoming ill is a process that develops in stages: from the perception of a change
in one’s physical condition, which often shows itself as a state of indisposition;
through to the identification of definite symptoms; the attribution of a name for
those symptoms, which are interpreted as indicators of a illness; the identifica-
tion of a probable cause or causes that generated such illness; and, subsequently,
administration of a suitable therapy. This is a complex process in which several
people take part in different contexts, not always from the medical field, although
in our modern societies the process is largely fulfilled through ‘expert’ knowledge
from within the biomedical paradigm.

As Jutel (2009) asserts, the analysis of the onset of illness — especially the process
leading to diagnosis - is a powerful instrument for understanding most of the com-
plexity of the illness experience itself. As a matter of fact, the diagnosis structures
the individual’s reality and shapes the individual’s existence from the moment it is
established, producing a new learning in how to exist in this world. Moreover, the
diagnosis is constructed, above all, in therapeutic relationships developed around
the social meanings attributed to ‘being a doctor’ and ‘being a patient; and is based
on the power differential implied in these same therapeutic relationships. Indeed,
this is a process in which several sets of knowledges, competencies, and decisional
powers with different social legitimacy come together and interact.

In terms of our specific field of investigation, that is, children’s competencies
in therapeutic relationships, there are two groups of reasons for taking the di-
agnostic process into consideration. The first is related to the scientific status of
this diagnostic process. As Jutel (2009: 294) underlines, diagnosis is not an onto-
logical entity, but the result of the application of a series of representations and
concepts connected to biological knowledges, techniques, social contexts, poli-
tics, and previous experiences. In other words, establishing a diagnosis follows
the general rule according to which the world of facts cannot be separated from
a pre-existent framework of prior concepts and representations. In the study of
children’s competencies in states of illness, this means that diagnosis can provide
information about the way people consider health, illness, and cure in a particular
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society. More specifically, it can provide information about the representations of
childhood and children’s agency in therapeutic relationships; about the legitimacy
attributed to some actors - for example, physicians, parents, other caregivers, and
children themselves - in the active participation of the individuation and defini-
tion of illness symptoms; about the modalities through which promoting compli-
ance or concordance (Bissel, May, & Noyce 2004) after diagnosis is legitimised;
and about representations and orientations relating to public health and educa-
tion. Moreover, the analysis of the diagnostic path is important in the paediatric
field because it can be useful to make children’s illness a complex social concern
and not only a mere biological concern, or the outcome of a biomedical glance.
The second group of reasons refers to more instrumental and operational aspects.
Diagnosis, which allows people suffering from a disorder to consider themselves
as ill, can be defined as a process that carries the beginning of an important so-
cial process: the construction of the ‘moral career’ of the patient. This means that
through the analysis of the process of diagnosis it is possible to investigate the
starting point of a real ‘career;, that is, to investigate the individual and the social
deep restructuring of one’s self, experiences that touch everyone who suffers from
an illness (Goffman 1961). It also suggests that it is possible to highlight the forms
assumed by the ‘disruption of life as it was before’ due to the introduction of dra-
matic changes in the daily life of people with a diagnosed illness. Moreover, it is
also possible to investigate patients’ and caregivers’ inherent or acquired compe-
tencies in facing those new living conditions.

The diagnosis of chronic illness is often an important ‘turning point’ (Strauss
1969), a ‘disruption of life as it was before, since it really marks individual life
paths. Every turning point is sensitive to several variables such as age, gender,
working and financial conditions, culture, and type of illness. In particular, tak-
ing age as the central variable, the disruption of life as it was before could as-
sume special connotations for children that are different to those of adults, not
only because children’s lives before diagnosis have, naturally, been shorter, but
also because such disruptions occur at the beginning of their social life and their
development as individuals. Moreover, in the case of non-terminal illness, such
disruptions may have a prolonged effect and protracted disruption on their future
lives. Diagnosis and the early stage of illness involve children’s families (given that
parents actively participate in the therapeutic relationships) and therefore also
become real turning points for family life.

For the above reasons we think that the process of diagnosis is particularly
relevant to the analysis of children’s illness experience, as well as to the individu-
ation of children’s competencies, as acknowledged by the adults - parents and
physicians — who take care of them.
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2. The contextual and variable nature of
children’s and teenagers’ competencies

We are especially interested in the competencies that children employ in their ex-
perience of illness from the diagnostic process, but we necessarily have to clarify
the definition of competence to which we refer.

The concept of children’s competence has mainly been explored in psychologi-
cal and pedagogical fields and is less present in the field of social anthropology.

Although a literature review does not provide a clear and universal definition
of children’s competencies it is possible to detect some recurring elements and
to affirm that competence is generally meant as a set of intra- and interpersonal
resources by which the subject ‘acts properly’ in different social situations. In our
consideration of the concept of competence we found that some approaches de-
riving from pedagogical and socio-anthropological fields could be particularly
useful (Baker 1998; Hutchby, & Moran-Ellis 1998; Le Boterf 2008; Rondot 2013;
Westera 2001), as they highlight the way in which the resources that make up
competencies have a dynamic, variable, and processual evolution, and are con-
nected to the set of resources and constraints characterising the contexts in which
adults and children build and carry out their daily interactions. Devoting greater
attention to the processual and contextual nature of competencies seems to be an
important step forward in the consideration of contents, functions, and the conse-
quent use of such concepts in empirical research on children and teenagers. This
is due to several reasons. First, it adheres to a representation of children as agents
who are able to take an active position in their life contexts. Second, it relates the
understanding of competencies to the analysis of the contexts in which they are
employed. Finally, it highlights that the adaptive function of competencies (acting
properly according to different social situations) cannot be defined a priori as they
depend on the various meanings attributable to action adequacy by the different
actors involved in the interactions, in addition to other contextual variables. This
calls into question the power differential and the difference in social legitimacy
that are attributed to the resources activated by those participating in the same
interactive contexts, particularly in terms of knowledge and skills, as well as the
legitimacy recognised for every specific subject in accessing available resources.

These reflections on the processual and contextual nature of children’s compe-
tencies are even more important if we take into consideration life-paths of chroni-
cally ill children. As a matter of fact, they develop specific competencies during
the constant and long experience of their illness in adult contexts — particularly
health care environments — where interaction is heavily affected by the presence
of such illness, starting from the diagnostic process that sets them on the ‘career
of patient’ path.
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3. The process of normalisation
in the experience of chronic illness

The literature dealing with the meanings which chronically ill children and teen-
agers attribute to their illness, and the way in which these influence the practices
of their daily lives and interactions, highlights how these experiences produce
some necessary processes of ‘biographical repair’ triggered by chronicity (this oc-
curs in the case of both early- and late-onset illness) (May & Finch 2009; Venning
et al. 2008).

To better understand these processes it is useful to refer to the concept of ‘nor-
malisation, which derives from the micro-social approach promoted by the in-
teractionist perspective (Strauss 1975, 1992; Strauss & Corbin 1987, 1991) which
pays particular attention to the development of patients’ life paths from the begin-
ning, and also the relational and structural aspects of life contexts in which such
paths are built. According to some scholars (Deatrick et al. 1999; Sanderson et al.
2011), normalisation is a process that must be investigated not only from the insti-
tutional perspective but also from the patient’s point of view. It can be interpreted
as a path that redefines identity and relationships (Deatrick ef al. 1999; Sanderson
et al. 2011) which begins when the subject carries out a deep ‘biographical repair’
due to illness or, rather, as a consequence of the ‘biographical disruption’ (Bury
1982) that serious or chronic illness can cause.

Therefore, this is a perspective that observes the construction of a ‘patient’s ca-
reer’ and the composition of a patient’s life path as a result of his or her actions and
choices that take form in contexts with limited resources and defined limits. The
competencies of children and caregivers can also be included among the existing
resources that can be activated in daily life contexts and in care contexts.

According to this theoretical perspective, normalisation strategies, which can
be considered to be coping strategies, can include the control and management of
the sick body through forms of repression, concealing, acceptance, or the embodi-
ment of symptoms or medical interventions (transformation in the body ‘geogra-
phy’) (Prout 2000). They can also include all the practices that are able to recon-
figure the subject’s relationships in different interactive contexts and according to
different degrees of acceptance and embodiment of illness.

As discussed earlier, competencies are sensitive to the contexts in which they
are employed. Therefore, in order to analyse them properly it is necessary to
understand the characteristics of the contexts in which they occur. In the per-
spective that has been adopted here, it is necessary to know the context in which
normalisation processes take place. Therefore it is important to shed light on the
dynamic flow of the existence of patients between everyday life — considered as
‘normal’ by those who live it — and the normalisation of symptoms and illness and
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consequently it is essential to identify the main characteristics assumed in the de-
velopment and use of competencies required in normalisation processes.

For the analysis of the beginning of children’s chronic illness experiences and
diagnosis, there is reference particularly to the concept of ‘disruption of normal-
ity, employing the interactionist definition proposed by Sanderson et al. (2011)*.
According to these authors, the disruption of normality that takes place after di-
agnosis is influenced by several variables, most of them built on the biomedical
paradigm, for example, changes in the severity of symptoms, efficacy of therapies,
and the organisational forms of health care services. By contrast, other variables
are of a more multiform nature, such as the individual’s psychological ability to
adjust to illness, one’s social network structure, and - in the case of children -
adults’ acknowledgement of their competencies to face biographical changes, as
observed in other research studies (Favretto & Zaltron 2013).

4. The research

The pilot research study concerning children’s competencies in the processes of
normalisation during diagnosis was primarily aimed at analysing children’s main
competencies and autonomy in health and illness; detecting the recognition and
the legitimacy attributed to competence and autonomy by both children them-
selves and by adults who, according to their different roles (mothers, fathers,
physicians, and teachers), develop the function of caregivers; exploring the daily
practices of the management of the states of illness and the decision process that
deals specifically with children’s therapy In the research that forms the basis of the
present article we placed particular focus on the thresholds that mark the change
from a state of ailment to a state of illness and on the elements that characterize
and differentiate chronic conditions from the perspectives of both children and
adults. In addition, it was valuable to understand the whole of children’s compe-
tencies and contributions acknowledged in the diagnostic process of determining
the illness and the subsequent daily practices through which care is fulfilled within

* In particular, Sanderson et al. (2011), detected five different processes of normalisation: 1) dis-
rupted normality, when symptoms impede the possibility of a normal life, which often means ‘one’s
life as it was before’; 2) fluctuating normality, a special condition of the disease, which seems to be
characterized by a fluctuation between disrupted normality and normality. Milder symptoms allow
the patient to consider the disease temporarily absent, out of one’s ‘normal’ life; 3) struggling for
normality, in this form, the emphasis is on the struggle for the maintenance of a normal life in spite
of the severity of the symptoms and the underlying biographical disruption; 4) resetting normality,
where normal life includes the disease. It provides a re-conceptualisation of normality including the
normal body experience and an incorporation of the disease; 5) returning to normality, that is the
return to normal life as it was before the diagnosis. In the case of chronic diseases, such as those
analysed in this study, this process cannot take place.
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the family, the school, and the therapeutic relationship. Finally, the aim was to
identify the coping strategies used by children to manage their state (e.g., illness:
forms of dissimulation, avoidance, self-administration of treatment, etc.) from the
beginning of their illness, and in relational contexts with adults and peers.

Sample

The sample was built on criteria corresponding less to those of statistical rep-
resentation than the use of variables considered important for the objective of
the study, including: pathologies, age, gender, family unit, and parents’ education
level. All the children interviewed were residents of a large city or a medium-sized
town in the northwest of Italy (Turin and Novara). Both places have high quality
children’s health services’.

Although the sample of children and early teens included subjects suffering
from occasional illnesses and subjects suffering from chronic illness, only the nar-
ratives of children and teens suffering from asthma or type 1 diabetes were taken
into consideration. These pathologies allow some forms of self-administration of
therapies and are therefore useful for understanding the degree of recognition
of children’s competencies and autonomy. At the same time, they are highly dis-
similar and peculiar pathologies, both in terms of their onset and also their man-
agement over the course of the child’s development. This lack of homogeneity
structures different therapeutic and family contexts and, in our view, creates the
conditions for detecting useful insights into the presence of children’s competen-
cies, modulated in different contexts.

Participants involved to the study were children aged 8 and 12 year-old. These
ages are important for investigating children’s competencies. In actual fact, in the
most common social representations and from a legal perspective, these ages are
attributed with different powers of discernment and autonomy prerogatives: chil-
dren belonging to these two age groups attend educational contexts that recognise
autonomy and skills in very different ways. According to the psychological and

> The group of chronically ill children included: 7 asthmatics (4 aged 12 - 2 boys and 2 girls — and
3 aged 8 - 2 boys and 1 girl), 8 diabetics (5 aged 12 - 3 boys and 2 girls — and 3 aged 8 - 2 girls and
1 boy), 6 mothers and 6 fathers of diabetic children and 5 mothers of asthmatic children. In order
to include also the medical staff’s point of view, we conducted focus groups and interviews with
the physicians and nurses of the Respiratory Department and the Diabetes Division of Ospedale
Infantile Regina Margherita in Turin, as well as the physicians and nurses who organized the sum-
mer campsite for diabetic children in the Druogno District. Moreover, a short period of participant
observation was spent at the summer camp-site for diabetic children, with 28 children and teenagers
from 8 to 17 - not included in the previous sample - the medical staff and nurses of the children’s
hospital of Novara, and some instructors.
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psychosocial literature these two age groups show significant differences in their
relationships with adults and peers.

To complete the study, and in order to gain the point of view of adults, inter-
views were conducted with the parents of children and teens who participated in
the research and the medical and nursing staff who were treating them.

Methodological tools

For the purpose of our research a qualitative tool of data collection was employed.
In-depth interviews were conducted with children suffering from asthma or diabe-
tes during which an exploration of the history of their illness and the most appro-
priate coping strategies and therapeutic practices they had employed to face their
illness states in their different relational contexts was performed. Moreover, brain-
storming sessions were performed concerning the representations of health and ill-
ness. A questionnaire with a Competency Scoring Tool was also administered to the
12 year-old children to detect self-attributed competencies in the decisional pro-
cesses during their therapeutic relationships. Finally, focus groups were conducted
with teachers, parents, and physicians that focused on similar issues.

5. The process of diagnosis and ‘normality disruption”:
becoming ill according to children’s perspectives

5.1. The beginning of the process of diagnosis

Making use of the above-mentioned interpretative framework for the analysis of
children’s narratives about the early stage of their illness, some differences be-
tween the two pathologies can be highlighted. These differences concern the in-
tensity of symptoms and subsequent forms of diverse normality disruption.

In the case of children with diabetes, the process of diagnosis starts with the
sign of a possible transformation in their body conditions, which is not an imme-
diate disruption of daily life but, rather, a body manifestation of an ‘excess’:

So, my story with the diabetes began when I was 4 or 5, and I remember that
I drunk a lot and I had to do a lot of wee. At a certain moment my mother told me
‘It’s a strange thing. (boy, 12, diabetes)

I often did wee in my bed, when I was sleeping, I was always thirsty, and then my
mum had this suspicion and we went to see a doctor and we found out. (boy, 8,
diabetes)
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We were in Cervia... I believe... or already here in Turin, I can’t remember... I was
small, I slept in the big bed with my mother and my father... then I did a lot of wee
at night, a lot a lot a lot of wee, so they understood I suffered from diabetes... (girl,
8, diabetes)

According to those narratives, the described behaviour does not seem to hinder
‘normal’ daily life. Children describe it as a sort of excess in their body manifesta-
tion, a sort of ‘anomaly’ in adults’ interpretation. Mothers, in particular, have the
‘idea’ that something is wrong in their children’s behaviour, something strange and
incomprehensible because it is not based on their previous experiences and knowl-
edge. In their narratives, children do not try to interpret the fact, they describe
themselves as bodies in transformation, but are also ‘mute’ in the interpretation.

In the interviews with children, the experience of being upset is immediately
shifted to the scenes of family and medical care, the main contexts in which they
have acquired knowledge and interpretative instruments from the biomedical para-
digm, that is, that set of knowledge and instruments that children have perceived
as being promoted and legitimised by adults for the best treatment of their illness.

A particularly interesting case concerns the beginning of diabetes in a child
who had previously been diagnosed with coeliac disease, a family illness:

So, it began when I had... no, my brother suffered from coeliac illness, so everyone
in the family took medical examinations and I resulted with coeliac illness too,
also my mother and my father, nothing strange. Well, then they told me that I had
a risk of 2 out of 3 for diabetes, while my brother was 1 out of 3. Now my brother
is 2 out of 3 and I am 3 out of 3. So they say your son is, can be diabetic in a short
time. (boy, 12, diabetes)

The process of diagnosis anticipated the onset of diabetes, providing the child
and his family with an interpretative frame to know in advance what was going to
happen. In fact, in the narratives of this child these are not events connected with
‘excessive’ body manifestations, rather the occurrence of a deadline that forces
medical examinations:

They didn't tell me anything [when he was five years old he was diagnosed with coeli-
ac illness, but they did not tell him it was likely to transform into diabetes], I was told
something later, just because it’s not really serious, so I wasn’t aware. And when I was
seven, as I told you, I went to that Regina [Regina Margherita Children Hospital]...
and this week I have finally understood something about diabetes. .. I've understood
I have a doctor, a ward, and also how a pancreas works. (boy, 12, diabetes).

For children with asthma, the beginning of the diagnostic path was also charac-
terised by an interruption in ‘doing as usual in everyday life, that is, a disruption
in the daily routine, although this is not marked by urgent interventions:
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I can’t remember so well... T had... I was playing football with my friends and then
I had a cough and my father told me ‘you have to rest a little’ and I took a rest and
then I was OK. (boy, 8, asthma)

No, I though I had a cold, but my father told me that it was because I never wore
my singlet, because I didn’t want to wear it... and I wasn’t wearing it and... then
I had... this cough... but it was not during the day, it was at night, also now, be-
cause when I lay down one of the holes in my nose got blocked, but just one...
then when I got up... I often get up at 5, I go and watch the clock and... one hole
was free but the other got blocked... and I couldn’t understand why... but then...
I asked my parents, but... I can’t remember what they told me... during the day
only a little cough... I sneezed sometimes. (girl, 8, asthma)

Every time I did something more than usual, I got sick... even when I run for two
minutes, I cannot... when I was smaller I always had problems, when you’re small
you're always on the ground, so... everything at home was clean but there is always
some space where... you enter everywhere, I got into the wardrobe, so... I was
always sick. (girl, 12, asthma)

These interviews show that children reinterpret their existence in light of their
biomedical, relational, and psychological competencies relating to self-awareness.
They show an ability for self-reflection and for some of the social tools that allow
them to interpret their upsetting situation, to give it a name and to speculate on
possible trigger causes and remedies within a process of the co-construction of
meaning with their relatives and physicians. It was difficult to identify whether
those competencies had been present — even partially — at the moment of diag-
nosis since the interviews may have been affected by the inevitable distortion due
to the length of time that had passed since diagnosis and therefore problems with
memory and recollection. Nevertheless, the children’s narratives unveil a process
of understanding in progress attributed to their relational competencies and basic
scientific notions, the latter being especially present in the older children. It is
clear that in these narratives children do not describe themselves as ‘mute’ bodies
affected by ailments but, rather, as bodies/subjects that internalise and elaborate
the meaning of their experience by using the information they are provided with-
in the family and during the negotiations with their parents.

Even considering possible distortions due to the time gap between the mo-
ment of diagnosis and the interview, it was noted that in the narratives of the chil-
dren with diabetes, some similarities emerged with those children suffering from
asthma in relation to self-reflection and self-awareness. They are both subjects
involved in situations that are changing their living conditions from a physical
and relational point of view. There is also some similarity in their relational com-
petencies, although for children with diabetes these are particularly manifested
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in the form of crediting adults’ knowledge and action and much less in forms of
negotiation with the adults themselves about the meaning of what is happening.
Conversely, children with diabetes seem to be aware of their lack of biomedi-
cal competencies, a datum that also seems to suggest that their experiences are
narrated by parents in the process of diagnosis. Therefore, the whole family unit
needs the intervention of medical personnel to interpret the ‘abnormal’ manifes-
tations taking place in the child’s body.

5.2. Identifying and naming illness, communicating diagnosis

The different onset of the two types of illness does not only affect the early stages
of the respective illness, but it continues to produce diversity during the following
diagnostic examinations carried out by medical personnel. As a matter of fact, the
analysis of the narratives concerning the subsequent phases of the diagnostic path
reveals new differences between the two pathologies, little about the general vari-
ables such as the gender or age of the participants but, rather, about the severity
attributed to the illness by adults, especially medical personnel, and the complex-
ity of the necessary therapeutic plans. In other words, the narratives demonstrate
that the difference between the two pathology structures, different illness experi-
ences in the diagnostic paths, almost exclusive of the biomedical paradigm, which
lends more importance to severity and level of criticality of symptoms rather than
to other variables. This frame is also fully used also by children in order to inter-
pret their experience in retrospect.

In the case of diabetes, for almost entire sample, the diagnostic path continued
in hospital following an urgent admission. The threshold marking the shift from
an anomalous behaviour of ‘drinking a lot and doing a lot of wee’ to the individua-
tion of certain symptoms of the illness was crossed by the use of a series of devices
(Christensen 1998) that contributed to changing the children’s body perception
and geography:

And then we arrived at the hospital and I measured blood sugar level and the first
time it was 600. And so they gave me insulin immediately and then they gave me
that little machine for injections to do all I had to do and it all started. (boy, 12,
diabetes)

They decided (her parents) to take me to the hospital for a check... My blood sugar
level was 500... They made me an IV but I could not drink meanwhile and then
later, at half past eleven, they brought me into the room and only after I started
drinking, I could drink again. I was crying because I was thirsty, but I couldn’t
drink, and then I stayed in hospital for a week and then they sent me away. (girl,
12, diabetes)
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They took me to the hospital... then they gave me a room where I could sleep and
watch TV at night... actually I did not sleep much, really, I was awake... ok, then
they put something here on my finger, my thumb, I don't know what, a... it looked
like a patch but with a red light, then one day my father was there beside me, and
I said ‘daddy, daddy; it hurts!” and he called the doctor, they took it away and I saw
it... the only problem is that I always lose the patch. (girl, 8, diabetes)

And we went to the hospital and I was hospitalized... ah I remember that for me
the drip... I could not distract myself. They tried with a helmet that looked like the
one of firemen, which I liked... yes, they put it on my head and made me the...
the... drip... I saw, yes! But I was distracted... I was first grade. (boy, 12, diabetes)

I can’t remember anything, I was very very young (almost one year old), I can only
remember the entertainers and that they couldn’t find the vein in my foot to give
me insulin. (girl, 12, diabetes).

The first impact — even before their illness can be named - is made up of interven-
tions into the children’s bodies, who are immediately immersed in an interpreta-
tive frame providing them with cognitive instruments to understand and trans-
form the meaning of what is happening: ‘drinking a lot’ and ‘doing a lot of wee’
transforms into anomalous levels of glycaemia and into the need to start a daily
routine of ‘puncture’ to measure levels and introduce insulin into their bodies. It
is a central moment of foundation and biomedical expertise through which to
interpret the etiology and course of the illness. Thus, in children’s narratives the
moment in which the distress is given a name, that is, the moment in which the
illness is detected, comes after the use of these early devices and this indicates
whether children have understood the diagnostic process well.

The following stage of the communication of diagnosis acquires special con-
tent, as it highlights which competencies adults - especially medical personnel -
acknowledge to children and wish to promote:

If I remember well, the doctor told me I had diabetes and therefore I had to do all
the things I had to do, you know: giving myself shots, measuring blood glucose
level, checking, you know, the usual things for diabetes. (boy, 12, diabetes)

I realised I had this little problem carried by chicken pox and they had to explain
this to me, then they also said for a while you’ll stay here and you’ll have insulin
shots] they showed me the syringe, that is a pen. So then they made me use the...
pen. So then with the insulin I realised I had this problem. (girl, 8, diabetes)

They didn't tell me anything [when he was five years old he was diagnosed with
coeliac illness but they did not tell him it was likely to transform into diabetes],
I was told something later, just because it’s not really serious, so I wasn’t aware. And
when I was seven, as I told you, I went to that Regina [Regina Margherita Children
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Hospital]... and this week I have finally understood something about diabetes. I've
understood I have a doctor, a ward, and also how the pancreas works. (boy, 12,
diabetes)

Nurses... they explained to me what it was and then they told me I had to give
myself shots and... that’s all. I burst into tears because I had to give me shots, but
then I got it... more or less. (girl, 12, diabetes)

From the narratives of these children we can observe how the central point of this
phase of the diagnostic process is the communication about therapy, which can also
be detected in the analysis of the adults’ perspective. Illness and therapy instructions
tend to mix, and children’s status as patients becomes dominant in the diagnostic
process. As a matter of fact, medical personnel immediately provide children and
their families with the cognitive and operational instruments of a biomedical nature
to reinforce the need for undergoing more examinations and following prescribed
courses of treatment. Moreover, in order to make this need stable, the therapeutic
relationships must be steered primarily into compliance. This aspect is important
because it provides information about which competencies adults, especially medi-
cal personnel, consider indispensable to prepare children for the difficult and daily
task of facing their conditions as chronic patients. Moreover, it highlights children’s
self-representation within this relational trial: a ‘mute’ body mainly socialised to the
acquisition of biomedical competencies. Although diagnosis, as Jutel (2009) under-
lines, is also a social context in which subjects negotiate the meaning to be attributed
to illness and prescribe courses of treatments, for children with diabetes therapeutic
relationships seem to be primarily steered into compliance and are less flexible in
accepting other interpretations concerning the condition of their patients.
Conversely, for children with asthma the continuation of the diagnostic path
makes reference to other care sceneries, as none of them needed hospitalisation. The
diagnostic path for our entire sample included an appointment with a paediatrician,
followed by more specific medical examinations and periodical check-ups at the
hospital (every six month or one year). For these children the process of diagnosis
developed more slowly and caused less disruption to their daily routine. Neverthe-
less, in addition to children’s competencies that are promoted and legitimised within
the therapeutic relationship, it is possible to detect two recurring events that make
the diagnostic process of the two pathologies highly similar: the centrality of com-
munication and the necessity of compliance with the physicians. Children use the
transmission of biomedical cognitive and operational instruments that make them
able to recognise and name symptoms, as well as follow the therapeutic instruc-
tions given by doctors. However, in the narratives related to asthmatic children’s
therapeutic relationships, we can observe how the position of children themselves is
more marginal - more evident if compared to children with diabetes, perhaps due
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to the ‘lesser’ severity of their illness. The dyadic relationship between a mother and
a physician seems to be more central, especially for those aspects concerning the
interpretation of body transformation caused by illness.

5.3. The diagnosis and the process of normalisation
as ‘disruption of normality’: children’s different perspectives

As aforementioned, it has been underlined how the process of diagnosis can be a real
‘turning point’ in the lives of ill subjects, especially when it concerns chronic or par-
ticularly invasive illness. In the perspective adopted by Sanderson et al. (2011) for
normalisation processes, the diagnosis often triggers a particular process referred to
as the ‘disruption of normality. This is because the symptoms of the illness, and its
chronicity, impede the possibility to return to one’s ‘life as it was before.

This interpretation seems to refer only partially to what the children said in the
interviews. In their narratives about their daily experiences after the diagnostic
process, our children do not seem to have experienced a complete ‘disruption’
with their previous lives (a real turning point), but a sort of ‘biographical disrup-
tion, the contents of which refer to the difference with their healthy peers:

It really annoys me (hypoglycaemia), I hate it, there are footballers who play really
well, people who ride bicycles, as well, that practise a sport happily, it really annoys
me, if I do exercise my blood sugar level goes down and I have to stop, everything
I do I have to stop. (boy, 12, diabetes)

Yes, there have been some moments... like in the train, I had eaten and I had to
give myself an insulin shot, and there were people looking at me. Or some days ago,
at my grandparents’ and uncles’ house, we were all having lunch, there was also
a... my aunts sister, who I hadn’t met before, and I had to give myself a shot, I felt
embarrassed. (boy, 12, diabetes)

You know, if I play a lot, you know, I have it high and I shot myself insulin, I go out
and play a lot and it lowers, or soon after having lunch I go out and I feel dizzy. And
I cannot eat a lot of things. (boy, 8, diabetes)

To stop... because every time... almost every time I got a crisis, when I was 5 or 6,
I went on playing and... I had to learn to stop. (boy, 8, asthma)

I notice that when I do something it is a struggle for me and therefore I've got it
always with me (Ventolin), just in case. (boy, 12, asthma)

When I have an attack I can’t breathe much, that is, if you take a step, even yes-
terday it happened to me, and you just can’t walk much because your heart beats
much more, you keep walking, your poor heart struggles a lot, so it is difficult...
(girl, 12, asthma)
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Therefore, it is from the attention they give to their bodies, which do not work
‘as before, and also during relationships with peers that children can understand
how their illness is changing, and has changed their lives. Understanding and in-
terpretation do not depend on biomedical competencies but, rather, on relational
and psychological ones that are especially related to self-reflection, such as self-
awareness, through which children make sense of the events of their conditions as
ill subjects. Differences are particularly experienced in social contexts that, once
again, mark the heterogeneity between the two pathologies. The first difference
refers to the occurrence of the symptom that diabetic children recognise as hypo-
or hyperglycaemia, and asthmatic children define as fatigue or the need to stop,
that actually interrupts their practices and relationships thus making them ‘dif-
ferent’ from the others. The second difference concerns treatment routines. In
the case of asthma, therapy is episodic and connected to the occurrence of the
symptom, so the use of medical devices is more discrete and less invasive and
allows children to implement relational competencies aimed at avoiding public
exhibition of their ill bodies.

In the case of diabetes, therapy is procedural, but it is also compulsory and
independent of the occurrence of symptoms. Furthermore, it is invasive, not only
because it generates a more evident public exhibition of their bodies, but also be-
cause it changes the representation ill children have of their own bodies.

6. Becoming ill: the narrative of diagnosis and children’s
competencies from the perspective of medical personnel

Health professionals, physicians, and nurses speak about the process of diagnosis
starting from the first examinations that are aimed at checking symptoms and
children’s conditions. Their interviews reveal a representation of these meetings as
occasions for stimulating children’s involvement and participation, although they
sometimes take the form of an ‘interrogation” in order to acquire more informa-
tion and to establish the diagnosis:

In my experience, broadly, even if they are stimulated it is unlikely that... I don't
know why, maybe they are a bit more intimidated by the figure of the doctor (...)
They often answer when spoken to, but they don’t ask me many questions. (physi-
cian, asthma)

It can be observed from this extract, that it is a listening stimulated by health pro-
fessionals with a precise aim. There is also a sense of medical acknowledgement
of children’s ability to talk about their perception of malaise. Moreover, this com-
munication and relational mode seems to be absolutely parallel with the literature
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about doctor-parent-child relationships, which states that children’s opportunities
to take part into the therapeutic relationship are limited to the initial phase, char-
acterised by the physician’s attempt to acquire strategic information before estab-
lishing a diagnosis (van Dulmen 1998; Tates & Meeuwesen 2001). Therefore, this
is primarily an acknowledgement of relational and psychological competencies,
relating to children’s self-awareness; conversely, there is limited acknowledgement
of the possible presence of cognition and basic scientific competencies to which
children might connect the simple biomedical explanations given by doctors. It
is clear that health personnel try to build relationships based on trust, laying the
foundation for the construction of biomedical competencies, but without feeling
the need to proceed to a structured and aware exploration of the competencies
and cognition already present in children.

Another element that characterises physicians’ interviews is communication,
which in most cases — and independent of the pathology - is described as a stra-
tegic choice to involve children and parents. The communication that physicians
and nurses refer to develops during a meeting with children and parents when
they are given all the necessary information about the recognition of symptoms,
the adoption of appropriate safe behaviours for the child’s illness, and the admin-
istration and self-administration of treatments or use of medical devices.

You have to explain, it’s okay, now you know you’ve got it, and now you spray this
Ventolin, the situation is not as serious as it was before, sometimes there may be
an underestimation by the family, by the child. It is only a little cough, instead you
have to make him aware, but I think that what you are going to tell the child de-
pends a lot on the attack. (physician, asthma)

Well, I almost always began with ‘you are ill, but it is not a serious illness, it is an
illness that you can cure and you’ve got it now, maybe in the future you will not,
you will not have symptoms, you can go on with your life and the only thing that
we want you to do is to come to check-ups here, take the examinations and treat-
ment we will prescribe to you with, well, with some attention’ (physician, asthma)

This choice is mainly explained as the need to transmit the importance of chil-
dren’s participation in the therapeutic relationship; in other cases, it is an attempt
to give responsibility to children or teenagers, according to their age, through
the internalisation of rules and the moral imperative of being healthy. Actually,
physicians acknowledge that their young patients have a certain level of relational
competence and they try to foster the construction and use of basic biomedical
competencies for the acquisition of autonomy:

I’'m not your teacher, 'm not going to give you bad marks, I'm here to help you, and
I'm your adviser, you come here and tell me what you think, you don’t have to come
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here and sit down waiting for your mum to speak, you should know I'm happy if
you speak to me. (physician, diabetes)

And also in that case you have to intervene, you try to explain to children that
what they are doing is what every child should do. Because of the illness he must
pay attention to food, his mate who knows it, understands less of it, and he will
have problems later in his life and maybe he won’t be able to solve them. Just go-
ing on eating what he does he will have problems with his teeth... you try to pre-
sent realistically things as they are, and then we, like perfect rationalists, we try to
rationalise everything, even if it's not possible (...) we often tell teenagers things
like: listen, you're so concerned about suffering from diabetes, it’s right, but please
consider some of your mates, they are healthy, but they do stupid things, you know,
when someone gets drunk he’s dangerous for himself and other people, he can hurt
himself, hurt someone else, without being aware of it, he behaves very badly... its
better to be more careful, more adult in making decisions, and you do this because
you're smart, you live with an illness that makes you grow up. (physician, diabetes)

In some cases medical personnel decided not to involve children directly in the
communication of the diagnosis but chose instead to give explanations mainly to
relatives. In doing so, they failed to acknowledge that children possess some of the
basic competencies necessary to be a part of the therapeutic relationship.

I suggest to parents to face it gradually, I hate it when the child is present and they
say ‘oh, we will never recover from it. Because this is wrong. Because by doing so
you send a horrible message to your child. I try to teach parents they must follow
some steps, when a child is just at the beginning, we tell him ‘listen, now we have
to start this treatment, and the child very rarely asks ‘OK, but how long will it last?’
So I tell parents that they have to explain to their children what they have to do in
order to get over the moment of the diagnosis. (physician, diabetes)

We don’t have a real protocol of communication with children, certainly with the
family (...) I don’t speak about stamina or similar issues... with parents generally
about the pathology. If a child asks me about it I tell him, otherwise... (physician,
asthma)

It is clear from these extracts, that in some cases physicians transfer to families
the task of communicating to their children about how they will have to behave
in the future to manage their treatments, starting with the advice given by the
specialist. It is essentially a communicative mandate, justified occasionally by the
lack of time during the medical examination in hospital, or - as in the final extract
above - with an established modus operandi that does not include children as ac-
tive (or actable) subjects in the therapeutic relationship.

The centrality of parents is underlined by the fact that medical professionals
describe the impact of illness on children, whereas the centrality of the process of
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normality disruption is directly proportional to the impact it has on parents, es-
pecially on mothers who are always considered to be the main caregivers, but also
on the resources and competencies that parents can use to deal with it:

It all depends on parents’ attitude. If they cry ‘oh my God, my son is asthmatic’ the
child understands there’s something wrong and gets anxious, if parents are quiet,
they help him to face this path with serenity and everything is better. (physician,
asthma)

What the child experiences is a reflection of what he feels through his parents. He
looks at them, if his mum cries the child cries too, he interprets it as a disgrace.
Sometimes the child perceives this thing like something strange and most of the
times he’s able to accept it before his parents do. And then there is a wonderful mo-
ment, which develops in a week, maybe less, five days, according to the intelligence
of the family of the patient, you assist to a recovery of the state of health, and well-
being comes unexpected. (physician, diabetes)

Moreover, in order to establish the type of impact illness will have on a child’s life,
doctors take other factors into consideration. One of the main factors is the child’s
age at the onset of the illness because if children are very young (under 6 years old
for diabetologists, under 8 for respiratory specialists) they are unlikely to be aware
of the chronicity of their illness, and in a certain way it will be easier for them to
accept it, often through the mediation of their families. In contrast, in the case of
adolescents, medical personnel record more problems in accepting the pathology,
which can lead to rejection and anger. This distinction might be attributed to the
idea of ‘life as it was before, something that is very limited in young children but
very present in teenagers. As we have observed in the interviews with children,
this interpretation is only partially correct since for our children, even pre-teens,
the impact of their illness on their daily lives is mainly measured by the distance
between their own conditions and that of their peers, and not by a comparison
with their life before and after the onset of the illness.

Although physicians and nurses attribute few competencies for self-reflection
and self-awareness to young children, they acknowledge their operational compe-
tencies, which facilitate the acquisition of the necessary abilities for the self-admin-
istration of treatments (‘after I show them once, they are able to do it’), even in the
absence of cognitive competencies (‘but they don't understand the meaning of it’).

In my opinion, the perception a child can have is connected to the things he has to
do. So, if he has a cough, he must use the nebuliser or the sprays, or if we ask him
to come and undergo a spirometry test, he must do it. So my impression is that,
well, the child thinks T have a cough, I have to do things to get better. He’s more
focused on what he has to do, rather than on the concept of asthma, that is a very
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strange concept. Because there is no 8 year old child asking about asthma, they
never ask about the duration of the illness, ‘how long - how long do I have to do
this?... How many times a day, I don’t know if I have to do it every day; and so on.
(physician, asthma)

I think that young children, in my opinion, when they are 6, they don't understand
they suffer from diabetes, but they understand that something will change in their
lives. There is no awareness, that is, they won't remember it after a while. In that
moment, for them, it’s just another practice they have to follow. (...) In my opinion
the critical age is adolescence — when you have lived all your life without diabetes,
and then it comes. That’s a shock for the teen. Also illness management is more
difficult because there is a strong rejection... there’s anger. (physician, diabetes)

In the opinion of medical personnel, another factor that would influence the im-
pact of the diagnosis on the childs life stems from the relational competencies of
the parents, actioned in everyday life with their children. These resources would
be able to build a frame of trust that allows children to better establish the bio-
medical competencies considered fundamental to dealing with the illness, and to
acquire the necessary tools for the autonomous management of chronic illness.

7. Becoming ill: parents’ narratives
about diagnosis and children’s competencies

Unlike medical personnel, parents rarely speak about the onset of the illness, but
focus instead on the moment of communication of the diagnosis and on their and
their children’s reaction.

Irrespective of the child’s age, parents represent the diagnosis in terms of the
pathology. In the case of diabetes, communication of the diagnosis often takes place
during a period of hospitalisation, in a context where children and parents are taught
by doctors about everything they need to know in order to recognise symptoms and
use medical devices to measure glycaemia and administer treatment.

For this reason, parents highlight the centrality of time as an important dimen-
sion for realising and accepting the illness and all its consequences. In fact, the
passing of time is considered an indispensable element for children to embody
and accept their physical and identity transformations, as well as the changes to
their daily routine. It is also important to acquire biomedical competencies for the
autonomous management of the daily routine itself.

It’s difficult for adults, just think for a 4, 5, 6 year-old child, maybe if he’s 9 or 12
you can make him understand, but he needs time, those four days when he has to
stay in hospital for all the examinations, it’s impossible. It’s not just a question of
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age, it’s also a question of time. You are in hospital for some days and undergo a lot
of examinations... Nor you, adult, you quite don’t understand what you are talk-
ing about, just think a poor child... carbohydrates, calculation, insulin, ratio... it’s
impossible... (mother, diabetic child)

Parents’ representations of the diagnosis assume different connotations depend-
ing on whether they refer to what this process produces in them or what it pro-
duces in their children. As a matter of fact, diagnosis is represented and experi-
enced by parents as a disruption of ‘life as it was before’ according to the classic
definition in the literature with reference to child?patients and their caregivers.
Illness is immediately internalised as an element that undermines familiar life and
changes the relationships among subjects

It has been a shock for her, but also for us of the family, us parents and her little
brother... maybe we have had the greatest shock, then you wonder a lot of things,
you wonder why, why, but there is no explanation. (mother, diabetic child)

We too, we became ill. (mother, diabetic child)

This disruption assumes some recurring features of a linguistic and relational na-
ture. The family unit develops a ‘collective sick identity, such that parents often
speak about their children’s illness in the first person plural.

This is another peculiarity, because when parents speak about diabetes they em-
ploy the first person plural. We did, we saw, we went, that is, it’s an illness of the
whole family. (physician, diabetes)

Moreover, illness produces changes in the relationships and in the family prac-
tices, especially as far as it concerns dietary rules. This develops, for example,
with the abolition of sweets from the diet of all family members and a consequent
strengthening of the collective sick identity of the unit.

For a year I haven't been cooking any cakes, nothing, while I used to cook a lot be-
fore, for one year nothing, and my husband sometimes asks me to make a pie, but
I feel I would be unfair to her, so I stopped. (mother, diabetic girl)

Disruption seems to take shape through the implementation of some adult com-
petencies. These are primarily biomedical competencies that allow parents to ac-
tivate a sort of ‘cordon sanitaire’ around their children. Such competencies are de-
veloped during hospitalisation, where the first socialisation process of illness takes
place through the biomedical paradigm, and during summer camps for diabetic
children, where a second socialisation process of illness occurs, enabling parents
to establish their children’s identity as ill subjects by the construction of a form of
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‘collective identity’ with other ill children and their families (Chong 2001; Jutel
2009). Moreover, adults employ relational competencies, which are necessary and
functional to the biomedical ones, aimed at the extension of the ‘cordon sanitaire,
especially to ‘potentially hostile’ environments such as school or relatives.

During this part of the normalisation process that involves parents, they seem
to consolidate a need for the acquisition of biomedical competencies to transmit
to their children to make them embody the presence of their illness.

Conversely, in terms of the effect that the diagnosis produces in children, par-
ents mention some of the competencies their children employ in order to acquire
more awareness of the chronicity of their condition. In this sense, both mothers
and fathers of diabetic children state that when their children were in hospital
they were already starting to ask questions about the duration of their treatment
and also about food restrictions due to their illness. In some cases, children read
the material that medical professionals had provided about foods that were al-
lowed and forbidden.

At the beginning he asked a lot, why do I have to do this?, for how long? We an-
swered his questions little by little, giving him real answers... the first thing he
went and looked at in the booklet was ham, salami, olives, he was 6 years old.
(mother, diabetic child)

The only thing she asked me at the hospital was if she was given those shots just
there at the hospital, she was convinced she would stop when she went home. I said
that it wasn't like that and I explained everything to her. She started crying. (moth-
er, diabetic child)

I remember, my son had taken the booklet about carbohydrates, he told me ‘look
I have found salami with zero carbohydrates, I can eat it’ (father, diabetic child)

The above narratives show that on the one hand, parents attribute to themselves
the role of mediators between children and doctors for the transmission of in-
formation that would facilitate the acquisition of self-awareness and biomedical
competencies; and on the other hand, parents acknowledge their children’s rela-
tional competencies. In the latter case, children do not make use of such compe-
tencies with doctors but with their parents.

According to parents’ narratives, in most cases children also experience a dis-
ruption of normality, but differently from their parents. In particular, in perfect
accord with interviewed children, mothers think that diagnosis produces a crisis
when children feel different from their peers. They speak about important social
moments, such as birthday parties and after-school activities: these are occasions
on which the children with diabetes experience a distance from their friends that is
caused by the restrictions of their new diet and the use of special medical devices.
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I can say that it was a trauma for him because at school he could see the difference,
at birthday parties he couldn’t eat any cake or drink any coke, and he was so sad
about that. (mother, diabetic child)

In the narratives of parents of children with asthma, communication of the diagno-
sis is experienced in a less critical way. According to these parents, children experi-
ence a certain degree of involvement with doctors and medical personnel in general,
who in most cases speak directly to them to explain symptoms and practices for
the management of their illness. Physicians — much more often than in the case of
children with diabetes and more often than lung specialists highlight - communi-
cate the diagnosis directly to their young patients, acquainting them with adequate
relational competencies for the therapeutic relationship and with the cognitive com-
petencies necessary to understand their conditions as asthmatic patients.

Similarly, the process of normality disruption seems to be less present here
than in the case of diabetes. It is so for several reasons. There is a supposed lesser
severity of asthma symptoms, and also lesser need to reconfigure previous family
routines. These are often limited to avoiding dust at home as much as possible,
or avoiding contact with other substances that could cause the child to become
breathless:

We had to take some precautions, not a lot really, like airing his room, the window
is always open, the bed is always uncovered, we have to change the bedsheets more
often, and wash the blankets every fortnight, easy things. (mother, asthmatic child)

There are a lot of things you cannot do, because sometimes we go to the country-
side, and there’s always the problem of the handkerchiefs, always with a hanky by
her nose. (mother, asthmatic child)

The lack of perception of the severity of symptoms by the relatives of children with
asthma sometimes sits alongside a declared lack of acknowledgement of asthma
as a real illness, both by parents and by children. Two mothers stated:

I don’t know, in my opinion it didn’t represent anything special, they took it as
a normal thing, a natural thing, like a cold, a flu, I don’t think they are aware of the
fact that it’s a real illness, they weren’t surprised about the interview, they asked
questions because they normally do so... they suffer from attacks, they aren’t asth-
matic every day, we can say, so it’s like a flu or a fever to them, coming and going,
and they think they will be healthy when they grow up because the doctor told
them they will be better when they grow up. (mother, asthmatic children)

It’s not really an illness, I think it’s a sort of indisposition you have, I mean, you
don’t live it as a real illness, you don't see the doctor or go to hospital every week.
(mother, asthmatic child)
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Another reason for this may be found in shared experience, when one parent,
more often the mother, suffers from the same illness. This involves the transmis-
sion and consolidation of ‘practical’ common-sense knowledge. This fact seems to
mitigate the centrality of socialisation to the biomedical paradigm in comparison
with what happens for the parents of children with diabetes.

8. Conclusions

The diagnostic path that brings about ‘normality disruption, is an area that needs
to be carefully observed in order to understand the points of contact and diver-
gence between the perspectives adopted by adults and by children in the represen-
tations of chronic illness. It is also fundamental to increase our knowledge about
the competencies that children have been able to use in therapeutic relationships
since the onset of the illness.

Of particular relevance is the fact that from the point of receiving the diagnosis
children consider themselves aware actors, able to perceive the transformations of
their bodies and to report any anomalies to parents and doctors, thus demonstrat-
ing relational and psychological competencies related to self-awareness. Moreo-
ver, even younger respondents have exhibited an early ability to use their limited
scientific knowledge to expand their biomedical expertise, although they under-
stood its utility more in operational terms than in scientific and cognitive terms.

However, children’s perspectives have shown that children and teens employ
biomedical and social competencies not necessarily according to a hierarchy of
information learned from adults who consider biomedical competencies more
important than relational ones. One example here is that of ‘normality disruption,
which is experienced by children not as a disruption between life before the di-
agnosis (their life within a healthy body, followed by their life within an ill body)
but rather as the introduction of a discontinuity in their relational life with peers,
because they perceive that the illness makes them different from other children.

We have also detected a clear ability of children in choosing which competen-
cies apply in different relational contexts, which confirms the contextual nature
of competencies. With physicians, biomedical and psychological competencies
are more important than the ones of a relational nature. With parents, relational
and psychological competencies come before the biomedical ones. With peers,
relational competencies are prevalent. The importance of this selection of com-
petencies according to the context of action also casts light on the way in which
assuming the status of ‘chronic patient’ is mediated.

Children do not seem to consider this status as ineluctable and pervasive, but
rather as one of the statuses available in social life. Its predominance depends on
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the contexts in which interaction takes place and does not necessarily determine
the assumption of such status as ‘hegemonic’.

The relational competencies of children are also evident in their awareness of
the existence of two axes for the distribution of power in the definition of the ill-
ness, its management, and the determination of appropriate behaviour: the power
differential between the adults who take care of them (doctors and nurses, or peo-
ple with expert knowledge who enjoy a dominant position with respect to parents,
people with practical knowledge); and the power differential in every context be-
tween adults and children, between adults and teenagers (that is unfavourable to
minors) seems to play an important role in all normalisation processes we stud-
ied, particularly in the process of ‘disruption of normality’

Our findings revealed that the variable that most affects the diagnostic path is
the type of pathology. The other variables we considered — gender, parents’ edu-
cational level, family unit composition - did not influence the phase of diagnosis,
neither for children nor adults. The variable of age deserves more attention as
adults considered it to be central, especially in terms of the communication of pa-
thology and in children’s understanding and management of illness. Children also
consider it central, but not as a variable per se, rather as a variable connected to
the opportunity to accumulate competencies through the illness experience: they
state that the earlier the onset, the greater was their opportunity to learn modali-
ties of illness management over time, and to accumulate specific competencies.

The process of diagnosis and the subsequent ‘normality disruption’ also appear
to be central to the adults” experience of illness. In particular, this is a real turning
point for parents, which was more dramatic in the case of diabetic patients. To
correctly adjust to this transformation of life, adults give more importance to the
biomedical competencies owned by their children, which are aimed at the rec-
ognition of symptoms and the appropriate use of measurement and body check
devices, as well as treatments. It seems that relational competencies are considered
ancillary to biomedical ones and they aimed at compliance. Moreover, the preva-
lence of the biomedical paradigm and the recognition of biomedical competen-
cies tend to promote stability and the dominance of the status of chronic patient
over other possible images of the self that are available to children.

Finally, there is almost complete overlap and homogeneity between the opin-
ions of parents and those of the health personnel as regards children’s competen-
cies, their hierarchy, and the most appropriate practices for the normalisation of
illness. We assume that this homogeneity is partly influenced by the prevalence of
the biomedical paradigm adopted in our society for the understanding and treat-
ment of illness. Furthermore, we assume that such uniformity is due to the fact
that, for parents, the encounter with this powerful explanatory paradigm consti-
tutes the first and principal form of socialisation with the illness, which begins at
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its onset. Finally, we assume that parents’ trust in the prevalent biomedical model
is connected to the recognition of themselves as ‘good parents, who are aware,
adequate, and able to promote their children’s well-being according to a socially
legitimised and appropriate model (Furedi 2002).

In conclusion, we believe that comparing the perspectives of children and
adults about the competencies owned by children and teenagers suffering from
asthma or diabetes has allowed us to observe that the youngsters possess and rec-
ognise themselves using a wide range of cognitive and relational tools, and that
these tools can develop forms of adaptation and normalisation of the illness. We
believe that the recognition and legitimacy of this variety of competencies, and
the ability to use them in different relational contexts, represent an important step
towards a wider recognition of children’s agency in the therapeutic relationship,
the different distribution of intergenerational power, and the recognition of chil-
dren’s right to participate in decisions about health care.
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Nicoletta Diasio?

Embodying illness and managing the uncertainty

Entering a career of a person having a chronic illness implies the management of several
situations of uncertainty. Through two pilot ethnographic researches carried on in North-
ern Italy and France among children affected by a type 1 diabetes, we have analysed how
somatic instability due to the children’s growing up is intertwined with the instability of
the manifestations of the illness. Managing this “new body”, therapeutic objects and tech-
nologies implies a reconfiguration of self, a path entangled with pitfalls and fruitful in-
fringements. In this article, we put forward the concept of “savoir-faire” as more pertinent
to express a bodily experience, embedded in material culture and the ability to cope with
highly sensitive and unstable situations.

Key words: children, chronic illness, uncertainty, embodiment, medical anthropology,
competence

The child has long been considered as a “body”, which adults, in their different
roles, treat or care for (James 1993). The reduction of a child to a “physical be-
ing” in care situations is part of a wider representation of childhood as a period
characterized by immaturity, unawareness and dependency. In this approach, the
child capacity to progress and mature is largely due to the transmission function
of adults in the socialization process. Since the 1980’s the sociology of childhood
and childhood studies have promoted a different view of the child. The new model
sees children as social actors who play an active role in the construction, interpre-
tation and reformulation of the social world (Alanen 1988; Corsaro 1997; Mayall
1994; James, Jenks, Prout 1998; Sirota 2006). Children are viewed as “present be-
ings” rather as “becoming” (Lee 2001) and the generational order is negotiated and
relational (Alanen 2010). This interpretative perspective has been applied in the
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field of health and illness. The works of Blueblond-Langner (1978), Prout (1989),
Christensen (1993), Mayall (1996), have given new meanings to children’s compe-
tences: these are seen less in terms of the psychological-cognitive skills that mark
an individual’s development than in terms of the relational skills the child shows
in immediate, life-in-the present situations. According to Hutchby and Moran El-
lis, children’s competences are “a constantly negotiated dynamic, a phenomenon
which is stabilized, to a greater or lesser degree, in and through the interaction
between human actors and the material and cultural resources which are available”
(Hutchby & Moran Ellis 1998: 15). As Favretto and Zaltron (2013) show, compe-
tences are acquired and further processed in day-to-day practice and they are more
complex and focused where relational situations are involved. Even if these com-
petences are invisible to adults (Tates & Meeuwesen 2001), children display the
ability to perceive and report discomfort of physical and psychological conditions
through communication modes and codes they acquired in previous experience
of illness and that caregivers — parents, close adults, teachers, peers — understand.

As the “new sociology of childhood” highlighted the role of children as actors
and their interdependence with adults, this idea of competence is deeply inter-
twined with the concept of agency. However, this irenic, optimistic view of agency;,
which was necessary to establish a new vision of a child, sometimes neglects the
difficulties children have in coping with chronic illness. As medical anthropol-
ogy has shown, chronic or long-term illness throws the very frameworks through
which we apprehend the world into disarray, and so addressing it requires partic-
ular understanding (Bury 1982; Kleinman 1988; Greenhalgh 2001; Eugeni 2011).
Coping with it means to routinely scan minute bodily process: “people who have
always been bodies have distinctive problems continuing to be the same sort of
bodies they have been” (Frank 1995: 27). Long lasting or chronic illness disrupts
the ordinary perception of time, body, suffering, and what and Good calls, follow-
ing Alfred Schutz, “the world of experience” (1994).

Managing this “new body”, therapeutic objects and technologies imply a re-
configuration of self, a path full of hesitations. In this article we focus on the un-
certainties the child experiences when coping with chronic illness, how the acqui-
sition of competences is entangled with pitfalls, failings and fruitful infringements
(Brougere 2009) that demand the actor’s reflexivity. Through a pilot research in
a day hospital in Trento (Northern Italy) based on 26 interviews with young peo-
ple, 16 with children aged 7-14, suffering from Type 1 diabetes, and a fieldwork
in a holiday camp organized by the association “Aide aux Jeunes Diabétiques”
(AJD)?, we will particularly stress the concept of savoir-faire as an embodiment of

3

This fieldwork has been held in the holiday camp at Gouville sur Mer, managed by ‘Aide aux
Jeunes Diabétiques’ (AJD), a French organization that superintend various activities for children
recently diagnosed with Type 1 diabetes and their parents in order to support them in the daily
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material culture, techniques and social situations, which are a part of a process of
subjectivism. Uncertainties and hesitations are a central dimension of savoir-faire,
as far as they mobilize the criticism of the actor®.

From feelings into symptoms,
and from symptoms into naturalized clues

The pilot research took place in 2011 in a diabetes day hospital in Trento, where
the young patients undergo medical tests every three months to measure their
levels of glycosylated haemoglobin, blood glucose, cholesterol and glycosuria, as
well as their weight and size’. They meet with a diabetes specialist to discuss the
test results and adjust their insulin dosage together®. A chronic disease such as
diabetes affects children deeply as it involves a transformation of daily routines,
social relations and body-related activities (Damiao & Pinto 2007). “Beginning
a career” in diabetes, in the sense of Howard Becker (1963), heightens the feel-
ing of uncertainty: as for children, it takes the form of developing strategies in
domesticating instability. The interviews show that the first step in this career is
the gradual construction of knowledge concerning bodily signs and their inter-
pretation. A major element of uncertainty is that of the translation of the sign into
a symptom of hypo- or hyperglycaemia.

burden of chronic illness and to increase children’s degree of autonomy in the self-administration
of treatment. The anthropologist was not involved as expert or parent, but as a researcher carrying
on participant observation in stages with children aged 4-12 who recently were diagnosed with
diabetes mellitus type 1 and their parents. 8 interviews with parents and 1 with a child aged 12 were
conducted. Semi-structured interviews were aimed at understanding the onset of disease, the first
period of life with a chronic disease and adjustments of family life; how peers and school mates and
teachers act toward diabetic child; how a child feels the life adjustments dues to disease.

* In this contribution, we will use the French word savoir-faire and savoir-étre, instead of the
English translations “knowing-how-to-act” and “knowing-how-to-be”, which don’t cover the exact
same dimensions of the French terms.

> Type 1 diabetes is a form of disease in which not enough insulin is produced. The lack of insulin
results in high blood sugar levels. The classical symptoms are frequent urination, increased thirst,
increased hunger, and weight loss. The cause of type 1 diabetes is unknown. However, it is believed
to involve a combination of genetic and environmental factors. The underlying mechanism involves
an autoimmune destruction of the insulin-producing beta cells in the pancreas. There is no known
way to prevent type 1 diabetes. Treatment with insulin is typically required for survival. Insulin
therapy is usually given by injection just under the skin but can also be delivered by an insulin
pump. A diabetic diet and exercise are an important part of management (for further information,
cf. Daneman 2006).

¢ One of the crucial questions is the difference between the technical devices, but we will not
develop this question here, it deserves a long development impossible to tackle in the limits given to
this contribution.


https://en.wikipedia.org/wiki/Diabetes_mellitus
https://en.wikipedia.org/wiki/Insulin
https://en.wikipedia.org/wiki/High_blood_sugar
https://en.wikipedia.org/wiki/Polyuria
https://en.wikipedia.org/wiki/Polydipsia
https://en.wikipedia.org/wiki/Polyphagia
https://en.wikipedia.org/wiki/Autoimmune
https://en.wikipedia.org/wiki/Beta_cells
https://en.wikipedia.org/wiki/Pancreas
https://en.wikipedia.org/wiki/Insulin
https://en.wikipedia.org/wiki/Insulin_therapy
https://en.wikipedia.org/wiki/Insulin_therapy
https://en.wikipedia.org/wiki/Insulin_pump
https://en.wikipedia.org/wiki/Insulin_pump
https://en.wikipedia.org/wiki/Diabetic_diet

Embodying illness and managing the uncertainty 53

A correct decoding is essential here, in order to speed up the necessary meas-
urements and adjustments. In the initial stages of diabetes, a period which may
take a few years, many children have trouble recognizing the signs of hypo- or
hyperglycaemia, and are in danger of fainting or having to go to the emergency
room. A specific technology-mediated competence proves necessary to translate
the feeling into a symptom. In the case of 11-year-old Michael (diabetic since age
seven):

Q: And if I say “hypoglycaemia,” what do you think of first?

Michael: Well, that the blood sugar goes down?

Q: Yes!!

Michael: Well, I have to eat. First I do the test and depending on the result, I drink
a glass of juice or I eat some crackers, etc.

Q: Ah, good! So, you always do the test?

Michael: Yes!

D: And how do you feel?

Michael: I feel weak... Mmm... I mean you feel weak, sometimes you don't feel too
good either, your head hurts, or your tummy so you do the test’.

In Michael’s statement the physical sensation has to be verified by the test, in order
to confirm a change in blood sugar level. By incorporating the technical object and
the data it provides, ‘I feel’ becomes ‘T know’ The elaboration of such competence
can take years, while diabetic children are incited to take care of themselves as soon
as possible and improve in translating the experience of medical terms and cure ac-
tions. Here is Angelica, whose diabetes was detected when she was five:

Angelica: I don't like the shots, and most of all, I don’t like going to hospital when
I'm sick.

Q: Ah, because you have been hospitalized since your illness began?

Angelica’s Father (who accompanies Angelica and is present during the interview):
Yes!

Angelica: Yes, I've fainted five times!

Q: Always because of the hypoglycaemia?

Angelica’s Father: Because of hypoglycaemia!

Angelica: Three times at school and twice at home!

Angelica’s Father: The two times at night...

Q: But you don't feel them coming at all? You don't feel... I don’t know, for instance,
I myself, I start to tremble, I can’t see clearly, don't you? Nothing?

Angelica: (shakes her head to say no)

7 At the Trento Diabetic Day hospital unstructured interviews were conducted in a fieldwork
in order to obtain a master in medical anthropology at the University of Ca’ Foscari, Venice: this
explains the dialogical presentation of quotations. The interviewer — Marcella Calavin - had herself
atype 1 diabetes since she was 8. This condition was useful in sharing experiences with children and
teenagers interviewed.
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The codified perception of symptoms is an essential moment in the incorporation
of the illness and the somatic attention it requires.

Q: But what did the doctor say about the fact that you don’t feel your hypoglycaemia?
Angelica’s Father: When she was diagnosed with diabetes, she was not in Italy but
in Poland. In Poland people are not informed, but in other ways they are far ahead.
For instance the insulin pump, they’ve already given that to children... Here why
[the doctor] told me that they send children with hypoglycaemia to the hospital,
they keep you for one, two or three weeks, until the child can understand [what’s
going on]. Whereas in Poland they taught her how to do it with the pen [the insulin
pen], how to use the glucometer, the insulin, and goodbye!

Q: So they didn't ask the basic questions, like how to learn to feel one’s body...

How to enact a savoir-faire that deals with distinguishing physical signs through
a medium that implies neither inter-generational nor inter-peer transmission -
neither a community of practices, nor the reduction to a technical act? It is inter-
esting to remark that these learning difficulties emerge as the child is solicited by
an interviewer who has herself been diagnosed as a child with Type 1 diabetes.
Once the interview is over, Angelica’s father asks Marcella, the interviewer, how
she “feels” her bouts of hypoglycaemia, how she has learned to handle them, and
most of all how she manages to wake up at night and anticipate any dangerous
consequences. Marcella can't help him: “it’s something I feel - she says - it’s spon-
taneous and I can’t explain it, I wake up” This particular way of incorporating
a disease thus refers to a form of competence reduced to a “natural, spontane-
ous”. With the time going, such savoir-faire abandons the codifications taught and
shared by the exterior world through the language of symptoms, and becomes
a savoir-étre, a knowing-how-to-be. The identification of signs results in a recon-
figuration of the body, until it becomes a naturalized dimension. Alessandro, aged
14, who has had diabetes since he was 7, expresses this reconfiguration of chil-
dren’s relation to their bodies through the idea of self-control:

Q: Your diabetes began quite a few years ago. Has your way of living (with) the
disease changed?

Alessandro: Now, yes, it’s easier! No more self-control...

Q: You manage better. Even with food?

Alessandro: A bit better, yes, yes.

Q: And with the insulin? Are you better at telling how many units you need?
Alessandro: Yes, Yes, that’s for sure! Before, I did not know how many doses I should
take... Now I know, I know the doses, how to correct them...

Recognizing a symptom implies being able to distinguish between the physical
quirks that are proper to one’s age, those that are linked to physiological conditions
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(fatigue, hunger) and those that are caused by the disease. For children, being able to
detect the illness clues measures the process of growing up as developing in the right
way (so, “to be normal”). As for the symptoms, they need decoding as they highlight
the burning questions of norm and normality. To put it in the words of a 7-year-old
Alessia, “to be right” is what defines this need for stability.

Q: What is the hardest part of having diabetes?

Alessia: To be up and down... I like to be right, because alternating between up and
down... I like to be right [in the middle] because as my mom says, if youre down,
you have 300 and if you're up it’s not good either

Q: Are you afraid of what might happen during those ups and downs of your
glycaemia?

Alessia: well of course!

Q: But now youre OK?

Alessia: Yeah, yea, I'm good... sometimes I go very far down...

Q: Yes, that happens. And your (glycated) haemoglobin, how is that?

Alessia: Yes, well, after a birthday I had 549!

Q: You ate some of the birthday cake?

Alessia: Mmbh... (...)

As one can imagine, the reference to food is very frequently made. The interviewed
children are at an age when food plays fundamental role in their self-assertion. At
the end of childhood, eating habits and food are perceived as a controversial ter-
ritory - so both a cause for pleasure and social interaction, and a testing ground
for discipline and restriction: as a consequence, some food is seen as an insidious
enemy — between the unpredictable damage and the pleasing transgression. The
group moments of binging on everything that is considered to be bad for one’s
health (Nutella, cookies, pizza, sodas, etc.) are replaced by private moments of
purging through water, yogurts and fruit (Diasio 2010). Children with diabetes
cannot afford such swinging between self-control and letting go, though the new
relations they build with food prove relevant for their passing from one age to the
next one. The importance of “this self-exerted self-control or self-constructed self-
knowledge” in the sense of Foucault (1988) is especially visible when children are
out in the public sphere and in the strategies they invent to manage the unforeseen.

Not all the children have trouble in recognizing bodily signs: this is the case of
Paul (age 7), who we met in the second field, in AJD’s camp at Gouville sur Mer
(Brittany, North France) in October 2014. His mother Béatrice says:

B.: He was immediately able to express what his body felt. He was immediately able
to verbalize what he felt, immediately! He is able to diagnose, the signs are always
the same: headache, or stomach ache... thats it! These are his own signs, and every
time we check his glycaemia and there it is. This reassures me because he soon




56 Donatella Cozzi, Nicoletta Diasio

realizes there is a problem (...) this has happened since he left the hospital, he has
always succeeded in it.

In some cases, children are able to announce in advance the measurement of gly-
caemia, as Iris (age 6, who has had diabetes since she was 5) in the words of her
mother Linde:

L.: Now she feels it, she can even tell us the measure: “I think I've got 457, and she’s
got 47! “Mom, I think I've got 507, and she’s got 52. Not always, but now, when she
tells me she’s not fine, she’s never wrong. Sometimes she can’t feel it, when it’s too
low, sometimes she is 30 and I ask her “How are you?” she answers “When you ask
me, maybe it hurts here”. She feels the low ones less than the others. But we often
ask her about it.

In diabetes, “self-awareness is at least as important as measuring” (Mol and Law
2004: 47). Glycaemia is something children “have”: hyper- or hypo-glycaemia
are “the body as something they are” (Mol and Law 2004: 57), a state in which
children find themselves, and which is characterized by its instability. The stress
on children’s awareness encounters the children’s desire of autonomy. Lucie (12)
states:

Q: Are you able to administer the therapy yourself?

L: Yes.

Q: And are you using the insulin pump or the injections?

L: I'm using the injections, but during this holiday Stéphane [the AJD doctor] said
it would be better to try the insulin pump, and I want to try it, to be more free.

A chronic illness places the child between two opposing worlds, between health
and sickness, between ordinary time and moments of emergency and crisis. As
theorized by Hintermeyer (2011), it constitutes a meta-illness that produces
a range of uncertainties and makes it necessary to cope with the body’s instability.
Temporality, uncertainty, stabilization and domestication of the body are funda-
mental dimension to understand children’s experience. Such factors contribute
thus to both incorporating the illness and making one’s competence visible, as
well as “visible in whose eyes”.

Intimate body, public body

The second important aspect of the management of uncertainty is linked to a di-
alogical relationship between the intimate and the public body, which requires
a twofold competence. The first competence concerns the acts that are necessary
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to control insulin, and which are carried out not only at home and among inti-
mate relations, but can also happen in all the public places where children dwell:
school, the school canteen, and the places where they live their social life and
spend their leisure time. In order to make sure that everyone understands what
they are doing, and to inform others of a possible need for assistance, the children
(and their parents) have to make their condition known to other adults (for in-
stance to teachers or other school staff) and, more selectively, on the child’s cue, to
friends and classmates. The second competence involves the strategies deployed
to measure and administer insulin at the right moment without being seen by
anyone. Here is Giada’s testimony (she’s seven):

Q: And do you talk about it to your girlfriends, have you told them you have
diabetes?

Giada: Yes, I've explained it to them!

Q: And did they understand?

Giada: ...A little... you know...!

Q: What do you think they did not understand?

Giada: The equipment to... to measure! Eh, but I think that they saw me because
I do it in class.

Q: And they saw you give yourself the shot?

Giada: Yes!

Q: And what do they say about this, that you have to give yourself a shot?

Giada: Eh... one of my classmates has to close his eyes because he’s scared, and my
friends ask me “does it hurt?”. They ask me if the shot hurts!

D: So if you tell them it’s going down, you can leave the classroom?

Giada: Yes because my mom has made them a table to keep in the classroom.
When I'm at 40, I have to eat this, I have to eat that, when it’s too high I have to do
this or that...

Q: And your teachers, are they OK, are they nice about it?

Giada: Yes! And my teacher does not want to watch when I give myself a shot in
class, like my friend!

We can observe here how “therapy is a symbolic boundary marker” (Prout
& Christensen 1996) that allows a child to establish her superiority over the other
children, and we see how, in this particular case, this is accompanied by claims
concerning age and gender (the fact that she’s not afraid of the shots is contrasted
by the behaviour of the boy and of the teacher). Moreover, as savoir-faire is ex-
pressed here in the school environment, it also implies a redistribution of com-
petences between adults and children. Furthermore, the technical tools have an
impact on the subject who uses them: the use of the insulin pump or the shots
modify children’s experience and perception of their body, and brings along dif-
ferent actions on the self, by the self, thus creating subjects who “are not cut out of
the same wood” (Warnier 1999).
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Or there is Sylvia, a 12-year-old, who suffers from diabetes since age 8, and who
combines in her testimony both the ease (at least that’s how she tells it) in public
places, as well as the quick recognition of the feelings, in a discourse that is all set
in the first person singular and does not evoke the test:

Q: So you have learned to give yourself the shot all by yourself, even the insulin
shot, and even when you’re not at home?

Silvia: Yes, yes.

Q: And do you talk to your friends about it? In school?

Silvia: Yes, but it’s as if I had nothing, I mean, it’s not a problem, if I feel weak, they
help me and they don’t laugh at me.

Q: Great! And they help you when youre hypoglycaemic?

Silvia: Yes, yes...

Q: Good! And the teachers? Do they help you?

Silvia: Yes, yes, sometimes when I feel weak, they let me go outside, or they come
with me, sometimes they stay with me.

Q: Good... and when I say “hypoglycaemia” what do you think about first?

Silvia: That it's going down! And the headache... I feel weak, I have to sit down
because I can’t stand up anymore...

Other strategies are also discussed: the large bag which girls carry to hide the
technical apparatus from their peers, the choice of wearing trousers instead of
skirts, because the zipper allows you to inject insulin into the belly rapidly and
without being seen (even under the table!) and discreetly going to the bathroom;
these are all ways in which uncertainty is managed. These tactics are aimed to
avoid stigma in a Goffmanian sense. In fact, children claim that diabetes doesn’t
change their lives: “Besides having knowledge and skills, young children can be
competent at making choices, managing differences, and being ‘normal”, and so-
cial competences “tend to be ‘just to get on with life’ and to have fun with friends”
(Sutcliff, Alderson, Curtis 2004: 91). At the same time, children and teenagers
feel that they are constantly under the observation of others. Intimate body is
a public one too: for example the alarm of pump batteries can ring in the class,
and sometimes children having this disease are in the spotlight. As a 6-year-old
child’s mother says: “When she began the after-school activities, it was the big
show”. The new technologies for insulin administration are also conceived to
avoid this stigma connected to former types, as multiples injection. Neverthe-
less, all these tactics, which allow the subjects to control unpredictable situations,
require a great social competence which consists of evaluating whether and what
the situation allows one to do, including the choice of whom to talk to about the
situation and how to manage the moment of “coming-out” about one’s condition
as a carrier of a chronic disease.
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Savoir-faire as managing a new self in an unstable context

From 1980s on, anthropology knew a threefold turn: corporeal, sensitive and
material. The rereading of Mauss (1934) and Merleau-Ponty (1945) led to the
phenomenological idea that “we conceptualise through our bodies”, the “mind-
ful body” analyzed by Margaret Lock and Nancy Scheper-Hugues (1987) dem-
onstrated the emotional, social and political source of health and illness. Both
the phenomenological approach of embodiment (Csordas 1994) and the concept
of “incorporation” (Warnier 1999, Julien & Rosselin 2009), albeit very different
in their paradigms, showed how techniques of the body and the production of
knowledge, experience and representations are embedded in the material culture
(Place 2000). The person embodies material culture through its motor activity,
but, at the same time, artifacts and objects exert an action on the subject too and
modify it. This entanglement produces different identifications according to so-
cial situation. This framework is central in a disease like type 1 diabetes. Because
of the constraints it generates and the actions which it either limits or encourages,
chronic illness gives rise to various forms of savoir-faire (knowing-how-to-act)
which, once they are incorporated, transform the subject and become forms of
savoir-étre (knowing-how-to-be). As our interviews revealed, children are obliged
to constantly deal with embodied technical devices, act as mediators with other
social actors — medical staff, family, peers — and reappraise the self.

The French word savoir-faire puts the emphasis on sensitive intelligence, on
the emotional, relational and expressive aspects subtending the construction of
knowledge. It strengthens the central position of the body and sees body tech-
niques as actions that are learned, passed on and efficiently supported by material
objects. The Italian anthropologist Franco La Cecla writes about the “saperci fare”
(“knowing-how-to-act-there”): the particle “ci” designates some indirect comple-
ments, as the complement of place; it describes a know-how-to-act in a given
context, a competence taking into account the social situation. Acquiring such
a savoir-faire takes time and calls for adjustments; it is a rough path “where you
strike against the sharp edges of a reality that is not consonant with the actions of
the body” (La Cecla 1996: 7). It leads us back to uncertainty and to time necessary
to cope with. Sensitive experience resists language, twists it sometimes, and is
rebuffed by language’s inability to put such experiences into words, concepts and
medical advice®.

8 The heuristic value attributed to corporeality thus puts into question the highly successful, but
far too sharp, distinction between “expert knowledge” and “profane knowledge” (Beck 1986; Gid-
dens 1990, 1991). So, the concept of savoir-faire reinforces the complementarity of epistemologies
that are often said to be in competition with each other. It overturns the opposition between the
technical, official competences representing expert knowledge, and the practical competence based
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Striking against things and embodying them, produce what La Cecla calls au-
thenticity: it is a way of situating oneself in life, and of carrying life’s imprint on
one’s body, and it is the opposite of spontaneity. Such savoir-faire, then, implies
the acquisition of what Foucault, in the Vermont seminar, calls the “technologies
of the self” (1988) and which he described as follows:

The procedures (...) which are proposed or prescribed to individuals in order to
fix their identity, to maintain it or to transform it to a number of ends, thanks to
the control the self exercises over the self, or the knowledge the self has of the self.
In sum, the idea is to replace the imperative of the “know thyself” which seems so
typical for our civilization in the vaster framework of the question, asked in a more
or less explicit context, of “what to do with oneself?”. Which work to carry out on
oneself? How to “govern oneself” by carrying out actions where one is the object
of these actions, the field to which they apply, the means by which they are carried
out, or the subject that acts?” (Foucault 1989: 134)

The reference to Foucault is also relevant for another reason. The subject described
by Foucault through the concept of technologies of the self, is not the rational
Cartesian cogito, nor is it the sovereign “I” of contemporary sociology. It is a weak
subject, a person who is “not master in his own house” (Warnier 2015), and who
is subject in both Latin understandings of the word: subject of the verb, of the
action - the sociological agent — and the subjected subject, caught in the web of
the power and of the actions of others. In the Foucauldian approach, managing its
subjectivity is defined in terms of government. Governing oneself does not refer
to domination or to absolute freedom, nor does it refer to a total control of the self
over the self. The idea of government presupposes a certain degree of freedom,
but also a margin of uncertainty and influence. This theoretical framework may
help to rethink the idea of agency, on which the concept of competence is based.
Agency is not a property of the subject, something which one supposedly has and
exercises. Agency is more a disposition to act which overturns the opposition
between active and passive, it is a possibility to move through a network of human
beings, materials, texts, and technologies on which it relies. The agent is no longer
simply the author of the action, but is caught in a system of relations over which
he or she has no complete control.

John L. Austin wrote a small text in 1956 called A Plea for Excuses which pre-
sents interesting elements that can help to further develop the idea of agency. For
Austin, excuses allow us to define the actions as something we could excuse for.

on experience and used by non-specialists. Although the distinction between “real” wisdom and
practical knowledge, and the asymmetric relations which it creates, are maintained by health pro-
fessionals, the studies which have been carried out among children have helped to undermine it by
showing how affective, relational and expressive aspects constitute competences and resources for
children faced with disease.
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Actions are something whose achievement might fail, and whose intention is nev-
er complete. For Austin, excuses show the vulnerability of human action, and the
absence of a director behind the scenes. So, taking into account the failures and
the difficulties is a central dimension of competence, it allows to apprehend the
way in which the reflexivity of the actor is mobilized. In La Cecla’s work, for in-
stance, the concept of savoir-faire is explored in a number of situations and fields
where there is a large amount of instability and uncertainty: sleeping in public
places, courtship and seduction, learning gender-specific behaviour, family re-
semblances, where “knowing how to move lightly between the jutting corners and
opportunities [of life] is a dance that is painfully learned” (p. 8).

Deeping the hesitations, uncertainty, and missed endeavors gives to savoir-
faire its very dynamic dimension. It allows focusing on how competences evolve
with the several identifications of the subject. Experiences change, life-stages and
biographical transition succeed, bodies develop, techniques progress requiring
new forms of embodiment, agents and context modify and relay. In the recent
years, the technological development in treating Type 1 Diabetes has allowed
a more varied and complex reading of both the body and personal competences.
More varied, in that the results of its usage cannot be standardized; more complex,
in that biomedical technology offers an ambiguous mediation (Lock & Nguyen
2010): it looks as a single device, yet it is an arena where manifold actors meet -
such as ill children, parents, doctors, the welfare, medical technology industries
and applications for the remote data monitoring.

Conclusions

Even if the “un-finished body” is a lifelong shared experience (Shilling 1983),
bodily changes are, for children a source of uncertainty and a resource for con-
structing and negotiating identities (James 2000, Prout 2000).

Yet, chronic illness increases the feeling of uncertainty, requiring a special
thoughtfulness in focussing and decoding a twofold range of signs: the bodily
clues connected to illness, and the signs sent by the other bodies which are present
in the relational context. Entering a career of a person having diabetes implies the
management of several situations of uncertainty. The somatic instability due to
the childrens growing up, the instability of the manifestations of the illness, the
instability of food habits — which are often threatened by attempts to rebel against
the imposed diet - are intertwined and require a specific, refined and complex
savoir-faire. It is a special ability to fine-tune one’s knowledge of oneself, one’s
body and one’s limits, and of what is allowed depending on the social situation
children are in. That is what Csordas defines as a “somatic form of attention™ “to
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attend to a bodily sensation is not to attend to the body as an isolated object, but
to attend to the body’s situation in the world” (Csordas 1993: 139).

Embodying illness, for the young individuals having diabetes, means to be in-
volved in a long process of subjectivism encompassing the internalisation of the
biomedical model, the embodiment of technical acts, the ability to act upon one-
self and upon one’s social and material environment, reflexivity and critical atti-
tude, following the hesitations, difficulties and missed endeavours. In this context,
the term of “savoir-faire” seems wider than the idea of competence. Close to the
Foucauldian concept of technologies of the self, it is dynamic, rooted in a sensible,
bodily experience, embedded in a material culture, formulated to express the abil-
ity to cope with highly sensitive and unstable situations. Moreover, it stresses the
conceptualisation of a moving self, caught in its several identifications according
to the social circumstances. A chronic illness is a matter of management of uncer-
tainty — whereas the mediation of technology devices introduces another variable
in the field of competence: the polarization between suitability and unsuitability
about the proper use of devices, so that their use has to become suitable as it were
naturalized. Medical technologies ‘feel’ the body better, so that following their di-
rections allows following the nature of both body and sickness, and the reframing
of a changing self.
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Type 1 diabetes and its treatment:
An arena for the expression of
children’s competences

Chronic illness can be seen as a frightening and uncertain experience, particularly when it
affects children. In this situation and in the continuity of social representations concern-
ing childhood, children are mainly considered as ‘mute bodies” in need of adults’ con-
stant monitoring and surveillance. Their participation in their own care is thus reduced
to a minimum, since children are seen as incompetent, compliant and passive. From an
exploratory study made in France with children aged 6 to 12, living with type 1 diabetes
and their parents, children’s competences regarding their treatment and its administration
were questioned. This article presents some results of this research concerning three types
of competences which have been observed in children: (1) the interpretation of physical
sensations and their translation into symptoms communicable to others; (2) the perfor-
mance of technical gestures utilizing medical devices (testing the sensations by dextrose,
delivering insulin by bolus or injections, changing the infusion set) which also requires
the ability to determine the ‘right’ time and the ‘right’ people to turn to depending on the
situation; (3) the ability to judge and to adjust their behaviour which is particularly ob-
servable in the way children handle the therapeutic regimen.

Key words: childhood, competences, chronic illness, type 1 diabetes

Chronic illnesses are nowadays the major pathologies affecting our societies.
Cancer, cardiovascular disease, epilepsy or diabetes are all examples of these new
medical conditions drawing particularly uncertain situations for people suffering
from them and their families.

While some of these illnesses such as diabetes particularly affect children,
few studies have been conducted on their competences to self-care and their
own specificities are not always taken into account. In the continuity of social
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representations concerning childhood - notably supported by developmental
psychology of which childhood has for a long time been the ultimate area of
concern - children are basically regarded as adults in becoming, incompetent
and irresponsible beings depending on adults’ constant care and surveillance
to grow up ‘as expected’. Adults are therefore viewed as being in charge of, and
having responsibility for, the child; and the latter is respectively positioned as
the dependent and passive object.

This is noticeable when it comes to the dangers that might prejudice the good
physical and mental development of children (Diasio 2015). As ‘vulnerable bod-
ies’ (Christensen 2000), they are subject to constant regulatory supervision, par-
ticularly concerning their body and health. Close scrutiny and monitoring con-
sequently turns them into ‘mute bodies’ and this can render their agency invisible
to adults - to health professionals, teachers, parents, etc — and limit the expression
of their competences.

Chronic illness can be seen as a frightening and uncertain experience, par-
ticularly when it affects children. In this particular situation, their participation
in their care is often reduced to a minimum, and their compliance seen as passiv-
ity. However, competences have nothing to do with a right adults would confer
to children as they grow up. They are pragmatic achievements children actively
work for and continuously negotiate and this process founds its expression within
every co-constructed social situation. Competences then can only be understood
by looking at the different contexts in which they are enabled, encouraged or con-
strained, in every ‘arena of action’ as Hutchby & Moran-Ellis coined it in Children
and Social Competences in which they also define competences as ‘a constantly
negotiated dynamic, a phenomenon which is stabilized to greater or lesser degrees,
in and through the interactions between human actors and the material and cultural
resources which are available’ (1998: 15).

From this definition and in accord with the ‘new model’ of the child promoted
by the sociology of childhood and childhood studies (James 1993; Prout 2000;
Corsaro 1997; Mayall 2002; Sirota 2006) which have highlighted the relational as-
pect of skills and the importance of every-day life in the construction of the child
as a social actor, we conducted an exploratory research in France with children
aged 6-12 living with type 1 diabetes and their parents. This study sought to ana-
lyse their active participation in their care and the competences they progressively
acquire from living with a chronic illness.

This article presents some results of this research concerning three domains
of competence which were observed in children: feeling (body sensations and the
recognition of crisis), acting (technical gestures and the administration of therapy)
and making judgments and choices (concerning a situation and their condition).
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Research and Methodology

Type 1 diabetes usually manifests during childhood and youth - hence its name
‘juvenile diabetes’ It corresponds to a low or nonexistent production of insulin,
a hormone supplied by the pancreas and required to allow sugar (glucose) to enter
cells and produce energy. While it is less prevalent than type 2 diabetes, type 1
diabetes is nowadays considered as the most common and serious form of illness
affecting children (Harris and Zimmet 1995). The standard treatment is insulin
therapy. It requires constant and close monitoring of the child, regular blood tests,
careful calculation of the insulin units to administer and daily injections consist-
ent with food intakes and energy consumption. The treatment requirements are
then significant for children and their families.

In order to grasp children’s competences concerning their treatment, this qual-
itative research aimed at capturing their own experience of chronic illness.

The research has been conducted in Alsace, France, between October 2015 and
June 2016 with eight families met via a national association (Aide aux Jeunes Dia-
bétiques — AJD) and more specifically via one of their regional families associa-
tions. Some of the families we met are more engaged than others but all frequently
participate in the activities proposed by the association. In that we can assume
they benefit from a certain social support, especially since the members of the as-
sociation share their direct experience as well as information about diabetes and
about the progress of the research. Furthermore, we can say that the parents all
already have a particular view of children’s competences since one of the goals of
this association is to promote their autonomy and freedom while living with this
chronic illness. In general terms, the families share a rather similar socio- cultural
background. All are composed of a father, a mother and 2 to 4 children. Both of
the two parents work and belong to the middle class. In their homes, the children,
their parents and some of their siblings presented us books they have read about
diabetes. These books were more or less complex, depending on the age of the
reader but it seems like reading and being informed about it is part of the family
life. We used this material to discuss the subject.

The children interviewed are aged from 6 to 12 years (6 boys and 2 girls). They
have been living with diabetes for 1 to 9 years, so they experience diabetes differ-
ently but we will be focusing here on what was common in their discourses and
on the types of competences which can be observed even at the very beginning of
the illness.

The following is a table summarizing some elements we took into account in our
analyse: gender, age, duration of the illness and method of insulin administration.
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Tab. 1. Description of the children who took part in the research

Name Gender Age ' Duration of I'ns.ulin ‘
illness (years) administration
Emma F 6 2 Pump
Oscar M 8 5 Pump
Florentin M 8 5 Pump
Simon M 6 2 Pump
Claude M 10 7 Pump
Joseph M 11 9 Pump
Carine F 12 1 Injections
Yoann M 11 4 Pump

Source: Own research.

The interviews were semi-directive and the grids were adjusted to each child and
made to be as ludic as possible. Vignettes, participation trees (to help the children
indicate both the people they recognised as actively involved in their care and their
own involvement) and tables (to fill with the easiest and the hardest things about
diabetes and its treatment) have been created and proposed to them. In a second
step, we also interviewed the parents, and sometimes the siblings of the child.

The interviews took place at home, in order to be at the centre of the family
sphere and to help the children feel at ease. We met some of the children several
times with one of his or her parents (always the mother) to complete our data.
These informal interviews have been carried out outside the home.

We focus here on the family sphere since it is the main environment in which
care-related tasks are accomplished and we paid special attention to the role
played by humans and non-humans in children’s experiences.

Findings and Discussion:
Children’s competences in chronic illness and its treatment

Children progressively acquire and develop skills in and through their daily and
bodily experience of chronic illness. In the case of type 1 diabetes, three types of
competences observable at an early age were particularly revealed from the field-
work. They are presented in the following sections: (1) the interpretation of physical
sensations and their translation into symptoms communicable to others; (2) the
performing of technical gestures utilizing medical devices (testing the sensations by
dextros, delivering insulin by bolus or injection, changing the infusion set) which
also requires to be able to determine the ‘right’ time and the ‘right’ people to turn
to depending on the situation; (3) the ability to judge and to adjust their behaviour,
which is particularly observable in the way children handle the therapeutic regimen.
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1) Feeling. The first competence children seem to attain is the ability to feel and
to discern their physical sensations and to link them to changes in their condition
or to malaises (such as hypo- and hyperglycaemia episodes).

Most often, hypoglycaemia is felt by children as ‘being tired’ or ‘not having en-
ergy anymore’ Nevertheless, fatigue is not the only sensation children can identify.
Beyond this common characteristic, a diffuse collection of sensations is recorded.
For some, hypoglycaemia is characterized by dizziness. For others, it can be leg
pains or headaches. Each child experiences it through his or her own body and
expresses it in different ways. The signs differ from one child to another, mean-
ing that identifying the physical sensations and linking them to hypoglycaemia is
a competence acquired individually.

Hyperglycaemia seems to be more difficult to recognize. Only two children -
both aged 11 - were able to name signs, the most significant one being having
trouble concentrating. This doesn't correspond to a physical sensation. The ma-
laise is rather perceived in terms of psychological or attitudinal changes. As a mat-
ter of fact, hyperglycaemia is almost always observed from an external gaze, by
another individual - and usually by a parent. Excitation, bad temper or anger are
then meaningful clues for them.

If not all the children we met were capable of putting a name on their hypergly-
caemia, they were, very young, able to describe sensations they are used to such as
those of hypoglycaemia. This requires self-awareness and knowledge about one’s
own body. Talking about her daughter (aged 7), a mother explains how she has
gradually been able to say ‘I don't feel well” and after which to identify more spe-
cifically the body sensations and their areas and to provide more details: T have
stomach pains. From a generalized sense of malaise to a specific and located sen-
sation, the feeling became more explicit for the girl. Feeling and identifying the
thresholds between well-being and malaise requires a learning process which can
only starts up from personal and bodily experience of such crisis. Children are
then greater experts than anyone else on this point. Joseph (11) makes the pro-
cess clearer. To know if he is becoming hyperglycaemic and to define his state, he
has to ask himself ‘Am I thirsty? Do I have trouble concentrating?’ Yoann (11)
has difficulty differentiating between hypo- and hyperglycaemia: ‘it’s almost the
same. He then needs to look for indicators such as thirst or a urge to urinate. This
decryption of the physical sensations is a more or less conscious exercise and as
children gain experience, these questions become more implicit.

This capacity to feel that goes hand in hand with the interpretation of the
sensations and their translation into symptoms characterizing crisis seems to be
the very first step children take in the management of their illness. As soon as
the diagnosis is made, and even very young, children are encouraged to explore
their body sensations during episodes of hypo- or hyperglycaemia. A great part of
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therapeutic education is actually dedicated to this purpose. According to parents,
this competence is imperative and must be quickly acquired by children because
it is ‘reassuring’ A child who does not feel - at least — episodes of hypoglycaemia
needs constant surveillance and monitoring from parents or any other adult mo-
mentarily responsible for him or her. This situation might be stressful for every-
one and the need for self-diagnosis from children is a point most parents raised.

Once children are able to feel their malaises, they can express a self-diagnosis.
However adults cannot totally rely on this feeling and it still have to be confirmed
or invalidated by a concrete indicator, which corresponds to the measurement of
sugar level using a blood glucose meter (dextro). Hypo- and hyperglycaemia are
defined as low or high blood glucose levels; respectively under 0.70 grams of glu-
cose per liter of blood or over 1.10.

Beyond the physical sensations, it is the number given by the ‘mediating de-
vice’ (Christensen 1998) which eventually defines the child’s state by transforming
symptoms into objective realities. The data provided then externalizes the body and
what is occurring inside, under its visible surface. The incarnate body of the child
is thus translated into a somatic body. It is ‘sort out’ (Place 2000). The concreteness
given by the number materializes the crisis and enables its communication.

Communicating such information to the ‘right’ person is another requirement
of children’s self-care. Parents while at home, a teacher or a nurse at school or the
coach during a sporting activity, children have learnt to recognise who to call
upon for support. Without an adult present, children told us they can rely on an
elder, a sibling for example. They understand and have integrated the idea that
age is a key factor in the hierarchical distribution of competences and their own
place in the generational order. For instance, while an older brother will be re-
quested if no parent is at home, the children we met seem to give little credence to
the youngest whom they see as ignorant or incompetent. However, this does not
mean children do not have personal assessments concerning one’s competences.
In some cases, they demonstrated they actually can exclude adults from care-re-
lated tasks if they do not live up to their responsibilities or if their knowledge and
skills seem limited. This is how the nurse in charge of Oscar et Florentin (aged 8)
during school-meals lost her role as an adviser in their eyes. According to the
brothers, it is impossible to rely on her since ‘she always takes a wild guess’ when
it comes to measuring their blood sugar levels and calculating the insulin units to
administer. As experts concerning their illness, they also reproach her for ‘want-
ing to have the last word” whereas ‘she is not a specialist of diabetes’ As frequently
as possible, the boys do it by themselves.

Children also know which adult to mobilise depending on the situation. When
an episode of hyperglycaemia becomes severe — while at school for example —
they directly come to solicit the most appropriate person to provide them the best
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solution. If they feel that they need to be told what to do, children go to the head-
master’s office to call a parent.

Children sometimes call their parents without really needing their help but in
order to reassure an adult asking too much questions. As we said before, reassur-
ing the people in charge of the child is one of the most important thing for parents
we interviewed. Children, whose voices are not always heard by adults, use their
parents as a mean by which to give credence to what they say about their condi-
tion or about what they can and cannot do or eat.

Children’s knowledge and competences go beyond hypo- or hyperglycaemia
sensing. As discussed in the following section. They also are relational and ac-
quired in contact with others and with objects.

2) Acting. Diabetic children are daily confronted to various medical devices such
as blood glucose meters (dextro), syringes, insulin pumps or infusion sets. The
following is an overview of their numerous skills in the use of these items.

Feeling and action are closely linked. Once the episode of hypo- or hypergly-
caemia is felt, children know it has to be tested by use of a small finger-prick called
capillary glycaemia or dextro. This act is repeated several times a day: when the
child feels and recognises the malaise but also before meals in order to have an idea
of his or her condition before eating. Children are relatively autonomous in doing it.
Every child met during this research were able to do it on their own and at the right
time. The youngest ones communicate their malaise to an adult before testing it so
that he or she will follow the realization of the act but without actively intervening.
Those lacking numeracy skills then turn to an adult to act accordingly.

Acting accordingly means adjusting or correcting the blood sugar level so that
it returns to ‘normal’ (that is to say between 0.70 and 1.10 grams of glucose per
liter). In this purpose, sweat food must be eaten if the sugar level is law and on the
contrary, if it is high, insulin units must be administered. Children understand
and apply this action pattern properly. Emma (aged 6) explains how it works:
‘you wipe your finger and then you deliver a bolus [of insulin]. Two ways of ad-
ministering insulin into the body are principally employed by children. The most
classical way is to use a syringe and to insert the needle through the skin several
times a day but most of the children met during this research delivered boluses
of insulin by pressing a few buttons on a machine called an insulin pump. It is
a small electronic device, about the size of a mobile phone, easily carried on a belt
or inside a pocket and administering insulin inside the body through a cannula.
Its role is to replace the need for frequent injections by delivering precise doses of
rapid-acting insulin 24 hours a day to closely match the body’s needs. Additional
insulin units can be delivered ‘on demand’ to match the food intakes or to correct
a high blood sugar. This is what is called ‘boluses.
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The insulin units to administer must be adjusted to the blood glucose level but
also to the meal about to be eaten. It is then about calculating the correct dose.

The operation in itself is simple. It is about entering the number in the machine
and confirming it by pressing a few buttons. But it necessitates mental calculations
and the counting of the total carbohydrate for the meal. As not every child is able
to quantify the insulin units necessary, age seems to be an important factor for the
realization of this operation in full autonomy. More than age, entering Primary
school — and leaning to count - is a major step permitting new forms of autonomy
for those children. The youngest children need to rely on an adult to tell them the
number to enter: ‘mummy or daddy tells me the number and I show them if I did
good’ (Emma, 6). The number children enter is always verified by an adult, even
when the child is able to calculate it. Talking about her sons, Oscar and Florentin’s
mother admits that they are old enough to do it on their own and that ‘they are
never wrong’. But still it seems very difficult for parents to delegate this task and to
let children self-administer therapy without an adult’s ‘second look.

Children wearing an insulin pump also have to get used to the infusion set.
The infusion set is the part of the insulin pump that goes on to, and into, the body
through a catheter and a cannula. It is an important part of the pump and needs to
be changed within two or three days. The insertion of the cannula, usually in the
abdomen, is frightening for most children and this fear delays their self-sufficien-
cy. Children are very reluctant to do it on their own and need to rely on a parent
to change the set. Even six or seven years after the initial diagnosis, children still
‘don’t like the sensation of flesh, even if it doesn’t hurt’ (Joseph, 11). As these chil-
dren have expressed themselves, the fear of the needle is not driven by the pain the
act might cause, especially since a special patch covers and anesthetizes the area.
Only time seems to permit the integration of the operation. Children progres-
sively learn to handle the pain and to manage emotions such as fear.

The basis of this learning is in practice and through the repeated experience
of pricking the skin and reaching the flesh, until it becomes trivial. Children have
to exercise to integrate the technical gestures but also to be able to do it on them-
selves. After having dissociated the act from the flesh, children and their families
progressively implement several phases of experimentation. Claude (10) and Jo-
seph (11) are good examples of this process. Living with type 1 diabetes for seven
and nine years respectively, both have learnt to change a catheter step by step
and with the aid of objects and other people. The first objective was to assimilate
the gesture itself. Claude has tried to do it several times on a small foam toy in
order to know how to perform the movement of inserting correctly. Only then
he tried to catheterize himself with his mother holding his hand to reassure him.
Joseph has also been helped by a family member. After having tried on his cuddly
toys, Joseph still needed some help. His older brother decided to learn to insert



Type 1 diabetes and its treatment... 73

a catheter on himself in order to show the boy how easy it was. Then Joseph tried
on his brother’s abdomen to see what it was like to lay it on real flesh. The next and
final step was to do it on himself.

Before dealing with their own body and flesh, children resort to the bodies of
family members and first of all to toys and teddies which are the first objects of
apprenticeship. But they are not the only ones. The medical equipment itself is
part of the experience. The finger-prick, the insulin pump, the infusion set are
devices included in children’s daily lives as they learn to rely on them. For some
children, these objects are completely incorporated to their worlds and progres-
sively gain new meanings. The pump for example becomes a ‘Game boy’ for Oscar
and Florentin (8) or even a ‘little baby [because it is] attached to her belly’ for
Emma (6) whose pump recently turned two years of age. More than acceptance,
the machine is a part of her own body and self. The ‘un-finished body’ (Shilling
1993) - with an impaired pancreatic secretion - can then be completed by the
embodiment of material culture. If the body is ‘man’s first and most natural in-
strument’ (Mauss 1934), all the tools which can be an extension of it necessarily
participate to the experience and thus to the development of competences. The
body is experienced and conceptualised in relation with others and other bodies
and with non-humans (Latour 1991). Objects are a way of being in the world and
to give it meaning. They participate to the construction of the body and the self.

3) Making judgments. Besides having technical, relational and emotional skills,
young children can be very competent at making choices. Their ability to handle
a particular situation and their condition and to adapt their behaviour according
to it can be seen particularly in the way they deal with their therapeutic regimen.

Nutrition is one of the most important pieces of the diabetes puzzle since what
children eat directly affects their blood glucose level. Maintaining a healthy diet
designed to provide maximum nutrition while limiting sugar is then a crucial
element in diabetes care. Nevertheless, this does not mean children cannot enjoy
sweets or snacks.

The children who participated to the study were actually quite good at han-
dling situations such as birthday parties in which sweets and cakes are available
in abundance. Most of the time, parents do not attend the events. Children are
then the sole judges of what they can or cannot eat and they seem to know the
limits: ‘it depends on the size of the cake slices and on the number of candies on it’
(Simon, 6). If the slice is too big or if too many candies are onto, the child knows
he has to refrain himself and to take some oft. Children are able to evaluate such
things on their own and to adjust themselves and their desires to their condition.

If they happen to give in and to eat too much goodies, they do it with some
awareness of their excesses and are able to gauge them in relation to their leeway
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for action in order to keep them within certain limits. Yoann (aged 11) explains
very well how you can eat a lollipop if you want to, but with a condition: you
must eat a piece of bread simultaneously so that the sugar contained in the candy
will not reach the bloodstream too quickly and cause hyperglycamia. Children
are also aware that their deviations require a correction insulin quantity (bolus).
Talking about the secret feast of chocolate he had with a friend also having diabe-
tes, Yoann emphasizes the fact that it was a well — informed decision and that he
knew exactly what he would have to do to keep the hyperglycaemic episode which
would follow under control. Indeed, the ‘big bolus’ he administered to himself
just after considerably reduced the crisis. Despite the illness, Yoann considered he
could allow himself to eat so much.

Since they know they are not always allowed to eat too much sugary food,
children have learnt to counter them. For Emma (6), candies are easily replaced
by cheese; ‘the magic solution’ according to her mother. Claude (10) is used to only
nibble at ham during aperitifs. He has also developed special tastes: ‘T adapted, for
example I eat anchovies... Nobody likes anchovies!’ For other children, cherry
tomatoes, cubed cucumber or diet soda are alternatives they learnt to like.

Through the example of food, the children daily demonstrate their capacity to
judge a situation, to adapt, to compromise and to control their desires and frustra-
tions. Indeed, children do not seem to be particularly frustrated by the constraints
linked to their condition. They talk about them as something they are used to and
are resilient when it comes to food they really like: ‘it’s ok, I know I'll eat it later,
when my blood sugar drop’ (Joseph, 11). This represents another emotion they
progressively manage.

Discussion

Through their experience of chronic illness and its treatment, children learn to
teel, to act, to judge and finally to adapt. These skills go far beyond technical ges-
tures and the administration of insulin. They correspond to all the competences
which are mobilized in the action itself, from the recognition of malaises to be-
havioural adjustments. They are technical, cognitive, emotional, relational and
social (Christensen 1998).

These newly acquired ‘knowing how to act’ (savoir-faire) are embodied com-
petences which draw children’s reflexivity and critique and modify their relation-
ship to the world, to others and to themselves. It is a reframing of the individuals
(cf. Cozzi & Diasio in this issue) which starts up from the body as an ‘experiencing
agent’ (Lyon & Barbalet 1994) central in the process of self-construction and sub-
jectivation. It is ‘through emotion (referring to sense, including bodily sense) that
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the links between the body and the social world can be clearly drawn’ (2004). It is
through emotion that the body is intercommunicative and active. The individual
capacity for social agency emanates from the lived experience of embodiment, as
children experience themselves ‘simultaneously in and as their bodies’ (1994: 54).
Childhood is seen as a period of passivity, during which the child’s body is fin-
ished’ But if the body of the child is the object of care, it is also a social agent al-
lowing subjectivation and agency.

If chronic illnesses such as type 1 diabetes can plunge into the unknown, restrict
children’s sphere of action and impinge on their daily and social lives (as shown
by Sutcliffe, Alderson & Curtis 2004), such experience can as well encourage their
competences as they try to handle it and render their agency visible, notably for
parents who are the first spectators of the way children actively participate in diabe-
tes care. By a close and constant observation of their children, mothers and fathers
appreciate their ‘maturity, ‘seriousness’ and ‘reliability’ as they learn to have con-
trol over themselves and over emotions such as pain, fear or frustration. Here, the
personal experience and the competences of these children can be recognised and
valued. But it is important to note that diabetes — such as asthma - are long-term
illnesses commonly considered as less serious forms of illnesses than others and al-
lowing self-administration of therapy (Favretto & Zaltron 2014).

Conclusion

To question children’s competences starting from the illness situation allow to
highlight their active participation in their daily care and beyond. Through the
experience of an unhealthy body needing to be controlled, children develop skills
and competences. In this exploratory research, we analysed the capacity of chil-
dren living with type 1 diabetes to feel, to act and to judge in conformity with their
condition and eventually to adapt. These embodied competences define a new
and disciplined self, which in return enables children’s agency to express and to
be recognised.

Also, as they grow up, children are encouraged to demonstrate more and more
competences and autonomy. This can particularly be seen from parents’ speech
in which we can hear a strong desire to show how good and independent their
children are in managing their illness. Some talk about an ‘obsession’: autonomy
as the ultimate goal.

But if there actually is an injunction for autonomy from parents, there doesn’t
seem to exist fixed stages of apprenticeship. It is about going through a process of
experimentation and ‘being ready’ to move on the next stages. More than age or
cognitive development, personal and bodily experience is the key element in the
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acquisition of competences. What seems to really affect children’s path toward
autonomy is time — that is to say the duration of the illness — and the attitude of
adults (above all from the parents) toward them. With the aid of their parents
especially and relying on objects such as toys or medical devices, children follow
their own pace. Their participation increases as they grow up but at different rates.
While, in this study, no differences between girls and boys have been observed
concerning their capacity to self-care, Oscar and Florentin (aged 8, diagnosed
5 years ago) have acquired skills Carine (12, diagnosed 1 year ago) does not seem
to be ready to acquire, such as doing the injection of insulin automatically after
eating (Carine often ‘forgets’ to do her injections and her mother has to test her
blood sugar level when she comes home after school).

The singularity of each child needs to be taken into account in the process of
delegating care-related tasks. There is no universal scheme that could be applied
to them without looking at individual and social dynamics - especially inside
family: children’s autonomy and competences can be more or less encouraged by
parents in accord with the status given to them. Here, we can say that the family
socio-cultural background seems to have a positive impact on the way children
lived with their illness: involved parents sharing with other involved parents, rec-
ognizing children as actors and soliciting their participation, books and discus-
sions at home, contacts with children suffering from the same illness via the asso-
ciation. However, the small number of families we met does not allow us to draw
general conclusions concerning the influence of such elements on children’s ac-
quisition of competences. This would require further inquiries. Also, every child
might encounter difficulties at some point (the indwelling catheter for example)
and most importantly they have their own willingness and desires.

Published literature has mainly focused on children’s competency to be involved
in decisions about their health care and treatment, but their desire to be involved
and to gain autonomy is little questioned. Some studies have actually shown that
children and young people recognise some limits to their autonomy and accept their
need for support, aid and guidance from adults (Newman 1996; Morrow 1999).

If the children we interviewed here seem to enjoy and voluntarily work at gain-
ing new competences and at being able to act on their own, all children do not ask
for full autonomy. This study also revealed that they prefer not to participate to
some activities which do not have a practical aspect (for their social and everyday
life). Such is the case in medical consultations in which children are typically little
involved. If parents seem to regret it and blame doctors for ‘not taking time to talk
with them; this situation is fully satisfactory from children’s perspectives. They
actually don’t want to participate much and try to interact as little as possible with
the doctor. According to them, it is purposeless, ‘too long and boring’ (Yoann, 11)
and ‘the questions are always just the same’ (Claude, 10).
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For these children, becoming more autonomous and being involved in dia-
betes care and management is essentially a way of having a social life similar to
other children’s: enjoying doing activities, going to birthday parties, sleeping over
without adult supervision or going to summer camps. Childrens participation
can be motivated by thoughtful choices, taking account of the advantages of being
independent. When such benefits are not perceived, they can just step aside from
interactions and activities. Children’s wishes do not have to be expressed verbally
to exist. They are negotiated in the action itself and their ability to negotiate their
participation is not always clearly seen by adults.

Beyond the acquisition of competences, this study opens to further research
on the way children negotiate their participation according to their wishes and
intentions and on why and to what extent they are willing to get autonomy and
responsibilities, keeping in mind that competences can become in some cases
a burden they want to distance themselves from (Such & Walker 2004).
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Anna Witeska-Mlynarczyk'

Competences as a form of situated practice.
Ethnographic reflection
on enacting ADHD in Poland

Children’s difficulties emerge in interaction, where children are
misunderstood, both intentionally and unintentionally, and
where they lack power in relation to others, especially adults.
F.Ch. Waksler (2003: 217)

In this article, I comment on the topic of children’s competences in chronic illness with
a careful study conducted in a Polish family of a 9 years old boy diagnosed with ADHD.
I suggest to approach the competences as a form of situated practice. When focused on
the events and the interactions, it is possible to see how competences are enacted by a joint
effort of various actors, including pharmaceutical agent. I can also attend to the instable
character of competences and look at it as a field of negotiation and a situated intersubjec-
tive achievement mediated by knowledge, technology and materiality. So in this paper,
I will look at the case of one family and I will foreground practicalities, materialities and
events in order to present the particular take on competencies.

Key words: ADHD, childhood studies, disability, children competences, non-person

The medical and the unruly

A man did not know, did not pay attention to his behaviors, man thought it was
laziness. That sometimes the man shouted at him, well, a man shouted at him all
the time, because, the man demanded something from him and he, as if, did not
react, as if he did not feel like. And it turns out that it was not it. It is simply some-
thing different. And now when we really know it is necessary to learn to live with
it somewhat differently.

! University of Warsaw; anna.witeska@gmail.com.
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These are the words of a mother whose son was diagnosed with ADHD. Her utter-
ance, full of indirectness, conveys a sense of self-blame for an erroneous approach
to her child’s behavior - a framing of him as lazy and naughty. A repetitive usage
of a noun “man” instead of “I” signals her desire to distance herself from her ac-
tions and from that past, perhaps I could say here — from a “lay” frame, a lay talk
about causation®. We see here how “a narrator launches the account in a search
for closure” (Ochs and Capps 2001: 15), how a narrative activity becomes a sense-
making process. As Ochs and Capps put it “narrators contending with life experi-
ences struggle to formulate an account that both provides an interpretative frame
and does justice to life’s complexities” (2001: 24). The opening citation introduces
a mother who is trying to live a moral life amid particular kind of dangers and
uncertainties which concern her child. She experiences what Arthur Kleinman
calls a particularly enervating anxiety created by the limits of our control over our
small worlds (Kleinman 2008). She employs a variety of strategies to deal with the
sense of inadequacy of her actions and the actions of her child, and the overall
everyday uneasiness they experience. She struggles to make sense and take over
the control of the unruly. The medical frame is wanted here by a mother. It is used
as an ordering frame, a central organizing idea which nonetheless needs to be car-
ried on in everyday practice in which the child participates.

This short passage also sketches a timeline on which ‘before diagnosis’ and ‘after
diagnosis’ are marked. It is for the lack of space that I do not talk about the diagnos-
tic process here. At this point, I am interested in what the diagnosis do for defining
the situation and the competences of the people involved. In this case, the diagno-
sis has allowed to look into child’s behaviors from a new perspective. This excerpt
shows that, in the perception of the mother, the question of competences in disease
are tightly linked with the diagnostic practice and the knowledge that stems out of
the diagnostic category. Who does she imply by saying — “And now when we really

2 Since Erving Goffman has developed a methodological approach called “frame analysis”

(1974) to study ways in which social interaction is organized, the notion of “frames” has become
widely used in sociology and anthropology. Goffman suggested attending to the dynamics of
social interaction by looking for ways in which people define the situations and he called such
ways “frames” which appear in plural as people switch from one frame to the other during the
interaction. In medical anthropology, Nicolas Dodier used the notion of a “frame” as an analytical
category in his observational study of medical consultations in occupational medicine in France.
He distinguished three frames utilized by doctors in the decision making process: clinical frame,
solicitude frame and psychosomatic frame (Dodier 1994). Also, Anssi Perdkyld dwelled on the
notion of frames in the clinical context of the care of the dying. She distinguished: practical,
medical, psychological and lay frames as modes which defined and organized clinical experience
(Perikyld 1989). I use the notion of “frame” here in line with this tradition of research in which
“frame” indexes necessary “relational dimension of meaning” (Berger 1974) and I am searching
for the ways in which frames impact upon particular interaction and how people who interact
work towards changing or sustaining them.
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know...”? Who is “we” in this case?’ I will try to show how in this family ADHD is
practiced as an adult plan in which a nine-year-old boy is included, “though not
necessarily as a willing participant” (Chaput Waksler 2003: 217), or maybe not as
a full-fledged participant. In the aforementioned fragment, the mother frames the
deficiencies of her son in medical terms. By saying “It is simply something different”
she points to the medical category of ADHD - an attention deficit and hyperac-
tivity disorder* — which explains child’s behaviors anew and allows the mother to
reconfigure her interpretations and to reorient her actions. The diagnosis allows
the boy to access the “sick role” (Parsons 1951), even if he does not fully realize it.
The diagnosis does much more than that - it offers explanations (new frames), it
coheres patients’ symptoms, and it validates the previously differently interpreted
behaviors as stemming from a particular disease (Jutel et al. 2011: 793). So for the
family whom I will follow in this text, the diagnosis served as a starting point from
which sense-making and experience were crafted (Jutel et al. 2011: 794) anew. The
diagnosis emerged as a point from which new entitlements, stigmas and practices
developed. It was a starting point for acquiring and negotiating new competences.

The competences as a situated practice

When I hear the two words — competences and disease, I first think about the knowl-
edge which allows for a particular framing of what is going on in one’s life, with one’s
or ones child’s body, about ways in which this knowledge is acquired, by whom and
when it is passed on. Eventually, I think about the consequences of such knowledge,
the practices it drags along into oness life, the ways in which it reconfigures materiality,
relations. I think about learning the skills to manage the illness, learning the life with
illness and making one self-aware, being able to access, and to intervene when neces-
sary, reading the symptoms, applying medicaments, learning where to seek help when
needed. When I think about children’s competences, I think they are relational and in
order to understand them, we need to ask questions about the adults who are around
children as well as their peers, and we need to observe the ways in which they interact.

In my ethnographic material, I recognize the presence of the “adult bias”
(Waksler 2003: 215) in the family I worked with. It structures the family relations
and ADHD related practices. Frances Chaput Waksler explains the bias in the
following way:

> Waksler warns that: ,,In child-adult face-to-face interaction the unwarranted claim of ‘we-ness’
is a particular danger” (Waksler 2003: 217).

* ADHD - Attention Deficit Hyperactivity Disorder is an international psychiatric diagnostic
category recognized by the behavioral symptoms. It is described as a brain deficiency marked by an
ongoing pattern of inattention and/or hyperactivity and impulsivity that cause difficulties in every-
day functioning or/and development.
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This limited knowledge [adults’ knowledge about children - AWM] does not seem
to be accidental. Rather, it is politically useful, for it enables adults to act as they rou-
tinely do towards children, carrying out adult plans and projects in which children
are included, though not necessarily as willing participants (Waksler 2003: 217).

I will illustrate the presence of the “adult bias” by presenting fragments of ev-
eryday conversations. Yet, at the same time, I find it important to highlight that
children who are positioned in this way are capable of taking powerful actions.
Hence, during fieldwork, it is important to attend to the activity of children and
their skills in identifying “adult’s expectations for children, and to modify rules
to meet both their own goals and adult requirements” (Waksler 2003: 214). As an
ethnographer I need to be sensitive to the ways in which children influence the
adult present (Waksler 2012: 194).

Wanting to work with children using participatory methods on their ADHD-
related experiences®, I met one major obstacle while in the field. Parents, whom
I met, did not want to tell their children about the disorder. I found families who
did not want to build children’s competences in ADHD by expanding their knowl-
edge about the disease. During my research, adults kept using opaque means of
expression in the course of daily interactions with their children. They avoided
direct conveying of the medical framing of children’s behaviors in the presence of
their offspring. At the same time, children knew things, they felt there was some-
thing going on, yet, their insights were limited and vague. When they directly
challenged their parents they were treated as someone who, for various reasons,
should not know the straight answer. The few children I met settled in this mode
of indirectness in their own particular manner. In the case of ADHD, it seems im-
portant to me to look at the ways in which the disorder, and the competences that
come as a consequence of the diagnosis, are handled in practice. When focusing
on the events and interactions, I can see how competences are enacted by a joint
effort of various actors, including pharmaceutical agent or a notebook. I can also
attend to the instable character of competences and look at it as a field of negotia-
tion and a situated intersubjective achievement. So in this paper, I will look at the
case of one family and I will foreground practicalities, materiality and events in
order to present the particular acquired competencies.

Children’s and their caregiver’s competences in chronic conditions are necessar-
ily shaped by the kind of locality in which they are enacted. Understanding locality
here is to attend to the nature of the particular disease and the way it is conceptual-
ized, practiced and how it influences bodily experiences. Locality also means a given
configuration of the social and material world in which people’s competences are

> Information about the research project have been taken away to allow for anonymous review-

ing process.
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enacted. It also means culturally specific interactional patterns between adults and
children. There are many ways in which families can enact children’s competences in
illness. All families, in fact, do enact children competencies in illness in one way or
another. The children themselves enact their competencies, too. What I think is use-
ful to look at when we talk about competencies is a situated interaction. If we accept
that this interaction is more than a stage of struggle we will be able to recognize dis-
ease as an act of cooperation (Mol 2008) or interdependence. “Due to their depen-
dency upon the adult world for everything (...) children are especially subject to the
social ramifications of the ADHD diagnosis” — writes Adam Rafalovich (2001: 373).
I am not sure about the word “everything” here, yet, it is clear that in terms of taking
the steps towards the diagnosis and managing the disorder, the adult caregivers are
placed in a different position than children. Yet, as will be visible later, they are inca-
pable of a total control. The children shall not be treated as passive actors deprived of
the resources and movements. They actively shape the interaction, yet, they are not
a mirror image of the adult participants. Also, both parents and children are the kind
of actors whose resources and confines are socially conditioned. The enactments of
competences are about demarcating boundaries, assigning roles and responsibilities,
naming, delineating access to knowledge, doing things which involve people, arte-
facts and thoughts. Enacting competencies in ADHD could involve a placement of
a box with psychostimulant pills’ on the highest kitchen shelf, where a child cannot
reach it. It may be located in lowering the parental voice and whispering when talk-
ing to other adults about the recent troubles with the unruly human being when the
child is near. It may be contained in a child’s compliancy in going to the psychiatrist’s
office or in a loud offence “your mother has ADHD” shouted by a kid on a school
corridor. The enactment of the children’s competences in chronic illness is a situated
process marked by events and taking place in the material and social world.

The question of specificity of the disease

I have noted above that the way the competences in illness are enacted depends
on the kind of illness experienced. There is biology that dictates the condition —
the legs that don’t walk or the legs that move around too much. There are various
technologies designed and available for easing one’s life with a particular disease
- the wheelchair or a psychostimulant pill. Linda Blum names ADHD and other
neurodevelopmental disorders ‘invisible disabilities’ This name is to highlight the
various shades of perceptibility when we deal with disabilities. A person moving
in a wheelchair is more visible and straightforward than a hyperactive and inat-
tentive child (Blum 2015). Indirectness and opaque means of managing the “med-
ical framing” in regards to a child who is diagnosed with ADHD are more possible
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than in a case of a child who needs to move in a wheelchair. I will dwell more on
this notion of visibility and opaque means of communication in regards to com-
petences later on in the text. One important thing is that an ADHD child does not
differentiate himself/herself easily basing on the ADHD symptoms. This disability
is “a kind of work-in-progress, a process of becoming rather than an immutable
fact of physicality” (Mintz 2007: 4). I see it as a kind of developing perception that
emerges in a given condition (particular bodily manifestations, particular family,
particular psychiatrist, particular medicament, particular school building etc.).

As a diagnostic category ADHD is widely researched and described, and there
seems to be a fairly stable, though also a very diverse, set of interventions used by
psychiatrists, psychologists, pedagogues and other experts who provide care to chil-
dren with this disorder. Surely, the knowledge of ADHD is polymorphous. Impor-
tantly, ADHD is also surrounded by controversies (Afeltowicz et al. 2013). The fact
of the existence of this disorder is often challenged and discussed in the media‘. The
social reception and management of it varies. From the media coverage and from
my ethnographic work it is visible that ADHD is a contested, or not fully incorpo-
rated, diagnostic category in Poland. This lingers heavily on parents’ and children’s
sense of worth and the notions of blame involved in perception of one’s condition.
Eventually, it influences the management of competences and the way the knowl-
edge is distributed in children’s families. Both within and outside the family, there is
a lot of suspicion about the correctness of the diagnosis and the purposes which it
serves. In particular, using psychiatric pharmacotherapy in children may meet with
moral evaluations. Since this technology entered the pediatric psychiatry giving and
not giving psychostimulants to children became a moral act. As noted by Annema-
rie Mol: “This is what technologies do. They shift both the practical and the moral
frameworks of our existence” (Mol 2008: 78). This condition of inconsistency and
of a moral exposure is a fertile ground for the indirect communication to develop. It
influences the ways in which the disorder is enacted.

The family

I will use here an ethnographic material I gathered while working with Messi
family’. These will be snapshot stories about ADHD and the way it is dealt with in
a single family and some of its surroundings.

¢ Here are the examples of articles that were published in the Polish electronic mass media about
ADHD. The titles suggest there exist a number of controversies surrounding the diagnostic label e.g.
ADHD does not exist, The trouble with ADHD, meaning the disease... that is not a disease, ADHD - to
upbring or to cure.

7 'This is a pseudonym given to this family by its member - a 9 years old boy diagnosed with
ADHD.
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I met Yvonne Messi and her older son Leo through an experienced female
psychiatrist. We met in her office, a part of a larger enterprise - a private health
care unit where a number of psychiatrists, neurologists and psychologists for
adults and children are available for consultations. It was a week after she di-
agnosed the boy as suffering from ADHD. At that time Leo was eight. Now
he is nine. The family lives in a brand new house in a mixed neighborhood in
a middle-size Polish town. Apart from Yvonne and Leo, the family consists of
a father Bart, a two-year-old brother Michael and a dog Zou-Zou. Bart works
as a sales manager and comes home mainly for the weekends. His employer
requires him to travel frequently and to agree on an unpredictable schedule.
Yvonne is a pharmacist. She quitted her job when her second child was born
and she decided she wanted to stay at home to take care of children. She regrets
leaving Leo when he was a few months old with her mother-in-law and going
back to a full-time job where she had to stay till late. Previously, she told me
she would like to stay at home with the boys until the youngest reached fourth
grade, which she saw as a crucial threshold. Recently, she moved closer to the
possibility of coming back to work when Michael starts kindergarten at the age
of three. Yet, there are not many options of a part-time job in her profession.
Yvonne is the primary caregiver of the boys. She does most of the work of up-
bringing - as well as the work of daily consumption including cleaning, cooking
and shopping. She organizes the medical care for the family. Thanks to a driving
license and a car she resolves most of the family matters on her own when her
husband is away. The car, the phone and the Internet means more tasks for her.
She has no extra care. When she really has to leave children with someone, she
asks her mother-in-law, but since she is ill it is less and less possible. In fact,
it was Yvonne who went through the process of diagnosis with Leo. She is the
only person in the family who acquires knowledge about the disorder and who
navigates the ADHD-related practices.

The way knowledge is distributed and practiced

Yvonne: ‘No, we are not putting stress on it, that he has a deficit of some sort, we
do not tell him that he is sick, that he does not know how to focus, that, “you have
attention deficits”. Simply, we are trying to talk to him in a way so as to strengthen
him, so that he does not know about any sort of disorders.

In this fragment, Yvonne justifies their decision of not telling Leo about ADHD
by framing such knowledge as unnecessary, as damaging and dangerous. The
proper competences are not associated with knowing but with not knowing. It
is better for a child not to know about the deficits, about the disorder because
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such knowledge can put him down, while he needs to be supported. He needs to
imagine he is able to achieve, that he is just like any other kid. The parents’ care
in this case is imagined as protecting from knowledge. The adults imagine that
the child who learns about his deficits will always perceive himself as disabled, as
worse. This is what Yvonne does not want. She does not want her child to develop
a sense of inferijority.

Leo’s parents, like other parents, did not want me to work with Leo on ADHD
but to frame my questions in more general terms. Usually, I explain to children
that I am interested in their well-being, in their everyday life, in difficulties they
face in school, what they like and what they dislike. When a topic of me conduct-
ing some fieldwork in Leo’s school appeared in Messi family, Yvonne and Bart
were further concerned about the ways in which I could plausibly make my ways
into Leo’s classmates without them realizing I was studying this boy’s disability.
I remember Yvonne feeling relieved after she came back home from a parents’
meeting at school. She felt happy about the teacher explaining to the class my
research project and conveying it in a way that no one could suspect that there
was a focal child in this research and that it was Leo. During the parents’ meeting,
Yvonne purposely approached the consent form as the last one to see whether
everybody signed it. Not talking to Leo about the disorder is a conscious strategy
of protecting him and, as will become clear later, it helps protect the mother too.
Not telling other people is another way of protecting both.

I: Do you talk about Leo's ADHD with other parents at school?

Yvonne: No, we did not talk about ADHD, that someone has ADHD, that he has
ADHD. Simply, simply, I think, that there started to be some problems and Leo,
from a certain point on is under the doctor’s care and the effects are much better
than before.

I: Do you tell that he takes medicaments of some sort?

Yvonne: For attention span, we say he is taking medicaments to improve his atten-
tion span.

Leo’s parents talked about ADHD diagnosis to the teacher. However, they do not
want however other parents to learn about the label. They prefer to use indirect
messages: “Leo is under the doctor’s care”, “he takes medicaments for expanding
his attention span”. In particular, Yvonne has an experience of listening to other
people’s complaints about Leo. She is afraid that other parents would tell their chil-
dren and who would stigmatize Leo, or that other parents would want to exclude
Leo from the class because of ADHD. Indirection is a way of protecting. Because
ADHD is a kind of disorder which becomes visible in school, the competences
of parents of an ADHD child are partially practiced in educational spaces. In the

case of ADHD, parental competences are seen as parental competences. Because
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there are parents’ meetings where children’s behavior is discussed and because
children as young as 8 and 9 are accompanied to school by their caregivers, for
significant periods of time ADHD becomes a public matter. In school, the parents
of ADHD children find themselves in a situation in which they have to interact
with other people. This interaction usually places children and their behavior in
the center and points at the parents as those responsible for such behavior, those,
from whom the others may demand.

Leo should not know about ADHD for various reasons. He could talk at
school about it and it is impossible to know the consequences. Yvonne told me
about one event in which Leo told stories about their ADHD related practices at
school. ADHD means that the number of practices around the disorderly child
increases. In particular, the usage of the pharmaceutical agent exposes a child
to certain risks. Leo takes Medikinet. Among other reactions, his body may re-
spond to the drug by increased blood pressure. Yvonne knows it. She practices
her competences by checking Leo’s pressure in a regular manner. Leo asks about
the rationale for these regular check-ups but he gets no explanation. He settled
in this tabooisation and treats it as a normal state of affairs. He cooperates by
helping to carry out the check-ups on a kitchen table. Not getting an answer
at home though, made him confront his experiences with an outside world.
Yvonne told me about one such event.

Yvonne: And he also started at school, because at certain point it was — why does
he have to check the pressure all the time?

I: Is he checking his pressure at school?

Yvonne: No, at home, but that “and I have to check my pressure three times a day
at home” [she imitates Leo as if he were trying to show oft at school - AWM]. I do
not know what for but the teacher tried to simply figure out what was going on.
“Why do you check your pressure three times a day?” [Yvonne imitates the teacher
- AWM]. “I do not know. My mum checks my pressure” [Yvonne imitates Leo -
AWM]. And he asks: “Why do you check my pressure?”. I am saying “Dear son,
because you have an ill heart and that’s why”. He did have some heart problems.
“And that’s why we have to check your pressure”. Because I will not say that because
of that medicament, right?

Leo lost his little fight for expanding his knowledge and competencies. Yvonne set
clear limits. The role of a caregiver and of a knowledge keeper is hers. The name
of the illness was misgiven. The secret is being kept around ADHD and the drug-
related practices. If Leo tells at school he has his pressure checked, he could as
well say that he has ADHD. The consequences would be difficult to predict. The
mother imagines her responsibility is to prevent such situations.
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What does the drug do here

It seems needy here to recognize a psychostimulant drug as an actant in ADHD
work®. If the technologies to treat the disorder were different, Leo would not be
able to relate to certain practices and build meaning around them. We can clearly
see how technologies change moral landscape, how they shift both the practical
and the moral frameworks (Mol 2008). The materiality matters — if the drug could
be added to food, it might go unnoticed by a child; when it is a pill which needs to
be taken as frequently as every day and sometimes twice a day, it is impossible not
to notice. The technology opens up the space for a child to become competent in
certain ways. It makes the disorder tangible. It also gives a child occasions to ask
for broadening his knowledge. And when Yvonne acts in a competent way i.e. she
checks Leo’s pressure regularly, she opens up another space in which difference is
visible to a child. Leo sees a certain device — a monometer attached to his body on
regular basis while he sees no other family member using it regularly. The usage of
a device differentiates people - turns one into “the other”. The mother who wants
to protect the child by not telling him, actually opens up a space for speculations.
Perhaps all of the children in his age use it; or it may be something that will make
other children look up to him - a frequent user of a monometer.

Interesting in Yvonne’s account of this event is also the phrase T do not know
what for but the teacher tried to simply figure out what was going on’ The utterance
shows at least two relevant things. One of them is the fact that all of the actants
involved depend on the others in terms of results of their actions, their effects. Had
the teacher pushed the subject forward too much, Yvonne’s protecting techniques
would fail. On the other hand, the phrase Yvonne uttered is also an expression of
uneasiness. She wonders why the teacher dwelled on the relevance of these prac-
tices for a while. She feels insecure. Yvonne senses that the teacher is critical about
her giving psychostimulants to Leo. In this set up it is the mother who faces moral
evaluation and who feels anxious about them. Yvonne often has an impression
that the others evaluate her ADHD related practices, that she needs to defend the
image of herself as a competent mother. If she feels uncertain or insecure, as many
of us often do for various reasons, she reads such little ques of suspicion. If there
are many, they will not leave without a trace. She will become more nervous, more
insecure and more insistent on proving the medical frame was correct.

8 The ontological turn in social sciences implied moving away from constructivist approach and
stop using “making” as a key term in favor of words like “perform”, “do” or “enact’”. In line with this
approach, a number of works turned our attention to the ways in which objects and material world
reconfigure social relations (see for example: Latour 2007; Law 2001; Mol 2002). As Annemarie Mol
put it “we widened the idea of the staging of social realities (e.g. identities) to that of physical reali-
ties” (Mol 2014: 1).



Competences as a form of situated practice... 89

A few months after they started pharmacotherapy, Yvonne reported to me on
the effectiveness of the treatment:

I see that he sees that he can do something. Once, he came back and he immediately
did the homework on his own. When this lady [a pedagogue whom Yvonne wanted
to work with Leo at home - AWM] was here to talk to me, I read him the instructions
and I said “Leo, do as much as you can on your own and later we will sit together”
And I am talking to this lady and he comes in so delighted “I ‘ve done everything!”
“And have you done Math?” “Yes, I have done the Math as well”. Oh, I was shocked.
As if, an hour before doing homework this drug simply started to work. And I said
“the math as well?”> And I took this math — well, excellent, everything well done. He
was so happy. “So go and play there or read”. And he stared to read books properly.
Because till then, “Mum, just half a page”. And now, he reads and when he gets tired,
ok, he puts the book away but he comes back to it later, he is eager because he saw
that there is an improvement, a change. Sometimes, he starts to stare at something,
but more often, he reflects and focuses. I see it. I see this effect.

Yvonne evaluates the efficacy of the drug basing on the observation of Leo’s be-
havior in relation to learning activities. The psychostimulant pills are imagined
as enabling agents in the context of schoolwork. Yvonne frames the evaluation in
terms of empowering potential of the drug — Leo starts to believe he can achieve,
yet, apart from observing his subjective sense of success, she also measures the ac-
tual performance - the number of pages read, the number of math exercises done,
the length of time spent doing homework. The competence of accessing is a co-
operation but a kind of cooperation in which one side cooperates unconsciously.
Yvonne does not want Leo to know about ADHD and she does not want him to
know that he is able to achieve certain cognitive standard because he got a pill
(yet, this is her conviction - the pill worked properly and Leo did the homework
well). Eventually, the effect tells her that her actions, even if criticized by others,
are competent. Her child realized that he can do certain things that were impos-
sible for him earlier. In Yvonne’s eyes, he gained an important skill. He is not sup-
posed to learn that the effect was achieved with a little help of the pharmaceutical
agent. This is the skill of the mother — to make the child achieve and to believe
he achieved it by himself. This is what the pill is for. It is to help a little. To make
a child believe, perform, yet, also to make the life a little easier.

During my fieldwork, another event occurred. At a certain point, Leo lost his
appetite and started to complain about stomach aches - typical side effects of
the drug treatment. Yvonne thought that the stomach aches might be caused by
pharmacotherapy. She decided not to give Leo the drug one morning and see
whether the aches persisted or not. In this fragment, Yvonne reports to me, in the
presence of Leo, an exchange she had with Miss Martha, a pedagogue who comes
weekly to work with Leo on logical thinking and mathematics. She lowers her
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voice and whispers when she thinks her words are improper for Leo’s ears. The
secret Yvonne does not want Leo to realize is that she did not give him ADHD
medicaments one day because she tested whether his stomach aches were related
to the Medikinet — the ADHD drug prescribed by the psychiatrist. She does not
want him to know this, because if he knew, she would not be able to control the
element of his “making up”. He could lie about stomach aches and about his ability
to concentrate. Leo is seen as a person who cannot be trusted. Hence, the com-
petences cannot be shared with him in an open way. Again, the pharmacological
technology may cause side effects, yet, there is no other way of checking whether
the physical reactions are a response to the drug than by observing the child when
the drug is not taken. The psychiatric technology not only creates an opportunity
for a child to perceive his/her difference, it also opens up a space of speculation
and the possibility of distrust towards a child whose well-being needs to be moni-
tored when a risk-bringing agent is being inserted into his body. The mother who
does not trust her child’s reports has to become a very careful observer, trying to
link various data and conclude. There are other adults who cooperate with Yvonne
on this. Miss Martha for example - a pedagogue who comes to work with Leo on
his ADHD-related problems is there to share her observations in a non-direct
manner. Yvonne relates their exchange to me in front of Leo, an exchange which
also took place in front of Leo:

Yvonne: and Miss Martha who comes to work with Leo, she says “Oh, Leo could
not focus today” [she starts to whisper - AWM] damn it, because he did not take
the pill, right? [end of whispering - AWM]. “Well, but we managed somehow,
right?” [loud - AWM]. And I have noticed for instance [she lowers her voice -
AWM] that if he does not get the medicament, and he is working with her, he goes
to the toilet very frequently.

I: mhm.

(...)
Leo: [looking through a newspaper - AWM] Oh, a swimming pool!

Yvonne does not want Leo to associate the pill with the ability to concentrate, yet,
she also does not want him to associate the stomach aches with the drug, as he
may fake the aches and it could become really difficult to decide whether he really
suffers from something or not. Yvonne perceives this therapy as very important
and effective. She fears losing the possibility of supporting her child with the phar-
maceutical agent for no good reason. Because Leo is distrusted — denied the skill
of honest self-report, Yvonne takes the responsibility to assess Leo’s condition and
progress. She is convinced that the less he knows, the more accurate her observa-
tions would be. Yet, she would not be able to conclude if she did not listen to his
unconscious self-reports.
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Still, Leo’s competence about pharmacotherapy has certainly changed since we
met the first few times. He actively pushed for including him into certain circles of
medical knowledge. I remember sitting with Leo in the kitchen the first month we
met. We grabbed all the medications he took daily and we started to build towers
with the boxes. At that time, he did not recognize Medikinet — the drug prescribed
to him by the psychiatrist. A few months later, Yvonne was telling me about a morn-
ing situation with Leo. Yvonne gave him a regular morning portion of medicaments
but she did not include the ADHD pill. He asked - “Where is the white pill”? Yvonne
took a vitamin D and gave it to Leo as if it was Medikinet. — “This is not the one.
Where is the pill for thinking?” - asked Leo. Yvonne replied that this was the one,
only that the package and the color changed. Again, Yvonne protects her territory -
the drug is her responsibility and Leo’s competence is to rely on not knowing. Leo in
this exchange took a risk of exposing what he knew but what he was not supposed
to know. He tried to show he should be treated seriously as he knows, he is able to
recognize, he knows what drug serves what purpose. One could say he craves for
including him in the circle of the knowledgeable and skillful.

Pushed by her child at some point Yvonne started to talk to Leo about the pill
more explicitly, building up some knowledge without ADHD reference.

Yvonne: For concentration we say, we say that he takes medicaments to focus bet-
ter. He has also noticed that he is getting some pills. I am saying “Leo, remember,
take your medicament”. He asks “what is that?”. I am saying “this is so that you
could study more easily, so that you could focus without problems”.

It is interesting how the pill and the explanation for taking it is clearly associated

» o«

with school - “to focus better”, “to study more easily”. We can see from other
studies and representations that such associations are not obvious and they vary
depending on a cultural context (Singh 2012)°.

Through his active involvement, Leo gets access to the ADHD knowledge.
However, the knowledge he gains access to is fragmentary. He does not get

° Illina Singh’s project entitled “Voices” — in which she collected and compared the voices of
American and UK teens diagnosed with ADHD, brought interesting findings in this regards. What
she has found out was that the kids operated in what she called two different niches - the perfor-
mance niche (characteristic for the US kids) and the conduct niche (the framing characteristic of
the British kids). In the first case ADHD is viewed as a disorder of academic performance, their
difference is being perceived as a learning difference. Children in a performance niche articulate the
effects of stimulant drugs in relation to classroom behavior, school work, intelligence and academic
achievements. In a ‘conduct niche, children’s social behaviors and social hierarchies are a dominant
preoccupation among children and adults, and academic achievement by children does not outrank
other obligations. In a conduct niche stimulant drugs are seen by children to improve emotion-
al self-control, aggressive behaviors, and moral decision-making. ADHD in a conduct niche was
sometimes associated with being ‘thick’ or ‘slow’
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a complete picture. He knows there is this pill, and that he has problems with
thinking and that this pill is to help and that the doctor prescribed it to him, and
that she wanted to help him. Somehow though, this knowledge is guarded and he
needs to fight little battles for every piece of it.

Indirectness and the movement
<« » <« »
between “person” and “non-person

When I asked Yvonne and Bart why they did not want to tell Leo about ADHD,
they explained:

Yvonne: We are afraid that if he gets to know, I am afraid that if he gets to know he
has ADHD, he would use it in everyday life — “no, I will not do it because I have
ADHD”

The parents are afraid that this knowledge would empower Leo in a bad way. That
he would use it for a wrong purpose. Apparently, they prefer to avoid a situation
in which Leo has another tool, another rationale for making excuses from doing
homework or fulfilling other responsibilities. Yvonne finds it difficult to motivate
Leo to carry out these tasks without complaint, and often she loses her temper and
yells at the boy who does not want to comply. The mother fears that Leo who knows
about ADHD would mean more difficulty in everyday care. Answering my ques-
tion though, Yvonne and Bart also very quickly turned to me and asked “Should
we tell him? Should he know?”, It turned out they did not talk about it neither with
a psychologists nor with a psychiatrist. Yvonne describes herself as a conscious
parent, a knowledge seeker: ,,and I was saying, I read a lot of books, I read a lot of
articles now, in a way, in what way to help, I try to eliminate the mistakes”. I looked
through the parental guides she had on her shelf, yet, none of them had any advice
on how to talk to children about ADHD. None posed a question whether to tell
them or not. These practices where not mediated by the parental guides nor by
the medical authority. They were surely mediated by the image of a child as nec-
essarily dependent on the adult, as an unfinished person (Lee 2001). As Waksler
put it “Adults’ granting or failing to grant co-presence and reciprocity to children
emerges not from the nature of children but from the attribution that adults make
to children” (Waksler 2012: 197). Waksler differentiates between two types of such
attributions: chronological (based on the assumption that a child in such an age has
not enough competence) and situational (when parents attribute or deny compe-
tences to children depending on their own interest) (Waksler 2012: 198).

Yet, in fact, when I asked Yvonne what Leo might have known, she seemed not
to know clearly, yet, she accepted the possibility that he might know something.
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Clearly, here, the attribution is chronological. She would not thought that he
might be able to make any sense of what was going on.

Yvonne: perhaps he came across this, like we could have talked to someone, or he
could have overheard. I hope he does not understand it yet. That he does not know
what it is. Perhaps he, not that we told him “you have ADHD”, but I am saying, by
accident, he might have overheard, but this was not told to him. Perhaps he heard
it somewhere, because once he told me, not that he has ADHD but he was asking
what ADHD was. No, no, Leo, this is an abbreviation, not important, right? I dis-
regarded it.

No one ever told him directly “you have ADHD”. The parents do not want him to
know. They do not plan to convey it in a direct manner, but when they reflect upon
it they think it is plausible that he heard them talking about the disorder or that
he heard about it somewhere. When Leo asks about ADHD, he communicates
his readiness and his need to gain explanation. He signals that he understands
something is going on. Yet, when he asks about ADHD, he is misinformed - “not
important”, he is treated as not ready to know. Leo sees clearly that it is important,
as all other practices suggest such importance — going to various specialists at least
twice a month, hearing what they say, taking medicaments, seeing and hearing
the mother talking to the teacher, having a pedagogue coming into his house for
private classes once or twice a week, finding at home a book with big letters in the
title saying ADHD, hearing parents quarrelling and using this acronym, or even-
tually seeing an anthropologist talking to his mum about their experiences. With
the phrase “this is an abbreviation, not important” Leo gets an indication that it
is a forbidden area — not an area of his competence. He is not allowed there; but
why? At the same time Yvonne and Bart do not prevent Leo from hearing. They
do not put enough effort to really cocoon him in not knowing. They do not have
an intention of direct communication but they do not take an effort to control
indirect messages they send. Clearly, they do not imagine that Leo is capable of
making sense of what is going on. Leo is present during the conversations that
adults conduct. He nearly always goes to the psychiatrist together with his mother.
He is allowed to be present, but he is ignored, treated as if he was not able to
understand and as if he did not need an explanation, as if the explanation was to
disrupt some order. His role during such conversations resembles what Goffman
called “non-person”. “Those who play this role are present during the interaction
but do not, in a sense, take the role either of performer or of audience, nor do they
pretend to be what they are not” (Goffman 1958: 95). Goffman enlists a number
of standard categories of persons who are sometimes treated in their presence
“as if they were not there” and he includes on this list “the very young”. Goffman
develops his description of a non-person as follows:
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It would seem that the role of non-person usually carries with it some subordina-
tion and disrespect, but we must not underestimate the degree to which the person
who is given or who takes such a role can use it as a defense. And it must be added
that situations can arise when subordinates find that the only feasible way that they
can handle the superordinate is to treat him as if he were not present (Goffman
1958: 96).

When Leo accepts the assigned role, he behaves as if he did not hear what he heard.

It was typical for the parents, and for the mother in particular, to speak with
the psychiatrist or with me about ADHD, about Leo’s difficulties and about me-
dicaments in front of Leo and treating him as if he was transparent, as if he could
not understand a single word we were talking about. At the same time, he did not
have to pretend he was not there. The psychiatrist, usually at the beginning and at
the end of the visit, turned to Leo with some ice-breaking questions which were
to turn him on a subject. Leo would answer with one or two words, usually hiding
behind his mum’s body, and sometimes not managing to give a reply, because the
doctor rushed and turned to his mother again or closed the meeting because other
families were queueing in the corridor. While Yvonne was talking to me, Leo told
his separate story and did not intervene in the story that developed in the interac-
tion between Yvonne and myself. In this excerpt, Yvonne tells me that she wants
to ask the psychiatrist to increase the dosage of Leo’s drug. There are three of us in
the kitchen - Yvonne, Leo and 1.

Yvonne: And you know what, and I meant not to make such breaks, so that he takes
on Monday, Tuesday - two, Wednesday - also two and Thursday - two.

I: And what did she propose? [I mean the psychiatrist - AWM]

Leo: I have this paving stone [He shows a picture of paving stone in a catalogue
- AWM]. Look, this one! Is it this one? [He directs the question towards Yvonne
- AWM]

I: Oh, I like it.

Yvonne: Yeah, this one. She suggested, she told me to give it to him every day, apart
from the free days. (...)

I: And why do you think she suggested that?

Yvonne: I do not know. I think that simply she did not want to overload, not to tire
him, because there is something on the liver. He has good results. I will pick them
up now but I checked on the Internet, he has rather good ones.

Leo: Mama, they [-]

Yvonne: Mhm. And I want simply to give him, I would like to give him on Monday,
on Tuesday - 2, on Wednesday - 2, on Thursday - 2, on Friday - 1 (...).

We see how all three of us maintain two separate dialogues. Yvonne very briefly
replies to Leo like - ‘yeah, this one’ or ‘mhm’ and then she switches into our top-
ic of conversation. Leo wants to be present, but plays the game of “non-person”
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in the adult conversation ignoring our exchange and continuing his own plot in
which he is a person.

Yvonne: So that, because I see that for example when he gets it on Monday and
later on Sunday afternoon, then Saturday till the afternoon and Sunday - he is
completely different, he has difficulties concentrating, he does not want to focus
on some things, but

Leo: [Moans - AWM]

Yvonne: What sweety? But he also forgets things for example. You talk to him, you
turn his attention to something and he [-]

Leo: Oh, I have a piece of paper.

Yvonne talks about Leos problems in his presence without referring to him,
without including him in a conversation otherwise than maintaining a separate
dialogue. The description of his behavior that she makes in front of him is not
supportive. It rather acknowledges that something is not right. She hence indi-
rectly sends him a message that she did not intend to or which she declared she
would not like to convey. I do not think she realizes that. It seems like an em-
bodied knowledge of how to be in the family. Yet, as Waksler argues, we should
not exclude the possibility that “children may also use their non-person status to
gain information that adults are concealing from them” (Waksler 2012: 198). The
question for a child than becomes whether to conceal from adults the knowledge
gained and continue with the “non-person” status or to challenge them and try to
gain a different status.

Sometimes, when we talk in Leo’s presence, Yvonne acknowledges him as an
unwanted audience. Leo stops to be “a non-person” in such moments and he be-
comes a person, who should not know a secret, someone who should be protected
from the knowledge related to ADHD. We can see that Yvonne is convinced that
Leo should not know why exactly he takes the medicaments and what kind of ail-
ment he has. She does not believe he is capable of saying what he feels after taking
the drug and what happens when he does swallow the pill. She trusts her own
careful observation. She thinks Leo may invent things and there is no point in
conscious involvement of the child in evaluation of the work of the pharmaceuti-
cal agent. Yet, Leo’s engagement in psychiatric care and drug taking practices is
not passive. He tries to reply to the doctor, he takes a decision of taking the drugs
his mother gives him. From a certain point on, he also learns the shape, the color,
the time of the day for various pharmaceutical agents he inserts into his body. He
learns the game of being non-person, he complies to it, yet, from time to time he
makes an attempt of emancipation or clarification.
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Coda

Once, Bart shared with me his reflection about Leo.

Bart: He [Leo - AWM] asks ,,Am I sick?”, because if he, I do not know, if he does
something wrong - “I am a psycho!” - he says or “I am stupid!”.

Clearly, Leo, situated in the midst of indirect communication, an addressee of
an opaque meaning, produces his own conclusions. Such statements evoked by
Leo suggest that the communicative style of his parents, despite their intentions,
creates in him a sense of being someone different, someone without the same
competences as others. Yet, at the same time the possibility of establishing some
clear meaning on that matter is denied. Leo feels a need to express his anxiety,
an uncertainty he feels about his state. However, there is little skill of empathic
listening around this family and the boy’s voice may be misheard. The ADHD-
related practices and the enactments of parents’ and Leos competences will be
evolving and gaining complexity with time. The boundaries may get redefined,
the responsibilities may be differently distributed, the practices may be carried
out differently.
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The trajectory of change
in an emerging adult with a brain glioma

The paper deals with the issues of coping with chronic, terminal illness during becoming
an adult. A terminally ill person’s biographical experiences are difficult twofold: because
there are growing up problems and there are health problems. In particular, the authors
focus on the problem how an emerging adult copes with natural, biological changes and
how one copes with progressive tumour. The authors analyse these issues from a psycho-
social point of view and use the method of a qualitative case study. This type of method
aims to provide an in-depth analysis of a given case in biomedical terms (nature and type
of brain glioma), as well as in a biographical sense (individual experience of the disease).
The theoretical analysis presented here uses G. Riemann’s and F. Schutze’s generalised con-
ception of a trajectory as a category covering disorderly social processes and the processes
of suffering; R. Sennett’s conception of dialogical skills and R. Lazarus” and S. Folkman’s
transactional/relational theory of stress. The authors argue that if the patients would like
to cope with the glioma, they had to seek non-standard ways of dealing with the ailment.
This would require social (dialogical) competences which in discourse on the subject of
one’s own illness would help to find and develop so far overlooked opportunities as well as
creatively transform their biographical identity

Key words: conception of the trajectory, coping with the glioma, dialogical competences

Introduction

Social and environmental changes (deriving from industrialisation and urbanisa-
tion) are having, in this age of late modernity, both positive and negative effects.
Positive results include, for example, new sanitary developments, sewage disposal
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(Giddens, Griffiths 2006: 260) and new hygiene standards (Chromik-Krzykawska
2007: 40). Negative effects include a worldwide increase in air pollution. The ef-
fects of these social and environmental changes also determine the proportion
of infectious and non-infectious diseases, as well as acute and chronic ones. In
relation to this, since the middle of the twentieth century non-infectious civilisa-
tional diseases (e.g. tumours) have contributed to deaths much more often than
acute illnesses (Frank 1997: 11). This is a phenomenon, known as epidemiologi-
cal transition (Giddens, Griffiths 2006: 266), which requires a reinterpretation of
the factors responsible for the risk of contracting an illness and a redefinition of
the ideas of health and sickness. A concise summary of these changes relating
to everyday life is reflected in a statement by a North-African woman quoted in
a work by Pierre Bourdieu. It highlights the principles and changing tendencies in
treatment which, according to her, were the result of merging the old and the new
order. “In the old days, folk didn't know what illness was. They went to bed and
they died. It's only nowadays that were learning words like liver, lung (...), intes-
tines, stomach (...), and I don’t know what!” (Bourdieu 2013: 166). This statement
illustrates the criteria that characterise modern treatment. It is done using special-
ised language that is used to give a technical analysis - a diagnosis. On this basis
an act is carried out of semiotic transformation of lay speech into professional
categories (Kleinman 1988: 12; Frank 1997: 5). In modern disease discourse pro-
fessionals reinterpret pain as symptoms and entries on medical cards make up the
official history of the disease. The modernist version of a story of a disease thus
consists of medical terms (Frank 1997: 5-6). As a result, the patient should receive
medical care from a doctor (Parsons 1991), representing composite medical and
social institutions which oversee the care the patient receives and make sure it is
up-to-date (Frank 1997: 5). Modern medicine does not, however, teach patients
how, after diagnosis of a disease, they can think differently about their world and
how they can build a new relationship with it (Frank 1997: 6). Diagnosis of an ail-
ment on the basis of its history thus defines the ailment as biomedical (disease).
From this point of view, the ailment is a medical story. However, once the patient
recognises that their ailment is more than just a medical story, they experience
it as in the category of (illness) (Uramowska-Zyto 1992: 6). In this respect, the
patient may create a story about their ailment with symptoms of a non-medical
nature (eg. loss of life map and sense of direction) (Frank 1997: 1). A synthesis of
the quality of late-modern changes in the field of health and medicine are laid out
in the diagram below.



100 Malgorzata Stankiewicz-Rebiatkowska, Jacek Mianowski

AILMENT > HEALTH
HOSPITAL —> COMMUNITY
ACUTE —> CHRONIC
TREATMENT —> PREVENTION
INTERVENTION —> CHECK UP
THERAPY —> MEDICAL CARE
PATIENT —> PERSON

Diagram 1. Contemporary trends in the approach to health and medicine

Source: (Nettleton 2006: 11)

1. Aims and methods for analysing
the selected instance of a patient with a tumour

In the case of a cancer patient (especially one who is terminally ill) one must take
into account the delicate state of their body, which makes it difficult or prevents
them from continuing their current way of life (Riemann, Schutze 1991) and re-
quires them to undertake work regarding their biography, disease and everyday life
(Strauss, Corbin 1985: 225-226; Giddens 2012: 407). Cancer thus means making
great changes in the life of a patient (Ostrowska 2008: 26-27). It generates a social
situation of “being pressured” by a dominant external force, characterised by disor-
der in the social process and the process of suffering. Involuntarily, the sick person
must submit to the external force and thus loses control over their life, creating
a new framework for their social situation. Hence, the process of suffering becomes
a biographical phenomenon and shapes the identity of the patient and their social
environment, above all their close relatives. The change in identity caused by suf-
fering affects work, communication, and interaction processes between the person
suffering and those who deal with them (Riemann, Schutze 1992: 92-93).
In this paper, we analyse the case of Marta who has cancer (a brain glioma). We
are interested in how a young person with progressive cancer:
a) perceives their biological limitations - (paralysis of body parts, muscular atro-
phy, epilepsy, pain) within the scope of “disease”;
b) experiences the ailment in terms of “illness” - (difficulty concentrating, epi-
sodes of depression, social isolation);
c) copes with the social consequences in terms of “sickness” (Uramowska-Rye
1992: 53) — (the implications of restricted physical and social mobility, search-
ing for one’s place due to forced hospitalisation);
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d) acquires social and dialogical competence (Sennett 2013: 18) in relation to the
people around them.

For the analysis of this issue we have chosen the method of a qualitative ‘case
study’, which aim is to provide an in-depth analysis of a given case in biomedical
terms (nature and type of brain glioma), as well as in a biographical sense (indi-
vidual experience of the disease). Deepening the analysis of the case is a charac-
teristic feature of this method and approach (Hamel 1993: 1). Our case study is
based on both data that was collected by ourselves and pre-existing data. Verbal
collected data came from observation of the participant and a narrative inter-
view with Marta®. In addition to the verbal data there were visual data (Marta’s
own photographs). The pre-existing data were obtained from documentation pre-
pared at the ,,Light” Foundation’s Academy for Fighting Cancer (Akademii Walki
z Rakiem Fundacji ,,Swiatto”). The data collected by us and the pre-existing data
allowed us to reconstruct the development of Marta’s illness and analyse it from
a psycho-social point of view.

To analyse the data we used the generalised conception of a trajectory as a cat-
egory covering disorderly social processes and processes of suffering (Riemann,
Schutze 1991), the conception of dialogical competences (Sennett 2012) and the
transactional/relational theory of stress (Lazarus, Folkman 1984).

2. Characteristic features of brain glioma
in comparison to other tumour diseases

The characteristic course of, and invasive therapy for, tumour diseases make
people see cancer as a serious chronic disease. The American Commission on
Chronic Illness, which was established to come up with practical solutions to the
problem of the increasing number of chronic diseases (Commission on Chronic
Illness 1949: 1343-1344), defines a chronic disease as “any disorder or deviation
from the norm that has one or more of the following characteristics: it is per-
manent, leaves invalidity, is caused by irreversible pathological changes, requires
specialist rehabilitation therapy or will most expectedly involve long professional
supervision, observation or care” (Strauss, Glaser 1988: 1; Adamczak 1988: 11;
Skrzypek 2011: 110-111).

3

Our research was conducted at Marta’s home (from March to April 2016). The priest Jan Kacz-
kowski addressed Marta (via video recording) — among others — with the following words: “Even if
you could blink one eye, write poetry (...). No one is able to deprive us (sicks) of our quality of life”.
These words initiated the interview with Marta. Thus, the initiating question was: ‘Martha, what do
you think about the quality of life with the disease you are struggling with? What would «writing
poetry» be for you?. We did not use auxillary questions. The duration of interlocutions with Marta
ranged from a few minutes to half an hour depending on her state of health.
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The essential characteristic of malignant tumours is the “unlimited and irrevers-
ible increase in the number of embryonic stem cells along with their incorrect dif-
ferentiation. Such cells grow into and destroy the surrounding cells, and they can
get into lymph and blood vessels, which causes the tumour to spread and creates
metastases” (Simon, Ramlau 1985: 2). Most malignant tumours in adults are epi-
thelial tumours (cancers) and non-epithelial cancers, i.e. sarcomas (e.g. leukaemia).

The development of malignant tumours involves three phases:

- The initiation phase (the phase of malignant transformation) - in a single
cell under the influence of a carcinogen (or by itself), a change in genetic infor-
mation regarding a number of genes takes place and the cell begins to multiply
despite the needs of the system.

- The promotion phase - as a result of the cell multiplication, which is indepen-
dent of the regulatory mechanisms, variants of the changed cells appear with
increasing autonomy and an increased growth process.

- The progression phase - inverse growth and metastases occur. (Jeziorski et al.
2013:91).

A tumour disease is a long-lasting process over the course of many years. The
following phases in it can be identified:

- The induction phase - the period from when a carcinogen first acts, up to the
moment when pre-invasive cancer occurs (in situ). This phase of the disease is
the most difficult to investigate.

- Cancer in situ — this is the phase of potential malignancy with no growth or
metastasis. Most untreated in situ cancers become invasive cancers.

- The invasive phase - in this period malignant cells grow into deeper tissue
and thus access lymph and blood vessels. The intensity of this phase is depen-
dent upon the blood pressure in the tumour (pressure caused by the growing
number of cells), the mobility of the cancerous cells and their adhesion, and
their ability to produce substances that dissolve intercellular junctions (De
Walden-Gatuszko 2013: 54-63).

While the malignant tumour is limited to the organ it comes from, i.e. until it
spreads to the neighbouring lymph nodes or distant organs, we describe it as local
advancement. The chance of a cure is estimated at 60-90%. As the cancer grows
and spreads into a larger tissue area, the probability of metastasis increases. In this
case, the spread phase takes place, which usually leads to death within a period of
several weeks to several years. When the spreading is limited to the neighbouring
lymph nodes, we describe it as regional advancement and the chances of a cure
are between 15 and 55%. As soon as distant metastasis occurs we call it the general
cancerous process with the chance of cure standing at 0-20% (Pawlega 1999: 59).

The three generally acknowledged methods for treating cancerous diseases are:
surgery, radiation, chemotherapy. The surgical treatment of malignant tumours
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is radical in operative cases, which means that lesions are removed along with
a number of healthy cells or a whole organ in which the cancer has grown as well
as regional lymph nodes (Izdebski 1998: 25).

Radical radiotherapy aims to destroy cells in the primary site and in metastases
in lymph nodes. To do this the tumour where metastases might have occurred is
exposed to radiation. However, the activity of ionizing rays damages not only can-
cerous cells but healthy cells in the radiated area as well. Chemotherapy is based
on the patient being given cytotoxic agents at specified time intervals and in as
high amounts as possible. The idea of chemotherapy is to damage the cancerous
tissue with chemical substances (alkylating agents, antimetabolites, antibiotics,
spindle poisons, or other drug combinations). Unfortunately, the drugs also cause
damage to healthy cells, especially bone marrow (Simon, Ramlau 1985: 54).

The possibility of using radical methods of treatment is dependent upon how
advanced the disease is (Klimek 1985: 27). Sometimes, if there is a very advanced
state of the disease, radical treatment is eschewed and only palliative care is used,
the aim of which is to slow down and limit the growth of the cancer, achieve
remission, or reduce some of the disease’s symptoms. In advanced stages of the
disease only symptomatic treatment is possible, most often analgesic treatment.
Patients with surface tumours that are usually diagnosed in local advancement
have the best chances of recovery (about 100%). In the case of deep tumours that
are normally diagnosed in very advanced stages the chances of a cure are esti-
mated at about 10-20% (Pardela 1997: 98).

Every kind of cancerous disease has its own characteristics which depend,
among other things, on the method of treatment, prognosis, and symptoms. Glio-
mas are tumours that arise from glial cells in the brain and spinal cord. They do
not occur very often, but among tumours inside the skull they constitute as much
as 70%. Gliomas are without doubt more often found in children and teenagers
than among adults. Among cancerous diseases, glioma is the 9th most common
cause of death in men and only the 13th among women in Poland. The situation
differs slightly when it comes to children. In the brains of young people, glial cells
divide more intensively and that is why the risk of developing glioma is higher in
children than among adults. As a result, gliomas are the second most common
tumour in childhood (right after leukaemia). The symptoms of a brain glioma
depend above all on the part of the organ where the cancer is located and its
mass. One can distinguish general symptoms of a glioma which occur almost ev-
ery time if the tumour is so large that it increases intracranial pressure. These are:
headaches and dizziness, nausea and vomiting, lack of concentration, impaired
memory and dementia, and occasionally even epileptic episodes (Liberski et al.
2011: 65-67). More characteristic symptoms of gliomas are connected with the
senses. A sufferer can experience hearing, speech or visual impairments, various
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kinds of sensory impairment or paresis. Because of this any neurological symp-
tom accompanied by the above general symptoms should be a cause for concern.

According to their location and malignancy level, brain gliomas can be subdi-
vided in several different ways. A more complex classification refers to the kind
of glial cells from which the tumour arises. Glioblastoma multiforme (GBM) is
a tumour of the astrocytes. It is the most common type of glioma as it makes up
as much as a half of the tumour’s occurrences. It is characterised by high malig-
nancy (grade IV - the highest). Glioblastoma multiforme is aggressive — it grows
quickly and spreads to neighbouring brain areas. It usually occurs in the temporal
and frontal lobes. When it occurs in the temporal lobe, the patient may expe-
rience depressive episodes and anxiety as well as dementia. When glioblastoma
multiforme is located in the frontal lobe, it causes aggression and increased libido
(Meder 2011: 163).

In the case of glioma, the prognosis depends mainly on its malignancy level.
General statistics are rather pessimistic: only half of patients survive the first year
after glioma has been diagnosed. Patients with grade IV glioma (e.g. glioblastoma
multiforme or medulloblastoma) do not usually survive 12 months. The lower
the malignancy level, the better the prognosis. Malignant brain gliomas grow into
brain regions outside the area shown by medical imaging. It is practically impos-
sible to remove a tumour of this kind completely (Liberski et al. 2011: 72).

The aim of surgical treatment is to prolong and enhance the quality of life for
the sufferer. In the case of polar location of a tumour in the frontal, temporal or
occipital lobe, after a craniotomy has been done it is possible to perform a lobec-
tomy with complete macroscopic excision of the tumour. When the tumour is
positioned in other parts of the brain, the surgical procedure is limited to the re-
moval of the tumour within healthy tissue (the procedure is normally performed
with the use of a microscope or surgical magnifying glass). If the risk is high due
to the patient’s general state of health or the position of the tumour and the patient
exhibits no signs of increased intracranial pressure, surgical treatment can be in-
effective (Chybicka, Sawicz-Birkowska 2008: 91).

3. Determiners of the social situation of
a person with cancer. Marta’s case

In a personss life the typical, familiar and subjectively important merge with what
is atypical, unfamiliar and objectively unimportant. This is how a biographically
determined human situation is described in physical, temporal and social space
(Schutz 1962: 9) as well as a person’s “location” in relation to other people in a so-
cial environment (Szczepanski 1973: 512).
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Source: Own work based on: (Szczepanski 1973: 512)

In the process of subjectivising and objectivising everyday life a person
switches between building up and verifying his/her own value system of how
important knowledge of the world is and of his/her place in it. In this process,
he/she is stimulated by, among other things, important moments in life* (e.g.
a terminal cancer) which determine his/her way of thinking, behaving, and
making decisions in various social situations. A chronic and/or terminal disease
can have a definite beginning but it is more difficult to mark the moment when
it ends. When it comes to illness and sickness (Uramowska-Zyto 1992: 53), the
condition before the illness and after falling ill varies due to a different percep-
tion of the world, sense of direction, life map and one’s way of thinking about
relations with the world. On the level of experiencing a chronic or terminal ill-
ness, the body can become a bridging element between the different conditions

* Marta’s case, which we have described here, concerns the terminal cancer disease — the brain
glioma. The tumor completely changed Marta’s position and biography (her social situation). There-
fore, temporally - Marta divided her life into two periods: before the illness and after that; she also
pointed out, as the disease confined her in the physical and social space (Szczepanski 1973: 512).
Details of these restrictions have been described by Marta in three dimensions: biological (disease),
mental (illness) and social (sickness).
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from the time before the illness and afterwards. Damaged by a chronic or ter-
minal illness, the body can be used as an instrument to talk about the illness.
In this way the story of the disease is made material in the personal and social
dimension. Narration in the personal dimension allows one to tame and articu-
late the illness in a new way. The story of the illness also has its own addressee
and social sources (family, friends, medical professionals) who have their own
expectations as to how to shape the rhetoric of talking about the illness (the
formal structure, metaphors, accepted or non-accepted narration standards).
A new story reinforces some of these expectations, changes others and shows
the influence it has on other people. By telling stories an ill person can con-
struct new “maps” and perceptions of their relations with the world and make
the story more real when it refers to the body and is carried out by the body
(Frank 1997: 2-4). The ill person can thus express his/her relationship with the
changing body (e.g. on the axis of: affirmation - lack of affirmation). Depending
on the level of affirmation or lack thereof, the body can be a burden for the ill
person and/or an obstacle, or a source of pain (Ostrowska 2008: 24). A person’s
approach to his/her own body at the time of an illness may also be determined
by that person’s prior contact with the ill or disabled. Such contact can serve as
a kind of buffer in experiencing the limits which are imposed on a person by
his/her own illness. Such was the case with Marta: ‘Before the illness I used to
work a lot with the disabled in a foundation. One might say that the work made
me a little more open as I had been very closed before. I found it very pleasant
to be praised and to think that I can do everything by myself... for example to
think that I'm not afraid of disability and that I can help others.

Marta lived in Torun and died of brain cancer at the age of 23. She found
out about her illness when she was studying economics. She was also a passion-
ate photographer. For many years she helped others. She was a volunteer for the
“Jestem” society and a member of the Caritas School Circle at the Complex of
Economics Schools in Torun. At the age of 14 she started helping the disabled. In
2013 she was diagnosed with glioma - a malignant brain tumour. She underwent
two operations on her head (both complicated by cerebral edema), radiotherapy
and chemotherapy.

Her own illness forced her to confront her biographical experience, e.g. by
recalling her past and how she had lived life without limits (Ostrowska 2008: 24).
The glioma caused a biographical “crack” in Marta’s life, according to which she
analysed the losses sustained as a consequence of the illness: “The illness took
away my independence, my previous life. I miss what I used to get up to. I wish
I could walk again. I wish I could do social work again. I wish I could go on a pho-
tography course. The serious chronic illness (glioma) that made Marta bedridden
defined her sense of freedom during the illness.
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Photo 1. Marta at the time of her hospitalisation

Source: Marta’s archives.

For a person confined to bed due to glioma, room for manoeuvre is very
limited. They need to take into consideration, for example, physical, biological,
mental, spiritual, social and organisational barriers that their illness creates. The
troublesome consequences of the illness make the sufferer perceive the surround-
ing world through the prism of their illness. As a result the picture of the illness
may dominate their view of reality and distort its perception. Given the new social
situation, an important task for the ill person is to create a new importance for
their knowledge of the world and their place in it. This act can either be directed
towards the past or the future. By focussing on one of the temporal orientations
(Tarkowska 1987), the patient can either look to the past in order to identify and
shed new light on the aspects of it that may help interpret the current situation
(e.g. by continuing to take photos). He/she can also project into the future and
consider the possibilities of doing something new in life (e.g. starting singing les-
sons). The choice of one of the directions creates a chance to go beyond the limits
of the current situation and distance oneself from it. It creates an opportunity to
build a new narration about the illness and practice dialogical competences, for
example by searching for common points in constructing social relations and/or
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by avoiding frustration (Sennett 2013: 18), particularly when the symptoms of the
illness weaken one’s self-control and cause the patient to externalise their frus-
tration. When constructing a narration about an illness and gaining dialogical
competences, the patient needs support from the people around him/her. Social
competences arise particularly from social communication (in the linear, pro-
cessual and semiotic, nonlinear senses) (Fiske 2008), and cooperation. Shared,
united, and integrated ways of overcoming communicative ambiguities (Sennett
2013: 33) relating to a terminal illness therefore set the frameworks for gaining
dialogical competences.

4. Psycho-social aspects of coping with glioma.
The metamorphosis of an emerging adult

Glioma manifests itself in the form of atypical symptoms regarding the biological
functioning of the body (disease) and relating to well-being (illness). Such symp-
toms precede the diagnosis of the illness in the medical sense and mark the begin-
ning of the trajectories of the illness in its biomedical context (Ostrowska 2008: 26).
The scope of atypical symptoms that the patient experiences makes him/her seek
help from a medical professional who will interpret the symptoms and results in
the patient’s self-observation. Therefore a correct course of glioma diagnosis re-
quires a thorough verification of the illness’s symptoms (on the medical level) and
appropriate social communication between the patient, his/her social circle (fam-
ily, close friends) and medical staff. An unambiguous diagnosis and clear infor-
mation about the illness shared between those affected by the illness shortens the
period of uncertainty as to what illness the patient is suffering from. On the other
hand, a thorough verification of the symptoms and appropriate social communica-
tion regarding an illness requires time. In Marta’s case: “The constant going from
doctor to doctor lasted over a year”

Waiting for a diagnosis causes uncertainty. The patient experiences atypical
symptoms but he/she cannot fully take part in the process of searching for the
causes of the illness. Uncertainty and ignorance are characteristic for the unfa-
miliar period between health and disease. They limit the sufferer’s situation in the
diagnostic period and mean the patient, left in limbo between an already unclear
past and an indeterminate future, may not know how to understand the biological
dysfunctions of their body. As waiting for the diagnosis drags on, the ill person
may suspect that the atypical symptoms are an illusion caused by his/her experi-
encing the ailment as an illness. This was the case with Marta. She summed up her
experiences as she waited for the results of the medical diagnosis in the following
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words: ‘T didn’t know myself whether I was pretending or whether I was really
feeling all that’.

While waiting for the results, Marta wanted to keep up her regular activities
and therefore she continued working in the Foundation helping the disabled,
which in turn helped her discover her needs: “‘When I worked with the disabled,
I noticed that what I needed most was to talk with others’. The tasks she did at
work with the disabled gave her the opportunity to perform them according to
the institution’s expected patterns and her biographical action scheme. Institu-
tional normative expectations and the action scheme ordered her life and were
a source of autonomy (Riemann, Schutze 1992: 95-96). When meeting the dis-
abled, Marta honed her dialogical competences and in turn she discovered dis-
ability from the point of view of people who experience it. She also collected ex-
periences which, when it comes to Lebenswelt — the experienced world (Schutz
1989: 109) — i.e. the situation of one’s own illness, would constitute a reference
resource (Schutz 1984: 182) for illness in general.

During her work in the Foundation, Marta received positive feedback about
her technical skills of helping the sick. The biographical organisational principle
of the action scheme (helping the disabled) enabled her to fulfill her life ambitions
(Riemann, Schutze 1992: 96), manage her anxiety and normalise everyday life in
the early stage of the illness: ‘Despite that, I tried to live normally, I worked at the
Foundation all the time’

When Marta was diagnosed with glioma, the biographical organisational prin-
ciple was replaced by the organisational principle of trajectories (Riemann, Schu-
tze 1992: 96). The hitherto hidden context regarding her awareness of the illness
changed as well: ‘Finally they were able to determine it was a tumour, a glioma’

A full diagnosis means entering a context of open awareness (Glaser, Strauss
1965) of the illness, but it also releases tension regarding the awareness and makes
coherent intellectual and psychological identification difficult. In a way, intellec-
tual identification becomes suspended. First it is necessary that information is
absorbed from the psychological side: T cannot remember at all the time when
I already knew what was wrong with me. The diagnosis, the operation, they are
like a black hole. At first I didn’t know what was going on, I can’t describe it, it’s
such a strange feeling. I can remember that after the operation I had such scary
visions in which big red ants were walking on the window of the hospital... it
was a moment when... the very first moment that I felt I was ill. Only then did
the fear of what was going to happen next had appeared’. The biographical action
scheme was interrupted and distorted by the principle of the glioma trajectory.
An expression of that is disorientation, separation from the world and mental
paralysis. Simultaneously it is the core of experiencing the trajectory (Riemann,
Schutze 1992: 98) of glioma, which Marta as a person who had just entered adult
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life needed to consider as a factor which radically changed the course of her life
and reset its boundaries.

Marta was accompanied by illness-related stress, which is characteristic for
situations where young persons are diagnosed with a cancerous disease. The deep
stress is caused by the fear of losing one’s life, physical integrity, emotional stabil-
ity, everyday activities, and social life. Plans for the future, one’s value system, one’s
sense of meaning, as well as cognitive patterns (e.g. body layout) are called into
question due to the illness. Psycho-oncology studies as well as clinical experiences
at the time of remission suggest that young people also wrestle with the long-last-
ing psycho-social consequences of cancer (Labouvie, Bode 2006: 1070-1076). Il1-
ness-related psychological stress is — according to the transactional and relational
concept of stress (Lazarus, Folkman 1984: 19; Mateusiak 2000: 57) - a specific
reaction “between a person and the people around him/her, which is seen by that
person as one that burdens and goes beyond his/her reserves and poses a threat
to his/her well-being” (Lazarus, Folkman 1984: 19; Heszen-Niejodek 1991: 16). In
this sense, stress neither results from the situation itself, nor depends exclusively
on the person but it is conditioned by both environmental elements and a per-
son’s qualities. Lazarus uses the term “transaction” to refer to this relationship. The
term not only contains the connotation of an interaction between a person and
his/her environment but also implies connecting that person with the environ-
ment to produce a unity, a relationship, i.e. a system (Galuszka A. 2000: 35-36).
The criterion of the occurrence of stress is the way a person evaluates the situation
in which he/she finds himself/herself (such an evaluation is carried out by con-
fronting the requirements, limitations, and experiences of the situation with that
person’s individual characteristics).

The process of a person ascribing importance to a given situation is called by
Lazarus the “primary appraisal”. A person can be indifferent, favourably posi-
tive towards a situation, or stressed by it. In evaluating a transaction as stress-
ful the author identifies three categories: harm - loss (when the damage has
already taken place), threat (when the damage is anticipated by the subject), or
challenge (when the person thinks he/she will be able to fulfill the situation’s
requirements). The consequence of the primary appraisal is the secondary ap-
praisal, by which a person evaluates his/her ability to manage the situation. The
primary and secondary appraisals occur simultaneously, are interdependent
and lead to an analysis of both the situation’s qualities and one’s own possibili-
ties (Mateusiak 2000: 57-58).

When a person is diagnosed with glioma, their primary appraisal of their own
situation may be quite radical. Marta expresses it in a summary of her experiences
with the illness “What can I do now? I can only press the buttons on the bed (she
laughs)’ This is how Marta summed up the stage of the illness’s trajectory when
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she had to battle changeable and permanent aspects of being ill. The changeable
aspects of an illness (i.e. its biological symptoms) limited her bodily functions to
an extent where she lost control over her body, e.g. in the event of an epileptic
seizure: Tm afraid of having another epileptic seizure - this is when I cannot do
anything, I lose the sense of having any control. A durable emotional and negative
factor that lowers the mood (Ostrowska 2008: 27) was in Marta’s case fear: Tm
more nervous than I used to be, more impatient, I am constantly accompanied by
fear’. The glioma here represents an external, dominating power which Marta has
to submit herself to. She is steered by it, it is incomprehensible to her. Marta can-
not control it. In this sense she sees herself as a victim of the glioma, even though
she definitely states that she bears: ‘no grudge against anybody, it simply had to
be this way’. In the different stages of suffering, Marta’s world tends to shrink
and disappear. She can no longer participate in culturally different social worlds:
‘T used to like to laugh, dance, I used to be rather resourceful and used to look for
my place in life.

As her ability to establish and organise social relations weakened as a result of
her separation from the world, Marta isolated herself in her own world: ‘T some-
times like complete silence, it calms me down. My small world is a dream, but
I seldom have any dreams... I often escape into sleep, from people as well. My
world has become very small, my whole world is this room. I don’t like this world".
The symptoms of the illness and Marta’s reactions are coupled together and cre-
ate dynamics of disorganisation in various life situations. Paradoxically though,
under such circumstances Marta reflects upon her relationship with herself, the
world and meaningful people (especially her mother). She therefore develops her
biographical work (Strauss, Corbin 1985: 225) in which she recalls the past, in-
terprets the course of past events and redefines the bases of her social relations:
‘When I fell ill, I noticed the mistakes that I had made. They mostly concern life in
general. The biggest mistakes concern relations at home. I used to be patient with
the patients, and impatient at home. Before the illness I spent more time in the
Foundation than at home. You could say that I came home only to get some sleep.
It wasn’t good or sensible. Now I understand that you can lose important things.
I've lost some of them. Now I find it difficult to repair relations... My dream is to
come back to normality, to what I used to do, but this time I would take care of
my relations with my Mum.

In this phase of reflection on herself and the world, she is encouraged by Jan
Kaczkowski (a priest suffering from glioma) to start biographical work: ‘Even if
you are able to blink one eye, write poetry. Marta starts to look for ways to go
beyond her illness. She therefore goes on taking photos, by means of which she
reorders her biographical action scheme and manages the disorder. In this way
she creatively processes her biographical identity (Riemann, Schutze 1992: 99).
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Photo 2. Marta in the terminal phase of brain glioma

Source: Marta’s archives.

Photo 3. Marta prior to her illness

Source: Marta’s archives.
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Marta is a person who finds it difficult to speak about her emotions and feel-
ings related to her illness. Photography is for her a form of narration in which she
feels safe. It is easier for her to talk about herself and her illness when she com-
ments on her own photos. The photos that she took show her domestic surround-
ings, her everyday life as seen from her bed, and her time in hospital.

Photo 4. View from a window at the ,, Light” Foundation’s Academy for Fighting Cancer

Source: Marta’s archives.

Photo 5. Cards arranged by Marta

Source: Marta’s archives.
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Marta took a great many photos and dreamt of having them exhibited. The
“Light” Foundation’s Academy for Fighting Cancer helped her to achieve this
(amongst other things, by helping raise the funds). Marta’s photos help us to see
the sense and meaning that Marta ascribed to her chronic illness. They also help
acquaint us with Marta’s everyday existence when she was under the Foundation’s
care in Torun. In the photos we can see her everyday life as she saw it from her
perspective of a bedridden patient.

Photo 6. Layout of objects in Marta’s room

Source: Marta’s archives

Marta herself chose the photographs, scenes, objects and topics. The photos
are therefore “supplied” from the perspective of the patient and reflect their sub-
jective point of view: ‘All these things around me, placed on the windowsills, are
not my idea. I like to lay out what I have around me, make various compositions
and take photos of them’’ On the other hand, the photographs also made perma-
nent a visual record of the reality of the bedridden patient. The photos helped
Marta to open herself to emotions linked to her illness and became a starting
point to deeper reflection on the past, present, and future. Following the photo
session, a narrative interview was conducted.
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Photo 7. Floral composition by Marta

Source: Marta’s archives.

Photo 8. Religious composition designed by Marta

Source: Marta’s archives.
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Summary

Martas case shows that brain gliomas generate a trajectory that creates a type
of social process of disorder and permeates through the processes of suffering.
Therefore, the patient experiences life while being oppressed by the symptoms of
their ailment, as a disease, illness and sickness. Brain gliomas and their symptoms
(e.g. balance problems, random repeated epileptic fits, paresis) limit the standard
functions of the body at a bio-physiological level. This distorts the proportions
in the exchange of mutual social interactions (Riemann, Schutze 1991: 343) and
restricts the “arc of work” on this type of illness (Riemann, Schutze 1991: 334). So,
if the patients would like to cope with the glioma, they must seek non-standard
ways of dealing with the ailment. This requires social (dialogical) competences
(Sennett 2012: 6) which in discourse on the subject of one’s own illness would help
to find and develop so far overlooked opportunities as well as creatively transform
their biographical identity (Riemann, Schutze 1991: 344). The ability to listen and
find shared ground in overcoming the ambiguities (Sennett 2012: 17-18) caused
by brain gliomas may be of help here. Marta discovered that the trajectory of dis-
order, which she experienced both internally an externally because of the brain
glioma, can be tamed with the aid of photography. Thanks to this she recovered
her ,map” and sense of direction in her relations with those around her.
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Dylematy zwigzane z nabywaniem przez dziecko
kompetencji w chorobie przewleklej wobec
odpowiedzialno$ci rodzica za zdrowie dziecka

Artykul podejmuje problematyke nabywania przez dziecko kompetencji w chorobie prze-
wleklej, w kontekscie jego ograniczonej samodzielnosci i odmiennego ukierunkowania
ostatecznej odpowiedzialnosci za zdrowie dziecka, ktdra spoczywa na rodzicach. Stan,
w ktérym z jednej strony podkresla sie koniecznoé¢ respektowania podstawowych praw
dziecka, a wzrost jego kompetencji, czyli wiedzy i umiejetno$ci niezbednych do podejmo-
wania dzialan zwigzanych z choroba, jest pozadany i uzasadniony jakosécig codziennego
zycia, z drugiej strony stawia rodzica mierzacego si¢ z moralng i prawng odpowiedzialno-
$cig za zycie i zdrowie swojego dziecka, stwarza rozdzwiek niosacy za sobg szereg prak-
tycznych probleméw dotyczacych nabywania kompetencji przez dziecko.

Stowa kluczowe: dziecko, kompetencje, choroba przewlekla, odpowiedzialno$¢
za zdrowie

The dilemmas related to the acquiring competences
by the child in chronic illness and the parent’s responsibility for his child’s health

The paper presents the issues of a child’s competences in chronic illness, in the connection
with its limited self-reliance and other targets of the responsibility for the child’s health,
which is eventually passed on to its parents. The state, in which on the one hand, a require-
ment to respect the child’s fundamental rights and the growth of his knowledge, skills and
experience associated with the illness is desirable and justified by the quality of everyday
life, on the other hand the parents have to cope with the moral and legal responsibilities
for their child’s life and health, creates a discord with a number of practical problems con-
cerning the acquisition of the child’s competences.
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Wstep

Zaangazowanie dziecka w proces terapeutyczny jest obszarem rozwazan coraz
czesciej podejmowanym na gruncie socjologii zdrowia i choroby, gdzie podkresla
sie zwlaszcza dziecieca podmiotowos$¢, aktywnos¢ oraz kompetencje (por. Alder-
son, Montgomer 1996; Christensen 1998; Alderson 2007; Favretto, Zaltron 2014).
Ten kierunek jest naturalng konsekwencja zmieniajacego si¢ modelu relacji le-
karz - pacjent — od paternalistycznego do partnerskiego, w ktérym wazna jest
osoba pacjenta, jego perspektywa, zaangazowanie oraz wspotodpowiedzialnos¢.
W zwiazku z potrzebg uwzgledniania juz od najmlodszych lat godnosci i autono-
mii jednostki w réznych obszarach jej spotecznego funkcjonowania, przemiany te
dotycza takze dzieci wystepujacych w roli pacjenta lub chorego. Wczesniej przez
dlugi czas podmiotowy i aktywny udziat dziecka w procesie leczenia byl pomijany,
a badania prowadzone w zakresie komunikacji z lekarzem w kontekscie choroby
dziecka koncentrowaly si¢ gléwnie na interakcji miedzy dorostymi, co potwierdza
analiza przeprowadzona przez K. Tates i L. Meeuwesen (2001). Obecnie rozwa-
zania z tego obszaru nie tylko akcentuja prawo dziecka do podmiotowego uczest-
nictwa w procesie diagnostyczno-terapeutycznym, wykraczajacym poza dotych-
czasowe postrzeganie mlodszych pacjentéw raczej jako ,niemych cial” (mute
bodies), ktérych opieka i leczeniem zajmujg si¢ dorosli, ale takze zwracaja uwage
na potencjal dzieci jako aktywnych i kompetentnych aktoréw na scenie swojego
zycia w chorobie czy w zdrowiu (Favretto, Zaltron 2014: 221; Mayall 1998).

W kontekscie problematyki podejmowanej w niniejszej pracy kompetencje
(competences) nalezy rozumie¢ jako indywidualny zaséb wiedzy i umiejetnosci,
niezbedny do podejmowania dziatan zwigzanych z chorobg. Mowa przede wszyst-
kim o kompetencjach do rozpoznawania standw organizmu, ich komunikowania
oraz stosowania odpowiednich praktyk terapeutycznych?. Tak pojmowane kom-
petencje maja charakter niejako techniczny, odnoszac si¢ do konkretnych czyn-
nosci, ktére nalezy wykonac, aby stan zdrowia poprawil si¢ lub nie ulegl pogorsze-
niu. Stopniowe nabywanie przez dziecko tego typu kompetencji, umozliwiajace
bardziej samodzielne kontrolowanie coraz szerszego spectrum aspektéw choroby
przewleklej (chronic illness)®, a co za tym idzie coraz bardziej niezalezne funk-
cjonowanie w roznych obszarach zycia spolecznego, jest procesem pozadanym
zwlaszcza z perspektywy rozwoju dziecka i jego przygotowania do samodzielnego
zycia z chorobg w przyszlosci. Pojawia sie przy tym problem personalnego ukie-
runkowania odpowiedzialno$ci za zdrowie dziecka, bowiem mamy do czynienia

?  Takie pojmowanie kompetencji w chorobie przyjeto za Favretto i Zaltron (2014).

> Poziom kompetencji posiadanych przez dziecko, wspieranych przez cechy takie jak odpowie-
dzialno$¢ czy samodyscyplina, wyznacza stopien jego samodzielno$ci w ramach choroby (legitymi-
zowanej przez dorostego).
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z sytuacjg, w ktdrej osoba chora formalnie jest jednostka niesamodzielna i jej od-
powiedzialno$¢ za podejmowane dzialtania jest ograniczona — bedac podmiotem,
ktorego perspektywa i fundamentalne prawa muszg by¢ respektowane, jednocze-
$nie podlega obligatoryjnej ochronie i opiece ze strony dorostych. Jak zatem na-
lezy podchodzi¢ do kwestii nabywania kompetencji przez dziecko w sytuacji, gdy
moralna i prawna odpowiedzialno$¢ za jego Zycie i zdrowie spoczywa na rodzi-
cu*? Problem ten bedzie stanowil gléwna 0§ rozwazan podejmowanych w niniej-
szej pracy, ktorej celem jest nie tyle sformufowanie jednoznacznych rozstrzygniec
(o ile w obecnym kontekscie systemowym s3 one w ogdle mozliwe), co nakresle-
nie problematycznych obszaréw oraz zaakcentowanie zfoZonosci tegoz procesu
i koniecznosci budowania strategii uwzgledniajacych szeroki kontekst.

Dzieci chorujace przewlekle -
podejscie w obliczu heterogenicznosci

Omawiajac zagadnienia dotyczace dzieci chorujacych przewlekle, dotykamy
materii o niezwyklej réznorodnosci zaréwno w zakresie podmiotowym, jak
i przedmiotowym. Laczne ujmowanie tej kategorii jest uzasadnione odniesie-
niem rozwazan do wspoélnych jej atrybutéw, ktérych nakreslenie wraz z ogdlna
charakterystyka przedmiotowa ma takze warto$¢ wyjasniajaca i systematyzuja-
ca. Przede wszystkim majac na mygli dziecko, przyjeto podejscie prawne. W jego
swietle dzieckiem jest kazda istota ludzka od poczecia do osiagnigcia petnoletno-
$ci (ustawa o Rzeczniku Praw Dziecka 2000: art. 2) — co do zasady nastepuje ona
wraz z ukonczeniem 18 lat i oznacza uzyskanie pelnej zdolnosci do czynnosci
prawnych (ustawa — Kodeks cywilny 1964: art. 10-11). Na przestrzeni tych kilku-
nastu lat nastepuja jednak tak dynamiczne i znaczace zmiany w funkcjonowaniu
czlowieka, sprzezone z wkraczaniem w kolejne etapy rozwoju fizycznego i psy-
chicznego®, ze zwlaszcza z perspektywy tematu prezentowanej pracy okreslenie
»dziecko” wskazuje przede wszystkim na jednostke, ktora ze wzgledu na fizyczng

*  Aby kazdorazowo nie przywolywac wszystkich prawnie dopuszczalnych reprezentantéw dziec-

ka zalozono, ze piecze nad osobg niepelnoletnia z reguty maja rodzice. Nalezy jednak pamieta¢, ze
niekiedy nad dzieckiem ustanawia si¢ inng forme opieki prawnej — prowadzone rozwazania w wiek-
szo$ci mozna odnosi¢ takze do takich przypadkéw.

> Wedlug przykladowej koncepcji periodyzacji rozwoju czlowieka, do 18 roku Zycia mozna wy-
rézni¢ nastepujace etapy podstawowe: okres prenatalny (od poczecia do narodzin), okres wczesne-
go dziecinstwa (od narodzin do 3 r.z.), okres $redniego dziecinstwa — wiek przedszkolny (od 4 do
6 r.2.), okres péznego dziecinstwa — mlodszy wiek szkolny (od 7 do 10-12 r.z.), okres adolescencji
(od 10-12 do 20-23 r.z.) - w tym przypadku czeéciowo, do 18 r.z. (Harwas-Napierata, Trempala
2006). Okres prenatalny z oczywistych wzgledow nie podlega rozwazaniom z zakresu kompetencji
dziecka, o ktérych mowa w artykule, takze z duza ostroznoscia nalezy podchodzi¢ do wezesnych lat
dziecinstwa.
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i umystowa niedojrzalos¢ wymaga szczegdlnej troski i opieki, w tym takze opieki
prawnej (Konwencja o prawach dziecka 1989). To wtasnie ta ograniczona, cho¢
stopniowalna i progresywna samodzielno$¢ funkcjonowania czy mozliwo$¢ po-
dejmowania dziatan w réznych obszarach zycia jest podstawa do taczenia w jeden
zbioér jednostek tak fundamentalnie od siebie réznych.

Takze struktura chorob przewleklych wskazuje na znaczng heterogenicznosé¢
zbioru tego typu schorzen. W przypadku dzieci, sposréd ktérych w Polsce na cho-
roby przewlekle choruje 26,5% populacji (GUS 2014), najczesciej sa to réznego
rodzaju alergie, choroby oka, astma, czeste béle glowy i choroby kregostupa (GUS
2014: 69). Lista choréb przewlektych wystepujacych u dzieci jest znacznie dluzsza
(choroby serca i uktadu krazenia, choroby nerek i uktadu moczowego, padacz-
ka, cukrzyca, depresja itd.) i acznie obejmuje bardzo zréznicowane zaburzenia
funkcji lub uszkodzenia struktury organizmu, implikujace procesy o odmiennej
naturze, wielowymiarowe, niekiedy wrecz zawite. Co istotne, w chorobach prze-
wleklych stan jednostki moze by¢ wzglednie stabilny, czgsto s to jednak choroby
postepujace, z wystepujacymi epizodami zaostrzen (Thomas 2007: 14), niekiedy
proces chorobowy konczy sie $miercig, ale tez moze zmierza¢ do pelnego wyzdro-
wienia. Tak duza zlozono$¢ i wewnetrzna réznorodnos$c¢ tego typu chordb stwarza
réwniez problemy definicyjne (Skrzypek 2011: 110-113), dlatego przyjeto uprosz-
czong definicje Swiatowej Organizacji Zdrowia (WHO), zgodnie z ktéra choroby
przewlekle to choroby wymagajace ciagtej opieki trwajacej na przestrzeni lat lub
dekad (Nolte, McKee 2008: 1). Konsekwencja tejze ztozonosci i niejednorodnosci
jest zarowno trudnos¢, jak i ograniczona mozliwos$¢ formulowania uogélnien dla
wszystkich choréb przewleklych (tudziez ich niska przydatnos¢, na co zwracaja
uwage Timmermans i Haas 2008). Przejawia si¢ ona rowniez we wskazywanej
przez Skrzypka (2011: 124-125) dominacji ,,podejscia kategoryzacyjnego” (a cate-
gorical approach). Strauss i Glaser (1975: 6) przekonuja, ze mimo tego w przypad-
ku oséb chorujacych przewlekle mozna wyodrebni¢ wspdlne cechy, powtarzajace
sie problemy psychologiczne i spoleczne, bedace klamrg spinajaca tak zréznico-
wang kategorie oraz stanowiace podstawe do wypracowywania dziatan wspieraja-
cych przy konkretnych juz chorobach.

Zastosowanie takiego podejscia jest zasadne takze w kontekscie nabywania
kompetencji zwigzanych z chorobg - przyjeta perspektywa opiera si¢ bowiem na
wspolnej wlasciwosci choréb przewlektych odnoszacej si¢ do ich negatywnego
wplywu na codzienne, ,normalne” funkcjonowanie oraz do potrzeby wdrazania
dlugofalowych strategii terapeutycznych i przystosowawczych, zmierzajacych do
podnoszenia jakosci zycia z chorobg przewlekla. Wiaze si¢ to z wkraczaniem
w trzecig ere w epidemiologii, ktéra nadeszla po dwdch opisywanych przez Terri-
sa (1983) rewolucjach epidemiologicznych (health revolutions) - pierwszej, zwia-
zanej z chorobami zakaznymi, i drugiej, zwigzanej z chorobami przewleklymi.
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Trzecia era to koncentracja nie tylko na pokonywaniu choréb, jak w dwdéch po-
przednich erach, ale takze na utrzymywaniu i rozwijaniu zdrowia postrzeganego
w kategoriach indywidualnej warto$ci umozliwiajacej jednostce codzienne funk-
cjonowanie na satysfakcjonujacym ja poziomie (Breslow 2004). W takim duchu
Swiatowa Organizacja Zdrowia (WHO 2009: 1) okresla zdrowie jako zaséb zycia
codziennego, a nie jego cel (a resource for everyday life, not the objective of living).
Mozna uznad, ze takze zycie czlowieka z chorobg przewlekla wkroczylo w trze-
cig ere, gdzie celem jest nie tylko walka, ale i kontrolowanie choroby w sposéb
umozliwiajacy podtrzymywanie normalnosci zycia i funkcjonowania spoteczne-
go, tak aby przysparzata ona jak najmniej ograniczen (zaréwno osobie chorej, jak
i jej najblizszym)®.

Sukces terapeutyczny w chorobie przewleklej, mierzony za pomocg wskazni-
kéw nie tylko medycznych, ale takze odnoszacych si¢ do jakosci zycia, w duzej
mierze jest uwarunkowany dzialaniami osoby chorej, szczegélnie jesli to jej po-
zainstytucjonalna aktywnos¢ decyduje o powodzeniu terapii. Swiadome zaanga-
zowanie w chorobe oraz rzetelne podejscie do leczenia jest kluczowe przy odpo-
wiedzialno$ci za wlasciwe realizowanie nie nadzorowanych bezposrednio przez
lekarza czynnosci, czyli przede wszystkim za przestrzeganie zalecen lekarskich
(adherence). Miesci sie to w zakresie indywidualnej odpowiedzialnosci za zdrowie
(personal responsibility for health), przy czym dotyka tego jej obszaru, ktéry moz-
na okresli¢ mianem odpowiedzialnosci terapeutycznej. Jest ona czym innym niz
odpowiedzialnos$¢ przyczynowa, oscylujaca przede wszystkim wokot stylow zycia
i zachowan jednostki przyczyniajacych sie do utrzymania zdrowia lub rozwoju
choréb. O ile dyskusyjna jest mozliwos¢ przypisywania jednostce petnego wply-
wu na wlasny stan zdrowia (Resnik 2007), o tyle w kontekscie odpowiedzialnosci
terapeutycznej fatwiej o bardziej jednoznaczng ocene, przy czym w przypadku
chorujacych dzieci odpowiedzialno$¢ ta ostatecznie spoczywa na rodzicach.

Kompetencje dziecka zwigzane z chorobg

Odniesieniem dla podejmowanego problemu jest kategoria pracy implikowanej
choroba, mieszczaca si¢ w ramach teoretycznej koncepcji choroby przewleklej
jako trajektorii, zaproponowanej przez Straussa i wspdtpracownikéw (Strauss,
Corbin 1988: 51). Praca wykonywana przez chorego i jego otoczenie w zwigz-
ku z chorobg przewlekla obejmuje prace nad choroba (illness work), prace nad
codziennoscig (everyday life work) oraz prace nad biografig (biographical work).

¢ Przyjmujac takg optyke, nalezy zwrdci¢ uwage na postepujace choroby przewlekte, w ktorych

konkretna wizja zakonczenia zycia w krétkim horyzoncie czasowym determinuje jej odmienna,
specyficzng trajektorie i innego typu problemy (Murray et al. 2005).
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Praca nad choroba polega na radzeniu sobie z jej objawami, obejmujac czyn-
nosci z zakresu diagnostyki i leczenia, majace na celu minimalizowanie ogra-
niczen i zapobieganie wystepowaniu stanéw pogorszenia. Praca nad codzien-
noscia jest ukierunkowana na podtrzymywanie funkcjonowania spolecznego
i dbanie o codzienne sprawy (Corbin, Strauss 1985: 226). Zwlaszcza pierwsza
kategoria pracy stanowi punkt odniesienia dla omawianych zagadnien - posia-
dane przez dziecko kompetencje umozliwiaja bowiem wykonywanie czynnosci
zwigzanych z chorobg. Oba rodzaje pracy wiazg si¢ zas z interakcjami z osobami
z otoczenia osoby chorej (rodzina, znajomi, przedstawiciele medycyny), w toku
ktérych dochodzi do wymiany informacji, ustala si¢ podziat obowiazkow czy
tez sprawuje si¢ opieke (Corbin, Strauss 1985: 226)". Interakcje te sa kluczowe
dla nabywania przez dziecko kompetencji, zaréwno w kontakcie z rodzicami,
jak i w ramach instytucji medycznych. Prowadzone rozwazania bezposrednio
nie odnoszg si¢ natomiast do pracy nad biografia, ktoéra dotyczy kwestii tozsa-
mosci i rekonstrukeji wlasnego zycia w zwigzku z ograniczeniami wynikajacymi
z choroby (Corbin, Strauss 1985: 230-231), aczkolwiek jest to rownie interesu-
jacy obszar zagadnien.

Wedtug Hutchby i Moran-Ellis (1998, za: Favretto, Zaltron 2014: 222) kom-
petencje to zestaw posiadanych umiejetnosci, adekwatnych zakresem do rozwoju
jednostki, ktore ksztaltuja si¢ wlasnie w toku codziennych interakeji (sa nie tyl-
ko budowane, ale takze negocjowane i przeksztalcane). Poczatkowo kompetencje
chorego przewlekle dziecka sg niskie i zwykle najwigkszy ciezar pracy pozainsty-
tucjonalnej spoczywa na rodzicach, ale to wlasnie poprzez ich aktywnos¢ i wspot-
prace z dzieckiem stopniowo ulegajg one zwigkszeniu, ostatecznie przekladajac si¢
na konkretne dziatania. Nawigzujac do interakcji zachodzacych w ramach pracy
implikowanej chorobg, przy nabywaniu kompetencji nalezy mie¢ na uwadze pro-
cesy realizowane nie tylko w kontaktach z rodzicami, ale takze z profesjonalistami
medycznymi. Zdaniem Favretto i Zaltron (2014: 230) percepcja choroby przez
dziecko i jej interpretacja jest zintegrowana z wiedza i dziataniami rodzicéw lub
— gdy te okazg si¢ niewystarczajace — profesjonalistow medycznych. Wymagatoby
to empirycznej weryfikacji, ale przypuszczalnie w praktyce oba te Zréodta moga
wplywa¢ na dziecko w sposob niezalezny, a wiec nawet rownolegly — w zaleznosci
od elementu procesu diagnostyczno-terapeutycznego.

Kazda choroba moze wymaga¢ innych kompetencji szczegétowych, ze wzgle-
du na rézne dzialania i $rodki, ktore nalezy zastosowa¢. Mozna przy tym wyroz-
ni¢ pewne kompetencje ogdlne, majace zastosowanie uniwersalne. Jednym z ob-
szarow kompetencji jest teoretyczna wiedza o chorobie, obejmujaca znajomos¢
okreslen wyrazanych w jezyku potocznym lub w postaci terminéw medycznych

7 Ujecie zaproponowane przez Straussa miesci si¢ w ramach interakcjonistycznej koncepcji do-

$wiadczania choroby (Skrzypek 2011: 176).
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(tzw. jezyk choroby, Tobiasz-Adamczyk 2012: 16), a takze umiejetnos¢ stosowania
ich do opisu wlasnej sytuacji i komunikowania otoczeniu. Kolejnym jest zdolnos¢
rozpoznawania sygnalow plynacych z organizmu, zwlaszcza identyfikowania mo-
mentéw pogorszenia stanu zdrowia, wraz z umiej¢tnoscig radzenia sobie z ta-
kimi sytuacjami (Strauss, Glaser 1975: 58), obejmujaca jeden z najistotniejszych
obszarow kompetencji, jakim jest przyjmowanie lekdéw. Nastepnie swiadomos¢
wlasnych ograniczen, wynikajacych z choroby oraz wiedza o konsekwencjach za-
chowan niezwigzanych bezpos$rednio z choroba, ale mogacych prowadzi¢ do po-
gorszenia stanu zdrowia (np. zachowania ryzykowane, por. Matkowska-Szkutnik
2014: 102-104), a takze przyswajanie taktyk normalizacyjnych ukierunkowanych
na wzglednie normalne funkcjonowanie spoteczne mimo choroby (Strauss, Gla-
ser 1975: 58). Kompetencje to takze wiedza o podziale zadan zwigzanych z choro-
ba pomiedzy cztonkéw rodziny oraz o zakresie roli pacjenta, o jego prawach, obo-
wigzkach i mozliwych oczekiwaniach w kontaktach z instytucjami medycznymi,
z czym laczy si¢ umiejetno$¢ wspdlpracy zaréwno z personelem medycznym, jak
i z najblizszymi. W koncu nalezy wspomnie¢ o szczegélnie waznym w przypadku
dzieci aspekcie kompetencji, jakim jest Swiadomos¢ ograniczen wlasnych kompe-
tencji (Favretto, Zaltron 2014: 230), tzn. wiedza o tym, w ktérym miejscu konczy
sie mozliwo$¢ samodzielnego dzialania, a konieczna jest interwencja rodzica lub
lekarza. Na kompetencje dziecka w kontekscie omawianej odpowiedzialnosci za
zdrowie nalezy patrze¢ przede wszystkim przez pryzmat doniostosci medycznych
skutkéw dziatan podejmowanych na ich podstawie. Samo posiadanie kompeten-
cji, jesli nie zostang one wdrozone w postaci konkretnych czynnosci diagnostycz-
no-terapeutycznych lub nie beda miaty takich skutkéw, jest mniej znaczace z per-
spektywy prowadzonych rozwazan.

Zakres kompetencji posiadanych przez dzieci jest stopniowalny, zalezny od
wielu czynnikéw, dotyczacych zaréwno samego dziecka, jego otoczenia, jak i skali
probleméw zdrowotnych. Przyktadowo czgs$¢ choréb przewleklych, ze wzgledu na
stopien dysfunkgji, jakim obarcza jednostke, moze znacznie utrudnia¢ juz samo
ich nabywanie. Inng zmienng warunkujaca mozliwosci w nabywaniu kompeten-
cji jest wiek — im nizszy, tym s3 one mniejsze. Z wiekiem wzrastaja umiejetno-
$ci rozumienia choroby, komunikowania si¢ - zwlaszcza w sposéb blizszy doro-
stym i zgodny z paradygmatem biomedycznym, a takze przyjmowania lekéw bez
nadzoru dorostych (Favretto, Zaltron 2014). Dodatkowo istnieja uregulowania
prawne formalnie ograniczajace samodzielnos¢ osoby niepelnoletniej. Dotycza
one przede wszystkim statusu osoby niepelnoletniej w systemie opieki zdrowot-
nej, ktory warunkuje dostep do informacji, podejmowanie decyzji dotyczacych
diagnostyki lub leczenia i wyrazanie formalnie wymaganych zgod. Implikuje to
ograniczong mozliwo$¢ samodzielnego udziatu w konsultacji lekarskiej, przedsta-
wiania historii choroby i przyjmowania zalecen bez obecnosci rodzica.
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Moralna i prawna odpowiedzialnos¢
rodzica za zdrowie dziecka

Nalezy mie¢ na uwadze, ze w spoleczenstwie polskim rodzina tradycyjnie jest tym
nieprofesjonalnym systemem leczenia i wspierania w sytuacji choroby, jednocze-
$nie ksztaltujac obowigzujace w takich przypadkach normy i wzory zachowan
(Taranowicz 2001). Przy czym w przypadku dzieci realizowanie przez rodzine
funkcji opiekunczej (por. Adamski 1982: 49) jest nie tylko oczekiwaniem wyni-
kajacym z tradycji czy norm spotecznych, ale obowigzkiem uregulowanym praw-
nie, co zostalo zasygnalizowane na wstepie. Wage odpowiedzialnosci rodziciel-
skiej mozna oceni¢ poprzez odwotanie do zawartych w Kodeksie karnym (1997:
art. 155-157, 160, 162) sankcji negatywnych, wigzacych si¢ z zaniedbywaniem
dziecka przez rodzicéw i brakiem z ich strony wlasciwej opieki, obejmujacej tak-
ze obszar zdrowia i zycia dziecka. Z duzym prawdopodobienstwem mozna przy-
ja¢, ze odczuwana odpowiedzialnos¢ rodzicéw za zdrowie dziecka jest zwigzana
z pewng koniecznoscia, ale raczej ta moralng, emocjonalno-instynktowna, niz
z u$wiadamianym przymusem zewnetrznym wyrazonym w postaci zapisow usta-
wy i grozacych sankcji. Skadinad empiryczna weryfikacja motywacji rodzicow
w zwigzku z odczuwang odpowiedzialnoscig za zycie i zdrowie dziecka bylaby
ciekawym zadaniem badawczym.

Podstawowym pojeciem regulujgcym stosunki miedzy rodzicem a dzieckiem,
takze w kwestiach zdrowotnych, jest wladza rodzicielska. Zgodnie z Kodeksem
rodzinnym i opiekunczym dziecko do momentu osiagniecia pelnoletnosci pozo-
staje pod wladzg rodzicielska, ktéra obejmuje w szczegdlnosci obowiagzek i prawo
do wykonywania pieczy nad osobg i majatkiem dziecka oraz do wychowywania
z poszanowaniem jego godnosci i praw. Wychowywanie dziecka i kierowanie
nim musi uwzglednia¢ dbalos¢ o indywidualny rozwdj fizyczny i duchowy oraz
musi by¢ zgodne z dobrem dziecka i interesem spolecznym. W kontekscie pro-
wadzonych rozwazan istotny jest takze zapis mowiacy o postuszenstwie dziecka
wzgledem rodzicéw, ktére wynika z wladzy rodzicielskiej. Rodzicom natomiast
nakazuje si¢ uwzglednianie perspektywy dziecka przy podejmowaniu waznych,
dotyczacych go decyzji (majac na uwadze obiektywne ograniczenia dziecka).
Z kolei w przypadkach, w ktérych dziecko moze samodzielnie podejmowac de-
cyzje i sktada¢ o$wiadczenia woli, powinno wystucha¢ opinii i zalecen rodzicow
formulowanych dla jego dobra (ustawa — Kodeks rodzinny i opiekunczy 1964:
art. 92, 951 96). Ten ostatni zapis wprost mozna odnie$¢ do statusu dzieci powy-
zej 16 roku zycia, poszerzajacego zakres przystugujacych im praw, co czgsciowo
przeklada si¢ na decyzyjnos¢, ale takze na relacje z personelem medycznym oraz
na rozw6j kompetencji zwigzanych z choroba.
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Status dziecka w systemie opieki zdrowotnej reguluje ustawa o zawodach le-
karza i lekarza dentysty (1996: art. 31, 32, 34) oraz ustawa o prawach pacjenta
i Rzeczniku Praw Pacjenta (2008: art. 9, 17-19). Zgodnie z tymi aktami prawnymi
pelna informacja o stanie zdrowia jest udzielana przede wszystkim przedstawi-
cielowi ustawowemu dziecka (zwykle rodzicowi), natomiast dziecku tylko wtedy,
gdy ukonczylo ono 16 lat. Osoba ponizej 16 roku zycia ma ograniczony dostep
do informacji o swoim stanie zdrowia — lekarz udziela jej tylko w takim zakresie
i formie, jakie sg potrzebne do prawidlowego przebiegu procesu diagnostycznego
lub terapeutycznego. Takze na przeprowadzenie badania lub innego $wiadczenia
medycznego z reguly potrzebna jest zgoda rodzica dziecka, ktére nie ukonczyto
16 lat. Jesli dotyczy to osoby, ktéra ukonczyta 16 lat, wymagana jest zgoda zaréw-
no rodzica, jak i dziecka. W przypadku zabiegu operacyjnego lub procedury me-
dycznej stwarzajacej podwyzszone ryzyko dla pacjenta, zasada jest podobna, przy
czym zgoda musi mie¢ forme pisemng. Prawo dziecka powyzej 16 roku zycia do
decydowania o wlasnym zdrowiu jest wyrazone poprzez zapisy okreslajace proce-
dure postepowania w przypadku braku zgody miedzy rodzicem a dzieckiem, gdy
sprzeciwia si¢ ono czynnosciom medycznym. Zauwazmy, ze w takiej sytuacji usta-
wa, obok zgody przedstawiciela ustawowego, wymaga uzyskania takze zezwolenia
sadu opiekunczego, czyli z zalozenia usankcjonowania decyzji rodzica. Juz w tych
podstawowych kwestiach (do bardziej zlozonych majg zastosowanie szczegdtowe
uregulowania prawne) wyrazne zaznaczona jest niesamodzielnos¢ dziecka w kon-
taktach z instytucja medyczng. Osoba niepelnoletnia musi mie¢ reprezentanta
»hadrzednego” (rodzica, przedstawiciela ustawowego lub odpowiednig instytucje),
ktory jednoczesnie formalnie przejmuje cze$¢ zadan standardowo realizowanych
w ramach roli pacjenta. Podejscie to ma swoje uzasadnienia, a jednym z nich jest
konieczno$¢ formalnego przypisania odpowiedzialnosci za zdrowie dziecka ta-
kiemu podmiotowi, ktérego kompetencje beda budzily najmniejsza watpliwos¢.
Dorodli, z racji samej przynaleznosci do okreslonej grupy wiekowej i etapu rozwo-
ju psychicznego, z zalozenia uznawani s za osoby kompetentne. Odwrotnie jest
w przypadku dzieci, ktore s traktowane jako jednostki niekompetentne wlasnie
z powodu wieku i zaktadanej niedojrzatosci (Favretto, Zaltron 2014: 221).

Kompetencje dziecka a odpowiedzialnos¢ rodzica -
dylematy, kierunki, wyzwania

Nakreslajgc problem, zauwazono istnienie nastepujacej sprzecznosci: z jednej
strony dzieciom przyznaje si¢ prawo do podmiotowego uczestnictwa w procesie
terapeutycznym, a z drugiej strony jako jednostki niesamodzielne musza podlegac
ochronie ze strony dorostych. Z tego wzgledu spojrzenie na kompetencje dziecka
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powinno uwzglednia¢ oba te konteksty (Favretto, Zaltron 2014: 240). Szczegdlnie
istotna jest przy tym kwestia moralnej i prawnej odpowiedzialnosci rodzica za zy-
cie i zdrowie dziecka, ktéra w zderzeniu z potrzeba budowania jego kompetencji
w chorobie przewleklej implikuje pewne problemy i jednoczesnie wyzwania dla
funkcjonowania dzieci, ich rodzin oraz instytucji medycznych. Czg¢$¢ porusza-
nych kwestii moglaby mie¢ odniesienie réwniez do innego typu dysfunkcji zdro-
wotnych, przy czym gtéwna wlasciwo$¢ chordb przewlektych, jaka jest koniecz-
no$¢ dlugotrwalej opieki, sprawia, ze problemy, ktére w krétkim okresie moglyby
podlega¢ rozwigzaniom tymczasowym, w skali dlugoterminowej wymagaja bar-
dziej strategicznego podejécia z uwzglednieniem dtugofalowych skutkéw.

Przede wszystkim problematyczne jest samo nabywanie kompetencji przez
dziecko w chorobie przewleklej wobec przypisania rodzicom odpowiedzialnosci
obcigzajacej ich prace nad chorobag dziecka. Co istotne, to od decyzji rodzicow
zalezy, jak ten proces bedzie przebiegal, ze wszelkimi konsekwencjami przyjetej
strategii. Odpowiedzialno$¢ rodzica za dziecko w sytuacji choroby przewleklej
obejmuje takze jego aktywne i sprawcze uczestnictwo w procesie nabywania kom-
petencji przez dziecko. Rodzic, akceptujac potrzebe rozszerzania ich zakresu, staje
si¢ odpowiedzialny za nauczenie nowych umieje¢tnosci, kontrolowanie poprawno-
$ci wykonania, korygowanie w razie wystapienia nieprawidlowosci, a nastepnie
nieformalne zatwierdzenie u dziecka nowej kompetencji. Dodatkowa trudnoscia
w takiej sytuacji jest dla rodzica konieczno$¢ udzielania dziecku wsparcia, obda-
rzenia go zaufaniem, mimo wlasnych lekéw. Upewnienie sig, ze dziecko nabylo
dang umiejetno$¢ pomaga zmniejszy¢ obawy, ale nie zwalnia z konieczno$ci mo-
nitorowania efektow ani z ostatecznej odpowiedzialnosci. Co wigcej, mozna uznac,
ze wraz ze wzrostem kompetencji dziecka i zwigkszaniem zakresu wykonywanych
przez niego czynnosci, odpowiedzialnos¢ rodzica zostaje pomnozona — obok ogol-
nej odpowiedzialnosci za zdrowie i zZycie dziecka pojawia si¢ odpowiedzialnos¢ za
decyzje o rozszerzeniu i powierzeniu dziecku zadan wraz z ich usankcjonowaniem.
To, co wydaje sie by¢ przesuwaniem odpowiedzialnoéci z rodzicéw na dziecko,
w rzeczywistosci jest wzieciem odpowiedzialnosci za powierzenie zadan dziecku.
W przypadku choréb dlugotrwalych okres ,,zwiazania odpowiedzialnoscig” jest
adekwatny do perspektywy czasowej zmagan z problemami zdrowotnymi.

Analizujac problem z drugiej strony, przy dziataniach podejmowanych w zwiaz-
ku z chorobg przewlekla dziecka, w praktyce dodatkowo dochodzi do swoistego
rozproszenia odpowiedzialnosci. Wylaczajac z tego instytucje medyczna, zauwaz-
my, ze w przypadku osoby dorostej odpowiedzialno$¢ ponosi zwykle tylko ona,
natomiast w przypadku dzieci liczba zaangazowanych jednostek zwykle wzrasta
do trzech: dwoje rodzicéow posiadajacych wladze rodzicielska i dziecko z okre-
lonym zakresem zatwierdzonych przez rodzica kompetencji (cho¢ zazwyczaj to
matki zarzadzajg chorobg dziecka, por. Favretto, Zaltron 2014). Dlatego, planujac
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rozszerzanie kompetencji dziecka w chorobie i zakresu jego czynnosci, wazne jest
ustalenie przez rodzicoéw wspdlnego stanowiska i dokonanie podzialu zadan.

Konieczno$¢ dbania o zdrowie dziecka wyptywa nie tylko z powinnosci we-
wnetrznej rodzica i uregulowan prawnych - to takze obszar podlegajacy kontro-
li i presji spotecznej. Oczekuje sig, ze rodzice otocza dziecko wlasciwg opieka,
a wszelkie ich zaniedbania, zwlaszcza w obszarze zdrowia, spotykaja sie z sil-
nym ostracyzmem spolecznym, ktéry - co ciekawe - nie jest az tak zarysowany
w przypadku zaniedban dorostych w stosunku do ich wlasnego zdrowia. Pojawia
sie jednak pytanie, czy tak niewystarczajaca dbalo$¢ o zdrowie dziecka, jak i przy-
znawanie dziecku zbyt szerokiego zakresu zadan zwigzanych z choroba, nie by-
lyby postrzegane przez otoczenie jako nieodpowiedzialnos¢ ze strony rodzicow.
Dziecko funkcjonuje bowiem w grupach i instytucjach, w ktérych $§wiadomos¢
mozliwosci czy ograniczen dziecka zwigzanych z konkretng chorobg przewleklia
moze by¢ nieadekwatna do rzeczywistosci. Konsekwencje dotycza nie tylko oceny
rodzica, ale takze obaw zwigzanych z postrzegana koniecznosciag wzigcia doraznej
odpowiedzialnosci za zdrowie dziecka.

Ocenie zewnetrznej podlegaja takze postawy przyjmowane przez rodzicow,
zwazywszy na ich wplyw na rozwdj dziecka. Przyktadowo dorosli z reguty nie
doceniaja umiejetnosci radzenia sobie przez dzieci z dotykajacymi je choroba-
mi (Rose, Cohen 2010), przy czym w przypadku chorob przewlektych w wigk-
szym stopniu sg skfonni przypisywaé dzieciom potrzebne umiejetnosci, zwlasz-
cza zwigzane z przyjmowaniem lekéw. Co ciekawe, kompetencje te wiaza nie tyle
z potencjalem dzieci, co z postrzegang odmiennoscig dzieci chorych przewlekle
w poréwnaniu do innych dzieci (Christensen 1998). Z drugiej strony dostrzega si¢
takze tendencje do nadopiekunczosci ze strony rodzicéw, utrudniajgca dzieciom
dazenie do samodzielnosci i niezaleznosci (Sawyer et al. 2007), co w konsekwencji
przeklada si¢ na mozliwoéci nabywania nowych umiejetnosci. Postawy rodzicow
s3 odbiciem ich zmagan z przewlekla chorobg dziecka, ktéra zawsze jest dla nich
ogromnym wyzwaniem i zrédlem wielu obaw. Dlatego wlasciwym kierunkiem
empirycznym wydaje si¢ by¢ dazenie do zrozumienia probleméw rodzicéw i do-
starczanie im odpowiedniego wsparcia, adekwatnie do wyciagnietych wnioskow.
Poza pomocy ze strony profesjonalistow medycyny, takim wsparciem moglyby
by¢ strategie zarzadzania dang chorobg przewlekla, ktére realizuje si¢ we wspot-
pracy z dzieckiem (szczegblowe, dostosowane do typu choroby, ale uwzgledniaja-
ce jej odmienne trajektorie). Kazda rodzina, wypracowujac indywidualna strate-
gie dostosowang do problemu zdrowotnego dziecka, jego osobowosci czy sytuacji
rodziny, moglaby wspiera¢ sie¢ pewnymi standardami, obejmujacymi zestawy do-
brych praktyk, stanowigcymi dla rodzicéw inspiracje i punkt odniesienia pozwa-
lajacy na zminimalizowanie obaw poprzez bardziej obiektywna ocene mozliwosci
wlasnego dziecka w radzeniu sobie z choroba.
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Nastepnym obszarem problematycznym jest uklad relacji. Zauwazmy, ze
w przypadku chorujacych dzieci kontakty z instytucja medyczng przybieraja
forme relacji trojstronnej (dziecko - rodzic - personel medyczny). W ukladzie
takim ujawnia si¢ trudna rola rodzica, ktéry w kontaktach z personelem medycz-
nym, mimo przyjmowania réznych postaw (np. reprezentanta, mediatora czy ak-
tywatora, zob. Tates, Meeuwesen 2001: 850), jest tzw. laikiem, jednak w relacji
z dzieckiem (zwlaszcza poza murami instytucji) powinien przyjmowac postawe
na wpot profesjonalng, ukierunkowang na uzyskanie medycznej efektywnosci
podejmowanych dzialan. Sytuacje dodatkowo komplikuje fakt, ze postrzeganie
choroby lub poszczegdlnych jej aspektow rozni si¢ w perspektywie profesjonalnej
i laickiej, co bywa zrédlem konfliktu i podstawa do negocjacji (Corbin, Strauss
1988: 34-42), przeprowadzanych w obecnosci dziecka. Dzieci dostrzegaja struk-
tury relacji miedzy stronami zaangazowanymi w ich chorobe, okreslajace hierar-
chie i wladze réznych stron wraz z ich rolami (Favretto, Zaltron 2014: 223), lo-
kalizujac w tym ukladzie siebie. Przypuszczalnie ciekawych wnioskéw mogloby
dostarczy¢ badanie postrzegania postaw przyjmowanych przez rodzica w gabine-
cie lekarskim i poza nim, wraz z ich wplywem na terapi¢ pozainstytucjonalng oraz
na proces nabywania kompetencji przez dziecko.

W relacji tréjstronnej przed trudniejszym zadaniem stoi takze lekarz, gdyz jako
strona zwykle kierujaca przebiegiem konsultacji musi uwzglednia¢ obecno$¢ za-
réwno rodzica, jak i dziecka. Z jednej strony przekaz merytoryczny powinien by¢
skierowany przede wszystkim do rodzica jako decydenta i osoby odpowiedzialnej
za dziecko, z drugiej strony konieczne jest poszanowanie praw kazdego pacjen-
ta, takze niepetnoletniego. Do tego dochodzi znajomos¢ aktualnych kompeten-
cji dziecka, wyznaczajacych zakres uczestnictwa w chorobie i pozwalajacych na
adekwatne dostosowanie przekazu do mozliwosci dziecka. W przypadku choréb
przewleklych, gdy dtugotrwaly proces leczenia sprzyja poglebianiu relacji oraz lep-
szemu poznaniu przez lekarza dziecka i rodzica, ustalenie efektywnej, zintegrowa-
nej strategii w ukladzie trojstronnym teoretycznie powinno by¢ latwiejsze. Samo
naktonienie dziecka do wspotpracy w ramach procesu diagnostyczno-terapeutycz-
nego moze wymagac zastosowania odpowiednich technik. Rodzic z reguly trafniej
jest w stanie oceni¢ aktualny poziom kompetencji swojego dziecka w chorobie,
ma lepsza wiedz¢ o tym, co wzbudzi w nim strach, a co przychylno$¢, jaka reak-
cje moga wywola¢ dane stowa czy zachowania. Jednakze to personel medyczny
dysponuje sprawdzonymi taktykami, moze zadziata¢ takze sila innego autorytetu.
Mozna postawi¢ pytanie: jak wobec tego w praktyce przedstawia si¢ mozliwos¢
stosowania przez lekarza okreslonych schematéw wspdtpracy czy komunikacji
z dzieckiem bez uprzedniej konsultacji z rodzicem - uwzgledniajac rézne poziomy
kompetencji dzieci i oczekiwana koricowa odpowiedzialno$¢ rodzica za naktonie-
nie dziecka do wspdlpracy? Ponadto, jesli obie strony dostrzegalyby taka potrzebe,
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to jak miatby wyglada¢ taki etap wstepnych konsultacji i czy rozwiazanie obecnych
problemoéw nie generowalby innych?

Koncentrowanie uwagi na gléwnych decydentach, czyli na rodzicu i pro-
fesjonaliscie medycznym, zwykle skutkuje swego rodzaju ,niedostrzeganiem”
dziecka. Zalozenie, ze mlodszy pacjent nie musi by¢ wlaczany w rozmowe, po-
niewaz dotyczy ona skomplikowanych zagadnien, moze by¢ nie tylko krzyw-
dzace dla dziecka, ale rowniez ze szkodg dla procesu leczenia. Z badan wynika
bowiem, ze bezposrednia komunikacja miedzy lekarzem a dzieckiem pozytyw-
nie wplywa na stosowanie si¢ do zalecen lekarskich i na finalne efekty leczenia
(Pantell et al. 1982; Holtzheimer et al. 1998), a dzieci w wigkszym stopniu sg
w stanie zrozumie¢ kwestie zwigzane ze zdrowiem i chorobg niz zaktadaja doro-
8li (Lewis et al. 1984; Holtzheimer et al. 1998). Ponadto we wspdlnych relacjach
dziecka i rodzica z personelem medycznym nalezy zwrdci¢ szczegolng uwage
na problem ,niewidzialnej pracy” wykonywanej przez pacjenta w warunkach
pozainstytucjonalnych, ktéra wielokrotnie nie jest dostrzegana przez personel
(Star, Strauss 1999). Dotyczy to zwlaszcza dzieci nabywajacych nowe kompe-
tencje zwigzane z chorobg - ich osiggniecia w tym zakresie powinny by¢ nie
tylko zauwazane, ale i doceniane. Tak samo doceniany powinien by¢ sam trud
wktadany w prace nad chorobg. Moze to mie¢ pozytywny wplyw na motywacje
dziecka do podejmowania dalszych wysitkow na tym polu, takze w dorostym
juz zyciu. Problemem niejako odwrotnym moze by¢ takze stawianie wobec
dzieci oczekiwan zwigzanych ze wzrostem ich kompetencji bez opisywanego
wlaczania ich w proces leczenia.

W dotychczasowych rozwazaniach nie poruszono problemu niecheci dziecka
do nabywania nowych kompetencji zwigzanych z chorobg. W takich przypadkach
dodatkowym wyzwaniem dla rodzica staje si¢ przekonanie dziecka do aktywnego
uczestnictwa w czynnosciach diagnostyczno-terapeutycznych oraz poszerzania
wiedzy i umiejetnosci dostosowanych do specyfiki poszczegélnych etapéw cho-
roby przewleklej (z ktérych kazdy niesie za sobg nowe doswiadczenia i wymaga
adekwatnych zestawow dzialan®). Proces ten moze by¢ zaburzony poprzez takie
postawy dzieci jak bunt, krytycyzm myslenia, relatywizowanie dotychczasowych
prawd czy tez che¢ uniezaleznienia si¢ od autorytetow, szczegdlnie zauwazalne
w okresie adolescencji. Nalezy pamieta¢, ze celem usamodzielniania jest nie tylko
biezace funkcjonowanie w spoleczenstwie z jak najmniejszymi ograniczeniami,
ale takze przygotowanie do dorostego zycia z choroba przewlekla, wymagajacego
posiadania niezbednych do tego kompetencji. Przygotowanie dziecka do samo-
dzielnego zycia jest rolg rodzica, ktéry i w tym obszarze ponosi odpowiedzialnos¢
za efekty swoich dzialan.

8

Chorobe w ujeciu procesualnym przedstawiaja Freidson (1970: 240-243) czy Corbin i Strauss
(1990: 10).
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Podsumowanie

Celem rozwazan bylo ukazanie zfozonosci problemu nabywania i wykorzystywa-
nia przez dziecko kompetencji w chorobie przewleklej oraz dylematow i wyzwan
wigzacych si¢ z tym procesem, zwazywszy na formalne ograniczenia samodziel-
nosci oséb niepelnoletnich i spoczywajaca na rodzicach ostateczna odpowie-
dzialnos¢ za zdrowie i zycie dziecka. Wobec tego, analizujac kompetencje dziecka,
poza jego mozliwos$ciami poznawczymi, technicznymi i przystosowawczymi, na-
lezy mie¢ na uwadze takze trudng role rodzica, determinowang przez cigzaca na
nim odpowiedzialnoscig moralng i prawna. Mimo Ze uzasadnione i potrzebne,
przesuniecie na dziecko zadan zwigzanych z chorobg nie pociaga za sobg przesu-
niecia odpowiedzialnosci - w dalszym ciggu spoczywa ona na rodzicu.

Opisane uregulowania prawne, normy spofeczne, potrzeby i ograniczenia
indywidualne oraz mozliwosci instytucjonalne skladaja si¢ na szeroki kontekst,
ktéry powinien by¢ wyraznym tlem rozwazan dotyczacych kompetencji dziecka
w chorobie przewleklej. Taka choroba i jej konsekwencje dotykaja wszakze przede
wszystkim dzieci i rodzicéw, ale przedstawione problemy wskazujg, ze na co-
dzienne zycie z chorobg przewleklg istotnie wplywaja takze czynniki zewnetrzne.
Wobec tego, nie tylko dziecko, ale i rodzic z calym bagazem odpowiedzialnosci,
wymaga zewnetrznego wsparcia w pracy ukierunkowanej na prowadzenie ,,nor-
malnego” zycia z chorobg. Zwazywszy na skale wystepowania choréb przewle-
ktych u dzieci, koncepcje teoretyczne z tego zakresu, wraz z ich praktycznymi
odniesieniami, z cala pewnoscig beda sie rozwija¢, zwlaszcza w kierunku syste-
matyzacji oraz dalszego uszczegdtawiania rozwigzan w obszarach dedykowanych
konkretnym kategoriom choréb przewlektych.
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Wspomaganie rodzicow a rozwdj
poczucia autonomii dziecka chorego przewlekle

Sytuacja choroby dziecka wprowadza do systemu rodziny istotng zmiane¢ obejmujaca kaz-
da ze sfer jej funkcjonowania. Rodzice koncentrujgc sie na udzieleniu koniecznej pomocy
dziecku mogg przejawia¢ nadmierng opiekunczoé¢, ktéra ogranicza mozliwosé rozwo-
ju. Dziecko do$wiadczajac wigkszych lub mniejszych trudnoéci zwigzanych z przewle-
kfa chorobg dodatkowo mierzy sie zadaniami rozwojowymi, a dziatania rodzicéw moga
utrudnia¢ rozwoj autonomii, czyli zdolnosci do odnalezienia obszaru dla wyrazania i roz-
woju wlasnej woli (Smykowski 2012). W artykule przedstawitam program, dzigki ktéremu
rodzice majg szanse nauczy¢ sie, jak stwarza¢ swojemu dziecku - adekwatnie do wieku
i mozliwosci — warunki do rozwoju samodzielnosci w okreslonych sferach zycia. Przed-
stawitam réwniez przyktady pracy, jakg mozna zaproponowa¢ rodzicom dzieci przewlekle
chorych tak, aby uzyskali kompetencje potrzebne im do wychowania dziecka ze specyficz-
nymi potrzebami.

Stowa kluczowe: dziecko chore przewlekle, rozwéj autonomii u dzieci chorych,
wspomaganie kompetencji wychowawczych rodzicow

Supportive parents and the development of the autonomy of chronically ill children

When parents are struggling with a disease of their child, the resulting situation substan-
tially changes every aspect of the family system. By concentrating on the necessary as-
sistance, parents may exhibit an overprotective attitude and, in consequence, inhibit the
child’s development. As the child experiences more or less serious difficulties, due to the
chronic illness, additional growth-related challenges emerge and parental activities may
inhibit the evolution of autonomy i.e. the ability to find one’s own area of will expression
and development (Smykowski 2012). The article outlines a programme stimulating par-
ents to learn how to create, depending on the children’s age and skills — adequate condi-
tions to develop self-reliance in specific spheres of life. I have also exemplified the kinds of

! Uniwersytet Kazimierza Wielkiego w Bydgoszczy; blanka.pocwiardowska@ukw.edu.pl.
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work which may be offered by parents to their children so that the parents can learn the
skills necessary to educate children who have specific needs.

Key words: chronically ill child, development of autonomy in sick children,
support of parents’ educational competence

Wstep

Sytuacja choroby dziecka wprowadza do systemu rodziny istotng zmiane obej-
mujaca kazda ze sfer jej funkcjonowania. Rodzice, koncentrujac si¢ na udzieleniu
koniecznej pomocy dziecku, moga bezwiednie przejawia¢ nadopiekunczos¢ badz
postawe odrzucenia, ktére to zachowania ograniczaja miodemu czltowiekowi
mozliwos¢ rozwoju. Dziecko, doswiadczajac wiekszych lub mniejszych trudnosci
zwigzanych z przewlekla chorobg, dodatkowo mierzy sie z zadaniami rozwojowy-
mi, a dzialania rodzicéw moga sprzyja¢ rozwojowi autonomii badz to utrudnia¢.
W artykule przedstawie wybrane elementy programu wspomagajacego kompe-
tencje wychowawcze, dzigki ktérym rodzice maja mozliwos¢ zdobycia wiedzy,
umiejetnosci i zwigkszenia poczucia wplywu na wychowanie oraz stwarzania
swojemu dziecku - adekwatnie do wieku i mozliwosci — warunkéw do rozwoju
samodzielnosci i budowania poczucia kompetencji w okreslonych sferach zycia.
Dziecko od wieku poniemowlecego rozwija poczucie autonomii rozumia-
ne jako ,zdrowa niezaleznos¢, oparcie w sobie, zdolno$¢ do pracy samodzielnej
i z innymi, asertywno$¢, kiedy wymaga tego sytuacja, odpornos¢ na wplywy”
(Czub, Matejczuk: 2015). Wsparcie rodzicow pozwalajace na rozwdj poczucia
autonomii wigze si¢ z umiejetnym zaspokojeniem dzieciecych potrzeb niezalez-
nosci, bezpieczenstwa i bliskosci. Opiekunowie stopniowo rezygnuja z pomocy,
a rozpoznanie, kiedy pomoc jest konieczna, a kiedy zdecydowanie niepotrzebna
powiazane jest z ich kompetencjami wychowawczymi, czyli umiej¢tnoscia ade-
kwatnego zachowania si¢ wobec dziecka wyplywajacego ze swiadomosci potrzeby
i konsekwencji takiego dzialania oraz przyjmowania na siebie odpowiedzialnosci
za wlasne sprawstwo (Po¢wiardowska 2010: 90, za: Czerepaniak-Walczak 1995).
Gotowos¢ do odpowiedzi na potrzeby dziecka wiaze si¢ z aktywnym dziataniem,
ktére nastepuje w okreslonym czasie, cechuje si¢ odpowiednia intensywnoscia
i wlasciwa trescig w stosunku do wskazowek dziecka (Wakschlag, Hans 1999, za:
Pisula 2003). Umiejetno$¢ adekwatnego zachowania si¢ wymaga od rodzicow
dziecka chorego gotowosci do rozpoznawania jego potrzeb, ktdre sg przypisane
danej fazie rozwoju, jak i specyficznych zwigzanych z choroba, odpowiedzi na nie,
wrazliwosci na sygnaly spoteczne, empatycznej reakcji, umiejetnosci przewidy-
wania efektéw wlasnego dzialania, nienarzucania si¢, dostepnosci emocjonalnej
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oraz pozytywnego zaangazowania w kontakt, ktéry nie ogranicza si¢ tylko do

choroby i sytuacji z nig zwigzanych.

Wyniki badan pozwalaja na okreslenie pewnych wtasnosci, ktorymi charakte-
ryzuja sie rodziny z dzie¢mi przewlekle chorymi na choroby psychosomatyczne
(a do takich mozna zaliczy¢ np. astme). W tych rodzinach:

- istnialy $cislejsze wiezi pomiedzy dzieckiem a rodzicami, szczegdlnie matka,

- dzieci czesciej (niz dzieci pochodzace z rodzin ,,neurotycznych”) otrzymywaly
od swoich rodzicow komunikaty i wytworzyly poczucie, ze rodzice nie chca
ich opusci¢,

- niewazne okazalo si¢ dazenie dziecka do usamodzielniania i umocnienia po-
czucia wlasnej wartosci,

- rodzice unikali karania na rzecz permisywnosci, byli mniej samokrytyczni,
ukrywali przed dzieckiem wiele rodzinnych probleméw oraz byli mniej skfon-
ni do poszukiwania nowych drég radzenia sobie z choroba i jej skutkami,

- matki byly bardziej opiekuncze albo nadopiekuncze anizeli matki dzieci zdro-
wych i to one czedciej stawialy wymagania niz ojcowie, ktérzy byli ulegli i pa-
sywni (Tuszynska-Bogucka 2007: 80).

Zarysowane dzialania na ogé!t doprowadzaja do specyficznej rodzinnej sztyw-
nosci, ktora nie sprzyja realizowaniu zadan rozwojowych poszczegdlnych czton-
kéw rodziny. Zatem dla polepszenia stanu zdrowia dzieci chorych np. na atopowe
zapalenie skory, astme — choroby, ktére moga mie¢ podloze psychosomatyczne
- potrzebne s3 zdecydowane metody wychowawcze i pewnos¢ siebie rodzicow,
ze postepujg adekwatnie do zaréwno rozwojowych, jak i specyficznych potrzeb
dziecka (Prekop, Schweizer 1997). To wskazanie potwierdza Wioletta Tuszynska-
-Bogucka (2007: 287), ktéra po przeprowadzeniu badan systemoéw rodzin dzie-
ci przewlekle chorych dermatologicznie okreslita podstawowe obszary pracy
z rodzinami nad naukg realizowania zadan i uznala, Ze poza szkoleniem rodzin
w zakresie zwigzanym z konieczng opieka nad dzieckiem, wszystkimi zabiegami
leczniczymi i pielegnacyjnymi, kontrola stanu zdrowia, ,szczegolng role nalezy
przypisa¢ komunikacji rodzinnej oraz stabilnemu (czyli konsekwentnemu w dia-
dzie rodzicielskiej), emocjonalnemu klimatowi wychowawczemu”. Badania pro-
wadzone wsrdd rodzicow dzieci w wieku przedszkolnym (Po¢wiardowska 2015)
wskazuja na zaleznosci pomiedzy poczuciem sprawstwa rodzicow w kontakcie
z wlasnym dzieckiem z wybranymi aspektami sytuacji rodziny. Im wyzszy poziom
poczucia wplywu na wychowanie rodzicéw, tym dzieci rzadziej przejawiajg agre-
sywne i buntownicze zachowanie, a w relacjach rodzinnych przyjemne uczucia
przewazaja nad nieprzyjemnymi. Zatem warto byloby tworzy¢ rodzicom dzieci
przewlekle chorych takie warunki, aby ze wieksza swiadomoscia zadbali o emo-
cjonalny klimat wychowawczy oraz wzmocnili wlasne poczucie wplywu w proce-
sie wychowawczym.



138 Blanka Ewa Po¢wiardowska

Propozycja dla rodzicow dzieci przewlekle chorych moglby by¢ udziat w za-
jeciach warsztatowych (30 godzin w formie cotygodniowych spotkan po 3 godzi-
ny badz trzydniowego weekendowego warsztatu) przygotowanych dla rodzicow
dzieci w wieku przedszkolnym z modyfikacja scenariuszy (uwzgledniajaca wiek
dziecka i specyfike choroby). Rodzice podczas zaje¢ moga wzbogaci¢ wiedze, roz-
wing¢ umiejetnosci i poczucie sprawstwa, tak aby mieli gotowo$¢ wprowadzania
konstruktywnych zmian w funkcjonowaniu rodziny z uwzglednieniem choroby,
ale tez, na ile to mozliwe, pomimo jej wystepowania. Ewaluacja programu pro-
wadzonego wérdd rodzicéw dzieci w wieku przedszkolnym w latach 2007-2010
(w ktorych uczestniczyli réwniez rodzice dzieci chorych na astme)* wskazuje na
znaczacy wzrost poziomu wiedzy rodzicéw o wychowaniu i rozwoju dzieci, umie-
jetnosci wychowawczych, poczucia sprawstwa w procesie wychowania. Rodzice
po szeéciu tygodniach uczestnictwa w zajeciach wprowadzili zmiany do sposo-
bu spedzania wolnego czasu, czgsciej w relacjach uwzgledniali dzieciece potrze-
by i adekwatnie na nie reagowali. Taka zmiana doprowadzita do tego, ze w kon-
taktach miedzy dorostymi a dzie¢mi przewazaly przyjemne uczucia i znacznie
zmniejszyly sie przejawy konfliktéw w rodzinie oraz agresywne i buntownicze
zachowanie strony dziecka (Po¢wiardowska 2013). Zatem program, dostosowany
do specyfiki grupy, moze okaza¢ si¢ sposobem na stworzenie rodzicom warun-
kéw do rozwiniecia kompetencji wychowawczych, ktérych wzrost moze znaczaco
wplyna¢ na mozliwosci poszerzenia autonomii i zdobycia poczucia kompetencji
przez dzieci przewlekle chore.

Podczas zaj¢¢ rodzice moga otrzymac wsparcie okreslane w literaturze jako
nieformalne od rodzicow, ktorzy doswiadczyli poszczegolnych etapow diagnozy,
korzystali z réznych sposobdw leczenia, zmagali sie z sytuacja choroby dziecka.
Tego rodzaju wsparcie ulatwia i przyspiesza proces adaptacji rodziny do nowej
sytuacji oraz wzmacnia kompetencje wychowawcze rodzicéw konieczne do za-
spokajania dzieciecych potrzeb (zaréwno dziecka chorego, jak i zdrowego). Sche-
mat 1 prezentuje cele programu.

Specyfika spotkan z rodzicami polega réwniez na tym, ze rodzice moga do-
$wiadczy¢ wlasnej autonomii i poczucia kompetencji poprzez obserwowanie za-
chowania osoby prowadzacej zajecia. Stad tworzenie grupy warsztatowej rozpo-
czyna si¢ od wspolnego opracowania zasad obowiazujacych podczas zajgé oraz
¢wiczen integracyjnych, w ktorych uczestnicy decyduja o poziomie zaangazowa-
nia. Mozliwo$¢ doswiadczenia szacunku ze strony osoby odpowiednio przygoto-
wanej do prowadzenia zaj¢¢ sprzyja rozwojowi poczucia sprawstwa, poglebieniu
wzajemnego zaufania, doswiadczania otwartosci i daje uczestnikom szanse na

2

W zajeciach brali udzial wszyscy chetni rodzice z losowo wybranych przedszkoli z Bydgoszczy
i dwoch przedszkoli z Inowroctawia. W badaniach skutecznosci programu nie uwzgledniatam czyn-
nika zwigzanego z choroba przewlekla dziecka.
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CELE PROGRAMU
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KOMPETENCIJI WYCHOWAWCZYCH
RODZICOW DZIECI PRZEWLEKLE CHORYCH
TWORZENIE WARUNKOW DO:

LN

WZBOGACANIA ROZWIJANIA ZWIEKSZANIA
WIEDZY UMIEJETNOSCI POCZUCIA SPRAWSTWA

O ROZWOJU DZIECKA WYCHOWAWCZYCH W KONTAKCIE
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UWARUNKOWANIACH
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KORZYSTNYCH ZMIAN W WYBRANYCH
ASPEKTACH SYTUACIJI RODZINY
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Schemat 1. Cele szczegdtowe programu wspomagania rozwoju kompetencji wychowawczych
rodzicow dzieci przewlekle chorych

Zrédto: Po¢wiardowska (2013).

dzielenie sie roznorodnymi przezyciami. W trakcie kazdego ze spotkan rodzice
majg mozliwo$¢ wyboru metod pracy od wypelniania kart pracy, ogladania fil-
moéw, mini wykladéw po dyskusje, odgrywanie rol, analize wlasnych doswiad-
czen i poszukiwanie nowych rozwigzan. Stwarzanie rodzicom warunkéw do de-
cydowania o metodach pracy, a takze w pewnym stopniu o poruszanych tresciach
(tak, aby byty dostosowane do potrzeb) pozwala im dostrzec, w jaki sposéb moga
pomagac zaréwno chorym, jak i zdrowym dzieciom rozwija¢ autonomie¢ przez
stwarzanie okazji do dokonywania wybordéw.

Schemat 2 przedstawia zakres mozliwosci stwarzanych rodzicom w ramach
udziatu w zajeciach warsztatowych.

Podczas spotkan rodzice zastanawiaja si¢ nad wymaganiami, ktére stawiaja
dziecku i przez caly czas trwania zaje¢ majg okazje zweryfikowac te wymagania,
tak aby sprzyjaly rozwojowi dziecka. Po rozpoznaniu mechanizméw powstawa-
nia trudnych zachowan, rodzice koncentruja si¢ na tym, czym dla nich jest wy-
chowanie, co jest dla nich wazne w tym procesie. Poprzez refleksje zwickszaja
swoja $wiadomos¢, do czego daza i czy to, co chcg osiagnad, jest zgodne z tym,
co rozwojowe dla dziecka i odpowiednie do jego wieku, cech charakteru, mozli-
wosci oraz zainteresowan. Weryfikacja wytyczonego przez gléwnych opiekunow
kierunku moze prowadzi¢ do konstruktywnych zmian w zyciu dziecka. Rodzice
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TWORZONE WARUNKI DO WZBOGACANIA
WIEDZY O ROZWOJU DZIECKA T JEGO WYBRANYCH UWARUNKOWANIACH O:

Ci
! | SPOSOBACH
OSIAGNIECIACH ZADANIACH POTRZEBACH ODDZIALYWAN
ROZWOJOWYCH ROZWOJOWYCH ROZWOJOWYCH WYCHOWAWCZYCH
Cui Ciz Cis Cia
ZACHOWANIACH RODZICOW ZACHOWANIACH RODZICOW
SPRZYJAJACYCH NIESPRZYJAJACYCH ROZWOJOWI
ROZWOJOWI DZIECKA DZIECKA
Cis Cis

Schemat 2. Skladowe celu szczegélowego programu warsztatow: tworzenie warunkow
do wzbogacania wiedzy o rozwoju dziecka i jego wybranych uwarunkowaniach (C))

Zrédlo: Poéwiardowska (2013).

moga na przyklad zrezygnowac z kontrolowania calego czasu wolnego nastolatka,
ktéry w sytuacji braku dostepu do multimediéw przez doswiadczenie ciggtego
organizowania czasu wolnego przez dorostych doswiadcza nudy, ktorej doswiad-
czanie moze okazac si¢ twdrcze i prowadzi¢ do rozwijania: kontaktow z kolegami
z sasiedztwa, nowych zainteresowan badz aktywnosci ruchowe;j.

Dzigki wiedzy o osiagnieciach i zadaniach rozwojowych uczestnicy zaje¢ oce-
niaja rozwoj ruchowy i psychospoteczny swojego dziecka, co moze ich motywo-
waé do stwarzania mu okazji do réznorodnych aktywnos$ci pozwalajacych na
rozwdj tychze sfer poprzez dobdr odpowiednich zabaw i gier — proponowanych
W czasie warsztatu.

Matki dzieci chorych czesto maja trudnos¢ z dostrzezeniem, ze dziecko ma
nie tylko potrzeby biologiczne, ale i zréznicowane stany emocjonalne oraz specy-
ficzne cechy i potrzeby. Gdy matka nie reaguje na emocje dziecka (bo wywotuja
w niej ambiwalentne uczucia), musi ono samo sobie z nimi poradzi¢, nieswiado-
mie wybiera somatyzacje, uzyskujac uwage opiekunki. W ten sposéb otrzymuje
psychologiczng gratyfikacje wzmacniajaca objawy choroby jako sposobu komuni-
kowania si¢ z rodzicami (Pecyna 2000). W trakcie warsztatéw rodzice dowiaduja
sie o dzieciecych potrzebach i wspolnie w matych grupach poszukuja pomystow,
w jaki sposdb moga je zaspokoic.

Wiedza o znaczeniu przezywanych emocji moze pomdc rodzicom dzieci
przewlekle chorych w ich wyrazaniu. Uczac si¢ tego, co jest rozwojowe dla dziec-
ka ucza si¢ podstaw otwartej komunikacji sprzyjajacej zdrowemu rozwojowi
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emocjonalnemu, jak réwniez wzmacniaja w dziecku poczucie kompetencji w ra-
dzeniu sobie z réznorodnymi emocjami.

We wspolczesnej kulturze zdominowanej przez prawa rynku pojawia sie dg-
zenie do poszukiwania okreslonych skutecznych w kazdej sferze zycia narzedzi,
modeli, koncepcji i metod, a problemem staje si¢ to, ze ,nie ma metod, ktore
niechybnie prowadzg do sukcesu w zyciu rodzinnym. Ludzie sg zbyt rdézni i zyja
w tak wielostronnych relacjach, ze nie da si¢ zastosowac do wszystkich jednej me-
tody” (Juul 2004: 13). U podstaw programu wspomagania rozwoju kompetencji
wychowawczych rodzicéw lezy zalozenie, ze dzieci swoim zachowaniem, na rézne
sposoby, czasem zawoalowane i niejednoznaczne, przekazujg rodzicom informa-
cje o tym, jak sie czuja, co mysla, czego potrzebuja. Zadaniem rodzicéw nie jest
zmuszanie dzieci do postuszenstwa badz realizowania narzuconych wizji* poprzez
stosowanie okreslonych metod, ale poszukiwanie takiego rodzaju dziatania, ktére
nie naruszajac godnosci, integralnosci, podmiotowosci dziecka bedzie stanowito
dla niego podstawe rozwoju. Zatem przed prezentacjg okreslonych sposobow od-
dzialywan wychowawczych rodzice dowiaduja sig, z jakich zalozen dotyczacych
natury czlowieka pochodzg okreslone metody, zastanawiajg si¢ nad ich zaletami
oraz wadami i mogg zdecydowa¢, ktdre sg im blizsze, a z ktérych zdecydowanie
nie bedg korzystali, bo nie s3 zgodne z przyjetymi przez nich warto$ciami.

Zdobyta przez rodzicow wiedza na temat procesu wychowania i jego wybra-
nych uwarunkowan moze prowadzi¢ do zmniejszenia intensywnosci przezywa-
nia nieprzyjemnych emocji i stanéw napiecia. Gtéwni opiekunowie moga, cho¢
w pewnym stopniu, odzyskac poczucie wplywu na zycie rodzinne, wtedy emocje
nie blokuja proceséw poznawczych i rodzice moga z wicksza satysfakcjg radzi¢
sobie z obowiazkami zwigzanymi z opieka nad dzieckiem. Umiejetno$¢ radzenia
sobie ze stresem zwieksza szanse na lepsze radzenie sobie np. z trudnosciami fi-
nansowymi, codziennymi wymaganiami i ograniczeniami zwigzanymi z opieka
nad przewlekle chorym dzieckiem.

Kolejng sktadowg czescig programu wspomagajacego kompetencje wychowaw-
cze rodzicow jest nauka umiejetnosci wychowawczych, co przedstawia schemat 3.

Rodzice maja mozliwo$¢ poznania réznorodnych sposobéw oddzialywania
wychowawczego i wyboru tego ze sposobow, ktéry jest zgodny z ich przekona-
niami, systemem wartosci i celami, do ktorych daza w wychowaniu. Dyskusja nad
kazdym kolejnym sposobem wchodzenia w relacje wychowawcza moze sprzyja¢
zrozumieniu, ze wazna jest nie tylko skuteczno$¢ w wychowaniu, ale i zatozenia

> Po doswiadczeniu prowadzenia warsztatéw z rodzicami dzieci w wieku przedszkolnym oraz

grupy wsparcia dla rodzicéw odnosze wrazenie, ze rodzice czesto zakladaja, z racji wieku, doswiad-
czenia, iz wiedzg lepiej, co jest lepsze dla ich dziecka. Pewna uczestniczka warsztatow podczas pre-
zentacji o umiejetnosci stuchania dziecka stwierdzita, Ze ona nie musi pytac syna, co myéli na dany
temat, bo tak dobrze go zna, ze wie, co on mysli.
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Schemat 3. Skladowe drugiego szczegdtowego celu programu: tworzenie warunkow
do rozwijania umiejetnosci wychowawczych (C,)

Zrédto: Poéwiardowska (2013).

filozoficzne i psychologiczne, z jakich wywodza si¢ te techniki (Po¢wiardowska
2013). Gotowos¢ do bezposredniej, nieoceniajacej komunikacji sprzyjajacej ro-
zumieniu (pochodzjca z zatozen psychologii humanistycznej) moze sprzyjaé bu-
dowaniu i poglebianiu ufnej wigzi, opartej na szczerym, adekwatnym do wieku
udzielaniu informacji dziecku na temat jego zdrowia, przebiegu choroby, procesu
leczenia z uwzglednieniem konkretnych, czesto bolesnych zabiegéw. Umiejetnos¢
stuchania dziecka i dazenia do zrozumienia jego potrzeb moze zwiekszac szanse
na wigksza samodzielno$¢ dziecka, poniewaz to ono w sytuacji problemowej po-
szukuje rozwigzania, ktére bedzie dla niego najlepsze.

Przyklad 1. Podczas zaje¢ jedna z matek z rosngcym zniecierpliwieniem stucha-
ta mini wykladu oraz wykonywatla ¢wiczenia zachowania sprzyjajacego komu-
nikowaniu si¢ z dzieckiem. Miala splecione na klatce piersiowej rece, kiwata do
przodu i do tytu prawa noga zarzucong na lewa. W koncu powiedziala, ze jest
ciekawa, jak prowadzgca zajecia poradzilaby sobie z jej piecioletnig corka, bo ona
juz wszystkiego probowala i nic nie okazalo si¢ skuteczne. Dziewczynka choro-
wala na astme i co jakis czas jezdzita z matkg na zastrzyki, ktére mialy ja odczu-
li¢c. Matka opowiedziala, jak w przeddzien wizyty w o$rodku zdrowia namawia
corke na zastrzyk, jak moéwi jej o tym, ,,ze to wazne, ze jest juz duzg dziewczynka
i ze powinna zrozumie¢, ze nie mozna zrezygnowac z odczulania’, a dziewczynka
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z krzykiem odpowiada, ze nigdzie nie pojedzie, a tuz przed wyjazdem na ogot
chowa sie przed matka, ucieka jej i nie chce wsigs¢ do samochodu. Gdy przy-
jezdzaja do osrodka, dziewczynka placze tak glosno, ze styszy ja personel pra-
cujacy w osrodku zdrowia. W trakcie badania i podczas zastrzyku dziecko jest
przytrzymywane przez matke i pielegniarke. Matka zapytana o to, co jej zdaniem
przezywa corka, powiedziala, ze ,,corka robi jej na zlo$¢, jest zbuntowana i chce
postawi¢ na swoim”. Prowadzgaca zaproponowala, aby matka odegrata zachowanie
swojej corki w przeddzien wizyty u lekarza, a inna chetna uczestniczka warszta-
tow wecielila si¢ w role matki (z zachowaniem zgodnym z wcze$niejszym opisem).
Gdy kobieta doswiadczyla, tego, czego moze odczuwac jej dziecko, omawiajac
odegrang role powiedziala: ,jestem okropna i strasznie sie zachowuje¢ wobec c6-
reczki, przeciez ona si¢ boi”. Po tym przezyciu i po jego oméwieniu kobiety miaty
ponownie odegrac te same role, przy czym osoba odgrywajaca matke miata dazy¢
do zrozumienia sytuacji dziecka i korzystac¢ z parafrazy, odzwierciedla¢ uczucia.
Odczucia obu kobiet po odegraniu rél w drugiej sytuacji bardzo sie réznity od
tych, ktorych doswiadczyly chwile wczesniej. Obie byly spokojniejsze, kobieta
odgrywajaca role pieciolatki moéwita, ze pomimo strachu, czula ulge i rados¢, ze
ktos ja probuje zrozumieé. Na zakonczenie tej czesci zaje¢ matka pigciolatki na-
dal miafa watpliwosci, co moze jeszcze zrobi¢ dla swojego dziecka, zeby mogto
cho¢ troche lepiej si¢ poczu¢ w trakcie bolesnych zabiegow. W tej sytuacji pro-
wadzaca zaproponowala grupie burze mézgoéw, aby poszukac rozwigzania, dzigki
ktéremu matka uszanuje potrzeby dziecka. Poniewaz zadna z oséb w grupie nie
podala sposobu, ktéry nie wigzalby si¢ z przekupstwem, szantazem (ocenianym
negatywnie przez uczestniczki warsztatu), prowadzaca zaproponowala, zeby po
takiej sprzyjajacej rozumieniu dziecka rozmowie (np. o tym, co si¢ z nig dzieje,
kiedy trzeba pojs¢ do lekarza) zapytaé pieciolatke, co by jej pomoglo w tym, zeby
sie tak bata nie bala zastrzyku. Matka nie byla przekonana do zaproponowanego
sposobu, ale zgodzila si¢ go wyprobowa¢. Nazajutrz matka nie mogla si¢ docze-
ka¢, kiedy rozpoczng si¢ zajecia i zaczeta opowiadad, ze ,,co$§ odmienito” jej cor-
ke. Kobieta opowiedziala calg rozmowe z corka, podczas ktdrej dawala jej czas
na wypowiedz, starala si¢ zrozumie¢ jej strach przed zastrzykami (,,rzeczywiscie,
to moze bole¢ i by¢ nieprzyjemne”) i zapytala jg, co by jej pomoglo, zeby lepiej
sie czu¢ podczas wizyty w gabinecie pielegniarki. Rezolutna dziewczynka, nieco
zdziwiona, odpowiedziala, ze chcialaby, zeby razem z nig do osrodka pojechata jej
najlepsza kolezanka. Matka, cho¢ zaskoczona pomystem, nie do konca przekona-
na, co do tego, czy obecno$¢ przyjaciotki pomoze corce, zgodzita sie na takie roz-
wigzanie. Dziewczynka bez wigkszych oporéw wsiadla do samochodu, zajela sie
rozmowg z przyjaciotka. Otrzymala zastrzyk, przy ktérym nieco ptakata, ale nie
wyrywala si¢ matce, a pielegniarki nie musialy jej przytrzymywac. Matka usza-
nowatla gotowos¢ corki do obrony wlasnej integralnosci, prawo do przezywania
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nieprzyjemnych uczu¢ w sytuacji zwigzanej z bélem i dala jej mozliwo$¢ wyboru,
dzigki ktéremu dziewczynka nauczyla si¢ autonomicznie, za pomoca wlasnych
pomystow, radzi¢ sobie z trudnymi uczuciami. Dziecko mialo szans¢ samodziel-
nie zdecydowac o tym, co jest dla niego najlepsze, budujac w sobie poczucie za-
ufania do wlasnych pomystéw, co stanowi baze do ksztaltowania si¢ w przysztosci
poczucia kompetencji.

Choroba generuje trudne, nieprzyjemne emocje u dziecka, u jego rodzicow
irodzenstwa, a najczesciej wykorzystywana strategia rodzicow jest ukrywanie wia-
snych przezy¢ przed dzieckiem, co nie jest konstruktywnym sposobem radzenia
sobie w trudnych sytuacjach (Pilecka 2007). Wspdlne doswiadczanie trudnych,
silnych emocji ,,sprawia, ze wigzi emocjonalne stajg si¢ silniejsze i wzrasta spoj-
nos¢ rodziny. Wszyscy cztonkowie rodziny maja prawo do zaspokajania swoich
potrzeb i ekspresji emocji z nimi zwigzanych (Pilecka 2007: 34), dlatego w trakcie
zajec rodzice w malych grupach wypisuja liste emocji, stuchaja mini wykladu na
temat znaczenia emocji w zyciu cztowieka i ¢wiczg umiejetnos¢ ich rozpoznawa-
nia. Dzigki wiedzy i umiejetnosciom zdobytym podczas warsztatéw rodzice daza
do tego, aby akceptowa¢ przezywane przez wszystkich czlonkéw rodziny uczucia,
zgodnie z ,jezykiem zyrafy” Marshalla B. Rosenberga (2005), co pozwala na zi-
dentyfikowanie potrzeb, ktérych zaspokojenie lub jego brak powoduje pojawienie
sie okreslonego pobudzenia emocjonalnego. Rodzice moga korzystac z parafrazy,
odzwierciedlenia czy np. techniki podarunku w wyobrazni* (najczesciej przezna-
czonej dla dzieci od 4,5/5 do 10 roku Zycia), aby dziecko ,,jak najmniej odczuwato
samotnos$¢ wynikajaca z bolu, leku zwigzanego z choroba, miato kontakt z najbliz-
szymi; w czasie choroby moglo rozwijac sie i uczy¢; zdobywato stopniowo wiedze
o swojej chorobie (...)” (Binnebesel et al. 2012).

Istotne jest rowniez dostarczanie dziecku strategii radzenia sobie z problemami
zwigzanymi zaré6wno ze zmianami, jakie zachodza w zwigzku z naturalnym dla da-
nego wieku rozwojem, jak i ze specyficznymi zmianami wynikajacymi z choroby.
Rodzice podczas zaje¢ poznaja réznorodne sposoby wspierania dziecka w radzeniu
sobie z trudno$ciami oraz ¢wicza na przyktadowych opisach sytuacji rozwigzywa-
nie konfliktéw oraz w matych grupach odgrywaja role doroslego i dziecka. Wy-
korzystujac wybrane sposoby w relacji z dzieckiem, uczg je podejscia do radzenia
sobie z pojawiajacymi si¢ w zyciu trudnos$ciami oraz modelujg konstruktywne za-
chowania bedgce baza dla rozwoju autonomii i poczucia kompetencji.

Zakladam, ze w dzialaniu rodzicéw wobec dziecka zajdg istotne zmiany dzieki
dwém mechanizmom uruchamianym przez aktywny udzial w zajeciach warszta-
towych zawartych na ponizszych schematach.

Dalej przedstawilam przyklady ilustrujace przewidywany mechanizm zmian.

4

Szczegdtowy opis wszystkich technik znajduje si¢ w artykule: Po¢wiardowska (2012: 15-17).
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Schemat 4. Przewidywany proces zmian powstaly w zwigzku z tworzeniem warunkéw
do wzbogacania wiedzy o rozwoju dziecka

Zrédto: Opracowanie wiasne na podstawie: Tyszkowa (1988), Stemplewska-Zakowicz (1996).

Przyklad 2. Uczestnicy zaje¢ stuchaja mini wyktadéw o osiggnigciach rozwojo-
wych dziecka i majg mozliwos¢ przeszukiwania i poréwnywania wtasnych prze-
konan na ten temat. W wyniku tego procesu moze dojs¢ do powstania dysonansu
poznawczego i zmian w wiedzy, ktéra z kolei moze doprowadzi¢ do zmiany spo-
sobu dziatania w tej sytuacji. Rodzice moga zrezygnowac z nadmiernie opiekun-
czego zachowania wobec chorego przewlekle siedmiolatka i np. wprowadzi¢ do
jego zycia obowiazki, ktdrych dotychczas nie mial, np. zwigzane z roztadowaniem
naczyn ze zmywarki. Zgodnie z wiedza na temat budowania poczucia kompe-
tencji dziecko, podejmujac nowe zadania, tworzy nowy obraz siebie i zdobywa
poczucie wplywu na swoje zycie.

Przyklad 3. W matych grupach rodzice, po wystuchaniu mini wyktadu na temat
potrzeb dzieci, okreslaja, w jaki sposob mozna je zaspokajac. Jedna grupa opra-
cowuje sposoby zaspokajania jednej potrzeby. Po zaprezentowaniu efektoéw pracy
nastepuje wymiana wiedzy. Ta sytuacja moze prowadzi¢ do wzbogacenia wiedzy
o potrzebach i sposobach ich zaspokajania i prowadzi¢ do zmiany zachowania
wobec dziecka, np. ,nie wiedziatam, ze czeste przytulanie mojego syna zaspokaja
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jego potrzebe bezpieczenstwa, moge go teraz czesciej przytulaé, a szczegolnie
zwrdci¢ na to uwage przed trudnymi wizytami u lekarza”

Mechanizmem zmiany, ktéry moze prowadzi¢ do przeksztalcen jest dysonans
poznawczy. Schemat 5 ukazuje przejscie od wiedzy poprzez wbudowanie wiedzy
w wyspecjalizowane procedury do nowych umiejetnosci wychowawczych.

PRZEWIDYWANY PROCES ZMIAN

WIEDZA DOTYCZACA
UMIEJETNOSCI
WYCHOWAWCZYCH

1

Tworzenie warunkéw do wzbogacenia wiedzy
0 sposobie wykonania
q dani

JAE) z wychowaniem
dziecka i jego rozwojem

RODZICIELSKIE
PRAKTYCZNE PROBY
ROZWIAZANIA
PROBLEMOW
WYCHOWAWCZYCH
PODCZAS ZAJEC I W
KONTAKCIE Z
DZIECKIEM

URUCHOMIENIE
PROCESOW
REDUKUJACYCH
DYSONANS

kompilacja
+
proceduralizacja

WYCHOWAWCZE

N
[ NOWE UMIEJETNOSCI

Schemat 5. Przewidywany proces zmian w zwigzku z tworzeniem warunkéw do wzbogacania
wiedzy prowadzacy do rozwoju umiejetnosci wychowawczych

Zrédlo: Opracowanie wiasne na podstawie: Stemplewska-Zakowicz (1996).

Nabywanie umiejetnosci powigzane jest ze stopniowym przeksztalcaniem wie-
dzy. Posrednim etapem jest etap kompilacyjny, podczas ktoérego pojawia si¢ kom-
pozycja i proceduralizacja. Nabywanie umieje¢tnosci od podstaw wymaga wprawy
w wykonywaniu kolejnych czynnosci. Element kompozycji wiaze si¢ z reduko-
waniem szeregu operacji do jednej, zastepujacej caly ciag. Kiedy czynnosci staja
sie zautomatyzowane, pojawiaja sie produkcje (rezultat zjawiska proceduraliza-
cji), ktérych cecha charakterystyczng jest to, ze informacje ,warunek — czynno$¢”
nie muszg by¢ juz przechowywane w pamieci operacyjnej. Zostaja wbudowane
w czynnos¢ tak, ze wykonuje sie je nie§wiadomie (Ledzinska 2004: 124). W sy-
tuacjach wychowawczych istotne jest, aby pewne umiejetnosci byly doskonalone
i dostepne, jednakze konieczny jest element refleksji nad tym, czy dane rodziciel-
skie dziatanie jest adekwatne do potrzeb dziecka i uwzglednia jego rozwo;.
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Przyklad 4. Rodzice po uzyskaniu wiedzy na temat odzwierciedlania, stworze-
niu listy emocji i mini wykladu na temat funkcji emocji otrzymuja karty pra-
cy i wypisujg emocje, ktére w opisanej sytuacji moze przezywac dziecko. Nalezy
w tym ¢wiczeniu uwzgledni¢ zwykle sytuacje, jak rowniez te, ktore sg zwigzane
z chorobg. Rodzice, zanim wpisza dang emocje, zastanawiaja si¢ i moga postuzy¢
sie wyeksponowang listg. Sama czynno$¢ nazwania emocji nie trwa dlugo, ale na
poczatku moze wymaga¢ kilku innych operacji myslowych. Po pewnym czasie
rodzice, dzielac si¢ doswiadczeniami zwigzanymi z wychowywaniem dzieci, po-
trafig okresla¢ emocje przezywane przez dzieci, jak i przez uczestnikow zajec.

Kiedy rodzice osiagna cele zwigzane ze wzbogaceniem wiedzy i rozwijaniem
umiejetnosci wychowawczych, zwigkszy sie ich poczucie sprawstwa w kontakcie
z wlasnym dzieckiem, a wtedy moga sie nauczy¢ udzielania dziecku wsparcia oraz
radzenia sobie z sytuacjami, w ktérych pojawia sie konflikt potrzeb. Nowo naby-
wane umiejetnosci pomagaja rodzicom w wychowaniu dziecka, ktére pomimo
choroby zdobywa rozwojowe do$wiadczenia poszerzajace autonomig i pozwalaja-
ce na pozyskiwanie nowych kompetencji.

Kiedy rodzice zaczynaja lepiej funkcjonowa¢ na poziomie emocjonalnym,
emocje nie blokujg proceséw poznawczych, moze dojs¢ do poprawy réwniez na
poziomie behawioralnym. Zatem ich dzialania moga pomoéc im lepiej radzi¢ sobie
ze stresem zwigzanym np. z trudnosciami finansowymi, codziennymi wymaga-
niami i ograniczeniami zwigzanymi z opieka nad przewlekle chorym dzieckiem.
Rodzice, dzielac si¢ w grupie przezyciami zwigzanymi z chorobg dziecka i jego
wychowaniem, tgczeniem opieki nad chorym dzieckiem czesto z wychowaniem
zdrowego potomstwa, z pracg zawodowa — maja szans¢ na odreagowanie napig¢,
doswiadczenie akceptacji i zrozumienia ze strony uczestnikéw grupy, jak i pro-
wadzacego zajecia, a tym samym uczg sig, jak tego rodzaju postawe praktykowac
w codziennej, obciazonej wieloma obowigzkami, rzeczywistosci.
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Ocena wybranych elementéw
komunikacji medycznej
w opinii lekarzy i pacjentdw klinicznych

Wieloptaszczyznowa ocena jako$ci komunikacji w relacji lekarz — pacjent powinna zawie-
ra¢ poréwnanie opinii wszystkich stron uczestniczacych w wymianie informacji. Celem
pracy jest analiza poréwnawcza ocen pacjentéw i lekarzy klinicznych w zakresie przekazy-
wania informacji o procesach diagnostycznych i zaleceniach terapeutycznych. Badaniem
objeto 100 lekarzy i 378 pacjentéw klinicznych. Narzedzie badawcze stanowit autorski
kwestionariusz ankiety skladajacy si¢ z analogicznych pytan dla obu grup. Do analizy
zaleznosci pomiedzy zmiennymi niecigglymi oraz statystycznej niejednorodnosci grup
zastosowano test Chi” Pearsona, za statystycznie istotne przyjmujac réznice dla p < 0,05.
Wiekszo$¢ lekarzy (97%) wilasciwie ocenita swoj sposob przekazania informacji o diagno-
zie (co potwierdzito 88% pacjentdéw). Nieznacznie nizej oceniono komunikaty dotyczace
wiadomosci o przyczynach choroby, ten aspekt pozytywnie ocenito 91% medykow i 76%
pacjentow. Ze sposobu przekazania informacji o mozliwych powiklaniach usatysfakcjo-
nowanych bylo 87% badanych specjalistow i 72% hospitalizowanych. Niemniej z uzyska-
nych danych wynika, Ze 17% lekarzy negatywnie ocenilo swoja komunikacje z pacjentem
odnosnie do informacji o zaaplikowanych lekach, a 16% w aspekcie prowadzonych badan.
Na deficyt wiadomosci o mozliwych powiklaniach wskazato 28% pacjentéw, jednoczesnie
tylko 13% lekarzy uznalo, Ze w tym aspekcie poinformowalo swojego pacjenta niewy-
starczajaco. W przypadku oceny sposobu przekazywania informacji lekarze czesciej niz
pacjenci pozytywnie oceniaja swoje zaangazowanie. Do oséb mniej zadowolonych z ko-
munikacji klinicznej mozna zaliczy¢ kobiety - i to zaréwno w grupie lekarzy, jak i pa-
cjentéw — oraz osoby przebywajace lub pracujace na oddziatach zabiegowych. Osoby po
40 roku zycia, mezczyzni oraz osoby z maksymalnie srednim wyksztalceniem czeéciej niz
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pozostali pacjenci pozytywnie ocenili komunikacje lekarza ze wskazanymi przez siebie
osobami (rodzing i/lub bliskimi).

Slowa kluczowe: komunikacja z pacjentem, relacja lekarz — pacjent, satysfakecja,
komunikacja medyczna

Assessment of selected elements of medical communication
in the opinion of physicians and clinical patients

The multidimensional assessment of the physician-patient communication should contain
the comparison of opinions of all sides taking part in information exchange. The main aim
of the research is the comparative analysis of opinions from patients and clinical physi-
cians in the field of providing information concerning diagnostic processes and therapeu-
tic recommendations. The research involves 100 physicians and 378 patients. The research
tool comprised of an authorial questionnaire containing questions in English for both
groups. The Chi* Paerson test was used to analyse the relationship between discontinuous
variables. The difference p < 0.05 was treated as statistically important. The significant
number of physicians (97%) assessed their passing information about the diagnosis as sat-
isfactory (88% patients confirmed it). Communication concerning information about the
reasons of disease were evaluated slightly lower. This aspect was positively assessed by 91%
physicians and 76% patients. As to the passing of information concerning the potential
complications 87% examined physicians and 72% hospitalized were satisfied. However,
the gathered information indicates that 17% physicians negatively assessed their com-
munication with patients in reference to the information about administrated medicine
and 16% in the aspect of the research conducted. The lack of information about potential
complications was pointed out by 28% patients, equally 13% physicians acknowledged
that in this aspect they did not inform their patients sufficiently. In the case of assessing
the way of passing information physicians more often than patients judged their involve-
ment positively. The group of less satisfied consisted of women, the group of physicians,
doctors and people present in the treatment room. People under 40 years old, men and
people with, at the most, secondary education more often than the other patients assessed
positively the communication between the physician and their next of kin (close family
members and/or other relatives).

Key words: clinical-patient communication, doctor - patient relationship, satisfaction,
medical communication

Wprowadzenie

Badania satysfakcji pacjentéw odnoszace sie¢ do oceny jakosci $wiadczonych
ustug medycznych pojawiajg si¢ w rodzimej literaturze coraz czgsciej. Analizu-
ja one z reguly roznorakie aspekty swiadczonych ustug medycznych - od ich
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dostepnosci i jakosci po aspekty estetyczne i funkcjonalne placéwek medycznych
(Krajewska-Kutak et al. 2008). Na marginesie owych doniesien pozostaja zagad-
nienia dotyczace komunikacji miedzy lekarzem i pacjentem. Ten rodzaj badan,
jezeli sie pojawia, dotyczy z reguly oceny kontaktu z lekarzem z perspektywy pa-
cjenta. Nie ujmuje wiec perspektywy innych podmiotéw zanurzonych w sytuacje
wymiany informacji. Skupiajgc sie jedynie na optyce pacjenta (ktdra jest bardzo
wazna), z zalozenia redukuja obszar komunikacji do jednego z jej uczestnikow.
Uznaja tym samym podrzedno$¢ lub wtérnosé pozostatych podmiotow (lekarzy,
pielegniarek, poloznych, ratownikéw medycznych, ale i bliskich pacjenta), maja-
cych wplyw na ksztalt relacji i komunikacji z pacjentem. W tym aspekcie wste-
puje wyrazny deficyt badan poréwnawczych analizujacych oceny i postawy tak
pacjentow, jak i lekarzy wzgledem tych samych probleméw w ramach interakeji
komunikacyjnych. Wydaje nam sie, ze jest to problem szczegoélnie wazny wobec
licznie zglaszanych przez badaczy postulatow transgresji relacji paternalistycz-
nych w strone modelu dialogicznego czy partnerskiego (Deregowska 2015).

Materialy i metody

Badanie majace na celu poréwnanie opinii i ocen lekarzy oraz pacjentéw dotycza-
cych komunikacji medycznej w trakcie hospitalizacji wykonano w 12 wybranych
losowo klinikach i oddzialach Uniwersyteckiego Centrum Klinicznego w Gdan-
sku (UCK). Zgode na realizacje¢ badania wydata Niezalezna Komisja Bioetyczna
ds. Badan Naukowych przy Gdanskim Uniwersytecie Medycznym, dyrekcja UCK
oraz kierownicy klinik. Etap terenowy badania przeprowadzono w okresie od
1 lutego do 31 sierpnia 2015 r. W analizie uwzgledniono wypowiedzi 478 respon-
dentéw, w tym 100 lekarzy i 378 pacjentow. Warto dodac, ze pacjenci wypelniali
kwestionariusz badawczy na koniec pobytu w szpitalu.

Do gromadzenia danych zastosowano dwie autorskie ankiety, czesciowo rdz-
nigce si¢ od siebie, co umozliwito uwzglednienie wigkszej liczby zmiennych nie-
zaleznych, specyficznych dla obu badanych zbiorowosci. I tak, poza uzyskaniem
danych dotyczacych klasycznych zmiennych spoleczno-demograficznych, takich
jak: pte¢, wiek, stan cywilny oraz miejsce zamieszkania (pacjenci), w przypadku
lekarzy pozyskano informacje dotyczace zmiennych zawodowych (staz i miejsce
pracy, stanowisko oraz tytul zawodowy lub naukowy). Dodatkowo opinie bada-
nych zestawiono z typem oddziatu lub kliniki (zabiegowy badz zachowawczy).
Analize statystyczna materialu badawczego wykonano za pomocy pakietu IBM
SPSS v.26. W analizie zaleznosci pomigdzy zmiennymi nieciggtymi oraz staty-
stycznej niejednorodnosci grup zastosowano test Chi* Pearsona, za statystycznie
istotne przyjmujac roznice dla p < 0,05.
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Tabela 1. Charakterystyka respondentéw

Lekarze n % Pacjenci n %

Ple¢ Ple¢

kobiety 52 53,6 kobiety 246 | 65,8

mezczyzni 42 46,4 mezczyzni 128 | 34,2
Wiek Wiek

<30 23 23,0 18-30 46 | 12,3

31-40 42 42,0 31-40 55 | 14,7

41-50 25 25,0 41-50 65 | 17,4

51-60 10 10,0 51-60 63 | 16,8

> 60 145 | 38,8

Tytul/stopien Stan cywilny

lekarz 55 60,4 panna/kawaler 57 | 15,2

doktor 29 31,9 mezatka/zonaty 267 | 71,2

docent 7 7,7 rozwddka/rozwodnik 24 6,4

wdowa/wdowiec 27 7,2

Specjalizacje Wyksztalcenie

brak 44 | 454 podstawowe 3 0,8

jedna 23 | 23,7 gimnazjalne 91 | 24,6

dwie 28 28,9 $rednie 119 | 32,2

trzy i wiecej 2 2,1 wyzsze 135 | 36,5
Stanowisko Liczba dni hospitalizacji w roku

stazysta 3 3,5 <7 191 51,3

rezydent 31 36,5 8-14 93 | 25,0

milodszy asystent 11 | 12,9 15-21 26 7,0

starszy asystent 38 | 44,7 =22 62 | 16,7

ordynator 2 2,4

Zr6dto: Opracowanie wiasne.

Wyniki

W trakcie przekazywania pacjentowi informacji dotyczacych procesu diagnostyczno-
-terapeutycznego mozna wyro6zni¢ kilka strategicznych probleméw. Sg nimi ko-
munikaty dotyczace: prowadzonych badan, diagnozy, przyczyn choroby, zaleca-
nego leczenia oraz mozliwych powiklan. W badaniu poproszono obie zbiorowosci
o dokonanie oceny zadowolenia z komunikacji w wyzej wymienionych zakresach.
Poréwnujac opinie lekarzy i pacjentéw, dostrzezono pewne istotne statystycznie
réznice: dotycza one przekazania informacji o diagnozie, przyczynach choroby
oraz powiklaniach. We wszystkich przypadkach to lekarze, czesciej niz pacjenci,
pozytywnie oceniali ten aspekt rozmowy. W przypadku informacji o diagnozie
97% lekarzy oraz 88% pacjentéw wystawilo pozytywne oceny (chi* = 7,310; df = 1;
p = 0,007). Pomimo rdéznic w ocenie satysfakcji, wtasnie informacje o diagnozie,
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w obu badanych grupach, sa najwyzej oceniang trescia komunikacji. Nieznacznie
nizej oceniono komunikaty dotyczace przyczyn choroby, ten aspekt pozytywnie
ocenilo 91% medykdéw i 76% pacjentéw (chi* = 15,106; df = 1; p < 0,001). Z ko-
munikatéw dotyczacych mozliwych powiklan usatysfakcjonowanych jest 87% ba-
danych specjalistow i 72% odbiorcéw ustug medycznych (chi* = 9,223; df = 1; p =
0,002). W przypadku oceny dwdch pozostatych elementéw — stosowanego leczenia
(83% lekarzy, 80% pacjentéw) oraz zalecanych badan diagnostycznych (84% leka-
rzy, 80% pacjentdéw) — nie stwierdzono istotnych statycznie réznic miedzy badany-
mi grupami, mozna zatem stwierdzi¢, iz oceny sa na podobnym poziomie.
Dodatkowo poproszono pacjentéw o ocene zadowolenia z przekazywania
przez lekarza zalecen dotyczacych odzywiania i codziennej aktywnosci po opusz-
czeniu szpitala. W obu przypadkach mniej wiecej dwie trzecie hospitalizowanych
(68,5% w przypadku odzywiania i 73% w przypadku codziennej aktywnosci) po-
zytywnie ocenito informacje przekazane przez kierujacego leczeniem. Wskazania
dotyczace stylu zZycia mozna zatem uznac za najnizej oceniany przez pacjentéw
aspekt komunikacji z lekarzem w przestrzeni klinicznej. Sposréd lekarzy najwie-
cej negatywnie ocenia swoje zaangazowanie w przekazywanie informacji doty-
czacych stosowanych lekéw: 17% nie jest zadowolone z tego elementu rozmowy
z pacjentem, a 16% z informowania o prowadzonych badaniach diagnostycznych.
Bioragc pod uwage wypowiedzi wszystkich badanych - lekarzy i pacjentow
(N=478), stwierdzono istotne statystycznie réznice w poziomie zadowolenia
z przekazywania informacji o diagnozie i przyczynach choréb miedzy picia re-
spondentow. Po raz kolejny potwierdzono tez¢ o wyzszych oczekiwaniach kobiet
wobec procesu komunikacji (Sobczak et al. 2016 a, 2016 b). W przypadku infor-
macji o diagnozie pozytywnej oceny dokonalo 85% kobiet, podczas gdy odsetek
zadowolonych mezczyzn wynosit az 97 (chi* = 15,977; df = 1; p < 0,001). Z komu-
nikatéw dotyczacych przyczyn choroby zadowolonych jest 72% badanych kobiet
i 83% mezczyzn (chi? = 7,270; df = 1; p = 0,007). Poza plcia, nie stwierdzono
wplywu innych zmiennych spoteczno-demograficznych na rozklad odpowiedzi,
natomiast zauwazono, ze typ oddzialu/kliniki koreluje z zadowoleniem z przeka-
zywania informacji o przyczynach choroby oraz prowadzonych badaniach. I tak
sposrod lekarzy i pacjentéw badanych na oddziatach zabiegowych pozytywnie ten
aspekt konwersacji ocenilo 71%, a na oddziatach zachowawczych 83% responden-
tow (chi* = 9,231; df = 1; p = 0,002). Podobnie w przypadku informacji dotycza-
cych prowadzonych badan, wigcej ankietowanych z oddzialéw zachowawczych
jest zadowolona z tego aspektu komunikacji lekarz - pacjent (85,5%) niz z od-
dziatéw zabiegowych (77%; chi® = 5,237; df = 1; p = 0,02). Pomimo iz statystycz-
nie istotne okazaly si¢ by¢ wyniki dotyczace dwdch aspektéw komunikacji, czyli
diagnozy i prowadzonych badan, warto stwierdzi¢, ze w przypadku pozostalych
tre$ci mozna zauwazy¢ nieznaczne réznice w wypowiedziach, przy czym lekarze
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zatrudnieni i pacjenci przebywajacy na oddzialach zachowawczych czesciej sa za-
dowoleni z komunikacji.

Informacje na temat diagnozy, rokowaniach i innych elementach procesu te-
rapeutycznego przekazywane s3 nie tylko chorym, ale i wskazanym przez nich
osobom. Ponad potowa pacjentéw (62%) pozytywnie ocenia nastawienie lekarza
do informowania jego bliskich, za$ co trzeci (37%) nie ma wiedzy na ten temat. Je-
dynie 1% badanych negatywnie ocenia relacje lekarza z bliskimi chorego. Wéréd
0s6b zadowolonych z komunikacji lekarza z rodzing i znajomymi chorego czgsciej
wystepowali mezczyzni (73%) niz kobiety (55%; chi* = 11,176; df = 2; p = 0,004),
osoby starsze — po 40 roku zycia (65%) niz osoby w wieku 18-39 lat (51%; chi? =
7,678; df = 2; p = 0,02) oraz pacjenci ze srednim, zawodowym i podstawowym po-
ziomem wyksztalcenia (66%) niz absolwenci szkdt wyzszych (54%; chi* = 6,362;
df =2; p=0,04). W tym miejscu nalezy podkresli¢, iz zdecydowana wigkszo$¢ ba-
danych lekarzy (87%) uwaza, iz informowanie bliskich pacjenta jest przykladem
dobrej praktyki. Takie przekonanie wydaje si¢ wplywa¢ na zadowolenie wiekszo-
$ci badanych pacjentow.

Cechy lekarza

cierpliwy

empatyczny

opiekunczy

komunikatywny

sympatyczny

rzeczowy

uczeiwy

uprzejmy 56

lekarze mpacjenci

Wykres 1. Autoocena lekarza i ocena lekarza prowadzacego dokonana przez pacjentéow

Zrédlo: Opracowanie wlasne.

W badaniu poproszono respondentéw o oceng¢ cech lekarza, przy czym me-
dycy oceniali samych siebie, a pacjenci swojego lekarza prowadzacego. Do oce-
ny wykorzystano sze$ciostopniowg skale, w ktorej 1 — oznacza brak danej cech,
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a 6 — wyrazne posiadanie tej cechy. Poréwnujac wyniki uzyskane w obu grupach,
mozna stwierdzi¢, Ze Srednia ocena pacjentéw w odniesieniu do wszystkich ana-
lizowanych cech jest wyzsza od sredniej oceny lekarzy, przy czym najwigksze dys-
proporcje dotycza oceny cierpliwosci, opiekunczosci i bycia sympatycznym. Za-
réwno w grupie lekarzy, jak i pacjentéw najwyzej oceniono uczciwos¢, uczynnosé
i rzeczowos¢ lekarzy zatrudnionych w UCK.

Dyskusja

Badania ujawnily trzy istotne tendencje. Po pierwsze, widoczne réznice miedzy
ocenami lekarzy i pacjentéw w kwestiach dotyczacych satysfakcji zwiazanych
z przekazywaniem informacji diagnostyczno-terapeutycznych. Po drugie, wplyw
czynnikéw strukturalnych na oceng satysfakcji z komunikacji medycznej, tak po
stronie lekarzy, jak i pacjentow. Po trzecie, wysoki wskaznik krytycyzmu lekarzy
wobec wlasnych cech osobowosciowych.

W rodzimych badaniach dotyczacych oceny jakosci komunikacji z lekarzem
autorzy z reguty uzyskuja wysokie wskazniki satysfakcji pacjentow. W ogélnopol-
skich badaniach PBS osoby hospitalizowane zadeklarowaly w wiekszosci (75%),
ze lekarze udzielili im zrozumiatych i wyczerpujacych informacji dotyczacych
stanu zdrowia (PBS 2005). Badania Elzbiety Krajeskiej-Kulak i innych wskazaty
na bardzo dobrg oceng (55%) w zakresie przekazywania informacji przez leka-
rzy. Zaledwie 3,6% pacjentow zgtaszato niezadowolenie ze sposobu przekazywa-
nia informacji o przebiegu choroby (Krajewska-Kutak et al. 2008). Na pozytywna
ocene dotyczacy rzetelnosci i czytelnosci przekazywanych informacji wskazato
47,1% pacjentow w badaniach Moniki Szpringer i innych (Szpringer et al. 2015).
Na najwyzszy odsetek zadowolonych pacjentéw (94% — ,tak” i ,raczej tak”), kto-
rzy otrzymali wyczerpujace informacje o stanie wlasnego zdrowia, wskazali w wy-
nikach Malgorzata Leznicka i inni (Leznicka et al. 2014). Z naszych badan wyni-
ka, ze 62,1% pacjentéw ocenito ogoélny poziom jakosci komunikacji z lekarzami
zdecydowanie pozytywnie (Sobczak et al. 2016 a).

Dokonujac poréwnania powyzszych wynikéw, nalezy zaznaczy¢, iz we wszyst-
kich tych badaniach respondenci odpowiadali na pytania ogélne dotyczace oceny
jakos$ci komunikacji z lekarzem, a ich opinie nie zostaly zestawione z ocenami
lekarzy. Doprecyzowujac pytanie w ramach poszczegélnych aspektéw wymiany
informacji (na temat: diagnozy, przyczyn choroby, mozliwych powiklan, skut-
kow stosowanych lekéw i modyfikacji stylu zycia po hospitalizacji), otrzymalismy
takze wysoki wskaznik satysfakcji tak po stronie pacjentéw, jak i lekarzy. Nie-
mniej z uzyskanych danych wynika réwniez, ze 17% lekarzy krytycznie ocenia
swoja komunikacje z pacjentem odno$nie do zaaplikowanych lekéw. Na deficyt
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wiadomosci o mozliwych powiklaniach wskazato 28% pacjentéw, podczas gdy
zaledwie 13% lekarzy uznalo, ze w tym aspekcie poinformowalo swojego pacjenta
niewystarczajaco. Prawie co czwarty pacjent (24%) twierdzil, Ze otrzymat niewy-
starczajacg informacje na temat przyczyny swojej choroby. W tej kwestii zaledwie
9% lekarzy uznalo, ze nie informuje pacjenta w sposob wystarczajacy (przy zato-
zeniu, ze przyczyna choroby byta lekarzowi znana).

Nie tylko rola w relacji lekarz - pacjent warunkuje charakter uzyskanych wy-
nikéw. Inne czynniki spoleczno-demograficzne takze istotnie wplywaja na cha-
rakter opinii i ocen. Z naszych badan wynika, ze istotnymi zmiennymi statystycz-
nie zwigkszajacymi odsetek opinii krytycznych byla pte¢ zenska, wiek do 40 roku
zycia oraz wyksztalcenie wyzsze (Sobczak et al. 2016 a, 2016 b). Reguta ta dotyczy
obu badanych zbiorowosci. W stosunku do pacjentéw wniosek ten jest zbiezny
z innymi doniesieniami (Naskret ef al. 2014; Szpringer 2015). W odniesieniu do
lekarzy w literaturze przedmiotowej nie wystepuja wyniki, do ktérych mozna sie
w tym zakresie odnie$¢ wprost. Niemniej posrednio potwierdzajg te rezultaty
uzyskane w zakresie oceny kompetencji migkkich lekarzy. Badania realizowane
na zlecenie Naczelnej Izby Lekarskiej wskazaly, ze lekarze wyzej oceniaja swoje
umiejetnosci w zakresie wybranych elementéw komunikacji z pacjentem niz le-
karki (NIL b.r.).

Ciekawym rezultatem badan okazala si¢ ocena pacjentéw i autoocena lekarzy
w stosunku do cech osobowosciowych medykow, wplywajacych na komunikacje.
We wszystkich zaproponowanych kategoriach pacjenci lepiej ocenili lekarzy niz
oni sami siebie. Najwigksze rozbieznosci dotyczyty kolejno oceny cierpliwosci,
opiekunczosci, sympatycznosci i uprzejmosci. Wydaje sie zatem, ze pacjenci sa
bardziej krytyczni co do tresci przekazywanych przez lekarza informacji, nie zas
co do ich cech osobowosci.

W zwigzku z zaprezentowanymi w niniejszej pracy wynikami warto podkre-
8li¢, iz mimo relatywnie dobrej oceny komunikacji lekarz — pacjent w przestrzeni
klinicznej, istniejg takze obszary deficytowe dostrzegane przez obie strony relacji.
Jedng z potencjalnych przyczyn ich wystepowania moze by¢ przeciazenie pracg
lekarzy i powiazany z tym brak czasu na rozmowe z pacjentem. Lekarze zapytani
0 to, czy poproszeni przez chorego o rozmowe zawsze znajduja na nig czas, odpo-
wiedzieli w nastepujacy sposob: ponad polowa (59%) nie zawsze znajduje czas na
dialog z hospitalizowanym, za$ 41% deklaruje, ze mimo obowigzkdéw, zawsze od-
powiada na pytania i watpliwosci chorych. Sposréd badanych pacjentéw co trze-
ci (36%) nie prosit lekarza o rozmowe, natomiast ponad potowa (59%) uzyskata
odpowiedzi na swoje pytania i watpliwosci w momencie ich ujawnienia. Jedynie
5% badanych zadeklarowala, ze pomimo ich inicjatywy, lekarz nie znalazl czasu
na rozmowe z nimi.
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W kwestii odczu¢ pacjentéw hospitalizowanych dotyczacych tego, czy lekarze
poswigcaja im wystarczajaco duzo czasu, dane w wigkszosci opracowan sa zbiez-
ne. W badanej zbiorowosci zaledwie 10,1% zapytanych uznato, ze lekarze poswie-
cili im zbyt mato czasu (Sobczak et al. 2016 b). W badaniach Lucyny Gramulskiej
i innych odsetek pacjentéw z taka oceng wyniost 11,9% (Gramulska et al. 2014).
W wynikach Leznickiej i innych otrzymano 6,8% (Leznicka et al. 2014), podobnie
jak w badaniach BPS, gdzie na deficyty w tym zakresie wskazalo 7% pacjentow®
(Szpringer 2015).

Komunikacja lekarza z pacjentem stanowi wazny czynnik warunkujacy proce-
sy diagnostyczne i sukces terapeutyczny (Zolnierek et al. 2009). Dokonujac anali-
zy porownawczej ocen satysfakcji lekarzy i pacjentow, mozna, jak nam si¢ wydaje,
dosy¢ wyraznie wskaza¢ na obszary komunikacyjne wymagajace naprawy, jak i te
(np. ocena kontaktu z rodzing), ktdre takiej uwagi nie wymagaja. Redukujac defi-
cyty, mozna nie tylko skutecznie wptyna¢ na wzrost poziomu satysfakeji pacjenta
z ustug, jakie otrzymuje, ale takze zapobiega¢ wypaleniu zawodowemu lekarzy
i podnosic¢ ich poziom efektywnosci klinicznej (Beck et al. 2002; Clark 2003).

Whioski

1. W przypadku oceny sposobu przekazywania informacji dotyczacych diagno-
zy, dodatkowych badan, leczenia, powiklan oraz przyczyn choroby lekarze
cze$ciej niz pacjenci pozytywnie oceniajg swoje zaangazowanie w tych aspek-
tach komunikacji.

2. Do oséb mniej zadowolonych z komunikacji klinicznej mozna zaliczy¢ kobie-
ty — i to zar6wno w grupie lekarzy, jak i pacjentéw — oraz osoby przebywajace
lub pracujace na oddziatach zabiegowych.

3. Osoby po 40 roku zycia, mezczyzni oraz osoby z maksymalnie $rednim wy-
ksztalceniem czgsciej niz pozostali pacjenci pozytywnie oceniaja komunikacje
lekarza ze wskazanymi przez siebie osobami (rodzing i/lub bliskimi).

4. Pacjenci postrzegaja lekarzy zatrudnionych w UCK jako uprzejmych, uczciwych
i rzeczowych, rzadziej za$ jako opiekunczych, empatycznych i cierpliwych.

5. W celu poprawienia jakosci komunikacji z pacjentem nalezy zwroci¢ uwage
na konieczno$¢ poswigcenia adekwatnej ilosci czasu pacjentowi oraz uszcze-
goétawia¢ komunikaty dotyczace przyczyn choroby, mozliwych powiklan i sto-
sowanych lekow.

Suma odpowiedzi ,raczej nie” i ,,raczej tak’.
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Agnieszka Okrdj'

Swiadomos¢ ciata kobiet w cigzy, porodzie
oraz okresie pologu w narracji poloznych

Tekst skupia si¢ na narracji potoznych, ktére przedstawiaja swoj poglad na $wiadomos$é
ciezarnych kobiet wzgledem ich cial podczas, w trakcie porodu oraz w czasie pologu.
Punkt ciezko$ci zlokalizowany jest na punkcie widzenia potoznych, ktére na co dzien zaj-
mujg si¢ kobietami w cigzy.

Stowa kluczowe: narracja, polozne, kobiety, pordd, potog

They know nothing — women’s knowledge about their pregnancy, childbirth
and postpartum in midwives’ narrations

The text focuses on midwifes’ narrations, whose present their own view on women’s
knowledge about pregnant bodies during a pregnancy, childbirht and confinement. The
balance point is located on midfives’ point of view, whose take care of women every day.

Key words: narration, midwifes, women, childbirth, confinement

Wstep

Kobiece ciato jest wspdlczesnie w centrum zainteresowania. Dominujg dyskursy,
ktore skupiaja si¢ na ciele pigknym i atrakcyjnym, warto$ciowanym pozytywnie,
do ktorych zalicza sie miedzy innymi cialo szczupte (Maj 2013: 38; Kochan-Wdjcik
2003: 159). W dyskurs ten wpisujg sie rowniez metody na osiggniecie takiego cia-
fa, ktore zyska spoleczng aprobate. Mniej dominujace, ale takze obecne sg dyskur-
sy na temat ciala wartosciowanego negatywnie, na przyktad otylego, kojarzonego
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z niedbalstwem oraz brakiem samokontroli (Maj 2013: 38; Bykowska 2008: 100).
Wydaje sig, ze cialem zdecydowanie mniej obecnym w dyskursie publicznym jest
cialo w cigzy, jeszcze mniej ciato podczas porodu, a prawie catkowicie nieobecnym
jest kobiece cialo w okresie potogu. W zasadzie méwi si¢ o ksztalcie, jakie kobiece
cialo powinno osiagnac w czasie cigzy i jak przyszla mama czuje si¢ ze swoim cia-
tem - piszg o tym na przyklad Katarzyna Erbert i Jarostaw Kubalt (2005: 35-62). Od
ciala w ciazy oczekuje sie, ze urosnie - jednak nie za duzo - na tyle, aby zaspokoi¢
potrzeby dziecka (Fox, Neiterman 2015: 670-671). Jednak wydaje sie, ze szczegoty
kobiecego ciata w tym wyjatkowym czasie wcigz stanowia temat tabu. W niniejszym
artykule starano sie przedstawi¢ swiadomos¢ kobiet w cigzy na temat funkcjonowa-
nia ich ciat w stanie cigzy, w czasie porodu oraz okresie potogu, jednak — co wazne
- w narracji poloznych. Nalezy wiec bra¢ pod uwage to, ze Swiadomos¢ przysztych
mam oceniajg osoby trzecie, dla ktorych funkcjonowanie ciata w tym szczegélnym
okresie jest wiedzg niemalze podstawowa, a takze zrédtem ich utrzymania.

Kobieta w swojej ,,podstawowej roli”

Cigza jest dla kobiety okresem niezwyklym, nie tylko ze wzgledu na uczucia to-
warzyszace przyszlej mamie, ale przede wszystkim na zmiany zachodzace w jej
organizmie. Cialo zaczyna funkcjonowac inaczej, zmienia pod wplywem wzro-
stu dziecka oraz przygotowuje si¢ do porodu. Wszystko to moze — ale nie musi
- wplywac¢ na psychike kobiety (Gracka-Tomaszewska 2014: 108). Jest to jeden
z powoddw, dla ktérego przyszlta mama powinna zdawac sobie sprawe nie tylko
z tego, ze w jej ciele zachodzg zmiany, ale takze jakie oraz dlaczego tak si¢ dzieje.
Ze wzgledu na fakt, ze termin $wiadomos¢ bedzie powtarzat si¢ w niniejszym tek-
$cie czesto, uznano, ze warto odwotac si¢ do jego definicji. Definicja $wiadomosci,
jaka wspomagano sie podczas pisania artykulu to ,wewnetrzny, subiektywny stan
zdawania sobie sprawy z czegos” (Reber 2005: 740). Jednak istotniejsza od samej
swiadomosci jest Swiadomos¢ ciala, o ktorej Richard Shusterman pisze tak: ,,Cie-
lesna $wiadomosc¢ (...) jest nie tylko swiadomoscia pomocng w uchwytywaniu
przez umyst ciala jako przedmiotu, lecz taczy si¢ z ucielesniong forma §wiadomo-
$ci, ktora obdarzone czuciem cialo kieruje w strone swiata, a takze doswiadcza
w nim siebie” (Shusterman 2007: 7). Podsumowujac powyzsze definicje, w tekscie
tym terminu $wiadomosci ciata uzywa si¢ jako okreslenia, na ile kobieta w ciazy
zdaje sobie sprawe z tego, co dzieje si¢ z jej cialem. Jak zostalo podane w pierwszej
definicji, jest to odczuwanie subiektywne. Nalezy doda¢ do tego subiektywizm,
w jaki polozne tworzg swoja narracje na temat pacjentek.

Presja spoleczna dotyczaca spelnienia si¢ kobiety w roli matki jest bardzo duza.
Milena Gracka-Tomaszewska zwraca uwage na powszechno$¢ pogladu, iz kobieta
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powinna chcie¢ by¢ mamg (2014: 107). Bonnie Fox i Elena Neiterman zaznaczaja,
ze kobiece cialo postrzegane jest jako ,przeznaczone do macierzynstwa”. Kobieta
i jej cialo majg za zadanie najpierw nosi¢, a nastepnie urodzi¢ dziecko, potem kar-
mi¢ piersig i zagwarantowac¢ swojemu potomstwu poczucie bezpieczenstwa (Fox,
Neiterman 2015: 671). Wiele kobiet widzi cigze jako potwierdzenie swojej kobie-
cosci, na co zwraca uwage miedzy innymi Lucy Bailey. Kobiety opisujg swoje cialo
jako bardziej kobiece w momencie, kiedy ulega ono zmianom pod wptywem ciazy
(Bailey 2001: 116). Jak uwaza Bogustawa Budrowska, moze to wynikac¢ cze¢sciowo
z socjalizacji - ,,(...) przekaz socjalizacyjny, ktéremu dzieci poddane sg juz niemal
od urodzenia, niesie tresci utrwalajace spoteczny porzadek, w ktérym podstawo-
wa lub przynajmniej gtéwna osobg odpowiedzialng za sprawowanie opieki nad
domem i dzieckiem jest jego matka (...). Nieprzypadkowo najbardziej stereoty-
powym prezentem dla dziewczynki jest lalka (...)” (Budrowska 2000: 217) - nie
nalezy jednak zapomina¢ o innych czynnikach mogacych mie¢ znaczenie, takich
jak na przyktad wptyw przekazéw medialnych czy obecnos$¢ rozmoéw dotycza-
ca tych tematéw w domu rodzinnym. Magdalena Gajewska i Anna Ktonkowska
pisza, ze w narracji polskiej prasy kobiecej cigza jest czyms nierealistycznie spo-
kojnym i szczesliwym. Z kolei poréd promowany jest jako przezycie silnie sakra-
lizowane i jak najbardziej naturalne (Gajewska, Klonkowska 2015: 40). Jednak,
o ile przyszle mamy faktycznie moga by¢ przekonane o szczesliwym i bezpro-
blemowym przebiegu ciazy, o tyle — zdaniem poloznych - pordd jest dla kobiet
czynnoscig, ktorej bardzo si¢ boja i ktora kojarzy im si¢ gléwnie z bélem, co zosta-
nie dokladniej przedstawione w dalszej czesci tekstu. Na temat oczekiwan wobec
ciala po porodzie i zderzeniu oczekiwan z rzeczywistoscig stosunkowo duzo - nie
mniej wciaz za malo - napisali autorki i autorzy amerykanscy. Tematem tym zaj-
mowaly si¢ cytowane juz wczesniej Bailey (1999a, 2001b) czy Fox i Neiterman
(2015). Okres, ktory nastepuje bezposrednio po urodzeniu dziecka jest kojarzony
raczej ze strachem o wlasna atrakcyjnos¢ (Fox, Neiterman 2015: 674; Erbert, Ku-
balt 2005: 46), a takze zdrowie noworodka i relacje z partnerem (Erbert, Kubalt
2005: 46). Niewiele jednak moéwi sie o ciele matki oraz jej Swiadomosci na temat
dalszych zmian zachodzacych w jej organizmie.

Zadania wynikajace z zawodu potoznej
oraz obawa kobiet cigzarnych przez instytucjg szpitala

Polozna jest niewatpliwie jedna z najwazniejszych czlonkin personelu medyczne-
go zajmujacego si¢ kobietg podczas trwania ciazy a takze w okresie potogu. Po-
réd w zdecydowanej wigkszosci przypadkow takze odbiera potozna, a nie jak si¢
powszechnie wydaje, lekarz. Jest wiec ona osobg, z ktora kontakt ma duzy wplyw
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na nastawienie rodzacej kobiety wzgledem samego porodu oraz szpitala jako in-
stytucji. Potozne prowadza takze zdecydowang wigkszos¢ zaje¢ w szkotach rodze-
nia, czyli kursach przygotowujacych kobiety do porodu. Budrowska twierdzi, ze
na podstawie wielu badan mozna powiedzie¢, ze uczestnictwo kobiety w szkole
rodzenia ma pozytywny wplyw na przygotowanie do samego porodu oraz jego
odczuwanie. Nie do konca jednak wiadomo, dlaczego tak si¢ dzieje. By¢ moze
spowodowane jest to poglebieniem wiedzy, a co za tym idzie niwelacjg stresu.
Same kobiety takze pozytywnie oceniaja swoj udzial w szkole rodzenia (Budrow-
ska 2000: 257-258). Tak czy inaczej, polozna ma kontakt z kobieta w trakcie cigzy,
porodu oraz okresie pologu. Bailey pisze o kobietach bioracych udzial w prowa-
dzonym przez nig badaniu tak: ,,Podczas swojej ciazy wszystkie te kobiety regu-
larnie odwiedzaty potozne i przynajmniej raz byly u lekarza. Polozne odwiedzaly
takze kobiety w domu, do 10 dni po porodzie” (2001: 114). Do gléwnych zadan
potoznych wzgledem opieki nad kobietg w okresie cigzy, porodu i pologu nale-
z3 miedzy innymi monitorowanie rozwoju cigzy, wykonywanie badan polozni-
czych u kobiet, monitorowanie przebiegu potogu, a takze rozwoju noworodka
i niemowlecia. Zadania potoznych zostaly szerzej omdéwione w takich dokumen-
tach jak Rozporzadzenie Ministra Zdrowia z dnia 20 wrzes$nia 2012 r. w sprawie
standardéw postepowania medycznego przy udzielaniu $wiadczen zdrowotnych
z zakresu opieki okotoporodowej sprawowanej nad kobietg w okresie fizjologicz-
nej cigzy, fizjologicznego porodu, potogu oraz opieki nad noworodkiem (tekst
jedn.: Dz. U. z 2016 r., poz. 1132) oraz Rozporzadzenie Ministra Zdrowia z dnia
7 listopada 2007 r. w sprawie rodzaju i zakresu $wiadczen zapobiegawczych,
diagnostycznych, leczniczych i rehabilitacyjnych udzielanych przez pielegniar-
ke albo potozng samodzielnie bez zlecenia lekarskiego (Dz. U. z 2007 r. Nr 210,
poz. 1549). Gracka-Tomaszewska (2014) zwraca uwage, jak ogromng role w ca-
tej ciazy odgrywaja stosunki przyszlej mamy z personelem medycznym, ktore
w trakcie rozwoju ciazy stajg si¢ coraz czestsze. Niepokojace jest to, ze szpital jest
dla wielu kobiet miejscem przerazajacym, w ktérym tracg poczucie kontroli nad
wiasnym cialem, a nierzadko czujg si¢ nawet porzucone przez personel medyczny.
W badaniu przeprowadzonym przez Budrowska czes$¢ kobiet skarzyta si¢ na nie-
kompetencje poloznych, ktére mialy za zadanie towarzyszy¢ im w trakcie porodu.
»Matki te — jak wynika z ich relacji - nie trafily na odpowiednig pore dnia ze swo-
imi akcjami porodowymi i musialy odcierpie¢ do momentu, az pojawila si¢ nowa,
poranna zmiana” (Budorwska 2000: 259). Takie opinie s3 czesto powtarzane, co
moze skutkowa¢ narastaniem mitu ,,strasznego porodu’”, na ktéry sktada sie strach
przed bolem, potozng oraz szpitalem. Szpital, jako miejsce budzace lgk, moze by¢
rozpatrywany w kategorii instytucji totalnej. Erving Goffman definiowal instytu-
cje totalng jako miejsce, w ktérym tamane sg bariery oddzielajace zazwyczaj trzy
podstawowe sfery zyciowe. Po pierwsze, wszystkie czynnosci wykonuje sie w tym
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samym miejscu (w tym wypadku szpital). Po drugie, w momencie wykonywania
kazdej czynnosci cztowiek nie jest dam (na sali towarzysza kobiecie inne cigzar-
ne, p6zniej mamy; na sali porodowej towarzyszy potozna). Po trzecie, codzienne
czynnosci nastepuja wedle z gory ustalonego schematu (Goffman 2011: 16). Wiele
zalezy w tej kwestii od samej kobiety. Moze ona personel szpitala - w tym polozne
- projektowaé w sposob pozytywny. W sytuacji leku miejscem, ktére ma zapewnic
jej poczucie bezpieczenstwa jest szpital i zdecydowanie fatwiej podporzadkuje sie
ona poleceniom personelu. Cigzarna moze tez mie¢ do szpitala negatywny sto-
sunek i przybra¢ postawe niechetng personelowi oraz calej instytucji (Gracka-
-Tomaszewska 2014: 116-117). Nalezy pamietac, ze sam akt porodu ma do pew-
nego stopnia charakter skryptowy, czyli taki, ,(...) w ktérym nastepujace po sobie
wypadki sg $cisle ustalone i nie podlegaja lub podlegaja tylko w ograniczonym
zakresie kontroli ze strony rodzacej kobiety” (Budrowska 2000: 263). Susan Bordo
podkresla, jak niewielka kontrole nad wlasnym cialem odczuwajg kobiety w cza-
sie cigzy, podczas porodu oraz w okresie pologu, co jest szczegolnie zadziwiajace
w kulturze, gdzie cialo widziane jest jako twor plastyczny, ktdéry traktowany jest
jako sposob na wyrazanie siebie (Bordo 1993). Pozycja napisana przez Bordo zo-
stala co prawda wydana na poczatku lat dziewigédziesiatych, jednak tresci w niej
zawarte sg nadal aktualne.

Metodologia badan

W czedci poswigconej analizie materialu podjeto probe odpowiedzi na pytania:

- jaka jest sSwiadomos¢ dotyczaca cielesnosci kobiet cigzarnych w na temat cigzy,
porodu oraz pologu?

- czy powyzsze stany budza w kobietach jakies obawy?

- jak przekazy medialne ksztaltuja wyobrazenia kobiet o tym, co dzieje sie z cia-
tem w trakcie ciazy, podczas porodu i w okresie potogu?

Celem badania bylo wiec ustalenie jak - z perspektywy poloznej - wyglada
swiadomo$¢ cigzarnych kobiet wzgledem ich cial oraz okreslenie, z jaka narracja
mam do czynienia - o wydzwieku pozytywnym czy negatywnym.

Metoda, jaka zastosowano podczas zbierania materialu byl jakosciowy wy-
wiad poglebiony. Jest to rozmowa wykraczajaca poza spontaniczng wymiane
pogladoéw, wystepujaca w codziennych rozmowach i ,,przyjmujaca postac staran-
nego zadawania pytan i wystuchiwania odpowiedzi, w celu uzyskania catkowicie
zweryfikowanej wiedzy” (Kvale 2004: 18). W badaniach jakosciowych jest to jed-
na z najczesciej wybieranych i wykorzystywanych technik (Juszczyk 2013: 142).
Wywiady z poloznymi mialy charakter rozmowy standaryzowanej, co oznacza, ze
byty prowadzone wedlug przygotowanego wczesniej scenariusza, jednak zdarzato
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sie, ze ich kolejnos¢ byta zmieniana w trakcie rozmowy. Wywiady byly takze nie-
ustrukturyzowane, czyli zastosowane zostaly w wigkszosci pytania otwarte, na
ktére potozne mogly odpowiada¢ w dowolny sposéb, ktéry nie zostal im z gory
narzucony (Juszczyk 2013: 142). Kazda z kobiet, z kt6ra byta prowadzona rozmo-
wa zostala poinformowana o celu badania oraz wyrazita zgod¢ na nagrywanie
swoich wypowiedzi. Oznacza to, ze przeprowadzone wywiady byty jawne (Jusz-
czyk 2013: 142). Pytania umieszczone w scenariuszu zadawane byly w pewnej
kolejnosci. Dotyczyly one odczué, wyobrazen oraz swiadomosci kobiet, z ktérymi
polozne miaty do czynienia w swojej pracy zawodowej na temat — kolejno - ciazy,
porodu i potogu, a takze wptywu mediéw na obraz porodu i potogu, ktory zda-
niem potoznych ksztaltowany jest za ich posrednictwem.

Do wyboru respondentek zostat zastosowany celowy dobor proby. Jest to wy-
selekcjonowanie okreslonych przypadkéw z szerszej populacji (Flick 2009: 190).
Kryterium, jakie musialy spetni¢ respondentki byto czynne wykonywanie zawodu
poloznej. Staz pracy potoznych byt zréznicowany. Najkrotszy wynosit dwa lata,
najdluzszy dwadziescia osiem lat. Charakter pracy poloznych réwniez byt zréz-
nicowany:

- polozne $rodowiskowe: z ramienia danej przychodni odwiedzaly ,,miode”
mamy po porodzie w ich domach - tzw. patronaze,
- polozne na oddziatach potozniczych i porodéwkach przyjmujace porody

i opiekujace si¢ mama oraz dzieckiem zaraz po porodzie,

- polozne pracujace na oddziatach zwigzanych z patologia ciazy, gdzie z réznych
wzgleddw przebywaja kobiety, ktorych cigza nie przebiega prawidtowo,

- polozne prowadzace zajecia w szkotach rodzenia lub nawet bedace ich wlasci-
cielkami.

Kazda z respondentek miata doswiadczenie w przynajmniej dwdch wymie-
nionych wyzej obszarach, nawet jezeli staz pracy byt krotki. Wszystkie potozne
pracowaly w publicznych placéwkach zdrowia oraz niepublicznych szkotach ro-
dzenia na terenie Trojmiasta.

Przeprowadzono 11 rozmoéw, trwajacych $rednio 50 minut. Wywiady byly
prowadzone w miejscach wskazanych przez respondentki. W wigkszosci byly to
kawiarnie oraz restauracje na terenie Trojmiasta, jednak dwie z kobiet wyrazity
chec¢ odbycia rozmowy w miejscach ich pracy, przed rozpoczeciem swojej zmiany.

Kobieta w cigzy niczego si¢ nie boi

Ze stéw poloznych bioracych udzial w rozmowach wylania si¢ obraz kobiet,
ktére maja bardzo niewielka swiadomos¢ tego, co moze dziac si¢ z ich cialem
podczas cigzy. Kilka z poloznych biorgcych udzial w badaniu dokonalo podziatu
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cigzarnych na dwie grupy. Jedng z grup stanowig kobiety bardzo swiadome, czy-
tajace duzo literatury tematycznej, zwolenniczki porodu ,naturalnego”, zaanga-
zowanego. Wedlug jednej z potoznych do tej grupy nalezg kobiety, ktorych cigza
byta planowana. Druga grupa to kobiety, ktére nie maja $wiadomosci swojego
ciala, w skrajnych przypadkach podchodzac z obrzydzeniem do zmian w nim
zachodzacych. Wiekszo$¢ poloznych nie dzieli jednak pacjentek jednak na gru-
py, moéwiac wprost, ze swiadomos¢ dotyczaca ich cielesnosci podczas cigzy jest
bardzo niska. Jedna z potoznych nie faczy nawet znajomosci fachowej literatury
ze $wiadomoscia.

Zadna. MyfSle, ze wigkszo$¢ w ogéle nie przyklada do tego wagi. Dopiero jak uro-
$nie brzuszek, robia sie rozstepy, dopiero wtedy zaczynajg co$ zauwazad, ze cos jest
nie tak. Ze nie moga same wykona¢ depilacji, nie moga same zaja¢ sie dolnymi
czedciami swojego ciala, to wtedy do nich dopiero dociera, co sie stato. A tak to
w ogdle. [P2]

Gléwnie wiedza, Ze sie macica zaraz rozrosnie, no to brzuszek urosnie, moze si¢
piersi powiekszg i pokarm jeszcze beda mialy. A to, co si¢ dzieje dalej, czy w $rod-
ku, czy na zewnatrz, no to jest, bo jest. [P8]

Kilka z respondentek zwraca uwage na fakt, ze znaczna czg¢$¢ kobiet ,,nie faczy
przyczyn ze skutkami” [P1], to znaczy nie zdaja sobie sprawy, jakie procesy fizjo-
logiczne wplywaja na zmiany w ich wygladzie czy funkcjonowaniu.

One wiedzg, ze si¢ zle czuja, ale nie wiedzg, dlaczego. Majg zgage, ale nie wiedza,
dlaczego. [P2]

W opinii poloznych bioracych udzial w rozmowach, pacjentki w wigkszosci nie
boja si¢ cigzy, nie wykazuja przejawdw strachu ani leku. Sporadycznie, kiedy przy-
szta mama choruje na cukrzyce lub nadci$nienie pojawiaja si¢ obawy, jednak jest
to niewielki odsetek kobiet. Zdaniem respondentek wynika to przede wszystkim
z braku $wiadomosci na temat fizjologii podczas cigzy. Tylko jedna z potoznych
stwierdza, ze kobiety boja si¢ ciazy, ale ze wzgledu na kwestie takie jak wspar-
cie partnera, stabilno$¢ finansowa czy reakcja rodziny. Polozna twierdzi takze, ze
kobiety boja si¢ cigzy w momencie, kiedy jest to cigza zagrozona. Respondentka
mowi: ,boja sie o ciaze, o to, czy donoszg” [P4]. Narracja sugeruje, Ze pacjentka
nie boi si¢ o siebie i swoje cialo, ale swoje dziecko. Zdaniem badanej kobiety lek
wkrada si¢ dopiero na przelomie drugiego i trzeciego trymestru, ale jest to lek
przed porodem. Kolejna z respondentek zwraca uwage, ze u pacjentek pod ko-
niec cigzy wracaja ,leki egzystencjalne” [P3], z ktérymi miala do czynienia na
poczatku cigzy - ,jestem w cigzy, co to teraz bedzie” Inna respondentka uwaza,
ze pacjentki bojg sie, ale w kontekscie swojej atrakcyjnosci, a nie fizjologii. Zadna
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z poloznych nie definiuje strachu przed ciaza u swoich podopiecznych w wymia-
rze fizjologii.

Nie, nie. Boja si¢ porodu. Nie wiedzg, jak wiele niestety okropnych i strasznych
rzeczy ma prawo sie zdarzy¢ w trakcie cigzy, do tego stopnia, ze przeptyw tozysko -
dziecko - alkohol, to nie jest jasne, i dalej lampka wina, to jest klasyka gatunku. Nie
wiedzg... one po prostu sg w ciazy... i tyle. [P1]

Bardzo ciekawe wydaje sie, ze polozne definiujg kobiety jako pacjentki, pomimo
ze jako pacjenta definiuje si¢ zazwyczaj osobe chora. Szerzej na ten temat pisata
miedzy innymi Mildred Blaxter (2009). Juz na tym etapie analizy istotne jest to,
jak krytyczny stosunek majg polozne wzgledem $wiadomosci ciezarnych kobiet
odnosnie do ich cielesnosci.

Respondentki wymieniaja réznorodne czynniki, od ktérych zaleze¢ moze -
ich zdaniem - $wiadomos¢ kobiet dotyczaca ich cial w okresie cigzy, jednak z ich
wypowiedzi nie da si¢ wyszczegolni¢ zadnej wiekszosci. Potozne méwia o wieku,
srodowisku, wyksztalceniu, miejscu zamieszkania, wsparciu partnera oraz, czy
cigza byla planowana, a takze znajomosci tresci poradnikéw dotyczacych ciazy.
Na pierwszy plan nie wylania si¢ zaden z wymienionych elementéw. Czgs¢ re-
spondentek zwraca uwage, ze znajomosc¢ literatury dotyczacej przebiegu cigzy nie
jest zwigzana z poziomem $wiadomosci u pacjentek.

Ale w kazdym jest co innego. R6znig sie niestety. A potem jeszcze babcia, ciocia
powie co innego, kazda kolezanka, kazdy lekarz, kazda potozna i wtedy ona siedzi
i nie wie, co ma zrobi¢. [P2]

Wedlug stéw potoznych pacjentki wyobrazaja sobie cigze jako bardzo przyjemny
okres, nie zawsze majacy przelozenie na rzeczywistos¢. Wiadomo, ze kazda cigza
jest inna, za$ pacjentki mierza kazda z nich jedng miara.

No, pieknie, tak? One sobie w te cigze zajdg, beda sobie w tej cigzy chodzily i potem
urodzi dziecko, tak? Piekne i zdrowe, nie bedzie miata z tym zadnych ktopotéw. No
przeciez to jak w bajce, inne mamy tak maja, picknie wygladaja, to dlaczego ona
tak nie ma mie¢. No ogdt to tak jest. [P8]

No, ze bedzie maty brzuszek, ze troche przytyja, bo to naturalne. Brzuszek urosnie,
brzuszek si¢ schowa i tyle. [P2]

Kobiety majg wyobrazenie, ze ta cigza bedzie taka piekna. Ze to wszystko bedzie
takie jak w oazie. Cukierkowe, lukrowane... Na przyktad moja siostra teraz jest
w cigzy i ja ja podpytuje, co i jak na kazdym kroku i obserwuje, jak ona to odbiera.
I'jest nie tyle moze zrozpaczona, tylko... rozczarowana. Bo méwi, ze mialo by¢ tak
pieknie i wspaniale, a ona nie ma sil. Caly trymestr pierwszy przespala, nie miala
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na nic ochoty, wymiotowata, jes¢ nie mogta. Wymagata ONA opieki. A ona mysla-
ta, ze si¢ bedzie dobrze czuta, ze sobie wypocznie i psychicznie i fizycznie, a tutaj ja
zaskoczyta szara rzeczywisto$¢. [P4]

Poréd jako olbrzymie zrédto obaw

Polozne, z ktérymi byly prowadzone rozmowy twierdza, ze pacjentki raczej nie
maja $wiadomosci tego, co pod katem fizjologicznym dzieje sie z ich cialem
w trakcie porodu. Z narracji stworzonej przez polozne mozna wywnioskowa¢, ze
s3 to raczej skojarzenia niz $wiadomos¢. Wedlug stéw jednej z potoznych kobiety
chca troche odsung¢ od siebie odpowiedzialnos¢ za to, co sie z nimi bedzie dzia-
to - kobieta zachowuje si¢ w mysl zasady ,,dadza mi cos, zrobia mi co$” [P3]. Tak,
jakby starala sie podporzadkowa¢ personelowi medycznemu. O tym, ze porad-
niki dotyczgce cigzy oraz porodu pisane s3 takim jezykiem, ktory stara si¢ pod-
porzadkowa¢ kobiete i uprzedmiotowi¢ ja w jakims zakresie pisala Marina Sbisa
(1996). Z narracji poloznych wynika, ze tresci zawarte w literaturze maja swoje
przelozenie na nastawienie kobiet do aktu porodu odbywajacego sie w szpitalu.
Z przeprowadzonych rozméw wytania si¢ wyraznie narracja mowigca o modzie
na cesarskie cigcie wsrdd kobiet rodzacych. Znaczna czg$¢ potoznych moéwi o na-
silajgcym sie zjawisku ,,cesarki na zyczenie” [P1, P2, P4, P5, P6, P7, P11]. O wzro-
$cie liczby kobiet, ktore prosza o taki sposob porodu pisano juz wczesniej, jednak
badania dotyczyly Szwecji (Niminen, Stephansson, Ryding 2009). Tymczasem,
wedtug respondentek zjawisko to nasila si¢ rowniez w Polsce. Pacjentki maja pro-
si¢ o wykonanie cesarskiego ciecia w obawie przed bdélem porodowym, ktérego
doswiadczaja. Niepokojace wedtug potoznych jest to, jak bardzo pacjentki zdaja
sie nie utozsamia¢ wyzej wymienionego zabiegu z zabiegiem operacyjnym. Jedna
z poltoznych twierdzi, ze kobiety odnosza si¢ do cesarskiego cigcia jak do zabiegu
kosmetycznego, nie zdajac sobie sprawy z powiklan [P5].

Decyduja si¢ na cigcie [cesarskie] i nie majg $wiadomosci tego, jak to bedzie wygla-
dalo po. Ze to nie bedzie takie kolorowe i pigkne, ze beda lezaty w 16zku, ze dziecko
bedzie lezalo, a ona nie ma sily si¢ sama sobg zaja¢, a co dopiero jeszcze dzieckiem,
ze ona wymaga opieki, a dziecko jeszcze dodatkowo, tak? Ona chce juz si¢ wykazaé
jako matka, a nie moze si¢ wykaza¢ w opiece nad samg soba. [P4]

Z pewnoscig jednak nie jest to kwestia tylko obawy przed bélem, jak sugeruja
potozne. Znaczacy wplyw na decyzje o cesarskim cieciu moga mie¢ takze takie
czynniki jak obawa przed pogorszeniem si¢ zycia intymnego po porodzie na-
turalnym, chec¢ ,,oddania” czesci odpowiedzialnosci osobie, ktora przeprowadza
zabieg czy obawa przed sprostaniem tak duzemu wysitkowi fizycznemu. Potozne,
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z ktérymi rozmawiano, zdaja si¢ nie zwraca¢ uwagi na czynniki inne niz strach
przed bélem porodowym.

Jedna z respondentek zwraca uwage na fakt, ze zaréwno kobiety, jak i mez-
czyzni — ktorzy coraz czgsciej decyduja sie na uczestnictwo w porodzie w roli to-
warzysza swojej partnerki — ,,zbieraja informacje przez cale zycie” [P6], a znaczna
cze$¢ dyskursu porodowego dotyczy bélu oraz cierpienia. Adrianne Rich pisze:
»(...) bl porodowy zajmuje w zyciu kobiet i w ich relacjach - jako matek i po
prostu istot ludzkich - szczegdlng, centralng pozycje w odniesieniu do innego
rodzaju bolesnych do$wiadczen” (2000: 227). Autorka podaje takze przyklady za-
czerpniete z literatury pigknej, w ktorej opisy porodéw bywaja bardzo drastyczne,
a czasem konczg sie nawet $miercig kobiety (Rich 2000: 234-236). Rich przytacza
takze stowa Grantly Dick-Read’a, ktéry opisywat swoje doswiadczenia, twierdzac,
ze kobieta przez cale swoje Zycie slyszy o cierpieniu kobiet w trakcie porodu, a je-
zeli widziala go na wtasne oczy - tym gorzej dla niej (Rich 2000: 233). Zgadza
sie rowniez to, ze o doswiadczeniach kobiet odno$nie do ich porodéw moéwi sie
raczej malo lub wcale. Nie dlatego, ze matki nie chcag méwi¢, ale dlatego, ze nikt
ich o to nie pyta (Kltonkowska, Gajewska 2015: 47).

Kobiety boja si¢ porodu — potwierdzaja to wszystkie respondentki biorace udziat
w badaniu. W duzej mierze obawiaja si¢ bolu zwigzanego z przyj$ciem dziecka na
swiat. Wedlug respondentek wplyw na ksztaltowanie sie takich skojarzen bierze si¢
z informacji, ktore docierajg do nich réznymi kanatami komunikacji.

No przede wszystkim wszyscy opowiadaja. Wiadomo, jezeli kobieta zachodzi
w ciaze, to ma tysigce ludzi dookola siebie, ktorzy bardzo chetnie opowiadaja
o swoich porodach, a sg to opowieéci czasami z broda, takie bardzo. Czytaja...
teraz dostepno$¢ wiedzy w Internecie, doktorze Google i czatach, i na youtubach,
i wszedzie jest bardzo duza. [ uwazam, ze jest to bardzo niedobre, bo dowiaduja sie
rzeczy, ktdre same sobie potem interpretuja. [P2]

Czes¢ potoznych mowi takze, ze istnieje niemaly odsetek pacjentek, ktore przeko-
nane s o cigglosci bolu w trakcie porodu. Nie utozsamiaja bolu ze skurczem, ale
z porodem generalnie. Ze wzgledu na to, ze skojarzenia z porodem s tak silnie
negatywne, respondentki méwig o rownie negatywnych wyobrazeniach kobiet na
temat tego, jak przebiega pordd. Z narracji poloznych wylania si¢ obraz dwoch
gléwnych wyobrazen. Pierwsze z nich to ogromny bdl, ktéremu rodzace kobiety
nie beda w stanie sprosta¢, drugi to bardzo dtugi czas porodu.

Ze przez 16 godzin beda nabieraly powietrza i parly i ze przez 16 godzin gléwka
bedzie wychodzié. One sie boja, ze urodzg w domu, bo zlapie je pierwszy skurcz
ijuz beda rodzi¢. Sg w ogoéle przerazone, ze im p6jda wody w miejscu publicznym.
Strumieniem. To jest przerazajace. Ze moze wody p6jda gdzies bokiem, a nie ma
takiej mozliwos$ci. [P1]
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Strach przed porodem umotywowany jest wedlug potoznych réwniez znalezieniem
sie w zupelnie nowym dla siebie miejscu i sytuacji oraz nieznajomoscia ludzi, kto-
rzy beda kobiete gotowa do porodu otacza¢. Pacjentki obawiajg sie takze, na jaka
polozna trafig. Ponizszy cytat to stowa jednej z respondentek, ktdra probuje wezué
sie w sytuacje swoich pacjentek i wymienia, co wprawia je w tak ogromna obawe.

Czy bedzie mila, czy nie bedzie mifa. Na kogo trafie. Czy bedzie krzyczala, czy
bedzie miata pretensje, czy zaakceptuje mnie, czy nie, czy bedzie wspdtpraca odpo-
wiednia, czy tez nie. Czy mnie ta potozna zaakceptuje, czy nie. [P4]

O ograniczeniu cielesnosci, ktére moze by¢ jednym z elementéw wywotujacych
obawe u kobiet, pisze migdzy innymi Erving Goffman (2011: 52), a takze Michel
Foucault (2009). O tym, ze szpital dla kobiet rodzacych dzieci wydaje si¢ miejscem
zimnym i obcym pisze Budrowska (2000: 255). Nalezy pamigtac, ze strach przed
nowym, zupelnie nieznanym miejscem oraz ludzmi jest jak najbardziej zasadny
i podczas oceny reakcji motywowanych strachem u kobiet rodzacych nalezy bra¢
pod uwage powyzsze czynniki, o ktérych niewiele poloznych zdaje si¢ pamigtac.
Wyobrazenia porodu wigza si¢ ze strachem. Obawy i leki wydaja si¢ nasila¢
do tego stopnia, ze strach zwigzany z porodem jest czesto dla cigzarnej paralizu-
jacy i przybiera posta¢ leku. Nalezy wyraznie podkresli¢, Ze z pewnoscia nie jest
tak w kazdym przypadku. Same polozne moéwia o kobietach, ktére porodu si¢
boja, ale ich wyobrazenia nie sg tak silnie skorelowane ze strachem lub ich lgki
s3 bardzo niewielkie, co przeklada si¢ na zmniejszenie sily negatywnych wyobra-
zen taczacych sie z porodem. Mimo tego — zdaniem potoznych - znaczng czesé
pacjentek stanowia kobiety, ktorych obawy przed - przede wszystkim - bdlem sa
bardzo silne i maja one wplyw na to, w jaki sposéb sa budowane ich wyobrazenia.

(Nie)obecnos¢ ciala w potogu

Zgodnie z narracja tworzong przez polozne, poldg jest okresem, ktérego pacjent-
ki nie boja sie oraz wokét ktdrego nie narastajg zadne wyobrazenia. Respondentki
uwazajg, ze wynika to z faktu bardzo niskiej $wiadomosci ciata w tym okresie.
Wypowiedzi poloznych biorgcych udzial w badaniu mozna podzieli¢ na takie,
ktore sugerowaly nie§wiadomos¢ ,,mtodych” mam w kwestii tego, ze istnieje taki
okres jak potdég - co wydaje sie bardzo nieprawdopodobne - oraz takie, ktore
dawaly do zrozumienia, ze swiadomo$¢ obecnosci okresu pologu istnieje wsrod
kobiet, jednak nie potrafig go w zaden sposob scharakteryzowac i nie zdaja sobie
sprawy, czego powinny si¢ w tym czasie spodziewa¢. Wedtug respondentek kobie-
ty sa zdecydowanie bardziej zainteresowane opieka nad dzieckiem niz zmianami
zachodzacymi w ich organizmie.
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Na pytanie, czego chca si¢ dowiedzie¢ o okresie po ciazy, 90% moéwi, Ze chciatyby
wiedzied, jak pielegnowac dziecko. [P3]

Dla wielu kobiet potég mialby by¢ w opinii potoznych sprowadzony do opieki nad
dzieckiem, a ich obawy wynikaja z tego, ze moglyby sobie nie poradzi¢. Duza licz-
ba kobiet ma nie zdawac sobie sprawy z tego, ze po porodzie brzuch nie wraca od
razu do takiego stanu, jak przed cigza: ,Wydaje im sig, Ze urodzg i wszystko mija”
[P6]. Kobiety obawiaja si¢ rowniez braku akceptacji ze strony partnera.

Im sie wydaje, Ze one urodza, po godzinie brzuch si¢ wciagnie i znowu beda pigkne
i mtode. Nie biorg pod uwagg, ze skoro w cigzy byly przez 9 miesiecy, to jest proces
i musi potrwac. A to wszystko tez zalezy. Od rozciagliwosci skdry i tak dalej i tak
dalej. I czgsci to zostaje. I wtedy dopiero szukaja pomocy. Jaki$§ paséw uciskowych,
jakis fitnessow, a niestety nie wszedzie to pomoze.

One czekajg, kiedy ten brzuch si¢ wstapi, kiedy ta skora... ogladajg si¢ i niestety,
co jest duzym bledem, dyskutuja na ten temat z partnerem, czego robi¢ sie nie po-
winno, bo jezeli my komu$ non stop nakreslamy swoje wady, to ten ktos je w koncu
zauwazy. Gdzie przedtem nie mial o tym zielonego pojecia. I wtedy sie zaczyna my-
$lenie u mezczyzny, co sie z ta kobietg stalo, a to ona mu to wmowita sama. [P2]

Nalezy zaznaczy¢, ze obecno$¢ tego rodzaju obaw jest w pelni uzasadniona. Po-
jawienie sie zupelnie nowej sytuacji zwigzanej z opieka nad czlowiekiem, ktory
nie potrafi komunikowac swoich potrzeb i jest calkowicie zalezny od drugiego
czlowieka moze budzi¢ lek badz strach. Z kolei powrdt do wagi sprzed cigzy oraz
akceptacja partnera wigzg si¢ bezposrednio z obawami o wlasng cielesnos$¢ i réw-
niez wydaja sie by¢ uzasadnione.

Whiosek, jaki nasuwa si¢ po przeanalizowaniu narracji stworzonej przez po-
tozne jest taki, ze pacjentki nie majg wyobrazen dotyczacych ich ciat w potogu ze
wzgledu na to - co zostalo wcze$niej nadmienione - Ze ich §wiadomos¢ dotyczaca
istnienia tego okresu jest niewielka, wiec w ksztaltowaniu wyobrazen zabrakto
tego jednego z elementow, ktory pozwala na ich tworzenie. Ze stéw respondentek
wynika, ze pacjentki posiadaja obawy dotyczace wygladu - a nie funkcjonowania
- ich cial. Majg wobec swojego wygladu pewne oczekiwania i obawiajg si¢, ze nie
zostang one spelnione.

Ze piersi beda mialy wieksze, czyli takie jak mialy w cigzy, takie tez zostang. Ladne,
duze. Na pewno potrafig nie wiedzie¢, ze do szpitala powinno sie zabra¢ ubrania
z cigzy. Potem maz przynosi spodenki i klops. [P1]

Jak juz wspomniano, $wiadomos¢ dotyczaca przebiegu pologu nie jest jedynym
elementem, na podstawie ktérego kobieta moze uksztaltowac swoje wyobrazenia
odnosnie do tego okresu. Wplyw ponownie maja przekazy medialne czy rozmo-
wy w domach rodzinnych, a takze z innymi kobietami. Nawet, jezeli nie stwierdza
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sie obecnosci potogu w dyskursie publicznym, to trudno przyjaé, ze wyobrazenia
odnosnie do tego czasu miatyby zosta¢ zbudowane tylko na jednym elemencie,
wymienianym przez respondentki.

Udzial mediow w ksztaltowaniu wyobrazen
o cigzy, porodzie i potogu

Zdaniem potoznych, ktore wziety udzial w badaniu, media maja ogromny wplyw
na ksztaltowanie wyobrazen przyszlych mam na temat ich ciat w okresie ciazy,
podczas porodu oraz w okresie pologu. Nie jest to bynajmniej wpltyw pozytyw-
ny. Respondentki jako przyklady negatywne wymieniajg miedzy innymi zawsze
dobrze si¢ czujace i promienne ciezarne w filmach oraz serialach; uproszczony,
przerysowany i nie do konca wiernie pokazany pordd, rowniez w filmach i seria-
lach. Wedtug potoznych obrazy te sa po pierwsze nie pelne, a po drugie nie oddaja
prawdy. Jako przyklad moze postuzy¢ obraz kobiet, ktére od razu po pierwszym
skurczu zaczynajg rodzi¢. Obecne jest takze mndstwo krzyku ze strony rodzacej
kobiety. Wedlug potoznych skutkuje to przekonaniem, ze podczas porodu nalezy
krzycze¢. Jedna z respondentek przytacza ponizszy przyklad:

Miatam taka rodzaca pacjentke. No i ona lezy i krzyczy, a ja siedze przy niej i trzy-
mam jg za brzuch. No i czuje, kiedy ona ma skurcz, a kiedy nie. A ona stale krzyczy.
No to ja si¢ pytam, dlaczego pani krzyczy, przeciez nie ma pani teraz skurczu. Ona
tak zgtupiata troche i méwi do mnie, ze: no ale na filmach zawsze krzycza. [P5]

Polozne méwig takze o coraz popularniejszych ich zdaniem programach poka-
zujacych, jak wyglada pordd. Nie buduje to ich zdaniem $wiadomosci kobiet, ale
falszywe przekonania o porodzie.

W kwestii falszywych wyobrazen o potogu potozne obarczaja wing usmiech-
niete, zadowolone i wyspane mamy z reklam telewizyjnych, ktorych wyglad nie
ma z reguly nic wspolnego z wygladem $wiezo upieczonej mamy. Czes¢ kobiet
moéwi takze o ,celebrytkach” i wplywie, jaki majg one na pozadany wizerunek
kobiety, ktéra dopiero urodzita swoje dziecko.

Mysle, ze media pod katem gwiazd. Bo one wszystkie majg $wiadomos¢, kiedy
ktdra urodzita i kiedy wrdcita do pracy. I one nie majg $wiadomosci, ze te gwiazdy
zostawiajg dzieci z nianiami, ze z mlekiem modyfikowanym idg do roboty, dlatego
kazda matka zaklada, ze zaraz bedzie atrakcyjna, szybko schudnie, zaraz bedzie
super seksi mama, a do tego to ona by chciata jeszcze karmi¢ piersig i mie¢ troche
czasu dla siebie. Wigc media robia naprawde bardzo duzo zlego. [P10]
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Jedng z podstawowych zasad medioéw jest to, ze sa nos$nikiem informacji
(Winctawska, Brodzinska 2010: 80). Sg one takze no$nikiem wytwarzanych kul-
turowo przekonan i stereotypow (Szmalec 2004: 45). Na powyzszych przykla-
dach wida¢ wyraznie, ze mass media majg wptyw nie tylko na ksztaltowanie oraz
przekazywanie wizerunku kobiety atrakcyjnej, o czym pisato wielu autoréw oraz
autorek (Malecka 2008; Lyszkowska 2009: 177-188; Starzomska, Butawska 2010:
195-219), ale takze na ksztaltowanie wizerunku kobiety jako matki i jej matczy-
nego ciafa.

Whioski

Przeprowadzone rozmowy pozwolily na wyodrebnienie pewnej narracji, w kto-
rej respondentki — polozne — wypowiadaly sie na temat swiadomosci, wyobrazen
oraz obaw kobiet bedacych w cigzy. Wedlug nich §wiadomos¢ kobiet dotyczaca
ich cielesnosci w trakcie cigzy, porodu i potogu jest bardzo niska. Powoddéw takie-
go stanu rzeczy, o ktorych moéwia respondentki, mialoby by¢ kilka. Po pierwsze,
obecno$¢ mnogosci zrodel réznigcych sie miedzy soba ze wzgledu na przekazy-
wane tresci. Kolejne to brak jednego autorytetu, do ktérego kobieta moglaby sie
zwroci¢ z kazdym pytaniem; brak edukacji seksualnej w szkotach; wymienianie
miedzy soba tylko tych negatywnych doswiadczen. Ciekawe wydaje sig, ze wiek-
sz0$¢ poloznych pytana o swiadomos¢ kobiet wzgledem ich cial skupiata sie na
tym, czego ich pacjentki nie sa $wiadome, a nie na tym, czego s3 swiadome. Taki
schemat powtarzal si¢ przy czesci rozmowy dotyczacej zaréwno ciazy, jak i po-
rodu oraz pologu. Czesé¢ potoznych wypowiadata si¢ bardzo surowo i krytycznie
wzgledem $wiadomosci swoich podopiecznych, cz¢sé¢ jednak ttumaczyla matg ich
zdaniem $wiadomos¢ ,nadmiarem wrazen” zwigzanych ze znalezieniem si¢ w no-
wej sytuacji. Kobieta zostajaca ,,pacjentky” szpitala w momencie rozpoczecia si¢
skurczy porodowych, wedlug czesci potoznych, jest osoba malo swiadoma, gdyz
nie wie, jak przebiegaja fazy porodu i nie potrafi rozpozna¢ konkretnego rodzaju
skurczu, wedtug czgsci ma prawo tego nie wiedzie¢ lub nie pamieta¢, gdyz znajdu-
je sie w nowym dla siebie srodowisku, nowym otoczeniu, z obcymi ludzmi, przez
ktérych moze zostac przyjeta na rozne sposoby. Polozne uwazaja, ze $wiadomos¢
kobiet jest do$¢ niska (tylko jedna z respondentek okreslila ja jako wystarczajaca),
jednak rdéznig si¢ nastawieniem do ppodopiecznych. Mozna by je podzieli¢ na
dwie grupy - te, ktore uwazaja, ze kobieta powinna wiedzie¢, co sie z nig dzie-
je i jak wszystko przebiega bez wyjatku, oraz te, ktore twierdza, ze przynajmniej
w sytuacji porodu kobieta ma prawo czuc si¢ zdezorientowana i jest oczywiste, ze
nie pamieta wszystkiego, aczkolwiek wiele zalezy od jej nastawienia: ewentualnej
roszczeniowosci, krzykow oraz stopnia wspolpracy.
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Faktem jest, ze swiadomos¢ kobiet moze by¢ rzeczywiscie niska. Edukacja sek-
sualna w Polsce nie jest prowadzona w ogole lub jest prowadzona na bardzo niskim
poziomie, przez osoby niekompetentne (Bieniko, Izdebski, Waz 2016) czy zaangazo-
wane ideologicznie, a takze za pomocg podrecznikow, ktdre przedstawiajg wiedze
w sposob bardzo stronniczy, gléwnie sprzyjajacy ideologii Kosciota katolickiego
(Chomeczynska-Miliszkiewicz 2002: 15-20). Jest to jednak tylko jeden z wielu ele-
mentow, ktére moglyby budowa¢ swiadomos¢ kobiet odnosnie do ich cielesnosci
w tym okresie zycia. Zadaniem poloznej jest uczestnictwo w zyciu kobiety na kaz-
dym jego etapie, nie tylko w czasie zwigzanym z urodzeniem dziecka. Powinna ona
towarzyszy¢ juz dziewczynkom w okresie dojrzewania. W tym momencie nasuwaja
sie dwa pytania: po pierwsze, czy faktycznie polozne s3 dostepne dla kobiet — nie
tylko w $wietle ustaw, ale takze praktyki — oraz czy kobiety zdaja sobie sprawe z tego,
ze maja mozliwo$¢ zwrdcenia si¢ do poloznych takze w okresach niezwigzanych
z cigza, porodem oraz pologiem. Niewatpliwie, ogromna role w ksztaltowaniu swia-
domosci dotyczacej kobiecego ciata odgrywaja przekazy medialne. Obrazy prze-
kazywane przez media sg czesto nieprawdziwe oraz przejaskrawione, co wplywa
negatywnie na wyobrazenia, jakie moga ksztaltowac sie pod ich wplywem. Formu-
tujac wszystkie wnioski zawarte w tekscie, nalezaly pamigta¢, ze o $wiadomoéci cia-
ta nie wypowiadaja si¢ same kobiety ci¢zarne, ale osoby sprawujace nad nimi opieke
medyczna, dla ktérych pewne fakty sa oczywiste. By¢ moze poloznym ciezko jest
przyja¢ punkt widzenia kobiety, ktéra obawia si¢ nie tylko o swoja cielesnosc, ale
takze nienarodzone jeszcze dziecko oraz to, jak jej zmieniajace si¢ cialo wplynie na
relacje intymne z partnerem a takze — zapewne — mndstwa innych rzeczy. Nieba-
nalne znaczenie ma réwniez fakt, ze dla potoznych szpital jest miejscem znanym,
niewywolujacym w nich poczucia obcosci. Dla kobiet, ktdre przyjechaty do szpita-
la urodzi¢ swoje dziecko jest to miejsce nowe, ograniczajace ich cielesng wolnos¢.
Narracja, jaka zostala utworzona przez polozne biorgce udziat w badaniu, wydaje
sie nie zawiera¢ tych wszystkich elementéw, a punkt widzenia potoznych jest dos¢
wybidrczy. Narracja budowana jest z punktu widzenia poloznej — kobiety majacej
wyksztalcenie medyczne, bardzo duzg §wiadomos¢ zmian zachodzacych w ciele
a takze majacych wplyw na funkcjonowanie kobiecego organizmu. Wiekszo$¢ -
chociaz nie wszystkie — respondentek nie wzigla pod uwage obaw, jakie w kobietach
moze budzi¢ to, co nieznane. A nieznane jest wszystko, czego si¢ do tej pory nie
przezylto, nawet jesli wczesniej siegneto sie do fachowej literatury lub wymienilo
doswiadczenia z kobietami, ktdre poréd majg juz za sobg. Calo$¢ narracji stwo-
rzonej przez respondentki mozna okredli¢ jako negatywna oraz bardzo krytyczna
wzgledem cigzarnych, na co zwrdcono uwage juz na wczesniejszym etapie artykutu.
W swoich wypowiedziach polozne nie biorg pod uwage wszystkich elementéw mo-
gacych wywotywac obawe u kobiet, a co za tym idzie: wydaje sie, ze przedstawiaja
one do$¢ uproszczony obraz przyszlej mamy.
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Pozostaje mie¢ nadzieje¢, ze tekst ten stanie si¢ przyczynkiem do badan nad
relacjami kobiet z potoznymi, ktérych wyniki moglyby okaza¢ sie bardzo intere-
sujace i mie¢ przelozenie na faktyczna sytuacje. Na tym etapie wydaje sie, Ze naj-
wazniejszymi wnioskami plynacymi z niniejszej pracy jest koniecznos¢ zmiany
podejscia do kobiet ze strony potoznych oraz edukacja mlodych kobiet, majaca na
celu uséwiadamianie ich o kazdym aspekcie ich cielesnosci, nie tylko tej zwiazanej
z posiadaniem dziecka. Edukacja mlodych kobiet powinna takze zwraca¢ uwage
na to, ze kobieta moze zwrdcic si¢ do poloznej na kazdym etapie swojego zycia,
a nie wylacznie podczas okresu zwigzanego z rozwojem dziecka, jego narodzina-
mi a nastepnie wczesnej opieki nad nim.
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Rozumienie pojecia zdrowia.
Program edukacyjno-wychowawczy

W tekscie po przegladzie podstawowych sposobdéw rozumienia poje¢ zdrowia i choroby,
prezentuje wyniki wybranych badan dotyczace postrzegania zdrowia w Polsce w réznych
grupach spotecznych. Wazny jest sposdb rozumienia zdrowia wsréd populacji oséb do-
rostych, gdyz to one petnigc role rodzicéw, pracownikéw ochrony zdrowia, nauczycie-
li i wychowawcow, przekazuja go dzieciom. Stawiam teze, ze jesli rozumienie zdrowia
lub choroby jest pozytywne, dzieci wzrastajac w takim ich - pozytywnym - pojmowaniu,
majg szanse wypracowa¢ nie tylko wlasne, autonomiczne rozumienie zdrowia. Ale row-
niez majg szanse przyjac je nie jako zjawisko dane z gory, ale takie, ktdre si¢ samemu co-
dziennie stwarza i traktuje jako warto$¢, o ktérg mozna i nalezy dba¢. Z kolei negatywne
pojmowanie zdrowia odwoluje si¢ do leku o nie i do niepewnosci jaki jest stan naszego
organizmu. Tekst konczy propozycja takiego sposobu prowadzenia zaje¢ z zakresu eduka-
¢ji zdrowotnej, ktory umozliwia dzieciom w kazdym wieku ,,zmierzenie si¢” z pojeciami
zdrowia i choroby. Udzial w takich zajeciach sprzyja wiekszej swiadomosci zdrowotne;j
indywidualnej i spotecznej. Daje poczucie sprawstwa w indywidualnym Zyciu i wspétod-
powiedzialno$ci w zyciu spolecznym.

Slowa klucze: rozumienie pojecia zdrowia, spoleczenstwo polskie, edukacja

Understanding the concepts of health

In this article, after having discussed the main ways of understanding the concepts of health
and illness, I present the results of the selected research projects concerning the viewing of
health among different social groups in Poland. What is important is the way of understand-
ing health among the adult population since it embraces individuals who play the roles of
parents, medical care workers, teachers and pedagogues whose duty is to educate children.
My point is that, if the understanding of health or illness is positive, children being raised
in that spirit have a chance not only to establish their own, autonomous concept of health,

! UMK Collegium Medicum; hanna.kostylo@cm.umk.pl.
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but also to perceive the phenomenon of health not as something “given from above’, but as
something which is constructed on an everyday basis and considered as a value which can
and should be cared for. The negative understanding of health, on the other hand, refers to
the fear for health and to the uncertainty which the state of ones organism is. The article
ends with a proposal of running the lessons of health education in a way that would allow
children of any age to face the concepts of health and illness. Taking part in that kind of les-
sons encourages a deeper health consciousness, both individual and social. It also gives the
sense of agency in individual life and of co-responsibility in social life.

Key words: understanding the idea of health, polish society, education

Pedagogika, korzystajac z dorobku innych dziedzin wiedzy, pozwala rozumie¢
procesy wzrastania i wrastania w spoleczenstwo, modelowac je i stymulowac¢. Nie
znamy dokfadnego przepisu na wychowanie i wyksztalcenie ludzi madrych oraz
swiadomych siebie i otaczajacego $wiata, ale jestesmy w stanie da¢ pewne wska-
zowki ku temu.

Kazdy z nas bardzo wczesnie dowiedzial sie, co to znaczy zachorowac. Jako
dzieci przechodzimy swoja pierwsza chorobe, bez $wiadomosci, co to dla nas i dla
innych znaczy. Odczuwamy nowe, chorobowe sygnaly z ciala oraz zauwazamy
reakcje otoczenia na nasze odmienne zachowanie. Przy kazdej nastepnej chorobie
modyfikujemy, jak réwniez utrwalamy swoje rozumienie sytuacji wlasnej choro-
by. Nabywamy spofecznej umiejetnosci znalezienia sie w chorobie pod wpltywem
ciaglej relacji swoich potrzeb, wyobrazen i odczu¢ z oczekiwaniami i zachowania-
mi plyngcymi ze srodowiska spotecznego. Sytuacja choroby przewleklej powodu-
je zintensyfikowanie tych doswiadczen, gdyz wymiar czasowy wyzdrowienia jest
nieznany lub wyzdrowienie jest niemozliwe.

Wrastamy jako dzieci w okreslony sposéb chorowania i podejscie do zdrowia,
panujace w naszym bezposrednim $rodowisku. Najpierw rodzinnym, a potem ré6-
wiesniczym i szkolnym, caly czas réwnolegle z instytucjonalnym $rodowiskiem
ochrony zdrowia (od porodu poprzez szczepienia obowigzkowe, wizyty patro-
nazowe, bilanse, badania diagnostyczne, porady zdrowotne i wizyty kontrolne).
Sposéb podejscia tych $rodowisk do zjawisk zdrowia i choroby umozliwia nam
w trakcie rozwoju osobniczego poznanie i przyjecie rozumienia, czym jest zdro-
wie, a czym choroba. Na podstawie przejetego z zewnatrz rozumienia ksztaltuje
sie, wraz ze stopniowa krystalizacjg tozsamosci, wlasna definicja zdrowia w ogoéle
i czym ono jest dla nas w odniesieniu do naszego organizmu. Rozumienie tego
pojecia nigdy nie zastyga, lecz wraz z poszerzajaca si¢ wiedzg oraz pojawiajacy-
mi si¢ doswiadczeniami i odczuwang kondycja wtasnego organizmu i psychiki
zmienia sie, a nawet konstruuje od nowa, na przyklad w przypadku wystapienia
choroby przewleklej po doswiadczeniu zycia w zdrowiu.
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W duzej mierze rozumienie poje¢ zdrowia i choroby decyduje o podejsciu do
wlasnego ciala i sposobu dbania o siebie. Doswiadczamy tego w szczegdlnosci
w sytuacjach trudnych, jak wystgpienie powaznej choroby. Przyjmuje - na uzy-
tek tych rozwazan - ze pojecia zdrowia i choroby sa kluczowe dla rozumienia
przez cztowieka swojej sytuacji w chorobie, dla rozumienia stosunku czlowieka
do funkcjonowania wlasnego organizmu.

Zaktadam, ze w naszej kulturze, ktéra wyprodukowala i ciggle utrwala dzie-
cinstwo jako okres rozwoju dopiero przygotowujacy do prawdziwego, doroste-
go zycia, dzieci nie majg mozliwosci indywidualnego wypracowania rozumienia
podstawowych pojec z zakresu edukacji zdrowotnej. Rozumienie tych pojec przez
dzieci jest w duzej mierze bezkrytycznie przejete od dorostych z najblizszego $ro-
dowiska spotecznego.

W tekscie, po przegladzie podstawowych sposobéw rozumienia poje¢¢ zdrowia
i choroby, prezentuje wyniki wybranych badan tej kwestii w Polsce. Analizuje,
jak jest postrzegane zdrowie w wybranych grupach spotecznych oséb dorostych
w Polsce. Zaktadam, ze sposéb definiowania zdrowia i choroby $cisle taczy sie
z zachowaniami zdrowotnymi dorostych oraz ze oba te wymiary sa przekazywane
dzieciom. Stawiam teze, iz — jesli rozumienie zdrowia lub choroby jest pozytyw-
ne - dzieci wzrastajac w takim ich pojmowaniu majg szans¢ wypracowac nie tylko
wlasne, autonomiczne rozumienie zdrowia, ale réwniez przyja¢ je nie jako zja-
wisko dane z gory, ale takie, ktdre si¢ samemu codziennie stwarza i traktuje jako
warto$¢, o ktéra mozna i nalezy dba¢. Pozytywne rozumienie zdrowia wyzwala
nasze zainteresowanie tg problematyka i pozytywng aktywnos¢ na rzecz utrzyma-
nia zdrowia. Z kolei negatywne pojmowanie zdrowia odwoluje si¢ do lgku o nie
i do niepewnosci, jaki jest stan naszego organizmu. Moze to skutkowa¢ gotowo-
$cig do czestszego wykonywania badan diagnostycznych i poszukiwania odchylen
w funkcjonowaniu ciala. Chcac utrzymacé zdrowie zabezpieczamy si¢ przed cho-
robg, poszukujac jej objawow, zanim bedzie za pdzno.

Pojecie kompetencji spotecznych obejmuje szerokg game zjawisk dotyczacych
sprawnego i skutecznego realizowania si¢ w kontaktach miedzyludzkich (Sek
1988; Skarzynska 1981) czy tez trafnego przetwarzania informacji o charakterze
spolecznym (Strelau 2000; Necka 2003). Terminy bliskoznaczne spotykane w lite-
raturze przedmiotu i stosowane wymiennie to: inteligencja spofeczna, umiejetno-
$cilub zdolnosci spoteczne, inteligencja emocjonalna, zdolnos¢ wywierania wply-
wu na innych (Argyle 1998, 2002). Szerokie znaczenie kompetencji spolecznych
obejmuje wiedze spoleczna, umiejetnosci spoleczne i odpowiedzialno$¢ spotecz-
ng, ktoére pozwalaja na osigganie celéw spotecznych i jednostkowych. W niniej-
szych rozwazaniach traktuj¢ pojecie kompetencji spotecznych jako odnoszace sie
zaréwno do spolecznych, jak i poznawczych umiejetnosci jednostki, ktére pozwa-
lajg jej na odpowiednie przystosowanie si¢ do srodowiska spotecznego w obliczu
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choroby, czyli przejawianie akceptowalnych zachowan z jednoczesna dbaloscia
o wlasne potrzeby i wlasng autonomie.

W niniejszym tekscie proponuje i analizuje pewien sposéb prowadzenia za-
je¢ z zakresu edukacji zdrowotnej, ktéry umozliwia dzieciom w kazdym wieku,
w zaleznosci od ich mozliwosci poznawczych, ,,zmierzenie si¢” z pojeciami zdro-
wia i choroby. Udzial w takich zajeciach sprzyja wiekszej swiadomosci zdrowot-
nej indywidualnej i spotecznej. Daje poczucie sprawstwa w indywidualnym zyciu
i wspdétodpowiedzialnosci w zyciu spotecznym.

Pojecie zdrowia

Zdrowie czlowieka jest w naszej kulturze wartoscig pozytywna, jest cenne dla jed-
nostek i wspolnot. Wszystkie rozwinigte ekonomicznie spofeczenstwa nalezace do
tak zwanej cywilizacji zachodniej dbajg o zdrowie swoich obywateli, organizujac
podstawowg profilaktyke zdrowotna i leczenie. Ochrona zdrowia organizowana
przez panstwo bezposrednio lub poprzez inne agendy jest oparta — w co najmniej
podstawowym wymiarze — na zasadzie solidaryzmu spolecznego. Wspdtod-
powiedzialno$¢ obywateli umozliwiaja powszechne, panstwowe ubezpieczenia
zdrowotne, mozliwe na bazie wspolnie podzielanego przekonania, ze zdrowie jest
dobrem publicznym. Obowigzkowe ubezpieczenia napotykaja niekiedy na opor
obywateli, jednak jest on zwigzany ze sposobem wyliczania stawek ubezpieczenia
lub strategia gospodarowania wspdlnymi pieniedzmi, a nie z podwazaniem pod-
stawowej idei.

Potoczne znaczenie pojecia zdrowia w naszej kulturze nie nastrecza zadnych
probleméw komunikacyjnych, zgadzamy si¢ na nie domyslnie i nie definiujemy
w codziennym zyciu. Jednak ,,zdrowie” jest pojeciem trudnym do zdefiniowania,
dlatego ze jest pojeciem inkluzywnym, abstrakcyjnym, wieloznacznym i dyna-
micznym. Abstrakcyjnym, gdyz obejmuje szeroki zakres zjawisk zaréwno mate-
rialnych, jak i niematerialnych. Wieloznacznym, gdyz zawiera obszerng kategorie
zjawisk fizycznych, psychicznych, spolecznych oraz duchowych, mozliwych do
odczytania z réznych perspektyw swiatopogladowych. Dynamicznym ze wzgledu
na historyczng zmienno$¢ zwigzang z postepem nauk przyrodniczych, medycy-
ny i technologii oraz towarzyszacymi im zmianami spotecznymi. Pojecie zdrowia
jest ponadto konstruktem spolecznym. Jest tworzone i interpretowane przez jezyk
symboliczny, ktory zawiera w sobie doswiadczenia jednostkowe i spoteczne zwia-
zane ze zdrowiem. Bioragc pod uwage wspomniane wyzej aspekty pojecia zdrowia,
pokaze gtéwne nurty jego definiowania najczesciej spotykane w literaturze oraz
konkretne definicje bedace podstawg podejmowanych w Polsce badan nad zdro-
wiem jako pojeciem.
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W literaturze przedmiotu sg uzywane rozliczne definicje pojecia zdrowia, czeg-
sto bezposrednio polfaczone z definiowaniem przeciwstawnego pojecia choroby
lub braku zdrowia. Mnogo$¢ definicji wynika czesciowo z réznorodnego podej-
$cia do problematyki zdrowia réznych dyscyplin wiedzy, a wéréd nich - z od-
miennych nurtéw myslowych. Celem niniejszego przegladu definicji jest stwier-
dzenie, w jakim rozumieniu zdrowia wzrastamy w polskim spolfeczenstwie.

Przeglad literatury pozwala na wyro6znienie kilku grup definicji. Zostaly one
stworzone przez rézne nauki, wiec akcenty decydujace o plaszczyznie analizy
rozciagaja si¢ od wymiernych osiggnie¢ naukowych poprzez czynniki spoteczno-
-ekonomiczne do systeméw aksjologicznych i ideologicznych. Na ksztalt definicji
maja tez wplyw czynniki metodologiczne, takie jak zalozenia teoretyczne, dostep-
ne metody badan czy cele, dla ktérych definicja jest konstruowana. W dalszej czg-
$ci tekstu nie bede si¢ koncentrowa¢ na podejsciu biologicznym. Analiza bedzie
dotyczyla uje¢ humanistyczno-spolecznych.

Ogolnie na podstawie literatury przedmiotu (Kowalski, Gawet 2007; Pigtkow-
ski 2013; Ostrowska 2009) mozna powiedzie¢, ze definicje zdrowia i choroby dzie-
la si¢ na te, ktdre skupiajg si¢ na biologii, mierzalnych empirycznie stanach ciata
i umystu, oraz te, ktdére za najwazniejsze uznajg funkcjonowanie organizmu dla
wykonywania rol i zadan spolecznych. Pierwsze sg krytykowane za nadmierny
redukcjonizm i uniwersalizm, z kolei drugie za zbytni relatywizm i mozliwo$¢
wykorzystania do kontroli, a nawet selekcji spolecznej. Trzecig grupe definicji
stanowig te, ktdre probuja potaczy¢ zalety obu poprzednich grup, unikajac row-
noczesnie ich ograniczen i s3 nazywane definicjami biologiczno-funkcjonalnymi.
Przyktadem takiej definicji jest tzw. holistyczna i pozytywna definicja zdrowia
przyjeta przez Swiatowg Organizacje Zdrowia. Méwi ona, ze zdrowie jest stanem
petnego fizycznego, psychicznego i spotecznego dobrostanu, a nie wyltacznie bra-
kiem choroby lub kalectwa (por. Bulicz, Murawow 1997). W kregu naszego zain-
teresowania w tym tekscie sg definicje biologiczno-funkcjonalne.

Poza powyzszym tréjpodziatem definicji zdrowia i choroby bede si¢ odnosi¢
w pracy do innych typoéw definicji. Z czterech dwudzielnych podziatéw w kregu
mojego zainteresowania jest zawsze jeden z rodzajow definicji, ktory nie jest zwia-
zany z wymiarem biologicznym. Zatem po pierwsze sa to definicje normatywne,
po drugie definicje nominalistyczne, po trzecie definicje subiektywizujace i po
czwarte definicje pozytywne.

Pierwsza z typologii dwudzielnych wyrdznia definicje naturalistyczne, czyli ta-
kie, ktore dotycza proceséw biologicznych w ciele, oraz definicje normatywne. Te
drugie zakltadaja, ze skladowa definicji jest zawsze jakis sad wartosciujacy. Te sady
warto$ciujace, ktére dominujg w spoleczenstwie, w jakim wzrastamy, przyjmu-
jemy jako swoje. W naszej kulturze (cywilizacji zachodniej) zdrowie jest niewat-
pliwie stanem pozadanym, pozytywnym dla jednostki i jej otoczenia, czyms, co
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jest bardziej naturalne i powszechne od choroby. Natomiast choroba jest stanem
niechcianym, negatywnym, powodujacym utrudnienia w Zyciu osobistym i spo-
tecznym, zawsze wiaze si¢ z jakas forma cierpienia. Zdrowie w tym ujeciu jest
pewnym idealem stworzonym w kontekscie konkretnej kultury (Zamiara 2008).

Drugi podzial dotyczy definicji realistycznych i nominalistycznych. Definicje
realistyczne uznajg choroby za obiektywne zjawiska wystepujace w naturze. De-
finicje nominalistyczne zwracaja uwagg, ze chorobe mozna uzna¢ nie tyle za byt
rzeczywisty, lecz za taki byt, ktdry istnieje w sposob zalezny od wiedzy i wartosci
poznajacego podmiotu.

Trzeci typ definicji to subiektywizujace (w przeciwienstwie do obiektywizujg-
cych). Te definicje podkreslaja, Ze wazne dla stwierdzenia, co jest chorobg, a co
zdrowiem, s3 wlasne doswiadczenia i odczucia z ciata jednostki, ktdre jednakze sa
takze konstruowane spotecznie.

Czwarty dwudzielny podzial zaklada istnienie definicji pozytywnych i nega-
tywnych. Przykladem pozytywnej definicji zdrowia jest wspomniana definicja
Swiatowej Organizacji Zdrowia. Warto doda¢, ze definicje negatywne ujmu-
ja zdrowie jako brak choroby. Zdrowie oznacza norme biologiczng i spoteczna,
a choroba oznacza patologie biologiczng i w pewnym sensie spofeczng. Efektem
definicji negatywnych jest rozumienie zdrowia jako funkcji choroby.

Autorzy wszystkich tych definicji podkreslaja nie-biologiczny wymiar choroby
i o takim wymiarze zdrowia i choroby traktuje niniejszy tekst. Spoteczne rozumie-
nie pojecia zdrowia (choroby) jest automatycznie przekazywane wszystkim czton-
kom spoleczenstwa. Przyjmujemy je zwykle nieswiadomie, a w zwigzku z tym
bezrefleksyjnie, w tym wiekszym stopniu, im jest ono spojniejsze z otaczajagcym
nas $rodowiskiem. Ta prawidlowo$¢ dotyczy réwniez oséb z wyksztalceniem me-
dycznym, co pokaze w kolejnej czesci wywodu.

Rozumienie zdrowia w polskim spoteczenstwie

Powyzszy krotki przeglad definicji zdrowia jest podstawa do zastanowienia sie,
jak jest rozumiane to pojecie w naszym spoteczenstwie. Zaltozyliémy, ze od po-
czatku naszego zycia wrastamy w spoleczne rozumienie standw naszego ciata
i uczymy sie tego rozumienia w najwazniejszych $rodowiskach spotecznych, ja-
kimi sg: srodowisko rodzinne, instytucji edukacyjnych (nauczyciele i rowiesnicy)
oraz instytucji ochrony zdrowia. Przesledzenie wynikéw badan empirycznych do-
tyczacych rozumienia zdrowia (choroby) w naszym spofeczenstwie jako catosci
oraz w réznych srodowiskach zawodowych da podstawe do postawienia hipotezy,
jakie kompetencje spoleczne do przezywania stanoéw swojego organizmu nabywa-
my w procesie socjalizacji i wychowania.
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Jako pierwsza perspektywe analizy przyjmiemy najogélniejszy i najbardziej
abstrakcyjny wymiar: wartos¢ przypisywang zdrowiu w polskim spoteczenstwie.
Ta warto$¢ wylania sie z wynikéw réznych badan sondazowych przeprowadzo-
nych na reprezentatywnej probie Polakéw (Bogusz 2004; CBOS 2007, 2008; Cza-
pinski, Panek 2007; Puchalski, Korzeniowska 2004). Wynika z nich jednoznacz-
nie, ze zdrowie jest dla Polakow bardzo wazng warto$cia. Wyniki badan znacznie
réznig si¢ od siebie, jednak nie podejmujac analizy metodologicznej przywola-
nych badan przedstawig zakres odpowiedzi respondentéw. Otéz od niemal 20 lat
zdrowie jest jedna z trzech najwazniejszych wartosci dla Polakéw. Az 90% doro-
stych Polakéw nadajac range wartosci zdrowia w kilkustopniowej skali przyznato
jej range najwyzsza (CBOS 2005). Natomiast na pytanie ,,Co Pana/Pani zdaniem,
jest najbardziej potrzebne, aby zycie byto udane?”, ponad 50% Polakéw odpowie-
dziato, ze zdrowie (CBOS 2006). Mozna by z tych badan wnioskowa¢, ze sytu-
acja w spoleczenstwie polskim jest dobra dla wlasciwego dbania o wlasne zdrowie
Polakéw i takie wychowanie mlodego pokolenia. Jednakze takiemu wnioskowi
przecza inne badania (Puchalski et al. 1999), pokazujace, ze Polacy sa gotowi po-
swieci¢ swoje zdrowie dla innych celéw, jak na przyklad dla szczescia rodzinnego,
oraz ze majac do wyboru szersze spektrum mozliwych odpowiedzi na pytanie
0 wyznawane wartosci, czgéciej niz zdrowie wybieraja na przyklad akceptujace
grono przyjaciot, zadowolenie z pracy, harmonie¢ rodzinng. Sg tez badania, kto-
rych wyniki pokazuja (CBOS 2007), ze Polacy mimo deklaratywnego dbania
o swoje zdrowie (80%), rownocze$nie przyznaja, ze nie prowadza zdrowego trybu
zycia (30%) i nie zajmuja sie swoim zdrowiem, az do wystapienia objawéw cho-
robowych (50%). Niereprezentatywne badania dotyczace konkretnych zachowan
dotyczace zazywania ruchu lub jedzenia warzyw dowodza, ze zdrowie jest na co
dzien ignorowane przez zdecydowana wiekszos¢ polskiego spoteczenstwa.

W interpretacji tych badan mozna wyr6zni¢ dwa nurty. Pierwszy dotyczy ze-
branych opinii deklaratywnych dotyczacych wtasnych odczué¢ badanych, oceny
przez nich wagi zdrowia, $wiadomosci, czym jest zdrowie, pogladéw odnosnie do
zdrowia, celéw z nim zwigzanych. Wyniki badan w tym nurcie pokazuja, ze wy-
soko cenimy zdrowie jako dalekosi¢zng, abstrakcyjna idee. Polacy, wysoko ceniac
warto$¢ zdrowia, nie odnosza jej do swojego biezacego stylu zycia.

Natomiast drugi nurt interpretacji badan obejmuje realne zachowania pro-
lub antyzdrowotne deklarowane przez badanych. Wyniki pokazuja, ze brak kon-
kretnych dziatan prozdrowotnych w zyciu codziennym Polakéw. Zamiast dzialan
skierowanych na zdrowie, na pierwszy plan wysuwajg si¢ inne dzialania, takie
jak praca, kariera, rodzina, a zdrowie rozumiane jako konkretne zabiegi na rzecz
wlasnego dobrostanu schodzg na duzo dalszy plan.

Podsumowujac - zdrowie, jako odlegta idea, podobnie jak prawda, dobro
i pigkno, jest wysoko cenione niemal przez wszystkich Polakéw. Z kolei rozumiane
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jako stan wlasnego zdrowia pojecie to jest mniej istotne niz nasze inne zyciowe
cele. Mozna wysnu¢ z tego wniosek, ze powszechnie uznaje sie, iz zdrowie po
prostu sie ma i korzysta z niego, zeby zaspokaja¢ swoje ambicje. Dopoki zdrowie
jest i pozwala nam zy¢, jak chcemy, nie zauwazamy go, nie jest waznym aspektem
naszego zycia. Pozwala to na konstatacje, ze zdrowie w spoleczenstwie polskim
jest uznawane za brak choroby. Oznacza to, ze jako spoleczenistwo w przewazaja-
cej mierze definiujemy pojecie zdrowia w sposob negatywny.

Druga perspektywa analizy dotyczy pojmowania pojecia zdrowia lub sytuacji
zdrowotnej w $rodowisku instytucji edukacyjnych, czyli nauczycieli przedszkoli
i szkot wszystkich szczebli oraz dzieci i mlodziezy. W tym zakresie mozna znalez¢
wiele badan i analiz czastkowych. Z kolei niezbyt duzo jest raportéw odnoszacych
sie do calej populacji w Polsce. Jednak na podstawie dostepnych wynikéw badan
mozemy uzmystowic sobie, jakie sg trendy w badanych populacjach. Odnosnie
do dzieci i mlodziezy w wieku od 11 do 15 roku zycia szeroki i rzetelny raport
(Mazur 2015) z powtarzanych badan Health Behaviour in School-aged Children
(HBSC) prezentuje wiedze dotyczaca zachowan zdrowotnych i ich uwarunkowan
psychologicznych, spolecznych i demograficznych, takich jak warunki zewnetrz-
ne zycia zwigzane z otoczeniem domowym, szkola, miejscem zamieszkania, sta-
tusem i zamoznoscig rodziny. Badania w Polsce w ramach HBSC sg prowadzone
juz od 25 lat. W ich ramach jest tez dostepne szerokie poréwnanie miedzynaro-
dowe wérdéd krajéw OECD. W ostatnim badaniu uwzgledniono 37 wskaznikéw.
Kontekstu spotecznego dotyczylo 10 z nich, 6 - zdrowia i rozwoju, 10 - zachowan
zdrowotnych i 11 - zachowan ryzykownych. Ogdélne wnioski dotyczace wskazni-
kow stwierdzaja:

znaczng ich rozpietos¢. Negatywne wahaja sie od 6,4% (picie alkoholu w kazdym
tygodniu) do 59,6% (ogladanie telewizji 2 godziny dziennie lub dluzej w dniach
szkolnych). Wskazniki pozytywne wahaja si¢ od 24,2% (spelnianie kryteriow
zalecanej aktywnosci fizycznej) do 85,5% (fatwo$¢ porozumiewania si¢ z matka
w sprawach, ktore niepokoja). Pelna interpretacja uzyskanego wyniku powinna
uwzglednia¢ réznice zalezne od plci i wieku, poréwnania miedzynarodowe oraz
analizy krotkookresowych i dtugookresowych trendéw. Unikatowos¢ badan HBSC
wynika z dysponowania wszystkimi tymi informacjami, plus szeroka gama poten-
cjalnych uwarunkowan. Stosunkowo wysoki odsetek mtodziezy ogélnie zadowo-
lonej z zycia mozemy rozpatrywaé w kategorii sukcesu, dopoki nie spojrzymy na
zestawienia miedzynarodowe, w ktorych polska mlodziez zajmuje bardzo nieko-
rzystng pozycje. Niewatpliwym sukcesem jest poprawa aktywnosci fizycznej na-
stolatkow, ciagle jednak odsetek spelniajacych migdzynarodowe rekomendacje jest
dramatycznie maty. (Mazur 2015: 224)

Interesujace sg rowniez wyniki ostatnich badann HBSC w zestawieniu z wcze$niej-
szymi i wyprowadzone z nich tendencje zmian w latach 2010-2014. Byly one
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uchwytne w odniesieniu do 31 sposrod 37 gtéwnych wskaznikoéw (21 negatyw-
nych i 10 pozytywnych).

W grupie wskaznikéw negatywnych (tab. 96) istotna poprawa wyrazajaca si¢ spad-
kiem wartoéci dotyczyla szesciu wskaznikow. Najsilniejszy okazal si¢ spadek czestosci
grania w gry komputerowe w dniach szkolnych oraz spadek czgstotliwo$ci upijania
sie. Sze$¢ kolejnych wskaznikéw ulegto pogorszeniu, to znaczy ich warto$¢ istotnie
sie zwiekszyla. Najbardziej niepokojace jest nasilenie stresu szkolnego oraz znacza-
cy wzrost czesto$ci uzywania marihuany. W odniesieniu do pozostalych dziewieciu
wskaznikéw negatywnych nie odnotowano istotnych zmian w badanym okresie.
Zmiany ogdlnego wskaznika picia alkoholu wskazujg na tendencje spadkowsg na gra-
nicy istotnosci statystycznej (p = 0,069); jak wykazano (...), mlodziez coraz cz¢éciej
reprezentuje postawy abstynenckie. W grupie analizowanych wskaznikéw pozytyw-
nych zaden nie ulegt istotnemu pogorszeniu, chociaz w odniesieniu do fatwosci ko-
munikacji z rodzicami zanotowano wynik bliski poziomowi istotnosci statystycznej
(...). Po skorygowaniu na wiek i pte¢ mozna juz méwi¢ o tendencji do pogarszajacej
sie komunikacji z matka (p = 0,063), a pogorszenie jest wyrazniejsze u dziewczat
(p = 0,036). Jest to tym bardziej niepokojace, ze jesli chodzi o relacje z rodzicami,
Polska zawsze byla na szczycie rankingu miedzynarodowego. W najwigkszym stop-
niu poprawit si¢ ogélny stosunek do szkoty, co jednak nalezy ostroznie interpretowaé
ze wzgledu na réznice w sformutowaniu pytania (...). Pozostate cztery wskazniki
pozytywne, ktdre sie poprawily, dotyczyly zachowan zywieniowych i aktywnosci fi-
zycznej, a wiec czynnikéw chroniacych przed nadwagg i otylo$cia. Tym bardziej jest
to warte podkreslenia, ze wspdtwystepuje ze spadkiem odsetka mlodziezy z nadmia-
rem masy ciafa i z ograniczeniem niekorzystnych zachowan zywieniowych (jedzenia
stodyczy i picia stodzonych napojow — tab. 96). (Mazur 2015: 225-226)

Analiza tych wnioskow pokazuje, jakie sa ciggle potrzeby w zakresie promowa-
nia pozytywnych zachowan zdrowotnych u mtodziezy polskiej. Inne badania po-
twierdzajg, ze koncepcja zdrowia u dzieci i mlodziezy, a zatem i rozumienie poje-
cia zdrowia, sg bardzo bliskie wzorcom prezentowanym w srodowisku rodzinnym
(John-Borys 2002).

Dopelniajac drugg perspektywe analizy pojmowania zdrowia o stanowisko
nauczycieli (Pyzalski, Merecz 2010; Woynarowska-Soldan 2016; Puchalski et al.
2011) polacze ja z trzecig perspektywa skupiajacg sie na subiektywnym rozumie-
niu zdrowia w zawodach medycznych, a szczegélnie wsrod pielegniarek (Lewko
et al. 2006; Majchrowska 2001; Zdzieblo et al. 2009; Deluga et al. 2016), tacznie ze
studentami pielegniarstwa.

Opracowania wynikéw dostepnych badan przekonujg, ze znaczenie ,bycia
zdrowym” oznacza dla badanych ,nie czu¢ zadnych dolegliwosci i problemow
zdrowotnych’, ,nie mie¢ dolegliwosci fizycznych’, ,,mie¢ sprawne wszystkie czesci
ciala’, ,,czu¢ sig szczgsliwym i zadowolonym”. Mimo ze ponad 90% oséb badanych
w tych grupach zawodowych uwaza, ze zdrowie jest ,wazne’, to badani zapytani
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o konkretne zachowania prozdrowotne przyznaja, ze uprawiaja za mato aktyw-
nosci fizycznej (siedzacy tryb zycia), majg trudnosci z poradzeniem sobie z nad-
mierng presja w zyciu zawodowym i czegsto prywatnym, nie potrafig adekwatnie
niwelowac przezywanego stresu, czesto czuja si¢ zmeczeni i przepracowani, sto-
sujg uzywki i srodki psychoaktywne. Temu obrazowi negatywnego rozumienia
wlasnego zdrowia przez badanych towarzyszy przekonanie, ze nie maja wiekszego
wplywu na jakos$¢ swojego zdrowia. Moze o tym $wiadczy¢ stosunkowo najrza-
dziej wybierane w badaniach stwierdzenie ,,czlowiek jest odpowiedzialny za swoje
zdrowie” (Zdzieblo et al. 2009).

Z powyzszego przegladu badan dotyczacych sposobéw rozumienia wlasnego
zdrowia w polskim spoleczenstwie jednoznacznie wynika, Ze dominuje negatyw-
ne ujmowanie tego pojecia. Jest to wynikiem wielu wspoétzaleznych czynnikow:
od norm spoteczno-kulturowych i srodowiska zycia konkretnej osoby poprzez
spoleczne srodowisko, z ktorym sie identyfikuje, az do osobistych przekonan,
wartosci, wiedzy i doswiadczen. Jak to zmieni¢? Czy dotychczasowy sposéb edu-
kacji podota temu zadaniu?

Program edukacyjno-wychowawczy
w zakresie rozumienia pojecia zdrowia

Mimo ciagle poprawiajacych si¢ w Polsce parametréw zwigzanych z zachowa-
niami prozdrowotnymi, aktualne jest pytanie, jak prowadzi¢ edukacje zdrowotna
dzieci i mtodziezy, aby przetama¢ powszechnie panujace negatywne rozumienie
pojecia zdrowia. Jak pracowa¢ z pojeciem zdrowia? Do jakiego pojecia zdrowia
wychowywac? Szerzej mozna zapytaé, w jaki sposob chcemy realizowa¢ swoja
osobistg edukacje zdrowotng oraz jak mozemy realizowa¢ powszechng edukacje
zdrowotna. Ku jakiemu celowi? Ku jakiemu zachowaniu wobec wlasnego zdrowia
i zdrowia innych cztonkéw spoteczenstwa?

Obecny stan negatywnego definiowania zdrowia, rozpowszechniania si¢ cho-
réb cywilizacyjnych i przewleklego chorowania oraz istnienie niewydolnych sys-
temow ochrony zdrowia wymaga zmiany zaréwno mentalnej, jak i organizacyjne;j.
Propozycja, ktora tu prezentuje, miesci sie w rekonstrukcjonistycznym modelu
edukacji (Zielinska-Kostylo 2005), czyli takim, ktéry stawia sobie za cel pozy-
tywna zmiane w funkcjonowaniu spoteczenstw, zgodng z demokratycznie usta-
nowionym celem. W tym wypadku takim celem jest uswiadomienie sobie przez
cztonkéw mlodego pokolenia, czym jest dla nich ich wlasne zdrowie i zdrowie
innych. Jak chcg o nie dba¢ jako jednostki i jako spoteczenstwo?

Rekonstrukcjonizm spoleczny to szeroki nurt w filozofii edukacji. Idea rekon-
strukcjonizmu spolecznego wywodzi sie z progresywizmu. Zawiera jego mocne
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strony, czyli podazanie za dzieckiem zgodne z liberalnym podejsciem i wiedza
z zakresu psychologii eksperymentalnej oraz uzupelnia je o nowy wymiar daleko-
sieznych celéw spotecznych.

Dalekosigzne cele spoleczne, ktore proponuje rekonstrukcjonizm spoteczny sa
tozsame z warto$ciami, ktore ceni ludzkos¢. Theodore Brameld - gléwny przed-
stawiciel rekonstrukcjonizmu - wymienia 12 takich celéw, podkreslajac, ze wazny
jest w ich zakresie miedzynarodowy konsensus i budowanie takiej spotecznosci
miedzynarodowej, w ktorej najrozniejsze ludzkie potrzeby zostang urzeczywist-
nione. Cele s3 sformulowane w minimalistyczny sposéb. Po pierwsze celem jest
wystarczajaca ilo$¢ pozywienia dla wszystkich, po drugie adekwatna do pogody
odziez dla wszystkich, po trzecie schronienie przed warunkami zewnetrznymi,
a takze ochrona prywatnosci zgodnie z potrzebami ludzi, po czwarte mozliwo$¢
seksualnej ekspresji, po piate utrzymanie fizjologicznego i umystowego zdrowia
dla wszystkich, po szdste mozliwos¢ wykonywania stalej pracy i stalego otrzy-
mywania zarobku, po si6dme mozliwos$¢ zycia w towarzystwie i we wzajemnej
przynaleznosci, po 6sme mozliwos¢ otrzymywania adekwatnego uznania za do-
konania, po dziewigte mozliwos$¢ zaspokajania ciekawosci, rozwoju, tworczosci,
a takze mozliwo$¢ odpoczynku dla wszystkich, po dziesigte mozliwos$¢ rozwoju
poznawczego, pismienno$¢ i dostep do informacji dla wszystkich, po jedenaste
mozliwo$¢ zaangazowania we wspoélne sprawy i mozliwo$¢ wspotuczestnictwa dla
wszystkich, po dwunaste mozliwo$¢ zycia w jednoznacznosci, porzadku, poczu-
ciu sensu i ukierunkowaniu (Brameld 1952).

Jak nauczy¢ spoteczenstwa — cytuje cele, wskazane w dokumentach Unii Eu-
ropejskiej — ,,zapobiegania chorobom, przedtuzania zycia, promowania zdrowia
i sprawnosci fizycznej’, a jednoczednie ,,rozwijania takich mechanizmoéw spotecz-
nych, ktére zapewnig kazdemu standard zycia umozliwiajacy zachowanie i umac-
nianie zdrowia”? (Komisja Europejska 2016)

Odpowiedzig rekonstrukcjonizmu spolecznego na te pytania jest propozycja
zaangazowania wszystkich cztonkéw spoleczenistwa w demokratyczng debate na
temat zdrowia. Tylko taka debata spowoduje autentyczny wzrost $swiadomosci
ludzi na temat zdrowia w wymiarze osobistym i spotecznym. W rekonstrukejo-
nizmie kluczowa dla organizacji spotecznej i wszelkich decyzji dotyczacych grup
spofecznych jest demokratyczna debata. Aby demokratyczny porzadek spoteczny
stal si¢ naszg codzienng rzeczywistoscia, szkota publiczna powinna nas przygoto-
wa¢ do brania udziatu w takim demokratycznym procesie. Funkcjonujacy system
demokratyczny pozwoli na realizacj¢ uzgodnionych celéw spofecznych na przy-
kiad w dziedzinie zdrowia.

Brameld podaje w swoich pracach przykiad zastosowania idei demokratycz-
nej debaty w nauczaniu. Poczatkowo zajecia skierowano do uczniow szkot $red-
nich, ale odpowiednio uproszczong formule mozna by wprowadzi¢ juz w szkole
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podstawowej, po ukonczeniu przez uczniéw etapu nauczania poczatkowego. Za-
sadniczy cel tego eksperymentu edukacyjnego mozna zawrze¢ w pytaniu: ,jaki
model przysztego spoteczenstwa przyjelibysmy zgodnie do realizacji, gdybysmy
mieli moc realizacji takiego modelu?”. To pytanie odnosnie do problematyki zdro-
wia brzmialoby bardzo podobnie: ,jaki model przysztego spoteczenstwa troszcza-
cego si¢ o zdrowie bysmy przyjeli, gdyby$smy mieli moc realizacji takiego modelu?”.

Procedura pracy w ramach tego programu edukacyjno-wychowawczego za-
sadzala si¢ na aktywnosci uczestnikéw. Aby odpowiedzie¢ na postawione pyta-
nie, uczniowie maja ,poznawac, bada¢, stucha¢, dyskutowa¢, krytykowac i ana-
lizowa¢ zebrane materialy”. Tempo i dlugo$¢ pracy mozna dowolnie regulowac
w zaleznosci od wybranych czynnikéw. Konieczne sg czgste i regularne spotka-
nia (przy intensywnym programie nawet dwa do trzech razy w tygodniu) uczest-
nikéw, aby w obecnosci lidera-nauczyciela wymieni¢ zebrane informacje i prze-
myslenia, pozna¢ opini¢ zaproszonych ekspertéw i zaplanowac dalszy przebieg
poszukiwania zrédel wiedzy. Czesto grupa moze dzieli¢ si¢ na cztery lub piec
podgrup dla opracowania jakiego$ wspolnie wydzielonego etapu dzialan. Wtedy
wylania lidera grupy sposrod uczestnikow. Wszelkie wnioski sa przedstawiane
na ogdlnym forum i poddawane krytycznemu namystowi wszystkich uczestni-
kow programu-eksperymentu. Styl pracy jest otwarty, a kazdy pomyst jest wart
rozpatrzenia jego zalet i wad, krytyk i pochwatl z réznych punktéw widzenia.
Kluczowym aspektem catego procesu jest szukanie wspdlnego frontu w najroz-
norodniejszych pogladach i stanowiskach, stuzacego rozwigzaniu postawionego
problemu. Osoby lub grupy rézniace sie stanowiskami szukajg tak dlugo akcep-
towalnego dla wszystkich i najlepszego zdaniem wszystkich rozwiazania, az je
znajda lub stworza nowe na swdj uzytek.

Celem takiej otwartej dyskusji jest z jednej strony aktywne i krytyczne uczest-
nictwo kazdego cztonka grupy w przedsigwzieciu, a z drugiej strony znajdowanie
mozliwie najszerszego konsensusu w poszczegélnych sprawach, zaréwno w pod-
grupach, jak i na ogélnym forum. Gdy w poszczegdlnych grupach nie ma pelnej
zgody, przedstawia si¢ wszystkie opinie wraz ze stojacymi za nimi argumentami.
Wiekszo$¢ decyduje, czy beda one przyjete do powstajacego ogélnego modelu
przyszlego spolteczenstwa w zakresie zdrowia, czy nie.

Podsumowanie programu edukacyjno-wychowawczego polega na przegladzie
wszystkich propozycji i wspdlnej syntezie. Konncowym akcentem jest refleksja nad
tym, jak wypracowany model przyszlego spolteczenstwa troszczacego sie o zdro-
wie moze by¢ zrealizowany.

Zarysowany szkielet tworzenia szczegdtowych programéw edukacyjno-wy-
chowawczych pozwala uczniom na wspoélne zaangazowanie, niekonkurujace
dzialanie, na znaczne poszerzenie wiedzy pozapodrecznikowej i horyzontéw my-
slowych. Daje poczucie sprawstwa i ulatwia wykrystalizowanie wlasnych sadow,
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uczy wspolpracy i szanowania opinii innych, ukierunkowuje zaréwno w zyciu
osobistym, jak i spofecznym.

Sadzac po sukcesie programu prowadzonego przez Bramelda pod tytulem
»Projekt dla Ameryki”, mozna zaryzykowac teze, ze niepotrzebny jest w szkole
specjalny przedmiot do omawiania konkretnych probleméw spotecznych, w tym
zdrowia. Duzo wazniejsze jest stworzenie w szkotach forum dla dyskusji kluczo-
wych zagadnien spolecznych ze zdrowiem wlacznie. Potencjat takich zajec pole-
galby na zyskiwaniu przez dzieci i mlodziez teoretycznej i praktycznej wiedzy na
poruszane tematy, na wypracowywaniu wlasnego stanowiska w kazdym z nich
i gotowosci do kompromiséw. Powtarzanie takich programéw wypracowanych
i prowadzonych przez lidera adekwatnie do mozliwosci uczestnikéw spowodowa-
toby, ze zdrowie przestaloby by¢ wartoscia wytacznie dla specjalistow, a staloby sie
autentyczng wartoscia spoleczna.

Rekonstrukcjonizm daje mozliwo$¢ realizacji wolnosci uczenia, ktdra jest wa-
runkiem zdrowia w wymiarze osobistym i spotecznym.
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Culture and consumption of herbal medicine
among Nigerian women

the concepts of culture and consumption are crucial to the understanding of consumer
health culture and behaviour in contemporary societies. Through the exploration of the
social world, they reflect people’s interest through their consumption pattern as individu-
als or members of a group. Consumption as Bourdieu describes it, is the formation of
habits through social processes and activities. This paper focuses its arguments based on
these existing theories of the sociology of consumption and the sociology of health and
illness in explaining the use of herbal medicine among Nigerian women in everyday lives,
prevention and treatment of illness, diseases and other ailments in the family as part of
cultural practices in the 21st century. Consumption of herbal medicine among African
women represents cultural practices and traditional beliefs handed down from one gen-
eration to the next. I argue that the health behaviour of Nigerian women is influenced by
consumption pattern and it is central to their choice of herbal medicine as a default of
their culture, ethnic orientation and social practices.

Key words: health behaviour of Nigerian women, sociology of consumption,
prevention and treatment of illness

Introduction

This article draws its arguments from writings and criticisms in the sociology of
consumption and the sociology of health, illness and wellness in order to explain
the relationship between consumption and consumer health culture. While also
proving my point to focus on the fact that health promotion developed within
contemporary consumer health behaviour and preferences which are determined
by a range of sociological factors. To understand people’s preferences for goods
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and services, it is important to take note of the cultural meanings associated with

the goods and the lifestyle related to their health behaviour or outcomes.

Bourdieu’s (1984) work Distinction further explains that if an individual is
a member of a group and identifies with such group, then it is possible to make
choices in what is being consumed in the everyday life rituals to reflect the Habitus
of the group and this process is passed from one generation to another through
acculturation.

In addition, the ideology of consumption dates back to the earliest work of
sociologists like Karl Marx in the mid and late nineteenth century to explain the
concept of commodity fetishism as social relations of labour obscured by con-
sumer goods which carry symbolic values and meanings for users. Also, Emile
Durkheim’s works places consumption as symbolic and cultural meaning of ma-
terial objects in a religious context to prove the sociological perspectives of con-
sumption of goods have important roles in the rituals and traditions in the world.
While not forgetting that the perspectives of Max Weber focused on the impor-
tance of consumer goods and social life in the Protestant ethic and the spirit of
capitalism which the American sociologist, Thorstein Veblen theorized and refers
to as conspicuous consumption, status and wealth. These scholarly writings and
ideologies are somewhat influential to the thoughts on cultural meanings of con-
sumption in the recent description of how people understand consumption in
a social context.

However, the sociological description of consumption is situated in the idea
that it carries different meaning to different people. This concept of consuming
one thing is not limited to a specified group of people but, it is also linked to how
people make decision about what they consume and that consumption is related
to how people form part of their lifestyles which can be framed as they try to be
like other groups or develop competition with other groups to live up to a status
or standard. In addition, consumption is explained through the pattern of buy-
ing goods or how they are being sold by different group of people. The sociology
of consumption focus on the production and what goods and services mean to
people in relation to their lifestyle and how these goods expresses who they are
and how others think of them (Bourdieu 1984).

Zukin (2008) defines consumption in a broader perspective as a cultural and
economic process of choosing goods and services which links the opportunities
and constraints of modernity. Therefore, this article focuses on:

- building on existing sociological explanation of consumption to connect the
relationship between culture and consumption of herbal medicine among Ni-
gerian women,

- to explain the sociological relevance of consumption in consumer health be-
haviour.


http://en.wikipedia.org/wiki/Thorstein_Veblen
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In other words, consumption in this sense deals with arguments and debates
relating to power and inequality, which is important to social processes of how
meanings are created within a social structure. This phenomenon relates to the
interaction of the everyday life to the bigger social patterns, processes and trends.
However, the sociology of consumption is understood far more than just an act of
purchase, but it includes and encompasses a wide range of shared values, identi-
ties, emotions, and behaviours that disseminates the buying of goods or services,
and how they are used by individuals themselves or with others.

Theoretical perspective: Culture of consumption

How is culture linked to consumption? Building on Viviana Zelizer’s (2005) work
on “culture and consumption” to explain the economic sociology of these con-
cepts and their intersection, between culture, ethnic groups and consumption.
Further explaining that consumption builds on culture to understand social and
economic relations in the sense that it entails a wide range of microeconomic in-
teractions like price, supply and demand for goods and services.

Culture is not just a way of life, but comprises the accumulation of knowledge,
beliefs, morals and customs created consciously by human efforts and rationality,
in order to have good sense of judgement or what is what is right or wrong. It is
derived through human reasoning and thoughts which becomes a tool for medi-
ating human interactions. Sociologically, culture refers to the aggregate of shared
meanings, rituals, norms and traditions among members of an organisation or
society. Culture, therefore defines and shapes the community, individuals, socio-
economic activities of the society at large which affects human behaviour because
they learn about these beliefs, norms and actions from existing structure and fol-
low the suit to show conformity to the acceptable rules from one generation to an-
other. Hence, the sociology of consumption explains what the production and use
of goods and services mean to different cultures, to different people with reference
to their lifestyle and how these goods expresses who we are, cultures we represent
or portray and how others think of us (Bourdieu 1984).

The culture of consumption is related to the environment of the consumer
which may include the family, subcultures - ethnic groups that helps to under-
stand the behaviour of individuals within a society. People identify with groups
of people who they share the same values and lifestyle based on their nationali-
ties, ethnic groups, age, gender and religion in which are often considered in the
production of goods and market segmentation. In recent times, good such as
cosmetics make ups and black hair extensions and weave-ons were designed for
ethnic minority groups in the United States, especially among black women who
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largely consumed skin care products for their skin types as well as hair products.
Highlighting the questions raised by Zeliezer on how consumption correlates
ethnic group and ethnic identities. Does consumption create distinctions within
ethnic communities and explaining how consumption creates ethnic entrepre-
neurs who specialising in retail products that represents their ethnic identity?
Thus, there is a strong linkage between what individuals from a particular ethnic
group hold as consumption and how this influences their preference and pur-
chase of consumer goods.

This also applies to how industries and manufacturing companies have con-
tinued to design goods and services to fill this growing demand among ethnic
groups. For instance, the fasting growing fast food company, McDonald has been
able to adapt its products to the specifics of culture and market to meet their taste
and needs due to these cultural differences and pattern of consumption (Manning
2003). This is clearly seen in the kind of ingredient it uses in Arabic and other
Muslim countries with certified Halal” content and without any pork or bacon.

The consumption process involves the final or end use of goods and services
by people which is part of an economic and social activity. It is the final phase
of production and distribution of goods and services with the means to acquire
and use them by people or groups of people which often at times is determined
by their values, beliefs, social status, and an overall reflection of cultural patterns.
These cultural patterns are shared by and within groups that exist at implicit level
showing that the consumption of certain goods and services is a cultural activity
not just embedded or determined by economic factors.

The use of herbal medicine around the world is increasing daily as people tend
to trust the essence of natural compositions in drugs than synthesized and chemi-
cally composed ones based on their beliefs that nature heals through medications
from natural sources they can trust. It is true that alternative practices of consum-
ing good leads to the creation of entrepreneurial spaces (Zukin 2008) like shops,
small outlets, restaurant, bars, even alternative medical an therapeutic centres in
industrialised societies. While the increase and growing interest in the use of al-
ternative medicine is linked to reasons such as cultural, social, technological and
economic trends which is also as a result of dissatisfaction with the health care
and delivery system in some societies including the United States as people see
barriers such as access to health insurance, costly prescriptions, attitudes of physi-
cians and health workers, heavy reliance on synthetic drugs which has actually in
the other way round increased the growing quest and enthusiasm for alternative
medicine and treatments which is less expensive and natural.

2 Halal is any object or an action which is recommended and permissible to use or engages in,

according to Islamic law, however, this does not pertain to only food or drink but also daily life
Ppractices.
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Consumers of health care products have power to decide where, how and
when to access alternative medicine with the support of the internet as they have
become more accessible and available. Also, that people care more about their
well-being and how to achieve optimum wellness and state of being healthy which
is not a new practice but a metamorphosis of how they have being used to it. This
is linked to their values and beliefs as members of a group and tradition, thus
consumption and health care or wellbeing concerns are activities that individuals
have developed over time as a result of cultural practices.

However, this trend of consumer consumption culture is broadly explained as
a cultural process where beliefs, social status, tradition, customs, values and other
activities are focused and linked to consumption of goods and services. In other
words, consumer culture is largely dependent on the parts of things one does,
value related to it and how one is defined also a reflection of what one consumes.

Manufacturers of traditional medicines within these cultures and ethnic
groups have become entrepreneurs as they produce medicine to the demands of
others just as the same way a good and competent health provider tries to un-
derstand and earn different cultures of patients to be able to describe variations
and patterns existing each member that belongs to the same culture, thus a suf-
ficient understanding to health beliefs of a particular group. In other words, cul-
ture shapes health of individuals or people with similar beliefs and values just as
the hereditary traits or genes would do to our health. This also determines what
health product they consume and how they consume it irrespective of their loca-
tion, social status or class in the society.

In a bid to standardized the use of herbal medicine around the world, several
regulations have been made to control the unscientific use of herbs for treating
diseases like cancer, tumours, etc. hence, this only gave rise to the increase of
new dimensions to how people from this group use the products. For instance,
herbal products in recent times are no longer in their crude or unrefined form
but in capsules, tablets and syrups. This only explains the culture of consumption
and development of entrepreneurs among people that consume herbal medicine.
According to the World Health Organization, WHO (1996), standardization of
herbal medicines is the process of covering herbals in their crude form to en-
sure safety and efficacy. This standardization has only inspired herbal sellers to be
more innovative by packaging these products in attractive and decent form and
create an increased awareness among consumers that such medication have been
scientifically proven to be efficient.

More so, with this form of standardization of herbal, the culture of consump-
tion has not in any way changed among African women but it has only rede-
fined how they such products are used in different social context, social status
and social groups. Zelizer (2005) further identifies that consumption marks some
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categorization within an ethnic community and also that it creates entrepreneurs
within the ethnic groups who have retail stores within the same community to
preserve and represent the culture they belong to.

Nigerian women and herbal consumption

There are about four hundred tribes and ethnic groups in Nigeria but majorly
comprising of three dominant tribes which includes the Yorubas, the Igbos and
the Hausas located in the West, East and Northern parts of the country respec-
tively. However, there is a common cultural practice in all these tribes despite the
differences in the language, and geographical location in the country.

Culture influences the consumption of health product by Nigerian women
due to the fact that they have been accustomed to the use of herbal medicines
from previous generations and perhaps, some of them do not trust health in-
stitutions, scientific or westernized medicine which has been refined and over
chemicalized.

The use of herbs, also known as herbalism is characterized as one of the meth-
ods of treating various illness and diseases in African medicine since the region
has lots of trees, plants and herbs from the rain and savannah forests that are
used as treatments. For example, the African traditional medicine, also known
as Herbal Medicine, Trado Medicine or Alternative Medicine are practiced and
recognised by some communities in the region which includes services such as
bone setting/orthopaedic, traditional midwifery/nursing, mental/psychiatric
health care, etc. These practices are prevalent till date and have initiated ground
breaking research in recent times on different ailment such as measles, common
cold, whooping cough, heat rash, headache and other diseases including HIV/
AIDS and Ebola.

The culture of herbal consumption among Nigerian women shapes their
health behaviour and practices. These health practices are those health related
activities undertaken to maintain a good state of health, prevent diseases and cure
diseases or ailments. Tipping and Segall (1995) refers to this as any action under-
taken by individuals who perceive themselves to have a health problem for the
purpose of finding an appropriate remedy. For instance, from pregnancy to child
upbringing, Nigerian women do not have to worry about some minor health chal-
lenges as there are herbs meant for each symptoms during the process of mother-
hood. More so, food consumed during pregnancy keeps the women in healthy
diet control and check by ensuring certain meals are taken and avoiding others
that could be harmful to their health. In the Nigerian cultural context, women are
more closer to nature than men and custodian of most values and cultures handed
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down from generations and beyond. They are majorly in charge of herbs which all
members of the family will consume at different stage of life and she administers
them whenever any family member falls sick. Herbal medicine are just like “first
aid” treatments in most home as families treat illness and common diseases with
herbs before seeking medical examination if necessary but most especially when
symptoms persist. In the study conducted by Oreagba et al. (2011), about 68% of
the study population of 385 participants accepted they use herbal mixture both
in it crude and refined form to treat common and minor illness without seeking
medical assistance.

The most commonly used herbs but not limited to the following includes:

- malaria tonic - herbal mixture used in treating malaria and fever. Usually,
these mixtures are taken from different leaves and tree barks, but the most
popular ones are taken from mango trees, lemon, lemon grass and pawpaw
trees. They are cooked with water or from fermented pap water which some-
times are taken orally or used to bathing water;

- stomach ache reliever — used in treating stomach disorder as well as reducing
blood sugar level in the body including children. Mostly made from cloves and
camphor, soaked in water for fermentation and drank after three days;

- toothache herbs for relieving toothaches and decay. Chewing stick is also used
as toothbrush in some situations and/or complementary to it. In addition to
the chewing stick, mixtures made from local dry gin and alligator pepper are
also used in the treatment of tooth decay to avoid extraction;

- black soap both in crude and refined form, made from palm kernel oil for
bathing and treating skin diseases as early as infancy. This also helps as a pain
relief for headache in babies.

World Health Organization (2003) defines traditional medicine as form of
health practices, knowledge and beliefs with the use of plants, animals and any
form of mineral based medicines, spiritual therapies, manual techniques and ex-
ercises, applied singularly or in combination to treat, diagnose and prevent ill-
nesses or maintain well-being.

The consumption of this type of medicine is common in African, Asian and
Latin American countries to support the demand and use of some of primary
health care needs. Specifically in Africa, about eighty percent (WHO 2003) of the
population uses traditional medicine such as herbs to treat common or minor
illness such as cold, headache, cough, heat rash, as well as treatments that are
lacking in other basic health care system. While in more industrialized countries,
usage of traditional medicine is also termed “Complementary” or “Alternative”
Medicine (CAM) to treat similar illness or ailment.

Globally, the use and consumption of traditional medicine by people is de-
fined by the uniqueness of their indigenous or traditional healing customs which
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were adapted, determined and defined by their nature, cultural beliefs and envi-
ronment to prevent diseases, solve health problems like curing diseases within
their communities has been practised and existing for many years. This growing
trend of consuming traditional medicine (TM), gave the rise to the intervention
of the World Health Organisation (WHO) to recognize and recommend the use
of TM and CAM into the national health care systems of some countries and also
to support scientific development of traditional medicine in countries’ national
health policies and health care systems. Vandenburgh (2001) defines alternative
medicine as a form of “prosumerism”™ where consumers employ a variety of folk
traditions to promote healthy lifestyle and to cure several diseases, in other words,
consumers are the producers of their own medicine. These traditional practices or
folk practices involves use of herbs, meditation or guided imagery, acupuncture,
acupressure, yoga, massage and aromatherapy to improve the health of consumers
with positive health outcomes and at the same time coincides with the beliefs and
cultural systems of the consumers.

Herbal medicine is however linked to how people grow within traditions and
value system in the society. Women’s consumption of these kinds of medicine can
be traced from the nature of traditional health beliefs and role of the woman in
the family. Una Maclean (1971) cited in Stacey (1993) described the role of the
Nigerian woman in the healing of her family and also in the trading of herbal
medicines in the Yoruba culture®. Also that the role of the women binds and con-
nects family values just as she takes care of the well-being of her children and her
husband. Maclean further stated that a Yoruba man may instruct his wife to pre-
pare herbs for healing whenever any member of the family is sick. Herbal medi-
cine and treatment is the oldest method of medicine in the world with over 2000
years in history. It is also known as botanical medicine, phyto-medicine, green
medicine, phyto-therapy made from plants or trees such as barks, leaves, flow-
ers, roots, seeds, fruits which is commonly used in African, Asian, European and
American countries but differs in the way they are prepared in different cultures
and their approach to treatment of ailments and diseases.

Referring to Nigerian women in particular and their consumption pattern
of herbal medicine is notion of the kind of tradition handed down from gen-
erations and time. As women begins to grow into maternal life, the consump-
tion of herbs during pregnancy increases especially when mothers need to help

*  Prosumersim is coined from the producers and consumers to explain how consumers produce
and control what they consume as part of their culture and social inequality as Vandenburgh de-
scribes it in his article.

* Yoruba is one of the three dominant ethnic groups in Nigeria (Ibo, Yoruba and Hausa), known
for a rich trade and consumption of herbal medicine as part of their custom and tradition as well as
spiritual divinity.
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nurture the unborn grandchild from conception until birth, even with the de-
velopment and introduction of modern medical medicine, rate of herbal con-
sumption in local and rural communities in developing countries like Nigeria
still prevails, while some issues like unavailability and affordability to orthodox
medicines motivates their consumption. In other words, Log’s study (2009) re-
veals that the consumption of herbal and complementary and alternative medi-
cine prevails more among women and also that they are the major consumers
of healthcare products due to their physiology and care for nature. In addition,
he explains the motives behind women’s consumption of herbal or alternative
medicine by saying that there are some dissatisfaction with synthetic or scien-
tific medicine, treatments and the personal conviction to control of one’s overall
well-being and health.

Basically, cultures from all parts of the world have different though similar
but unique systems of health and beliefs in explaining the causes of illness, pro-
cess in finding solution and the right treatment to cure such illness. Although,
there are criticisms about the use of traditional medicine and its compositions
but this does not change the cultural beliefs and continued health practices of
Nigerian women. According to the research conducted by two medical practi-
tioners in Nigeria, Olowokere and Olajide (2013) “Women’s perception of safety
and utilization of herbal remedies during pregnancy in a local government area
in Nigeria” at the Department of Nursing Science, Obafemi Awolowo University,
Ile-Ife, Nigeria, found out that women often use locally prepared herbal medica-
tion during pregnancy and they had positive disposition to the efficacy of herbal
treatment at this stage over orthodox medicines during pregnancy. However, this
practice is not only prevalent in the African culture, but also in some many other
countries where traditional systems are still preserved irrespective of their health
care systems. Similar to the cultural practices of Nigerian Muslim women is the
research conducted by Tursunova et al. (2014) on the “Cultural Patterns of Health
Care Beliefs and Practices among Muslim Women in Uzbekistan” discovered that
Uzbeks seek different solutions to healing especially through traditional and plant
medications with the combination of seeking healers who use Shamic traditions
and Islamic practices to cure diseases and illness. In addition, they also found out
that the use of “Isiriq™ an herbal plant medicine is commonly used among Uzbeks
women for purification rituals as well as treating inhalation, and throat infections.
Nigerian women also use the popular black seed oil for treating several illness and
allergies in children and expectant mothers.

The levels to which people perceive the importance of their culture and tra-
ditions have great influence on their health education and acceptance to the

> Isiriq in Uzbek is Peganum harmala, or wild rue, it is also known as African rue, Syrian rue,

harmal shrub, harmel used for treating pains and other diseases like skin inflammations.



202 Omoye M. Akhagba

methods to be adapted to the healing process. In the United States and some
other industrialized societies that treat diseases as scientific or natural occur-
rence, medical treatments through scientific research is being utilized to fight
the diseases or microorganisms causing such diseases, in other words, such dis-
eases are combated with the use of highly sophisticated technologies. While
some other societies have strong believe that diseases are afflictions form the
supernatural and therefore require strong spirituality, prayers, and other spiri-
tual warfare to cure the diseases.

In 2014, some countries in West Africa, including Nigeria had Ebola virus epi-
demic leading to deaths and great panic in the society but some herbal practitio-
ners, botanists and other medical practitioners curtailed it by rolling out preven-
tive measures to curb the epidemic since no scientific medicines were supplied to
the region by international health organizations. This was only possible with the
help of some plants such as bitter cola and jute leaves (Mulukhiyah). Although,
underfunded by the Nigerian government and health ministries but these herbs
have efficacy in treating many other diseases such as fibroids, resetting of bone
fractures by traditional herbal orthopedics, cancer treatment, detoxification of the
body and recently the introduction of cancer screening programmes in Paxherbal
centre, a catholic owned herbal institute.

Conclusion

There is a strong link between culture and consumption of health products such
as herbal medicine, complementary and alternative medicine (CAM) as there is
a growing decentralization of power in the basic health care systems towards con-
sumer groups now becoming prosumers. Consumers have realised their power to
control how they consume health products in a social and cultural context either
living up to what is obtainable in the group they belong to as a result of genera-
tional transition of health beliefs and practices or as a matter of personal beliefs
and control of what they consume.
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Obnizenie nastroju u chorych
na stwardnienie rozsiane —
oddzialywanie przyjmowania interferonu
na poglebienie zjawiska

Badanie mialo na celu ustalenie, czy interferon stosowany przez osoby chore na stward-
nienie rozsiane (sclerosis multiplex, SM) istotnie obniza subiektywne samopoczucie i na-
stréj — oraz w jakim stopniu owe zjawisko wystepuje. Z wczesniej prowadzonych badan
wynika, ze interferon obniza poziom nastroju, a nawet prowadzi do depresji u 0séb cho-
rych na stwardnienie rozsiane (Goeb 2005). W badaniu wzieto udzial 66 oséb, w tym
40 kobiet i 26 mezczyzn. Otrzymaly one ankiete skladajaca sie z metryczki oraz kwestio-
nariusza pt. Skala Depresji Becka (ang. Beck’s Depression Inventory — BDI), mierzacego
poziom obnizenia nastroju. Po analizie wynikéw otrzymanych w ankietach, zalozenie
okazalo sie by¢ prawidlowe, a takze postawione hipotezy zostaly potwierdzone. Srednia
wynikéw uzyskanych w BDI przez osoby przyjmujace interferon byla o wiele nizsza niz
s$rednia wynikéw oséb nieleczacych sie tym lekiem. Okazalo sie réwniez, iz zgodnie z hi-
poteza wyniki kwestionariusza BDI rosly wraz z wydluzaniem si¢ okresu przyjmowania
interferonu — osoby, ktdre leczyly sie interferonem ponad cztery lata miaty wyraznie wyz-
sze wyniki niz osoby dopiero zaczynajace terapie.

Stowa kluczowe: nastréj, samoocena, stwardnienie rozsiane
Reduction of mood in patients with multiple sclerosis —

influence of interferon taking to deepen the phenomenon

The aim of study was to determine whether interferon used by people with multiple sclero-
sis (MS) significantly reduced subjective mood, and to what extent does this phenomenon

1
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occur. Previous studies show that interferon reduces mood levels and even leads to depres-
sion in people with multiple sclerosis (Goeb 2005). The study involved 66 people, including
40 women and 26 men. Participants received a questionnaire constructed for the purpose
of the study (appendix 1) and the Beck’s Depression Inventory (BDI) measuring depression
levels. The main assumption and the hypotheses were confirmed. The mean score obtained
in BDI by interferon recipients was much lower than the mean score of those who did not
took this drug. It also turned out that, according to the hypothesis, the results of the BDI
questionnaire increased with the prolonging of interferon intake period - people who took
interferon for more than four years had significantly higher results than those who were just
starting a therapy.

Keys words: mood, self-evaluation, multiple sclerosis

Wprowadzenie

Stwardnienie rozsiane to przewlekla choroba immunologiczna, niewiadomego
pochodzenia, diagnozowana zazwyczaj miedzy 20 a 50 rokiem zycia. Ma ona
niewielki wplyw na przewidywalng dtugos¢ zycia, a wiec najczesciej osoby chore
bardzo dlugo zmagaja si¢ ze skutkami swojej choroby (Kalb 2006). Stwardnienie
rozsiane (SM) powszechnie uwazane jest za chorobe, ktéra powoduje niewydol-
nos$¢ fizyczng, jednakze réwniez funkcje swiadomosci nie unikng wpltywu choro-
by. Problemy ze $wiadomoscia moga pojawic si¢ w pamigci, koncentracji i innych
dziedzinach zdolnosci mentalnych (Landgdom, Thomson 1996).

Istnieja trzy powody, dla ktérych powinny by¢ dostepne dla pacjentéw i opie-
kunéw informacje o aspekcie choroby zwigzanym ze §wiadomoscia:

- aby zapewni¢ tak pelne zrozumienie problemu, jak to tylko mozliwe, zeby
mozna bylo wzig¢ pod uwage i sterowa¢ wszystkimi obszarami funkgji, jakie
moga zostaé zaatakowane przez chorobe;

- aby zwiekszy¢ czujnos¢ co do wptywu swiadomosci na wszystkie aspekty zycia
codziennego, wlaczajac w to aktywnos¢ fizyczna;

- aby dostosowa¢ rozszerzenie strategii leczenia zwigzanych z dysfunkcja $wia-
domosci.

Najczesciej stosowanymi lekami majgcymi na celu opdznienie rozwoju cho-
roby sg interferony (alfa, beta). Jednakze, jak wiekszos¢ lekéw, majg dluga liste
efektéw ubocznych. Do czestych naleza miedzy innymi: objawy grypopodobne,
zaburzenia fizjologiczne, zle samopoczucie oraz depresja. Metaanaliza ponad 150
badan, ktérym przewodniczyl J.-L. Goeb, wykazala, ze w istocie interferon obniza
poziom nastroju, a nawet prowadzi do depresji u 0s6b chorych na stwardnienie
rozsiane (Goeb 2005).
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Osoby chore na SM zmagaja si¢ z konkretnym wyzwaniem - choroba ta wy-
stawia ich na ciezka probe. Z racji naglego pojawienia sie i niemozliwosci przewi-
dzenia jej przebiegu powoduje wysoki poziom stresu, napiecia i zwigzane z tym
problemy réznorakiej natury (Kalb 2006).

Niepewnos$¢ i nieprzewidywalno$¢ konkretnego zjawiska nie pozwala na
adaptacje, co wiaze si¢ z poglebiajacymi sie skutkami przezywanego napigcia —
w koncu nic nie jest wazniejsze dla cztowieka niz jego wlasne zdrowie, a takze
perspektywa godnego zycia i funkcjonowania. Z racji niewielu polskich zrédet
informacji na temat badan w tym zakresie, postanowiono przeprowadzi¢ badanie,
ktére mogloby potwierdzi¢ hipotezy. Zmienng wyjasniang w badaniu byt subiek-
tywny poziom nastroju osdb z SM, a zmienna wyjasniajaca byl fakt przyjmowania
(badz nie) interferonu oraz okres leczenia. Hipotezy, ktore zostaly przedstawio-
ne z przeczytanej literatury brzmia nastepujaco: im dluzej osoby chore na SM
przyjmujg interferon, tym wieksza jest sklonnos¢ do wystepowania nastrojow de-
presyjnych; osoby chore na SM przyjmujace interferon majg bardziej obnizony
poziom nastroju niz osoby nieleczace si¢ tym lekiem.

Metoda

Osoby biorace udzial w badaniu byly w ré6znym wieku, byly to zaréwno kobiety,
jak i mezczyzni, wszyscy chorujacy na SM. W celu dotarcia do jak najwigkszej
liczby 0séb, poza rozdaniem ankiet w formie papierowej osobom nalezacym do
Kartuskiego oddzialu PTRS (Polskie Towarzystwo Stwardnienia Rozsianego),
udostepniono réwniez ankiete w formie internetowej, rozpowszechniajac ja na
forum dla oséb z SM, znajdujagcym si¢ m.in. na portalu spolecznosciowym Fa-
cebook. Lacznie udzial w badaniu wziely 66 osoby, z czego 32 osoby nie korzy-
staja z leczenia interferonem. Za narzedzie badawcze postuzyla Skala Depresji
Becka (Beck’s Depression Inventory — BDI) — popularnie uzywane narzedzie do
samooceny stopnia obnizenia nastroju, wykorzystywane rowniez w badaniach
dotyczacych jakosci zycia 0s6b chorych na SM (Labuz-Roszak 2013). Ankieta
skladala sie z wyzej opisanego kwestionariusza i metryczki. Badani samodzielnie
wypelniali ankiete, nastepnie obliczono uzyskane przez nich punkty i podzielo-
no przez liczbe oséb danej kategorii (kobiety i mezczyzni, leczacy i nieleczacy
sie interferonem), by uzyska¢ sredni wynik kwestionariusza. W dalszej kolejnosci
poréwnano uzyskane wyniki z tabelg oceny BDI (0-11 punktéw — brak depres;ji,
minimalnie objawy obnizenia nastroju, 12-26 punktéw - epizod depresyjny o ta-
godnym nasileniu, 27-49 punktéw - epizod depresyjny o umiarkowanym nasile-
niu, 50-63 punktéw - epizod depresyjny o gtebokim nasileniu).
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Tabela 1. Réznice w wynikach BDI w grupach suplementacji interferonem oraz bez
suplementacji lekiem

N
Inter- | Odch. .B1trak Odch. ¢ af IIt\I Brak | iloraz
feron | std. | "o | std. p D nter- F P
feronu feron
feronu

17,21 | 8,18 | 11,84 | 8,27 | 2,63 63 0,01 33 32 1,02 | 0,95

BDI

Wyniki

Zrédlo: Opracowanie wiasne.

Wyniki

Poréwnujac wyniki 0s6b majacych za sobg od roku do ponad czterech lat przyj-
mowania interferonu, wyniki ukazaly wzrost sredniego obnizenia nastroju wraz
z okresem leczenia (jak pokazujg wykresy 1 i 2). Zgodnie z kryteriami oceny, za-
réwno mezczyzni, jak i kobiety leczace si¢ od roku do dwdch lat, nie przejawiaja
nasilonych objawow depresyjnych. Kobiety, jak i mezczyzni leczacy sie od trzech
do czterech lat miescili sie¢ w wyniku sugerujacym tagodne objawy depresyjne.
Osoby obu pici leczace si¢ ponad cztery lata miescily sie w wyniku pasujacym do
kryteriéw objawéw tagodnej depresji. W wynikach mezczyzn jednakze bardziej
zarysowany jest fagodny i stopniowy wzrost punktacji. W przypadku kobiet r6z-
nica w wynikach zalezna od dlugosci leczenia jest zdecydowanie bardziej wyraz-
na, cho¢ nieznacznie spada wraz z wzrostem okresu terapii interferonem.

Analizujac grupy ogélnie przy terapii interferonem i bez terapii tym lekiem,
zaobserwowano istotne wyniki na poziomie p = 0,01. Autorzy udowodnili, ze gru-
pa, ktéra brata interferon (n = 33, M = 17,21, SD = 8,18) posiada wyzsze wyniki
niz grupa, ktora nie brata leku (n = 32, M = 11,84, SD = 8,27). Ogdlny wynik to
analiza t-Studenta: t = 2,63, df = 63, p = 0,01.

Odwotujac si¢ do 0s6b nieprzyjmujacych leku, wyodrebniono $rednie wyniki
BDI uzyskane przez kobiety i mezczyzn nieleczacych sie interferonem. Okazato
sie, ze zgodnie z tabelg oceny kwestionariusza, wynik mezczyzn miesci sie w skali
braku objawow depresyjnych. Wynik kobiet jedynie nieznacznie wykracza poza
owe kryterium. Jednoczesnie obie $rednie sg znacznie nizsze niz te widoczne
w wykresach 1 i 2, z wyjatkiem wyniku kobiet leczacych si¢ mniej niz rok.
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$redni wynik BDI

mniej niz 1 rok 1-2 lata 2-3 lata 3-4 lata ponad 4 lata

okres leczenia interferonem

Wykres 1. Sredni wynik BDI kobiet przyjmujacych interferon

Zrédlo: Opracowanie wiasne.

mniej niz 1 rok  1-2lata 2-3 lata 3-4 lata

okres leczenia interferonem

ponad 4 lata

Wykres 2. Sredni wynik BDI mezczyzn przyjmujacych interferon

Zrédlo: Opracowanie wlasne.

O Kobiety

B Mezczyzni

Wykres 3. Sredni wynik BDI 0séb nieprzyjmujacych interferonu

Zr6dto: Opracowanie wlasne.
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Konkluzje

Podsumowujac, obydwie hipotezy zostaly potwierdzone. Zgodnie z hipoteza ,,im
dluzej osoby chore na SM przyjmujg interferon, tym wigksza jest sklonnos¢ do
wystepowania nastrojow depresyjnych”, przekonanie o tym, ze interferon prowa-
dzi do obnizenia nastroju i depresji potwierdza si¢. Mozemy zaobserwowac to
wyraznie, gdyz wzrost wynikéw jest proporcjonalny do wzrostu okresu leczenia,
co moze sugerowac, iz im dluzej interferon oddzialuje na organizm, tym bar-
dziej widoczne i dotkliwsze s3 jego wplywy na pogorszenie nastroju. Odnosnie
do drugiej hipotezy, dotyczacej rdznicy nastrojéw osdb przyjmujacych i nieprzyj-
mujacych interferonu, réwniez hipoteza znalazta poparcie w wyniku badan, co
jeszcze bardziej $wiadczy o tym, ze interferon rzeczywiscie ma znaczny wplyw na
funkcjonowanie systemu emocjonalnego czlowieka. Istotnie, z literatury wynika,
iz interferon poza swoim dobroczynnym dziataniem w postaci spowolnienia roz-
woju choroby, jak i demielinizacji wtékien nerwowych, zmniejsza réwniez ilos¢
serotoniny powstajacej w mozgowiu (Czarnecka 2007). Jednak to samo zrédlo
sugeruje dwukierunkowy charakter tej relacji - mimo Ze interferon bezposrednio
oddzialuje na poziom neuroprzekaznikéw w organizmie, prowadzac do obnize-
nia nastroju, potrafi on réwniez zadziala¢ na korzys$¢ nastroju, bowiem sam fakt
podjecia leczenia moze by¢ dla pacjenta pozytywny. Jest on zapewne dla wielu
nadziejg na lepsze jutro, powodem do szczescia, odetchnigcia. Przy analizie an-
kiet zaobserwowano réwniez takie, ktore sugerowaly, ze nawet ponad cztery lata
przyjmowania interferonu nie wplynely na subiektywne odczucie samopoczucia.
Prowadzi to do wniosku, ze oddzialywanie interferonu na nastroje depresyjne
moze by¢ do$¢ indywidualng kwestig. Analizujac ankiety i zglebiajac literature do-
tyczaca tego tematu, mozna dojs¢ do wniosku, iz rzetelne przeprowadzenie takiego
badania wymagaloby bardziej rozbudowanej struktury niz kwestionariusz samooce-
ny, cho¢by z uwagi na fakt, ze na wynik moglty wplyna¢ roézne nagte badz tymczasowe
sytuacje, rowniez nieproporcjonalna liczba 0séb bioracych udzial w badaniu mogta
wplyna¢ zakldcajaco na wyniki. Niemniej jednak hipotezy okazaly sie trafne, co sy-
gnalizuje, Ze osoby korzystajace z leczenia interferonem powinny mie¢ na uwadze
réwniez swoje zdrowie psychiczne, ktore jest nie mniej istotne od fizycznego.
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