
i,.,,,i

,iiriiliiill
1

DD\EIOPING A SUPPORT PROGRAMME FOR NAMILIES WITTI SERIOUSLY

ILL Olt DYING CHILDIIE$J: TIID FInST SIX MONTHS

Maqne Raundalen

AtLe l)yregrov, Barneklinikken
Haukeland Sykehus, Haukeland, Noiway

I Death of children in our days has changed its character accord-
lng Lo the development in society at larqe and withj.n modern nediclns'
Ihe rnost frequent causes of death among chlldren today are accidents.
In most ca$es this means a sudden death. Next to accldents, cancer
ls the mos;t f,requent cause of death amonq chlldren ln the western
world. Accordinc; to the clevelopment ln modern medicine one has

cotned the concepc "prolonged death" (in many of the cases Prolgnged
Ii"Fe woulcl have been a more positive and better expression). The

ftiEept covers the fact thag children wlth malignancies, for example

solld tumor, may be kept alive for weeks and months and years be-
cause of modern treatmenb wlth cytostatlca and radiatlon. chlldren
with leukemla reccive blood transfuslons and nedlcal treatment curlng
the lllness in circa 5ot of the chtldren and prolonging life from

one Eo flve years among the rest of the children' I

Th18 develol:mcnt means new ho1>e for ]ots of famlllesr but lt
also means tremendous stress during th€ treatrnent phase aE hosplLal,
fear of lnfectlolr at homer dlwsys looklng for slgne of relapse
slgnalllng that thelr chlld is among the unfortunate group wlth a

faLa1 lIIness.

several authorE have descrlbed the effects of fatal or chronlc
Illness on the slbllngs, on the parents and on the whole famlly
system. (Blrman 1956, Cobb, 1956, Greon 1958, Tisza 1960' Murstein
1960, Knut,son et al, 1960, Frledman et al-. 1963, Morrlssey 1963'

Chodoff, 1963, Gordon L965, Hovrell 1966, Green 1967, Frledrnan 1967'

Findlay 1969r Blnger 1969, Abl-lrr eL al ' 197I, Pl'css et aI ' 1972'

Share l9?2, Commerfotd L974, WIlIls 1974, Malley et Coucher 1975'
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'[,ascarlt97f),Gclst]977'Sourkes1977'TicLs
lloss I'178, nt::'nrraitr 19?B' Bahnson 1978'Balrnson

I9?9, Krell 1979, Nir IgBo' Schulrnan ct Kupsl

Most of Lhe authors emphasize the nced for a family supPorL Pro'

gramme in connect'"n t" the pediattit-*it or di'ri'sion of oncolocJy'

The main Purpose oi"t-ptoqtuttu for-Le fan'ify should be Lo glvo

""io.,.,,i,;::rl-:i":ltil::'t ;:i;*:'.:l:il ::*r:::i="":":'tl::?-
new structure ano

i"nt ot loss of the child'
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19 77 , Chtlrvcn l',t / ' I
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A second purtPose ls also mentioned among a few of the auLnorc

looklrrg uPon cance;-;"-; psychosomatil-sot-ution to tnner confrlcts

and disturbancies L"-ii'" eutrt'v "v"i"t: 
A restructurlng of the

svstem through r.riiv-ln.rupv r.v directly inberact-wtth the synPtcm

flrce and thus help ihe chrld gueti"s-"uii uguirt' Thls way of

thinktnq ts sttll lt a plone"l ;t"1tl 
i"t-it-Is wldel'y recognizcd

inthehospitalthacthereexlslsaconnectlonbetweenthewellbolng
of rhe chird ana nIJ g.i.r"r conarrili .i. i."iilt. Thus some hospltol

hasasarouLineio-ti"'-tr'patientsiu""tr"gtohospltallzationtna
negatlve way as out-patients as muci of the tlme as posslble'

v,le can conclude that chere exlsts two psychodomatlc theorlee

concern.tng rrre slguatlon and "un."l,- 
an o-ptrmr"Elc one whtch hcld

thatonecanarueltnu"t"teoe".n.i'dtrectrywithpsychotherapy,
one which hcld that the illncs" t"v-i]ttit bt -defeated by a good

general conditlon

Our programme started 6 months ago and """' d::119 the plannlng

perit:<l supcrvlsed by claus Bahnson-uii-""ty nuch lnsplred by hle

|togru.t" in phlfadelphia' u's'A' *l-c"ttuny (Bahnson I9?8) '

Our rn'ein task was to meet the needs of parents and chlldrsn fro!

the polnt of aragnosit ' 

-tf''o"gh the first treatment sequences at

ttre hospltal and a:'1 crielcal stages to come clurlng remlsslon or

durlng the sermh"i'J;;;:--rto*. it't io"pitar lt' was argo exPressed

a need for counse;it;";;;;tts wtth chlrai'"n who had for shorter or

ronger perlods "";;;a 
ln rernrssron'-trtlraten who bad gos thetr

drasnosrs berore wi suarted o* ptln'u'1"'''T']:":":':t:::"lli"tiltl"o'
for dlfferu,t" upp'ottnu"' Meeting new famllles Lne

latrlc unlt and ;;;;;; bestnntns ;;t; exlsted a suspiclon in

the directlon of'u-"otro"" llInu"" i"q-t*n"tr rgukemla' cysclc

ftbrosls and otneig) ' rn the "t"ona-i"ivice' 
Vlv'en to famtllee aI-

rca<ly stavr's tn-l-cersaln treatme;; ;;;gt"tt"; :l:' responslble

pedlatrlctan ref,orred to our ptogt;t! "! 
t n"* servrce fron the

hosp|talglven";.;;iiimrrrel*rci'lu"iouglllneeges.socklng
peycholoqtcur nujp-;" "on"urucron"rg-etllL 

not part of the dally

Itfe of, Noruregr.i-farnllles uut, gcrti-"u11""t, to preJudlcea th'tb you

TI
in
Ii.
rp
ln
Vr

V(

lx
pr
lllt
lirt
thr
lll
r'1:



;,.i 
:

lf

ALEN

,7,

aI.

t pro-
ogy.
e
rr 19

eat-

)rs
!cLs

nptom

rd
beln<1

rpltal
.na

rs
re ld
rPYr
I

lng

from

sed
or

all.
a ped-

:rI-

SUPPORT PROGRAM FOR FAMILIES 165

have to be on tshe polnt of breakdown or "crazy in your head". of,

course the al:tltude is ::apicily changing, but still there. Therefore
IL was of most importance that the pedlaLrlcian had a positive
.rttit,ude to the programme, motivatlng brle parents to see the psycho-
logisr- although they did not think they had signlficant problems.
Ihe motivabion was done when the patients were in for routine controls.
AL the very beqinnincl of the programme the pediatrician announced
il: to the parenLs as a new sejrvice, but after a few weeks it was

wt:Il krrown anlong several of the ParenLs and Lhey started themselves
to caLl for consultallotl. In many cases we therefOre meL together
wtth the parents and presented the programme for t]1e parents. one

strongly moFlvatJ.ng factor was undoubtedly that the parents needed
vtrry mrich to talk about what to tell the chlld when all1ng, what
to tell relatlves and sibllnqs, how to lnterpret the medlcal
Ianguagc. and what to do wlth anxlet,y-maklng symPtoms ln chlld or
sibiings of the lII chlld. '

Before we started we had three basic guldellnes for the way

we wanted to run the proJect. Flrst of all we wanted Lhe stervlce
to be preEented for all the cllents to avold a cornmon referral system
wlrere only the most. slck or troublesome Person should see the
p:;ychologlst. we strongly chose the outreach modeL and it should
lnclude aII chlldren with serlous or termlnal lllnesses.

Second our progranme was a famlly-oriented one reallsing the
widely t vlew that, a serlous tllness affects the whole famlly
gystem and even vltat parts of the socli.I network ln some casest
(Tlsza 1960, lhudson et, al. 1960, l4orrlssey 1963, Chodoff 1963,
Gordon 1965, Howelf 1956, Bahnson 1978, Koocher et aI. L979 among

ot:hers). Tfrere extsts also several rePorts on the effects of
sibltngs (Bender 1954, Cobb 1956, Caln et al. 1964, Binger et al.
1969, lvold and Townes 1973) buU most of them focus on the death of
a chlld and the reports are selclom controLled ln the sense that they
are compared to the effect of other lllnesses or co problems ln
tlre general populatlon. We now have t:he first studles indlcatlng
thatisibllngs of chlldren htlth teukemia have more frequently psycho-
loglcal synPtoms than stbllngs of chll.dren wlt'h other chronlc
lllncsses (Blnger 1969, Lavlgne 1979, 19tlC).

thlrd we almed at the ldeat of gslf.abiffW.; to be part
$re wlfrs-aally llfe and belng there wtren tfre Parents needed
not the day after. Achievtng thls made lt nncelisary to have
psychologlstg (one on half-ttme basle) and to ftnd a balance
time used on.appoinlmongs (therapy hours) and tlme schedulod
betng on the warcl, belng avallable at weekends, at nlghts and
holiday aeasons.

supporg,
Ewo
between
for

10u



166

nurDber

L7

t3

20
,

z)

M, RAUNDALEN

9.3

r.7. 3

20. t

JJ. J

SUPI

llle'
-LIgI

9-l"r*ligll9r-s!-Bl-99:--"f-inter-v9ll'ti-onIr qmgL%-:+.Lf9rcenrgl- i! tota!

"ur11ter 
oT causes (ilB familigs)

State of crislsr'
breakdown

Fanily systen
dlsorders

Aftcr effects dlsease
hospltalization

Dtrect tnterventlon on
problems Presented at
t,he hosPital,/anxiety
otircli states of stress

l1'

ln

75

22

n
ln
nl
rl
lll

Yr

Vr

rr:
Itr
8rt
lin
tJu

nn
pt

Tot.aI

Thls Is a rough classlflcatlon to
terventlon among our 38 families' the
after eflleqts reflects that t'here has
grarnme for the Parents earller'

rvDes of lntervention
39 fan:jlltes, 59 tYPPs

PIaY theraPy, suPPors
chlLdren

Farn.tIY TheraPY

Home visits

SuPPorL Parent,B
both or alone

Direct change, work
economy, klndergarden'
hosPltal routinesr etc'

Loo.o

elucldate the causes of ln-
hlgh percentage therapy on

not exlnted a suPPort Pro-

37.3

Lr.9

11.9

27 .2

11 .9

I
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f imc usi:d in hours and ln perccnLage of
Lhc LoLal amorurt of hours used

Family oricnted therapy

)ALEN 167

Indivldual th'erapY -

Individual support -

fndivldual support -

Motsher and child

Father and chlld

Parents counseling

fnstlbution's changes
counseIlng

crrira

molher

father

hours

72

91

64

22

43

ZL

12

c

zL.)

27.2

19. I

6.6

12.8

3.O

o.J

3.6

TotaI 335 loo. o

These flgureu do not reflect the phllosophy of the lnterventlon
programme, but, the way one more or less had to work taklng lnto
conelderatlon long travelllng dletances for a large sample of the
populatlon excludlng the posslblllty to treat, the whole family sy-
ctem. However, ln many of, the farnllles we trled very hard to
motlvate them although 1t would cost, tlme and money to come all
together. In most cases where they reaLly dld, Lhey continued to
cotrn on thelr own mot,lvatlon.

Until now we have done no syst,ematic analysls of the therapy
hours wlth children and famllles but we w111 here brlefly comment
on some of the recurrlng Loplcs and problemg observed. Flrst !"e

can mentlon Lhat we are struck by the occurrence of soclal streas
1n the famllies wlth leukemla. Our lmpresslon here is in accordance
with Mr:rstein's findings (f96O) that, emotional adJustment, r,rere
poorer for leukemlc parents than for'other parents with a fatal
lllness in the famlly. We thlnk that parents wlth leukemic chlldren
vcry often seem to be In a stage unable to support each other.
The father ls occupied bullding.a new home' engaged out of town
1n further educatlon, travelllng or belng a seaman. In thls'"centrl-
fuqal famlly" as described by Bahnson (1978) we see an abnormal
communlcatLon between rnot.her and chlld. The devlating conurunlca-
tlon consists mainly ln the mothera domlnatlon of the chlld ln
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allnost always talkint; for him or her' 1"hey are not only answerlng

the questions for the child, but t'hey very oftetr also puL the
questlons ready to bc answered by t"henrselvcs' At the s'rme time Lhe

moChers complain having vciry dependent chilclren' being ioi;l:ed uP

with the chililren the child tries i:o creeP into her body againi

t,e want to underline that Lhese observatiollr' ofQ ]gres:relg not

sysLenatic oncs controlled for with comparisons wiLh groups of
patlentsanclfam.|lieswithotir,.:i.clironlciilnesses.Wewillalso
mentionthepossibllitythatthesepatternsrnighthavebeenformed
in the pre-cllagnostlc phase. It is well known that children may

have dlstinct signs of abnonnality for some time before parents take

arlyovert,acLionLodlscoverthelrcausesorseekdoctoraladvice'
Many deny such s)tmPtoms for weeks and are overtly fearful of con-

firmatlon of thelr fears.

Most of our families seek help' They vcry much want to flnd
new slrategies ancl ln many ways we feel tha,t lt ls easy to support'

thosefamlliesanc]tlraLthemalnsErategyoughttobefarnilyorlenLed
therapy whenevcr Posslble.

The farnllles are presentlng a multltude of problems and we can

onlY nention a few here:

Flrstofallt,heynecdhelplncommunlcattngwlththelrchlldren
abouL what. ls golng on. In many cases they have chosen to say

nochlngatallanclthechlldls].eftalonewlLhthelrworrles-
depending on thelr ages.

Parents often express the need for gg1qlrrg wlth the lllrress and

tf they have a religllus background they often wonder if thls could

be punistrment. from God. Many parents are often preoccupied with
t.houghtsabout.wlrat,theyhavedonewronglnthelrphyelcalcarefor
the chitd. so guj.It- in some fashion plays an important Part' ln the

problems parenf,s r,."1. other areas of problems is the relationehil:
between mother and father and their sharing of the cara at Lho

hospltalandthelrconceptionofthechild'sProspectsofbelngwel}
agaln. If one of the paients, mostly the father'-do noe ehare the

events at the trospltal-, for scveral reasonsl a polarlzatlon betweon

the parent,s may o-""rrt wlth mutual accusations that the other does

nolicare for their problems and stress'

ManY other areas
shlp to grandParents
on soclat network and
tlon and new values,
thsrapy seBslons are
mentloned and ocherg

could be mentionedr e.g. lmpact on relatlo[-
and other famlly members of the chlld' imPact
fri.endg, on death and dylng' on new orlenLa-

anxtety and pattrologlcal grtef' AII the
taped, and systematlc analysls on thgee Lopics
wi I l. be made .
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