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C o n v e r s a ti o n s  A b o u t  C hil d r e n  W h e n a n
I m p o r t a n t  A d ul t I s a t  E n d  of  Lif e:  A n  A u di t

J eff r e y  R.  H a n n a,  P h D1 ,  Eli z a b e t h  R a p a,  D P hil1 ,
M a r y  Mill e r,  M B,  B C h,  B A O,  M R C P,  M S c 2, 3 ,
M a d el ei n e  T u r n e r 1 , a n d  L o ui s e J.  D al t o n,  D Cli n P s y1

A b s t r a c t
P u r p o s e: H e alt h a n d s o ci al c ar e pr of essi o n als r e p ort it c h all e n gi n g t o h a v e c o n v ers ati o ns  w it h f a mili es  w h e n a n i m p ort a nt a d ult i n t h e
lif e of a c hil d is at e n d of lif e, oft e n f e eli n g t his as p e ct of c ar e is t h e r es p o nsi bilit y of ot h er c oll e a g u e s.  T his st u d y ai m e d t o u n d erst a n d
pr of essi o n als’ p er c ei v e d r ol e i n f a mil y- c e n t er e d c o n v ers ati o ns as p art of r o uti n e c ar e at e n d of lif e, a n d h o w t o pr o m ot e t his el e m e nt of
c ar e i n cli ni c al pr a cti c e. M e t h o d s: A n a u dit  w as c o m pl et e d  wit h 1 1 6 p r of essi o n als  w h o  w o r k i n p alli ati v e c a r e i n cl u di n g d o ct o rs
a n d n u rs es t h at att e n d e d a 2- d a y vi rt u al c o n g r ess. R e s ul t s: P r of essi o n als ( 7 3. 2 %) f elt c o nfi d e nt a b o ut st a rti n g a c o n v e rs ati o n  wit h
a d ult p ati e nts at e n d of lif e a b o ut i m p o rt a nt c hil d r e n.  H o w e v e r, e n q ui ri n g a b o ut r el ati o ns hi ps  wit h c hil d r e n  w as l a r g el y d e p e n d e nt
o n t h e a g e of t h e p ati e nt. 6 4. 7 % of r es p o n d e nts r e p o rt e d si g n p osti n g f a mili es t o  w e bsit es a n d s e r vi c es t h at p r o vi d e f a mil y s u p p o rt.
M ost p r of essi o n als ( 7 6. 7 %)  w a nt e d t r ai ni n g t o e q ui p t h e m  wit h t h e s kills a n d c o nfi d e n c e t o h a vi n g f a mil y- c e nt e r e d c o n v e rs ati o ns
at e n d of lif e,  wit h vi d e os d e m o nst r ati n g h o w t o p r o vi d e t h es e el e m e nts of c a r e t h e  m ost p r ef e r r e d o pti o n. C o n cl u si o n s: S h o rt
t r ai ni n g r es o u r c es s h o ul d b e d e v el o p e d t o e q ui p p r of e ssi o n als  wit h t h e n e c ess a r y s kills t o w a r d h a vi n g c o n v e rs ati o ns a b o ut
c hil d r e n  wit h p ati e nt s a n d r el ati v es i n cli ni c al a p p oi nt m e nt s.  T h e r e is a n e e d f o r p r of es si o n al s t o as k e v e r y p ati e nt a b o ut
i m p o rt a nt r el ati o ns hi ps  wit h c hil d r e n.

K e y w o r d s
e n d of lif e, c hil d r e n, d yi n g, c o m m u ni c ati o n, h e alt h c a r e p r of essi o n als, s o ci al c a r e p r of essi o n als, f a mil y- c e nt e r e d c a r e, ps y c h os o ci al
s u p p o rt

I n t r o d u c ti o n

Gl o b al e vi d e n c e h as s h o w n t h at eff e cti v e c o m m u ni c ati o n  wit h
c hil dr e n a b o ut p ar e nt al ill n ess is ess e nti al f or l o n g t er m ps y c h o-
l o gi c al  w ell b ei n g a n d fa mil y f u n cti o ni n g. 1 H e alt h a n d s o ci al c ar e
pr of essi o n als ( h er e aft er r ef err e d t o as pr of essi o n als) ar e c e ntr al t o
pr o vi di n g ps y c h os o ci al s u p p ort t o f a mili es  w h e n a n i m p ort a nt
a d ult i n t h e li v es of t h eir c hil dr e n ( < 1 8 y e ars ol d) is at e n d of
lif e.2- 4 Pr of essi o n als oft e n f e el ill- e q ui p p e d t o h a v e c o n v ers ati o ns
wit h p ati e nts a n d t h eir f a mili es a b o ut c hil dr e n; fr e q u e ntl y r e p ort-
i n g f a mil y- c e nt er e d c ar e t o b e t h e r ol e of ot h er c oll e a g u es  wit hi n
t h e  m ulti dis ci pli n ar y t e a m.2, 5 I n r e alit y, p ar e nts h a v e r e p ort e d a
l a c k of s u p p orti v e g ui d a n c e fr o m pr of essi o n als a b o ut s h ari n g
i nf or m ati o n  wit h t h eir c hil dr e n a b o ut a si g nifi c a nt a d ult’s ill n ess,
e v e n  w h e n d e at h is i m mi n e nt. 6- 8 Pr of essi o n als h a v e r e p ort e d a
d esir e t o d e v el o p t h eir s kills a n d c o nfi d e n c e t o h a v e c o n v ers ati o ns
i n r o uti n e c ar e  wit h p ati e nts a n d t h eir f a mili es a b o ut c hil dr e n fr o m
di a g n osis t hr o u g h t o e n d of lif e. 2, 5, 9, 1 0

O n e of t h e r e p ort e d o bst a cl es t o c o n v ers ati o ns  wit h p ati e nts
a b o ut t h eir c hil dr e n is pr of essi o n a ls’ o w n dis c o mf ort  wit h r aisi n g
t h es e s e nsiti v e t o pi cs.2, 3 Pr of essi o n als  w or ki n g i n p alli ati v e c ar e
h a v e e xt e nsi v e tr ai ni n g, s kills a n d e x p eri e n c e t al ki n g  wit h p ati e nts
a b o ut ill n ess, d e at h a n d d yi n g.  T h e a ut h ors  w a nt e d t o u n d erst a n d

t h e e xt e nt t o  w hi c h t h es e s kills  w er e us e d t o c o nsi d er t h e n e e ds of
c hil dr e n  wit hi n t h e f a mil y.  A n a u dit  w as c o n d u ct e d  wit h p alli ati v e
c ar e pr of essi o n als t o b ett er u n d erst a n d: ( 1) pr of essi o n als p er-
c ei v e d r ol e i n h a vi n g f a mil y- c e nt er e d c o n v ers ati o ns  wit h p ati e nts
a n d f a mili es at e n d of lif e, a n d ( 2) cli ni ci a ns’ vi e ws a b o ut s u p p ort
t h at  w o ul d f a cilit at e t h eir pr o visi o n of t his ps y c h ol o gi c al c ar e t o
f a mili es a b o ut c hil dr e n i n r o uti n e cli ni c al pr a cti c e.

M e t h o d s

T h e a u dit c o nsi st e d of a n o nli n e o p e n s ur v e y.  T his st u d y is
r e p ort e d f oll o wi n g t h e  C h e c klist f or  R e p orti n g  R es ults of I nt er-
n et  E- S ur v e ys ( C H E R RI E S) crit eri a. 1 1

1 D e p art m e nt of Ps y c hi atr y,  U ni v e rsit y of  O xf o r d,  W ar n ef o r d  H os pit al,  O xf or d,

U nit e d  Ki n g d o m
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A u dit  D ev el o p m e nt

T h e a u dit  w as d e v el o p e d usi n g JI S C  O nli n e S ur v e y s oft w ar e
a n d t est e d b y t h e r es e ar c h t e a m.  T h e q u esti o ns  w er e i nf or m e d
b y a q u alit ati v e s yst e m ati c r e vi e w 3 a n d 2 q u alit ati v e st u di es
e x pl ori n g pr of e s si o n al s’ r ol e i n s u p p orti n g f a mili e s  w h e n a
p ar e nt of d e p e n d e nt c hil dr e n is at e n d of lif e. 2, 5 T h e a ut h ors,
w h o d e v el o p e d t h e a u dit, h a v e a  w e alt h of r es e ar c h a n d cli ni c al
e x p eri e n c e i n p alli ati v e c ar e a n d c o m m u ni c ati o n  wit h c hil dr e n
r e g ar di n g ill n ess.  T h e a u dit c o nsist e d of q u esti o ns e x pl ori n g
pr of essi o n als’ vi e ws a b o ut t h eir r ol e, c o nfi d e n c e, a n d tr ai ni n g
n e e ds t o h a vi n g f a mil y- c e nt er e d c o n v ers ati o ns  wit h f a mili es
a b o ut i m p ort a nt r el ati o ns hi ps  wit h c hil dr e n. Pr of essi o n als  w er e
als o as k e d t o st at e t h eir pr of essi o n al r ol e a n d y e ars’  w or ki n g i n
cli ni c al as  w ell as p alli ati v e c ar e pr a cti c e.  T h e q u esti o ns  w er e
n ot r a n d o mi z e d, e a c h q u esti o n  w as pr es e nt e d o n a n e w p a g e,
a n d r e s p o n d e nt s  w er e u n a bl e t o r e vi e w a n d c h a n g e t h eir
a ns w ers ( e. g., t hr o u g h a “ B a c k ” b utt o n or a “ R e vi e w ” st e p at
t h e e n d of s ur v e y) a s t hi s c o ul d h a v e r e s ult e d i n bi a s e d
r es p o ns es fr o m r es p o n d e nts.

A u dit Pr e- T esti n g

T h e a u dit  w a s pr e-t e st e d  wit h p alli ati v e c ar e r e gi str ar s, a p al-
li ati v e c ar e n ur s e, a n d a p alli ati ve c ar e c o n s ult a nt t o c h e c k f or
it s a p pr o pri at e n e s s, l a n g u a g e, a n d u n d er st a n di n g. Pil oti n g t h e
a u dit r e s ult e d i n t h e r e w or di n g of s o m e q u e sti o n s, t h e i n cl u-
si o n of a d diti o n al crit eri a i n t h e s u g g e st e d r e s p o n s e s, a n d t h e
r e or d eri n g of 2 q u e sti o n s.  T h e d e ci si o n  w a s al s o  m a d e t o
hi g hli g ht t h e q u e sti o n s a s  m a n d at or y t o c o m pl et e t h e s ur v e y;
t h e ai m of t h e r e s e ar c h  w a s t o h av e a b ett er u n d er st a n di n g of
c urr e nt pr a cti c e a n d a n s w eri n g t h e 6 q u e sti o n s i n t h e a u dit  w a s
c o n si d er e d n e c e s s ar y t o e n a bl e t hi s a p pr e ci ati o n.  T h e q u e s-
ti o n s a n d r e s p o ns e s c al e f or e a c h i s r e p ort e d i n  T a bl e 1.

S a m pl e

T h e a u dit  w as distri b ut e d at t h e 2- d a y P alli ati v e  C ar e  C o n gr ess
virt u al c o nf er e n c e ( h ost cit y;  E di n b ur g h,  U nit e d  Ki n g d o m) i n
M ar c h 2 0 2 1. I n di vi d u als  w er e c o nsi d er e d eli gi bl e t o c o m pl et e
t h e q u esti o ns if t h e y pr o vi d e e n d of lif e c ar e as p art of t h eir
r o uti n e  w or kl o a d.

A u dit A d mi nistr ati o n

I n di vi d u al s c o m pl et e d t h e a u dit b y a c c e s si n g t h e li n k i n
t h e r e s e ar c h t e a m’ s e x hi biti on st a n d. Pri or t o c o m pl eti n g
t h e q u e sti o n s, d el e g at e s  w er e pr o vi d e d  wit h i nf or m ati o n i n
t h e r e s e ar c h t e a m’ s e x hi biti o n ar e a a b o ut t h e p ur p o s e of t h e
st u d y,  w h at t h eir i n v ol v e m e nt  w o ul d b e, a n e sti m at e of h o w
l o n g t h e s ur v e y  m a y t a k e ( u p t o 3  mi n ut e s), a n d t h e r e s e ar c h
t e a m’ s c o nt a ct d et ail s t o a s k a n y q u e sti o n s.  T o e n c o ur a g e
c o m pl eti o n, d el e g at e s  w er e i nf or m e d t h e y  w o ul d b e i n vit e d
t o e nt er a pri z e dr a w at t h e e n d of t h e a u dit, b y cli c ki n g
t hr o u g h t o a n u nli n k e d f or m t o pr o vi d e t h eir e m ail a d dr e s s.

D at a A n alysis

D at a  w er e a n al y z e d b y J R H usi n g S P S S v. 2 7 t o pr o vi d e d et ails
of t h e s a m pl e c h ar a ct eristi cs, a n d t h e fr e q u e n ci es a n d p er c e n-
t a g es of r es p o ns es.

Et hic al C o nsi d er ati o ns

D el e g at es att e n di n g t h e virt u al c o nf er e n c e  w er e n ot c o er c e d t o
c o m pl et e t h e a u dit.  A  m e m b er of t h e r e s e ar c h t e a m  w a s
“ a v ail a bl e ” at t h e e x hi biti o n st a n d ar e a d uri n g t h e 2- d a y
c o nf er e n c e t o a n s w er a n y q u eri e s or c o n c er n s of t h e d el e-
g at es.  D at a pr ot e cti o n pr o c e d ur es  w er e o bs er v e d.  T h e r es e ar c h
t e a m pr o vi d e d a r es o ur c e p a c k f or all i nt er est e d a n d p arti ci p at-
i n g r es p o n d e nts pr o vi di n g t h e m  wit h i nf or m ati o n a b o ut t h e p ur-
p o s e of t h e a u dit, i nf or m ati o n o f or g a ni z ati o n s t h at pr o vi d e
f a mil y or pr of essi o n al s u p p ort, t h e a ut h ors c o nt a ct d et ails, a n d
li n ks t o ps y c h o e d u c ati o n al r es o ur c es d esi g n e d f or cli ni ci a ns o n
h o w t o s u p p ort f a mili es i n r el ati o n t o d e p e n d e nt c hil dr e n a b o ut a
p ar e nt al lif e-t hr e at e ni n g ill n ess. F oll o wi n g c o ns ult ati o n  wit h t h e
J oi nt  R e s e ar c h  Cl assifi c ati o n  Gr o u p at  U ni v ersit y of  O xf or d,
et hi c al a p pr o v al  w as n ot r e q uir e d.

R e s ul t s

R es p o ns e R at e

T h e c o nf er e n c e  w as att e n d e d b y 5 8 8 pr of essi o n als.  Of t h es e, 1 5 8
d el e g at es visit e d t h e e x hi biti o n st a n d o v er t h e 2- d a y p eri o d.  A
t ot al of 1 1 6 pr of essi o n als e nt er e d a n d c o m pl et e d t h e s ur v e y,
i n cl u di n g d o ct ors ( n ¼ 8 7) a n d n urs es ( n ¼ 2 6), as  w ell as a
p h ysi ot h er a pist, p h ar m a cist, a n d s o ci al  w or k er. 8 8. 7 % of t h e
s a m pl e h a d 5 or  m or e y e ars’ e x p eri e n c e  w or ki n g i n h e alt h c ar e;
5 5. 1 % of t h e s a m pl e h a d at l e ast 5 y e ars  w or ki n g i n p alli ati v e
c ar e. Pr of essi o n als  w er e b as e d i n t h e  U nit e d  Ki n g d o m a n d Ir e-
l a n d. S a m pl e c h ar a ct eristi cs ar e r e p ort e d i n  T a bl e 2.

I d e ntifyi n g I m p ort a nt R el ati o ns hi ps  Wit h C hil dr e n

O v er a t hir d of r es p o n d e nts ( 4 0/ 1 1 6) r e p ort e d it is a r o uti n e p art of
t h eir pr a cti c e t o as k p ati e nts if t h e y h a v e d e p e n d e nt c hil dr e n.  T his
c o ntr asts  wit h o v er 5 0 % of t h e s a m pl e ( 6 2/ 1 1 6) t h at d e ci d e t o as k
a p ati e nt if t h e y h a v e d e p e n d e nt c hil dr e n b as e d o n t h e p ati e nt’s
a g e.  W h e n n o d e p e n d e nt c hil dr e n ar e  m e nti o n e d b y p ati e nts,  m ost
pr of essi o n als ( 8 4/ 1 1 6) st at e d t h e y d o n ot as k t h e p ati e nt a b o ut a n y
ot h er i m p ort a nt r el ati o ns hi ps  wit h c hil dr e n ( T a bl e 3).

Pr ovi di n g Psyc h os oci al C ar e t o F a mili es
A b o ut t h e C hil dr e n

L ess t h a n a q u art er of pr of essi o n als ( 2 9/ 1 1 6) st at e d t h e y r ais e t h e
iss u e of h o w t o t al k t o t h e c hil dr e n  wit h e v er y p ati e nt or a  m e m b er
of t h e f a mil y.  M ost r es p o n d e nts ( 6 2/ 1 1 6) r e p ort e d t h at  w h e n t h e
iss u e h as b e e n r ais e d b y t h e p ati e nts or t h eir s u p p ort n et w or k, t h e y
pr o vi d e g ui d a n c e t o p ati e nts a n d/ or t h eir s u p p ort n et w or ks a b o ut
t al ki n g t o t h eir c hil dr e n a b o ut t h e ill n ess ( T a bl e 4).  M a n y r es p o n-
d e nts ( 6 4. 7 % ) c o nsi d er e d it t o b e t h eir r ol e t o si g n p ost p ati e nts a n d

2 A m eric a n J o ur n al of  H os pic e  & P alli ativ e  M e dici n e ®



T a bl e 1. T h e  Q u esti o ns a n d  R es p o ns e  C rit e ri a  Us e d i n t h e S u r v e y.

Q u esti o n R es p o ns es

Q u esti o n 1:  D o y o u as k e v e r y p ati e nt “ D o y o u h a v e d e p e n d e nt c hil d r e n ( u n d e r t h e
a g e of 2 4 y e a rs)? ”

( a)  Y es, it is a r o uti n e p a rt of t h e c a r e I off e r t o e v e r y p ati e nt.
( b)  N o as I k n o w a n ot h e r c oll e a g u e d o es t his as p a rt of t h ei r r o uti n e c a r e.
( c) I j u d g e  w h et h e r t o as k t his q u esti o n b as e d o n t h e p ati e nt’s a g e.
( d)  N o, as t h e r e a r e ot h er  m or e u r g e nt p ri oriti es f or  m y c o ns ult ati o n  wit h t h e p ati e nt.

Q u esti o n 2: If d e p e n d e nt c hil d r e n a r e i d e ntifi e d, d o y o u as k t h e p ati e nt “ W h at d o
t h e c hil d r e n k n o w a n d u n d e rst a n d a b o ut y o u r ill n ess? ”

( a)  Y es, it is a r o uti n e p a rt of t h e c a r e I off e r t o e v e r y p ati e nt.
( b)  N o as I k n o w a n ot h e r c oll e a g u e d o es t his as p a rt of t h ei r r o uti n e c a r e.
( c) I j u d g e  w h et h e r t o as k t his q u esti o n b as e d o n t h e p ati e nt’s a g e.
( d)  N o, as t h e r e a r e ot h er  m or e u r g e nt p ri oriti es f or  m y c o ns ult ati o n  wit h t h e p ati e nt.

Q u esti o n 3: If n o d e p e n d e nt c hil d r e n a r e i d e ntifi e d, d o y o u still as k e v e r y p ati e nt
“ D o y o u h a v e i m p o rt a nt r el ati o ns hi ps  wit h a n y c hil d r e n ( e. g., g r a n d c hil d r e n,
n e p h e ws a n d ni e c es)? ”

( a)  Y es, it is a r o uti n e p a rt of t h e c a r e I off e r t o e v e r y p ati e nt.
( b)  N o as I k n o w a n ot h e r c oll e a g u e d o es t his as p a rt of t h ei r r o uti n e c a r e.
( c) I j u d g e  w h et h e r t o as k t his q u esti o n b as e d o n t h e p ati e nt’s a g e.
( d)  N o, as t h e r e a r e ot h er  m or e u r g e nt p ri oriti es f or  m y c o ns ult ati o n  wit h t h e p ati e nt.

Q u esti o n 4:  D o y o u off e r g ui d a n c e t o p ati e nts a n d/ o r t h ei r s u p p o rt n et w o r k a b o ut
t al ki n g t o c hil d r e n a b o ut t h e ill n ess?

( a)  N o —t his is n ot r e q u est e d b y p ati e nts a n d/ o r t h eir s u p p ort n et w o r k.
( b)  N o —I d o n ot f e el t his is p a rt of  m y r ol e.
( c)  N o —I d o n ot f e el I h a v e t h e s p e cifi c s kills t o off e r t his g ui d a n c e.
( d)  N o —t h er e a r e ot h er  m or e u r g e nt p ri oriti es f or  m y c o ns ult ati o n  wit h t h e p ati e nt.
( e)  N o —t his is t h e r ol e of o n e of  m y c oll e a g u es i n t h e t e a m.
(f)  Y es, if t his is r ais e d b y p ati e nts o r t h ei r s u p p o rt n et w o r k.
( g)  Y es, I  m a k e s u r e I r ais e t his iss u e  m ys elf  wit h e v e r y p ati e nt a n d/ o r  m e m b e rs of t h ei r

s u p p o rt n et w o r k.

S u p pl e m e nt ary t o “ Y es ” o pti o ns ( pr es e nt e d o n a n e w p a g e)
i.  H o w d o y o u off e r t his g ui d a n c e?
ii. I si g n p ost t o a p p r o p ri at e r es o u r c es a n d  w e bsit es.
iii. I dis c uss  wit h p ati e nts h o w t h e y c a n t ell c hil d r e n a b o ut t h ei r ill n ess.

Q u esti o n 5:  T o  w h at e xt e nt d o y o u a g r e e  wit h t h e f oll o wi n g st at e m e nt: “I f e el
c o nfi d e nt i niti ati n g dis c ussi o ns  wit h a p ati e nt a n d/ o r t h ei r s u p p o rt n et w o r k
a b o ut h o w t o t al k t o c hil d r e n a b o ut a n i m p o rt a nt a d ult’s lif e-t h r e at e ni n g
ill n ess? ”

( a) St r o n gl y dis a g r e e
( b) S o m e w h at dis a g r e e
( c)  U ns u r e
( d) S o m e w h at a g r e e
( e) St r o n gl y a g r e e

Q u esti o n 6:  W o ul d y o u li k e t r ai ni n g o n s u p p o rti n g p ati e nts t o t al k  wit h i m p o rt a nt
c hil d r e n a b o ut t h ei r ill n ess?

( a)  Y es —I  w o ul d li k e t o a c q ui r e t h e k n o wl e d g e a n d c o nfi d e n c e t o d eli v e r t his as p e ct of
c a r e.

( b)  N o —I d o n ot f e el t h e n e e d f o r t his t r ai ni n g as t h e r e a r e al r e a d y ot h e r p r of essi o n als
p r o vi di n g it.

( c)  N o —I f e el I al r e a d y h a v e t h e s kills a n d c o nfi d e n c e t o p r o vi d e t his as p e ct of c a r e.

S u p pl e m e nt a r y t o “ Y E S ” o pti o n b ei n g s el e ct e d ( p r es e nt e d o n a n e w p a g e)‘ Pl e as e
p ri o riti z e y o u r p r ef e r r e d  m et h o d of t r ai ni n g d eli v e r y t his ( 1 b ei n g  m ost p r ef e r r e d t o
4 l e ast p r ef e r r e d)

– e L e a r ni n g r es o u r c es
–  W ritt e n  m at e ri als s u c h as l e afl ets a n d b o o kl ets
–  Vi d e os t h at d e m o nst r at e h o w t o h a v e t h es e c o n v e rs ati o ns
–  A d v a n c e d c o m m u ni c ati o n s kills t r ai ni n g
–  Alt e r n ati v e s u g g esti o n(s)

If y o u h a v e s el e ct e d “ Alt e r n ati v e s u g g esti o n(s), ” pl e as e p r o vi d e y o u r s u g g esti o n(s) b el o w
(f r e e t e xt b o x p r o vi d e d)

S o m e q u esti o ns a b o ut y o u P r of essi o n al r ol e ( d r o p d o w n list):

–  D o ct o r — c o ns ult a nt
– S e ni o r  D o ct o r ( N o n c o ns ult a nt)
–  D o ct o r i n t r ai ni n g
–  C o m m u nit y s p e ci alist n u rs e
–  H os pit al s p e ci alist n u rs e
–  T e a m l e a d e r
–  W a r d n u rs e
–  W a r d sist e r
–  O c c u p ati o n al t h e r a pist
– P h ysi ot h e r a pist
–  C h a pl ai n
–  Ot h e r a n d pl e as e s p e cif y

L e n gt h of ti m e i n h e alt h c a r e p r a cti c e:

– < 5 y e a rs
– 5- 1 0
– 1 1- 1 5
– > 1 6

L e n gt h of ti m e i n p alli ati v e c a r e p r a cti c e:

– < 3 y e a rs
– 3- 5
– 6- 1 0
– 1 1- 1 5
– > 1 6
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t h eir s u p p ort n et w or ks t o a p pr o pri at e r es o ur c es a n d  w e bsit es t h at
pr o vi d e f a mil y s u p p ort, a d vi c e, a n d g ui d a n c e o n t elli n g c hil dr e n
a b o ut a n ill n ess.

C o nfi d e nc e a n d S kills t o  D eliv er F a mily- C e nt er e d C ar e

W hil e t h e  m aj orit y of t h e pr of essi o n als ( 7 3. 2 % ) s o m e w h at or
str o n gl y a gr e e d t h e y ar e c o nfi d e nt i niti ati n g dis c ussi o ns a b o ut

c hil dr e n ( T a bl e 5), 7 6. 7 % of r es p o n d e nts still r e p ort e d a d esir e
f or tr ai ni n g t o d eli v er t his as p e ct of c ar e ( T a bl e 6). Pr of essi o n-
als r e p ort e d t h eir pr ef err e d  m et h o d of tr ai ni n g  w o ul d b e vi d e os
d e m o nstr ati n g h o w t o h a v e c o n v ers ati o ns  wit h p ati e nts a b o ut
c hil dr e n ( 7 4/ 1 1 6; 6 3. 8 % ), f oll o w e d b y cl a s sr o o m- b a s e d
a d v a n c e d c o m m u ni c ati o n s kill s tr ai ni n g ( 6 7/ 1 1 6; 5 7. 8 % ).
Writt e n  m at eri als s u c h as l e afl ets a n d b o o kl ets  w er e t h e l e ast
pr ef err e d c h oi c e f or t h e pr o visi o n of tr ai ni n g ( 9/ 1 1 6; 7. 8 % ).

T a bl e 4. P e r c e pti o ns of P r o vi di n g Ps y c h os o ci al  C a r e t o F a mili es  A b o ut t h e  C hil d r e n i n  R o uti n e  C a r e.

Q u esti o n

N o —t his is n ot
r e q u est e d b y

p ati e nts a n d/ o r
t h ei r s u p p o rt

n et w o r k

N o-I d o
n ot f e el

t his is p a rt
of  m y r ol e

N o, I d o n ot f e el I
h a v e t h e s p e cifi c
s kills t o off e r t his

g ui d a n c e

N o —t his is t h e
r ol e of o n e of
m y c oll e a g u es
i n t h e t e a m

Y es —if t his is
r ais e d b y

p ati e nts o r t h ei r
s u p p o rt
n et w o r k

Y es —I  m a k e s u r e
I r ais e t his iss u e  m ys elf
wit h e v e r y p ati e nt a n d/
o r  m e m b e rs of t h ei r

s u p p o rt n et w o r k

D o y o u off e r g ui d a n c e t o
p ati e nts a n d/ o r t h ei r
s u p p o rt n et w o r k a b o ut
t al ki n g t o c hil d r e n a b o ut
t h e ill n ess?

2 ( 1. 8 %) 1 ( 0. 9 %) 1 5 ( 1 2. 9 %) 7 ( 6 %) 6 2 ( 5 3. 4 %) 2 9 ( 2 5 %)

T a bl e 3. I d e ntif yi n g I m p o rt a nt  R el ati o ns hi ps  Wit h t h e  C hil d r e n.

Q u esti o n

Y es, it is a r o uti n e
p a rt of t h e c a r e I

off e r t o e v e r y
p ati e nt

N o, as I k n o w a n ot h e r
c oll e a g u e d o es t his as
p a rt of t h ei r r o uti n e

c a r e

I j u d g e  w h et h e r t o
as k t his q u esti o n

b as e d o n t h e
p ati e nt’s a g e

N o, as t h e r e a r e ot h e r
m o r e u r g e nt p ri o riti es f o r
m y c o ns ult ati o n  wit h t h e

p ati e nt

D o y o u as k e v e r y p ati e nt “ D o y o u h a v e
d e p e n d e nt c hil d r e n ( u n d e r t h e a g e of
2 4 y e a rs)? ”

4 0 ( 3 4. 5 %) 1 2 ( 1 0. 3 %) 6 2 ( 5 3. 4 %) 2 ( 1. 8 %)

If d e p e n d e nt c hil d r e n a r e i d e ntifi e d, d o y o u
as k t h e p ati e nt “ W h at d o t h e c hil d r e n
k n o w a n d u n d e rst a n d a b o ut y o u r ill n ess? ”

8 1 ( 6 9. 8 %) 1 1 ( 9. 5 %) 1 3 ( 1 1. 2 %) 1 1 ( 9. 5 %)

If  N O d e p e n d e nt c hil d r e n a r e  m e nti o n e d,
d o y o u still as k e v e r y p ati e nt “ D o y o u
h a v e i m p o rt a nt r el ati o ns hi ps  wit h a n y
c hil d r e n ( e. g. g r a n d c hil d r e n, n e p h e ws a n d
ni e c es)? ”

3 2 ( 2 7. 6 %) 1 2 ( 1 0. 3 %) 2 9 ( 2 5 %) 4 3 ( 3 7. 1 %)

T a bl e 2. C h a r a ct e risti cs of t h e 1 1 6  R es p o n d e nts  T h at  C o m pl et e d t h e S u r v e y.

P r of essi o n al r ol e n P r of essi o n al e x p e ri e n c e ( y e a rs) n P alli ati v e c a r e e x p e ri e n c e ( y e a rs) n

D o ct o r ( c o ns ult a nt) 3 8 < 5 y e a rs 1 3 < 3 y e a rs 3 9
S e ni o r d o ct o r ( n o n- c o ns ult a nt) 1 0 5- 1 0 y e a rs 3 2 3- 5 y e a rs 1 3
D o ct o r (i n t r ai ni n g) 3 8 1 1- 1 5 y e a rs 2 7 6- 1 0 y e a rs 2 1
J u ni o r d o ct o r 1 > 1 6 y e a rs 4 4 1 1- 1 5 y e a rs 1 4
C o m m u nit y s p e ci alist n u rs e 3 > 1 6 y e a rs 2 9
H os pit al s p e ci alist n u rs e 8
P alli ati v e c a r e n u rs e c o ns ult a nt 1
T e a m l e a d e r 4
C riti c al c a r e n u rs e 1
W a r d n u rs e 5
W a r d sist e r 4
P h ysi ot h e r a pist 1
P h a r m a cist 1
S o ci al  w o r k e r 1
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Di s c u s si o n

T h er e r e m ai ns a criti c al g a p i n t h e pr o visi o n of ps y c h ol o gi c al c ar e
t o f a mili es at e n d of lif e r e g ar di n g t h e i m p ort a nt r el ati o ns hi ps a
p ati e nt h as  wit h c hil dr e n. Stri ki n gl y, t h e  m aj orit y of pr of essi o n als
m a k e a d e cisi o n a b o ut  w h et h er t o as k p ati e nts at e n d of lif e a b o ut
r el ati o ns hi ps  wit h c hil dr e n b as e d o n t h eir a g e.  T his p ot e nti all y
o v erl o o ks c hil dr e n ( e. g., gr a n d c hil dr e n, ni e c es, n e p h e ws)  w h o
h a v e a si g nifi c a nt r el ati o ns hi p  wit h p ati e nts a n d  m a y n e e d s u p p ort
t o u n d erst a n d t h eir l o v e d- o n e’s ill n ess a n d d e at h.

M ost r es p o n d e nts f elt c o nfi d e nt a b o ut i niti ati n g c o n v ers ati o ns
wit h p ati e nts at e n d of lif e a b o ut c hil dr e n, a n d d es cri b e d t h eir
i n v ol v e m e nt as si g n p osti n g p ati e nts a n d f a mili es t o  w e bsit es a n d
s er vi c es t h at pr o vi d e f a mil y s u p p ort.  A si mil ar fi n di n g h a d b e e n
r e p ort e d i n t h e lit er at ur e.2, 3, 7, 1 0 H o w e v er, t h e  m aj orit y of pr of es-
si o n als r e p ort e d t h e y  w a nt tr ai ni n g t o e q ui p t h e m  wit h t h e s kills
a n d c o nfi d e n c e t o pr o vi d e f a mili es  wit h ps y c h os o ci al s u p p ort at
e n d of lif e a b o ut c hil dr e n.  Alt h o u g h e vi d e n c e- b as e d g ui d eli n es
t o s c aff ol d r aisi n g t h es e t o pi cs  wit h p ati e nts ar e a v ail a bl e,1, 1 2

p arti ci p a nt s r at e d vi d e o s d e m o n str ati n g h o w t o d eli v er t hi s
a s p e ct of c ar e a s t h eir  m o st pr ef err e d o pti o n f or tr ai ni n g
( 6 3. 8% ) f oll o w e d b y cl assr o o m- b as e d c o urs es ( 5 7. 8% ).  T h er e
is a n e e d t o d e v el o p t h es e s p e cifi c r es o ur c es,  w hi c h  w o ul d als o
b e r el e v a nt t o pr of essi o n als  w or ki n g i n  m a n y diff er e nt  m e di c al
s p e ci alti es,  wit h e vi d e n c e i n di c ati n g t h e b e n efits of r aisi n g t h es e
iss u es  wit h p ati e nts e arli er i n t h eir ill n ess tr aj e ct or y.2, 7

I m plic ati o ns f or Pr actic e

O n e of t h e gr e at est c h all e n g es f a c e d b y f a mili es is h o w b est t o
pr e p ar e a n d s u p p ort t h eir c hil dr e n f or t h e d e at h of a n i m p ort a nt
a d ult. 6, 7, 1 3, 1 4 P ar e nts’ n e e d s u p p ort a n d g ui d a n c e fr o m pr of es-
si o n als o n h o w t o: ( 1) t ell c hil dr e n s o m e o n e i m p ort a nt t o t h e m
h as a s eri o us ill n ess a n d is g oi n g t o di e, a n d ( 2) pr e p ar e c hil dr e n
f or t h e a ct u al d e at h.1 5, 1 6 C hil dr e n  w h o ar e pr e p ar e d f or a d e at h
ar e r e p ort e d t o c o p e a n d a dj ust b ett er i n b er e a v e m e nt  wit h l ess
i n p ut fr o m ps y c h ol o gi c al s er vi c es, c o m p ar e d t o c hil dr e n  w h o
ar e u n pr e p ar e d f or a d e at h of a n i m p ort a nt a d ult. 1 7, 1 8 Al o n gsi d e

t his, c hil dr e n  w a nt t o b e i nf or m e d of t h e r e alit y of a n i m p ort a nt
a d ult’s ill n ess a n d i n v ol v e d i n t h e e n d of lif e e x p eri e n c e. 4, 1 9

H e alt h c ar e t e a m s ar e r e m o v e d fr o m t h e e m oti o n al t e n si o n
wit hi n t h e f a mil y  w hi c h pl a c es t h e m i n a p ositi o n t o e n c o ur a g e
p ar e nts t o “st art t h e c o n v ers ati o n ”  wit h t h e c hil dr e n a b o ut t h e
r e alit y of a p ati e nt’s ill n ess.2, 1 5 T al ki n g a b o ut i m p ort a nt r el a-
ti o ns hi ps  wit h c hil dr e n i n cli ni c al a p p oi nt m e nts off ers f a mili es
t h e p er missi o n t o p ut c hil dr e n o n t h e a g e n d a.

Ps y c h os o ci al s u p p ort i n r el ati o n t o d e p e n d e nt c hil dr e n s h o ul d
b e i n c or p or at e d i nt o all r o uti n e a p p oi nt m e nts i n a d ult s er vi c es,
hi g hli g hti n g f a mil y- c e nt er e d c ar e is t h e cli ni c al r es p o nsi bilit y of
all pr of essi o n als, si mil ar t o t h at of S c a n di n a vi a n c o u ntri es. 1 9 T o
pr o m ot e f a mil y- c e nt er e d c o n v ers ati o ns i n r o uti n e pr a cti c e, it is
i m p ort a nt f or pr of essi o n als t o as k all p ati e nts “ d o y o u h a v e i m p or-
t a nt r el ati o ns hi ps  wit h c hil dr e n ? ”9 Pr of essi o n als s h o ul d b e r e as-
s ur e d t h at  w hil e c o n v ers ati o ns a b o ut c hil dr e n c a n b e u ps etti n g f or
f a mili es a n d f or cli ni ci a ns t h e ms el v es, b er e a v e d r el ati v es h a v e
r efl e ct e d it  w o ul d h a v e b e e n if t h e h e alt h c ar e t e a m h a d i niti at e d a
dis c ussi o n a b o ut c hil dr e n’s n e e ds b ef or e t h e d e at h h a p p e n e d a n d
e n c o ur a g e d f a mili es t o i n v ol v e t h e c hil dr e n i n t h e e n d of lif e
e x p eri e n c e. 7, 9, 2 0 A d diti o n all y, b er e a v e d f a mili es d es cri b e t h e
li mit ati o ns of l e afl ets a n d  w e bsit es a b o ut h o w t o t al k t o c hil dr e n
a b o ut ill n ess a n d d e at h.  R at h er, f a mili es  w a nt pr of essi o n als t o
st art t h e c o n v ers ati o n  wit h t h e m (t h e p ati e nt / p art n er) a b o ut h o w
t o n a vi g at e t h e e n d of lif e e x p eri e n c e  wit h t h eir c hil dr e n.7 Pr o-
f essi o n als s h o ul d b e r e ass ur e d t h at f a mil y- c e nt er e d c o n v ers ati o ns
d o n ot n e e d t o b e ar d u o us or ti m e c o ns u mi n g; s h ort tr ai ni n g
r es o ur c es s u c h as vi d e o t ut ori als c o ul d e q ui p cli ni ci a ns  wit h t h e
s kills t o s u p p ort t h e pr o visi o n of f a mil y- c e nt er e d c ar e i n pr a cti c e.

Str e n gt hs a n d Li mit ati o ns of t h e St u dy

W hil e it  m a y b e ar g u e d a bi as e d s a m pl e of pr of essi o n als  w er e
i n cl u d e d i n t his a u dit (r es p o n d e nts  w er e att e n di n g a p alli ati v e
c ar e c o nf er e n c e), fi n di n gs hi g hli g ht a n e e d f or tr ai ni n g t o s u p-
p ort cli ni ci a ns’ pr o visi o n of f a mil y- c e nt er e d c ar e i n r o uti n e pr a c-
ti c e. Fi n di n gs r e pr es e nt a r a n g e of pr of essi o n als pr o vi di n g e n d of

T a bl e 5. P r of essi o n als’  C o nfi d e n c e i n I niti ati n g  Dis c ussi o ns  Wit h P ati e nts  A b o ut t h e  C hil d r e n.

Q u esti o n
St r o n gl y
dis a g r e e

S o m e w h at
dis a g r e e  U ns u r e

S o m e w h at
a g r e e

St r o n gl y
a g r e e

T o  w h at e xt e nt d o y o u a g r e e  wit h t h e f oll o wi n g st at e m e nt: “I f e el c o nfi d e nt i niti ati n g
dis c ussi o ns  wit h a p ati e nt a n d/ o r t h ei r s u p p o rt n et w o r k a b o ut h o w t o t al k t o
c hil d r e n a b o ut a n i m p o rt a nt a d ult’s lif e-t h r e at e ni n g ill n ess? ”

9 ( 7. 8 %) 1 6 ( 1 3. 8 %) 6 ( 5. 2 %) 6 4 ( 5 5. 2 %) 2 1 ( 1 8 %)

T a bl e 6. P r of essi o n als’  Vi e ws o n  T r ai ni n g  A b o ut  H o w t o S u p p o rt P ati e nts t o  T al k t o  C hil d r e n  A b o ut  T h ei r Ill n ess.

Q u esti o n

Y es —I  w o ul d li k e t o a c q ui r e t h e
k n o wl e d g e a n d c o nfi d e n c e t o

d eli v e r t his as p e ct of c a r e

N o —I d o n ot f e el t h e n e e d f o r t his
t r ai ni n g as t h e r e a r e al r e a d y ot h e r

p r of essi o n als p r o vi di n g it

N o —I f e el I al r e a d y h a v e t h e
s kills a n d c o nfi d e n c e t o

p r o vi d e t his as p e ct of c a r e

W o ul d y o u li k e t r ai ni n g o n
s u p p o rti n g p ati e nts t o t al k  wit h
i m p o rt a nt c hil d r e n a b o ut t h ei r
ill n ess?

8 9 ( 7 6. 7 %) 9 ( 7. 8 %) 1 8 ( 1 5. 5 %)
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lif e c ar e t hr o u g h o ut t h e  U nit e d  Ki n g d o m a n d Ir el a n d.  T h e s ur v e y
di d n ot as k s p e cifi c q u esti o ns a b o ut pr of essi o n als’ r ol e i n pr o-
vi di n g ps y c h os o ci al s u p p ort t o f a mili es fr o m  mi n oritis e d gr o u ps;
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