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	Background		
	

•  Losing	a	child	is	probably	the	most	burdensome	event	parents	can	experience	and	
following	the	loss,	parents	may	suffer	from	enduring	grief	and	distress	(1).	

	
•  Previous	research	has	iden-fied	risk	factors	that	might	contribute	to	the	

development	of	distress	in	bereaved	parents	(2,	3,	4,	5,	6).	

•  The	first	children’s	hospice	in	Denmark	was	established	in	2015.	
	
	

•  In	2016	all	five	public	healthcare	regions	in	Denmark	were	upgraded	with	
specialized	paediatric	pallia-ve	care	teams	in	order	to	strengthen	the	capacity.	
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The	aim	of	this	study	was	to	iden-fy	associated	
factors	for	poor	well-being	and	poor	quality	of	
life	in	bereaved	parents	3–5	years	aTer	losing	a	

child	with	a	life-limi-ng	
diagnosis	



	Methods		

	Register-study	
•  Na-on-wide	1994-2014	
•  Danish	Register	of	Causes	of	death		

Na9onwide	cross-sec9onal	ques9onnaire	survey	
•  Modified	version	of	“To	lose	a	child”		

•  3	Sec9ons:	
•  			Care	during	the	child's	illness	
•  			Care	aTer	the	child's	death	
•  			The	parents'	well-being	today	

Par9cipants	
•  951	children	who	died	in	the	period	2012-2014		
•  “Directory	of	life-limi-ng	condi-ons”	
•  402	children	were	iden-fied	
•  Danish	Civil	Registra-on	System	iden-fied	743	parents	

7-point	Visual	Digital	Scale	
Cumula9ve	symptom	index	
•  ‘Have	you	felt	anxiety	during	the	last	month’?		
•  ‘Have	you	felt	depression	during	the	last	month’?	
•  ‘How	sa-sfied	are	you	with	your	current	sleep	paiern’?	
•  ‘How	would	you	rate	your	physical	health	during	the	last	month’?	



Results	
Characteris9cs	of	the	children	

Characteris9cs	of	bereaved	parents	a4er	losing	a	child	due	to	life-limi9ng	diagnoses	

Deaths	causes	of	the	children	



Results	
Mean	scores	of	health	and	vitality	in	bereaved	parents	3-5	years	a4er	losing	
a	child	due	to	life-limi9ng	diagnoses	by	parental	gender.		
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Number	of	symptoms	three	to	five	years	a4er	the	loss		

		 		
No.	of	

respondents			 		 0	 1	 ≥2	 Total	
All	 65.8	 17.6	 16.6	 100.0	 193	
		 		
Parent	 		
		 Mother	 64.7	 17.6	 17.6	 100.0	 136	
		 Father	 68.4	 17.5	 14.0	 100.0	 57	
		 		
Married	 		
		 Yes	 70.5	 17.4	 12.1	 100.0	 149	
		 No	 52.5	 20.0	 27.5	 100.0	 40	
		 		
Educa9on	 		

		

Basic	school,	upper	
secondary	or	voca9onal	
educa9on	 52.1	 22.9	 25.0	 100.0	 48	

		 Higher	educa9on	 73.5	 13.6	 12.9	 100.0	 132	
		 		
Age	of	child	at	death	 		
		 0	years	 64.8	 21.3	 13.9	 100.0	 108	
		 ≥1	years	 67.1	 12.9	 20.0	 100.0	 85	



The	associa9on	between	the	various	sociodemographics	(age,	educa-on		
and	marital	status)	and	the	symptom	index	

		 		 Crude	 		 Adjusted	
		 		 OR	 (95%	CI)	 P-value	 		 OR	 (95%	CI)	 P-value	
Parent	 		

		 Mother	 1.21	 (0.64-2.25)	 0.5597	 1.28	 (0.64-2.59)	 0.4846	

		 Father	 1	 1	 		
		 		
Married	 		
		 Yes	 1	 0.0208	 1	 0.0405	
		 No	 2.31	 (1.14-4.71)	 2.14	 (1.03-4.42)	 		
		 		
Educa9on	 		

		

Basic	school,	upper	
secondary	or	voca9onal	
educa9on	

2.47	 (1.22-5.00)	 0.0121	 2.11	 (1.01-4.40)	 0.0465	

		 Higher	educa9on	 1	 1	 		
		 		

Age	of	child	at	death	 1.01	 (0.95-1.07)	 0.7479	 1.02	 (0.96-1.09)	 0.4760	
		 		 1	 		 		 		 1	 		 		



Mean	score	of	quality	of	life	and	95%	CI	by	number	of	symptoms	
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Take	home	messages		
	

•  Every	sixth	of	the	bereaved	parents	had	≥2	symptoms		

•  1	out	of	10	bereaved	parents	con-nued	to	experience	poor	well-being	and	overall		
quality	of	life	several	years	aTer	the	loss	

•  Associated	factors	for	poor	parental	well-being	and	quality	of	life	suggest	aien-on	
to	par-cularly	unmarried	parents	and	parents	with	lower	educa-on	

•  Suppor-ve	interven-ons	during	the	child’s	illness	and	aTer	the	loss	may	be	
considered	

•  Future	research	should	achieve	a	more	detailed	and	systema-c	iden-fica-on	and	
thorough	understanding	of	the	parents’	needs	for	interven-ons	during	their	child’s	
illness	and	aTer	their	loss	

	



Thank	you	for	your	aeen9on	


