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This paper reports on a Department of Health funded inde-
pendent evaluation of a Children’s Hospice service model. 
Over 150 stakeholders; hospice staff, representatives from 
external agencies, children, young people and families; acted 
as participants. The fi ndings and recommendations are widely 
applicable in children’s hospice care, identifying issues of 
international relevance.

21_bmjspcare-2011-000105.indd   Sec1:26521_bmjspcare-2011-000105.indd   Sec1:265 9/5/2011   7:02:56 PM9/5/2011   7:02:56 PM

copyright.
 on M

ay 23, 2023 by guest. P
rotected by

http://spcare.bm
j.com

/
B

M
J S

upport P
alliat C

are: first published as 10.1136/bm
jspcare-2011-000105.187 on 1 S

eptem
ber 2011. D

ow
nloaded from

 

http://spcare.bmj.com/


Abstracts

BMJ Supportive & Palliative Care 2011;1:206–273 266

A mixed methods approach was adopted, involving focus 
groups with family members and hospice staff, individual 
face-to-face or telephone interviews with family members, 
hospice staff and external staff and a web-based survey for 
parents. Topics covered included participants’ perceptions of 
the service model and the provision of care, the use of assess-
ment and outcome measures, and the current and potential 
use of emerging technologies within hospice care. Interviews 
were recorded and transcribed verbatim and analysed using 
thematic coding.
Findings Perceptions of the model were inconsistent: some 
respondents viewed the intent of the model positively but had 
concerns about its achievement in practice. Tensions between 
teams and the impact of end of life care on respite were identi-
fi ed as concerns. Families reported high levels of satisfaction 
with care, but the impact of late postponement or cancellation 
of respite care was a potentially serious problem. Transition 
to adult services was viewed as increasingly important as life 
expectancies increase.
The evaluation of individual care episodes, rather than overall 
service provision, did not appear to be undertaken system-
atically. While emerging technologies have the potential to 
impact positively on care, their adoption was seldom noted by 
participants.
Key recommendations Revision of internal communica-
tion systems, to improve links between hospice centres, and 
between professional groups and teams; clearer defi nition of the 
model of service; evaluation of potential uses of emerging tech-
nologies and a review of the impact of end of life care on respite 
would all be of benefi t to the effectiveness of care delivery.
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