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National Datasets:  a rather dry subject…………?



There is data about everything, everywhere 



It can be national



Regional



Local



Institutional



Or individual



What do we mean by National datasets?



The government publishes data…



There are National Statistics…



The NHS publishes data…



So do National Audits..



BUT: 

• The published data do not always provide 
exactly the information we want

• Researchers need to make bespoke requests 
for raw/individual level data

• there is no dedicated set of data collected for 
paediatric palliative care….

• ….how have national data sets been used to 
investigate epidemiology and service delivery 
in paediatric palliative care?

• ….and what can be done to improve use of 
these datasets? 



Available from: 
http://webarchive.nationalarchives.gov.uk/20080817153128/http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/Publication
sPolicyAndGuidance/DH_074459

In 2007, this wide-ranging report was published:



…….‘We found a poor information base with no nationally 
agreed figures on prevalence and little evidence of good 
needs assessments at either regional or local level. 
Services are generally commissioned at PCT level, but our 
evidence indicates that numbers requiring services at PCT 
level are generally too low to support sustainable services’

PALLIATIVE CARE SERVICES FOR CHILDREN AND YOUNG PEOPLE IN ENGLAND. Executive summary, p4

It noted that….



But to accompany the palliative services report 
the DH did use routine national health data: 

• Analysed routine mortality data and hospital admission data, for 
children and young adults with conditions likely to require 
palliative care services in England [my emphasis] 

• They compiled a list of ICD codes of these conditions, but the 
evidence base for their selection was not systematic 

• Estimated prevalence at 16 per 10,000 population aged 0-19
• This was an excellent report – but acknowledged shortcomings 

in the data



We hoped to improve the of use routine national 
health data to estimate the prevalence of 

children and young people living with life limiting 
or life threatening conditions by tightening up 

definitions…..
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Ethpop.org

Fraser LK, Miller M, Hain R, Norman P, Aldridge J, McKinney PA Parslow RC. Rising national prevalence of life-limiting 
conditions in children in England. Pediatrics. 2012 Apr 1;129(4):e923-e929. DOI: 10.1542/peds.2011-2846

Prevalence of Life Limiting Conditions in England: combining 
national datasets:

http://dx.doi.org/10.1542/peds.2011-2846


Prevalence of Life Limiting Conditions in England: creating a 
paediatric palliative care definition coding frame:

Fraser LK, Miller M, Hain R, Norman P, Aldridge J, McKinney PA Parslow RC. Rising national prevalence of life-limiting 
conditions in children in England. Pediatrics. 2012 Apr 1;129(4):e923-e929. DOI: 10.1542/peds.2011-2846

http://dx.doi.org/10.1542/peds.2011-2846


Prevalence of Life Limiting Conditions in England per 10,000 
population (0- 19 years)

Year 2000/01 2001/02 2002/03 2003/04 2004/05 2005/06 2006/07 2007/08 2008/09 2009/10

Number of 
Patients

30643 29443 30503 31280 31639 34066 36013 37447 37601 40042

Total 24.9 23.8 24.7 25.3 25.6 27.6 29.1 30.2 30.3 32.2

Age under 1 116.7 105.9 104.2 104.1 102.1 106.7 123.4 113.5 117.5 125.7

1-5 years 29.1 28 29.5 29.9 29.9 31.1 31.4 32.9 32.4 34.1

6-10 years 18.8 18.1 19.1 19.6 20.1 21.8 22.3 23.5 23.6 24.8

11-15 years 17.4 17 18 18.5 18.4 20.4 21 22.4 22.5 24

16- 19 years 16.3 16.2 16.5 17.5 17.9 19.5 19.7 21.1 22 23.6

Fraser LK, Miller M, Hain R, Norman P, Aldridge J, McKinney PA Parslow RC. Rising national prevalence of life-limiting 
conditions in children in England. Pediatrics. 2012 Apr 1;129(4):e923-e929. DOI: 10.1542/peds.2011-2846

http://dx.doi.org/10.1542/peds.2011-2846


We seem to have mined this rich seam of 
national data quite well and produced some 

important results: the Pediatrics paper on the 
increase in prevalence has been cited in over 80 

journals. It prompted Scotland to request a 
similar piece of work, including a qualitative 

element, an extremely important part of 
research into paediatric palliative care needs. 



Children in Scotland requiring Palliative Care 
(ChiSP Study)

1. Inpatient data

5. Cancer registry data

2. Birth data

3. Outpatient data

4. GRO death register

7. Prescribing data

6. PICANet data



Hospital- based prevalence (had an inpatient 
episode in that year aged 0-25): 

Increase from 27.3 per 10,000 population in 
2003/4 to 41.4 per 10,000 population in 
2013/14 

Complete prevalence estimates: also includes 
children and young people with a LLC who were 
still alive and resident in Scotland but who had 
not received inpatient care in that year:

Increase from 75.0 per 10,000 in 2009/10 to 
95.7 per 10,000 in 2013/14. 

Children in Scotland requiring Palliative Care 
(ChiSP Study)



Children in Scotland requiring Palliative Care 
(ChiSP Study)



Jarvis SW, Parslow RC, Carragher P, Beresford BA, Fraser LK. How many Children and Young People with 
Life Limiting Conditions are clinically unstable?: a National data linkage study. Archives of Disease in 
Childhood. 2016 Sep 28. Available from, DOI: 10.1136/archdischild-2016-310800

1. Inpatient data

5. Cancer registry data

2. Birth data

3. Outpatient data

4. GRO death register

7. Prescribing data

6. PICANet data

Datasets used:

http://dx.doi.org/10.1136/archdischild-2016-310800


• Each year between April 2009 and march 2014, 
over 2200 CYP with LLCs in Scotland were 
unstable, deteriorating or dying. 

• Children under 1 year of age are more likely 
than older children to be unstable, 
deteriorating or dying. 

• CYP from South Asian, Black or Other ethnic 
groups are more likely to be unstable, 
deteriorating or dying than White children. 



Children with Life-Limiting Conditions in PICU: 
linking audit, mortality and HES data

Fraser LK, Parslow R. Children with Life-Limiting Conditions in Paediatric Intensive Care Units:: a national cohort, data 
linkage study. Archives of Disease in Childhood. 2017 Jul 13;1-9. Available from, DOI: 10.1136/ archdischild- 2017-
312638

154,667 PICU admissions
Children with a LLC accounted 
for:
• nearly 58% of all admissions 

to PICU
• 72% of PICU bed-days 
• 87.5% of all PICU admissions 

that lasted >28 days
• 73% of all in-PICU deaths
• Children with LLC 2.5 times 

more likely to die in the year 
after discharge

http://dx.doi.org/10.1136/ archdischild- 2017- 312638


So why might national datasets be 
underused?

Have other nations taken the initiative?



Scotland



Wales



No: the FARR institute covers the UK…





Or is the process of requesting 
and obtaining health data too 

onerous? 

(This is the part of my talk with no 
slides.)



A modest proposal:

• Add to patient records a flag that clearly identifies 
children, young people and adults who have a life-
limiting or life threatening condition.

• Create an accessible data repository that allows 
researchers access to ALL administrative and 
specialist health datasets 

• Make it possible to use this data at an individual 
level without undue hindrance (we need to deal 
with the issue of the use of individual health data)
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