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Execut ive Sum m ary 

Background 

Providing care for children who are ill,  as close to hom e as possible, is an 

object ive of health care providers and policy m akers nat ionally and 

internat ionally. The exist ing evidence base to support  developm ent  of care closer 

to hom e (CCTH)  is weak in relat ion to clinical effect iveness, approaches and 

m odels, potent ial costs and benefits to fam ilies and the health service, im pact  on 

those who use CCTH, and how CCTH is best  delivered and organised. 

Aim s of the project  

1. I dent ify service m odels current ly available to provide CCTH for children who 

are ill 

2. Explore how these m odels respond to need 

3. Explore the benefits,  drawbacks and cost  im plicat ions of a shift  to m ore 

CCTH for ill children  

4. Establish evidence-based good pract ice for establishing and running CCTH 

Methods 

This project  took a m ixed m ethods approach. We updated and extended a 

previous system at ic review of internat ional evidence on paediat r ic hom e care and 

reviewed UK literature that  described m odels of CCTH. The review is in a separate 

report ,  but  we used its findings in our health econom ics analysis. A nat ional 

survey of English acute and pr im ary care t rusts m apped paediat r ic CCTH services 

and collected data on their  delivery and organisat ion (e.g. staffing, cover, 

budgets) . We used the survey data to create a typology of CCTH services. Case 

studies in four PCTs in England, using in-depth interviews with 35 staff who 

com m issioned, organised and delivered CCTH and 22 fam ilies who used the 

services, explored the im plicat ions and im pact  of CCTH. Last ly, we explored the 

cost  effect iveness of providing CCTH. This used survey data on caseloads and 

costs, com pared Hospital Episode Stat ist ics in case study sites with nat ional data, 

and used the results of these, alongside evidence from  the system at ic review, to 

carry out  sim ple econom ic m odelling. Relat ively few services provided inform at ion 

about  their  costs and caseloads, lim it ing this elem ent  of our work. 
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Key findings 

Models of care closer to hom e 

There is a wide range of CCTH services, but  com m unity children’s nursing team s 

are predom inant . Fifteen children’s hospices providing CCTH services also 

responded, suggest ing that  this m odel of end of life care is growing.  

There are three m ain service m odels:  cluster 1 largely provides condit ion specific 

services, usually working from  acute set t ings;  cluster 2 predom inant ly provides 

allied health therapy input ;  and cluster 3 services are largely com m unity-based 

and provide both acute and long- term  care, usually to children with very com plex 

needs. 

Responding to need 

Cluster 1 and 3 services focus on prevent ing hospital adm ission, providing care 

for com plex health needs out  of hospital, reducing length of hospital stay, and 

support ing early discharge. Cluster 3 services are m ore likely to provide ongoing 

nursing care, technical support , drugs adm inist rat ion, and palliat ive or end of life 

care. Cluster 1 services are m ore likely to report  t raining, liaison, health 

m onitor ing and social/ psychological support , although half also report  providing 

ongoing nursing care, drugs adm inist rat ion and sam ple taking.  

These CCTH m odels operate as a ‘vir tual’ service system , providing different  

elem ents of support  to children with differ ing needs. While their  funct ions and 

focus overlap som ewhat , all are arguably necessary to avoid gaps in care delivery 

for very vulnerable children.  

Benefits, draw backs and cost  im plicat ions 

Com m issioners and providers see CCTH as som ething that  is for the NHS (e.g. 

prevent ing hospital adm ission) , and for pat ients and fam ilies. Many feel that  CCTH 

is bet ter for children and fam ilies, descr ibing both clinical (e.g. reducing r isk of 

infect ion)  and social (e.g. m aintaining ‘norm ality’)  benefit s.  

However, we ident ified difficult ies in im plem ent ing CCTH at  organisat ional and 

pract ice levels.   

Organisat ional level issues 

A perceived lack of evidence can im pede CCTH developm ent . I nadequate system s, 

and problem s defining and quant ifying effect iveness m ake collect ing robust  data 

difficult .  Where data are available, this can underpin developing provision. 

Good relat ionships between com m issioners and providers are vital, part icular ly as 

providers hold the ‘expert ise’. Som e find that  com pet it ion rules m ake good 

relat ionships m ore difficult . Others adopt  a useful st rategy of dist inguishing 

between working with providers to develop exist ing services, and working with 

them  to com m ission new ones. 
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Pract ice level issues 

Capacity – part icular ly staffing and cover – is som et im es problem at ic, m aking it  

difficult  to provide holist ic care, including social and psychological support , which 

both pract it ioners and fam ilies see as im portant  aspects of CCTH.  

Working across and within boundaries can create difficult ies when there is 

im perfect  understanding in other parts of the health service about  the role and 

purpose CCTH.  

Com m unity working can be isolat ing for staff and raises issues about  personal 

safety when working alone. Good supervision and support  st ructures help to deal 

with this. 

Parents recognise that  som et im es their  child needs to be in hospital but  prefer 

care to be at  hom e where possible. This reduces disrupt ion for the child and 

fam ily, and som et im es the financial im pact  of car ing for an ill child. Som e parents 

have good relat ionships with staff, receiving social and psychological support , 

which they value. Others feel a need for increased support . Parents’ willingness to 

take on technical and nursing responsibilit ies varies. The support  of CCTH services 

is im portant  for those who play an enhanced role in technical care for their  child.  

Our health econom ics work used all elem ents of the study, including the 

system at ic review (see separate report ) . The conclusion was that  CCTH m ight  

offer a cost  saving when com pared to hospital based care, part icular ly for children 

with com plex and long- term  needs. This appears largely due to days of hospital 

care saved. Case m ix, skill m ix and financial disincent ives for acute providers m ay 

affect  the opportunit ies for cost  saving. The inabilit y of m ost  survey respondents 

to provide inform at ion about  caseload and costs for their services rest r icted the 

health econom ics analysis we could carry out . 

Evidence- based good pract ice  

Descript ive accounts of CCTH rarely descr ibe service delivery and organisat ional 

character ist ics of services. This m ade it  im possible to produce advice about  good 

pract ice in establishing and running CCTH services from  the system at ic review 

(see separate report ) . However, other elem ents of the project  threw som e light  

onto these issues, out lined above. We build on these below, where we bring 

findings from  the different  elem ents of the project  together. 

I m plicat ions for health care 

CCTH can provide safe and effect ive care for a wide range of children who would 

previously have been in hospital, and m ay do so with reduced costs to the health 

service, and to fam ilies too. Areas that  com m issioners and providers will need to 

consider in developing CCTH include:   

 

• The need for  negot iated and agreed care protocols,  between acute and 

com m unity-based providers, and between CCTH services and prim ary care. 
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• Good w orking relat ionships betw een acute and com m unity- based health 

care providers to ensure cont inuity of care. These relat ionships are also 

im portant  to ensure that  savings from  reduced length of stay in one part  of the 

health care system  are applied in the parts that  support  the reduced lengths of 

stay. 

• Understanding am ong general pract it ioners about  CCTH and its 

potent ia l.  Even when care protocols are agreed, it  takes t im e to build the t rust  

of GPs in referral to CCTH. A sustained period of negot iat ion and confidence 

building am ong GPs m ay be necessary to help realise the full gains of CCTH.  

• The r ight  skill m ix in CCTH team s.  Having a range of nursing bands in a 

team , including health care assistants, m ay influence cost -effect iveness.  

• The im portance of case m ix in determ ining the costs and flexibility of 

CCTH services.  Generic team s that  can deal with both short - term  acute 

illnesses and longer- term , m ore com plex care m ay be m ore cost -effect ive and 

find it  easier to m anage fluctuat ions in dem and. Em bedding nurse pract it ioners 

within generic CCTH team s seem s a prom ising m odel, because it  addresses both 

skill m ix and case m ix. 

• The nature of contract ing w ith CCTH services.  Block cont racts offer less 

flexibilit y to CCTH services dealing with fluctuat ing levels of need, while 

com pet it ion rules m ay im pede planned innovat ion. However, given variabilit y of 

caseloads in m ost  CCTH services, set t ing a tar iff is challenging. Cost  per case 

seem s to work well in cont inuing care provision and m ay be worth experim ent ing 

with in other types of CCTH.  

• The need to provide psychosocial support  w ithin CCTH .  This is not  a 

luxury;  it  is a vital part  of support ing ill children and their fam ilies, part icular ly 

those dealing with very com plex health needs.  

• The need for  robust  data system s on act ivit ies and costs.  Using HES data 

to exam ine length of stay m ight  be a useful start ing point  for  m any health 

econom ies that  do not  yet  have robust  system s in place.  

• Supervision and support  in CCTH .  CCTH involves lone-working;  good 

supervision and support  st ructures within team s are essent ial to safe pract ice.  

• 2 4  hour, seven day a w eek support .  For som e CCTH services, this can be 

provided effect ively through telephone support  system s. For services intended as 

im m ediate alternat ives to acute hospital care, it  is counterproduct ive, for 

children, fam ilies and the health care system , to lim it  them  to ‘office hours’.  

• The availability of t ra ining for  paediat r ic com m unity nursing .  Local 

availabilit y of appropriate t raining for nurses working in the com m unity with ill 

children seem s to affect  recruitm ent  and retent ion.  
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Addendum : 

This document  is an output  from  a research project  that  was commissioned by the Service 

Delivery and Organisat ion (SDO)  program m e whilst  it  was m anaged by the Nat ional 

Coordinat ing Cent re for the Service Delivery and Organisat ion (NCCSDO) at  the London School 

of Hygiene & Tropical Medicine. The NI HR SDO programme is now managed by the Nat ional 

I nst itute for Health Research Evaluat ions, Tr ials and Studies Coordinat ing Cent re (NETSCC) 

based at  the University of Southam pton.  

 

Although NETSCC, SDO has m anaged the project  and conducted the editorial review of this 

document , we had no involvement  in the commissioning, and therefore may not  be able to 

com m ent  on the background of this docum ent . Should you have any queries please contact  

sdo@southam pton.ac.uk. 
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