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1. Background

People with Haemophagocytic lymphohistiocytosis (HLH) can 
present to any medical service. Inequity of access to specialist 
services, under-recognition, lack of standardised care and a poor 
evidence base contribute to high mortality.
The UK National Health Service (NHS) provides care free at the 
point of access to 67.5 million population. The NHS is a resource-
limited structure but one that provides opportunities to 
implement uniform practice and to audit real world outcomes in 
rare diseases. 
                                                                                                           

The HLH National 

Advisory Panel (NAP)
Through collaboration between two specialist 
centres, terms of reference and governance 

procedures were developed to deliver a multi-
disciplinary HLH NAP. Meeting frequency 

increasing from monthly to weekly over a 5-year 
period due to high demand. The NAP is open to 

any clinician and provides emergency advice 
between meetings. Referrals continue to climb; 
83 patients discussed in 2022 and 111 in 2023 

Improving the Evidence Base:

Guidelines and Histionode Research

HiHASC has deliv ered the NHS “Getting It Right First Time” program for 
people with HLH, a n ational p athway th at man dates care, signposts additional 

resources, summarises evid ence  and   confir ms medicines availabili ty. 

                                                                                                           

2. Aims and Methods

The formation of a multiprofessional, multidisciplinary 
clinical network - the Hyperinflammation and HLH 
Across specialty Collaboration (HiHASC) 
www.hihasc.org - enabled its members to work together 
to drive a national advisory panel (NAP) for real time 
clinical support, to design a nationally agreed service 
development strategy, to create a UK-wide education 
program and to drive a matched research strategy

GETTING IT RIGHT FIRST TIME : GIRFT pathway for managing HLH in the NHS

3. Conclusions
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Over 6 years, HiHASC membership in cr eased 

fifteenfold (curr ently 228 members) with 
multiprofessio nal, all-age r epresen tation. It is 

supported  b y the ch arity HistioUK – www .hihasc.org 

Bimon thly  vir tual meetings deliver accessible 
educatio n and profession al networking with small 

group working to dr ive specific pro jects.                                                                                                         

The professional 

Network - HiHASC Influencing UK Strategy for people with HLH

HiHASC facilitated the research 
collaboration HistioNode with 

successful £1.2 million funding with a 
focus on multi-site, national patient 
recruitment to set up a biobank and 

nested studies. 

HiHASC has 
delivered funded 
anakinra acc ess  

for any pe rson 
with HLH – prior 

to 2021 this 
medicin e was n ot 
funded  for  HLH in  

the UK
                                                                                                           

HiHASC has delivered evidenc e based guidelines for 
treating adults with HLH 

                                                                                                           

Here we describe a real-world 
approach to the development of HLH 
services in the UK universal 
healthcare system. The work has 
been done by interested clinicians 
volunteering their time. Further work 
is needed to prospectively evaluate 
and refine this approach

http://www.hihasc.org/
http://www.hihasc.org/
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