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é No-one should die of Histiocytosis
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Build it and they will come: the UK HLH network
Rachel S Tattersall 1 Matthew Collin 2 Jessica J Manson 3

1. Background 2. Aims and Methods 3. Conclusions
Peoplewith Haemophagocytic lymphohistiocytosis (HLH) can The formation of a multiprofessional, multidisciplinary Here we describe a real-world
present to any medical service. Inequity of access to specialist clinical network - the Hyperinflammation and HLH approach to the development of HLH
services, under-recognition, lack of standardised care and a poor Across specialty Collaboration (HIHASC) servicesin the UK universal
evidence base contribute to high mortality. www.hihasc.org - enabled its members to work together healthcare system. The work has
The UK National Health Service (NHS) provides care free atthe to drive a national advisory panel (NAP) for real time been done by interested clinicians
point of access to 67.5 million population. The NHS is aresource- clinical support, to design a nationally agreed service volunteering their time. Furtherwork
limited structure but one that provides opportunities to development strategy, to create a UK-wide education is needed to prospectively evaluate
implement uniform practice and to audit real world outcomes in program and to drive a matched research strategy and refine this approach

rare diseases.

The professional _ _
Network - HIHASC Influencing UK Strategy for people with HLH

Over 6 years, HiHASC membership increased GETTING IT RIGHT FIRST TIME : GIRFT pathway for managing HLH in the NHS
fifteenfold (currently 228 members) with Available at: i tri ime.co.uk/ 12024/07/HLH-Pathway-FINAL-V1-July-2024.him|
multiprofessional, all-age representation. It is p— P r— T —
supported by the charity HistioUK — www .hihasc.org — l |
Bimonthly virtual meetings deliver accessible T - -
education and professional networking with small [ _

group working to drive specific projects. [

itent,antiioti res
FALLING COUNTS

o Famng blood counts
q PERRITIN Yes 180
Fentn levels eevated 15 mare nign ancon
q ancal sspcen’ o
Duagnss of HLK
Mo

Anakinra for haemophagocytic
Ilymphohistiocytosis for adults and children in
all ages

2448 howrs

E' vt e oincpmi e s S
o T ) Pl ST AT )
infectious discases,» 2. ,,E'L"EM'l . B - L - HiHASC has
= rhemateiosy delivered funded
abstetric medicine ;éff immunology ["’“'"“':"'""‘ ) ( e ] anakinra access
G |
| paediatric critical care C J [ ] for any pe rs?“
rheumatology ~* S % S W || | | ] ( g ) ( . ) with HLH - prior
paediatric :
haematology. e T T . ¥ tq 2021 this
l e s specan ] medicinewas not
haematology virtlogy funded for HLH in
Y critical care | — the UK
Adolescent e e e amaat

rheumatology

acute medicine’

HiHASC has delivered the NHS “Getting It Right First Time” program for
people with HLH, anational pathway thatmandates care, sighposts additional
resources, summarises evidence and confirms medicines availability.
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Improving the Evidence Base:
Guidelines and Histionode Research

/” TheHLH National |  "meomscchussomencssres sieines o HHASC facilitated the research
- ] collaboration HistioNode with
Advisory Panel (NAP)

successful £1.2 million funding with a

Through collaboration between two specialist fr(c)ag';ljfgemn:ig Ss;ttel;;a;tgr;ila;:it;e:;

centres, terms of reference and gpvernance_ oy
procedures were developed to delivera multi- . . | —

disciplinary HLH NAP. Meeting frequency s oo wreter. Histiocytic Disorders

increasing from monthly to weekly over a 5-year L ' » HistioNode
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 2022and 111 in 2023/ \

Gettinglt Right First Time. Haemophagocytic Lymphohistiocytosis (HLH) Guidance on the diagnosis, treatment, managementand governance. GettingltRight Fir st Time, 2024 https / gettingitr ightfirsttime.co.uk/wp-
content/ uploads/2024/07/ HLH-Guide-final-version-v1.1-July-2024.pdf (accessed Sept 23, 2024).

Welcome to the HIHASC website.
together we willfind a cure!
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