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Imperial College Health Partners (ICHP)

• Academic Health Science Network 

(AHSN) – funded to facilitate adoption and 

spread of innovation across the NHS

• Health partnership – capability and 

capacity across over 400 NHS 

organisations across NW London



Imperial College Health Partners (ICHP)

Our mission:

Evidence-based complex change to help our 

clients deliver more effective and efficient 

health care



Imperial College Health Partners (ICHP)

What makes us different?

1. Our approach to innovation

2. Our people and our culture

3. Our smart use of data

4. We create connections & collaboration



Business Intelligence Team

• Analytics

• Population Health

• Health Economics

• Visualisation

• Publication



Effective Business Intelligence 

We collect, integrate and analyse data to draw 

conclusions and to present actionable information that 

can be used to make informed business decisions. 

We help both NHS and commercial clients develop 

solutions that truly make an impact for both individual 

patients and communities. 

Once we understand what our clients are looking to 

achieve, we can help them identify the best way forward 

to get to the end point they are aiming for.



Data Assets

• NHS Digital

‒ Record level HES data* linked to Mental Health & 

Office National Statistics

‒ Quality Outcomes Framework (QOF) indicators

‒ Primary care prescribing

• Discover/WSIC

• NW London integrated care data – di-identified 

record level data for 2.4 million patients linked 

across primary, secondary, mental health, social 

care and high cost drugs datasets



ISPOR Best Research Paper



NHS Rightcare AF High Impact Tool



SOS Sepsis Insights



Rare Disease Case Study

• Despite this global prioritisation, very few 

comprehensive impact analyses have been 

conducted at the population-level to evaluate 

the healthcare burden of Rare Disease (RD), 

• More specifically the time period prior to 

diagnosis; and their contribution to overall 

healthcare resource utilisation and healthcare 

costs

• A commercial partner commissioned ICHP to 

ascertain the burden of RD to the NHS



RD’s are an increasingly recognised health 

priority due to their impact, severity and 

burden on the patient, their family and the 

health system

People with rare diseases tend to 

have multiple health problems and complex 

care needs requiring access to a wide 

range of health services

Rare Disease Case Study



• Differential diagnosis for a RD often relies on 

the availability of an accessible/reliable 

laboratory or genetic test and/or access to an 

appropriately experienced clinician.

• This means that the prolonged journey to 

medical diagnosis can involve serial referrals 

to several specialists alongside a plethora of, 

often invasive, tests. 

• This diagnostic delay can reach up to 30 

years for some conditions 

Rare Disease Case Study



Rare Disease Case Study

• How can we understand the burden of RD’s 

compared to the rest of the patient 

population using current data assets?

• Phase one: 10-year HES data linked at the 

record level

• Phase two: NW London integrated dataset 

Discover/WSIC



Rare Disease Case Study

Caveats

• ICD-10 codes believed to only account for 

approximately 5% of known RD  

• Orphanet offers a more comprehensive 

coding system and have been used to inform 

the updated ICD-11 but this has not yet been 

widely implemented across routine data 

collection systems in the NHS

• Subset for analysis



Phase one: 

Preliminary investigation into the potential cost 

and resource impact of RD on the NHS, with a 

focus on the time period up to 

diagnosis, using the reported real-world 

hospital dataset Hospital Episode 

Statistics(HES), provided by NHS Digital in 

England over a 10-year period

Rare Disease Case Study



Rare Disease Case Study

Method:

• One ICD10 code per RD analysis of a total 

of 426 RD codes crossing a range of body 

systems and clinical specialty

• This approach ensured that only 

accurately diagnosed and reported RD’s 

were included in the dataset



Rare Disease Case Study

• Aggregated statistical reports from HES 

tracked records of all ages diagnosed with one 

of these 426 specific RD diagnostic codes 

over a 12-month 2017/18

• HES identification numbers enables 10-year 

retrospective longitudinal analysis across 

the hospital system (IP, OP & AE) and ensured 

no ‘double counting’ in the analysis

• Comparator was the total remaining hospital 

population 



Rare Disease Case Study

In the last 10 years, 2,197,501 patients were linked 

to one of the 426 RD ICD-10 codes, comprising 

3.2% of the overall inpatient / outpatient hospital 

population.  

In terms of new diagnoses during 2017/18, this 

totaled 258,235 patients, or 0.94% of the overall 

inpatient / outpatient hospital population;. . 

38,155 patients were 10 years old or younger



Rare Disease Case Study



Rare Disease Case Study

For patients 10 years 

old and younger the 

average patient cost* 

416% higher compared 

to the rest of the patient 

population

*Costs – NHS tariff costs, excludes high cost drugs



Rare Disease Case Study

Link to full report:

https://imperialcollegehealth
partners.com/a-preliminary-
assessment-of-the-potential-
impact-of-rare-diseases-on-
the-nhs/

For more information please contact 

Julia Wilkins, Head of Data & Analytics 

Julia.Wilkins@imperialcollegehealthpartners.com

https://imperialcollegehealthpartners.com/a-preliminary-assessment-of-the-potential-impact-of-rare-diseases-on-the-nhs/
mailto:Julia.Wilkins@imperialcollegehealthpartners.com


Rare Disease Case Study

Next steps:

Extend the patient journey using the integrated 

dataset for NW London, including primary care and 

social care activity comprising GP, community nurse 

and prescribed medications

High cost drugs are also included in this integrated 

data set and so evaluations of these drugs is possible



Any Questions?

Thank you!


