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Overview

• What is HCM?
• Causes
• Diagnosis 
• Outcomes 
• Treatments (new and old)
• Impact on underwriting and claims





Aetiology
• Familial disease
• AD inheritance
• Sarcomeric gene variants

• Mostly MYH7 and MBPC3

• G+ (~40%) associated with 
worst outcomes

Image from Peng et al; Mol Cell Proteomics 2014



Diagnostic Criteria

1. Assess of wall thickness 
• Children: LV wall thickness more than 2 standard deviations greater than the 

predicted mean (z-score >2 )
• Adults: Maximal wall thickness ≥15 mm in any myocardial segment or ≥13 mm in 

first degree relatives of index case

2. Assess of loading conditions
3. Exclude phenocopies



Henry Circ 1980

BUT:

1. Motion-mode can 
overestimate the wall 
thickness with non-
perpendicular 
oblique cuts of LV 
myocardium

2. MWT for diagnosis 
not adjusted to 
BSA/age/sex

Years 
of age

Years 
of age

92 children
136 adults



2D TTE Vs CMR

Olivotto JACC 2008

n=264 Average difference TTE / CMR: 0.3±3.4 mm

n=264
Diagnosis?

Rx decisions?



• CMR measured MWT thicker than echocardiography by 3.7 mm
• Interobserver variability (MWTmeasured- MWTmean)/MWTmean*100

o TTE –59% to 117% (SD 20%)
o CMR –61% to 52% (SD 11%)

• Increased variability with increasing wall thickness

Lack of standardisation

Captur JACC Imaging 2021



Age/Sex/BSA MWT thresholds?

Shiwani JACC 2025



Screening

“ You have been diagnosed with a condition called hypertrophic 
cardiomyopathy which can be inherited. I have recommended 
that your first-degree relatives be offered the opportunity to see a 
cardiologist and have an ECG and an echocardiogram. “



~10% penetrance at 5 years



>200 
genes

median FU ~5y

Nielsen et al. JACC 2023



Mortality in HCM

Non-
cardiac Cardiac

HF CVA SCD



Lorenzini et al; JAMA Card 2020



Age and SCD

Lorenzini et al; JAMA Card 2020
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Ventricular arrhythmias → SCD



M Gasparini et al; Europace 2012



2/3 of ICD studies report inappropriate shocks
1/3 of ICD studies report implant complications
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Which HCM patients should 
receive an ICD? 

Asymmetry Of Risk



The challenge

• The future cannot be predicted

• Not all SCD can be prevented

• How to best use clinical information to make rational decisions?

• Maximise SCD prevention for the individual patient

• Prevent unnecessary ICD implantations



Patient assessment
Age

MWT
LA diameter

LVOTg
NSVT

FHSCD
Unexplained 

syncope

5 year HCM Risk-SCD estimation

<4% 
Low risk
Reassess 

4 to 5.99%
Intermediate risk

ICD may be considered

≥6%
High risk

ICD should be considered

HCM Risk-SCD model

O’Mahony et al. EHJ 2014; Elliott et al EHJ 2014 



SCD in 5 years in 8021 patients 

5681 1123 10171017

65 35 100100

0

25

50

75

100

pe
rc

en
t b

y 
SC

D

0 25 50 75 100
percent by Group

Lo
w

Int
erm

ed
iat

e
High

SCD
No SCD

NB: There is no zero risk group

C O’Mahony et al. Heart 2019 + You-Jung Choi et al. Heart 2019



LVSD and heart failure



HCM with LVSD (EF<50%)

• EF>60% is normal for uncomplicated HCM
• Slow, progressive, permanent decline in LVEF
• Increase in LV size and reduction in MWT
• Restrictive physiology and PH, AF
• HF with progressive reduction exercise capacity



SHARE Marstrand et al; Circ 2020



Prognosis

SHARE Marstrand et al; Circ 2020 Hamada et al; Clin Inv 2010

DCM 
LVEF 
32%

HCM
LVEF 
43%



Treatment

• No specific RCTs in HCM
• GDMT as per HFrEF guidelines
• LVOTO abates

• Disopyramide/NDP-CCB/CMI can be stopped

• Take control of AF
• Consider device

• ICD
• CRT – benefit?

• Early referral to transplant centre



AF and systemic embolisation



AF incidence 3%/y
Stroke and peripheral embolism prevalence : 27%
Stroke and peripheral embolism Incidence:  4%/y

Guttmann et al; Heart 2014 



Guttmann et al; EHJ HF 2015 

AF in HCM = Anticoagulation

CHA2DS2Vasc underestimates TE risk



Rhythm control

• Driven by symptoms
• AAD

• Amiodarone is most effective
• Disopyramide an option

• Ablation 



Pathophysiology
LVOTO:





Quantification 
• TTE Doppler
• LVOTO rest = PPG ≥30 mmHg

• Valsalva : Semi-supine / sitting / standing

• LVOTO exercise = PPG ≥50 mmHg
• Exercise bike/treadmill
• Post prandial exercise

• Cath if non-invasive studies inconclusive



But…

• LVOTO is not the sole cause of symptoms in HCM
• LVOTO treatment may only partially help with symptoms or not at all 

in some patients



LVOTO:
Consequences



Symptoms

Elliott et al. EHJ 2006



Prognosis

Maron et al; NEJM 2003





Management of asymptomatic patients

• Objective:
• Avoidance of symptoms

• Patient education
• Doctor education
• Treatment of co-morbidities
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Fath et al; IJC 2025

HOCM n=329 propensity matched

HCM n=1497 propensity matched
GLP1-RA in HCM



Management of symptomatic patients

• Objective:
• Improve symptoms by reducing LVOTO



What does success look like?

• Minimum
• Improved quality of life
• Satisfactory functional status

• Maximum
• NYHA 1
• Rest LVOTO <30mmHg 
• Exercise LVOTO <50mmHg
• Normal VO2max
• Normal BNP/TropT 



Invasive therapy

MDT review

Pharmacological treatment

General measures

Symptomatic LVOTO



LVOTO Rx:
Pharmacotherapy



First line pharmacotherapy

β-blockers
Verapamil
Diltiazem

Negative inotropy:
↓O2 demand

↓ LV systolic acceleration

Improved diastolic filling

↓ effect of catecholamine 
surge during exercise



Circulation 1964

N=7
Pronathalol
- Negative chronotropy
- Negative inotropy
- Reduction in LVOTg
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ß-blocker impact on resting LVOTg
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CCB impact on resting LVOTg



Charles Pollick; NEJM 1982

Second line: Disopyramide
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Disopyramide effect



Circ HF 2013



Myectomy
Treatment of drug refractory symptoms



Morrow et al. Circ 1975





Pre- and post-myectomy



Alcohol ablation
LVOTO Rx:











DDD pacing
LVOTO Rx:



DDD pacing with short AV delay

DDD pacing

Septal 
dysynchrony

-ve inotropy

Modification of 
MV excursion



DDD pacing RCT trials

• LVOT gradient reduction (~30–50% reduction across trials)
• Inconsistent benefit 
• Notable placebo effect

Nishimura JACC 1997 | Kappenberger EHJ 1997 | Maron Circ 1999



EMORI-HCM

Mohal et al; JACC 2026



CMI
• Selective, reversible cardiac myosin inhibitor
• Shift myosin away from power-generating (on-actin) 

state towards a super-relaxed (off-actin) state
• Reduce:

• myocardial hypercontractility
• LVOTO 

• Induce reversible LVSD



CMI
Mavacamten Aficamten

Formulation Oral od Oral od

TTE guided up-titration 2.5, 5, 10, 15mg 5, 10, 15, 20mg

Up-titration interval 4 weeks 2 weeks

t1/2 8 days 3.4 days

Plasma steady state 5 weeks 2 weeks

CYP450 interactions ++ 0

CYP450 genotyping Required in EU

Disopyramide Contraindicated Allowed



Olivotto et al; Lancet 2020

EXPLORER-HCM
• Mavacamten 30wk RCT
• RCT with 58% of screened subjects enrolled n=251
• NYHA 2-3 with LVOTg>50mmHg
• βB or CCB but not Disopyramide



Olivotto et al; Lancet 2020

The risk of death or transplant is reduced by 21% 
(95% CI 11% to 26%) for each 1 mL/kg/min 

increase in peak VO2; Coats et al Circ HF 2015

3ml/kg/min is roughly the observed 
improvement after SRT; Nagueh 2001, 
Firoozi 2002, Ommen 1999



Mavacamten safety + durability
EXLPORER-LTE 5-year study
N=231/251 after 8 wk Rx withdrawal

Rader et al; JACC HF 2024

64 (31.1%) had no change in NYHA class 
3 (1.5%) worsened by 1 class.



Mavacamten and LVEF

Rader et al; JACC HF 2024



VALOR-HCM
Does Mavacamten obviate the need for SRT in medically treated patients

with refractory NYHA III symptoms?

Desai et al; JACC 2022



Desai et al; JACC 2022



Mavacamten in 12-17yr olds

Rossano et al; NEJM 2026

Limited endpoint



Aficamten: SEQUOIA-HCM

Maron et al; NEJM 2024



Favourable cardiac remodelling

Olivotto et al; Lancet 2020



Saberi et al; Circ 2021



Masri et al; JACC 2024



But..

Impact on natural course of the disease and 
mortality not known

Short term data in a life-long condition



CMI side effects

• Hypertension
• AF (baseline bias?)
• LVSD ~5% 

• Rarely heart failure
• Rarely cardiogenic shock

• Stress cardiomyopathy
• Palpitation/dizzy spells
• Headaches



Guideline recommendations

Consensus in 2023 ESC and 2024 AHA/ACC guidelines 



Mavacamten in nHCM

ODYSSEY-HCM; NEJM 2025

• Mavacamten 48wk RCT
• 56% of screened subjects enrolled n=580
• NYHA 2-3 with vLVOTg<50 & rLVOTg<30mmHg 
• βB or CCB or Disopyramide



Why does Mavacamten does not work in 
nHCM
• Enrolled patients had long standing disease
• LVEF 65% (compared to 75% in oHCM studies)
• Despite improvements in biomarkers, too late to see clinical 

improvement in short term?
• Do we need a different dose / longer term follow-up?



Underwriting



Impact on underwriting 1

• Some clients may not have HCM (overdiagnosis)
• Adoption of BSA/Age/sex adjusted diagnostic thresholds will probably 

reduce diagnosis older / high BSA / high BMI subjects.
• Likely to increase monogenic disease prevalence which has worse 

prognosis
• Downstream increase in G+ relatives



Impact on underwriting 2

• Lenient terms in phenotype negative FDR of genotype –ve probands, 
especially in sporadic HCM 

• Life expectancy: no treatment has been shown to improve survival in 
a RCT

• CMIs improve surrogates of disease severity but DO NOT assume 
improved prognosis



Impact on underwriting 3

• Can CMIs shift a patient from "uninsurable" to insurable?
• Yes, but not curative treatment
• Underlying disease still present
• Improvement with CMI is not irreversible
• Interruption of CMI= return to baseline in 1-2/12

• CMIs may be withdrawn/restricted due to rare but severe long term 
adverse events



Critical Illness

• CMI may reduce:
1. ICD implants
2. Reduce pathologic LVSD
3. Reduce AF (stroke risk)

• LVEF <40% in CMI treated patients may facilitate claim but 
reversible

• CMI expected to reduce claims for NYHA 3-4



Income protection

• LVEF monitoring requirements – initially intense but if successful can 
return to work

•  CMI side effects – not permanent
• Could a patient delay or decline treatment to satisfy a severity-based 

definition, then commence treatment post-claim?
• Yes but not specific to HCM
• Deliberate short-term delay is probably not catastrophic, but it is not risk-free



Conclusions
• HCM is phenotypically diverse
• Natural history is variable
• Incurable but treatable 
• CMI are groundbreaking in HOCM 
• CMI effects on SCD/LVSD/AF to be determined
• Underwriting the disease or the treated state?
• CIC and IP claims likely to reduce
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Example Customer Journey

Health risk 
related Interact.

Reminder
Take Medication

Take a walk 
outside for 
35min

Relax – 
take the train eat 
an orange!

Don’t eat fruits 
before at 21h 
– here is why 
 - prepare for 
sleep at 23h! 

High stress level 
(blood pressure)! 
– relax / watch 
developments!

Don’t forget your 
vitamins 
D today – here is 
why 

Digital Health Risk Related Interventions 

Generated
Insights

Adherence 
and health risk 
monitoring & 
control

Impact on future 
risk exposure – 
Check for 
intervention!

Activity 
motivation – 
health 
adherence 
monitoring

Reward for 
completed 
activities (bon-
ding services)

Stress 
prevention and 
emotional 
control feedback

Adherence 
and self health 
risk control

Customer 
education and 
health literacy

Today 7.5h sleep 
nece-ssary – 
listen to some 
music in advance 
– here is why  

Sleep control 
and health 
literacy

Great achie-
vement today 
(12k steps) – 7k 
missing for next 
badge!

Notification NotificationPrevention Suggestion Casualty Notification Prediction Awarness

Breakfast 
with family
07.00h

Park & Ride 
(mobility)

07.30h

Park & Ride 
(mobility)

08.00h

Start Work
08.15h

Outdoor
Activity
17:45h

Shopping
19.00h

Mobility
Service
19:15h

Time with
Family
19:45h

Sleep
23:15h

Active 
Break
10:15h

End Work
17:30h

Outdoor
Activity
18:45h

HOW DATA INSIGHTS INFORM OUR REALITY TODAY



11
0

8DATA UNDERPINNING OUR CONNECTED HEALTH

Consumer
BEHAVIOR

HbA1c
149

200

150

100

Insurance
related

OUTCOME

10'000

15'000

190 /min

149
HbA1c

Go walking for 15min

Blood sugar getting too high

200

150

100

Interfaces

Insights sharingData collection

Consumer / Patient Healthcare providers
Data 

Analytics &
Services

Clinical
Outcome

Insurance
Outcome









































Coffee Break  

Follow AMUS on LinkedIn… Follow HCF on LinkedIn…



Dr Stephen Falk -
Beyond the Diagnosis – Modern Cancer 
Treatment and Insurance Risk

Follow AMUS on LinkedIn… Follow HCF on LinkedIn…



Beyond the Diagnosis: Modern 
Cancer Treatment and Insurance 

Risk !
Beyond the Diagnosis: 
Modern Cancer Treatment and 
Insurance Risk !

Dr Stephen Falk, Oncologist, Bristol
April 2026



Beyond the Diagnosis: 
Modern Cancer Treatment and Insurance Risk !

• Pancreas cancer
• Melanoma
• Lung Cancer
• Breast cancer

• Case study
• Changes in treatment
• Communication
• Changes in outcome

• Survival
• Survivorship



Deaths from cancer by age

Data source: IHME, Global Burden of Disease (2024)
https://ourworldindata.org/cancer



135

Some cancers have done better than others

• What proportion of patients live more than 5 years following a 
diagnosis of cancer ?

• 15-25%
• 35-45%
• 55-65% 
• 75-85%
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The five-year survival of all patients diagnosed in 2016 
was 55.7%, a 7.8 % improvement since 2005. 

For example, death rates from stomach cancer 
have fallen around 50%. 

The number of people with lung cancer that survive 
their disease for 5 years has doubled to around 20% 
since the mid-2000s.

• Prevention
• Screening
• Better treatments

Improvements in outcome 
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Some cancers have done better than others

• What proportion of patients live more than 10 years following a 
diagnosis of pancreatic cancer ?

• <10%
• 10-20%
• 20-50% 
• >50%
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No meaningful progress in pancreas cancer

10 year cancer specific survival
in UK from 1971 to 2018

Lancet 2025 56: 101385

Previously fit 65-year old male presents with weight loss, sickness, jaundice
and rapid decline over 6 weeks
CT Multiple liver metastases and gastric outlet obstruction
Attempted insertion of stent to relieve gastric outlet obstruction failed
Died at 4 weeks following admission
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Melanoma
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Melanoma

• Survival stage IV disease in 2004 was <10%
• What is the 5-year survival of metastatic melanoma post combination 

immunotherapy
• 10-25%
• 25-50 %
• >50%
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Melanoma Legal case
• 18/01/2022 32 year old female attends GP with new black lesion on arm, 

reassured ‘freckle’
• 22/04/22 Reattends ‘it’s getting bigger and itchy’, reassured ‘inflamed’
• 29/08/22 Reattends with bleeding from mole
• 29/08/22 2 week wait cancer referral
• Diagnosis BRAF wild type stage IV disease with liver and lung and nodal 

metastases
• Treatment: nivolumab plus ipilimumab
• Complete response 
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Melanoma

Wolchok et al NEJM 2025 392: 11-22 

Among patients who had been alive and progression-free at 3 years, 
10-year melanoma-specific survival was 
96% with nivolumab plus ipilimumab, 
97% with nivolumab and
88% with ipilimumab.
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Melanoma – real world data

OPTIMIzE Registry 2023
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Lung cancer

• Molecular/genetic testing has significantly improved outcome for 
what proportion of stage IV lung cancer cases

• <10%
• 20-30%
• 30-50%
• 50-100%
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Case study
• 54  presented with cough and breathlessness
• 02/2018 R pneumonectomy T2N0M0 adenocarcinoma
• 03/2021 Right arm weakness – solitary brain metastasis surgery
• 04/2021 ALK mutation starts Crizotinib
• 05/2023 Local recurrence – tingling in fingers SRS Alectenib
• 06/2024 ? Progression on scan – surgery – post RT necrosis
• 03/2026 Remains in remission asymptomatic, driving licence reissued, 

intermittent drug holidays when Liver function and renal function worsen 
on treatment



Molecular landscape of NSCLC (latest)
• NSCLC shows multiple oncogenic drivers 

detectable on NGS.
• EGRG remains most common but others are 

rising.
• Key actional alterations: KRAS G12C, 

METex14, RET, ROS1, HER2, BRAF, NTRK
• Each mutation has distinct biology and drug 

sensitivity.
• Combined, emerging targets account for 20-

30% of adenocarcinoma cases.
• Many have CNS-active TKIs, improving 

control in brain metastases.

Broad molecular testing is now standard of care.



Targets can influence outcome
• ALK-positive lung cancer median survival rates reaching 6.8 years
• EGFR Mutant median survival rates 25.8 to 44.2 months
• PDL1 (>50%) high disease median survival rates 30 months

Driver Targeted Therapy ORR (%) Median PFS Median OS Notes

KRAS G12C Sotorasib / Adagrasib (2L) 28 - 43% -5.5 – 6.8 mo -10 – 12 mo Used after chemo-IO; 1L trials ongoing

MET exon 14 Capmatinib / Tepotinib 40 – 68% -8 – 12 mo -17 – 20 mo Strong CNS activity

RET fusion Selpercatinib / Pralsetinib 60 – 85% -20  - 25 mo -30+ mo LIBRETTO-431 (1L) shows major benefits

NTRK fusion Larotrectinib / Entrectinib 57 – 75% -11 – 24 mo Often >30 mo Deep, durable responses; tumor-agnostic

BRAF V600E Dabrafenib + Trametinib 63 – 64% -9.7 -11 mo -18 – 24 mo FDA-approved based on Phase II

HER2 mutation 
(ex20) Trastuzumab deruxtecan (T-DXd) 50 – 55% -8 – 9 mo -17 – 18 mo Works only in HER2-mutant (not amplified)
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Better targeted therapies have not always 
become standard practice in rare cancers

• Oeosphageal cancer and EGFR
• Cancer Esophagus Gefitinib trial. 
• Conducted to compare efficacy of gefitinib with 

that of placebo. In EGFR FISH-positive tumours 
(20.2%), overall survival was improved with 
gefitinib compared with placebo (hazard ratio [HR] 
for death, 0.59; 95% CI, 0.35 to 1.00; P = .05)

J Clin Oncol 35, 2279-2287(2017)



Precision oncology is key for the management 
of cholangiocarcinoma



Many targeted therapies are already 
available, with others in ongoing trials1



ClarlDHy: 2L Ivosidenib improved OS for IDH1-
mutant cholangiocarcinoma1
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Survivorship
• A cancer survivor is anyone who has received a diagnosis of cancer, no 

matter where they are in their treatment or life journey. That means that a 
cancer survivor may have been just recently diagnosed, in the middle of 
active treatment, continuing to receive care that will help them live better 
and longer, or had a history of cancer and are no longer receiving any 
treatment

• Managing long term effects of cancer and its treatment
• Coping with emotional and social changes
• Maintaining overall health and quality of life
• Highly individual – person living with cancer
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Quality of life post op chemotherapy vs nil 
Lung cancer An improvement at 3months in role 

Functioning for patients randomly assigned 
to observation arm 
A small deterioration for patients in 
chemotherapy arm;
Both were significant changes from baseline,
and the Difference between arms was 
significant
No significant change for observation arm;
gradual improvement in role functioning 
for patients randomly assigned to 
Chemotherapy arm; 
Difference in the rate of change 
between arms was not significant

J Clin Oncol 26:5052-5059. 2008
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Recovery of Patient-reported Quality of Life After 
Oesophagectomy

Ann Thorac Surg 2023;115:854-61

‘Considerable declines in QOL scores immediately after 
oesophagectomy with recovery lasting nearly a year’
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Recovery of Patient-reported Quality of Life 
After Breast Cancer Treatment

J Clin Oncol 40, 3190-3204(2022)

Healthy behaviours were associated with better performing 
trajectory groups. Eg deteriorating group associated with:
Obesity (adjusted odds ratio [aOR] v lean, 1.51 
current smoking (aOR v never, 1.52 [95% CI, 1.27 to 1.82];
Excess body weight and insufficient physical activity through 
year-4 
Frequent exposure to tobacco smoking during chemotherapy. 
Younger age (aOR, 1-year decrement 1.01 ), c=
Comorbidities (aOR v no, 1.22
Lower income (aOR v wealthier households, 1.21 
Endocrine therapy (aOR v no, 1.14).
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Fatigue

• A persistent, overwhelming tiredness caused by cancer or its 
treatment that is not relieved by rest or sleep

• More than 80% of people with cancer experience fatigue while 
receiving chemotherapy or radiation therapy

• Poorly studied – only evidence-based intervention is exercise
• Increasing attention being paid by charities to ‘living well with cancer’
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Cancer and employment

• Considered a disability under the Equalities Act 2010
• Recovery time is not just physical
• Surgery quickest recovery, slowest is chemotherapy
• Chronic treatments eg hormonal for breast and prostate impair 

function
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Personalised care and improving quality of life 
outcomes – NHS National Cancer Plan

• Providing personalised care and support planning and 
interventions, including delivering more and better cancer 
services in the community

• Extending personalised stratified follow up care, including 
patient initiated follow-up, to all appropriate cancer 
pathways

• Reducing the impact of cancer and its treatment, including 
improving support for people’s psychosocial needs, 
encouraging physical activity across the cancer pathway 
and prehabilitation and rehabilitation services.
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Communication regarding prognosis

• Oncologists are not good at this. 
• Averages are difficult. ‘I’ve been given 3 months’
• 352 patients were asked whether they would like to be given a 

‘qualitative prognosis’ (i.e. patient will/will not die from the 
disease/probably live a long time) or a ‘quantitative prognosis’ (i.e. an 
estimate of their expected survival). 

• 80% wanted a qualitative prognosis but only half wanted a 
quantitative estimate. Health Comm. 2002; 14:221-241
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Communication regarding treatment benefit 
and disbenefit
• 37 patients with advanced disease
• During the consultations, information given to patients about survival 

benefit included numerical data (“about four weeks”), an idea of 
timescales (“a few months extra”), vague references (“buy you some 
time”), or no mention at all. In most consultations (26/37) discussion 
of survival benefit was vague or non-existent

BMJ. 2008 Jul 31;337:a752 
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Triggers and barriers to informed consent in 
oncology consultations

Triggers: survival benefit discussed
Patient
Asking direct question*
Justifying refusal

Oncologist
Responding (numerical data/idea of timescales)
Justifying no active treatment
Volunteering information (realistic expectations)

Barriers: survival benefit not discussed or 
information is vague
Patient
Is patient assuming lengthy survival
Not wanting treatment
Blocking*

Oncologist
Focusing on other benefits (symptom relief)
Is patient aware of potential benefits?
Responsibility to (sensitively) inform
*Or by partner/carer, with patient’s agreement
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Breast cancer – Case study
 Female 48, non-smoker, no FHx, no co-morbidities

 8/2018 inflamed right breast (no lump)

 Initial screening: “Angry breast” - Bilateral mammogram: Extremely dense nodular mixed fibroglandular background 
patter. Extensive skin thickening right breast. Extensive segmental malignant microcalcification lower outer quadrant 
(at least 75mm). No focal mass but suggest extensive inflammatory malignancy. Needle aspirations done.

 Histopatholgy report: Large ? inflammatory right breast cancer. Multiple cores of breast tissue infiltrated by grade 3 
invasive carcinoma (t3 P3 M2) with lobular growth pattern.

– Insitu carcinoma is present  suggestive of classic and pleomorphic LCIS.

– Possible lymphovascular invasion

– Dx Grade 3 invasive B5b

 Rx Sept 2018 – Jan 2019 – 6 cycles neoadjuvant chemotherapy – Taxotere, Carboplatin, Herceptin, Perjeta
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Prognosis

 Initial thoughts? 

– Treatable?

– Functional impact?

– Emotional impact?

– Work & Personal Life

 Critical Illness claim – approved?

 Income Protection claim – approved?



164

Positive news!

 CI claim paid and helped with treatment above private medical coverage.

 No IP claim but employer provided support.

 January 2019 PET – complete metabolic remission!!

 Rx Herceptin injections, Aromasin, Zoladex to Feb 2020.
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2020 recurrence…
 Planned elective R breast mastectomy March 2020

 Surgery identified recurrence =  invasive Lobular carcinoma pT3/p T4d (?) N2a ER 6/8, PR 4/8 and HER 2 +ve (note – 
pre-op Ultrasound in FEB 2020 did not identify this mass!)

 March 2020: R breast mastectomy, axillary node clearance, R breast reconstruction and TRAM flap. Histology 
invasive lobular carcinoma, Grade III, pT3, 13cm in size. Extensive lymphovascular invasion. Moderate amount of 
pleomorphic plus classic type lobular carcinoma in situ – 4/13 axillary node. No extracapsular invasion.

 Post surgery - Rx 4 cycles Adriamycin + Cyclophosphamide May- June 2020

 Radiotherapy (25 fractions) July 2020

 Herceptin injections to July 2021

 PET December 2021 – clear. 2021 Rx Zoladex injections, Prolia, Exemestane 25mg.
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Prognosis now?

 Initial thoughts?

– Treatable?

– Functional impact?

– Emotional impact?

– Work & Personal Life
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Real life – Hazel’s story
2018 2020
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Survivorship … how?

 Stay positive – a positive mindset and embracing the “experience” to win and come out stronger 

 Good support network: family, friends, colleagues, employer, medical team

 Initial screening: “Angry breast” do not wait – check and get checked!

 Diagnosis:  Scary, complicated, unclear – have a companion

 Family: impacts all those around you – in it together

 Living: impact and adjustments

 Personal – lots more to do and experience – “keep calm and carry on”
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Background 
The UK faces an urgent economic activity crisis driven largely by ill-health and the barriers to work faced by 
disabled adults.

There are currently 2.8 million people out of work due to health conditions. That is 800,000 more than in 2019, 
with projections showing another 600,000 people could follow suit by 2030 without action.

The independent Keep Britain Working Review, led by Sir Charlie Mayfield, published its Final Report in 
November 2025. The next phase of the review (the Vanguard Phase) has now begun and is moving at pace.

In addition to the Review, Government activity includes:

• 10 Year Health Plan for England: fit for the future - Implementation is now underway to build a health service 
fit for the future, setting out three shifts: hospital to community, analogue to digital, and sickness to 
prevention.

• Employment Rights Bill – now in force has introduced sick pay available from day 1 and removed the lower 
earnings limit, extending eligibility to all employees

• Industrial Strategy Green Paper (Invest 2035) - The ABI highlighted the role of health and protection products 
in tackling economic inactivity, a position reinforced in our response to HM Treasury’s Financial Services 
Growth and Competitiveness Strategy. 

23/04/26 AMUS

https://www.gov.uk/government/publications/keep-britain-working-review-final-report/keep-britain-working-final-report
https://www.gov.uk/government/publications/10-year-health-plan-for-england-fit-for-the-future
https://www.gov.uk/government/publications/10-year-health-plan-for-england-fit-for-the-future
https://bills.parliament.uk/bills/3737
https://bills.parliament.uk/bills/3737
https://www.gov.uk/government/consultations/invest-2035-the-uks-modern-industrial-strategy/invest-2035-the-uks-modern-industrial-strategy
https://www.gov.uk/government/consultations/invest-2035-the-uks-modern-industrial-strategy/invest-2035-the-uks-modern-industrial-strategy


© The ABI 

ABI key messages and policy asks on workplace health

174

• Working together, across sectors, to support a healthy and thriving workforce is a priority for the ABI.

• We want to create an active partnership between the industry and government to harness health and protection insurers' 
expertise through the Keep Britain Working Review Implementation work.

• An important part of the UK’s workplace health market is employer-provided insurance. Insurers have the tools to be part of 
the collective response to the current workplace crisis.

• Insurers support workers’ health and wellbeing through, for example, mental health support, occupational health and 
rehabilitation services, employee assistance programmes, wellbeing initiatives, and/or access to primary care.

• We would like Government to use targeted nudges and remove barriers to encourage greater employer take-up of workplace 
health and protection insurance. This should include:

• Employer Transparency: requiring employers to clearly set out their workplace health offer, including prevention, early 
intervention and return-to-work support.

• Strengthening Statutory Sick Pay (SSP): following the expansion of SSP, ensuring it effectively supports health, 
retention and phased returns to work, alongside employer provided support.

• Day One Statements: requiring employers to provide ‘day one statements’ every year which communicate transparently 
the employer’s health and wellbeing benefits and sick pay provision to employees .

• Reducing tax barriers: improving the tax treatment of health and protection products to support uptake by SME’s and 
lower-paid workers.

23/04/26 AMUS

https://www.abi.org.uk/products-and-issues/topics-and-issues/workplace-wellbeing/how-to-use-day-one-statements-to-boost-wellbeing/
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Invitation - Annual ABI Health & Protection event
Mental Health: From evidence to action

Mental health has been a recurring topic among health and protection members, 
with the prevention and intervention support they provide, increasing claims and 
a strong connection to the workplace health agenda. We will be bringing 
members together to discuss what the future may hold and how best the industry 
can support consumers.

The event takes place during mental health awareness week, which this year calls 
on people to take action.

Sir Charlie Mayfield’s recent Keep Britain Working report highlights the 
importance of getting this right, noting that:
• the growth in 16- to 34-year-olds with a mental health condition who are 

economically inactive due to long term sickness is particularly concerning, 
having risen by 190,000 (76%) between 2019 and 2024; and

• understanding of what specific actions employers can take to protect young 
people’s mental health and wellbeing is weak.

The event will be an opportunity for members to reflect on the 
prevalence, presentation and trends in the population’s mental health; latest 
evidence in health prevention and intervention; and the ABI’s mental health 
standards and ABI/Rightsteps online training for frontline staff.

23/04/26 AMUS 175

When: 12 May 2026, 10:15 to 14:20

Where: The ABI, Level 14, 30 Fenchurch St, London, 
EC3M 3BD

Registration: 10:00 and will include a networking 
lunch

Registration at www.abi.org.uk/events/2026

https://www.mentalhealth.org.uk/our-work/public-engagement/mental-health-awareness-week
https://www.gov.uk/government/publications/keep-britain-working-review-final-report/keep-britain-working-final-report
http://www.abi.org.uk/events/2026/52/mental-health-from-evidence-to-action/
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Conduct Regulation/Financial Conduct Authority (FCA) 

Pure Protection Market Study: the FCA is 
undertaking a market study into the 
distribution of pure protection products - 
term assurance, critical illness cover, income 
protection and whole of life insurance, 
including over 50s policies with guaranteed 
acceptance. 

The FCA’s interim report concludes that the 
market is working well and doesn't need 
significant intervention. However, they 
acknowledge the protection gap that needs 
coordinated industry action to close. They 
also noted three smaller areas for further 
assessment: value, switching/churning, and 
claims experience. 

17723/04/26 AMUS
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Genetics
• 2025 Triennial Review: to ensure the Code on Genetics and Insurance remains fit for 

purpose and reflects the latest developments in genomic science and consumer 
protection.  Following last year’s Review, several actions have been agreed with the 
Department of Health and Social Care (DHSC):

1. Amendment of the Code - any review of an application to take into account relevant 
research & ethical considerations.

2. Cross-sector subgroup to review the Code’s existing definitions.

3. DHSC to work with the ABI to amend the Consumer Guide.

4. DHSC to gather preliminary data and explore behavioural research to understand if, 
for example, patients delay or avoid genetic testing due to concerns on potential 
impact to insurance.

• Triennial Review Report and Annual report: published at the beginning of the year and 
is available on the ABI Genetics and Publications pages; and signposted on the gov.uk 
website here. The annual report provides a commentary on the state of the market and 
compliance with the Code.

23/04/26 AMUS

https://www.gov.uk/government/publications/code-on-genetic-testing-and-insurance-annual-report-2023/code-on-genetic-testing-and-insurance-the-governments-annual-report-2023#:%7E:text=The%20code%20is%20a%20voluntary,predictive%20or%20diagnostic%20genetic%20test
https://www.abi.org.uk/data-and-resources/tools-and-resources/genetics/code-on-genetic-testing-and-insurance/
https://www.abi.org.uk/data-and-resources/tools-and-resources/publications/
https://www.gov.uk/government/collections/code-on-genetic-testing-and-insurance
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O4 | Other activity and watching briefs
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• Terminal illness – Life insurance

• Better access to health information

• Mental Health – Rightsteps training plus two 
webinars 

• Financial Inclusion Strategy – income protection

• Economic abuse

• Assisted Dying

• Social Care developments

Mental health training

Mental Health Standards

23/04/26 AMUS
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Any questions?

healthandprotection@abi.org.uk

mailto:healthandprotection@abi.org.uk
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• Dr Costas O’Mahony
• Dan Ryan
• Dr Stephen Falk and Hazel Etherington
• Emily Collins & Rebecca Ward
• Mike Wilson



Thank you (again) to 
our sponsors!



Google Maps directions

Networking 
Reception
Cosy Cocktails @ The Somers Town Coffee House, 
60 Charlton St, NW1 1HS
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