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Module 1.01: The cost of managing and living with Hidradenitis Suppurativa

Summary: Keywords:
This module considers the cost implications of Hidradenitis Suppurativa, both to the  Acne inversa, Cost, Wound management

patient and to healthcare providers. It looks at delays in diagnosis, the challenges of
appropriate treatment, as well as wound care and wound management.
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Module Overview

The cost of managing and living with Hidradenitis Suppurativa
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Overview and recognising/ diagnosing HS
The physical, mental & economic impacts
High resource utilisation & costs

The challenge of highly exuding wounds in difficult-
to-dress areas of the body

How to save cost & improve quality of life
Key take aways from this module
10 questions to review your learning

Source article and full references for further reading
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Introduction

What is Hidradenitis Suppurativa?

« Chronic inflammatory skin disease of the hair follicle
 Affects 1% of the adult population

« Often significantly underdiagnosed

« Diagnosis can take up to 10 years on average

« Debilitating condition affecting emotional wellbeing, life quality and
can place substantial burden on patients, the NHS and broader society

« Analysis by the Office of Health Economics indicate that the annual cost
of HS to the UK economy is in the region of £3.8 billion

* HS wounds and their drainage, odour and body location represent a
particularly difficult challenge. At a prevalence of 1%, the estimated
cost for wound care is c. £1.4 billion

HidraCare Academy

Redefining Patient Led Wound Care




Introduction

Recognising Hidradenitis Suppurativa in the clinical setting

Location: Axillary region and breasts

Location: Neck, chest, back

MARSI: Issues with dressing
technologies in HS wound care

4"37 ‘w:-
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Introduction

Diagnosing HS can be simple and does not require a specialist:

Do you have a patient presenting with boils*?

These two questions may lead to a quicker diagnosis

Have they experienced more than one outbreak
of boils in the last 6 months?

Were they located in one or more of the
common areas** indicated in

L If the answer is YES, your patient likely has HS***
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Impact on the patient
Physical

* Pain & discomfort

- Leakage - high volumes of exudate
* Malodour

* Itching

 Scarring and disfigurement

 Fatigue

* Erythema

* Cysts & abscesses

* Wounds often in ‘difficult-to-dress’
areas of the body

« Comorbidities including cardiovascular
disease, obesity, diabetes and others

ON AND AROUND
THE BREASTS

INTHE ARMPITS
One of the most commonly
affected areas

BETWEEN
THE BUTTOCKS
1asthe mostr Lgéill'.'l_

impact when affected

...................... IN THE GROIN
Another commaonly

affected area

Nodules - Abscesses - Sinus tract - Severe lesions
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Impact on the patient

Psychological

« High rates of depression & anxiety

* Double the suicide rate compared to the general
population

A thematic synthesis of the experiences of people
with HS identified three main themes;

1. Putting the brakes on life — HS impacting on and
delaying events in life

2. Astigmatised identity — HS stigmatizing individual
identity leading to embarrassment, fear and withdrawal

3. Falling through the cracks — isolation and inequality in
receiving appropriate support and treatment
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Impact on the patient

Economic

 Missed work and education time — one
study identified that 81% of respondents
missed work or school due to their disease

« Lower incomes and higher unemployment

“Work is the worst; it is uncomfortable, and I worry about
the smell. I have to steal away in an upstairs toilet where
the main door locks so I can use the mirror. Depending on
the flare up, this can be for 5-10 minutes around 3 or 4

times during the working day.”
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Impact on the NHS

 The NHS is under severe pressure with more Costs Per Patient Per Year:
than 7.75 million people waiting for elective
treatment HS Specific Health Costs = £4,900

« HS patients often first attend their GP or
pharmacist initially but may then be referred
into specialist dermatological care.

Health Costs Comorbidities = £1,200 - £2,100

. Societal Costs = £12,500
« They may also attend practice nurse

appointments for help managing their wounds Total Costs = £18,600 - £19.,500
but can be left to self-care

(1) HS Specific Costs include GP visits, hospital admissions, and
procedures

 Significant utilisation of healthcare resources
—inc. A&E visits, inpatient & outpatient
appointments

(2) Costs of Comorbidities include associated conditions including
cardiovascular disease, obesity, hypertensions, diabetes and others

* S|gn|f|Cant costs of delayed diagnOSiS (average (3) Societal Costs include lost productivity, unemployment,
10_year d iagnosis ti me) disabilities and other general costs

« Annual cost to the NHS of managing wounds
was estimated at £8.3 billion in 2018 including ,
£5.6 billion associated with unhealed wounds HidraCare Academy
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Wound management costs

* Frequent dressing changes (average of 3-
4 per day)

 Wounds in ‘difficult-to-dress’ areas
are time consuming; waste results from
poor application and retention of
dressings; increased nursing time
allocation

 Reliance of antibiotics to treat HS wounds
which can increase risk of antimicrobial
resistance

 Significant risk of MARSI (medical

adhesive related skin injury) " LS o
- Access to specialist wound services is HS-specific wound care costs =
often unavailable to patients with HS. A £1.44 billion per annum

lack of awareness and understanding of
the condition leads to inequality in
appropriate wound care provision

Based on prevalence of 1%
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Case Study

Hannabh is 30 years old and first
identified signs of HS at 10 years of age

Despite multiple GP visits, it took until the age
of 25 to receive a referral to dermatology,
followed by a 2 year wait for the appointment
where her diagnosis was confirmed

During 2023, she experienced 4 hospital
admissions for surgery to remove lesions
(average 3 days per inpatient stay)

Surgeries lead to 22 weeks sick leave and
Hannah being made unemployed (as disease
not recognised as disability)

Surgeon advised her to attend GP surgery for
dressing changes, ideally 3x per week

GP surgery had no wound provision, so Hannah
forced to self-care with dressings prescribed
by GP —these included single use NPWT, honey,
alginate silvers together with silicone foams
which creates a dressing ‘sandwich’ — not
always appropriate and expensive

Hannah regularly experienced wound infections
which delayed healing and required prescribing

of antibiotics .
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Case Study

Solution:

HidraWear Wound Dressing & Retention System
Is now prescribed for Hannah to use when
managing her flares with lesions and leakage

Hannah has been able to resume work and
complete other activities in comfort and with the
knowledge that her dressings are securely
absorbing and retaining her wound fluid

By prescribing Hannah a more cost-effective
solution for wounds in ‘difficult-to-dress’ body
locations and empowering self-care the
treatment costs were reduced from £1,973 to
£363 per month

Saving £1,610 per month for just one patient

Q

j -

An example of the HidraWear wound
dressing and retention system
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Economic benefits of self-care

Empowering patients can reduce costs
and save time:

Case study example showed a monthly cost saving of £1,610 per
patient

Annual Saving | Annual Saving
Monthly (basedon 6 (basedon 9

Saving months of months of
active flares) active flares)

Per Patient £1,610 £9,660 £14,490

Per ICB £22m £131m £196m

Potentially even more significant savings could be
realised at an ICB level, and such an approach would
also reduce the need for both the patients and
healthcare professionals for multiple appointments
and/or home visits

Self-care supports independence and can
improve quality of life:

Table I: Mean Dermatology Life Quality Index Scores (n=15)
Time Mean Standard deviation
Day 0 19.3 5.73
Day 7 102 6.3
Day 14 1 7.87 5.26
Day 21 4.53 3.93
s
g owo e
§ Day2l 453
>
0 5 10 15 20 25
Dermatology Life Quality Index Scores
Average reduction; ILCl—lower 95% confidence interval, *{UCl—upper 95% confidence interval

Such innovative self-care driven approaches offer the possibilities of
realising significant savings and efficiencies while at the same time

improving patient care and quality of life
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Conclusion & take-aways

1.

HS imposes a substantial economic and quality of
life burden on patients

Lack of referral options to wound care services
often exacerbate the burden of living with HS

Early diagnosis and effective wound management
can significantly reduce costs and improve quality
of life

New wound dressing solutions for HS are available
that can reduce pain at dressing change, improve
qguality of life and empower greater self-care

Investing in education, self-care and specialist
services benefits both patients and the NHS
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Reflective Questions

What is the overall prevalence of Hidradenitis Suppurativa?

How are the 2 key questions to help diaghose HS?

What is the estimated cost to the NHS of managing HS wounds?

Give 3 examples of how HS can physically affect the patient?

Which are the areas of the body most affected by HS lesions and wounds?
What were the three themes identified of the patient experience of HS?

In one study, what % of patients had missed school or work due to HS?
Describe the impact on the NHS of managing Hidradenitis Suppurativa?

0 0N UAWN R

What are the key wound management challenges of HS?
10. What are the main benefits of empowering patients to self-care?

HidraCare Academy

Redefining Patient Led Wound Care



References

This presentation is based on the article ‘The cost of managing and living with Hidradenitis
Suppurativa’, published in Dermatological Nursing 2024. 23(1): 19-24. All references from the original
article are listed below for further reading.

1.Zouboulis CC, Desai N, Emtestam L, Hunger RE, Ioannides D, JuhaszI et al. European S1 guideline for the treatment of hidadenitis suppurativa/acne inversa. Journal of the European Acade my of Dermatology and Venereology 2015. 29(4): 619-644
2.Ingram JR, Jenkins-Jones S, Knipe DW et al. Population-based clinical practice research datalink study using algorithm modelling to identify the true burden of hidradenitis suppurativa. BrJ Dermatol 2018. 178(4):917-924
3.Kokolakis G,Wolk K, Schneider-Burrus S, Kalus S, Barbus, S, Gomis-Kleindienst Set al. Delayed Diagnosis of Hidradenitis Suppurativa and Its Effect on Patients and Healthcare System. Dermatology (Basel, Switzerland) 2020, 236(5):421-430

4.Theakston C,Henderson N, Skedgel C. The Burden of Hidradenitis Suppurativa on Patients, the NHS and Society: Estimates ard Recommendations. OHE Contract Research Report, London: Office of Health Economics 2023. Available at:
https://www.ohe.org/publications/burden-hidradenitis-suppurativa-recommendations [last acce ssed January 2024]

5.Storer MA, Danesh MJ, Sandhu ME, Pascoe V. An assessment of the relative im pact of hidradenitis sup purativa, psoriasis andobesity on quality of life. Int 3 Womens Dermatol2018. 4(4): 198-202
6.Seyed Jafari SM, Hunger RE, Schlapbach C. Hidradenitis Suppurativa: Current Understanding of Pathoge nic Mechanisms and Sugiestion for Treatment Algorithm. Front Med (Lausanne) 2020. 4(7):68.

7.Nicolle L. Optimising hidradenitis suppurativa care: A multiprofessional consensus statement.2022. HS consensus statement. Dermatological Nursing 2022 (supp). Available at: https://bdng.org.uk/wp-content/uploads/2022/09/DN-Septe mber-2022-
Supplement-HS.pdf [last accessed January 2024]

8.Smith SDB, Okoye GA. Histopathology of Hidradenitis Suppurativa. Dermatopathology 2022.9:251-257

9. World Union of Wound Healing Societies. Position document. Understanding hidradenitis suppurativa. Wounds International, london 2016. Available at: https://woundsinternational.com/world-union-resources/position-document-understanding-hidradenitis-
suppurativa/[last accessed January 2024]

10. Tiri H, Jokelainen J, Timonen M, Tasanen K, Huilaja L. Substantially reduced life expectancy in patients with hidradenits suppurativa: A Finnish nationwide registry study.Br. J. Dermatol 2019. 180:1543-1544
11. Kashetsky N, Mukovozov IM, Pereira J, Manion R, Carter S, Alhusayen R. Patient experie nces with hidradenitis suppurativa:the Hidradenitis Patient Experience survey. Clin Exp Dermatol 2022. 47(1):72-79

12. Canadian Skin Patient Alliance. Scarred for Life: 2020 Update. A National Report of Patients’ Experiences Living with Hidadenitis Suppurativa. May 2020. Available at: https://canadianskin.ca/images/HS_Report/CSPA_HS_Report_May_22_2020_Final.pdf [last
accessed January 2024]

13. Matusiak £, Bieniek A, Szepietowski JC. Hidradenitis suppurativa markedly decreases quality of life and professionalactvity.J Am Acad Dermatol2010. 62(4):706-708
14. Tzellos T, Yang H, Mu F, Calimlim B, Signorovitch J. Impact of hidradenitis suppurativa on work loss, indirect costs, andncome. Br.J. Dermatol 2019.181(1):147-154

15. Howells L, Lancaster N, McPhee M, Bundy C,Ingram JR, Leighton P et al. The matic synthesis of the experiences of people wth hidradenitis suppurativa: a systematic review. The British Journal of Dermatology 2021. 185(5):921-934

HidraCare Academy

Redefining Patient Led Wound Care



References

16. NHS England, Consultant-Led Referralto Treatment Waiting Times Data 2023-24. Cited in Rees S,and Hashmath H. The hidden waitlist: the growing follow-up backlog. Reform 2023. Available at: https://reform.uk/wp-content/uploads/2023/10/Reform-The-
Hidden-Waitlist-Embargoed.pdf [last accessed January 2024]

17. Levell N.Dermatology: GIRFT Programme National Specialty Report. NHS 2021. Available at: https://gettingitrightfirsttim eco.uk/w p-content/uploads/2021/09/DermatologyReport-Sept21o.pdf [last accessed January 2024]

18. Lay K, Bello A, Willoughby G, ‘NHS Waiting Lists Hiding 10m Patie nts in Need of Follow-up Care’. The Times 2022. Available at: https://www.thetimes.co.uk/article/nhs-waiting-lists-hiding-10m-patients-in-ne ed-of-follow-up-care-d5shnhj3c[last accessed
January 2024, subscription required]

19. Garg A, Neuren E,Cha D, Kirby JS, Ingram JR, Jemec GBE, Esmann S et al. Evaluating patients’ unmet needs in hidradenitissuppurativa: Results from the GlobalSurveyof Impact and Healthcare Needs (VOICE) Project. J Am Acad Dermatol 2020. 82(2):367 -
76

20. Matusiak L. Profound consequences of hidradenitis suppurativa: a review. BrJ Dermatol 2020. 183(6):17 17

21. Guest JF, Fuller GW, Vowden P. Cohort study evaluating the burden of wounds to the UK’s National Health Service in 2017/218: update from 2012/2013. BMJ Open 2020. 10(12):2045253
22. Moloney S, McGrath BM, Roshan D, Gethin G. The personal impact of daily wound care for hidradenitis suppurativa. Dermatobgy 2022.238(4):762-771

23. Poondru S, Scott K, Riley JM. Patient perspectives of wound care management in hidradenitis suppurativa. Archives of Dermatological Research 2023.315(6):1847-1850

24. Guest JF, Ayoub N, McIlwraith T, Uchegbu I, Gerrish A, Weidlich D et al. Health economic burden that wounds impose on theNational Health Service in the UK. BMJ Open 2015. 5(12):e009283
25. Moloney S. The challenge s of wound management for hidradenitis suppurativa. British Journal of Nursing 2022. 31:4(Supp)

26. De Silva D. Helping people help themselves. The Health Foundation 2011. Available at: https://www.health.org.uk/publicatons/evidence-he lping-pe ople-he lp-themselves?gclid=CjwKCAIA_OetBhAtEiwAPTe QZ3d TxUGY LobPwjpW-
IcIu8OpSN_YtugAdKiNMDRIt66a7gX9Y CrtpBoCIWAQAVD _BWE [last accessed January 2024]

27. Handley C.Hidradenitis suppurativa: Diagnosis and Treatment. British Journalof Nursing 2022. 31:4(Supp)
28. Efurt-Berge C, Ronicke M, Richter Schmidinger T, Walther F, Renner R. Quality of life assessment in family members of patients with chronic wounds. Eur J Dermatol 2019.29(5):484-9
29. Kimball AB, Okun MM, Williams DA et al. Two phase 3 trials of adalimumab for hidradenitis suppurativa. NEngl 3 Med 2016 .375(5):422-434

30. Moloney S, Fitzgerald D, Roshan D, Gethin G. Impact of hidradenitis suppurativaspecific wound dressing system on patient quality of life and dressing-related pain: pilot study. Journal of Wound Care 2022. 31(11):898-906.

HidraCare Academy

Redefining Patient Led Wound Care




	Slide 1
	Slide 2: Module Overview
	Slide 3: Introduction
	Slide 4: Introduction
	Slide 5: Introduction
	Slide 6: Impact on the patient
	Slide 7: Impact on the patient
	Slide 8: Impact on the patient
	Slide 9: Impact on the NHS
	Slide 10: Wound management costs
	Slide 11: Case Study
	Slide 12: Case Study
	Slide 13: Economic benefits of self-care
	Slide 14: Conclusion & take-aways
	Slide 15: Reflective Questions
	Slide 16: References 
	Slide 17: References 

