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Unraveling the Problem of Chronic
Oedema: a Global response
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Honorary Professor, Cardiff University, Wales
Honorary Professor, Western Ontario University, Canada
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Overview of the session:

¥ Different clinical presentations of lymphoedema
»Problems in defining prevalence and incidence
¥ A UK epidemiclogical view of lymphoedema

¥ A global view of the impact of chronic cedema

»LIMPRINT : A global response

The University of

—_— E Nottingham

UNITED KINGDOM + CHINA + MALAYSIA

Lymphoedema : definition

= tissue swelling due to a failure of
lymphatic drainage

The University of

—_— E Nottingham

UNITED KINGDOM + CHINA + MALAYSIA

/

E Problems of Definition

® What is Lymphoedema
® Defining chronic oedema within the population

» Acceptance as a Neglected Tropical Disease rather than
a global health problem in all countries
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“Chronic oedema’:

Chronic oedema present for more than 3
months

Associated with oedema and tissue
changes

(Moffatt et al Q J Med 83: 731-8 (2003)

I Nottngham I Nottingham
._-;——"_‘“'_"—_-——-—___‘_h_-‘ __g—,—"_""_"—_-——-—___‘_h_w
/ = UNITED KINGDOM -« CHINA, - MALAYSIA / = UNITED KINGDOM - CHINA - MALAYSIA
Lymphoedema: = S 2B
a) Primary:

may be family history {over 30 genes
identified, only accounts for 20% of cases)

may be other associated features and
syndromes

b) Secondary:

should be an identifiable cause,
e.g. cancer treatment, trauma




Unraveling the Problem of Chronic Oedema: a Global response
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Secondary lymphoedemas

= arms — secondary to treatment for
breast cancer.

= legs — secondary to inguinal node
dissections, other surgery eg. Total
Hip Replacement

The University of
' | Nottingham

INITED KINGDOM + CHINA « MALAYSIA

Chronic secondary lymphoedema

The University of
~ &' | Nottingham

UNITED KINGDOM - CHINA « MALAYSIA

Chronic
Venous
disease

Always associated with
lymphatic damage to the
initial lymphatics and
in areas of
lipodermatosclerosis

Late onset breast cancer related & ‘
lymphoedema e

The University of
' &' | Nottingham

UNITED KINGDOM - CHINA « MALAYSIA

Oedema associated with immobility

= |mmobility (gravitational oedema)

= chronic conditions, e.g. neurological
respiratory

= chair-bound / sleep in chair (multiple
mechanisms cause cedema)

The University of
~ &' | Nottingham

UNITED KINGDOM + CHINA + MALAYSIA

Spina Bifida

Current study in the UK to
understand prevalence ,
impact and disease
mechanisms

The University of
' | Nottingham

UNITED KINGDOM + CHINA + MALAYSIA

Obesity
&
Lymphatic failure

Multiple mechanisms
* Inflammation
+ Insufficient
lymphatics to drain
adipose tissue
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| Oedema of advanced cancer

Invasive tumour
within lymphatic
circulation

Obstructive oedema due
to
tumourand cancer
treatment

The University of

/"—”“‘—‘—*—-—_,_.__ E Nottingham
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The complex aetiology of chronic cedema

= Lymphatic

=  Venous

= Hypoalbuminaemia
= |Immobility

= Infection

= Drugs

— . " ' Nottingham
= '_-_-—_—‘———_-—’_"——; UNITED KINGDOM + CHINA « MALAYSIA
What is the size of the
problem?

The University of

/"—”“‘—‘—*—-—_,_.__ E Nottingham

UNITED KINGDOM -+ CHINA - MALAYSIA

Lack of Epidemiology :

* 140 to 250 million worldwide
* 3% of western populations
* 30%+ Breast cancer related
+ 40 - 60% gynaecological cancers
* 40/50% venous ulcer patients
* 90% of spina bifida and disabled

The University of

' | Nottingham
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Defining the problem

+ Taking a public health approach
+ Understanding who is affected in the population

¢ Defining the impact on patients’, carers and the
health service

¢ |dentifying levels of unmet need and service
provision

The University of

/—_E-——‘\__ E Nottingham

UNITED KINGDOM + CHINA « MALAYSIA

Methodological challenges (1)

* What is Lymphoedema ? Issues of definition
® How do we measure it?

¢ Limb volume methods of assessment ?
* Use of mixed methods of assessment?

® Prevalence vv incidence data
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Methodological challenges (2)

¢ Defining stage and severity of lymphoedema
¥ Lymphoedema as a consequence of cancer
» Lymphoedema as a neglected tropical disorder

® Tissue profiles vary in different groups
¥ Different mechanisms involved
® Genetic predisposition (polymorphisms )

® Research vv disease registers

¥ Population based studies are expensive and complex to
undertake

¥ Limitations of cross sectional vv longitudinal studies
» Lack of real life health service data
> Poor quality data

The Uriversiugof
' | Nottingham

e ks o

No Internationally Validated Method of Classification

» Classification is based on tissue
characteristics

» Methods to measure pitting and
fibrosis are poor

+ Different stages of oedema may
respond differently to compression

e Univarsity of

i = m Nottingham
= E_-_-—'—‘———‘“_._—;:? UINITED KINGIGH - CHIA - MALYS

Prevalence study in South West London
(Moffatt et al 2003 . Quarterly Journal of Medicine )

AIM : to identify all patients with chronic oedema in the
health services of one defined urban area

® Prospective clinical evaluation of all patients and random
sample (N=258)

Results
® 823 patients in population of 619,000

® 1.33 per 1000 general population
¢ 5.4 per 1000 in those aged >65years
® 10.3 per 1000 in those aged >85years

¢ Projected national prevalence in England and Wales

»100,000 (current study only identified patients known to
professionals. )

The University of

e E______‘_‘FF__:I Nottingham

UNITED KINGOGM - CHINA - MALAYSIA

Care Provision

* 36% receiving no treatment
® 54% had seen a specialist
® 12% received care from community nurses
s 24% saw other specialists such
as dermatology, vascular surgery

Within the random sample of 288 patients
689% had no correct diagnosis

How good is the control of swelling

* 80% of those having active treatment had controlled
swelling

e 29.4% of those not having treatment are controlled

Women had better control of swelling
62.5% women
44 3% men

¢ Arm swelling controlled in 83%

e Leg swellingin 42%

80% arm patients were receiving care
42% of leg patients were receiving care

i " P'- | Thelberstof = : The University of
e — Nottingham = | &' | Nottingham
B ___ [ / o —— gy
UINITED KINGDOM - CHINA + MALAYSIA|

Levels of uncontrolled swelling

<45 years * 11.9%
45-64 years ® 14.2%
65- 74 years ® 23.9%
75-84 years ® 42.2%
> 85 years ® 59%
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20% had an infection in last 12
months

16 > 3 episodes in the last year
27% admitted for IV antibiotics

15% had at least one admission
during their condition

The University of
" | Nottingham

UNITED KINGDOM + CHINA » MALAYSIA

» 80% had taken time off work
» Mean time from work 10.5
days
9% employment was affected
* 2% changed jobs

*8% had to give

UNITED KINGDOM « CHINA « MALAYSIA

¢ 50% of patients experienced
pain

® 56% took regular analgesia
* Pain was rarely controlled

* This differs from professional

views

Mean length of stay - 12 days up wo rk
r The University of r The University of
A' | Nottingham e A' | Nottingham

UNITED KINGDOM « CHINA « MALAYSIA

Prevalence study in Derby City (2015)

AIM : to identify all patients with chronic cedema in the
health services of one defined urban area

Prospective clinical evaluation of all patients and random
sample

#984 patients identified in 246,900 population
#Prevalence 3.99 per 1000 population
#10.31 per thousand (age 65 to 74)

#28.57 per thousand (age >85 years)

¥Mean age 68.1 years

11
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Profile of patients within lymphoedema service (n=688)

Secondary 246 37%
Lymphoedema

Lymphovenous 169 25%
Primary 8o 12%
lymphoedema

Venous disease 60 9%
Advanced cancer 25 2%
Heart Failure 7 1%
Lipoedema 8 1%
Other types 93 6%
Awaiting correct 24 4%
diagnosis

At high risk 21 3%

The University of

UNITED KINGDOM - CHINA - MALAYSIA

Levels of obesity in specialist service (n=377 /688 )

<25 51 14%
25 - 29.9 64 17%
3039.9 165 44%
>40 01 25%

69% are obese or morbidly

obese

12
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Leg Ulceration and Leg Swelling in Community Patients {356)

® 356 community patients had either leg ulceration or
swelling

s 299 (84%) had leg swelling
+ 168 (47%) had leg ulceration

« Of the patients with leg ulceration 120 (71%)
had concomitant leg swelling

33

The University of

N E Nottingham
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Prevalence of chronic oedema in two areas of
England

Derby City (2015) South West London (2003)
TOTAL 3.98/1000 1.33/1000

Why do these prevalence statistics differ?
« Definition of lymphoedema the same
. A real difference in prevalence
» Different age/ gender structure
Identification through health professionals:
- greater participation
greater awareness

The University of

= E Nottingham

UMITED KINGOOM + CHINA « MALAYSIA

What is the impadt on

= _-‘"_’-—-—___‘____’_

patients and families ?

The University of

; . E Nottingham

UNITED KINGDOM + CHINA + MALAYSIA

Research in the UK AND
France on children and
families with Lymphoedema

«Long search for diagnosis
«Poor professional knowledge
sLack of access to care
sPsychological burden on
children and families

(Moffatt et al 2008 Int Journal of
Wounds)
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Evidence of Impact

® Reduced quality of life
® Social stigma

e Impact on employment

; ® Financial implication for
families

® Pain

® Disability with severity

Treatment improves QOL
Moffatt et al 2016

The University of

Nottingham

Impact in developing
countries

UNITED KINGDOM + CHINA - MALAYSIA

*Lack of focus on morbidity

*Poor professional knowledge

*Fear from the community

*Poverty affects hygiene and use of shoes
*No access to dressings / bandages

*Traditional healers used scarification

The University of
E Nottingham

UNITED KINGDOM « CHINA « MALAYSIA

Young women
cannot marry
due to stigma

and live in poverty
and misery

The University of
" | Nottingham

UNITED KINGDOM « CHINA « MALAYSIA

A Global Response

Strategic challenges :

Define the size and impact of the problem
Dispel the myths

Prove the cost to health services

Develop an international methodology
Strong partnerships

INTERNATIONAL CONSENSUS

BEST PRACTICE FOR
THE MANAGEMENT
OF LYMPHOEDEMA

ik\.'# ‘f)f “> B

The University of
ﬁ ‘ Nottingham

UNITED KINGDOM - CHINA - MALAYSIA

International Consensus: Best
Practice for the Management

of Lymphoedema
(laze]ere

R 3 \!‘ 3 N“ ¥ Based on Cochrane Systematic
el LA Reviews

i -

*12 systematic reviews
*2013 /2014
*Second edition

Lymphoedema Impact and
Prevalence - International
> Lymphoedema Framework

INTERMNATIONAL
LYMPHOEDEMA
FRAMEWORK

Sy

Belong ﬂ.‘ Together

13
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INTERRAT ONAL
LYMPHOEDEMA
FRANEWORK
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* The largest epidemiology dataset on chronic
oedema

» Prevalence of chronic cedema and wounds in
each country

» An international profile of prevalence

+ Impact of chronic oedema on patients, health
care systems and society

» Greater understanding of deficits in care delivery

+ Help with information for reimbursement
Balong ﬂ‘

The University of

Nottingham

UNITED KINGDOM » CHINA + MALAYSIA

International epidemiology of chronic
oedema
Development and Validation

LIMPRINT
Core tool used in all
tudi
Electronic data capture Al
system
Validation in
UK
Additional tools
Validation in Details of swelling
D X HRQoL
ShEar Disability

Wounds
Cancer

Health economics

4200 patient data set EQsD

‘The University of a

t st I The Uni:uersitgnf
International epidemiology of chronic oedema Ziew W: nga:n s = HOT A
LIMPRINT The Silent Epidemic
Gountes: [apipiilernie - GoB paticits * Chronic oedema is going to increase massively
. UK due to demographic changes
= UJSA e e e » Increasing elderly population (highest prevalence in
» Canada the very elderly)
= Denmark . » Increasing obesity (predicted that over 90% of
= France Denitiaicsonc patichts patients with morbid obesity have chronic cedema )
® Japan » Decreased mobility
n Turkey United Kingdom - 10,057 patients . = i 5 : 3
Indi » More patients will survive cancer and will retain a life
= India . .
5 5 time risk
Predicted final sample = - =
> 17,000 patients > Association with long term conditions
t
The University of
e " | Nottingham

LNITED KINGDOM - CHINA - MALAYSIA

THANKYOU
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