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Interna;figrwal Lymphoedema Framework —

ILF-COM Chronic Oedema Outcome Measures Survey

Results from Ireland

National Lymphoedema Framework Ireland (NLFI)
info@nlfireland.ie

Introduction

NLFl responded to the request from ILF to participate in the Chronic Oedema Outcome
Measure project. The survey monkey was distributed to the relevant groups and 127

responses were returned

Chronic Oedema Outcome Measure Survey

Q2 Q2. Are you a patient?

Answered: 125  Skipped: 2

Yes

No_

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

ANSWER CHOICES RESPONSES

Yos 43.20% 54
o 56.80% 7
TOTAL 125

Chronic Oedema Outcome Measure Survey

Q7 Q5. Healthcare professionals: Do you treat patients with chronic
oedema/ lymphoedema?

Answered: 60  Skipped: 67

NoI

Don't know
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ANSWER CHOICES
Yes
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Chronic Oedema Outcome Measure Survey

Q5 Q4. If you are a healthcare professional, what is your workplace?

Answered: 60 Skipped: 67

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

40% 50% 60% 70% 80% 90% 100%

RESPONSES
96.67% 58

3.33% 2
0.00% 0

60

Objectives

On analysis of the responses, NLFI decided to highlight the outcome measures used most

frequently amongst practitioners in Ireland

Results

With regard to outcome measures, amongst the top 5 of those most frequently used
during assessment and believed to be most important are
« Circumferential measurement with volume

* Quality of life
« Episodes of cellulitis

Chronic Oedema Outcome Measure Survey

Q11 Q9. Healthcare professionals and industry: What of the following
do you use in every day practice to determine outcome?PLEASE

SELECT ALL THAT APPLY :
Chronic Oedema Outcome Measure Survey
Answered: 60 Skipped: 67
~ Lymphoscintigra
phy
o [
Indocyanine
Green...
CEAP
classification
Lymph-ICF
Wound size
NA
NA NA
Circumference NA
only without...
Episodes of
NA Hospital
admission...
Circumference '
measurements Complications
of treatment
Perometer/
Water
displacement...
NA
NA
NA
NA
Pain
Mobility ]
Patient
adherence to...

Chronic Oedema Outcome Measure Survey

Q14 Q11. For all: In your opinion what is the most important outcome in
chronic oedema / lymphoedema that should be measured? PLEASE
CHOOSE THE TOP 3 MOST IMPORTANT IN YOUR VIEW

Answered: 99  Skipped: 28

Limb volume

Wound healing -

Skin condition

L

Mobility status

Cellulitis /
erysipelas...

Quality of
life status

Patient
adherence to...

Cost-effectiven
essof..

Patient
satisfaction...

Don’t know /
unsure
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Moisture meter .
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Dexa scan

Bioimpedance I
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The following outcome measures remained in the top 5 responses to
demonsirate both successful outcome and ineffective treatment

Chronic Oedema Outcome Measure Survey

Q15 Q12. For all: What do you believe is a successful outcome for
chronic oedema / lymphoedema treatment? PLEASE CHOOSE THE

TOP 3

Limb volume or
oedema is...

Wounds are
healed

Episodes of
cellulitis /...

MOST IMPORTANT IN YOUR VIEW

Answered: 99 Skipped: 28

Patient
mobility...

Symptoms are
controlled...

Quality of
life is...

Ability to
self-manage...

Reduced need

Don't know /
unsure

' ANSWER CHOICES
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I
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§

3

3

80% 90% 100%

RESPONSES
Limb volume or cedema is stable 57.58% 57
Wounds are healed 11.11% 11
Episodes of cellulitis / erysipelas are reduced 38.38% 38
Patient mobility improved 36.36% 36
Symptoms are controlled (e.g. pain, heaviness) 44.44% 44
Quality of life is improved (e.g. emotions, sleep, social participation) 59.60% 59
Ability to self-manage with professional support 34.34% 34
Reduced need for professional treatment 13.13% 13
Don't know / unsure 1.01% 1

Total Respondents: 99

Chronic Oedema Outcome Measure Survey

Q16 Q13. For all: In your view what factors do you believe indicate that
treatment is ineffective or failing? PLEASE CHOOSE THE TOP 3
MOST IMPORTANT IN YOUR VIEW

Loss to

for repeated...

Limb volume
and oedema...

Answered: 99  Skipped: 28

Recent
episodes of...

Recurrent
wounds

Patient unable
to adhere to...
Psychosocial
distress

Symptoms
uncontrolled...

Don’t know /
unsure

0% W%

ANSWER CHOICES
Loss to professional follow-up

Requirement for repeated intensive treatment
Limb volume and oedema increased

Recent episodes of cellulitis / erysipelas
Recurrent wounds

Patient unable to adhere to treatment
Psychosocial distress

Symptoms uncontrolled (e.g. pain, heaviness)

Don't know / unsure

Total Respondents: 99

20% 30% 40% 50% 60% 70% 80% 90% 100%

RESPONSES

39.39% 39
27.27% 27
52.53% 52
35.35% 35
15.15% 15
34.34% 34
30.30% 30
50.51% 50
5.05% 5

Conclusion

The wider range of outcome measures are not commonly used in Ireland, and there is
recognition that further education, specialist ymphoedema services and recognised
national guidelines and standards would improve this situation.

17 Q14. For all: What factors could improve the adoption of chronic
oedema/ lymphoedema outcome measures? PLEASE SELECT ALL

Increased
professional...

Increased
patient...

Validated
outcome...

THAT APPLY.

Answered: 98  Skipped: 29

National
guidelines a...

Access to
compression...

Access to
specialist...

Reimbursement
of treatment

Clinical and
cost-effecti...

Don't know/
unsure
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20% 30% 40% 50% 60% 70% 80% 90% 100%

ANSWER CHOICES RESPONSES

Increased professional knowledge 82.65% 81
Increased patient knowledge 58.16% 57
Validated outcome measures 47.96% 47
National guidelines and standards 66.33% 65
Access to compression therapy 58.16% 57
Access to specialist chronic oedemal lymphoedema services 79.59% 78
Reimbursement of treatment 51.02% 50
Clinical and cost-effective research in chronic oedema/ lymphoedema treatment 62.24% 61
Don't know/ unsure 3.06% 3

Total Respondents: 98



mailto:info@nlfireland.ie

