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[ Validation of LYMPHOQOL: quality of life in
children and young people living with lymphoedema |

Christine Moffatt

International Clinical Nursing at Nottingham Trent University,
the University of Nottingham, UK.

Background

Lymphoedema in children is considered a rare disease and is associated with a wide spectrum
of Lymphatic anomalies. The development of disease specific quality of life tools for this condition
have not been developed until now. Over the last 15 years the International Lymphoedema
Framework (ILF) have undertaken qualitative research that has highlighted the impact of this
condition on both the child and families. Findings from this qualitative work led to the creation of
the first version of quality-of life tools for young children and adolescents which were shared through
focus groups with young patients and families during an international lymphoedema therapeutic
camp held in Turin, Italy in 2017. Adaptions to the initial questionnaires were made following
content analysis of the transcriptions of the research and the initial content validity and face validity
of the second version of the tools were undertaken with parents and professionals from France, UK
and Italy.

Methods

The primary objective of the study was to validate two disease specific quality of life tools for
children and young people living with Lymphoedema using a factor analysis with a varimax rotation
and correlations with generic quality of life tools designed for children with many different forms
of chronic illness (Kidscreen 10 and 27). Permission was sought to use Kidscreen 10 and 27 in this
research.

Secondary objectives of the study included translation and validation of the tools in multiple
languages and to develop an integrated approach that would improve assessment and treatment of
children and objective methods of assessment.

Assuming a homogenous population a sample size of > 267 was required to ensure sufficient
power to validate the questionnaires. Kthical approval for the study was obtained through
Nottingham University Ethics committee.

The questionnaires were developed for use on survey monkey and all parents and young people
had to provide written informed consent for inclusion and had to have had a professional diagnosis
of Lymphoedema. The domains included the following: experience at school/college/work, physical
activity, use of free time, treatment considerations, treatment and self-management challenges and
a score of overall quality of life. The young child questionnaire was given to children aged 5 to 12
years and used emoticons within a 3-point Likert scale and the adolescent scale adopted a 5-point

Likert scale and recruited young people aged 13 to 21.



The primary questionnaires were developed in English and language translations followed
international guidance for linguistic translation with both a forward and back translation and access
to an independent native speaker for any difficulties that could not be resolved in each language,

A comprehensive distribution method of dissemination was developed by ILF that included use
of social media and dissemination to specialist services in each framework country and a wider
dissemination to specialists working with children and Lymphoedema worldwide.

Results

Six hundred children and young people provided socio-demographic and clinical data but did not
complete both QOL tools and were excluded from the main analysis. Patients were recruited from
25 countries with the highest rates of recruitment in France (118 / 24.63%), UK (91/19.00%) and
Turkey (95/19.83%).

QOL - Total group (5 to 21)

In total there were 487 complete QOL responses of whom 318 (65.57%) were female and 167
(34.43%) were male. Two people did not give their gender. There was a good spread of ages from 5 to
21 years with a mean (s.d.) of 14.30 (5.0) years. Patients developed swelling from birth to 21 years.
Of these 180/481 (37.4%) were under the age of one, with a mean (s.d.) age when swelling started of
6.1 (6.2) years. In total a specialist diagnosed their condition in 438/457 (95.8%). Patients received a
diagnosed between birth and 21 years. Of these 180/481 (37.4%) were under the age of one with a
mean (s.d.) age at diagnosis of 7.64 (6.40) years. The majority had a time lag<1 year (56.8%) with
80.6% being diagnosed within three years of developing the swelling. However, there were 23/470
(4.9%) who remained undiagnosed more than 10 years from the swelling development. A total of
147/456 (32.23%) had experienced at least one episode of cellulitis. Most common areas of swelling
were legs 452/487 (95.58%) and arms 83/487 (17.0%), torso swelling occurred in 45/487 (9.2%). In
total 31/487 (6.4%) had swelling of their sex organs and 28 (5.7%) had swelling of their head or neck.

A 5,4 and 3 factor structure were examined and a 3- factor structure was found to fit the data
best. Only Eigen factors of > 1 were included in the final analysis and individual questions that had
> 70% floor or celling effect were excluded. In the child questionnaire the following factors were
found; Factor 1- daily life, school and family (EF 9.75), Factor 2- Emotions (EF 2.67) and Factor 3-
care of your lymphoedema (EF 2.61). Good correlation between the LYMPHOQOL factors and
Kidscreen10 were found with factor 3 being was most closely correlated with KS10 (0.540).

Eigen values for the adolescent questionnaire were ; Factor - 1 Emotion (EF 11.89), Factor 2 -
Impact on activities (EF 2.34) and Factor 3 - Caring for your lymphoedema (EF 2.23). Correlations
between LYMPHOQOL and Kidscreen-27 domains were highest for emotion (0.63) but also for
impact on activities (0.60) and caring for your Lymphoedema (0.48).

Conclusion

The analysis so far has shown a clear factorial structure of both tools with only a limited ceiling
and floor effect, The study has supported the need for age specific tools and that scoring systems
that are too complex cannot be easily interpreted by younger children due to lack of their cognitive

abilities. There is also good correlation with a generic quality of life tool that was also validated in



the different languages.

The linguistic translation process is both vital but also time consuming and requiring careful
standardisation. Terms are not always easily translated into different cultures. The study benefits
though from the availability of the questionnaires in 9 languages. At present further work is being
undertaken to examine the stability of the tool in a test-retest study. Further studies are being
planned to examine the correlation with changes in the clinical evolution and quality of life tool.
Further tools will be developed in low resource countries where the issues faced by children and
families will be very different.

I would like to express my thanks for the many patients, families and professionals who have
made this work possible and in particular the ongoing support of ILFJAPAN for their active
engagement in all the work of ILF. This work has received no financial support and is an example

of what can be achieved through international partnerships.
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Professor Christine Moffatt CBE, FRCN PhD MA RGN DN is Professor of International Clinical
Nursing at Nottingham Trent University, UK, and Emeritus Professor at the University of
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She is also a nurse consultant at Copenhagen Wound Healing Centre, Denmark and a

nurse consultant at the Royal Derby Foundation NHS Trust Lymphoedema service, where she
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Christine is currently chairperson of the International Lymphoedema Framework. She has been
involved in wound healing research and practice for 25 years and lymphoedema for 10 years. She
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internationally.
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College of Nursing that same year. She has received several lifetime achievement awards in
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[ ILF-COM Chronic oedema scoping review:
preliminary insights |

Martina Sykorova

School of Health Sciences University of Nottingham United Kingdom

Introduction

Currently there no standard outcome measures for patients with chronic oedema. Researchers
and clinicians are always advised to use validated tools, however, what to do when they are none or
validation is poor. There is a need to develop and validate outcome measures for chronic oedema that
would enable clinicians nationally and internationally to assess and evaluate the progress of chronic
oedema/lymphoedema.

Aims of Study

The aim of this scoping review is to identify and summarise current outcome measures for
patients with chronic oedema and lymphoedema. The review includes adult and children patients
presenting with chronic oedema, primary and/or secondary lymphoedema. The review includes all
types of outcome measures: subjective (such as quality of life) and objective (such as limb
measurements).

Methods

For the purpose of this review, chronic oedema will be defined as ‘an umbrella term for soft
tissue swelling that has been present for at least three months that is not relieved by elevation or
diuretics’ and lymphoedema will be defined as ‘a chronic condition of localized fluid retention and
tissue swelling caused by a compromised lymphatic system’.

A comprehensive search was conducted using the following databases: The Cochrane Central
Register of Controlled Trials (CENTRAL), MEDLINE (via PubMed), EMBASE, Web of Science Core
Collection, CINAHL and Scopus.

Inclusion criteria:

Population: All patients (paediatric and adults), humans

Study design: All types of studies

Years: 2003 - 2018

Language: English

Condition: Chronic oedema and lymphoedema: primary and secondary (including significant
risk factors such as venous insufficiency and vascular malformations)

Body parts: All body parts



Results

In total, 7949 studies were included for abstract screening. Of those, 4474 full texts were
screened, and 1383 papers were included for analysis. Limb volume used as an outcome measure in
41.7% studies. Circumference used as an outcome measure in 31.1% studies. Quality of life used as
an outcome measure in 21.3% studies. The most common method of calculating limb volume was
from circumference. The review identified a wide range of methods of how to calculate limb volume
from circumference.
Conclusions

There is a need for a standardised and internationally validated outcome measures for chronic

oedema/lymphoedema that would support research and clinical practice.

s JEE
Martina Sykorova Be., Mgr., MA, MRes, PhD researcher, University of Nottingham, UK
Martina has a background in public health and has been researching chronic oedema and
chronic wounds since 2014. Martina’s current research is looking into the evaluation of a care
pathway for patients with chronic oedema and wet legs treated in the community. Martina has joined

the International Lymphoedema Framework as a trustee in 2019.
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