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Abstract

Background: Lipoedema is a chronic condition that predominantly affects women, characterised by an accumulation of
adipose tissue in the extremities, accompanied by pain, a sense of heaviness, and easy bruising.

Aim: This thesis aimed to explore the lived experiences of women with medically verified lipoedema, including everyday
lives and healthcare interactions. We also evaluated muscle strength, physical capacity, body composition, health-related
quality of life, perceived stress, anxiety, self-compassion, perfectionism, and impostor phenomenon.

Methods: This thesis comprises five papers with both qualitative and quantitative approaches. In Paper I, a Priority-
Setting Partnership was utilised within a national design to identify research questions prioritised by participants with lived
experience of lipoedema and clinicians. Papers IT and IIT used qualitative methods, collecting data through 12 semi-
structured interviews with women with a verified lipoedema diagnosis. The transcripts were analysed using qualitative
content analysis to yield both manifest and latent content. In Paper IV, data were collected by measuring isometric strength
and physical capacity in 18 women with lipoedema and by evaluating body composition using dual-energy X-ray
absorptiometry as well as validated questionnaires to assess health-related quality of life, alcohol use, and physical activity.
In Paper V, psychometric instruments were used in combination with RAND-36 to screen 18 women with lipoedema for
signs of anxiety, stress, impostor phenomenon, perfectionism, self-compassion, and health-related quality of life.

Results: Paper I: Ten research questions were prioritised by representatives from individuals with the lived experience of
lipoedema and clinicians. These ten questions comprised two tiers, encompassing diagnostic methods, treatments, and
treatment outcomes. Papers II and III: Two themes emerged: “An uncertain uphill battle against a divergent body and
societal ignorance” and “Pushing the barricaded doors to treatment and care while fighting to illuminate the shadows of
lipoedema”. In Paper II, the women described how the condition made them feel trapped within their bodies and limited in
their day-to-day activities. They also described social exclusion, while highlighting that emotional support from family and
friends was an important aspect of their lives. In Paper III, their experiences of healthcare varied, but most were negative,
characterised by limited or no support and treatment, disbelief, and being labelled obese by healthcare professionals.
Financial limitations, varied treatment experiences, and a search for something that would alleviate their symptoms were
also described. Papers IV and V: In Paper IV, isometric strength and muscle mass according to DXA were unimpaired. The
30-second sit-to-stand test resulted in fewer repetitions performed, while the 6-minute walk test did not yield any deviation
in distance. However, the participants experienced increased pain at completion of the 6-minute walk test. In Paper V,
RAND-36 results showed lower scores across all subscales regarding quality of life. The subscales of role physical, role
emotional, pain, and energy/fatigue displayed the lowest scores. There were signs of stress among one-third of the
participants, but self-compassion scores were high: 88.9% (n=16) reported moderate to high self-compassion.

Conclusion: Lipoedema significantly reduces the health-related quality of life and physical and mental well-being of
women. Women's experiences of healthcare indicate that knowledge of lipoedema in healthcare is limited, a lack of
evidence-based care constrains women’s access to effective interventions, and substantial research gaps persist. The
absence of objective diagnostic methods undermines clinical management and research comparability, making the
development of such methods a critical priority. Education for healthcare professionals on lipoedema, large multicentre
studies of treatments, and the implementation of interventions in healthcare settings are all necessary to reduce the
consequences of lipoedema and provide women with lipoedema care and support. The findings in muscle strength, physical
capacity, and body composition do not account for the symptoms described by participants and suggest that these
symptoms are attributable to pain and adipose tissue accumulation. Objective and subjective perspectives should both be
integrated in lipoedema consultation and treatment. The psychometric findings differ between the qualitative studies and
the rated health-related quality of life. It is imperative to consider protective psychological factors when planning lipoedema
interventions.
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