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• The Ehlers Danlos Syndromes (EDS) 

are heritable connective tissues 

disorders, involving altered collagen 

synthesis. Of the thirteen formally 

classified subtypes Hypermobile 

Ehlers Danlos Syndrome is deemed 

the most prevalent at 1 in 500 [1, 2].

• No published nutritional guidelines 

exist for the EDS population nor clear 

identification that nutrient requirements 

are different from the wider population.  

• Case reports and expert opinion 

papers support using nutritional 

interventions in response to nutrient 

insufficiencies/symptom management 

in EDS comorbidities [3, 4, 5]. 

• Exploring patient lived experiences 

may help understand patient needs, 

inform care providers and guide future 

research. 

• Low dietary intake, poor digestion, 

malabsorption or increased need with 

tissue function reliant on nutrients can 

contribute to symptom exacerbation [6].

• The Research Question : What is 

the potential impact of nutritional    

interventions on the lived 

experience of EDS patients?

• Understanding EDS patient 

experiences of nutritional changes or 

considerations may give insights into 

the researchers clinical practice and 

provide foundational data to explore 

the of nutrition in EDS.

All five participants shared unique 

experiences of trialling nutritional 

interventions with all reporting impact 

on their experience of managing 

EDS, as shown in the diagram below. 

Participants reported access to 

varying levels of nutrition advice due 

to financial or geographical barriers 

and clinician knowledge. Availability 

of tailored advice, research 

participation and educating both 

clinicians and patients was important 

to participants to further knowledge 

and expertise. 

In-depth exploration of participants idiopathic lived 

experiences whilst embracing the researcher's 

prior knowledge was key to selecting Interpretative 

Phenomenological Analysis (IPA).  Drawing on 

hermeneutic underpinnings within IPA bracketing 

helped set aside any researcher assumptions 

during data collection and analysis [7]. 

Five EDS patients were recruited to participate 

having been screened against inclusion and 

exclusion criteria and providing consent. 

Data collection was via five semi-structured 

interviews using Microsoft Teams allowing for 

audio-visual recording and increased accessibility. 

Analysing each anonymised transcript in turn, the 

IPA approach facilitated an iterative process, 

moving from small to larger sections of data to 

identify clusters of emergent themes.  Exploring 

the convergence and divergence of participant 

experiences, allowed the researcher to reflect on 

presumptions to further interpret participants who 

in turn reflected on their own experiences for 

theme development. 
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Nutritional interventions include 

changes to dietary intake, hydration, 

food habits and supplementation. 

Implementing individual or combined 

nutritional interventions has the 

potential to positively impact 

symptoms of EDS and therefore the 

lived experience of EDS patients. 

The appropriateness of interventions 

is dependent on an individual’s 

health, nutritional status, current and 

historical dietary and lifestyle habits.

1. The aim was to explore EDS patient 

lived experiences of using nutritional 

interventions to manage symptoms and 

comorbidities of their EDS. 

2. Gather insights into participants hope 

and desires around future care, and 

specifically if nutrition has a potential 

role in their care. 
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RESULTS

Three superordinate themes and subordinate themes, 

emerged as illustrated with participant quotes below.  
CONCLUSION

Superordinate Theme 2: 

Nutritional interventions can be 

trial and error 

2a. Sources of nutrition information 

for EDS are limited or confusing  

due to a lack of published guidance

2b. Everyone has individual 

nutritional needs for overall health 

as well as for their EDS symptoms 

based on their medical history.

Superordinate Theme 3: Nutrition 

within a toolkit for EDS symptom 

management

3a. Using nutritional interventions 

to reduce symptoms or support 

health e.g. blood glucose 

regulation, limiting dietary triggers, 

or medical feeding.

3b. The role of nutrition in future 

plans or hopes, with increased 

accessibility and knowledge for 

clinicians and patients. 

Superordinate Theme 1: Barriers 

creating nutritional challenges in 

EDS 

Examples include dietary habits 

and food elimination, access to 

clinical nutrition advice, medical 

feeding, physical limitations and a 

history of disordered eating.

“We just didn’t 

have a way of 

feeding me”P7

“…intolerant, 

fish allergy and 

vegetarian”P6

“Nutrition is 

the thing I’ve 

had least 

advice on” P6

“Self exploration 

when it comes 

to food and 

triggers”       P9

“It [TPN] has 

really saved 

me” P7

“Listen to 

us” P9

“[nutrition has] 

made a 

massive 

difference” P4

Symptom

Gastrointestinal, immune, 
migraine, dysautonomia, 
pain, fatigue, 
musculoskeletal issues

Nutritional 
intervention

Medical intervention (tube 
feeds), food elimination or 
inclusion, supplements, 
fluids, meal times and size.

Impact

Life-saving, symptom 
management, lessons for 
clinicians/researchers, 
patients sharing knowledge. 

AIMS

EDS patients have individual symptom 

presentation [1], including;

Developmental disorders e.g. autism

Oral health issues

Widespread pain 

Lax joints 

Fatigue 

Digestive issues

Dysautonomia

Easy bruising/scaring 
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