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SUMMARY 

Background: Previous studies using quality of life (QoL) questionnaires have shown poor QoL in 
patients with thyroid eye disease (TED). However, predetermined questionnaires limit in-depth 
investigation of psychosocial and emotional effects of TED. A qualitative approach allows detailed 
exploration of patients' perceptions of well-being and can capture their lived experiences.  
 
Objective: To explore the experience of living and coping with TED. 
 
Design & Patients: A qualitative study involving individual, tape-recorded, semi-structured 
interviews with 25 participants with TED (20 female subjects, median age 54 years, range 28-90 
years). Thematic content analysis identified themes, from which theoretical interpretations were 
formed. 
 

Results: Three key themes were identified.  
1. Development of an altered identity as a result of changes in appearance, as well as the abilities 

and roles due to the physical consequences of TED.  
2. Creation of coping strategies including denial, social avoidance, adjustment and stoicism.  
3. Difficult interactions with healthcare practitioners due to uncertainty surrounding the 

diagnosis, prognosis and treatment choices, resulting in patients' disengagement, anger and 
frustration. 

 
Conclusions: This qualitative study has identified the phenomenon of an altered identity due to direct 
consequences of TED that impact upon patients' well-being, coping strategies and interactions with 
healthcare professionals. 
   
 
COMMENT
If the recollection of this writer is correct, 
the first team who took the initiative and 
had the boldness to assess directly what 
patients with Graves’ ophthalmopahy (GO) 
thought of their own well-being (which 
was shown to be often in sharp contrast 
with the opinion of their doctors) was our 
colleagues from Amsterdam.  
Mark Prummel & Wilmar Wiersinga 
presented preliminary results of such an 
analysis at a meeting entitled “Advances in 
endocrine ophthalmopathy of Graves’ 
disease”, organized in Helsinki, in May 
1989. Later on, they published the final 
results of this study on ‘Quality of Life’ 

(QoL) of GO patients (Thyroid, 1997) and 
conclusively showed a negative impact of 
GO on QoL, with reduced physical and 
social functioning, as well as detrimental 
consequences on mental health & health 
perceptions. Another article in this difficult 
field, worth mentioning here, was 
published by George Kahaly (Mainz) 
emphasizing psychosocial morbidity 
associated with GO (Clin Endocrinol, 
2005). 
In the present study, an original and more 
qualitative approach was used with the aim 
of investigating the impact of GO on 
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patients’ QoL, through hour-long, in-depth 
interviews of twenty-five female patients. 
Since this article reports precise answers 
given by some patients during the 
interviews, it is difficult to summarize in a 
few sentences. The best option therefore is 
to recommend reading the article and keep 
in mind the distress expressed by patients: 
“every time I looked in the mirror, it was 
like looking at a stranger”; or “the 
annoying thing is I can’t drive, I have lost 
my independence”; or “I saw a doctor who 
couldn’t really explain what was wrong, 
and I felt disheartened by this”. Many 
participants recounted difficult interactions 
with health care professionals.     
The authors summarized the diverse 
findings in three main categories: 1) 
emergence of an altered identity in 
response to the disease; 2) development of 

coping strategies based on denial, social 
withdrawal (and humour sometimes); and 
finally 3), difficulties with the health care 
providers, which are understandable 
because of the doctors’ inability to provide 
clear answers and reassurance about the 
future of patients with severe GO. 
One positive prospect is the need for better 
long term follow-up of such patients by 
dedicated teams with empathy, as well as 
development of formal systems of support 
and programmes of rehabilitation that 
incorporate learning better ‘coping 
strategies’ as well as practical advice (for 
instance, the importance of stopping 
tobacco smoking, etc.). Clinics combining 
a multidisciplinary approach seem key to 
providing the best possible care for 
patients with severe GO.  
(Daniel Glinoer, M.D.; Ph.D.) 

 
 
 
 

 
 

See Table below 
 
 
 
 

Clinical Characteristics of Patients 
 

N = 25 
Sex: 20F/5M 

Age: between 28 & 90 years 
Duration of GO: from < 1 to 26 years 

Smoking status: 8 smokers; 5 ex-smokers; 12 non smoking 
Clinical Activity Score of GO: Mainly residual non active disease 
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