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Genzyme (Cambridge, MA, USA), the manu-
facturer of recombinant human thyroid-stimulating 
hormone (rhTSH; thyrotropin alfa, Thyrogen®), 
provided grant support for the project, as described 
elsewhere in this paper. The TCA controlled the survey 
instrument content and data, the choice and venues to 
publicize/publish the survey and survey data, and the 
content of any resultant manuscript(s) as well as of a 
poster presented at the XIV International Thyroid 
Congress regarding the survey results.

Statistics

Data analysis was descriptive. Only fully completed 
surveys were analyzed.

Results

Sources of completed questionnaires

Of the 2398 fully completed questionnaires, 2195 
(91.5%) were filled out online and 203 (8.5%) were 
completed at clinics or sent postally. The five coun-
tries with the most respondents were the USA (919, 
37.9%), Germany (510, 21.3%), the UK (276, 11.5%), 
Canada (274, 11.4%), and France (217, 9%); 35 
other countries accounted for the remaining 8.4% 
of participation.

Respondent characteristics (Table 1)

Females, younger patients, and those with me-
tastases appeared to be over-represented among 
survey respondents relative to the general thyroid 
cancer patient population, and the large majority of 
respondents were diagnosed and treated in the early 
to mid-2000s.

Diagnosis

Thyroid cancer diagnosis was sometimes pro-
tracted. In ~70% of respondents, suspicion of thyroid 
cancer emerged due to suggestive signs/symptoms: 
discovery of a lump by the patient (39.4%) or family 
member (9.1%) or occurrence of respiratory/digestive 
tract symptoms (difficulty swallowing, 14.5%; difficulty 
breathing, 6.5%), or voice problems (hoarseness, 
8.5%). In the remaining cases, evidence of disease 
was discovered incidentally in a routine check-up 
(24.8%) or on imaging for other indications (12.4%).

A ≥4-week wait was reported between referral 

and the first “thyroid specialist” physician visit in a 
little more than a quarter of respondents (Figure 1); 
long waits for the first specialist visit were especially 
common among Canadian, British, and French re-
spondents (Table 2). The first “thyroid specialist” 
was an endocrinologist for 34.4% of respondents, a 
head/neck surgeon for 18.7%, a general surgeon for 
18.5%, a nuclear medicine physician for 10.6%, an 
endocrine surgeon for 5.8%, and a physician from 

table 1. Survey respondent characteristics (N = 2398)

characteristic
Percentage (number)  
of survey respondents

Female gender 87.2% (2091)

Thyroid cancer type

Any differentiated

Papillary

Follicular

Mixed papillary/follicular

Hürthle cell

Medullary

Familial

Anaplastic

Other

Don’t know 

87.1% (2088)

65.0% (1558)

8.7% (209)

11.7% (281)

1.7% (40)

4.4% (105)

1.0% (25)

0.5% (11)

3.4% (81)

4.7% (113)

Time since diagnosis

<1 yr

1-5 yrs

6-10 yrs

11-15 yrs

≥15 yrs 

16.4% (394)

55.0% (1318)

17.8% (427)

5.5% (133)

5.3% (126)

Known persistent disease 19.6% (470)

Known distant metastases 14.1% (338)

Familial history of thyroid cancer 12.8% (307) 

Age at thyroid cancer diagnosis

≤19 yrs

20-29 yrs

30-39 yrs

40-49 yrs

50-59 yrs

60-69 yrs

≥70 yrs

4.3% (103)

18.2% (436)

32.2% (771)

24.9% (598)

14.7% (353)

4.9% (117)

0.8% (20) 

Percentages may not add up exactly to totals or subtotals due 
to rounding.




