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Thyroid Cancer Alliance

 Eight respected patient support organisations worldwide

 First joint project: International Thyroid Cancer 

patient survey

 Forty-question online survey March 2010, some           

face-to-face/paper in UK and Italy

 Translated into French, German, Italian and Spanish 

 2,398 respondents

 Full report available on all TCA member websites soon



Objectives

 Assess the life impact of a Thyroid Cancer diagnosis from 

a wide breadth of patients (All Thyroid Cancer Types)

 Identify differences in treatment protocols worldwide

 Identify areas for improvement

 Produce an innovative key document for clinicians 

and patients 

 Present key findings in Paris



Waiting time to consultation

Base: All respondents 

(N=2,398)

Proportion of respondents who waited 

>4 weeks from referral until the first specialist 

visit for the five countries with the most survey 

respondents.

I was seen immediately

2 weeks – 4 weeks

Over 4 weeks – 3 months

More than 3 months

Less than 2 weeks

Don’t know

Q7: How long did you wait to be seen by a thyroid 

specialist once you were referred?

Percentage of respondents

20%

51%

16%

35%

42%
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Information at diagnosis

Q16: Were you given details of a patient support 
organisation’s details at the stage of diagnosis?

Base: All respondents 
(N=2,398)

Q18: At the time of diagnosis were you given 
clear written information about your disease 

and its treatment?

Over 4 in 5 patients were not given 

details of a patient support 

organisation

Almost two-thirds of patients were not 

given clear written information about 

their disease and its treatment



Support at diagnosis

Q15: Were you offered any additional support at 
the stage of diagnosis from a specialist 
oncology/cancer nurse or other support person?

Three-quarters of patients were not 

offered additional support from a 

specialist nurse or other support person

Q17: Were you offered support from a 
psychologist/counsellor at the stage of 
diagnosis?

93% stated they were not offered 

psychological support

Base: All respondents 
(N=2,398)



Support at diagnosis

Q43: What, if anything, could your medical 
team have done to improve this?

Introduction to patient support groups

Clear information about treatment options

Quicker access to test results

Psychological support

More information about disease

Introduction to a fellow patient

Access to a specialist/oncology nurse

Just under half of patients stated that more information about their 
disease could have improved their cancer journey

Easier access to cancer care teams

Other

Base: All respondents 
(N=2,398)



Surgery and complications

39% of patients experienced low blood calcium levels  

and 36% experienced voice problems following surgery

Q21: Please could you indicate if you experienced any of 

the following post surgery complications?

Base:  (N=2,380)

39%

36%

28%

28%

11%

3%

18%

Low blood calcium levels (parathyroid)

Voice problems

Numbness

Restricted neck/shoulder movement

Vocal cord palsy

Infection

Other



Unresolved Complications

Q22a: Which of your post surgery complications 
have not been resolved yet?

Respondents with surgery and with time since diagnosis more than 1year 

(n=1,995) . Percentage with still unresolved complications.

Base: All whose diagnosis more than 1 year 

and surgery (N=1,995)

39%

36%

29%

27%

12%

3%

17%

14%

13%

13%

10%

5%

9%

Low blood calcium levels (parathyroid)

Voice problems

Numbness

Restricted neck/shoulder movement

Vocal cord palsy

Infection

Other



Thyroid hormone withdrawal

Q27: Did you experience any symptoms of hypothyroidism when 
you stopped thyroid hormone replacement?

97% of patients experienced one or more symptoms of 

hypothyroidism when thyroid hormone replacement was stopped

94%

72%

63%

56%

51%

40%

24%

3%

21%

Tiredness

Inability to concentrate/think straight

Feeling cold

Weight gain

Depression

Constipation

Prolonged headache

I did not experience any symptoms of …

Other

Base: All with withdrawal (N=1,621)



Withdrawal

41% of patients sought the help of their family doctor, with 22% requiring 

antidepressants and/or sleeping tablets

Q32: Did you require antidepressants and/ 
or sleeping tablets during this time?

Q31: Did you seek help from your family 
doctor physician during the period before 
and/or after treatment?

Base: All who had radioactive iodine treatment 
(N=2,011)

Base: All who had radioactive iodine treatment 
(N=2,011)



Q35: If you have experienced both rhTSH and withdrawal, 

please could you say which you preferred?

Base:  All who experienced both rhTSH and 
withdrawal  (N=915)

rhTSH vs. withdrawal

87% of those (n=915) who had experienced both 

rhTSH and withdrawal preferred rhTSH



Access to rhTSH

37% of patients were offered rhTSH 

instead of withdrawal  

Q33:  Did your Thyroid Specialist offer rhTSH instead of 
withdrawal from thyroid hormone?

Less than 1 year 

(271)

1 – 5 years 
(1,140)

More than 5 years 
(600)

% offered rhTSH by time since diagnosis



Access to rhTSH

1 in 10 patients had to pay for rhTSH themselves

Q34b: Please could you say who covered the costs for 
your treatment with rhTSH?

Base: All who received rhTSH (N=995)

NHS/Public Health 
Insurance

Self funded

Private Medical 
Insurance

Canada (126)

France (93)

Germany (234)

UK (109)

US (359)

% self-funded by country

*excludes 74 patients from other countries



Conclusions/recommendations

 There is a clear need for better written information and 
psychological support at the time of diagnosis

 For some patients (20%), speed of referral to a specialist could 
be improved

 Would ensuring that thyroid surgery was only carried out by 
specialist thyroid cancer surgeons help reduce the level of  
post-surgical complications?

 Offering rhTSH to more patients would reduce the proportion of 
patients experiencing side effects from thyroid hormone 
withdrawal thereby improving the cancer journey

 Thyroid Cancer patients are not asking to be treated as a 
‘special case’ but they should be afforded parity with other 
cancer patients groups in having access to drugs to improve 
quality of life and specialist nurses for support



Thank you!

 All of our clinicians for their expertise and continued support

 Prof Markus Luster

 Prof Martin Schlumberger

 My colleagues at NCCC in Newcastle

 My TCA colleagues

 Genzyme for financial support to enable collation 

of  survey data

 Contact TCA website: www.thyroid-cancer-alliance.org


