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 “I always have some kind of pain in 
some part of my body.  There isn’t a day 
that goes by that I am not in some kind 
of pain.”



 “My whole body has pain and the pain 
medicine helps me tolerate it”



History of Pain in Thalassemia

 Increase in patients reporting pain over last 
decade.

 Pain not a symptom associated with 
thalassemia.

 No research studies with specific goal of 
assessing pain.



Assessment of Pain Study-Goals:

 Assess the percentage of thalassemia 
patients who report pain.

 For those with pain, assess:
– Pain severity, duration and sites.
– Assess whether age, diagnosis, transfusion status 

or gender affect pain.
– Assess the impact of pain on life activities.
– Assess whether pain is influenced by transfusions.



Assessment of Pain Study:
Participants

 251 patients with thalassemia in US and 
Canada.

 Age range: 12- 71 years old (ave.28.8)
 Diagnosis:

– Beta Thalassemia (80%)
– E Beta Thalassemia (11%)
– Hemoglobin H (6%)



Assessment of Pain Study:
Participants

 Transfusion Status:
– Chronically transfused (80%, n=201)
– Intermittently transfused (6%, n=14)
– Non-transfused (14%, n=37)



Assessment of Pain Study: 
Method
 Participants completed the Brief Pain 

Inventory quarterly.



Assessment of Pain Study:
Findings
 64% reported experiencing pain in the 

last 4 weeks, 73% 20 years and older.

 14% reported daily pain.

 Comparison: 26% of US adults 20 years 
and older report pain in the last 4 
weeks.



Assessment of Pain Study: 
Findings- Age
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Assessment of Pain Study: 
Findings- Severity
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Assessment of Pain Study: 
Findings- Pain Sites
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Assessment of Pain Study: 
Findings-Pain Duration  (n=84)
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Assessment of Pain Study: 
Findings-Pain Relief

0%

10%

20%

30%

40%

50%

60%

70%
O
f s
ub

je
ct
s r
ep

or
tin

g 
pa

in
, p
er
ce
nt
ag
e 
re
po

rt
in
g 
us
e 

of
 e
ac
h 
ty
pe

 o
f r
el
ie
f

Type of relief

Of subjects reporting pain (n=92), sources of relief



Assessment of Pain Study: 
Findings-Pain Medications
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Assessment of Pain Study:
Percent of Pain Relief  
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Assessment of Pain Study: 
Findings-Pain impact on Life

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

General 
activities

Mood Walking Normal work Interpersonal 
relations

Sleep Enjoyment of 
life

Pe
rc
en

ta
ge
 o
f s
ub

je
ct
s

Interferes with

Percentage of subjects reporting interference by 
severity (n=92)

Mild Moderate SevereSeverity :



Assessment of Pain Study:
Conclusions
 Pain is a significant issue for thalassemia 

patient
– Pain significantly increases with age (p<0.001)
– 64% experience pain monthly
– 14% experience pain daily
– 28% describe severity as moderate or greater
– 79% report pain duration greater than 1 year
– 17% requiring short acting and 11% long acting 

narcotics for pain management



Transfusion and Pain

 Patient reports and clinical wisdom 
suggests that increased pain is 
associated with decreased hemoglobin.



Transfusion and Pain: 
Participants
 32 transfusion dependent thalassemia 

patients who reported pain in the last 7 
days.

 15 patients 18-29
 17 patients 30 +



Transfusion and Pain:
Method
 Participants rated pain daily during a 

transfusion cycle using the Brief Pain 
Inventory-short form.

 Participant rated pain during 3 different 
transfusion cycles at least 3 months 
apart.



Transfusion and Pain:
Findings
 Lower hemoglobin levels were not 

associated with increased pain.

 Transfusıon cycles of 14 days or less 
were assocıated wıth greater paın 
severıty.



 “I would love to do the things I used to 
do and still accomplish the things I still 
want”  
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