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Methods

Questionnaire: 569 young people under 25 
about their educational experiences
40 depth, tape-recorded interviews
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Black Angolan 21

Black Caribbean 162

Black Congolese 19

Black Ghanaian 62

Black Nigerian 183

Black Sierra Leonean 46

Black Sudanese 6

Black Somali 6

Black Other 46

Asian 5

White English/Scottish/Welsh 3

Others White 3

Total 562



Standard Advice

“It is important to talk to your child's teachers 
and school nurse about sickle cell related 
problems your child may have in school”

State of New Jersey, Department of Health and  Senior Services

“In schools, health promotion amongst both 
pupils and staff is important so that affected 
children are not bullied or stigmatised”

Health Education Authority, United Kingdom



Range of teachers who reportedly 
“know” the person has SCD

Head Teacher
Head of School Year
Class teachers
PE teacher
School Nurse
Count of 0-5 range of people know



Range of negative experiences 
reported by the person has SCD

Prevented drinking water
Prevented using toilet
Called lazy when tired
Made to do unsuitable exercise
Count of 0-4 of negative experiences 
reported



Adults Know v 
Negative Experiences

School 
adults 
who 
know

Number of Types of Negative Experience
0 1 2 3 4 Total

0 24 19 5 5 6 59
1 12 19 13 18 8 70
2 22 19 13 18 8 70
3 20 27 42 28 9 126
4 22 15 23 22 9 91
5 34 23 17 19 17 110

134 117 143 119 56 569
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Unexpected Distribution of Results

225 out of 569 responses in ‘wrong’ place
39.5% of responses in 40% of the table 
where unexpected



Does telling make things better?
If teacher 
knows…..

p value 
Fisher’s exact 
test

Class teacher
Toilet

p =0.012

Class teacher
Drink

p =0.305

Class teacher
Lazy

p =0.472

Class teacher
Believe in pain

p =0.011

PE teacher
Unsuitable exercise

p =0.002



Does telling make things better?
If teacher 
knows…..

p value 
Fisher’s exact 
test

Class teacher
Toilet

Worse p =0.012

Class teacher
Drink

No difference p =0.305

Class teacher
Lazy

No difference p =0.472

Class teacher
Believe in pain

Better p =0.011

PE teacher
Unsuitable exercise

Much worse! p =0.002



Advantages: adults knowing

“Yes of course it is important for them to 
know. Because when I am in pain crisis staff 
know what to do and they can help me. Also 
when I am absent they know why and they 
don’t blame me for not being there” 
[Interview #28, Male, Black Caribbean, 18 
years old]



No advantage to teachers knowing (3)

“Right. Teachers, some of them are understanding 
because [they think] that I would do the work if I 
could. But they understand that I do get tired. Erm, 
some teachers will think I am lazy. And I’m thinking, 
if you give me the work, I’ll take it home and do it 
when I can, when I [get] a burst of energy. But some 
teachers think I’m lazy [..] so they’re like ‘How do 
you/are you cheating, duh duh’, and like I do know 
the material.” [Interview#1, Female, Black 
Caribbean, 16 years old 



Ambivalence about teachers knowing (2)

“It’s like they make sure I am all right. [That] I 
am well, if I need a drink of water. It’s like I 
would say no, no I am all right. I felt like they 
wanted to do something and they take it out 
of proportion. I am really/don’t want that ....... 
you know it is hard to say no” [Interview#38, 
Male, Black African, 17 years old]



Advantages: Peers Knowing (7)

“I don’t think there’s any disadvantage of telling people. Erm, I 
think that there’s a disadvantage in not telling people because if 
you don’t tell them they’re not sure of what the facts are and if 
someone doesn’t know, well you might get scared of it. It’s like 
the whole thing of you have a monster in the cupboard when 
you’re a kid, if you don’t open the cupboard and look if there is 
a monster, then there is a monster. So erm, if you let people 
know that you are sickle cell anaemic, it’s nothing to worry 
about. It’s a condition. It’s not a disease, you can’t catch it. Let 
them know, what happens, how you get it, and explain it, then 
they know for themselves” [Interview# 39, Male, Black 
Caribbean, 17 years old]



Disadvantages peers knowing (4)

“[Their reaction] was frightening. Some start to make 
up stories and things like that, and they started 
spreading rumours which was not true [...] they 
started saying stupid things like I am not well and 
things like that ...... things like a person with sickle 
cell will die if they get hurt or something like that. 
You have to be very careful in dealing with them. 
Something disgusting like that. It was deeper than 
that .... it was hurtful.” [Interview#35, Male, Black 
African, 17 years].



Reasons for and against peers 
knowing (5)

“The ones who really cared for me they really looked 
out for me. And if I like I had trouble, they go 
downstairs or upstairs in the school, because we 
have lots of stairs in the school they would carry my 
bag. Or if the bus is driving past and I was going 
home from school, they put me on their shoulder and 
carry me to the bus, and they carry me into the bus, 
so they had been good.” [Interview# 9, Male, Black 
Caribbean, 25 years old].



Reasons for and against peers 
knowing (5)

“I used to get teased really, because the way I 
walked, they see me walking with pain [...] Yeah, I 
have been teased for having sickle cell at school, 
erm, I [was] bullied a few times because I was sick, 
yeah, that was really painful [...] basically they will 
take the mick [short for ‘take the mickey’ = tease] out 
of like sickle cell and try to say something because I 
was so ill, and ask me silly questions about it. And 
although I told them a few times what it is, what it 
does do, from my knowledge at that age, yeah they 
still come back [and tease me about it]” [Interview# 
9, male, Black Caribbean, 25 years old]



Ambivalent about peers knowing (8)

“I mean I’ve had a couple of friends come and stay with me for 
a drug infusion. That was kind of weird, but it was good at the 
same time, because you don’t really want people there but it 
wasn’t, it wasn’t as bad as I thought it would be, so it was quite 
good. But erm, yeah, it’s good that I don’t tell them every little 
thing about it [...] I tend not to think of it as an excuse for 
anything, so I don’t really, I just don’t, I don’t feel for everyone 
to know that I’m having a problem with this or a problem with 
that or I might have an operation or anything like that. I just, I 
just/and also the pity and “Oh my God” duh, duh, duh. It’s like 
fine, I’ve lived with it forever, it not different to anything I know. 
There’s no reason for you [her peers] to be too clingy and sorry 
for me, that’s a bit ‘no no’ ” [Interview# 15, Female, Black 
African, 13 years old] 



Conclusion 1

Adults reportedly knowing a person has SCD makes little difference 
to how treated
Peers reportedly knowing a person has SCD makes little difference 
to how treated
Generally in favour of disclosure to ADULTS (but a minority can 
see pro and cons and a further minority were absolutely against 
disclosure)
More mixed in relation to disclosure to SCHOOL PEERS.  Spilt into 
four camps:

1) For disclosure
2) Against
3) At different points of their narratives can see pros and cons
4) Ambivalent within same passage of narrative



Conclusion 2

Important difference between “knowing” a young person has SCD 
and understanding the implications what actions and precautionary 
measures are required.
Information degrades. Head-class teacher; School record-
classroom; changing year; changing school; substitute teachers.
How disclosed (parent, revealed, self willing, self damage 
limitation)
“Passing” in Goffman’s terminology can be damaging to sense of 
self BUT what if not made central to identity in first place?

Find ways to support a young person with SCD at school 
irrespective of whether or not they wish to foreground or downplay 
the fact that they are someone living with SCD.
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Further Information

For further information on this research 
programme, please visit:

http://www.sicklecelleducation.com

End of presentation

http://www.sicklecelleducation.com/
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