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I started off as the first sickle cell and thalassaemia nurse counselor in Britain in 1979. As I was the only person 

doing it in that area in Brent in North West London I developed the role as I went along, and it was quite a 

comprehensive role. Perhaps today in areas where there are many patients and a team of counsellors you 

might find some specializing in the children’s side or the adult side, or screening and counselling in pregnancy. 

But in fact it struck me that I needed to address as many of the needs of families touched by sickle cell and 

thalassaemia as possible. Now the priority was parents with the conditions. Particularly in those days there 

was little information. It was a role that took me into the families home – my health visiting background came 

in very well there – and today this role is continuing with sc and t counsellors being there at the outset with 

the family at the time of screening – the newborn screening - around 5-6 days old and with diagnosis being 

made in collaboration with other members of the medical team for example. 

And what parents need understandably is information about what is this condition about, how was it 

inherited, how are they going to be able to look after their child, what are their concerns about whether their 

child will live and for how long, what are the problems the child might have not in terms of just the medical 

symptoms and how to reduce or treat them in the home, when to seek medical advice, when to call the 

hospital or the GP, but also the wider aspects of the impact of what is a chronic genetic illness on the rest of 

the family. 

So that was a very important role and probably the role I enjoyed most being in their own home, in their 

territory, a guest in their home, and also getting insight in how the illness impacts on the family. 

 

The other aspect I also thought was important was visiting the patient in the hospital. Now that could be both 

in the outpatient setting when they come for a regular appointment when they see the paediatrician or 

haematologist, but also when they were admitted onto the children’s ward or the adult ward, or in accident 

and emergency a very important area as well. And there you are acting as an advocate, a friend, someone to 

support them, because it is a very frightening time for many patients however much experience they have had 

on being admitted for let’s say for a severe painful crisis or coming in for a regular blood transfusion for some 

of those patients. Because they are expert but they do not know who they are going to come across in the 

hospital setting. Will it be an understanding doctor or nurse or will they encounter stereotypical prejudicial 

barriers in terms of being thought of a as a drug addict or having to wait for their pain medication.  

http://www.youtube.com/watch?v=VK0p8t-NA-Q


Interview with Professor Elizabeth Anionwu, July 2011, CC BY-SA 

 

But also how knowledgeable from a nursing point of view – there are other complications associated with 

sickle cell disease apart from the painful crisis – so they are not ignored if they present with symptoms that 

might be due to a stroke, or chest problems. But other problems not actually even linked with sickle cell 

disease, they can get depressed like anybody else. They can get appendicitis like anybody else. So it is using 

your general nursing knowledge but also your specialist knowledge of sickle cell disease and thalassaemia. Also 

of course from the nursing and hospital point of view, having an understanding of what the doctors and nurses 

are experiencing and sometimes acting as a go-between because occasionally the patients are very challenging 

because of what they are going through, what they are going through, they may be suspicious, and they may 

be viewed as difficult patients, and to have the honesty to communicate with patients about their behavior, 

wittingly or unwittingly, maybe making the situation worse, but also having the same conversation with 

doctors and nurses as well. 

So that is an example of the work you might be involved in with patients with the actual condition but there is 

much more in respect to their broader life. So the impact of their condition on their schooling, the ability to 

again to act as a go-between between the school and the hospital. Linking in with primary care - to the general 

practitioner and the practice nurse. In my days it was often overlooked that these children would need 

vaccinations because they were so often at the hospital that they weren’t well known by the primary care 

team. 

Employment was an big issue in terms of what sort employment they could go into, what should they say 

when they were applying for a job, should they reveal the condition or not, when they were in employment 

again it is very much this advocacy role in terms of ensuring the employer understands the condition and they 

can do the job, but being realistic, if they are having a lot of time off sick what would that mean for the 

individual and also for the employer. 

Another aspect of the work which is much less common thank goodness today is bereavement counseling 

because when I was involved in sickle and thalassaemia counseling one or two patients would die a year. Now 

that is not the case thank goodness today but bereavement counseling was something I learnt about because 

it was very important. And  in all of these areas to understand the social-cultural context but primarily our 

families were Caribbean, Africa or Asia origin or Mediterranean as well, and depending on what generation 

they were – were hey born here, were they immigrants, where were they born in the country, would influence 

what their reactions might be, were there language needs or interpreting needs?  

Even if there weren’t interpreting needs the use of language when communicating about genetics you could 

unwittingly say the wrong thing or say it in a way that was not clearly understood. 

The other aspect of the work was on the genetics, the screening, on the genetic counseling side. And that has 

become more and more important in terms of the quantity of the work since the NHS plan introduced 

systematic screening of newborn babies for sickle cell disease in England, and the subsequent identification 

not just of the illness but also of the carrier state. So an important component of the work is being able to 

understand the laboratory aspect of the role, the issues involved in taking blood from people because that is 

not straightforward, and understanding the results when they are communicated back to you as the counsellor 

because you are going to be giving genetic counseling so all the ethical issues, the familiar issues and the 

communication issues, and all of that spans from the unborn baby right and the impact on an at risk couple, 

right through to the newborn baby, the child, the young person, the young adult, middle age, even to the older 

person who you might think would not need screening, but actually if it has been identified in the family they 

may wish to be screened. But sometimes for technical genetic reasons the laboratory might require family 

studies. 

Thank you Elizabeth! 


