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Executive Summary 

Introduction   

 

Sickle cell disease and thalassaemia are severe genetic blood conditions that can be passed on 

from parents to children through altered haemoglobin genes. Haemoglobin is the oxygen-

carrying component of red blood cells. Sickle cell and thalassaemia are mainly prevalent in 

tropical and subtropical regions of the world where there is a high incidence of malaria. 

However, due to migration, the conditions are now more commonly observed in other areas 

of the world, including the UK. The NHS Sickle Cell and Thalassaemia Screening Programme 

(NHS SCT Screening Programme) offers antenatal screening to identify carriers of unusual 

haemoglobinopathies to facilitate early offer of counselling and prenatal diagnosis (PND). 

Early access to timely screening and the offer of PND is important for women and couples 

who have an increased chance of having a baby with sickle cell disease or thalassaemia. It  

gives women and couples the opportunity to make personal informed choices.  This is 

supported by the NHS Newborn Blood Spot Screening Programme, which uses the heel prick 

test to detect babies with sickle cell conditions and beta thalassaemia major, so they can 

receive prompt treatment. This procedure also identifies babies who are genetic carriers for 

sickle cell. 

 

This report documents the achievements by the Sickle Cell Society (SCS), United Kingdom 

Thalassaemia Society (UKTS) and the NHS SCT Screening Programme. The Societies have 

direct contact with users of the screening service and can also help ensure that NHS SCT 

Screening Programme service provision addresses user needs and preferences and reduces 

inequalities.  

 

The Societies are now in the fourth year of a collaborative project commissioned by the 

Programme for the period 1st August 2021 to 31st July 2022. The contract commenced in 

August 2018 and overall tasked the Societies with addressing and supporting Screening 

Programme challenges highlighted in their trends and performance data.  
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The unprecedented COVID -19 pandemic of 2020 caused significant changes in the work plan 

previously proposed for Year 2 and one big change was for the Societies to have major input 

in the revision of the NHS SCT Screening Programme E-learning resource which supports 

health professionals who are part of the screening pathway. This E-Learning resource review 

continued to Year 4 as it was a major overhaul which included newly recorded videos and 

graphics. Changes to the workplan are outlined and monitored quarterly using a óRestoreô 

document (Appendix 1). In Year 4, the Societies continued to follow the Governmentôs 

directives in relation to COVID-19 to ensure their service user group of individuals with sickle 

cell and thalassaemia remained safe. For the early part of Year 4 the Society offices mainly 

remained closed to the public with staff working from home or on a rota basis. Additionally, 

most meetings and events were successfully held by video conferencing using Zoom or 

Microsoft Teams rather than face-to-face.  However, some face-to-face outreach began during 

the latter part of Year 4 and also óhybrid meetingsô which allowed a video conferencing option, 

to improve accessibility. 

 

Work Activities and Outcome  

 

The following projects were identified for Year 4, which took on board changes to the work 

plan due to the COVID-19 pandemic: 

 

¶ provide service user perspectives on the reporting methods used to deliver newborn 

carrier results 

¶ continue to provide input into the revision of the Screening Programme E-learning 

resource targeted at health professionals involved in the screening pathway 

¶ raise awareness of sickle cell and thalassaemia, including the importance of 

screening, through increased online presence, specific social media campaigns and 

dissemination of screening awareness literature 

¶ participate in the production of articles and blogs for Nursing Times 

¶ review Screening Programme Standards 5  

¶ work with NHS England and NHS Improvement (NHSEI) and Transition Team on 

priorities for the new organisation 

¶ produce Year 5 work plan 
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Project 1 ï Provide service user perspective on the reporting methods used to deliver 

newborn carrier results 

 SCS / UKTS have conducted focus group discussions with fathers, mothers and non-parents 

which will give valuable service user feedback on: the reporting methods used to deliver 

newborn sickle cell carrier result; and the methods used to deliver newborn screen positive 

(i.e., baby has the condition) results for sickle cell and thalassaemia. The evaluation of 

feedback from the focus group discussions will form the basis of a publication óParents Stories 

-2ô and inform the Screening Programmeôs review of their óProtocol for Reporting newborn 

screening results for sickle cell disease to parentsô targeted at health professionals. The focus 

group feedback from UKTS will give useful insight from parents who receive a thalassaemia 

diagnosis for their newborn child and it is envisaged this will now also be part of the revised 

protocol. 

 

 

Project 2 ï Continue to provide input into the NHS SCT Screening Programme e-

Learning Resource for Health Professionals in the Screening Pathway. 

The Screening Programme's 2016 e-Learning Resource used to train health professionals is getting a 

complete overhaul and SCS and UKTS have contributed their expertise and service user viewpoint to 

this (e.g., voiceovers, blogs). New videos recorded by the Societies showcase their work particularly 

their efforts to help the Screening Programme address inequality. In addition to the e-Learning 

Resource, SCS /UKTS presented at three training sessions the NHS SCT Screening Programme 

conducted for nurses, midwives and health visitors. 

 

Project 3 ï Raise awareness of SCT and Screening through increased online presence, 

specific social media campaigns and dissemination of screening awareness literature  

In Year 4, the Societies continued to successfully raise awareness of screening issues using 

various online platforms (Zoom or Microsoft Teams) as well as social and broadcast media, 

newsletters and websites. Special screening graphics were designed for World Sickle Cell 

/Thalassaemia Days, Rare Disease Day and International Newborn Screening Day. The 

dissemination of screening posters, leaflets and other resources have continued both online 

and hard copy deliveries to hospitals, health centres, GP practices and other health care 

settings. Additionally, some face-to-face outreach has now begun. 
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Project 4 ï Participate in the production of articles /blogs for Nursing Times 

SCS /UKTS were part of an SCT Counselling Skills and Knowledge Manuscript Task and 

Finish Group planning to write articles/blogs for the Nursing Times. However due to clinical 

responsibilities, illness and retirement of the lead writers, no more progress was made with 

this in Year 4. SCS /UKTS had already contributed to the draft articles. UKTS wrote a blog 

depicting a service usersô experience which is awaiting approval, following which SCS will  

go ahead with their blog. We anticipate this project might recommence in Year 5.   

 

Project 5 ï Review NHS SCT Screening Programme Standard 5 

The Screening Programme is reviewing Standard 5 which is the timely offer of prenatal 

diagnosis to women at risk of having a baby with sickle cell or thalassaemia. SCS/UKTS and 

the Advisory team members were asked to give comments as currently Standard 5 is reported 

in 2 parts: S05a (women at risk), and S05b (couples at risk). This means women may be 

counted twice. The proposal is to have one standard and remove the word ñcouplesò. 

 

Project 6 ï Work with NHSEI and Transition Team on priorities for the new 

organisation 

NHS SCT Screening Programme transferred from Public Health England (PHE) to NHSEI on 

1st October 2021 and have been working with the transition team to establish various 

operational processes, as some governance roles and responsibilities from PHE became lost 

in the transfer.  However, a lead PHE staff member from the Antenatal and Newborn Screening 

Programme - and who knows the programme and its history - is employed by NHSEI.  They 

remain supportive of our collaborative project. 

 

Project 7ï Produce Year 5 Workplan 

The Screening Programme has proposed some new work for Year 5.  This was discussed with the 

Societies and at Project Advisory Group meetings.  The workplan may include review of newborn 

screening ñdeclinesò (i.e., those who decline a test) and work to explore parents views on Non-

invasive Prenatal Testing (NIPT) and Diagnosis (NIPT).  Work will also complete the e-Learning 

Resource and organise focus group consultations on the reporting methods used to deliver newborn 

carrier results.  

 



Annual Report: Update of a collaborative project between the NHS, the Sickle Cell Society (SCS) and 

the United Kingdom Thalassaemia Society (UKTS) 2021/22 
 

8 

 

 

Conclusion  

This project continues to demonstrate the benefits of collaborative working between the NHS 

SCT Screening Programme (as service providers) and the Sickle Cell and UK Thalassaemia 

Societies (which represent service users).  This partnership has been used to improve screening 

service provision and address inequalities.  In particular, the service user focus group 

discussions conducted by the Societies has generated useful insights, which will inform NHS 

SCT Screening Programme policy and practice and specifically enable them to update their 

óProtocol for Reporting newborn screening results for sickle cell disease to parentsô (last 

updated in 2012). This new publication targeted at health professionals will be launched next 

April together with the óParents Stories-2ô, a report of the focus group discussions. Despite 

Government COVID-19 directives being lifted, the pandemic is not over and project partners 

are working with caution, to keep their clinically vulnerable user group safe. As such our 

virtual outreach continues, although some face-to face activity is slowly returning. Through 

their website, newsletters and social media posts, the Societies are reaching thousands of 

families affected by sickle cell and thalassaemia as well as other stakeholders, as demonstrated 

later in this report. 
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Purpose of Document 

This document reports on progress made in the fourth year of a collaborative project between 

the Sickle Cell Society (SCS), the UK Thalassaemia Society (UKTS) and the NHS SCT 

Screening Programme from 1 August 2021 to 31 July 2022. It is an abridged report as standard 

information already in previous reports has been omitted or shortened.   

 

The Societies provide insight in service user needs and can raise awareness of early screening 

within prevalent communities. The aim of this partnership is to improve the quality of care of 

pregnant women, babies and families at risk of sickle cell or thalassaemia in England. The 

publication of óParent Storiesô which documented personal experiences of the NHS SCT 

Screening Programme (https://www.sicklecellsociety.org/resource/parents-stories/) and 

updated editions of a Parentôs Handbook, Paediatric Standards and SCT Counselling Skills, 

demonstrate the success of previous collaborative work.  

 

Year 4 Aims and Objectives 

 

The main projects for Year 4 (1st August 2021 to 31st July 2022) include some previous 

project work continued from Year 3, such as the E-learning Resource. Outreach work is also 

included throughout the Contract.  The chart below outlines the projects for Year 4. 

 

https://www.sicklecellsociety.org/resource/parents-stories/
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              Diagram 1: SCS& UKTS Workplan for Year 4 (1 August 2021- 31 July 2022) 

 

In addition to the various projects, the SCS and UKTS attend the annual NHS SCT Screening 

Programme Advisory Group meetings (usually two per year) and other sub-

committee/Advisory group meetings as required.  SCS/UKTS presented their updates at the 

NHS SCT Screening Programme Advisory Group meetings on 25th November 2021.  The 

May 2022 meeting has been postponed to November 2022.  

 

Project Advisory Group ïand Project Monitoring   

The Project Advisory Group (PAG) name was changed to óSCT Service Engagement, Outreach and 

Programme Development Advisory Groupô to properly reflect the remit of the project. Societies 

facilitate and attend these Advisory Group meetings usually held four times a year.  These meetings 

provide monitoring and evaluation of the project to ensure timely achievement of outputs and targets. 

Members of the group also approve the project work streams and deliverables each year. In Year 4, 

Provide service user perspective on the reporting 
methods used to deliver newborn carrier results

Continue to provide input into the NHS SCT Screening 
Programme e-Learning Resource for Health Professionals 

in the Screening Pathway

Raise awareness of SCT and Screening through increased 
online presence, specific social media campaigns and 

dissemination of screening awareness literature

Participate in the production of articles /blogs for Nursing 
Times

Review NHS SCT Screening Programme Standard 5

Work with NHSEI and Transition Team on priorities for the 
new organisation

Produce Year 5 Workplan



Annual Report: Update of a collaborative project between the NHS, the Sickle Cell Society (SCS) and 

the United Kingdom Thalassaemia Society (UKTS) 2021/22 
 

11 

meetings were held on 14th October 2021, 19th January 2022, 21st April 2022 and 14th July 2022. 

Due to various members retiring, the group has a vacancy for a screening midwife representative and 

will be recruiting shortly. For full details of PAG membership please see Appendix 2. 

 

In addition to the PAG meetings, SCS /UKTS meet with NHS SCT Screening Programme 

regularly to review work progress and monitor what is being delivered. 

 

Project Plan 

The following project work-streams show how Sickle Cell Society and United Kingdom 

Thalassaemia Society have worked to support the NHS Sickle Cell and Thalassaemia 

Screening Programme in Year 4. 

 

Project 1 ï Provide service user perspective on the reporting methods used to deliver 

newborn carrier results 

SCS /UKTS have conducted online focus group discussions.  These have given valuable 

service user feedback on: 1) the reporting methods used to deliver newborn sickle cell carrier 

results; and  2) the methods used to deliver new-born positive screening results (i.e., baby 

has the condition) for sickle cell and thalassaemia (see Appendix 3 for a sample focus group 

programme). The Societies were tasked to each hold a focus group discussion with mothers; 

one with fathers (children had to be three years or under); and one with pre-conception 

individuals who may be at risk of having a child with the conditions. However, due to 

difficulty recruiting men, this format was changed and UKTS held individual interviews 

with fathers, whereas SCS did a combined focus group for fathers and non-fathers.  This 

method worked well.  To date the SCS has interviewed 10 mothers, 3 fathers and 7 

preconception individuals and the UKTS has interviewed 4 mothers, 4 fathers and 7 

preconception individuals. During the discussion, participants provided a wealth of 

information on various aspects of sickle cell and thalassaemia and some gave their 

experiences of the newborn screening programme communication pathway and how they 

would wish to see it develop further. Some of the focus group discussions have been 

transcribed and meetings are planned between the Screening Programme, SCS, UKTS and 

Dr Maria Berghs and Professor Karl Atkin, who assisted with conducting two of the focus 

group discussions and will give the project team advice regarding analysis. The data will 

form the basis of a report óParent Stories-2ô, which will be launched at a conference in April 
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2023. Importantly, the feedback from the focus group discussions will inform the Screening 

Programmeôs review of their óProtocol for Reporting newborn screening results for sickle 

cell disease to parentsô targeted at health professionals, which was last updated in 2012. This 

new protocol will also be launched at the conference in April 2023. 

 

 

Examples of SCS & UKTS focus group recruitment graphics 

 

SCS Participation in Related Research 

SCS are part of a research project at King's College London investigating stakeholders' views on 

prenatal therapy for sickle cell disease (https://www.kcl.ac.uk/research/pericles) and will be helping 

with the recruitment for focus groups and/or interviews. SCS has had input on a short, animated 

video which will also be used for recruitment. Some of the participants from the screening focus 

group discussions will be eligible to participate. Recruitment for the screening focus group 

discussions has created learning, which SCS is using with the King's researchers.  

 

https://www.kcl.ac.uk/research/pericles
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Project 2 ï Continue to provide input into the NHS SCT Screening Programme e-

Learning Resource for Health Professionals in the Screening Pathway 

The Screening Programme's 2016 e-Learning Resource used to train health professionals is being 

overhauled.  SCS and UKTS have contributed their expertise and service user viewpoint to this 

overhaul. SCS /UKTS have endorsed the short edits of new videos (recorded in June 2021), which 

aim to showcase the Societiesô work, particularly what they do to help the NHS SCT Screening 

Programme address inequality.  It is hoped that slightly longer edits of the video footage will be 

available for use as óSociety Storiesô, which can be placed on the project team websites. The 

Societies also provided resources for the e-Learning such as ñParent Guidesò, service user experience 

blogs, voiceovers, posters and the SCS ñNo Oneôs Listeningò report which details failures in 

secondary care for patients with sickle cell.  In addition to contributing to the e-Learning Resource, 

SCS /UKTS presented at three training sessions, which the NHS SCT Screening Programme 

conducted for nurses, midwives and health visitors in the North of England on 8th, 31st March and 5th 

April 2022. 

 

 

Clip from E -Learning video showing Iyamide Thomas (SCS) raising awareness of screening and sickle cell  

 

Project 3 ï Raise awareness of SCT and Screening through increased online presence, 

specific social media campaigns and dissemination of screening awareness literature 

Outreach is a continuous work-stream.  The SCS and UKTS use their respective networks to 

raise awareness among the public and health professionals on screening issues pertaining to 

that yearôs work, as well as general screening awareness particularly to at-risk communities. 

SCS /UKTS also have sections on their websites about NHS SCT Screening Programme. SCS 
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created the graphic below to alert their network of the SCS collaboration with the NHS SCT 

Screening Programme and the new website screening section. 

 

 

 

Addressing inequalities is one of the reasons the NHS SCT Screening Programme works so 

closely with the SCS and UKTS.  It is important to mention this to other health practitioners 

and stakeholders. On 22 September, Iyamide participated in a focus group discussion, which 

was part of the Race and Health Observatory major review into ethnic inequalities in 

healthcare.  By contributing to the three main discussion topics (maternal and neonatal 

healthcare; genetic testing and genomic medicine; and digital access to healthcare), she 

spotlighted the work NHS SCT Screening Programme have done in partnership with SCS 

/UKTS, such as the Family Legacy outreach, Parent Stories, fast-tracking at risk couples, e-

Learning and counselling competences. 

 

A final report was produced and given media coverage: 

https://www.theguardian.com/society/2022/feb/13/radical-action-needed-to-tackle-racial-

health-inequality-in-nhs-says-damning-report; and https://www.nhsrho.org/news/new-

review-calls-for-radical-action-on-stark-ethnic-inequalities-across-healthcare/. The 

Observatory Report found that while some positive relationships with midwives occurred, 

poor communication between women and maternity health providers was the norm. 

Additionally, women who did not have English as a first language often lacked access to 

quality interpreting services. 

 

https://www.theguardian.com/society/2022/feb/13/radical-action-needed-to-tackle-racial-health-inequality-in-nhs-says-damning-report
https://www.theguardian.com/society/2022/feb/13/radical-action-needed-to-tackle-racial-health-inequality-in-nhs-says-damning-report
https://www.nhsrho.org/news/new-review-calls-for-radical-action-on-stark-ethnic-inequalities-across-healthcare/
https://www.nhsrho.org/news/new-review-calls-for-radical-action-on-stark-ethnic-inequalities-across-healthcare/
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Due to the COVID-19 pandemic most of Year 4 SCS /UKTS outreach was successfully 

achieved virtually. This was done via posts and articles in newsletters, websites, social, print 

and broadcast media, which allowed the Societies to continue raising awareness to their target 

groups. SCS/UKTS also attended a selection of virtual workshops, national and international 

conferences and gave their input on screening for sickle cell and thalassaemia. UKTS resumed 

some face-to-face outreach in September 2021 and SCS in May 2022.  SCS increased their 

outreach during Black History Month (October 2021) and ran awareness campaigns for World 

Sickle Cell Day and Rare Disease Day.  For World Sickle Cell Day, the SCS repeated itôs 

óWear Something Redô campaign, which saw many don red, including at church since it fell 

on a Sunday. Iyamide gave a brief talk at All Saints Church and spoke about fathers and 

screening as it was also Fathersô Day! 

  

UKTS increased their outreach during September (for their month of learning), October (for 

National Thalassaemia Day), February (Rare disease month and Valentineôs Day) and May 

(International Thalassaemia Day). UKTS also has a dedicated weekly screening social media 

post to target pregnant mothers, expecting parents, and pre-conceptual populations.  From 

March to June, UKTS ran their Global Art and Poetry competition to spread awareness of 

thalassaemia; educate communities on the patterns of inheritance and the importance of blood 

donation; and highlight the work of the society.  UKTS received 747 entries from 49 countries. 

On the week of voting (June 1-8th), the UKTS recorded over 98,000 hits to their website. 

Appendix 4 provides a detailed list of SCS and UKTS outreach activities. 

 

 

World Sickle Cell Day Commemoration 
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UKTS International Day celebrations 

 

SCS participated in several conferences and workshops (see below). At one successful event 

organised by a group of Manchester health professionals (attended by 54 people), Iyamide gave her 

presentation in Krio (Sierra Leoneôs lingua franca). One parent of a child with sickle cell spoke about 

the childôs father refusing a screening test in the UK as he said a test, he took in Africa was negative.  

Screening was extensively discussed at the events listed below.  One theme that came from the 

Invisible Warrior Workshop on dating was that young people wanted to have more information on 

preconception screening and options available to those who are carriers, including Pre-implantation 

Genetic Diagnosis (PGD). Following the óSickle Cell and Datingô workshop, Iyamide took part in an 

interview published by The Voice newspaper on "Dating with Sickle Cell Remains a Taboo" and 

spoke about screening. The interviewer was also very interested in preconception screening and how 

to raise awareness.    As such, SCS /UKTS will prepare a strategy for further preconception outreach 

work as some of this was done in previous outreach projects using the Family Legacy and 

Thalassaemia DVDs. At a European Sickle Cell Summit held in September (see flyer below), 

Professor Corrina McMahon (Clinical Director of the Red Cell, general Haematology Laboratory 

and Blood transfusion laboratories at Children's Health Ireland) said she would be very keen to 

receive an update on the focus group discussions, exploring communication of newborn screening 

results. 
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Flyers of some of the events SCS participated in 

UKTS participated in several outreach events such as the Nowuz Music and Cultural Show in 

London, which is an event attended by all Middle Eastern communities. The team handed out 

over 306 carrier leaflets and 250 flyers on thalassaemia/importance of screening/ informed 

decision making.  Additionally, there were several interviews done with the Kurdish, 

Afghanistan, Iranian and ñMy Londonò teams who covered the event. Other face-to-face 

outreach events included UKTS Nostalgia Game Night, UKTS Fun Run Walk, AHMA Eid 

Milan in Manchester, Coventry White Collar Boxing, UKTS AGM and Rumi Mosque 

Breakfast Club.  UKTS have also met various High Commissioners and High Representatives 

of countries where thalassaemia has a high prevalence.  In June 2022 UKTS met with the High 

Representative, His Excellency Karwan Jamal of the Kurdistan Regional Government. 
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Examples of UKTS outreach 

The impact of Social Media  
 

Social media has value, when educating the public about sickle cell and thalassaemia. Both 

Societies have worked to create campaigns that target a variety of audiences.  Examples of 

some of their social media graphics are below: 

 

   

Sickle Cell Society Instagram posts in Year 4 

 


