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Who Am I…
South Africa

Apartheid – experienced racism, 
marginalisation and disempowerment

Worldview of social justice, advocacy and 
empowerment 

Moved to the UK in 2000

Introduced to sickle cell in 2011 and sickle 
cell nutrition in 2014 – started professional 
Doctorate in 2016 completed in 2023

Founded – Sickle Cell Nutrition Academy 
(SCNA) - Work as Consultant Dietitian 

Leader in the field of sickle cell 
nutrition – guide educate others on 
best practices – APPG SCT, UK Forum, 
HCCs, Roahl Dahl Charity

Provide expert nutritional advice and 
treatment for patients with complex 
nutritional needs – Chapter -Manual 
of Dietetic Practice, Guest lecturing 

Lead on innovations and research to 
advance policy and practice in sickle 
cell nutrition – NHSE funded project, 

NHS Clinical Entrepreneur 2025
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Where it all 
started…
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The 
Motivation:

Patient Voices
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Becoming a Visible Force with An Audible Voice 
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The Legacy:
Recognition of Sickle 
Cell Nutrition

Publication of first ever chapter on 
Sickle Cell Nutrition and other 
Heamoglobinopathies – May 2026
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My ongoing responsibility…  

EQUIP – You with sickle cell specific nutritional 
knowledge EQUIP

EMPOWER – You to provide tailored dietetic care EMPOWER

INSPIRE – You to be more curious and extend your 
involvement in research and advocacy INSPIRE
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Introduction to Sickle Cell Disease 
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Introduction to Sickle Cell Disease (SCD)

WHAT IS SICKLE CELL?

❑It is an inherited disorder

❑It affects the red blood cells

❑It affects the haemoglobin (Hb) in red 
blood cells

❑Affects Haemoglobin component of 
red blood cells 

❑Genetic defect results from the 
substitution of one of the amino acid 
sequences in the globin chain – causes 
unstable (HbS)

IMPACT OF SCD?

❑Sickle Cell Disease associated with 
high levels of
o Morbidity
o Mortality
o Disability
o Poor Quality of Life
o 1(National Confidential Enquiry into 

Patient Outcomes and Deaths - NCEPOD, 
2008):

❑
2,3Global public health problem (WHO, 

2006, UN, 2008)

1National Confidential Enquiry into Patient Outcomes 
and Deaths - NCEPOD, 2008
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Blood Flow in  
SCD?
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PROCESS OF SICKLING

(www.sicklecellspeaks.com, n.d.)



The Sickling 
Process



Epidemiology and Prevalence 

1.4Most common 
and fastest growing 
genetic condition in 

England (NICE, 2021)

2.SCD is estimated to 
affect 1:2000 to 

2500 live  births in 
England, ~300 babies 

born each year

3.Estimated 18,500 
people living with 
SCD in UK - ~57.7 
million globally 

4. People from 
African and 
Caribbean heritage - 

• (Middle East, parts of 
India, the eastern 
Mediterranean, and 
South and Central 
America )

Types of SCD:
There are three most common types of 

Sickle Cell Disease:

1. Haemoglobin SS (HbSS)

2. Haemoglobin SC (HbSC)

3. Sickle Beta Thalassaemia 

       (Hb SBThal)

    However, there are around 1000 
variants of haemoglobin creating 
other SCD, e.g. SE, SD, SN, SK
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Personal critical reflections to 
consider in sickle cell nutrition:  
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‘Begin with 
Why?’ WHY

Safety

Patient 
Experience 

Quality of 
Life

Health Life 
Expectancy  

Reducing 
Health 

Inequality

Improving 
Health 

Outcomes 

Dr Claudine Matthews



‘Break the Cycle’

The lack of nutrition 
service provision:

• Marginalisation

• Invisibility

• Health inequality

Affecting patients, 

• Experience

• Access

• Outcomes 
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‘Need for Innovation’
Sickle Cell Nutrition Academy (SCNA)
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‘Close the Critical Gaps’ 

SCNA

Nutrition-
research, 
policy and 
practice

Education-
training and 
resources 

Partnership- 
advocacy 
and growth 
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Gaps in the Literature

Marginalisation of 
SCD/patients not 
considered 

01
6Term Disease -related -
malnutrition not 
applied to sickle cell 
nutrition research 

02
7No research on the 
nutritional 
management of SCD

03
7Clear calls for nutrition 
to be  integrated 
into/become part of 
standard care provision 

04

6Matthews, C.E., 2019. The role of nutritional care in Sickle Cell Disease: A real phenomenon. ACTA Scientific Nutritional Health, 3 (2), pp.74-80.
 7Matthews C. Co-developing a health literacy framework to integrate nutrition into standard care in SCD, Doctoral thesis, 2023.
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What do you need to know! 
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Consider the Marginalisation of 
Sickle Cell Nutrition 

7Qualitative participatory study 

Sickle cell service users/carers and service 
providers 

Findings correlated closely with the No one’s 
listening Report

Nutrition is marginalised

lack of priority given to nutrition and its not 
important enough to treat 

Nutrition is invisible

Importance of nutrition is overlooked 

Nutrition is a health inequality

Affects patients experience, access and 
outcomes of nutrition

Lack of nutrition education, training and 
resources 

Lack of research on nutritional 
management  

Focusses on the Medical Management 
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‘Nutrition is Fundamental’

Cause

• Chronic haemolysis: 
Ongoing break down of 
your red blood cells

• Vaso-occlusion:

• Sickle cell crisis causes 
tissue and organ damage 

• Impaired Immunity:

• Increased risk of infection

Impact

• Low oxygen levels in the 
blood  

• Vitamin and mineral 
deficiencies 

• Chronic anaemia and 
fatigue  + appetite 
suppression 

• Impaired immunity

• Chronic Inflammation  

Management

• Optimisation of nutritional 
deficiencies

• Regular screening for 
malnutrition risks 

• Preventing end organ 
damage

• Optimisation of immune 
function  
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Nutritional Implication in SCD

NUTRITIONAL RISKS

❑SCD - complex nutritional problems and complications 
o Wastage of nutritional resources
o due to ineffective red cell production
o Impacts growth and development 

❑SCD - multi organ and multi -system involvement 

❑Sickle cell related complications: 

❑Including renal failure, liver failure requiring  liver 
transplantation, cardiac failure due to cardiac iron 
overload and chronic lung disease. 

❑Chronic Inflammation:
o Production of free radicals
o Caused by iron overload
o Infections, 
o Tissue damage  

NUTRIENT DEFICIENCIES

❑
9Malnutrition risks

❑ High Resting Energy Expenditure (REE)
❑ High protein turnover 
❑ High red blood cell turnover 
❑ Need for more tailored research 

❑Macro Nutrients:
o Hypermetabolism – increased Energy 

(Carbohydrates and Fats)
o Increased Protein  
o Increased fluid 

❑Micronutrients:
o Zn, Se, Vit D, A, C, E, B vitamins, folic acid
o Iron – (absence of iron overload)
o Omega 3 Fatty acids

9Hyacinth, H.I., Gee, B.E. and Hibbert, J.M., 2010. The role of Nutrition in Sickle Cell Disease. Nutrition 

Metabolic Insights, [pdf] 3, pp. 57-67. Dr Claudine Matthews



Common Nutritional problems 

1.Malnutrition 
2.Anaemia/

Fatigue

3.Impaired 
Immunity/Chronic 

Inflammation

4.Dehydration/ 
Constipation

5.Iron Overload 6.Osteoporosis
7.Increased risk of 

cardiovascular 
disease 

8.Renal 
Nephropathy
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10Sickle cell related nutritional risks
10Matthews, C., 2015/16. Nutritional implications of sickle cell disease. Complete Nutrition (CN) Magazine, 15 (6), pp. 46-48. Dr Claudine Matthews



‘Socio-ecological Nutritional Challenges’

7Socio -Ecological 
Factors affecting 

nutrition 

 (Matthews, 2023) 

Micro – level factors :

Personal and 
Interpersonal 

Personal: Internal 
factors 

Psychological, emotional, 
attitudes, beliefs, culture, 

stigma, religion, health 
symptomology

Personal: External 
factors 

Environment, time, 
knowledge, family, culture, 

food traditions, peer 
support 
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Nutrition 
Across the Life 
course 

• Delayed growth

• Stunting 

• Wasting

• Fussy eating 

• Failure to thrive 

• Disease related malnutrition

Paediatrics

• Delayed Puberty

• Infection risk

• Nutrient Deficiency

• Disease related malnutrition 

Adolescents 

• Increased morbidity and mortality

• Pregnancy  

• Frailty 

• Gastrointestinal problems (side effects of meds)

Adults and Ageing 
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‘Opportunity for Research’

Sickle Cell and Nutrition: 
Sickle Cell And Nutrition Experience Research (SCANER)  
Study

Sponsored by Sheffield Teaching Hospital (STH) and NE&Y 
Heamoglobinopathy Coordinating Center (HCC)

Subsets – Adults living with SCD, Caregivers/parents of 
children with SCD and Providers of SCD Care
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What do we need to manage 
sickle cell nutrition!  
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3Nutrition in 
Sickle Cell 

1.Lack of service 
provision – not part 

of standard care   

2.Need to improve 
patients access  & 

outcomes to nutrition

3.Lack of policy and 
practice guidance – 

nutritional 
management

• Dietitians to be part of SCD 
MDT

11Nutrition

Standard 1

• Patients to be screened for 
malnutrition

Nutrition

Standard 2 

• Sickle Cell patients at risk or 
malnourished need to be 
treated

Nutrition

Standard 3

Understand ‘the problem’

11Sickle Cell Society (2018). Standards for the Clinical care of adults
 with sickle cell disease in the UK. 
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Influence ‘Policy and 
Practice ’ 
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Apply the Comprehensive Dietetic Care process

Nutritional 
assessment

Process:

SCD 
Diet, Food and 

Nutrition
Influencing 

Factors 

ABCDEF

Framework

Nutritional 
Status 

Diagnosis
Treatment &

Implementation  

Monitoring and 
Evaluation 

Outcomes 
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Factors to consider in nutritional assessment: 
insights from a specialist sickle cell dietitian

Comprehensive assessment of clinical 
status – works alongside pharmacist and 
physio therapist 

Review recent biochemistry 

Reviews medication

Mobility

Recent complications or treatments

Explore GIT side effects from opioids, 
hydroxyurea treatment, transfusion 
history, leg ulcers, 

Sleep patterns, fatigue

Recurrent infections or hospital admissions 
– monitor appetite and eating patterns

Assessing overall nutrient intake

Monitoring anthropometry – weight, height, 
BMI, handgrip strength, sit to stand test

Renal impairment can be an issue – due to 
proteinuria

Assess micronutrient status – folate, zinc, 
Vitamin D, Iron (iron overloading)

Monitor hydration – to prevent crisis

Pica in children (eating non-food items like 
paper, sand, soil) – refer to psychology for 
support 

Monitor and manage delayed growth and 
puberty
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Malnutrition Universal Screening 
tool (MUST) – BAPEN 

BMI

Weight loss 

Acute disease factor (oral intake over 
the last 5 days)

NEW Malnutrition Diagnostic Tool – ESPEN 

12Global Leadership In Malnutrition 
(GLIM)– Diagnostic Tool

BMI, weight loss, Inflammation, Disease Burden, Calf circumference  

Close the  
Assessment 
Gaps 

12 Cederholm et al. GLIM criteria for the diagnosis of malnutrition – A consensus report from the global clinical nutrition community,
Clinical Nutrition, 2019, Volume 38, Issue 1,
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‘Opportunity for Industry Collaboration

Collaborating with Abbott Nutrition  

Supported by a medical liaison officer

Undertaking Service Evaluations to identify the 
prevalence, management and cost of malnutrition in 
SCD

2 Areas:

Cambridge

Southeast London  
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Support Student Placements: 
SCNA: D-Placement Pre Reg Masters Student Dietitians 

2 Projects:

1. Survey to evaluate the Sickle Cell Nutrition 
Eatwell Guide – how its being used in 
practice – 2025

2. Conduct a literature search on the role of 
nutrition in SCD over the last 20 years - 2026

3. Contribute to the development of nutritional 
leaflets in SCD to close the resources gaps 
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What do we need to change to 
improve sickle cell nutrition! 

Dr Claudine Matthews



3 Key health 
shifts – NHS 
Health Plan 

Sickness to treatment 
prevention 

Hospital to community  

Analogue to digital 
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‘Build Tailored Solutions’ 

1. Choose Healthy options

2. Prevent Dehydration

3. Regulate Immunity

4. Reduce Inflammation 

5. Include energy boosting foods 

6. Increase protein intake 

7. Improve bone health  

Dr Claudine Matthews

7 Key Nutrition Principles in Sickle Cell 





Incorporate 
Digital solutions:
‘Food as Medicine Video 

Education Series’ – NE&Y HCC
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Deliver Blended 

community-based 

Specialist Nutrition 

Programmes – SWL 

ICB + West London HCC
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‘Address the 
Invisibility’
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The Annual Advancing Sickle Cell Nutrition 
Conference 
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Remember: 
Nutrition in 
Sickle cell is 
more than 
PAIN!

Growth delays, 
delayed puberty  

Multi-organ system 
failure

Organ damage, leg 
ulcers 

Avascular necrosis 
of hips/shoulders

Stroke
Pulmonary 

hypertension

Acute chest 
syndrome 

Renal Nephropathy 
Gallstones – 

Cholecystectomies

Gastrointestinal problems – 
side effects of medication 
and treatment modalities 

(constipation, nausea, 
vomiting)

Need for more 
tailored Nutritional 

research 
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Not a one size fits all solution



Critical nuances in sickle cell nutrition 
service planning and delivery  

1

Build trusting 
relationships with 
the patients

2

Change your 
language

3

Provide 
empathetic care 

4

Use all our dietetic 
skills -  
communication 
and behaviour 
change

5

Remember 
nutrition is more 
than food – many 
influencing factors 
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Critical nuances in sickle cell nutrition 
service planning and delivery  

Improve or 
increase your 

visibility in the SCD 
MDT

Its not a one size 
fits all approach – 

consider the 
marginalisation of 

the patient 
population

Consider a whole 
person's approach 

to nutritional 
management 

Remember: sickle 
cell is more than 

pain

There are many 
sickle cell related 

complications with 
nutritional risks 
and challenges

Important to 
empower your 

patients 
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INNOVATION FOR CHANGE 
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Recommendations: 

Our Call to Action

Include clear and 

specific nutritional 

management standards 

in the UKFHD Quality 

standards 

Include these specific 

nutrition standards in The 

West Midlands Quality 

Standards Peer Review 

Service  

Implement the National 

Nutrition Standards – into 

existing referral policies 

and guidance 

Nutritional management 

to be encouraged and 

supported by the HCC’s, 

SHT, LHT, National 

Heamoglobinopathy 

Panel 

Dieticians to be part of 

the SCD MDT, with 

Dietetic assessment part 

of the patient’s annual 

review 
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Thank you! 

QR Code for HCP Link: SWL 
Nutrition Programme   

Contact details:

Social Media: 

Instagram: 
@sicklecellnutritionacademy

Email: 
info@sicklecellnutritionacademy.com

With Acknowledgement to the BDA Oncology Group, 
Haematology subgroup and First Contact Dietitians Group
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