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Clinical Features and
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Rationale for Sickle Cell Nutrition

It is about patient safety, patient experience and

@ ‘Why Nutrition in SCD matters’
Qj improving QOL outcomes for the patients

Domain 2 - improving QOL for LTC’s
NHS Outcomes Framework proving

i

Domain 4 - improving patient experience

Life expectancy

Public Health Outcomes Healthy life expectancy
FrameWO rk Reducing Health inequalities

Improving the health status and health outcomes

®




Aetiology of Sickle Cell Nutrition

Growth delays,
Clinical Features of nutrient
SCD deficiencies,
2malnutrition risks

3Nutrition
overlooked, under-
developed and not
part of standard
care in SCD

1. United Nations (UN). Recognition of sickle cell disease as a public health problem, 2008. [online].
2. Obeagu El, Obeagu GU. Malnutrition in sickle cell anemia: Prevalence, impact, and interventions: A Review. Medicine (Baltimore). 2024 May 17;103(
3. Matthews C. Co-developing a health literacy framework to integrate nutrition into standard care in SCD, Doctoral thesis, 2023.




Clinical Features linked to Sickle Cell Nutriti

Chronic anaemia/fatigue, increased red

._"_. Chronic Haemolysis - rapid cell turnover, increased cardiac
break down of red blood cells demand/expenditure, increased

oxidative stress, chronic inflammation

vessels causing tissue damage, organ

% Vaso-occlusion _ blockage Of Ischaemia and infarction in blood
large and small blood vessels  damage and chronic inflammation

increased risk of malnutrition due to

[ej Impaired immunity _ impaired Increased risk of infection and
functioning of the spleen increased nutritional requirements




Nutritional Implications and Complexity of
Sickle Cell Nutrition

Nutritional Features/Risks Nutrient Requirements
O The basis of the increased risk of 0 Paucity of research on the nutritional
malnutrition in SCD management in SCD
o High Resting Energy Expenditure (REE), O Macro Nutrient Considerations:
o High protein and red blood cell turnover o Energy - (factor in disease related
factors)

o Impaired immunity
o Low Body Mass index (BMI),
o Increased oxidative stress and chronic

o Protein
o Fluid (increased requirements)

inflammation O Micronutrient Considerations:
o Appetite suppression o In, Se, Vit D, A, C, E, B vitamins, folic
acid

O Multiple Influencing Factors

. . o lron - (absence of iron overload
Q Micro, Meso and Macro level Influencing ( )

Socio-ecological factors affecting o Omega 3 Fatty acids

nutrition L.
Common Nutritional Problems:
O Including psychological and social . )
factors Malnutrition, chronic

anaemia/fatigue, increased risk of
infection, constipation, dehydration,
osteoporosis, pica, iron overloading




Multiple Influencing Factors

Table 2: Socio-ecological factors affecting nutrition and service provision

Micro-level Personal internal factors:

Psychological, emotional, attitudes, beliefs, culture, stigma, religion, health
symptomology

Personal external factors:

Environment, time, knowledge, family, culture, food traditions, peer support
Meso - Level Meeting unmet nutrition needs of patients

Lack of nutrition service provision

Lack of education, training and resources in nutrition in SCD
Macro-level Structural social factors:

| Ethnicity, race, social class, deprivation, poverty, education




Part Two:

2.Context and
Considerations for

Nutritional Management
in SCD



Context for Nutritional Management in SCD

NEHGLTIEY | Dietitians to be part of
Standard 1 [kl

Nteatafelany * Sickle Cell Patients to

be screened for
S ENEC WA malnutrition

Nutrition \

 Gick
g g]ecu o Nt glefelaly * Sickle Cell patients at

risk or malnourished
ENEEOE need to be treated




Screen

* MUST screening
« High risk
» Med risk
 Low risk

Dietetic Management Processes

Refer

« Use local Pathways
e Refer to GP
e Refer to the Dietitian

Assess

e Holistic Dietetic Assessment
« ABCDEF Model

e Dietetic Care Process




Current Dietetic Management in SCD

Acute

(With local funding
agreements)

MUST screening
Patient admitted with a
crisis
Drowsy, with poor appetite
S/B haematology dietitian

No follow up in place

Dieticians Not part of MDT

Dependent on local
funding agreements

Limited dietetic input

Primary Care
(Unsure of Dietetic
input)

Unsure of MUST Screening

Patient referral and
Engagement

Level of Nutrition Service
provision

Unsure of any Funding
Agreements

Reduced awareness
Limited dietetic input

Impact of limited

nutrition service
provision

Limited Nutritional
Assessment and Follow up
Patients have - Self-
Research, Self-Diagnose
and Self-Manage their
complex nutritional needs

Growing Health Inequality:

Impacting patients,
Experience, Access and
Outcomes of nutrition

Urgent Action in Needed!




What the patients and providers have said!

SU-C (10) - “in general there needs to be a bigger conversation
from initial doctors to consultants...the biggest like nutritional
conversation I’ve ever had with any of my doctors was you need
to drink more water...’there needs to be a bigger conversation
because that would have been a lot more beneficial’...when we
have done like private research”.

SU-C (6) - “The conversation needs to happen earlier, and
continue to happen, so the reinforcement of the message of
good health and nutrition, just as they reinforce you must take
your folic acid and you must take your penicillin, it should be
reinforced that you should be eating”.

SU-C (2)- “I for instance was diagnosed
with osteoporosis recently and that was
a bit of a shock to me and then they’ve
now said oh yeah, we are going to start
treating it now - oh well why wasn’t it

tracked before we got to this level...”.

N




. 3. Recommendations:
Part Three: Our Call to Action



Patients Health and
Wellbeing, QOL

outcomes affected

Patients at risk of the
late Diagnosis of
nutritional problems

Patients ACCESS and
== OUTCOMES to nutrition
is affected

When Nutrition is
Overlooked!




Evidence to support Policy and Practice Cha

Themes

Theme 1-Invisibility of SCD

Theme 2-Under recognition of
the importance of Nutrition

Theme 3 - Lack of priority to
Nutrition

Theme 4 - Multiple Factors
affecting nutrition and service
provision

3. Matthews C. Co-developing a health literacy framework to integrate nutrition into standard care in SCD, Doctoral thesis, 2023..

Knowledge

and Care Gaps

1. Reflects level and quality of
nutrition service provision

2. How it Impacts patient’s
experience, access and
outcomes of nutrition

3. Highlights the need for more
nutrition service provision

4. Requires a comprehensive
approach to policy and practice
guidance

5. Developed a Novel PEECE
Outcomes based Model

Whole systems

Strategy

1. Need a Health Delivery
outcomes-based strategy
tailored to sickle cell nutrition

2 To improve patients access
and outcomes to nutrition

3. To address the under-
recognition and lack of priority
to nutrition

4. To support the development
of nutrition service provision
and tailored nutrition policy
and practice guidance in SCD




The Health Delivery Framework matthews, 2023)

Health Literacy — Nutrition Integration Framework

Prevention Education and Contextual Engagement

Pexsonalied Cate Empowerment Factors SR AR

Population based SRR o b Alliance
Wil = v lews Doy ailore rition io-ecologica z
Education, and Training Perspectives orans s taten

and practice strategy b = Service Providers
Improve nutritional Cntlca! Awarenes?, _N'[ull]ple layers of e
T — ;e?fctlon and action :\T_luenlce | Cell Society, BDA,
R nise patients elf- management icro-leve

= = Reduce nutrition Meso- level EEE e T

nutritional needs, risks it i level Health Planners and
and challenges ealth inequality Macro- leve T

Nutrition Service Provision:
UK Forum Haemoglobin Disorders — APPG - SCAT — WM Quality Review Service




My Call To action -
Sickle Cell Nutrition Academy (SCNA):

- ) ‘.‘Y
S \ .

Nutrition Education Partnerships




SCNA: Activities and IMPACT 2023 to 202

British Dietetic Association (BDA)
34 524 tollowers

. mo - @

The Association

" - The Association of UK Dietitians Congratulations to Dr Claudine Matthews who secured a 10
rabn o MR i A7 SN of UK Dietitians minute speaking slot at the Houses of Parliament! Dr
ARCH 202
i’ Claudine Matthews, consultant dietitian at Shoreditch Park

and City Primary Care Network did just that this week, at the

# Dietetic input in eating 1 Sickle Cell and Thalassemia All Party Parkamentary Group
disorders / - L meeting. She was promoting the importance of nutrition in

| sickle cell disease (SCD) alongside other important issues

relating to the condition

The politics of nu(rit.ionaim:nagement ] st A N N UA L

Ketogenics PBL

o« Nufrufrion asa VI\V-‘cmigrvmoni Ophron
26th September 2024 | 12H30-17H00

Education Centre - Costeloe Lecture Theatre-Homerton
University Hospital, London, E? 6SR

EDUCATE FOR ENQUIRIES EMAIL : cmrutrifdoud.com




Recommendations: Our Call to Action

Nutritional Management

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

4
/

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

Policy and Practice change

O Nutrition

o More Funding for nutrition service
provision, and more specialist
dietician roles in SCD - and tailored
research

O Education

o Support the development of tailored
nutrition education and training
modules and resources, embed in
curriculum

O Partnerships
o Engage with key stakeholders;

o BDA, SCT APPG, NHSE, ICS, ICB,
UKFHD, GP’s, Service users/carers



4. Introducing the NHSE

Pa rt Fou e Nutrition Resources and

Information
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< )%= HOLISTIC SICKLE CELL
=’V <4 NUTRITION EDUCATION MODEL

HEALTH INEQUALITY

SICKLE CELL DISEASE

LIFE STAGES i
» Paediatrics NUTRITION Sk
» Adolescents { INTEGRATION '
® Adults : : I
: . IN SICKLE CELL ; S
Pregnancy ', DISEASE /NS
= Elderly Bimisons
< ¢ >

PEECE MDDEL — Health Delivery Outcomes Tool

I_Prevwentiom | ¥ Education | 3.Empowerment | 4. Contextual Factors | 5. Engagement
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“Every closed door brings
you cloSer to your Destiny”
Dr Claudine Matthews
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