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The booklet ‘Sickle Cell Disorders - Not Another Lazy Child’ is provided
as a practical guide for professionals involved in the education of children who have
a sickle cell disorder. Children with this inherited disorder have a health condition
that need to be managed sensitively and effectively within the context of an
education environment. The booklet provides a brief overview of some of the
common problems that children may experience at school. Several remedial actions
are offered, but sensible care planning with parents, medical, nursing and education
staff provide the best possible solution for the effective management of school
children with a sickle cell disorder. The keynotes for secondary health prevention
or the booklet in its entirety may be a useful source of information for parents.
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Sickle Cell Disorder

INTRODUCTION

A sickle cell disorder is an inherited blood condition that affects the haemoglobin of
the red blood cells. Haemoglobin is a special substance that colours the blood red
and is responsible for carrying oxygen around the body. People with a sickle cell
disorder have an unusual haemoglobin type that is inherited from both parents. This
unusual haemoglobin causes the red blood cells to change shape under certain
circumstances. This is known as "sickling" and sickled blood cells can obstruct the
blood circulation causing a sickling crisis that is extremely painful. Often the
severity of these painful episodes is best managed in hospital by strong pain relief
and other medical treatment.

The sickling and unsickling of the red blood cells causes early destruction of the
cells that results in anaemia. People with sickle cell disease often appear lethargic
and are susceptible to infections.

Pain, anaemia and recurrent infections are the common symptoms of a sickle cell
disorder.

Sickle cell disorder may have a disruptive influence on the educational needs of the
school child. This has implications for teachers, for the parents and also for the
child with this condition.

Teachers may be presented with two common dilemmas: -

a) Not knowing if a child they are worried about is affected by a sickle cell disorder
&

b) Knowing that the child is affected by a sickle cell disorder but worried about the
impact of the illness on the child's education.

There have been cases where the teacher is concerned that a member of her class is
affected by a sickle cell disorder. The child seems "lazy" and appears generally
uninterested in schoolwork and sporting activities. When encouraged to participate,
the child is easily tired and misses many days from school due to illness.

This is perhaps due to the fact that the child's condition was not diagnosed, if the
child came from an area where screening and follow up diagnostic testing was not
available at birth. However, in some instances parents have not provided the school
with this information because they might not consider this as important (especially if
the child has been very well). Additionally the fears and stigmas that are associated
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with sickle cell disorders, even today, are still felt strongly in the community.
Parents may therefore withhold this information from the teachers for these reasons
and not due to parental irresponsibility.

Specially trained professionals, such as sickle cell and thalassaemia counsellors are
able to advise and assist in these matters by counselling parents on the importance of
their ‘genetic’ disclosure, if they are aware of the disorder, or by arranging for the
child to have a blood test. This of course must be pre-empted by earlier discussions
between the teachers and parents and parents' consent must be obtained prior to
blood testing.

There is no general rule for the management of children with a sickle cell disorder in
schools as the condition is quite variable. Although some children have repeated
crises others are hardly ill. Teachers to a large extent have to rely on their own
judgement in responding to the needs of the child balanced against the needs of the
entire class.

For the child affected by a sickle cell disorder the impact of the condition on his /her
education can be far reaching. The child is physically disadvantaged and as a
consequence of this is more likely to rely on educational achievements for future
career prospects. The time scale for obtaining qualifications may vary according to
the number of days missed from school due to ill health.

As there is no cure for this condition much emphasis is therefore placed on the
prevention of repeated sickling crises. The child's haematologist or general
practitioner would have prescribed daily antibiotics to reduce the risk of infections
and daily folic acid to minimise the problems of anaemia. These together will do
much to reduce the episodes of painful sickling crises precipitated by anaemia and
infections, but other practical measures are also important.

The following section is a summary of practical measures that may provide useful
information for the management of children with sickle a cell disorder in schools.

CLASS WORK
Sickle cell disorders do not affect mental intelligence and therefore the child should
be expected to cope with class work.

READING

All children with sickle cell disease should have routine eye testing from the age of
10 years. If a child has difficulty reading, visual problems must first be excluded
before other options are considered.



REMEDIAL EDUCATION

Where children have missed a significant amount of time from school due to ill
health, remedial education should be considered. Parents should be encouraged to
assist children at home with work that is relevant to the school's curriculum. This is
particularly important when the school does not provide homework routinely.
Children admitted to hospital may not be well enough to be discharged home, but
may feel able to undertake light schoolwork on the ward and this should be
encouraged.

SPORTS

Many children with a sickle cell disorder are keen on sporting activities but should
not be pushed beyond their limitations, as they are likely to start sickling. A
fundamental problem is that affected children may not be able to balance their
enthusiasm for sports against the limitations of their illness. These children may be
quite adept at sporting activities, but may find that the pain of a sickling crisis
accompanies participation. The emotional and psychological implications are
significant as feelings of frustrations may often overwhelm these children.

Children affected with this illness will inevitably recognise their own abilities. For
example a boy taking part in a football match may want to sit down before half time
and substitution should be made if he indicates that he is tired. Although teachers
may be reluctant to rule out participation in any one sport, cross country running is
very taxing physically for children with sickle cell disease and children may be
admitted to hospital in pain at the end of these races. These long distance runs
should be avoided.

Swimming is an enjoyable sport for many children but precautions must be taken
that children are dried well once out of the pool. Afro-Caribbean and African
children often have the type of hair that will not dry in a few minutes and teachers
must take this on board. Children with sickle cell disease should be encouraged to
wear swimming caps and it is sensible to get the children out of the water several
minutes before the end of the swimming lesson, as this would provide some extra
time for children to dry off properly. If there is a warm area available the child
should be allowed to wait in this area for classmates before making the journey
home or back to school. Extra time for drying off and warming up is important for
reducing the risk of sickling after a swim.

Gym exercises are a common feature of many schools' sporting activities. Some
children are more prone than others to have joint sickling and this problem may
become more pronounced with certain types of gym exercises. If children complain



of pain with certain exercises it is advisable that these exercises are pursued more
gently or changed to a different type of exercise or discontinued altogether.

The exertion from climbing could also cause sickling on a hiking trip. Children
who feel able to continue should be allowed to do so at a slower pace. Where there
is significant altitude change children may also experience breathlessness but this is
more likely to be due to exhaustion than to a reduction of oxygen in the air.

Often the concern arises that children will use their illness to "get out of"
participating in sporting activities. This prevents a dilemma for many teachers but a
child's complaint of pain should in general be accepted. Teachers do know "their
children" i.e. their attitudes and personalities, and are often experienced at judging
whether or not excuses are plausible.

Children with sickle cell disease above all want to be "normal and very much want
to be the same as their peers. For those who use their illness as an excuse to opt out
of sports or other areas of the schools curriculum, other factors, primarily social and
emotional must be considered.

If children are not able to participate in games physically they should be encouraged
to take part in other ways. Children excused from swimming could for example be
responsible for looking after the locker keys or the stop watch; the child that is not
able to take part in athletics could assist the teacher with keeping the roster for the
races; the child not able to play cricket could participate by keeping scores and this
also applies for other school activities as for example a child finding the school play
exhausting, could be responsible for the lighting or the props. This list cannot be
exhaustive as teachers have developed or will develop their own strategies for
dealing with children.

SCHOOL JOURNEYS

School journeys are an exciting time for children and for those with sickle cell
disease extra preparation and planning may be required. It is not necessary to
exclude the child from any trip away with the school but the impact on health should
be considered when trips are planned.

LOCATION

The choice of location is of course determined by desirability, costs, and relevance
to the curriculum but where medical facilities are poor or inaccessible the choice of
location may be unsuitable for a child with sickle cell disease.

TYPE OF HOLIDAY



The type of holiday may affect the child's health. A skiing trip for example could
cause a crises as altitude and cold weather do affect the circulation; a trip to a rural
tropical area could increase the risk of sickling from an injection and an action
packed adventure could cause sickling from over exertion.

FOOD AND DRINK

During a trip abroad particular care should be taken with drinking water. If
indicated boiled or bottled water should be used. Children should be careful also
with the eating of convenience foods. The risk from salmonella is very high for
children with sickle cell disease and this infection could be fatal. A special diet is
not necessary, but should be well balanced, nutritious and include a high intake of
fluids.

SENSIBLE CLOTHING

Even on a warm day a child with sickle cell disease may feel cold. Parents should
be advised to pack clothing that is suitable for the child's needs, taking care not to
rely entirely on their own judgement of the weather as this could be misleading.

When other children are wearing t-shirts only, the children with sickle cell disease
will require a light cardigan as well; when other children are wearing sandals only,
the child with sickle cell disease will require light socks as well.

MEDICAL PREPARATION

It is advisable that haematologists or general practitioners are consulted prior to
holiday departure. A few children may need to have blood transfusions before
travelling and all children in general should have sufficient antibiotics and folic acid
to cover the holiday period. Certain countries may have vaccination requirements
and children with sickle cell disease, who are travelling to these countries, are
strongly advised to have these vaccines.

Sufficient analgesia may also be prescribed for the time on holiday. The
haematologist or general practitioner may at their discretion, provide a letter for
hospital in the event of an emergency, but haemoglobin cards are readily available
for all children with sickle cell disease and should be taken on holiday. These cards
provide written confirmation of the child’s diagnosis and are useful particularly in
emergencies.

MEDICAL EMERGENCIES
Not all painful sickling crises are medical emergencies. Other complications of
sickle cell disorders such as an aplastic crisis can require emergency intervention.
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When experiencing a painful crisis, if the child is able to cope, is uncomfortable but
not distressed, is able to drink fluids and is communicable there maybe time for the
parent or guardian to collect the child from school. The sudden onset of acute pain
accompanied with much distress would indicate a major painful crisis, requiring
prompt medical treatment. The appearance of shock or any such dramatic symptom
should be treated in hospital immediately.

In some hospitals children with the disorder, are admitted directly to the wards when
they are unwell. This is familiar territory and children do not have to cope with the
impersonal environment of the casualty department.

It is advisable that the school contact the ward to inform the ward staff of the child's
iliness prior to admission, as the nurse in charge is then able to make preparation for
the child's arrival.

Parents should inform teachers of the child's treatment centre as children may be
admitted directly to a ward or via the hospitals casualty department. It is advisable
that the school staff is familiar with the local policy for admitting children with a
sickle cell disorder to hospital.

PSYCHOLOGICAL & SOCIAL FACTORS

The knowledge that a child affected by sickle cell disease is often a shock for
parents, no matter how well prepared the parents may have felt. The initial hurdle of
accepting the diagnosis is often quite difficult and parents may experience the initial
emotion of denial. Other common emotions include anger, fear and even grief.
There sometime is an overwhelming sense of frustration, the blame of self and also
of partners and feelings of inadequacies are not uncommon. For the majority of
parents these are transient emotions but others never "come to terms" with the fact
that their offspring is affected by sickle cell disease.

Often environmental and social factors are major influences on the parent(s) ability
to cope and these have far reaching implications affecting the child in all aspects of
his/her development.

Parents with little or no support, living in unsuitable accommodation would perhaps
find it more difficult to cope with an affected child more so than those parents who
are well supported and are not experiencing hardship.

It is very much recognised that the clinical manifestations of the illness are often the
end products of adverse social, psychological and environmental factors and the
school child is not immune to these.

If the child's environment is inadequately heated he/she will have more sickling
problems. If parents, due to financial difficulty, are not able to provide a good diet
and suitable clothing the child is prone to those sickling crises precipitated by
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infections. The child constantly exposed to negative emotions at home is unlikely to
have a positive self-image and is more likely to be admitted to hospital (even when
not in a crisis) because he/she feels unable to accept and cope with the condition.

The effect of sickle cell disease on the school child is not only physical as
psychological and social factors have major influences also on the child's health.

PROFESSIONAL ROLE AND RESPONSIBILITY

Screening for school children is not provided routinely for children in schools but
parents can be advised of how and where they can access screening. This is an
Important aspect of primary health prevention and parents may approach their GPs
as the first point of contact to request a blood test for themselves or their children.

Health education programmes in schools is another aspect of primary health
prevention to increase awareness on haemoglobin disorders. Children that are
aware of the risk for haemoglobin disorders are able to make informed decisions
with regard to forming relationships in later years.

Health education for parents of children with a sickle cell disorder is an
important element of secondary health prevention. Although the child is affected
much can be done in the form of health education to educate parents on the
management of the child with the condition. With proper education and support,
parents will be more confident of their ability to care for the child and are more
likely to use the medical services appropriately.

SUMMARY

A possible cure for sickle cell disease is a bone marrow transplant from a suitable
donor, but this is not an option for many children. Therefore much emphasis is
placed on the prevention of repeated sickling crises, as this is crucial in disease
management.

The child’s haematologist or general practitioner would have prescribed daily
antibiotics to reduce the risk of infections and daily folic acid to minimise the
problem of anaemia. These together will do much to reduce the episodes of painful
sickling crises precipitated by anaemia and infections, but other practical measures
as described in the booklet are also important.



HELPFUL HINTS FOR CONSTRUCTING A BIOLOGY LESSON

1. Sickle cell disease in general does not affect intelligence.

2. Children that have experienced strokes may have a degree of impaired mental
function.

3. Delays in learning are usually attributed to the disruption caused by frequent
admission to hospital.

4. Poor learning outcomes will impact on future employment especially as
careers that are physically demanding is not possible for many people with
sickle cell disease.

5. Where children have missed a significant amount of time from school due to
ill health, the need for remedial and other educational support should be
explored.

6. Children admitted to hospital may not be well enough to be discharged home
but may feel able to undertake light schoolwork in hospital. Where possible
this should be encouraged.

7. Supporting children to undertake school work whilst in hospital is beneficial
for children in keeping up with the school curriculum, provides a form of
occupational therapy and can be a used to distract children from their
symptoms or treatment during admissions.

8. It is recommended that all children with sickle cell disease have a routine eye
test from the age of 10 years, as sickle retinopathy is a complication of sickle
cell disease.

9. If children have difficulty reading, visual problems should initially be
excluded prior to other assessments.

10.Preventing sickling crises is an important aspect of keeping children well and
it is important that the factors precipitating crises are known by parents, staff
members and eventually by the child.

11.Many children are able to participate fully in the schools curriculum and can
take part in various sporting activities.
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12.1t is important that children are not made to feel different to their peers as this
can have an adverse psychological impact in the long term.

13.Activities that predispose sickling crises should be limited or discouraged
altogether. These may include hiking, cross country running or athletic
sprinting events.

14.Children experiencing pain during an activity should discontinue the activity
immediately. The pain brought on by the activity can subside once these
activities are stopped. The pain will get worse if the activity continues as
more and more cells sickle.

15.Sudden changes in the atmospheric temperature or children getting soaked in
the rain can cause a sickling crisis.

16.The majority of crises do not usually require medical intervention. Prompt
action in keeping children warm, increasing fluid intake, getting the children
to rest and giving a light pain relief may be enough to stop the crises.

17.1f the pain stops and children are not unduly distressed, there is usually
sufficient time for the parents or guardians to collect children from school.

18.Prolonged pain and pain that is increasing in severity despite taking prompt
action indicates that medical intervention is necessary.

19.Any signs of collapse should be treated as a medical emergency.

20.The contact details of the hospital treating children with sickle cell disease
should be clearly recorded where appropriate professionals could easily access
this information.

21.The admission procedure of hospitals treating children with sickle cell disease
should be clearly recorded as this will save valuable time in the event that a
child need to be admitted.

Health promotion and health education activities can be delivered through
collaborative working between general teachers, the personal social and health
education (PSHE) teachers and school nurses. Health promotion on the
haemoglobin disorders can enter the schools curriculum through different formats.
The information content for a biology lesson or a sex education lesson is illustrated.
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Content of a biology lesson

How the blood circulation works.

The constituents of blood.

Why the blood is coloured red.

Explain the purpose of haemoglobin.

How haemoglobin is inherited.

Why haemoglobin is different in people from
different parts of the world.

Why the sickle and thalassaemia haemoglobin
has some benefit for people that carry these.
Why sickle cell disease happen.

Why thalassaemia disease happen.

The problems that these conditions cause.

How these illnesses can be prevented.

How and where people can be tested to find out
if they carry sickle cell or thalassaemia.

Content of a sex education lesson

What genes are and how they are inherited.

What haemoglobin is and how haemoglobin is
inherited.

Why it is important for people to know their
haemoglobin type.

How babies inherit the normal haemoglobin, the
carrier status or a haemoglobin disease.

What is sickle cell disease and how could this be
prevented.

What is thalassaemia disease and how can this be
prevented.

How and where can people get tested.
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E-mail: vanita.jivanji@elpct.nhs.uk

Diane Speakman (Health Visitor)
PRESTON

Sickle Cell & Thalassaemia Service
Saul Street Clinic

Saul Street

Preston PR1 2QU

Tel: 01772 401 185

Fax: 01772 883 502

Pippa Gillham (Specialist Counsellor)
READING (WEST BERKSHIRE)
Sickle Cell & Thalassaemia Service
Royal Berkshire Hospital
Haematology Department

London Road, Reading

Berks, RG1 5AN

Tel: 0118 987 7689

Fax: 0118 987 7755

E-mail: pippa.gillham@rbbn-tr.nhs.uk

Jayne Swingler (Specialist Counsellor)
SANDWELL (WEST MMIDLANDS)
Sickle Cell & Thalassaemia Centre
Haematology Department

Sandwell Healthcare Trust

Lyndon, West Bromwich

West Midlands B71 4HJ

Tel: 0121 553 1831, bleep 376

E-mail: jayne.swingler@swbh.nhs.uk

Susan Mew (Health Visitor/Counsellor)
MILTON KEYNES

Sickle Cell & Thalassaemia Service
Milton Keynes NHS Trust

Whalley Drive Clinic

Whalley Drive, Bletchley

Milton Keynes MK3 6EN

Tel: 01908 660033

Fax: 01908 365501
E-mail:susan.mew@mkpct.nhs.uk

Joanne Bloomfield (Co-ordinator/Specialist
Nurse Counsellor)

NOTTINGHAM

Sickle Cell & Thalasseamia Service

Mary Potter Hostel

Gregory Boulevard

Hyson Green

Nottingham NG7 7THY

Tel: 0115 970 5844

Fax: 0115979 1718
Email:firstname.surname@nottinghamcity-

pct.nhs.uk

Helen Jackson (Haemoglobinopath
Counsellor)

SOUTHAMPTON

Sickle Cell & Thalasseamia Service
Newton Health Clinic

24-26 Lyon Street

Southampton SO4 OLF

Tel: 02380 900 222

Fax: 02380 900 231

E-mail: Helen.jackson@slpct.nhs.uk
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Margaretha Van Mourik (Senior Genetic
Counsellor)

SCOTLAND (GREATER GLASGOW)
Sickle Cell & Thalassaemia Genetic
Counselling Service

Ferguson-Smith Centre for Clinical Genetics
Regional Genetic Service

Yorkhill Hospital

Glasgow, Scotland G3 8SJ

Tel: 0141 201 0808

Fax: 0140 201 0361
mvanmourik@yorkhill.scot.nhs.uk

Sheila Daley (Specialist Nurse Counsellor)
SHEFFIELD

Sickle Cell & Thalassaemia Service

Park Health Centre

190 Duke Street

Sheffield S2 5QQ

Tel: 0114 226 1744

Fax: 0114 226 1742

E-mail; Shiela.daley@sheffieldse-pct.nhs.uk

Surinder Gill (Specialist Nurse-Acute)
Sickle Cell & Thalassaemia Service
WALSALL

Pathology Department

Manor Hospital

Moat Road, Walsall

West Midlands WS2 9PS

Tel: 01922 712 172/7389

Fax: 01922 656 809
Email:surinder.gill@walsallhospitals.nhs.uk

SICKLE CELL & THALASSEAMIA VOLUNTEER ORGANISTION

Continued...

Peggy Brown (Co-ordinator)
OSCAR TRUST LIMITED
5 Lauderdale House

Gosling Way, Brixton
London SW9 6JN

Tel: 020 7735 4166

Fax: 020 7820 9594

OSCAR WEST BROMWICH
120 Lodge Road

West Bromwich

West Midlands B70 8PL

Tel: 0121 525 0556

Paul Walsh (Co-ordinator)

SICKLE CELL ANAEMIA RESARCH
(SCAR)

PO Box 88

Barking

Essex 1T11 8PH

Tel: 020 8514 3934

Melville Jones (Director)

SICKLE CELL ANAEMIA RELIEF
FOUNDATION (SCARF)

C/O 114 Batman Close

White City

London W12 7NX

Tel: 020 8248 8316

Neville Clare (Director)

SICKLE WATCH

African Caribbean Cultural Centre
9 Clarenden Road, Hornsey
London N8 0DJ

Tel: 020 8888 2148

Fax: 020 8881 5204

Dr. Asa-ah Nkohkwo (Director)
SICKLE CELL SOCIETY

54 Station Road

Harlesden

London NW10 4UA

Tel: 020 8961 7795

Fax: 020 8961 8346

E-mail: info@sicklecellsociety.org
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Glen Holmes (Director)

UK THALASSAEMIA SOCIETY
19 The Broadway

Southgate, London N14 6PH

Tel: 020 8 882 0011

Fax: 020 8 882 8618

E-mail: office@ukts.org

Website: www.ukts.org

Cynthia Gill (Idependent Haemoglobinopathy
Specialist Nurse)

INDEPENDENT PRACTITIONER
NHS SCREENING
PROGRAMME/BEXLEY PCT
Acorn house

74-94 Cherry Orchard Road

Croydon, Surrey CRO 6BE

Tel: 020 8686 8766

Fax: 020 8680 1996

E-mail: Cynthia.gill@nhs.net

Calar Nugent (Chairperson)
WATFORD

The African Caribbean Project
16 Clarendon Road

Watford

Herts WD1 1JY

Tel: 01923 220 810

Fax: 01923 218 937

Glenda Augustine (Regional Screening Child
Health Co-ordinator)

WEST MIDLANDS PERINATAL
INSTITUTE

Crystal Court

Aston Cross

Birmingham B6 5RQ

Tel: 0121 687 3471

Fax: 0121 687 3401

E-mail: augustine@perinatal.nhs.uk
Jacqui Lindsay (Manager)

Joan Walters (Senior Practioner Lecturer —
Child Health/Paediatric Haematology )
CHILD HEALTH SECTION

Florence Nightingale School of Nursing &
Midwifery

King’s College

James Clerk Maxwell Building

57 Waterloo Bridge Road

London SE1 8WA

Tel: 020 7848 3510/, Fax: 020 7848 3555
E-mail: joan.walters@kcl.ac.uk

Sutinder Herian (Project Co-ordinator)
WOLVERHAMPTON

Sickle Cell & Thalassaemia Support
Project

Ground floor Office

St.John’House

St.John’s Square

Wolver Hampton WV2 4BH

Tel: 01902 444 076

Fax: 01902 445 322

E-mail: info@sctsp.org.uk

Catherine Dhanda (Manager)

ACUTE

Sickle Cell & Thalassaemia Centre
City Hospital

Dudley Road

Winson Green, Birmingham B18 7QH
Tel: 0121 507 6040

Fax: 0121 507 6050

E-mail: Catherine.dhanda@swbh.nhs.uk

Janet Hall (Haemoglobinopathy Counsellor)
AIREDALE (WEST YORKSHIRE)
Keighley Health Centre

Oak Worth Road

Keighley

West Yorkshire BD21 1SA

Tel: 01535 295 684

E-mail: janet.hall3@bradford.nhs.uk
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Jacqui Lindsay (Manager)

OSCAR BRIMINGHAM

251-253 Rookery Road

Handsworth

Birmingham

Tel: 0121 551 6553

Fax: 0121 554 6354

E-mail: oscarbirmingham@yahoo.co.uk

SCAR LEICESTER
Lucas Centre, Matrix House
Unit 21, 7 Constitution Hill
Leicester LE1 1PL

Tel: 0116 262 2062

Fax: 0116 2517973

Charles Washington (Co-ordinator)
OSCAR NOTTINGHAM

8 Church Square

Lenton

Nottingham NG7 1SL

Tel: 0115 950 9511

Fax 0115 941 0503

OSCAR BRISTOL
256 Stapleton Road
Easton, Bristol

BS5 ONP

Tel: 0117951 2200
Fax: 0117 951 9570

E-ailoscarbristol@sicklecell.fsnet.co.uk

Readers provided:

1. Shepherd J, Stuart D. (2001) School nurse health interviews: effectiveness and
alternatives Community Practitioner VVol. 74 No. 5.

2. Kiddy M., Thurtle V. (2002) From chrysalis to butterfly-the school nurse role,
Community Practitioner Vol. 75 No. 8.

3. Rowe A. (2002) Using a ‘whole systems’ approach to change service delivery,
Community Practitioner Vol. 75 No. 3.

This list summarises information that school nurses and teachers may find helpful for
management of children with sickle cell disease.
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