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1.    The Purpose of the Booklet
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If you are living with Sickle Cell, Thalassaemia or a related medical condition, there may be occasions when you find it more difficult to manage day-to-day activities.  This may occur particularly at times of a health crisis, or may have an ongoing effect on how you are able to manage your life.

If this describes how you feel, you need to know that you may be eligible for help from the Social Services Department in your area, and can ask to have your care needs assessed.

You may benefit from help with travel, equipment, help in the home.

This booklet tells you what help is available, and where to get it, together with information on other organisations that can provide advice and information.

Let us help you by telling us what you need!

Ms Viv Whittingham

Social Service Manager, LB Hammersmith & Fulham,

Chair, Information Project Group

North West London Haemoglobinopathy Managed Clinical Network

www.haemoglobinopathy.org 

2.    What is Sickle Cell Disease & Thalassaemia?
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Sickle Cell Disease and Thalassaemia are the commonest genetically inherited diseases in London.  These diseases result from disorders of haemoglobin, hence they are also known as “haemoglobinopathies”.  In North West London, it is estimated that there are over 1 500 cases, and each year 50 new babies are born who suffer from these diseases.  Both conditions are life-long diseases.

2.1  Sickle Cell Disease

Sickle Cell anaemia and bone pain are common presentations of this disease.  Different patients need different treatments.  People with Sickle Cell Disease often experience tiredness, feel lethargic, have poor appetite, may be prone to chest infections and become breathless.  They are often admitted to hospital for pain relief – this is known as painful crisis.  These episodes are totally unpredictable in onset and severity.  A given patient will require support from many types of health workers and also from community services over their lifetime.  Patients with severe forms of Sickle Cell Disease may require treatment with blood transfusions, hydroxyurea or bone marrow transplantation.
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2.2  Thalassaemia

This is a serious disease as the patient is unable to make enough red blood cells and develops a severe life threatening anaemia.  Treatment involves regular attendance to hospitals for blood transfusions (usually monthly) and daily iron removing treatment, which is done at home.  Cure can be achieved through bone marrow transplantation if a compatible donor is available.  This can be done at Hammersmith Hospital and St Mary’s Hospital.

3. For help in Crisis

Dial 999 for Ambulance

Tell the Ambulance Operator you are a Sickle Cell patient and under a named hospital.

When the ambulance crew arrive, tell them again you are under a named hospital.

In most instances, the ambulance should take you to your named hospital, but they might take you to the nearest hospital in case of an extreme emergency or long distances.

David Whitmore

Senior Clinical Adviser

London Ambulance Service
4.    How to get information about social services
If you need services and assessment or require information.  Please contact the following numbers.

Brent
 
Tel:
020 8937 1200
One Stop Shop
020 8937 4621 
(Duty Worker)


www.brent.gov.uk

Ealing

Tel:
020 8825 2131
Contact Centre


020 8825 9497
(Duty Worker)


www.ealing.gov.uk

Hounslow 

Tel:
020 8583 2000
Civic Centre


020 8583 3124/5/6  Customer services



www.hounslow.gov.uk   


www.hounslowcare.info 

Harrow


Tel:
020 8863 5611
Information Line


020 8424 1694
(Duty Worker)


www.harrow.gov.uk

Hillingdon

Tel:
01895 250 111
Civic Centre


01895 250 960
Social Worker


01895 250 768
Duty Worker


01895 250 100
Duty Worker



www.hillingdon.gov.uk


Kensington & Chelsea

Tel: 020 7937 5464
Town Hall

020 7598 4444
Social Services 


020 7598 4442
(Duty Worker)


www.rbkc.gov.uk  

Hammersmith & Fulham

Tel:
020 8748 3020
Information Line


020 8753 5302 
(Duty Worker)


www.lbhf.gov.uk

Westminster

Tel:
020 7641 3897
Contact Centre


020 7641 1175
(Duty Worker)



www.westminster.gov.uk
*The numbers above were correct at the time of going to press
5.    Some of the services provided by Local Authority




6.    Hospitals in the Sector

Borough        Hospital
Telephone no.
Brent
Central Middlesex
020 8965 5733

K & C
Chelsea & Westminster
020 8746 8000

H & F
Charing Cross
020 8383 0000
Ealing
Ealing
020 8967 5000

H’row
Northwick Park
020 8864 3232

W’min
St Mary’s
020 7886 6666
H’nslw
West Middlesex
020 8560 2121


Hilling
Hillingdon
01895 238 282

H & F
Hammersmith
020 8383 1000

7.    Other useful numbers 

Asian People with Disabilities Alliance


020 8961 6773

Artsline (access to arts & entertainment)


020 7388 2227

Action Trust for the Blind
020 8563 2922

Benefits enquiry line
0800 88 22 00

(Minicom for hearing impaired)
0800 24 33 55

British Red Cross
020 7352 8550

The Brain Injury Association
01159 240 800

Central London Dial-a-Ride
020 7266 6100

Carers UK
020 7490 8818

(Minicom)
020 7251 8969

Community Car Scheme
020 8968 2040

Contacting your Local Councillor:

Member’s Secretariat
020 7361 2500

Deaf Plus
020 8749 4111

(Minicom for hearing impaired)
020 8749 8186

Other useful numbers continued…

DLA help line
08457 123 456

Dial-a-Ride & Taxi card users
020 7241 2111

Disability, Pregnancy & Parenthood Internat.


0800 018 4730

The Disabled Parents Network
0870 241 0450

Expert Patient Programme:

Contact Brent Teaching Primary Care Trust


020 8795 6741


020 8795 6108

Exercises & Social Activities:

Contact your local Park Dept or local Library

You can visit the web address in Section 4.

Haemoglobinopathy Register

For patient information
 020 8453 2135 /2112 /3

Home Office
0870 000 1585

London Disability Arts Forum
020 7916 5484

Leisure Pass
020 7471 9813

NHS Direct
0845 46 47

www.nhsdirect.co.uk
Other useful numbers continued…
Patient Advice & Liaison service



0800 389 9092

RNIB Outreach service
020 8962 2611

(for sight loss)

RNID (for hearing loss) voice
0808 808 0123

Text
0808 808 9000

RADAR (for physical disability)
020 7250 3222

The Sickle Cell Society
020 8961 7795

www.sicklecellsociety.org

The Stroke Association
020 8994 2847

Shape London:  Leisure for Older People


020 7700 8107

UK Thalassaemia Society
020 8882 0011

www.ukts.org

Sickle Cell & Thalassaemia support groups

Brent & Harrow
020 8961 9005

Hammersmith & Fulham 
020 8237 2980

Westminster
020 82372980
Hounslow
020 8321 2449

Ealing
020 8354 8022


020 8237 2980
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9.    Contact us
If you need this information in a different language or in Braille, please phone:

Communications Department

Brent tPCT

Tel:  020 8795 6109

If you have any comments about the content of this leaflet, please contact:


Tel:  020 8753 5041


Email:  viv.whittingham@lbhf.gov.uk 
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     Brent  
Teaching Primary Care Trust
Referral to Charity for Support and Financial Assistance





A Freedom Pass and other transport information Local Authority provides





Direct payments





An Assessment of your needs in the local community e.g. Meals on Wheels, assistance with personal care or domiciliary care





Carer’s services


Info/Advice/Support





Referral to local support group





Referral for counselling, ongoing support in community





Registration of physical disability with local authority





Assistance with Benefit Appeals, medical expenses





Liason with Medical & Local Authority Departments e.g. Housing, Education, OT, etc.





Sickle Cell or Thalassaemia patient initial assessment completed at home or hospital by social worker
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More comprehensive information on each service can be obtained from the tel. no’s or web addresses in Section 4.
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