PAKISTAN THALLASAEMIA WELFARE SOCIETY

PROJECT DETAILS

TITLE OF THE PROJECT: Preventing birth of thalassaemic children in 100 targeted families

THEMATIC FOCUS: Health (Prevention of hereditary disease)

LOCATION: Rawalpindi district

OEVERALL DESCRIPTION OF THE PROJECT: The projected is intended to prevent birth of babies with Thalassaemia major in 100 targeted families of Rawalpindi District of Pakistan through screening, counseling and providing antenatal diagnosis.

OVERVIEW:

BACKGROUND AND RATIONALE: Beta Thalassaemia is caused by inheritance of abnormal gene responsible for making an important constituent protein of haemoglobin in red blood cells. If abnormal gene is inherited from only one parent (beta Thalassaemia trait or Thalassaemia minor) then the individual is able to live normal life but with lower than normal levels of haemoglobin (carrier state). But if abnormal genes are inherited from both the parents (if both are carrier) then the baby suffers from Thalassaemia major. A condition almost no haemoglobin is formed and the patient is transfusion dependent for all the life that he lives. Regular transfusions result in accumulation of iron in the body creating a number of problems. This iron needs to be regularly eliminated from the body by regular medication. Alternatively, the diseased marrow needs to be replaced with normal bone marrow by bone marrow transplant. Regular transfusion and iron removal treatment costs US$ 120.00 per month while bone marrow transplant in Pakistan costs US$ 20,000.00. All this is not only agonizing for the patient and parents but is expensive. If both members of a married couple are carriers then there is a 25% chance of birth of a baby with Thalassaemia major in each pregnancy. The birth of such babies can be prevented by targeted screening for abnormal gene, counseling in selecting a healthy partner for a carrier and antenatal screening if both partners are carriers. The prevalence of carrier state in Pakistani population is around 6% giving rise to birth of about 6000 children with Thalassaemia major.

OBJECIVES: Families of 100 patients of Thalassaemia major, registered in the centre, will be targeted. All available members of the families will be approached and screened for the carrier state of the disease. 

KEY CAPACITY GAPS: A vehicle equipped with screening equipment. Personnel trained in screening and counseling. Required reagents and disposable material.

PROPOSED INTERVENTION: All unmarried individual testing positive for the carrier state will be counseled to get their proposed marriage partners also screened. They will be advised, with logical reasoning, not to marry an affected individual. Those who are already married to a carrier will be offered facility of antenatal diagnosis. If the foetus is found to have Thalassaemia major, the couple will be advised and offered therapeutic abortion.

SUSTAINABILITY: If required funds are arranged the project can be sustained beyond date of completion not only in the same district but extended to other areas with acquired equipment and trained staff from running resources made available by the Society.

BENEFICIARIES: 100 targeted families of Rawalpindi District of Pakistan.

PROGRAMME IMPACT: Expect to reduce the birth of thalassaemic children in the area by 50% and in targeted families by 80-90%.

TIME LINE: Three years.

PERFORMANCE INDICATORS:

INPUT/PROCESS INDICATORS: Initial birth rate of affected children in the families.


OUTPUT INDICATORS: Degree of acceptance of counseling.


OUTCOME INDICATORS: Decline in birth rate of affected children.

EVALUATION OF IMPACT: Awareness of situation by the affected families. Frequency of accepting counselor’s advice. Participation by the families in furthering the project 

FUTURE PLANS: Extension of the project to adjoining districts of Attock, Haripur, Chakwal and Jhelum.

PROJECT BUDGET

NAME OF THE ORGANISATION: Pakistan Thalassaemia Welfare Society

PERIOD FOR THE BUDGET: January 2007 to December 2009

NAME OF THE AFFECTED AREA: Rawalpindi District of Pakistan

	S.NO.
	BUDGET LINE ITEMS
	UNIT
	# OF UNIT
	UNIT COST
	TOTAL COST ($)*

	1
	Haematology Analyzer
	100 Families
	6000 Members
	100.00
	10,000.00



	2
	Ultrasound Machine
	100 Families
	6000 Members
	100.00
	10,000.00

	3
	CVS Needles (50)
	100 Families
	6000 Members
	50.00
	5,000.00

	4
	Chemicals, Disposables
	100 Families
	6000 Members
	29.65
	2965.00

	
	……
	
	
	
	

	
	Sub total (A)
	
	
	
	27965.00

	
	G&A Overheads (7 % of A)
	
	
	
	3185.00

	
	Grand Total
	
	
	
	31150.00

	
	11 % Transaction Fee
	
	
	
	3850.00

	
	
	
	
	
	35000.00


· US$ have been converted @ Pakistani Rs. 60.00 to $.

