Update on the Human Tissue Act 2004

Key messages
· Transplants save lives

· Success depends on the generosity of donors and their families who make this life saving gift

· Most secure way of recording your wish to be a donor is on the NHS Organ Donor Register

· Tell those closest to you about your wishes

Why is it important to register?
· There is a serious shortage of organs

· The number of people needing a transplant is growing 

· Only small number die in ITU

· Many haven’t discussed with family

What can be donated?
· Kidneys 

· Heart

· Lungs

· Liver

· Corneas

· Pancreas

· Other tissue - bone, skin, heart valves, cartilage

Facts and figures
· More than 8,000 need a transplant

· Over 400 die each year while waiting

· Nearly 3,000 people a year literally have their lives saved or dramatically enhanced by receiving an organ transplant

· 13.6 million people now on the Organ Donor Register – 22% of population

Human Tissue Act 2004 and Human Tissue (Scotland) Act 2006
· Main provisions in force 1 September 2006

· Differences in legislation in Scotland and rest of UK
Human Tissue Act 2004
· Framework for regulating the storage and use of human organs and tissue from the living and the deceased

· Applies to England, Wales and Northern Ireland

· Repeals and replaces existing legislation

· Established Human Tissue Authority – new regulatory body to implement provisions of Human Tissue Act

· At the heart of the Human Tissue Act lies the need to obtain consent for the removal, storage and use of bodies or human tissues for scheduled purposes
· Scheduled purposes include anatomical examination, determining the cause of death, public display, research, transplantation and certain other specified purposes

How does the Human Tissue Act affect organ donation?
Deceased donor transplantation

· Consent – wishes of deceased take precedence

· Lawful to preserve organs for transplantation whilst awaiting consent

· NHS staff have duty to respect wishes of deceased – should do whatever they can to fulfil wish to donate
Living donor transplantation

· Regulation of all living donor transplantation by Human Tissue Authority

· Paired donation – through a pool of donors and recipients now possible
· Non-directed altruistic donation – donating to someone you don’t know now possible
· Trafficking of human organs illegal

Consent is key
· The Human Tissue Act makes it clear that where an adult has given consent, whilst alive and competent, then that consent is sufficient for the activity to be lawful

· Wishes expressed by deceased in life paramount e.g. if they had joined the Organ Donor Register.

· Relatives no longer have the legal right to overrule a loved one’s wish to donate organs and/or tissue
Establishing the wishes of the deceased

· Organ Donor Register (or other source) will be checked to establish whether a  deceased person had given consent for organ or tissue donation

· Relatives will be told of recorded wish

· If there is no record, relatives will be asked if the deceased wanted to donate
Discussing wishes of deceased with their family
· If families object to donation, medical staff should seek to discuss the matter sensitively with them

· They should be encouraged to accept wishes of deceased and have no legal right to veto or overrule those wishes

· There may be cases in which donation is inappropriate and each case considered individually
When wishes of deceased not known
· If the deceased person’s wishes are not known, consent can be given by a nominated representative or person in a qualifying relationship

Deceased donation - children
· Medical staff will discuss with parents, even if child self-registered on Organ Donor Register
· If child’s wishes are not known, every effort should be made to establish the parent’s wishes, before seeking consent of the person in the closest qualifying relationship to the child.

Qualifying relationships
The Human Tissue Act ranks persons in a qualifying relationship for the purposes of obtaining consent; ideally consent should be obtained from the person ranked highest

· Spouse or partner

· Parent or child

· Brother or sister

· Grandparent or grandchild

· Niece or nephew

· Stepfather or stepmother

· Half-brother or half-sister

· Friend of long standing

Human Tissue (Scotland) Act 2006
What are the differences?

· ‘Authorisation’ rather than consent

· No provision for nominated representation

Authorisation: Adults 
· Adults may authorise removal and use of organs for transplantation after their death

· Authorisation may be in writing or given verbally

· E.g. ODL, Organ Donor cards, registration forms, UKT website

· Withdrawal of authorisation must be in writing

· If adult blind or unable to write, withdrawal may be made in writing by signatory if witnessed

· Where no authorisation by the adult exists, nearest relative can authorise removal of organ for transplantation

· Authorisation for transplantation cannot be withdrawn

· Nearest relative can extend authorisation for transplantation to include education, training, research or audit

Who is the nearest relative?

· Spouse or civil partner

· ‘Common law’ partner of not less than 6 months

· Child

· Parent

· Brother or sister

· Grandparent

· Grandchild

· Uncle or aunt

· Cousin

· Niece or nephew

· Friend of Longstanding

Authorisation: Children – 12 or over
· Considered legally competent to authorise removal and use of organs for transplantation after their death

· E.g. able to register themselves

· Authorisation must be in writing 

· E.g. registration form, UKT website, NOT ODL

· Withdrawal of authorisation must be in writing

Conclusion
· Still important to tell friends, family and loved ones about your wishes

· Important to record your wish on the ODR because it will be checked to establish consent to donation

· If someone wanted to donate, their wish should be fulfilled

· In Scotland children can register themselves at 12

· People already on the ODR or carrying a donor card will automatically count as giving permission under new legislation

· They do not need to re-register

