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@]l ....where do we begin?
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Here is Edward Bear,
coming downstairs now,
bump, bump, bump, on the
back of his head, behind
Christopher Robin.

It is, as far as he knows,
the only way of coming
downstairs, but sometimes
he feels that there really
is another way, if only he
could stop bumping for a
moment and think of it.
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Process Map

Sudden Cardiac Death Process Map
Start — child can not be woken and parent phones ambulance control, End: relatives access genetic service
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Action Plan.

Sudden Cardiac Death Process Mapping-Action Plan

Statement of intent:-

To develop a service and a referral pathway for patients and families who are at risk from sudden cardiac death. The
patients and families who use this service will be affected or have a family member who is affected with a genetically

CYMRU inherited cardiac rhythm disorder.
NEGOTIATED RESOURCES ACTION STRATEGY | TIME SCALE EVIDENCE
OUTCOMES
1.Summarise the Time Arrhythmia nurses | To be completed | Comments
proceedings of the Notes and to summarise the and circulated received back
SCD process mapping | process map day and circulate to | by 31 October Minutes of
event (27.09.07) from the event | all members who 2007 steering group
2. Develop a steering | Time attended. 14 November meeting
group with key Co operation of | Ask all membersto | 2007
representatives from | others comment on First meeting by
all areas and arrange | Time summary 30 November
regular meetings. Arrhythmia nurses | 2007
to contact all groups
and set a date for 1st
meeting
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 Heart to Heart: Inherited

Cardiovascular
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Recommendation 7.9.1

(A): Ensure appropriate
retention of samples
following a sudden
cardiac death
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Prior to launching the service DH will make coroners and pathologists aware of:

(a) The Genetic Information Service (GIS)

(b) How to record the death if an inherited cardiac condition is suspected

(c) The need to store tissue samples and record location of storage or location of nearest specialist
pathologist

(d) The need to inform the Proband’s (deceased) GP and family of implications for the immediate
relatives

(a) Sudden death occurs — case referred to coroner

(b) Post Mortem carried out

(c) Inherited Cardiac Condition found or SADS suspected — inquest opened

(d) Pathologist takes tissues samples

(e) Pathologist logs location of tissue storage on national database

(a) Coroner informs relatives of cause of death and the implications of it

(b) Relatives are given a card with the number of the Genetic Information Service which outlines the

need for the GP to make a referral to an inherited cardiac conditions clinic on their behalf

'

(a) Relatives contact the Genetic Information Service for:

(b) Details of the nearest inherited cardiac conditions clinic (a letter will also be sent from the Genetic
Information Service to the family for them to take to their GP in support of the need for a referral)

(c) Information on the relevant inherited cardiac condition

(d) Bereavement support

(e) Details of other relevant charities

'

(a) Relatives ask GP to make referral to local Inherited cardiac conditions clinic

(b) Relatives attend the inherited cardiac conditions clinic for assesment:

(c) Relatives at risk are identified & treated accordingly

(d) Inherited cardiac conditions clinic retrieves data from national database

(a) The inherited cardiac conditions clinic which first confirms the diagnosis should give a card for the
GIS to the immediate family to be passed to other relatives who require assessment.

(b) Immediate relatives will contact other family members

(c) If relatives are scattered across the UK they will call the Genetic Information Service for the

nearest clinic to them
BEA F ’Nq. HEAR' DISEASE d) Those relatives will ask their GP for referral to their local inherited cardiac conditions clinic (a letter
will be sent from the Genetic Information Service to the family for them to take to their GP to

support the need for referral)
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Genetics Information Service
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e |nherited Cardiac condition found or SADS
suspected — inquest

« Pathologist takes tissue samples

» Pathologists logs location of tissues
storage on National data base.

 The need to inform the probands GP and
family of implications for the immediate
relatives.
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Summary

New working partnerships have been developed
Increased referrals to genetics department
Better communication across disciplines.

Arrhythmia’s nurses across North Wales are trying to
standardise practice.

Increased awareness for other healthcare professionals
and non healthcare professionals

New established links with local/national voluntary
groups.

Our service compliments the GIS
We are meeting the needs of patients and families!
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Thank You
michelle.bennett2@wales.nhs.uk
erica.longster@wales.nhs.uk

Any Questions
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