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Care Pathway Documentation For People With Learning Disabilities and Epilepsy 
Mission Statement

The epilepsy care pathway has person centred planning at its core. It is designed to respond to the individual needs and preferences of the person. Our aim is to provide care based on best practice to achieve the following:

· Reduce the mortality and morbidity associated with epilepsy

· Minimise the negative effect of epilepsy on the daily functioning of the individual and improve their quality of life

The epilepsy care pathway provides a framework for the management of a person with a learning disability who is suspected of having seizures. 

Criteria for use of Care Pathway:

The care pathway is limited to people whose epilepsy is primarily managed within the learning disability service. 

Using the Care Pathway Documentation

· The client and their carers will be informed of the purpose of the Care Pathway and their permission will be sought.

· The client will receive copies of the documentation.

· The Care Pathway Documentation will be shared by the professionals involved in the care of epilepsy.

· Professionals may wish to insert additional information to this document. Additional sheets should be inserted at the back of this document and recorded in the appendix. 
· This documentation will be reviewed next in September 2003 and thereafter annually.  Updated copies will be available from the learning disability care pathway facilitators.
	This Care Pathway is intended as a guide to the service response to individuals referred as above.  All professionals are free to exercise their own professional judgement when using this pathway. In all circumstances it is important to consider issues around consent. Any decision to deviate from the pathway must be documented on the variance form. Please refer to the pathway Implementation Pack for details of how to use the Documentation. If you have any comments or queries regarding the use of this Care Pathway please refer to the contact list.




Overview of the Care Pathway and the Process Map

The care pathway is divided in to five stages.  These are illustrated on the process map:

















Stage 1 Allocation of Care Co-ordinator

The Care Co-ordinator plays a central role in ensuring the care pathway process proceeds correctly and all the documentation has been completed. 

Who should be the Care Co-ordinator?

The Care Co-ordinator can be any health care professional who is part of the Community Learning Disability Team for community clients or part of the Multi-disciplinary Team for inpatients.

The Care Co-ordinator may be actively involved in any or all stages of the pathway, but they do not have to be. Any individual who is already over seeing care for the client can take on the co-ordinator role, e.g. a designated key-worker.

It will be the Care Co-ordinators responsibility to ensure that somebody is designated to replace them if they relinquish their co-ordinator role.

	Care Co-ordinator:
	Variations

	Name

Position

Contact Details

	
	

	Date allocated as Care Co-ordinator
	___/____/____

	Change of Care Co-ordinator:
	Reason for change

	Name

Position

Contact Details

	
	

	Date re-allocated as Care Co-ordinator

	___/____/____


Stage 2 Assessment

	History

	When was epilepsy suspected or diagnosed?
	

	By whom 

and where?
	

	Do current seizures differ from initial diagnostic seizures?
	YES      NO

	Were the seizures classified?

	YES      NO

	If YES, give details

	Was any epileptic syndrome identified?

	YES      NO

	If YES, give details



	Is there an identified cause for the seizures?
	YES      NO

	If YES, give details



	Is there a history of seizures in the family?

	YES      NO

	If YES, give details



	Is there a history of status epilepticus or prolonged seizures?
	YES      NO

	If YES, give details.



	If YES ensure local rectal diazepam guidelines have been completed or state the reason why this has not been done?

	Any history of epilepsy related hospitalisations?
	YES      NO

	If YES, give details.



Recorded by:  ____________

Recording date: ____/____/____
	Seizure description summary

Repeat for each seizure type

	Before
	
	Checklist

Have you covered the following points in your description?

Duration
 FORMCHECKBOX 

Movements
 FORMCHECKBOX 

Incontinence
 FORMCHECKBOX 

Cyanosis
 FORMCHECKBOX 

Awareness
 FORMCHECKBOX 

Behaviour
 FORMCHECKBOX 

Mood
 FORMCHECKBOX 

Assoc. with sleep
 FORMCHECKBOX 



	During
	
	

	After


	
	

	

	Any other comments and variations
	Checklist

Have you covered the following points in your description?

Frequency
 FORMCHECKBOX 

First Aid
 FORMCHECKBOX 

Triggers
 FORMCHECKBOX 

Clusters
 FORMCHECKBOX 

Menstruation
 FORMCHECKBOX 

Seizure patterns
 FORMCHECKBOX 

Mornings
 FORMCHECKBOX 

Evenings
 FORMCHECKBOX 




Recorded by:________________

Recording date: _____/____/_____

If current medications are changed after the recording date write in new dose/ medication followed by the date it was started.
Monitoring medication

	Current anti-epilepsy drugs

	Drug name
	RoA
	Start date
	Dosage
	Side effects experienced

	
	
	
	
	


	Past anticonvulsants

	Drug name
	RoA
	Start

Date
	Stop date
	Max. Dose
	Reasons for discontinuing

	
	
	
	
	
	


	Other medications used simultaneously

	Drug name
	RoA
	Start date
	Dosage
	Indications for use

	
	
	
	
	


RoA=Route of Administration (O=Oral, IM=intramuscular injection, IV=intravenous injection, R=rectal)
	Variations:




Recorded by:______________

Recording date: ___/____/____


Recording of Test Results

	Blood Tests
	Request Date
	Result

Received
	Request

date
	Result

Received
	Request Date
	Result Received

	Full Blood Count
	
	
	
	
	
	

	Urea &

Electrolytes
	
	
	
	
	
	

	L.F.T.
	
	
	
	
	
	

	T.F.T.
	
	
	
	
	
	

	Amylase
	
	
	
	
	
	

	Others
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	Drug Levels



	Drug 

Name
	Request Date 
	Result

Received
	Request

Date
	Result

Received
	Request Date
	Result

Received

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


FBC=Full Blood Count    U&E=Urea & Electrolytes    LFT=Liver Function Test   TFT=Thyroid Function Test

Recorded by:_____________

Recording date:____/___/____

	Investigations
	Date Requested
	Date Done
	Date Results Received

	EEG


	
	
	

	Ambulatory EEG


	
	
	

	Video Telemetry


	
	
	

	CT Scan


	
	
	

	M.R.I.
	
	
	

	Video


	
	
	

	Other e.g. SPECT, PET


	
	
	

	ECG
	
	
	




Recorded by: _______________

Recording date: ____/___/____
Stage 3 Training Clients and Carers
Co-ordinators will check to see if the person with epilepsy and all individuals responsible for caring for the person have received adequate training. 

	General Epilepsy Training – For All

	All those caring for a person with epilepsy and if appropriate the person themselves should be able to discuss the following points:

· What is epilepsy?

· How is it diagnosed?

· What are the main causes for epilepsy?

· Why is it important to treat epilepsy? (see mission statement)
· What are the main treatments and investigations?

· How do you classify epilepsy?

· How do you identify the different types of seizure?

· How should the seizures be recorded?

· First aid during and following a seizure?

· What is status epilepticus?

· What should you do if some one has a prolonged seizure or has more seizures than usual?

· Where can you get more information?
Is there an identified training need              YES      NO
If YES, record who needs training and when is it due to happen?

Name                 Designation                        Address                            Date of

                                                                                                               training

It is recommended that trained individuals should have updates at least yearly
	

	
	


Recorded by: _______________

Recording date: ____/___/____

	Rectal Diazepam Administration Training

(only for persons at risk of status epilepticus or prolonged seizures) 

	It is recommended that the rectal diazepam training is conducted by a nurse with at least the English National Board N45 qualification or equivalent.  All trained individuals should be able to demonstrate an ability to administer rectal diazepam in a simulated situation and should hold a certificate that states the same.

	Is there an identified training need?                    YES      NO 
	

	If YES, record who needs training and when it is due to happen:

   Name                Designation                           Address         Date of Planned

                                                                                                       Training




	Have local rectal diazepam guidelines been completed    YES       NO
If no, why not?




Recorded by:___________________

Recording date:_____/_____/____
	
Variations – for Stage 3

Please record any exceptions or variations to the planned training.

State which type of training is being refused and why (if applicable):

Signature of manager of organisation refusing training:




Name of manager of organisation:

Name of organisation:

Date ___/___/___

Individuals with capacity may not consent to the use of rectal diazepam, record the reason why and ask them to sign below (if they agree)

Reasons for not wanting rectal diazepam:

 Signature:
Date ___/___/___

Other Variations

Recorded by:________________

Recording date:_____/____/____




Stage 4 Treatment Plan/Objective Setting

The Co-ordinator will check that clear treatment objectives have been set for the person, a review date set and sufficient consultation has occurred with regard to the treatment objectives. 

	What is the objective to be achieved?
	How will you know that the objective has been achieved?
	Who will be responsible for overseeing this?
	Date by when the objective should be achieved?

	1


	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	2


	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	3


	
	
	

	4


	
	
	

	
	
	
	


Recorded by:_____________

Recording date:____/____/____

Treatment Plan Consultation


All those consulted in producing the treatment plan should be listed below. 

	Name
	Relationship to person
	Invited to review

(Yes/No)
	Copies of Plan sent

(Yes/No)

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	



	
	
	


Date of review:

Venue of review:

Recorded by:_______________

Recording date: ____/___/____

Stage 5 Review of Treatment Plan

The co-ordinator will check to see all stages have taken place. The co-ordinator will ensure that the documentation has been updated and variations recorded. 

Review documents

Identify if each objective has been achieved by circling  Yes or No.

Variations: If any of the objectives have not been achieved give comments / possible reasons below:

	
Objective                                        Comments
	Was the objective achieved?

	1
	
	Yes     No



	2
	
	Yes     No



	3
	
	Yes     No



	4
	
	Yes     No




After going through each treatment objective as above the next task is to decide if there has been an overall improvement, it is important to look at individuals/carers views and quality of life changes in helping to make this decision.

The outcomes based on the overall improvement should be as follows:


1. Satisfactory improvement

A. The individual leaves the pathway.The individual should continue to be reviewed according to their individual needs (at least yearly). 

OR
B. The individual re-enters the pathway at the relevent stage in order to receive further or additional treatment.

2. Unsatisfactory improvement and complex needs

If it becomes apparent that the individual has complex needs which may or may not include epilepsy they should leave the care pathway and a second opinion should be requested. The second opinion should be from an appropriate health care professional who does not normally work in the team that has currently been providing epilepsy care.

3. Unsatisfactory improvement without complex needs.

If the individual does not have complex needs but has not benefitted from an overall improvement it is important to identify reasons why this has happened.  The individual should leave the care pathway.  Reasons for the lack of improvement should be recorded after being discussed by the CLDT and if appropriate shortfalls in service provision highlighted. Following this the individual my start on the care pathway again.

	Review Sheet
	

	1. A. Was there overall satisfactory improvement and no further  change in treatment is required?

If yes leave care pathway and set a date for review.

COMMENTS: 

REVIEW DATE:

B. Was there overall satisfactory improvement and further treatment is required?

If yes re–enter pathway at the relevent stage.

COMMENTS:

Re-entry stage:
	Yes  No

Yes  No

	2. Was there no satisfactory improvement and the person has complex needs?

If yes, leave care pathway and arrange a second opinion.

COMMENTS:

State who has been contacted for the second opinion.


	Yes  No

	3. Was there no satisfactory improvement and the person does not have complex needs?

If yes, leave care pathway and record possible reasons why there was no improvement.

Include shortfalls in service provision if appropriate

Comments:


	Yes  No



Co-ordinators Check List At Stage 5 Review

	At the review the co-ordinator must run through the following checklist to ensure that the care pathway process has been completed.
	Please circle
	Stages

	Has the general assessment document been completed?
	Yes  No
	2

	Have medications, test results and investigations been recorded?
	Yes  No
	

	Are local rectal diazepam guidelines required?

	Yes  No
	

	If yes, have they been completed?

	Yes  No
	

	If they have been completed, have the Managers of the individual’s services signed the guidelines?
	Yes  No
	

	Have carers received general epilepsy training?
	Yes  No
	3

	If no, has general epilepsy training been arranged?
	Yes  No
	

	Is rectal diazepam training needed?


	Yes  No
	

	If yes, has this been arranged or completed?
	Yes  No
	

	Have treatment objectives been set?

	Yes  No
	4

	Has there been consultation in setting the treatment objectives?

	Yes  No
	

	Was a review date set?

	Yes  No
	

	Did a review of the treatment objectives occur?

	Yes  No
	5

	Was a specific outcome from the review recorded?

	Yes  No
	

	Was the documentation updated to take in to account changes in medication, investigations and other miscellaneous changes?

	Yes  No
	


Variations

Recorded by: ________________ 


Recording date: ___/____/____
Appendix
Record any additional comments here:

List all additional information that is attached to this document and state which page number it refers to in this document.

Note: examples of additional information: continuation sheets, local protocols such as rectal diazepam forms, local checklists and anything else that you feel will add to the information recorded in this document.

1. Page no. _____

2. Page no. _____

3. Page no. _____

4. Page no. _____
5. Page no. _____
Recorded by: ________________ 

Recording date: ___/____/____
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3. Training of the person and all individuals responsible for care provision











S


TAGE





3














S


TAGE





2














S


TAGE





1











S


TAGE





5














S


TAGE





3














S


TAGE





2














S


TAGE





1














Exit Care Pathway


Continue review at least yearly














S


TAGE





5














S


TAGE





4














S


TAGE





3














S


TAGE





2














S


TAGE





1











S


TAGE





5














S


TAGE





4














S


TAGE





3














S


TAGE





2














S


TAGE





1
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Variations:





Tests requested and not completed:





Reasons:








Any other variations:
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