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Piloting the draft accessible information standard

1  Scope and scale of the pilot

The Clatterbridge Cancer Centre is one of the largest networked cancer centres in the UK. Combining its world-class clinical services, research and academic excellence, the Centre provides the highest quality, specialist nonsurgical oncology treatment and care for more than 2.3million residents in Merseyside, Cheshire, North Wales and the Isle of Man as well as national and international cancer patients. We treat in excess of 27,000 patients per year, registering 8,000 new patients each year and providing more than 130,000 attendances for treatment. 
The Pilot site for the draft accessible information standard was the whole organisation excluding The Clatterbridge Clinic (our private patient unit).
The Clinical Specialist for Additional Needs, Macmillan Information and Support Managers and the Patient Services Team documented all requests for accessible information during the pilot.
During the pilot phase (31/01/2015 – 31/03/2015) our Clinical Specialist for Additional Needs made contact with 31 patients known to have information and / or communication needs, this contact was on the initial visit where the patients were reviewed, along with their carers where appropriate. All information was discussed at a level that was deemed appropriate for the individual and in 3 cases the information about Radiotherapy was given in an ‘easy read format’, with a carers guide to accompany it. Both documents are readily available from our Macmillan Information Centres.
2 of the patients were blind/partially sighted and required information to be put on a CD by the local Society for the Blind and Partially Sighted – the turnaround for which was approximately 4 days. 
All records were adjusted to include details of the individuals’ information and / or communication needs in line with the Trust Policy. For each patient a Reasonable Adjustment Plan was completed, a ‘blue dot’ sticker was applied to the Patients case notes/ patient folder and an annotation regarding the communication needs documented.

The Macmillan Information and Support Managers and the Patient Services Team did not receive any additional requests for accessible information during the pilot phase.

2 Actions taken to effectively implement the standard into existing systems

2.1 Systems used to implement the standard

A paper-based system to identify, flag and record if a patient/ service user has communication or information needs relating to a disability, impairment or sensory loss was implemented immediately prior to the pilot phase and is documented in the Trust policy  ‘Use of Additional Needs Alert Sticker’ policy. The policy was launched 19/01/2015 and additional training for Medical Records (Non-clinical) staff commenced 26/01/2015.
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2.2 How the standard was implemented

Our Clinical Specialist for Additional Needs provided face to face training with key clinical and non-clinical staff on the use of the additional needs alert stickers. Further training took place during the pilot phase and has continued.

An email was sent by the Clinical Specialist for Additional Needs to all heads of departments and Medical staff informing them of the pilot. The pilot was also advertised to all Trust staff via the Trust e-Bulletin 22/01/2015.

2.3 Changes to policies and procedures

During the pilot we investigated the possibility of introducing electronic flags and this work is still on going. The Trust plans to introduce a new Electronic Patient Record system early next year (February 2016) and this will allow us to flag patients with communication or information needs relating to a disability, impairment or sensory loss. It is still unknown if the new system will allow us to provide correspondence in alternative formats automatically.
A draft Accessible Communication Policy has been compiled based on the ISB 1605 Accessible Information Standard Specification draft. Once the specification draft has been finalised the Trust policy will be updated accordingly, document controlled in line with Trust policy and made available to all Trust Staff. A programme of training will also accompany the introduction of this policy; this will include training all patient facing staff to ask all patients/ service users (and where appropriate their carers and parents) if they have any information/communication needs.
During the pilot it was decided that an annotation should be included in Aria, the electronic system that holds the radiotherapy treatment plan, for patients with an alert sticker. The memo (inserted below) was circulated to all relevant staff and guidance will be included in the ‘Accessible Communication Policy’.
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As a Trust we are confident that once a patient/ service user is identified as having communication or information needs relating to a disability, impairment or sensory loss we are thorough in our approach and are able to provide appropriate information and communication support. We are now working on ways to ensure that all patients with communication or information needs are identified and flagged in advance of their treatment commencing. As a result we have updated our policy ‘The management of patients attending with additional needs’ which now includes an Audit section (draft policy attached). We are looking to convert the ‘Use of Additional Needs Alert Stickers policy to a procedure document and change its title to ‘Alert Stickers’ as this document is not limited to patients with additional needs.
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Our Trust Wide Guideline ‘Communication Support Guidance: accessing and using interpreters, translation services, assistance and facilities’ is also currently under review following the pilot project. Additions to this document will include guidance on staff responsibilities to ensure that all patients/ service users requiring ‘personal’ or ‘direct’ communication (for example correspondence in an alternative format) and ‘generic’ / ‘indirect’ communication (for example leaflets or manuals) do not receive standard print documents and, guidance for staff on how to ‘call’ patients with communication or information needs through for appointments. 
3 Impact and cost of implementing and following the standard

The Trust utilised the funding provided as part of the pilot study to fund the Clinical Governance Manager for Patient Safety to dedicate 60 hours of her time to reviewing the pilot documentation, updating and creating Trust policies in order to fulfil the requirements of the Standard and to investigate IT options to convert the paper-based system into an electronic system.

During the pilot we investigated the use of text phones for patients/service users with information/communication needs and these have now been ordered using funding provided as part of the pilot study.

The impact on staff has been minimal due to the small numbers of patients identified during the pilot phase as having communication or information needs relating to a disability, impairment or sensory loss. 

Patients whose first language is not English and therefore require translators and written information translated have a much more significant staff time and financial impact on the Trust, however they are excluded from the scope of the standard.
Staff training for supporting and caring for patients with additional needs is already embedded within the Trust and is part of our ‘business as usual’. We currently offer mandatory communication skills, safeguarding and equality & diversity training, dementia awareness training, caring for patients and service users with Learning disabilities training and Deaf awareness training. We are looking to expand the scope of our training over the coming months. 
The Written Information Group has expanded its scope to review the content of the correspondence letters we send to our patients. The group has agreed the following paragraph to be included in all future letters to our patients. 

“CCC letters and information can be made available in a range of formats on request (e.g. Audio, large print, easy read, Braille, BSL or other languages). Please contact Patient services on patient.admin@clatterbridgecc.nhs.uk or telephone CCC x 5157 if you require this service.”

4 Feedback on the practicality of implementing the standard using existing documents/ in its current form
The comprehensive array of documents that accompany the standard, whilst helpful, did provide a barrier to the implementation of the standard due to the time required to read the documents and translate them into practice.
We were in the fortunate position that prior to committing to pilot the standard we had already investigated within the Trust a paper-based system to flag patients with Additional Needs, and were therefore able to implement this with minimal disruption to staff.

The Standard states that ‘Paper-based systems and documentation MUST enable recording of needs in line with the human readable definitions of the data items associated with the subsets defined by the standard.’ This was not possible for the Trust to implement during the pilot phase as the staff involved in the project did not have experience of using these codes and found it difficult to identify expertise in the Trust in such a short timeframe. More guidance on what is required with regards to the recording of needs in line with the human readable definitions of the data items for Trusts implementing a Paper only based system would be valuable.
5 Feedback on the usefulness of the Implementation Guidance in supporting implementation of the standard
Currently, our Trust process is to refer patients/ service users with any additional needs to the Clinical Specialist for Additional Needs who discusses those needs with the patient/ service user (and where appropriate their carers and parents) and puts a plan in place to ensure those needs are met. We hope to expand the knowledge of our patient facing staff to give them the resources and confidence (especially for those who are non-clinical) to accurately ascertain and record patients/service users information and communication needs directly, as some of the patient needs could be solely accommodated by the staff member asking about the needs (i.e. receptionist/secretary) without referral to the Clinical Specialist for Additional Needs. The scenario examples in the Implementation Guidance are very helpful and staff would value more examples if available.
6 Assessment of the effectiveness and clarity of the Specification, Implementation Plan and Clinical Safety Case

The Standard Specification draft is a comprehensive document. It would, however, benefit from being more concise, if possible.
The specification draft refers to SNOMED –CT and Read Codes however it expects the reader to have knowledge of these. It would be helpful to provide a lay description for those readers who have no prior knowledge.

With regards to the Clinical Safety Case, we did not identify any issues with Hazards 1 and 2 during the pilot that have not already been raised above, however it would be helpful if some guidance could be provided to help Trusts identify those that fall under Hazard 3. 
To minimise Hazard 3 we plan to conduct a once yearly audit of a random sample of patient records (those patients who have attended the Trust within the previous 12 months) to assess the following:

a) If patient flagged as having communication or information needs relating to a disability, impairment or sensory loss, have those needs been appropriately met? Have they been recorded accurately?

b) If patient has not been flagged, does the patient have any communication or information needs relating to a disability, impairment or sensory loss? i.e. have we failed to identify and/or flag their needs. 
7 Benefits / efficiency savings associated with implementing / following the standard
· ‘Did Not Attends’ (DNAs) - We were unable to measure any increase or decrease in DNAs during the pilot period.

· Clinical scheduling: implementation of the standard did not have an impact on clinics/ sessions running on time.

· Complaints and the patient/ service user experience: the patients for whom accessible information was provided reported that they were happy with the information provided. No complaints were received regarding information and communication support during the pilot period.

8 Any other Comments

The Trust would like to thanks NHS England for the opportunity to participate in the pilot of the accessible information standard. We have made process changes that will benefit our patients and we are looking forward to making further improvements to our processes to ensure that our patients’ information and communication support needs are continually met.
It would be helpful to have a leaflet, produced by NHS England, in a variety of formats (easy read, braille, audio etc.), that describes the accessible information standard for patient/ service users, which encourages them to request information in alternative formats if required, asks for their feedback (questionnaire?) if alternative formats are provided and also tells them how they can raise comments, concerns or complaints within the providing organisation. In addition, it would also be helpful if NHS England could provide poster templates for Trusts to advertise their commitment to the standard and the services available.

At the ‘Effective implementation of the accessible information standard’ workshop in Leeds 27/03/2015, a patient representative mentioned a ‘prescription’ sheet which asked the patient/service user or their carer to ‘tick’ the relevant boxes for how they would like to receive information/ communicate with the Trust i.e. email, BSL interpreter. Could this be combined with the SNOMED –CT codes list for staff to record the requirements?
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All staff need to be aware that they are responsible for ensuring correct and appropriate use of the alert stickers. Please refer to the policy to clarify when these stickers should be used, for example patients with sensory impairment, learning difficulties, language barriers, those with violent and abusive behaviour.



The BLUE “additional needs alert stickers” will be available in all clerical and clinical areas. The blue alert sticker identifies any patient where there is an identified additional need and the appropriate action to be taken in order to ensure appropriate and safe intervention. 



In order to ensure that staff responsible for treating the patient on a daily basis are aware of any additional needs, without the need to check the notes of every patient on a daily basis, it has been agreed that this information will be entered free text into Aria in dose calc. A comment should be written in “messages” on the first line alongside the patient date of birth that a reasonable adjustment care plan is in place. It will then be the responsibility of any staff caring for that patient to make themselves aware of any issues relating to that patient.

This will be in addition to the use of sticker system on the scripts which should already be in place. 



Example:

In Aria

D.O.B 01/01/2015 RA completed.

(Note maximum 25 characters/line in Aria)



This method has been chosen as the Aria screen will be seen in the treatment room on a daily basis so will be picked up by staff who may not always treat the patient for example if treating on lates.

If you have any queries please contact Debbie de Jonge on ext. 5282.
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1.0	Introduction



This guidance is for all staff involved in the care and/or treatment of a person with Additional Needs such as patients with Learning Disabilities/ Difficulties, Dementia and Mental Health concerns. 



The guidance covers persons with ‘Protected Characteristic’ as defined in the Equality Act 2010.
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The Royal College of Nursing “Meeting the health needs of people with learning disabilities” (April 2006, revised February 2007) document defines learning disabilities as follows:



Learning disabilities affect about 1.5 million people in the UK and are common, lifelong conditions which are neither illness nor disease.  The term is used in relation to individuals who have the following characteristics:



✦ 	a significant impairment of intelligence – measured through cognitive 	assessment

✦ 	a significant impairment of social functioning – skills needed to function 	independently e.g. cooking, communication, personal care.

✦ 	age of onset before adulthood (i.e. in the developmental period) (BPS, 	2000) – most occur before, during or soon after birth defined as before 18 	years.
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1.2	Terminology



Learning disabilities

The term ‘learning disabilities’ replaced ‘mental handicap’ in the early 1990s and is used throughout the UK, although other terms, such as ‘intellectual disabilities’, are increasingly being used.



“A learning disability is a reduced intellectual ability and difficulty with everyday activities – for example household tasks, socialising or managing money – which affects someone for their whole life.” (Mencap website http://www.mencap.org.uk/all-about-learning-disability/about-learning-disability accessed 20/09/12)



Dementia

“The term 'dementia' describes a set of symptoms that include loss of memory, mood changes, and problems with communication and reasoning.  There are many types of dementia.  The most common are Alzheimer's disease and vascular dementia.  Dementia is progressive, which means the symptoms will gradually get worse.” (Alzheimer's Society website http://www.alzheimers.org.uk/site/scripts/documents.php?categoryID=200120  accessed 20/09/12)



Mental Health

“Mental health is a state of well-being in which an individual realises his or her own abilities, can cope with the normal stresses of life, can work productively and is able to make a contribution to his or her community” (World Health Organization website  http://www.who.int/mediacentre/factsheets/fs220/en/ accessed 20/09/12).
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2.0 	Purpose



It is recognised that people with additional needs especially those with learning disabilities and dementia are frequent users of healthcare services and have far greater health needs than the general population so these needs must be recognised and planned into care accordingly.



In support of the principles of this policy reference is made to the following documents:



Equality Act (2010) 

The Equality Act 2010 is the law which bans unfair treatment and helps achieve equal opportunities in the workplace and in wider society.



The Equality Act sets out the different ways in which it is unlawful to treat someone, such as direct and indirect discrimination, harassment, victimisation and failing to make a reasonable adjustment for a disabled person



Royal College of Nursing “Meeting the health needs of people with learning disabilities” (April 2006, revised February 2007) states that:



“Although people with learning disabilities live longer than they did decades ago they still have higher mortality rates than people without learning disabilities”



“People with learning disabilities have the same health needs as everyone else, but their risk of developing certain conditions can differ.  For example, people with learning disabilities are less likely to suffer some cancers, including lung cancer, than people without learning disabilities”




“Cancers predominantly found in people with learning disabilities differ from those in people without learning disabilities.  People with learning disabilities have higher levels (roughly double) of gastrointestinal cancers, such as oesophageal, stomach and gall-bladder, and lower rates of lung, prostate, breast and cervical cancers.  Down’s syndrome is a risk factor for lymphoblastic leukaemia.”



Mencap Report: Death by Indifference (2007)

The Death by Indifference report highlights the contributory factors to diagnostic overshadowing (wrong or no diagnosis of a medical condition that needs treatment as the person’s disability overshadows medical needs); the lack of training and skills by staff at all levels, staff difficulties communicating with the individual, staff lack of understanding of the signs of the person’s reaction to pain or distress and lack of understanding the persons behaviour and routines.



Department of Health January 2009: Valuing People Now

A key objective of this guidance is to improve the access to, and the quality of, NHS services for people with learning disabilities.  GP practices, Primary Care Trusts, Acute and Mental Health Trusts all have key roles in ensuring that their services are available and accessible and take account of people’s individual needs, particularly around the giving of information and barriers to communication.  There are also growing numbers of people with very complex health and social care needs, where a multi-disciplinary approach is essential if these needs are to be met.




Living Well With Dementia: A National Dementia Strategy 2009

The aim of the strategy is to ensure significant improvements are made to dementia services across three key areas: improved awareness, earlier diagnosis and intervention, and a higher quality of care.  The strategy identifies 17 key objectives which, when implemented, largely at a local level, should result 



in significant improvements in the quality of services provided to people with dementia and should promote greater understanding of the causes and consequences of dementia. 



The aims of this policy are to:

· Ensure a high standard of coordinated care is provided throughout the patients’ journey;

· Highlight issues of consent and advocacy for people with Additional Needs;

· Enhance communication between the patient, carers and healthcare professionals;

· Identify additional care needs and resources that may be required to support an individual patient; 

· Support the use of a reasonable adjustment assessment tool and care plan in conjunction with the patient and their carer/s.
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The policy applies to all members of staff employed by CCC when caring for patients with Additional Needs and their carers.
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4.0	DefinitionsResponsibilities

The definition of an unpaid / informal carer is a friend or relative who looks after an ill, disabled or older person on an informal, voluntary and long term basis.



The definition of a paid/formal carer is a person whose paid employment is to provide care and support to a service user. 

It is the responsibility of the staff member, during the patients’ first interaction with the Trust, to identify if a patient has any additional needs and, if so, the nature or type. 



If additional needs are identified it is the responsibility of the staff member who identified them to record them appropriately. In the case of clinical staff they are to record the needs directly in the patients’ records (in accordance the ‘Alert Stickers’ procedure document) and to make a referral to the Clinical Specialist for Additional Needs. 



If the needs are identified by a member of non-clinical staff they are to alert the consultant in charge of the patient, who will advise on the information to be recorded (in accordance the ‘Alert Stickers’ procedure document) and who will be responsible for referring to the Clinical Specialist for Additional Needs.
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The Clinical Specialist for Additional Needs is responsible for:



· Acting as a point of contact for the patient, their carers and other healthcare professionals and sharing information verbally and in writing about the care needs of the patient with the team appropriately;



· Being knowledgeable of the range of services/support mechanisms available and being in a position to act as a resource to help problem solve and meet the patient needs;



· 
If required, working closely with carers and other healthcare professionals to seek advice, support and guidance on the care needs of patients with Additional Needs;



· Completion of the Reasonable Adjustment and Assessment Care Plan



· Carrying out an on-going assessment of needs of the patient whilst acknowledging their carer’s needs and requesting additional support from other healthcare professionals when necessary;



· Ensuring that the carer’s needs are met.
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The Ward/Clinical Area Manager or their deputy will have a central role in promoting ‘best practice’ in relation to the care and treatment of patients with Additional Needs.  They will monitor compliance with the healthcare standards and take remedial action if these are not met.



The Ward/Clinical Area Manager or their deputy is responsible for reviewing (or if necessary completing) the Reasonable Adjustment and Assessment Care Plan and if required, organising additional support such as extra staff, extended appointments etc.



In the event of very complex patient needs, the Ward/Clinical Area Manager will seek the support of the Department Manager and the Clinical Specialist for Additional Needs who will review the assessment of need and authorise additional support as required.  




For inpatients it is the responsibility of Ward Manager to ensure that the dementia risk assessment is initiated for all applicable patients.  



Every patient admitted as an emergency aged 75 and over must have a nursing dementia risk assessment.  In the event of the nurse assessment indicating a possible diagnosis of dementia a medical dementia assessment must be completed.  In the event of the medical assessment indicating either a clinical impression of dementia or inconclusive findings or they are unable to exclude resolving delirium on discharge, a referral will be made to the patient's GP for further investigations.
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Whilst a patient is undergoing treatment at CCC their safety, care and wellbeing is the responsibility of the Trust.



Carers can be vital to the safe delivery of appropriate treatment and care of a patient with Additional Needs as they promote familiarity and so reduce fear and anxiety that the patient may be experiencing.  They should support the staff in the safeguarding of the individual and uphold their dignity and human rights.



The carer may be the patient’s advocate and it is usually the carer who has the expert knowledge of the most effective methods of meeting the needs of that patient, the usual behaviour of the individual, therefore supporting appropriate management or the treatment regime of the patient.




It is paramount that staff take into account carer’s views when making reasonable adjustments to deliver appropriate care.  The carer will know how the patient will respond to any investigations or treatment and may suggest ways of delivering care (for example, if the patient will accept liquid medication rather than in tablet form).



Staff need to ask carers if the person has any supporting documentation e.g. a learning disabilities Health Passport, ‘this is me’ document for patients with dementia, anticipated care calendar.  These documents act as a communication aid and underpin reasonable adjustments in accordance with the Equality Act.



Following assessment by the Clinical Specialist for Additional Needs, it will be necessary to negotiate with the Department Manager the level of support available by the paid/formal carers.  This will be documented in the Reasonable Adjustment Care Plan if used.  



Any gaps in level of care provide will be met by CCC staff and funded by the Trust.



Provision can be made for carers to stay in the Hospital overnight. Requests should be made to the Ward manager.
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Please see list of references, section 1210.0.
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6.0	Definitions



The definition of an unpaid / informal carer is a friend or relative who looks after an ill, disabled or older person on an informal, voluntary and long term basis.



The definition of a paid/formal carer is a person whose paid employment is to provide care and support to a service user.
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Clinicians are responsible for alerting the Clinical Specialist for Additional Needs  when they identify a patient with Additional Needs.




The Clinical Specialist for Additional Needs will alert the manager/appropriate staff of the relevant clinical area prior to the patient attending CCC and complete (where possible) a Reasonable Adjustment Assessment and Care Plan for the patient.



7.0	Duties and Responsibilities

When a patient attends CCC, the following roles and responsibilities apply.
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The Clinical Specialist for Additional Needs is responsible for:



· Acting as a point of contact for the patient, their carers and other healthcare professionals and sharing information verbally and in writing about the care needs of the patient with the team appropriately;



· Being knowledgeable of the range of services/support mechanisms available and being in a position to act as a resource to help problem solve and meet the patient needs;

· If required, working closely with carers and other healthcare professionals to seek advice, support and guidance on the care needs of patients with Additional Needs;

· Completion of the Reasonable Adjustment and Assessment Care Plan

· Carrying out an on-going assessment of needs of the patient whilst acknowledging their carer’s needs and requesting additional support from other healthcare professionals when necessary;

· Ensuring that the carer’s needs are met on the ward and in all clinical areas.



7.2	Ward/ Clinical Area Manager



The Ward/Clinical Area Manager or their deputy will have a central role in promoting ‘best practice’ in relation to the care and treatment of patients with Additional Needs.  They will monitor compliance with the healthcare standards and take remedial action if these are not met.



The Ward/Clinical Area Manager or their deputy is responsible for organising additional support such as extra staff, if required.



In the event of very complex patients needs, the Ward/Clinical Area Manager will seek the support of the Department Manager and the Clinical Specialist for Additional Needs who will review the assessment of need and authorise additional support as required.  



For inpatients it is the responsibility of Ward manager to ensure that the dementia risk assessment is initiated for all applicable patients.  



Every patient admitted as an emergency aged 75 and over must have a nursing dementia risk assessment.  In the event of the nurse assessment indicating a possible diagnosis of dementia a medical dementia assessment must be completed.  In the event of the medical assessment indicating either a clinical impression of dementia or inconclusive findings or they are unable to exclude resolving delirium on discharge, a referral will be made to the patient's GP for further investigations.




7.3	Carers (Both Paid and Unpaid)



Whilst a patient is undergoing treatment at CCC their safety, care and wellbeing is the responsibility of the Trust.



Carers can be vital to the safe delivery of appropriate treatment and care of a patient with Additional Needs as they promote familiarity and so reduce fear and anxiety that the patient may be experiencing.  They should support the staff in the safeguarding of the individual and uphold their dignity and human rights.



The carer may be the patient’s advocate and it is usually the carer who has the expert knowledge of the most effective methods of meeting the needs of that patient, the usual behaviour of the individual, therefore supporting appropriate management or the treatment regime of the patient.



It is paramount that staff take into account carer’s views when making reasonable adjustments to deliver appropriate care.  The carer will know how the patient will respond to any investigations or treatment and may suggest ways of delivering care (for example, if the patient will accept liquid medication rather than in tablet form).



Staff need to ask carers if the person has any supporting documentation e.g. a learning disabilities Health Passport, ‘this is me’ document for patients with dementia, anticipated care calendar.  These documents act as a communication aid and underpin reasonable adjustments in accordance with the Equality Act.




Following assessment by the Clinical Specialist for Additional Needs, it will be necessary to negotiate with the Department Manager the level of support available by the paid/formal carers.  This will be documented in the Reasonable Adjustment Care Plan if used.  



Any gaps in level of care provide will be met by CCC staff and funded by the Trust.



Provision can be made for carers to stay in the Hospital overnight. Requests should be made to the Ward manager.



[bookmark: _Toc414884707]7.1	Reasonable Adjustment



For all patients’ identified as having an Additional Need a Reasonable Adjustment form (RA form) should be completed by either the Clinical Specialist for Additional Needs or the Ward/Clinical Area Manager or their deputy. The purpose of this assessment is:



· to identify any areas where the patient may be at risk

· to identify how much additional support may be required to reduce risk

· to identify who can most effectively provide such support

· to identify reasonable adjustments required to support the patient whilst in hospital.
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8.07.2	Capacity and Informed Consent



Many patients with Additional Needs do have the capacity to give informed consent provided the information is delivered in the most appropriate format 



In accordance with the Mental Capacity Act 2005, if the healthcare professional considers the patient does not have the capacity to give informed consent, a formal point of decision mental capacity assessment must be completed.  It is always advisable, whenever possible; to complete this assessment with the patients carers/relatives, using appropriate supportive communication aids and methods.



If the patient is deemed to have no capacity to make the decision about consent a formal best interests assessment and meeting must be made prior to treatment commencing.  This meeting will be supported by the Specialist Oncology Social Worker.  The medical staff will proceed according to the Code of Practice: Mental Capacity Act 2005 and if there is a need then referral will be made to the Independent Mental Capacity Advocate team.



It is not acceptable or legal for a parent or carer to give consent on behalf of another adult.



If the treatment is life threatening and presents as a clinical emergency then common law should prevail and treatment given as considered in the patients best interest by the medical staff.



The Trust Consent to Treatment policy should be adhered to.


9.0	Resources

[bookmark: _Toc414884709]9.17.3	Resources for Patients



The Macmillan Cancer Information & Support Centres located in the main entrances of CCC in Wirral and Liverpool have a range of information specially designed for people with Additional Needs:



· An Easy Guide to Cervical Screening (NHS Cancer Screening Programme);

· An Easy Guide to Breast Screening (NHS Cancer Screening Programme);

· Consent: A guide for people with learning disabilities (Department of Health 16 July 2001)  {available to download http://www.dh.gov.uk/  ref: 24462};

· Disability and Carers Service Customer Information (Department for Work and Pensions);

· Supporting people with learning disabilities to take care of their breasts (Breast Cancer Care);

· Books beyond words – titles include ‘When someone dies’ and ‘Getting on with Cancer’;

· Change Cancer Series

· Accessible Book 1 Symptoms, Screening and Staying Healthy;

· Accessible Book 2 Diagnosis and Treatment;

· Accessible Book 3 Palliative care, End of life and Bereavement;

· Carers Book 1 Symptoms, Screening and Staying Healthy;

· Carers Book 2 Diagnosis and Treatment;

· Carers Book 3 Palliative care, End of life and Bereavement.




All Many of the Macmillan Cancer information leaflets and Breast Cancer Care leaflets are available on audio cassette and CD and can be ordered through the Macmillan Cancer Information Centre.



Personalised information for patients with specific requirements can be developed/collated by The Clinical Specialist for Additional Needs and The Macmillan Cancer Information & Support Managers upon request.
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CCC Mandatory Training covers:



· Equality and Diversity – topics covered include Learning Disability awareness, Equality Act 12010, Carers Act 1995, Human Rights Act 1998.



· Safeguarding Adults and Children – topics covered include Learning Disability awareness, Carers Act 1995.   



· Communications Induction Day - Person centered approach. 



Mental Capacity Act 2005 (DH 2007)

5 key staff from CCC have received in-depth training Mental Capacity Act 2005 (DH 2007): Mental Capacity Act (MCA) theory, Deprivation of Liberty Safeguards (DoLS) theory, Best Interests and MCA practical assessments.
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11.09.0	Monitoring ProcessAudit



The lead persons responsible for monitoring compliance and developing and implementing action plans to rectify non- compliance with this policy are is the Clinical Specialist for Additional Needs and the Clinical Governance Manager (Patient Safety).



An annual audit of approximately 40 health records in current use will be reviewed by the Clinical Specialist for Additional Needs in order to assess compliance with this policy.



The audit will record if a Reasonable Adjustment form has been completed for each patient, if so, the assessor will review the form and health record to ensure that it has been completed correctly. If there is no RA form present, the assessor will review the health record particularly the history sheet/ initial letter, the Pre-Assessment and Outpatient systemic anti-cancer therapy treatment record and Nurse Practitioners assessment, where applicable, to identify if the patient has any additional needs that should have been flagged. During this audit the appropriate use of the Additional Needs alert stickers will also be reviewed (in accordance the ‘Alert Stickers’ procedure document)



Notes of a representative sample of  patients with Additional Needs (including Disability, Learning Disabilities, Dementia and Mental Health conditions) referred to the Specialist Oncology Social Worker will be reviewed by the Clinical Governance Manager for Patient Safety or Regulation, the Clinical Specialist for Additional Needs  and the Specialist Oncology Social Worker to ensure this policy has been adhered to.  
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[bookmark: _Toc414884713]13.0	11.0	Appendices



There are no appendices relevant to this policy. 
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1.0 Introduction 


The Additional Needs Alert Sticker is being introduced at The Clatterbridge 


Cancer Centre in order   to reduce the risk associated with recording sensitive or 


critical information within the main body of the patients’ case notes.  Thereby 


alerting staff members to a potential risk associated with the patient.  It should be 


used as a method to record all significant and or sensitive information in order to 


inform all relevant staff or caregivers in a timely way of facts that are immediately 


relevant to care.  


 


2.0  Purpose 


The purpose of this policy is to provide guidance for staff on the use of 


Additional Needs Alert Stickers as well as: 


• increase staff awareness of Additional Needs Alert Stickers; 


• ensure that risks of not communicating sensitive or critical information are 


 reduced so far as is reasonably practicable; 


• ensure that appropriate training is available to all staff in order to equip 


 them to recognise Additional Needs Alert Stickers and act upon the alert 


 accordingly; 


• encourage use of Additional Needs Alert Stickers to reduce the number of 


 incidents andinjuries to patients and staff related to poor communication of 


 sensitive or critical information. 


 


3.0 Scope 


This policy applies to all Trust staff and also includes temporary and agency staff, 


contractors, volunteers, students and those on work experience. 


 


4.0 Responsibilities  


It is the responsibility of all staff involved in the clinical management of patients to 


note clinically related issues. 
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It is the responsibility of any member of staff to note non-clinically related issues. 


 


The consultant in charge of the patient should be contacted by non-clinical staff 


to establish if an Additional Needs Alert Sticker should be attached to the case 


notes if key words are identified within any correspondence or documentation. 


See appendix b for list of trigger words/phrases. 


 


When an Additional Needs Alert Sticker is identified at any point of the patient’s  


cancer journey , it is the responsibility of the identifying staff member to alert any 


clinical staff who may come into contact with the said patient during that care 


episode. It is essential that this is undertaken in a timely manner to reduce the 


risk of harm. 


 


5.0  Laws & Regulations  


There are no laws and regulations relevant to this policy, however, practice is 


governed by professional and NHS guidelines. 


 


6.0  Definitions 


Additional Needs Alert Sticker – Blue, circular, plain sticker applied to the front 


of case notes to indicate a documented alert within. 


Case notes – A patient’s medical record, health record, including the physical 


folder for each individual patient and for the supplementary body of information 


which comprises the record. 


Sensitive or critical information – Any information that if not disclosed to staff 


providing care could place the staff member or the patient at risk. 


Reasonable Adjustment form  - Risk Assessment and Reasonable Adjustment 


care Plan.  


 


The purpose of this assessment is: 


• to identify any areas where the patient may be at risk 


• to identify how much additional support may be required to reduce risk 
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• to identify who can most effectively provide such support 


• to identify reasonable adjustments required to support the patient whilst in 


hospital 


 


7.0  Main Body of Policy 


Alerts should be used to highlight important factors that may need to be taken 


into account in treatment and interaction with the patient.  It is possible for more 


than one alert to be allocated to a particular patient.  It must not be assumed that 


the absence of a documented alert means that an alert condition does not exist in 


a patient. 


 


The purpose of the Additional Needs Alert Stickeris to provide a visual cue to 


look inside the case notes - the presence of an Additional Needs Alert Sticker 


indicates that there is something that staff should know before approaching a 


patient.  Additional Needs Alert Stickers should also be applied to other 


subsidiary documentation (scripts, treatment plans etc) as a method of alert, but 


should always be used in conjunction with an entry into the case notes  


 


7.1 Additional Needs Alert Sticker Placement 


The plain blue sticker should be placed on the front cover of the case notes in the 


centre box labeled “ALERT STICKER HERE” 
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The details of the alerts should then be noted on the inside front cover in the 


relevant table: 


 


All entries should be accurate (see section 6.3), legible, signed and dated, where 


relevant a  Reasonable Adjustment form should be completed and the 


information cascaded to the appropriate staff groups.  The Reasonable 


Adjustment form should always be available at the front of the case notes – it 


should not be scanned or discarded.  
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Proposed review dates should also be included. 


 


7.2 Alerts to be noted 


Advance Directions - A legally binding statement laying out the patient’s wishes 


in relation to medical intervention e.g. a living will or Jehovah’s witness 


statement.  


Allergic Reaction - The degree of severity of the reaction should also be 


included.  


Clinical Trials - If a patient is participating in a clinical trial, the name of the trial 


and date of consent should be noted. 


Disability - Hearing impaired, sight impaired, mobility impaired or learning 


disability.  


DNR status - This should be reviewed and amended accordingly. 


Implants - Pacemaker, cardiac valve, stent implant, brain aneurysm clips, shunts 


etc. 


Infection Control - Patient is infected with, or colonised by an alert organism 


(MRSA, Clostridium Difficile etc). 


Learning Disability - difficulty in reading, writing or understanding or processing 


information. 


Positive Trigger Assessments - Judged to be at risk of falls, pressure ulcers 


VTE etc following assessment.  


Significant Medical Conditions - The following are given as examples it is not 


an exhaustive list 


• Alzheimer’s disease  


• Bleeding or clotting disorders  


• Epilepsy 


• Diabetes mellitus  


• Immune system disorders 


• Psychiatric disorders (acute mania, schizophrenia etc) 
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Violent and Abusive Patients - comment should also be added to the alert to 


describe whether the aggression is unintentional and whether the condition is 


likely to be short or long term. 


 


7.3 Accuracy of Information Contained Within Alerts 


All staff must appreciate that the Data Protection Act applies equally to patient 


alerts as to any other part of a record held by the Trust and the presence or 


detail of any patient alert must not be discussed in public areas, or with anyone 


with whom it would be inappropriate.  It must also be accurate and staff are 


reminded that information contained within alerts will normally be subject to 


disclosure on receipt of a request under the Data Protection Act 1998. 


 


If the alert is based on a member of staff’s opinion, rather than fact, but it is 


still considered to be appropriate to add the alert, perhaps in the interests of 


staff safety, for example, then additional comments should be added within the 


alert to this effect. 


 


7.4 Review of Alerts 


Staff adding alerts should take care to consider whether the alert is, in effect, 


permanent (e.g. the patient is blind) or subject to change.  If applicable, for 


example, with DNR status a review date should be added to the alert.  


 


8.0 Training  


Initial information on the use of Additional Needs Alert Stickers will be provided to 


Head of Departments and Ward Managers who will then ensure that all staff are 


familiar with the stickers, their meaning and the contents of this policy. 


 


The introduction will be publicised using Team Brief, the intranet, ‘allccc’ email 


and face to face visits to clinical areas. 
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9.0  Audit 


The  persons responsible for monitoring compliance and developing and 


implementing action plans to rectify non compliance with this policy is the Clinical 


Specialist for Additional Needs. 


 


This policy will be audited annually using a keyword search in MAXIMS 


compared against the presence or absence of an alert sticker on identified sets of 


case notes.  


 


10.0 References 


Records management: NHS code of practice -  Department of Health (5 April 


2006) 


 Health Record and Communication Practice Standards for Team 


Based Care  Version 1.0 (7 December 2004) 
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Appendix a – Laminated sheet for use by clinical staff SIDE A 


 


GUIDANCE FOR THE USE OF  ADDITIONAL NEEDS ALERT STICKERS 
 
The Additional Needs Alert Sticker is being launched to reduce risks associated 
with recording sensitive or critical information within case notes and subsequent 
communication of important facts. 
 
The Additional Needs Alert Sticker should be placed on the front cover of the 
case notes in the centre box labelled “ALERT STICKER HERE” 


 


The details of the alerts should then be noted on the inside front cover in the 
relevant table and an annotation made regarding the existence of a Reasonable 
Adjustment form. 


 


Where appropriate a referral should be made to the Clinical Specialist for 
Additional Needs. 
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The purpose of the Additional Needs Alert Stickers is provide a visual cue to look 


inside the case notes - the presence of an alert means that there is something 


that you should know before approaching a patient. Additional Needs Alert 


Stickers may also be applied to other subsidiary documentation (scripts, 


treatment plans etc) as a method of alert, but should always be used in 


conjunction with an entry into the case notes and on the script/treatment plan.  


 


Laminated sheet for use by clinical staff SIDE B 


Alerts to be noted 


Advance Directions - A legally binding statement laying out the patient’s wishes 


in relation to medical intervention e.g. a living will or Jehovah’s witness statement  


Allergic Reaction - The degree of severity of the reaction should also be 


included  


Clinical Trials - If a patient is participating in a clinical trial, the name of the trial 


and date of consent should be noted 


Disability - Hearing impaired, sight impaired, mobility impaired or learning 


disability  
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DNR status - This should be reviewed and amended accordingly 


Implants - Pacemaker, cardiac valve, stent implant, brain aneurysm clips, shunts 


etc 


Infection Control - Patient is infected with, or colonised by an alert organism 


(MRSA, C.Difficile etc) 


Learning Disability - difficulty in reading, writing or understanding or processing 


information   


Positive Trigger Assessments - Judged to be at risk of falls, pressure ulcers 


VTE etc following assessment  


Significant Medical Conditions - The following are given as examples and are 


not an exhaustive list 


• Alzheimer’s disease  


• Bleeding or clotting disorders  


• Epilepsy 


• Diabetes mellitus  


• Immune system disorders 


• Psychiatric disorders (acute mania, schizophrenia etc) 


 


Violent and Abusive Patients - comment should also be added to the alert to 


describe whether the aggression is unintentional and whether the condition is 


likely to be short or long term. 


Those for whom English is not their first language 
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Appendix b - Trigger words/phrases 


 


 


• Alzheimer’s disease 


• Dementia 


• Learning difficulties 


• Schizophrenia 


• Psychiatric disorders 


• Short term memory problems 


• Deaf 


• Blind 


• Impaired sight or hearing 


• Disability 


• Requires an interpreter 


 


 
 






