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NHS GREATER GLASGOW

JOB DESCRIPTION 

	1. JOB IDENTIFICATION

	Job Title:
	Epidermolysis Bullosa  Clinical Nurse Specialist

	Job Grade:
	Band 6

	Division
	Acute

	Directorate
	Clyde

	Department:
	Dermatology

	Job Reference Number (coded)
	


	2.  JOB PURPOSE

	The post holder is an independent practitioner responsible for effectively managing a caseload of patients with Epidermolysis Bullosa (EB) throughout NHS Scotland working in partnership with relevant hospitals, community services and charities. 

The post involves provision of care for adults both inpatients and outpatients settings and predominantly at a community level 
Ensuring the continuance of effective provision and management of nurse led clinics in outlying hospitals and areas in Scotland

The post involves the provision of highly specialised advice, support and liaison within the multidisciplinary team in both primary and secondary care.

Provision of tailored education,advice and support for adults,families,carers and non-specialist health care providers

Post holder is actively involved in the development of protocols,policies and guidelines for EB care



	3.  ORGANISATIONAL POSITION
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	4.  SCOPE AND RANGE

National service for adults with EB
Referrals from hospitals throughout Scotland



	5.
MAIN DUTIES AND RESPONSIBILITIES



	Clinical
· Assessment, development, implementation and evaluation of care of adults with EB according to the level of need that the adult requires ensuring that efficient and effective care is administered within ward and home settings.
· Demonstrate clinical expertise in the treatment of EB and provide clinical leadership in delivering evidence-based care and professional responsibility for initiating treatment changes and optimising treatment outcomes.
· Monitoring and evaluating treatment options and adjusting treatments as a result.
· Provide expert care to high risk groups such as pregnancy and young people involving lifestyle issues.
· Provide advice and expert consultation on EB to families and healthcare professionals

· Support /Guidance to medical staff when Consultant not present regarding patient treatment and management

· Establish ,maintain and develop effective communication between the patient and community and hospital care
· Provide telephone advice to families and hospitals throughout Scotland

· Provide practical support and teaching to families and hospitals throughout Scotland; 
· Empower the patient and families through education and support to be as active and as independent in managing their own EB care.
· Participate in identifying the health and associated needs of adults with EB in an extended geographical location.
· Establish links and work closely with other members of the multidisciplinary team.

· Referral and liaison with health professionals such as physiotherapy, dietitian, obstetrics, dental, podiatry and psychology.
· Liaise with hospital-based nursing staff to assist with care planning and discharge planning.
· Participate in multi-disciplinary meetings, ward rounds and case conferences to develop individualised care plans; involving other agencies as appropriate.
· Organise and assist in the smooth transition of care between Paediatric and adult services and participate in shared adolescent clinics.
· Advise further education. Work places and other agencies in the management of EB.
· Act as a specialist resource for advice and provide support for colleagues and other healthcare professionals, agencies, patient support groups and the wider community.

· Development and implementation of protocols and nursing guidelines in line with good practice documents such as EB best practice guidelines and recommendations.

· Facilitate the management of change, whether clinical or managerial, within the service ensuring innovative practice to meet the patients’ needs.

· Act as a role model and mentor to student nurses and other staff.

Management

· Development of evidence based policies, procedures and protocols in conjunction with the multidisciplinary team. 

· Ensure that appropriate documentation/record keeping is maintained and the principles of best practice are adopted as standard.

· Act as an innovator developing and proposing changes to the EB service beyond own area and bringing new ideas to the service

· Proactively managing  resources to ensure efficient and effective use of resources within area of responsibility
· Participate in the identification of risk and risk management strategies.

· Current awareness and regular update of health and safety legislation and policies.

· Establish relationships with other EB nurse specialists throughout UK to develop support networks and to assimilate this to other health care professionals.
Training and Education

· Teach health care professionals and others involved in the care of the adult with EB all relevant information to enable them to deliver optimum informed care
· Actively participate in clinical and educational meetings regionally and nationally

· Provide resources for education of families, carers and health care professionals

· Advise patients undergoing diagnostic tests relevant advice and follow up

· Develop and maintain treatment protocols,patient information booklets and teaching materials

· Promote the awareness of EB amongst professionals and at seminars/conferences

· Development and implementation of programmes for health care professionals and others within the community based voluntary and support groups.
· Present findings of audit or research at conferences or through published work.

· Ensure own ongoing professional development needs are met.

· Act as mentor for student nurses

Research

· Evaluate and initiate new approaches in care for adults and young people with EB and promote research-based care

· Participate in relevant ongoing nationwide EB research studies 
· Responsible for ensuring that the quality of patient care is assessed and implemented to maintain standards of care given to patients and their families by participating in clinical audit and research as appropriate.

Clinical Governance

· Evaluate work through audit and use evidence base to improve or alter practice

· Maintain standards in accordance with NMC and hospital policies and guidance.



	6.  SYSTEMS AND EQUIPMENT

	· Good knowledge of Microsoft Office, including access, word, excel, outlook and PowerPoint.  Regular use of computer for database input of patient information and to access research and government policies and audit patient care. 
· Good knowledge of Trak care systems including requesting investigations and accessing results.

· Good working knowledge of internet and intranet. 

· Clinical Portal

· Telephone/Computer




	7.  DECISIONS AND JUDGEMENTS

	· Works autonomously organising and managing own caseload. 

· Not directly supervised
· Provides specialist advice to non-specialist staff including medical, nursing and allied health professionals.

· Make decisions regarding appropriate treatments in new patients

· Interpretating microbiology and blood results and deciding appropriate treatments.

· Utilising clinical expertise ,judgement and decision-making in assessment of patient’s condition which may necessitate emergency treatment and/or admission to hospital or referral to other areas 
.




	8.  COMMUNICATION AND RELATIONSHIPS

	The post holder communicates with:
· Consultants of Dermatology, Medicine, Surgery, Opthamology, Obstetrics, Psychologists and multi-disciplinary team regarding patient care issues.

· Patients, relatives/carers empowering with information to allow improved self management of EB.
· Liaise with Primary Care Teams such as General Practitioners, Community Nurses, and Social work Dept.
· Liaise with Hospital based teams such as nurses, pharmacists, outpatient staff, dietitians, chiropodists, other consultants, hospital management.
· Works with external agencies such as Hospices, Red Cross, Respite Care Centres, Social Work and other voluntary agencies such as the EB charity.
· Act as a patient advocate ensuring the patient’s best interest is kept central to decisions and treatment plans.

· Have the ability to relate to families and patients, demonstrating empathy and reassurance when delivering complex and sensitive information to avoid any barriers to understanding.
· Have the ability to use advanced negotiation and motivational skills where there may be barriers to understanding and resistance to change 



	9.  PHYSICAL DEMANDS OF THE JOB

	PHYSICAL DEMANDS

· Combination of sitting, standing and walking and does include moving and handling of patients on a daily basis.
· Keyboard skills.

· Requirement for accurate and legible writing skills.

· Dexterity and specialised observational skills required to carry out complex procedures and assessments on a daily basis.

· Exposure to bodily fluids 
· Driving to patient’s homes and meetings.
· Moving equipment to other areas/departments/hospitals.
MENTAL DEMANDS
· Counselling sessions with patients/relatives requiring treatment decisions and changes to treatment.

· High level of concentration required when dealing with different aspects of patient care whilst subject to telephone interruptions, paged by other disciplines or dealing with outside communications for advice and support.
· Retention and communication of information.
· Interpretation of blood/other tests.
· Intensive individual sessions with patients/carers /relatives

· Working across boundaries into areas such as schools,health centres,nurseries

· Public speaking.
· Prioritising workload on a daily basis.
· Drug and dose calculations.
· Quick and effective response to changing clinical situations and use of expert clinical knowledge and skills to manage these.

· Multi-tasking and prioritising.
· Frequent concentration for patient care with unpredictable work pattern.
· Complaints handling and response.

WORKING CONDITIONS
· Occasionally dealing with aggressive relatives

· Driving distances 
· Occasional lone worker undertaking home visits in undesirable environments in the community e.g. areas of deprivation 

EMOTIONAL DEMANDS
· Frequently communicating with anxious, distressed and worried patients and families.
· Communicating sensitive information to patients, families and relatives. 
· Management of aggression
· Communicating complex information to newly diagnosed families
· Dealing with patients and families who have life-threatening conditions 
· Work within a highly stressed environment and is involved with families and relatives when news diagnosis, change in condition, terminal illness and bereavement is given. 
· Discussing sensitive issues requiring persuasive skills, tact and empathy.
· Conveying unwelcome news to staff/patients.
· Speaking in public.



	10.  MOST CHALLENGING/DIFFICULT PARTS OF THE JOB

	· Working autonomously both in hospital and community settings.

· Fulfilling the role of clinical specialist and acting as a resource to patients, health professionals and colleagues daily.
· Demonstrating clinical expertise,judgement and decision making in assessment of patient’s condition which may necessitate emergency treatment and /or admission to hospital
· Communicating highly complex and sensitive information to patients and carers and supporting distressed and anxious parents and carers.
· Ability to identify and respond to the communication needs of individuals and their families.

· To have flexibility in communication skills to be able to deal with the needs of this variable population.

· To approach and discuss all aspects of care with families as part of the on-going process of informed consent. 

· Working as a single-handed practitioner in a multi-disciplinary team. To be able to produce age-specific information .Client population covers a wide spectrum.The age range is 0 to adolescence including vulnerable groups such as: 

      Those who are not Gillick competent (age of legal capacity in Scotland)

       Behavioural disturbances

             Patients with special needs

       Patients from different ethnic and religious backgrounds

       Patients going through intensive treatment phases

       Patients with potential life-threatening illnesses



	11.  KNOWLEDGE, TRAINING AND EXPERIENCE REQUIRE TO DO THE JOB

	· First level registered nurse with at least 2 years post registration experience.
· First level degree.
· Evidence of highly developed communication and management skills.
· Experience of managing change, organisational skills and leadership.

· Ability to use specialised computer skills to access and input data related to practice research/audit.

· Evidence of continuing professional development.

· Evidence of development of programmes of care, protocols and clinical audit..
· Driving licence.



	12.  JOB DESCRIPTION AGREEMENT

	Job Holder’s Signature:
	
	Date:
	

	Head of Department signature 
	
	Date:
	


December 2022
Lead Nurse





Community medical and nursing staff  





Hospital based ward nursing staff and Consultants





Post holder
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