




Community Learning Disability Nursing Services

This brochure outlines common referrals and the specialist interventions Nurses within community learning disability teams are able to offer. It has been produced to provide commissioners with the in-depth detail regarding the role within Sussex Partnership Foundation Trust.

There are some variations in how some of these services are offered in the three localities across Sussex but in general the information below covers services provided across the trust. Interventions describe the provision of clinical work but do not cover the wider role of the nurse in education and up skilling mainstream health workers.
In several areas across the trust a contact nurse system exists, this involves a rota system where a named nurse responds to all requests for input. The nurse undertakes an initial assessment of need to determine if the request is an appropriate one and if not signposts onwards. If it is appropriate and can be met quickly either via providing advice or a one off visit this is done as part of the contact nurse system, otherwise referrals follow the standard MDT health and social care team referral process. 
Once a referral has been screened and allocated to a nurse via the team referral process, in all instances, a nurse will carry out an assessment to determine what the individual’s health and support needs are. This may include gathering medical history, gathering information relevant to current situation (holistic), meeting the client / observation and possible standardised assessments. The assessment should identify which areas the person needs more support in, how these areas will be addressed and by whom, the detail will be outlined in a care plan. 
Assessments and care planning are carried out in the individual’s home, day service or in clinic settings, wherever possible clients and carers contribute and partake in the development of their plans. Following assessment and intervention a discharge report is provided.
Cath Scott

Matron - Lead Community Learning Disability Nurse
Sussex Partnership NHS Foundation Trust
Tel: 01273 295550
Email: cath.scott@sussexpartnership.nhs.uk
	Presenting difficulties/ Area of Need

	What nurses can  offer


	Outcomes and Timescales*


	Physical Health


	
	

	Deterioration in health
Referrals usually indicate;
· Client’s normal skill level has suddenly changed, or consistently deteriorated, can involve withdrawal, behavioural change and potential indication of pain. Significant level of LD does not allow easy discussion on symptoms (moderate, severe, profound)
· Carers fear ill health and have requested GP support but;

1. Have not been able to engage primary care services
2. Not satisfied with outcome (concerns re diagnostic overshadowing)
3. Person is unable to self advocate and does not have support to provide this

	· The assessment process is highly likely to involve a GP. Referrer would be guided to seek GP support in first instance. The degree of involvement from LD nurse depends of knowledge and skills of the individuals GP. The LD nurse often provides an overview of new presenting need in context of LD standard presentation to assist with an individual assessment of need.
· If LD nurses assess individual not to have received equitable treatment due to diagnostic overshadowing they will challenge on grounds of discrimination while continuing to work in partnership.
· The LD nurse may provide advice on reasonable adjustments to assessments to maximise positive outcome and minimise distress.
· Preparation work maybe needed to enable the client to engage with physical assessment; LD nurses and carer undertake work. 
· Encourage carers to produce full medical history. LD may do this if history is complex and no care in place; this enables a more accurate diagnosis. May attend appointment if client is unable to express needs.
· Refer on for further assessment such as mental health, neurology, psychological / behavioural support
· Assist in increasing capacity of client to understand assessments, may involve producing easy read lit: working with carers to encourage understanding
· Facilitate / partake in assessments of capacity and possible best interests decisions around appropriate assessments (least restrictive / most vital) 
· Care co-ordination may be needed if multiple assessments are being undertaken and need coordination
· Monitoring and review
	Outcome: 
· The overall outcome for the individual is that they are able to engage with an assessment of their physical health, are able to understand why the tests are necessary and that all efforts have been made to ensure they get an equitable service from primary and secondary care.
Timescale: 
· Referral to discharge estimate: 0-3 months.

· The initial assessment 2 -3 hours 
· Health assessments and care plan reviewed once needs identified - time needed is individually led and dictated by complexity and timescales of other health services.

· Depending on complexity of assessment process and input a discharge report outlining assessments, interventions and recommendations 2 -3 hours


	Mainstream services request support on care of a client (children’s services, mental health teams, GP surgery). Advice on how LD and associated health conditions impact on individual and how to adapt their input
	· Advice and consultancy 
Depending on need may involve;

1. Telephone advice

2. 1- 2 joint visits to observe practice /identify LD need
3. Sharing accessible resources

4. 1 -2 multi disciplinary meetings

Themes of advice;

· Raise awareness of Health action planning

· Practical guidance on reasonable adjustments they can make

· Indicators of a LD and the associated health needs
	Outcome: 
· mainstream service is able to provide equitable service
· Training on needs of people with learning disabilities 
Timescale:
· Referral to discharge estimate: 0-2 months 
· Visits / meetings 1-2 hours each

	Client has lives primarily independently (mild /moderate LD) but has had an increase in their health needs and is now not able to manage, revealed by non attendance at appointments, not taking medication, distress, becoming increasingly unwell, anxious family
	Establish the cause, insufficient support, lack of knowledge, knowledge not retained, poor health input, 
Resulting in some of the following action;
· Support to understand new health needs

· Production of easy read health guidelines
· Training / awareness raising to mainstream staff
· Change to how medication is managed
· Support for carers on changes to care
· Advice to care management on support needs –training to new staff
· Networking professional involved to aid collaborative working and sharing ideas re: reasonable adjustments
· Monitoring and review 
	Outcome: 
· Client is able to maintain their health as independently as possible
· Person feels satisfied that they are in control of their health needs

· Adequate support in place
· Client  / family know how to seek support
Timescale:

· Referral to discharge estimate: 0-4 months

	Upon request attendance and advice offered at safeguarding vulnerable adults strategy meetings


	· Provide report of disclosure

· Share knowledge of situation, needs of client, service input to date
· Answer health questions raised
	Outcome: 
· MDT fully informed of pertinent health issues relevant to investigation
Timescale: 
Report writing 2- 3 hours

Meetings 1 -3 hours

	Support and advice to providers on basic care planning (e.g. management of emergency epileptic medication, sexual health risky behaviour)
	Needs have already been identified, advice needed on strategy for managing / supporting risk
· Meet and assess client

· Advise to client and carers

· Possible risk assessment

· Agree management plan / guidelines
· Education re safe practice / law

· Signposted to mainstream services such as epilepsy specialist nurse, sexual health clinic
	Outcome: 
· Care plan in place 

· Care provider confident on implementation

· Training delivered
Timescale:
Referral to discharge estimate:0 - 3 / 4 months

	Upon request support to continuing health care assessors when assessing complex cases
	· Support and guidance CHC assessor to understand LD health related issue and its impact on individual and care package 
· Attendance at CHC Panels to provide specialist LD knowledge 
	Outcome: 
· CHC satisfied LD issues have been considered
Timescale:
· Support /guidance 2 -3 hours

· Panel 2 -3 hours every 6 -8 weeks (B&H only)

	For some the impact of their learning disability requires that a LD nurse supports them to navigate around health services to ensure they receive treatment, this will generally be because they are unable to understand and /or express need by adequate means, carers are insufficiently skilled in health care and multiple services are involved in the delivery of the health care. The other reason for involvement is due to diagnostic overshadowing or a belief that it’s someone else’s role due to the person having an LD, by health care professionals. The milder the LD the more complex the person’s situation will be alongside multiple health needs to warrant specialist involvement and this will be decided on a case by case basis. 
	· Assess adequacy of any support package, possible review request
· Support the individual to understand all of their health needs and how they impact on each other

· Assist with diary planning around multiple appointments

· Assist with arranging /negotiating travel to appointments
· Assistance to prepare for appointments, questions to ask, inpatient stays, after care needs

· Raising awareness amongst health services of the legal requirement (Equality Act 2010) to make reasonable adjustments to the provision and delivery of care ensuring access and equal treatment is achieved 

· Network professionals / raise awareness of impact of LD (risk of acquiescence, reasonable, written guidance /simple language etc)

· Develop care plans with other health professionals

· Consideration to MCA and advice to health professionals re their role 
· Overall care co-ordination
	Outcome: 
· Clients health is well maintained and adequate support is in place
Timescale: 

· Dependant on complexity of case. Normally until all health needs are being adequately managed or client is clear on next steps and no longer requires support


	Cancer screening

Advice and support to those not accessing or fearful of attending screening services
	· Advice to screening services on the guidance available and best practice in relation to women with severe and profound LD

· Sharing accessible resources

· Assist with desensitisation –either arrange for screening professional to lead on work or carer
	Outcome: 
· Women has an assessment
· Reasonable adjustments are made

· Best interests decision have been made for those who lack capacity

· Awareness is raised regarding complex groups

Timescale: 

· Referral to discharge estimate:0 - 3 months

	General poor management of a health condition such as diabetes, renal failure, kidney disease, obesity. 

	· Nurse’s role would be to attempt to reinstate the involvement of mainstream and link the individual into existing for ongoing monitoring processes (screening call ups, reviews) 
· Devise and / or deliver a care plan in relation to the individual’s health, utilising a self management model of health promotion. This may be working with the individual or their carers and family.
· Assist the PLD to comprehend the information and identify a plan to implement any necessary lifestyle change. Again linking to available services (Gym, health trainers, food classes, SMS services) 
· Delivered via sessions usually in the persons own home or at a CLDT or LD base. 
· Monitor efficacy and undertake 6 weekly review of care plan
· May involve assessments of capacity  to access if they understand the implication of poor maintenance
	Outcome: 
· Client self manages health needs 

· Improvements are made 

· Mainstream services are re engaged

· Client chooses not to improve health and has capacity / insight into consequences of these actions

Timescale: 

· Referral to discharge estimate:0 - 6 months

	Ensure services which we have input into are compliant with Deprivation of Liberty requirements 
	· Recognise when this occurs / advise accordingly
· Recommend provider refers for assessment 
· Undertake DOLS / best interest assessor role where trained
	Outcome: 

· DOLS assessment undertaken and recommendations made
· Review date in place 

Timescale: 

· Based on a wide locality based rota system, allocated assessments can take up 37.5 hours plus feedback 

	Assistance with monitoring the effects of medication / medication changes. Normally in relation to behaviour management.
	· Advice to cares /clients on signs and symptoms of side effects

· Ensuring they are linked to prescriber  - responsible medic

· Possible PRN guidelines – in partnership with prescriber /guidance given to prescriber
· Signposting to pharmacy services re contraindications of multiple prescribing /prescribers. Assessment of suitability
	Outcome: 
· Skilled staff

· Reduction in experiences of side effects

Timescale:
· Referral to discharge estimate: 0-3 months.



	Epilepsy 
What is requested in relation to epilepsy differs across Sussex due to different commissioning arrangements, differences in provision and access to epilepsy specialist nurses and neurology and differing involvement of psychiatry. 

Therefore input ranges from providing input around complex cases where presentation needs specific care planning (changes in behaviour such as aggression pre seizure) to full training packages on basic epilepsy awareness, assessments of epilepsy, care planning inclusive of emergency medication. 
	· Development of care plans in partnership with neurology and epilepsy specialist nurses or prescriber wherever possible
· Training

· Advice to families


	Outcome: 
· Clients epilepsy is adequately managed via individualised care plans 

· Staff are skilled in its management

· Staff are skilled in administering emergency medication

· Staff and client are linked into appropriate mainstream services
Timescale:
· Various due to differences in type of input

	Request from children’s service to support a parent with learning disabilities to manage their health, issues due to self neglect / demands of parenting role
	· Supporting parents with a learning disability to manage their health needs 
· Joint working with primary services and liaise with children and families. 
· Advice and consultancy to children’s services on requirements for reasonable adjustments
	Outcome: 
· Parent able to manage own needs as well as child’s

· Training on needs of people with learning disabilities to children’s services
Timescale:
· Referral to discharge estimate:0 - 4 months

	Repeat self attendance at GP, acute hospital for various non medical reasons
	· Rule out actual health need as far as possible 
· Look to identify behavioural cause
· Look to develop ‘response crib sheet’ for services to use
· Support client to understand why not good and input into development of adequate community care if needed
· Refer on as necessary
	Outcome: 
· Reduction in inappropriate use of health services 

· Client knows where to get support

· Client understand implications on continued inappropriate attendance
Timescale:
· Referral to discharge estimate:0 - 3 months

	Hospital liaison 
	· In most areas hospital liaison nurses exist or are about to be recruited
· Where a client is open to a nurse they will continue to support where the role is one of coordination
· Liaise with ward staff re reasonable adjustments needs
· Share contents of hospital passport book / accessible resources
· Advocate for the client in relation to equitable care


	Outcome: 

· The acute staff feel able to support the patient and deliver good care
· The client is in receipt of good care and best possible outcomes are achieved which are not lessened by the diagnosis of learning disability

Timescale 
· Will vary depending on complexity /proposed treatment and waiting times.

	Complex Case Management
	· This involves more than 2 of the 30 needs described in this document and would involve the work described in each of the relevant sections as well as;

· Care coordination

· Networking / Linking clinicians
	Outcome 

· LD nurse having an overview of all health needs and coordinating input to ensure needs are met and client /care understands systems.

Timescale 
· Will vary depending on complexity /proposed treatment and waiting times.

	Difficulties experienced by mainstream health providers re capacity to consent assessments. This can include the use of DNAR (do not attempt resuscitation) forms where proper process have not been followed and carers /LD clinicians have become aware
	· To explain to the decision maker the process to be followed under MCA 2005

· Supporting that process may involve working with the individual to understand the proposed treatment and whether they want it

· Liaise / refer with IMCA service

· Ensure legal process is followed and client and family are engaged

· Where identified, ensure DNAR forms have been correctly completed and do not contain judgements on quality of life, referring only to clinical presentation and diagnosis


	Outcome 

· MCA has been correctly implemented 

Timescale 
· Referral to discharge estimate:0 - 3 months



	Mental Health


	
	

	Client with a mild to moderate LD will be supported by MH services 

Client with severe LD experiences MH issues the LD is still likely to be the most significant need and the individual is likely to have difficulty accessing mainstream services therefore in these cases it is likely to be led by LD service with the advice of MH.
	· LD nurses role can be to support the care coordinator to understand how the LD affects the individual and how practice can be adapted to accommodate the presenting issues. 
· It may be that the individual has a mental health coordinator but also has very complex physical health for which a CLDN would be involved.
· Client with severe LD –support carers to rule out any physical cause to changes in MH /behaviour
	Outcome: 
· MH practitioner is supported by LD services

· Clients MH needs are assessed by appropriate services

Timescale:
· Dependant on needs of coordinator / level of input re client with severe LD


	Person with learning disabilities experiences a bereavement and supporting staff request support, either because they are concerned that the persons MH or behaviour has changed or because they want to ensure the right support is in place
	· 1 -3 sessions of advice via telephone

· Support the referrer to understand the grieving process, inclusive of its stages, average timescales, do’s and don’ts
· Provide practical advice on how to support the individual to carers

· Signpost to easy read resources
	Outcome: 
· Carers are aware of what they can do to help the process

· Client is well supported through their grief 

Timescale:
· 1 -4 hours

	Sexual Health


	
	

	Client is sexually vulnerable due to risky behaviour (often referred following safeguarding investigations) 
Provision of an assessment and report relating to an individual’s ability to understand and consent to sexual activity
	· If the individual is willing they would receive an assessment of capacity which includes assessment of knowledge in relation to sex and relationships, inclusive of acceptable behaviour
· Assessment of knowledge undertaken using a selection of recognised national and international assessments (BILD, ASK). Normally undertaken over 2 x 1 hour sessions. Depending on clients ability to concentrate and willingness to participate
· Knowledge gaps addressed 
· Keeping safe work undertaken 
· Repeat assessment to assess learning
· Plan agreed on discharge regarding how to deal with future issue of a similar nature
· If individual lacks capacity MDT planning around management of risk and individual liberty

· Feedback to safeguarding investigation
	Outcome: 
Client has increased awareness of risk and how to keep safe

Negative risk is minimised

Management plan developed and implemented by provider services
Timescale:
· Referral to discharge estimate- for all input described in ‘what can be offered’ section 0 - 6 months
· Knowledge assessment and recap time approx 2-4 hours

· Teaching time dependant on learning needs and abilities

	Supporting couples and individuals to understand how their sexual behaviour impacts on others (often following safeguarding investigations). 

	· Normally limited to 4 -6 sessions and focusing on ensuring consent and reasonable behaviour /mutual agreements

· Linking to mainstream services where applicable
	Outcome: 
· Relationship continues that is rewarding for both individuals
Timescale:
· 6 x 1hour sessions plus round up and report writing 2-3 hours

	Input for individuals who are unable to effectively masturbate, resulting in self harm or other types of challenging behaviour. 
	· Liaise with GP service to rule out any physical cause (skin condition, thrush, erectile dysfunction)

· The nursing service has developed guidance for individual nurses to follow and have educational resources to utilise
	Outcome: 
· Reduction in of self harm due to self gratification

· Physical cause identified
Timescale:
· Referral to discharge estimate 0 - 5 months

	Advice to staff to manage sexualised behaviour. Usually as a result of several low level referrals which indicate staff are uncomfortable in a supporting role in the context of relationships and sex. Asking for specialist input when need does not present itself as requiring this level of input.
	· Encouragement is given to management of the provider services to up skill their workforce and guidance is offered on how best to do this.

· Support workers are reminded of rights of individuals in all aspects of life

· Recommendations of appropriate resources, policies to adopt and types of support offered

· Training is occasionally offered around complex situation
	Outcome: 
· Providers of services feel skilled in supporting individuals with their experiences of sexual relationships
· Clients are provided with day to day support with their relationships from carers where needed
Timescale:
· 1 – 4 hours depending on type of input

	Educational workshops may be occasionally offered, where several clients (minimum 4) are referred at a similar time to a CLDT due to a lack of sexual awareness, 

	Session likely to cover;
Awareness of own body 
Consent 
Capacity 
Different types of relationships 
Types of sexual activity 
Vulnerability for themselves or others 
Family Planning and joint visit to local sexual health clinic (this does not always happen if the referral is specifically for inappropriate behaviour)
	Outcome:
· Clients awareness is increased
· Potential reduction in harm

Timescale:
· Each session lasts 1 1/2 hours with 6 /7 in total


	Support to access mainstream sexual health services where they’re unable to do this independently and where the support structure isn’t available or appropriate (example, person lives with relatives and does not wish them to be involved but is unable to understand the information being presented). 
	· Support first visit and ensure that the person understands how to access in the future and the mainstream service is aware of their needs and necessary reasonable adjustments
	Outcome:
· Individual is aware and able to access appropriate mainstream services 

Timescale:
· 1 – 3 hours


	Confusion regarding sexual orientation
	· Client supported to understand different types of relationships and any possible consequence to their cultural background / family group. 
· They will be linked into any appropriate support groups where available
	Outcome: 
· Clients awareness is raised and hopefully understood in context of wider society
· Client linked into support network where wanted and available
Timescale:
·  Estimate 2-3 sessions of 1 hour

	Occasionally new sexualised behaviour occurs in an individual who has previously demonstrated no interest; this can be as a result of abuse and in these rare cases MDT discussion may lead to input
	MDT discussion would give direction for role of LD nurse. Discussion would involve possibility of safeguarding, known circumstances, appropriates of physical examination and ruling out physical cause, clients wider behaviour 
	Outcome: 

· MDT discussion on whether concerns  / new behaviours need further investigation

	Dysphagia care 


	
	

	Individual may have or be at risk from regular chest infections 


	· Where clinics exist a nurse to attend to advise the on management of health conditions impacting on dysphasia

· General advice on access to health action plans and signposting to relevant mainstream services 

· Guidance and recommendations to carers via care plan
	Outcome: 

· Additional health needs identified in action plan 

· Needs reviewed at review clinic to ensure carer implementation

· GP informed and input from other specialists requested where needed

Timescale:

· monthly 1 day clinic

	Dementia


	
	

	At Initial request for diagnosis

Once diagnosed 

Difficulties with Behaviour, maintenance of health and changing needs
	· Partake in Dementia care pathway

· Advice and support to GP’s and providers on health conditions which need to be ruled out prior to diagnosis

· Request GP engagement if not in place to ensure basic health check is undertaken, jointly delivered where necessary 

· Care co-ordination

· Specific advice and guidance on how to use a trial and error approach to behaviour management.

· Seek specialist Dementia service input where necessary to jointly work

· Advice and guidance to care management on appropriate support packages

· MDT involvement in use of medication

· Life story work  - advice on implementation

· Education provided to co residents

· Coordination and MDT decision making regarding capacity and best interest issues 
	Outcome:

· Health safely maintained and monitored

· Levels of client distress at minimal level

· Staff confident in caring role

· Staff aware of support available and how to access 

Timescale:

· Dementia pathways exist in the 3 localities which promote a preventative approach and care co-ordination which require an ongoing/monitoring intervention.
· If no current role for nursing and not in care coordinator role  - discharge

	End of life issues (not solely Dementia related), need for effective coordination of care and to be inclusion of personal choice over journey.
	· Assisting the MDT with good care planning around support provisions inclusive of capacity decision making

· Advice and support staff team with changing needs

· Work with the individual/carers to find strategies to reduce pain alongside palliative / Macmillan care teams.

· Referrals and liaison with secondary services looking to minimise unnecessary hospital admission 

· Care co-ordination
	Outcome:

· Individual and carers have best possible experience of end of life which wherever possible, being pain free in a and supportive and comfortable environment

	Challenging Behaviour


	
	

	There may be an increase in the level of self harm or risk to carers and others.
Input varies depending on availability of behavioural support teams in each locality
	· MCT work involving assessment of health needs, requesting GP follows provided checklist

· Assessment to rule out physical cause to behaviour, may involve other health services, chiropody, dentist, optometrist and coordination of screening

· Coordination of treatment plan involving reasonable adjustments due to challenging needs. E.g. home visits, desensitisation 
In some areas where behavioural specialist team are not available

· Training to staff  

· Guidance on accurate recording

· Development of behaviour management guidelines 

· Advice to care management on suitable placements

· Advice on appropriate use of medication, develop guidelines for use
	Outcome: 

· Identification of underlying cause.

· Reduction harmful behaviour

· Supported and up skilled staff team

Timescale:

· Timescale to complete will vary depending on complexity. 

	Transition


	
	

	Referrals may be received for people who have more complex disabilities and need planning and preparation for leaving children’s services
	· Meeting the individual and their family.

· Information gathering.

· Joint assessment 

· Help with planning adult services.

· Training to adult service providers.

· Liaison with GP and help with referrals onto secondary health services.
	Outcome: 
· smooth transition of care into adult services

Timescale: 
· timescales differ depending on local arrangements /protocols. Beginning between 17th and final year of education


*Timescales do not cover time spent coordinating care including arranging meetings /appointments, time used to plan interventions and researching best practice, writing up clinical notes, supervision and travel.
Permission is given to reproduce and use this document in order to advance the knowledge and understanding of learning disability nursing expertise, it is requested that credit is given to the organisation and the author.
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