The role of Community Nurses Learning Disabilities in working with Children who have a Learning Disability
Introduction

The aim of this paper is to provide clarity and guidance for Community Nurses for People with a Learning Disability (CNLD) about their present & possible future role in caring for children with a learning disability. To that end the paper will;

· provide background detail on the topic

· highlight key issues from a review of the literature and relevant policy documents

· review the nature of current service provision in the region

· provide a profile of the needs of children with a learning disability supported by some nursing case profiles

· review current nurse education provision  

· outline a number of key recommendations relating to future nursing care provision for this client group

Definitions and Principles
“…Disabled children and young people are first and foremost children with all the rights, needs and aspirations of all children and young people…”.  (Disabled Child Standard 2004).

“…For the first time a child with disability will be treated first and foremost as a child with particular needs…” (Children’s Order 95).

“…Learning disability includes the presence of a significantly reduced ability to understand new or complex information or to learn new skills (impaired intelligence), with a reduced ability to cope independently (impaired social functioning), which starts before adulthood with a lasting impact on development…”  (Valuing People 2001-definition adopted within the Equal Lives Review).

“…A child is a person under the age of 18 as defined in the Children’s Order 1995…”

Background 

The development of the role of the Community Nurse Learning Disability (CNLD) in Northern Ireland began 30 years ago.  The role was primarily developed to support the greater number of people with learning disability living in a community setting, to minimise the numbers of people having to be admitted to long stay hospital care and to support people’s needs upon discharge from hospital care.

The role of the learning disability nurse is to advise, support and practically assist with the health and social care needs of people (children and adults) living in the community.  Historically, and to the present time the CNLD profession support people with learning disability in their own home, in daycare/ residential facilities and in Special School Education.  

Community nurses for people with learning disabilities (CNLDs) are Registered Nurses (Learning Disabilities) who provide nursing support to people with learning disabilities living in a range of community settings (RCN, 1992).  Within Northern Ireland, the majority of these nurses have undertaken an additional nursing course in community nursing leading to a recorded specialist nursing qualification. In addition many of these nurses hold dual nursing qualification i.e. are qualified as Registered Learning Disability nurses as well as being Registered as a Children’s Nurse (RSCN), Mental Health Nurse (RMN) or Adult Nurse (RGN).
This nursing support takes place across the lifespan, and includes support in responding to the presence of challenging behaviour, mental health problems, physical disability, epilepsy, physical health care needs, sexuality, sensory disability and issues associated with people with learning disabilities growing older.

From its inception the CNLD service has provided both a general and a specialised role caring for children with multiple and complex needs including those with life-limiting conditions.  This service developed to meet individual child’s needs prior to the development of the Community Children’s Nursing service and has a long history of providing support to children with complex needs and their families. To maintain and advance nursing practice CNLD’s have completed training programmes and gained practice competencies to manage the provision of the holistic needs of children with learning disability.  
The CNLD service provision for children raises issues of confusion around whether the children’s needs are to be met by the CNLD service, the Community Children’s Nursing (CCN) service, and by Health Visiting or District Nursing in some circumstances or a combination of nursing services.  

Over the last 5 years the Community Children’s Nursing service has developed within the region. The service has been developed to provide specialised nursing care to children (0-18) with complex physical healthcare needs living at home.

Community Childrens Nurses (CCN’s) are registered childrens nurses with a community nursing qualification who have direct involvement with the child at home or in school, assisting parents to provide treatment and monitoring the child’s progress. They are a readily accessible source of support, information and advice for families. The CCN often acts as key worker for children with complex needs, requesting input from local paediatricians or general practitioners and sometimes directly from the tertiary specialist. (Community Childrens Nursing 2003). 

With the development of new medical interventions, such as the administration of PEG tube feeds, advances in medicines and technological equipment, children who have more complex physical conditions are living much longer.

Children who have a learning disability and who also have a range of complex needs will continue to pose service delivery challenges to nursing services. Therefore, the primary message within this paper supports the view within Equal Lives (DHSSPS 2006) that joined up working and sharing of knowledge and skills, will provide the best outcomes and life chances for these children.
“…Confusion exists about the roles and responsibilities between specialist learning disability services and mainstream health services in relation to the health care of people with a learning disability.  However, where they do work together, health status can be improved (DHSSPS 2005)…

Equal Lives (DHSSPS 2005) goes on to describe emerging needs for children, with learning disability over the next 15 years to include:

· “children who are technology dependent, an increasing number of whom are surviving into adulthood.

· children with multiple, severe and profound disabilities whom require 24 hour personal care and increasingly intensive nursing care…”  (DHSSPS 2005)

Therefore, the challenge for services is to plan adequately, in order to deliver a more coordinated nursing service in conjunction with multidisciplinary teams to meet the needs of these children into the future.

Profile of children’s needs

Children with a learning disability live mainly at home supported by family members. This group of children may have a wide range of needs with some children having a number of needs in combination, thus requiring complex and intensive support. Nursing services in conjunction with other multidisciplinary professionals provide a supporting role for both the child and the family carers. 
Nursing needs are currently provided by a variety of children’s nursing services: 

· Community Learning Disability Nurse. 

· Childrens Community Nurse. 

· Health Visitor and 

· District Nurse 

Services currently provide nursing care to people with learning disability and complex needs in all of the following aspects of care

· Life limiting conditions

· Continence - enuresis

· Acute medical needs   requiring  
post operative care /hospital 
admission

· Palliative care

· Epilepsy

· Enteral feeding

· Oxygen care

· Tracheotomy

· Suction care

· Stoma care

· Swallowing difficulties

· Health promotion need

· Child protection

· Diabetes care

· Nutrition care

· Respiratory Care

· Wound Management

· Pain Management

· Child Basic Life Support

· Fluid therapy

· Catheterisation (intermittent / 
indwelling)

· Venepuncture

· Cardiac disease

· Allergic reactions

The CNLD service continues to meet the nursing care needs of children with the above conditions and works in close partnership with CCN services when children are undergoing acute phases of illness.  Some of the above aspects of care can be lifelong and require partnership working with the keyworker role changing as and when needs dictate.  
CNLD’s have specific qualifications and experience for meeting the wider nursing needs of children with a learning disability in the following areas;
· Challenging Behaviour

· Mental Health issues

· Medicine management associated with the above.
· Autism
· Epilepsy management
· Bereavement management 

· Personal relationships 

· Sleep difficulties

We propose that the child will continue to be at the centre of any service model and that care will be provided to meet their individual nursing needs by a coordinated and joined up children’s nursing service.  

“… disabled children and young people who require ongoing health interventions have access to high quality, evidence based care, delivered by staff who have the right skills for diagnosis, assessment, treatment and ongoing care and support…”  (Disabled Child Standard, National Service Framework for Children, Young People and Maternity, (DOH 2004).
How current CLDN services are provided

A review of how services are provided has been completed in conjunction with the membership of the Professional Development Forum for Learning Disability Nurses in Northern Ireland.  The information identifies service delivery across the region and highlights the following models:

· CNLD’s providing services to/within specific separate children teams and adult teams for people with learning disability.  

· CNLD’s based within adult teams with adult casework their main focus but also provide nursing services to children as required/referred.  

· CNLD’s based in teams that provide both children and adult services for people with learning disability.  

Questions must be raised to why consistent services are not provided to children with a learning disability in such a small region and why CNLD’s services in some Trusts are more developed in delivering services to children than others.

The provision of a consistent model would appear more realistic within the current Review of Public Administration and the merger of 11 Community Trusts into 5 Trusts.  This opportunity must be used to provide clarity to the role of learning disability nurses working with children with a learning disability.

Within current community nursing services it would appear, that in some Trusts, there is good partnership working between CNLD and the CCN service.  This is evidenced in some joint working cases where the services clearly identify each nurses role with the individual client (see appendix 2a).  There is also evidence of joint working in the development of agreed protocols and procedures for nursing services.

In some cases however, the interface between the CNLD / CCN service appears to be uncoordinated when working with children who have a learning disability and complex needs. In addition, when structures for delivering future services are agreed it will be important to maintain professional clinical support and supervision.  It is proposed that each nursing service i.e. CNLD / CCN should have access to specific clinical support and supervision from within their own speciality.
Review of current nurse education provision  

The skills and competencies required to meet the nursing needs of the child can be obtained by completion of the relevant pre-registration / post registration training programmes as identified in Appendix 1.  

When reviewing the pre-registration training curriculum for learning disability nursing and children’s nursing the following key issues emerge.
· The review of the Learning Disability Nursing Branch curriculum (QUB 2006) suggests “learning disability nurses must possess knowledge and skills that lead to achievement of competencies necessary for assessment of simple and complex needs, care planning and care delivery in hospital and non-hospital settings and effective preparation of people for transition from supported to independent living.” (p. 2)
· Elsewhere the curriculum states that the programme aims to equip Learning Disability nurses with the knowledge and skills necessary to address the changing health needs of people with learning disabilities as they progress through the lifespan.

On a first glance, comparison of the essential skills which Learning Disability & Children’s student nurses are expected to acquire within their respective Branch programme, suggests a good deal of commonality.  Certainly, there is no doubt that Learning Disability nursing students are facilitated to experience the majority of skills which Children’s nurses are also exposed too.  However, there is undoubtedly some difference in the degree to which each gets the opportunity to “practice” the specific skills.  Children’s nursing students will have much more opportunity to practice clinical type skills by virtue of the amount of time spent in “acute” care settings.  On the other hand Learning Disability nursing students will have had more opportunities to develop, for example, communication, interpersonal and therapeutic type skills such as “Makaton” and Behavioural and Psychological interventions than their children’s counterparts.

We suggest that the way forward is not about which of the professionals should assume responsibility for the care of children with a learning disability.  Rather, the solution ought to be based on the particular needs of the child at any given time through a process of “partnership” between these two essential professional nursing groups. Through partnership in care the most appropriate professional at any given time can be delegated primary responsibility for delivering care, with the added advantage of having the other professional in support as and when needed.  To that end the new nursing curricula for these branches, are being examined in an effort to provide more opportunities for shared learning between students from both disciplines.  In this way it is hoped a greater understanding of respective roles and the start of a partnership approach between both professional groups might be facilitated in the best interest of the child.

See Appendix 2a / 2b for two case studies that highlights: -

· The joint caseload working between the CNLD and CCN.

· The development of a Specialist Epilepsy nursing service for people with learning disability facilitated by a learning disability nurse.

These studies show evidence of both partnership working and developing learning disability nursing skills to a specialised level when needs dictate.

Recommendations 

Overarching to all recommendations is that: -

The child centred / family needs for each individual child should be paramount in identifying relevant nursing care rather than being service / structure driven – delivered at the right time by the right people.

To promote high quality children’s nursing services we recommend the following:

1. A clear definition for children’s nursing and CNLD services requires to be agreed and used. The definition needs to include the various nursing professional groups that play a role in this service and should include age categories for various services.

2. Regional agreement and consistency is required to develop clear role clarification for all nursing services that care for children with learning disabilities and complex needs.
3. Structures / processes should be put in place within Trusts to establish clear working arrangements (co-ordination / communication) between each children’s nursing service e.g. children’s centre base, specific nursing professional forum, clinical supervision forum.

4. Dual working arrangements between various children’s nursing services should be promoted as needs indicate for individual children to encourage joint partnership working to the benefit of the child.
5. Comprehensive nursing / risk assessment processes should be used to identify the specific nursing / professional to deliver the most effective care.

6. To support clinical assessment, a screening assessment tool process should be developed to match identified nursing needs with appropriate nursing services. 
7. Learning Disability nurses should be aligned to any future children’s service structures.

8. Learning Disability nursing skills, knowledge and expertise working with children who have a learning disability should be utilised.

9. Post basic training programmes relevant to children’s needs should be fully utilised to promote best care.

10. More targeted, therapeutic, time limited nursing programmes / interventions should be developed for specific children’s needs.

11. Learning Disability nurses should promote and make visible their skills, knowledge and expertise within the new Trust arrangements

12. Each nursing profession should have access to specific clinical support and supervision from within their own speciality. 
13. A review of shared learning opportunities between the learning disability nursing branch and the children’s nursing branch should be completed
14. That these recommendations are considered by the project team who have been commissioned by the CNO to develop the nursing response to children with complex needs.

Conclusion

In the provision of nursing services to children with learning disabilities and complex physical healthcare needs, services have, for the most part developed without collaborative operational strategies being developed between relevant nursing disciplines.  This has resulted in unclear role responsibilities for delivering nursing services to children with learning disabilities who have additional complex needs.

Work needs to be completed in reviewing nursing services for these children and identifying new ways of working that are consistent to the needs of the child with the necessary services delivered by those who have the knowledge, skills and expertise to do so.  

Nurse leaders / managers in conjunction with Trust organisations require to provide clear direction for the future development of learning disability nursing services for children who have a learning disability and complex needs. 

The CCN and CNLD services must work more closely in a partnership manner, identifying primary role responsibilities as individual needs dictate.  Children can only be the winners in a partnership approach that is all about delivering the most effective care, at the right time, and by the right people.
The Professional Development Forum for Learning Disability Nursing intends to share this paper with nurse leaders and commissioners to inform and advise them regarding the role of community nurses learning disability, and the contribution they make in improving the lives of children who have a learning disability and complex needs.
The recommendations in this paper require to be reviewed for future action.
January 2007
Submitted by the Northern Ireland Professional Development forum for Learning Disability Nurses
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Principal Nurse (Disability Services)        or               Nurse Consultant
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Appendix 1

EDUCATION COMMISSIONING COURSES

Specialist Course

Community Nurse Learning Disability (UOU).

Other Specialist Practice

Shortened children’s Branch diploma (Queens).

Stand Alone Modules

Continence promotion of.

Beeches

Programmes open to nurses on all parts of the register.

Childhood Diabetes Hospital to Home (6 day programme)

Epilepsy Management (6 day programme)

Nutrition in Patient Care (5 day programme)

Palliative Care Nursing (6 day programme)

Promotion of continence in Clinical Practice (6 day programme)

Respiratory Nursing Course (3 day programme)

Stoma Care (6 day programme)

Wound Management (5 day programme)

Pain Management (1 day programme)

Anaphylaxis and PCP Awareness programme (½ day)

Basic life support child and infant (½ day)

Bereavement – Death and Loss (2 day programme)

Best Practice For Fluid Therapy for Children (½ day)

Cardiac Disease Update (1 day)

Catheterisation (1 day)

Child Development (Birth to Five) (1 day)

Diabetes Chronic complications (1 day)

Effective management of children with Enuresis (1 day)

Enteral Feeding (PEG) – (1 day)

Failure To Thrive (faltering growth) (1 day)

Growth Monitoring In Children (½ day)

Heart Failure (½ day)

Intravenous Administration of Drugs to Children (1 day)

Intravenous Cannulation (½ day)

Legal Aspects of Nursing Practice – Care of Paediatric Patients (1 day)

Paediatric Venepuncture and Intravenous cannulation (1 day)

Obesity Management (1 day)

Replacement of Gastrostomy Tubes (½ day)

Respiratory Disease Update (1 day)

Appendix 2a

Case Study 

SYNOPSIS OF JOINT CASELOAD WORKING BETWEEN

COMMUNITY LEARNING DISABILITY NURSING AND 

COMMUNITY CHILDREN’S NURSING IN SPERRIN LAKELAND.

Client is a 17-year-old woman with Spina Bifida, severe learning disability, epilepsy and challenging behaviours.  The CNLD was primarily involved in the case due to monitoring of seizure activity and addressing issues relating to challenging behaviours. 

Due to developing renal problems client was referred to the Children's Community Nursing services by the regional Renal Unit. Through liaison with the CCN service and the CNLD service it was felt that joint caseload working was recommended with clear role definition clarifying roles. The CCN liaised with the renal consultant and regional renal unit and passed information to the CNLD service.  CNLD nurse also linked in with the nursing staff in the renal unit to gain clinical knowledge and competency skills.

As the client’s renal problems became more prevalent the CCN took the lead role, as specialised knowledge in Urology was required.  The client required weekly injections to maintain her kidney function and her blood pressure at a specific level prior to injections.  As the CCN services specialised in renal issues, she trained the learning disability nurse in the procedure.  As the client would have tended to become very agitated when receiving the injection the CNLD nurse was able to advise on strategies to help keep the client calm during the procedure.  The injection took place weekly and administration was alternated by CCN and CNLD.

A community care plan was implemented which contained all the relevant information regarding the client and her treatment regime.

Appendix 2b

Case Study

Epilepsy Nurse Specialist – Learning Disability

Ben, a 16-year-old boy lives with his parents and sister. Ben has cerebral palsy and was diagnosed as West Syndrome as a child; Ben is dependant on others for all his personal needs. Ben was referred to the Epilepsy Nurse by his Social Worker in respect of an epilepsy risk assessment prior to implementation of a domiciliary package of care to be provided for Ben. 

An epilepsy nursing assessment was commenced to inform the risk assessment. Although having been diagnosed West Syndrome, a Childhood Epilepsy Syndrome, Ben was not receiving any ongoing treatment in the form of anticonvulsants for his epilepsy. However Ben was having seizures at least weekly. Seizures were Partial onset Tonic Clonic seizures. Ben had previously been treated with Epilim but this had been discontinued when seizures stopped at age 7. When seizures restarted at age 13 Ben’s parents were of the opinion that these were due to his physical and emotional health – chronic bowel problems and emotional stress when Ben had a change in his environment and routine, for example when going on holiday or to respite. While the Epilepsy Nurse informed Ben’s parents that these were the likely triggers of the seizures it was the underlying fact that Ben had epilepsy, which resulted in him experiencing seizures. Not to treat can be an option for some individuals who have epilepsy, review of treatment is important. Ben is seen every six months by the Community Paediatrician who reviews his treatment options. 

The nursing assessment highlighted the fact that Ben was given Rectal Diazepam following every seizure. Rectal Diazepam is prescribed for the treatment of prolonged or recurrent seizures but in Ben’s case it was given after the seizure had stopped. On discussing this with Ben’s parents they had felt this would prevent further seizures happening and perceived the Rectal Diazepam as helping to relieve the triggers rather than the actual seizures. The use of emergency medication in epilepsy and side effects were discussed and the fact that regular use of Rectal Diazepam could reduce its effectiveness. Other means of reducing “triggers” were discussed and agreement made to address Ben’s bowel problems with his GP. 

Ben no longer receives Rectal Diazepam following a seizure and seizures are less frequent due to improvement in Ben’s physical health. Repeated seizures have not occurred.

The Epilepsy Nurse discussed the use of preventative measures in the form of Clobazam for the few times when Ben became anxious which resulted in seizures and subsequent missing out on the enjoyment of a holiday. This was discussed with Ben’s GP and prescribed. Ben has been given Clobazam prior to both a holiday with his family and a period of respite and both have been a very positive experience for Ben and his family.

The completion of the risk assessment identified a need for training for the carer and clear information regarding Ben’s seizure activity. Access to a mobile phone and the importance of communication between all parties was documented. The Epilepsy Nurse provided Epilepsy Awareness Training for Ben’s carer which Ben’s parents also attended. An Epilepsy Management Plan was agreed advising the carer of normal seizure pattern, how to manage Ben’s seizures and what to do in an emergency situation. An Emergency Management Plan is also in place at school where the school nurse can administer Rectal Diazepam if required in particular circumstances.

Measurable outcomes for Ben are reduced seizures and better management of seizures experienced. As a result the risk of SUDEP (Sudden Unexplained Death in a person with Epilepsy) has been reduced for Ben and he no longer has to cope with the side effects of Rectal Diazepam. For Ben this means he now enjoys a more socially active lifestyle both with his family and outside with everyone knowledgeable in the appropriate management of his seizures. 
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