Severe and Complex Needs Care Pathway


Care Pathway encompassing Local Guidelines for 

Individuals with Severe and Complex Needs.

The care pathway outlined below is designed for any child referred to the Speech and Language Therapy Service presenting with an identified intellectual or cognitive disability of a severe and/or complex nature. This may have a genetic basis (e.g. Downs Syndrome) or could be due to a non-progressive lesion in the brain (e.g. Cerebral Palsy) and is present from birth onwards. Other children may have a severe and/or complex medical presentation where a unifying diagnosis had yet to be identified.
The very nature of the presentation of this client group presupposes that a child/young person and their families will require support from a large number of different professionals as they progress through key points in their life. As such the principals of government legislation and best practice guidance such as Together from the Start (2003), The Early Support Project (2004) the National Service Framework for Children, Young People and Maternity Services (2004), NICE guidance and the Children and Families Act (2014) underpin all intervention from the local Speech and Language Therapy Service.
All children with Severe and Complex needs should be offered the opportunity to follow the Early Support Process/One Planning Process locally and the Highly Specialist/Specialist Speech and Language Therapist for Severe and Complex Needs will ensure that they are involved in this, where necessary, and will attend or contribute to scheduled Team Around the Child/One Planning meetings where possible.

(i) Referral
As with other client groups, referrals for children/young people with Severe and/or Complex needs should come via a health professional for preschool children, or, for school age children, via a CAF or EHA/EHFSA form. Referrals for this client group will be accepted from the age of 6 months (for children with an identified diagnosis (e.g. Down’s Syndrome) up to the age of 18;00

(ii) Referral accepted

Referrals received are screened by a Senior Paediatric Speech and Language Therapist using the information on the referral form. The Care Aims model Section 1 form is used to prioritise referrals. Children with Severe and/or Complex needs referred to the service will be allocated to an assessment appointment with the Highly Specialist/Specialist SLT for Severe and Complex Needs rather than to group triage, as the group triage environment is unsuitable for this client group. 
(iii) Diagnostic assessment

The initial assessment process will be completed in an environment best suited to the child and family’s needs. Consideration about medical and equipment needs, age of child, risk of infection and involvement of other services (such as Physiotherapists, OTs, Education workers etc) will be made when identifying the most appropriate assessment environment for this client group including a video conference option, where clinically appropriate. Potential assessment venues to be considered would be within a clinic setting, within the child’s home environment, in a preschool/school setting or as part of a joint session with another professional. 
The purpose of the assessment is to gather information about the nature of the severe/complex needs of the child and how these affect communication and relate to the general developmental profile of the child/young person. A case history is completed during the initial assessment process, using the Paediatric Service questionnaire on SystmOne. Further discussion with parents can be guided by the Communication Development Profile (Child, 2006) as an observational assessment for children who are developing at a pre intentional and early intentional level.

Assessment will involve a detailed case history, ensuring information gathered includes:

· Onset of difficulties 

· Pre, peri and post natal birth history

· Physical presentation which may be impacting of communicative presentation

· Sensory presentation which may be impacting of communicative presentation (e.g. hearing and/or visual impairments)

· Family history of speech, language and/or communication difficulties
· Medical diagnoses which are present in addition to communication difficulty (including results of any genetic investigations)
· Medication taken and the impact of such on awareness, general wellbeing and potential SLT outcomes

· A full list of all professionals involved with child/young person/family

· Social environment; 

· Pre/intentional communicative behaviours including motivation to communicate beyond basic needs
· Emotional responses or behaviour used to communicate 

· Psychosocial impact currently or predicted for the future
The therapist will ascertain whether any previous therapy has been accessed, and the outcome of any such intervention. Expectations for therapy will be discussed and motivation for change will be considered.

Speech, language and communication skills and difficulties will be assessed via observation, parental report, informal and formal assessment as deemed appropriate by the assessing therapist. Observation could be carried out in clinic, education settings or home. Formal assessment could include, Reynell Developmental Language Scales (RDLS), Symbolic Play Test (SPT), Test of Reception of Grammar (TROG), Pre-school Clinical Examination of Language Fundamentals (CELF) and the Nuffield Dyspraxia Assessment. 
The therapist will also seek information from a multi-disciplinary team including:

· Education staff: Specialist Teachers, Learning Support Assistants (LSA), Educational Psychologists.

· Health Professionals: Occupational Therapists, Physiotherapists, Audiology, Paediatrician. 

Joint Multi-Disciplinary Assessments may also be appropriate. 

Parental expectations for input from the Speech and Language Therapy Team will be discussed and considered. 

Any reported or observed evidence/concerns related to feeding or swallowing will be acknowledged by SLT and passed on in writing, immediately, to the child/young person’s local Paediatrician to request a referral to a relevant Paediatric Dysphagia service to rule in/out difficulties in this area. 

It will be made clear to parents/carers that the local Severe and Complex Needs Specialist SLT is currently not able to assess or provide advice in relation to feeding and/or swallowing difficulties as the local SLT service is not commissioned to provide this. Any concerns raised by parents/other professional in relation to this will be passed onto the Principal Paediatric Speech and Language Therapist.

Following the diagnostic assessment, the child / parents / carers will be given information about management options if assessment findings indicate the individual will benefit from Speech and Language Therapy intervention. 
Those children who do not need the intervention of the Speech and Language Therapist to continue to develop communication skills will be discharged from the service at this point. For example, children who have a communication difficulty but for whom input may have no real benefit or effect on their skills and/or rate of progress will be discharged.
(iv) Identification of AAC (Augmentative/Alternative Communication) needs

Children and young people with Severe and Complex Needs may require access to one or more types of AAC systems. AAC systems can be low, medium or high tech and fall under the categories or aided (e.g. pictures, symbols, recordable switches, voice output communication aids) or unaided (e.g. Makaton signing, gestural communication systems, on body signing). The Highly Specialist/Specialist SLT for Severe and Complex Needs will work closely in partnership with the multi agency team to establish the best type of AAC system for a child/young person. Assessments related specifically to AAC will include consideration of the following;

· Communicative potential of child/young person
· Motivation to communicate beyond current abilities

· Whether there is a clear discrepancy between receptive language abilities and ability to express needs functionally
· Sensory impairments which may impact on ability to access different AAC systems

· Physical presentation and postural control which may impact on the success of an AAC system

· Advice from Physiotherapy and Occupational Therapy as to risks of extension patterns and postural impairments through the long term use of an AAC system and therefore adoption of an appropriate system to mitigate these risks as much as possible
· Whether the child/young person is at a cause and effect level

· Level of long term support from parents/carers for use of an AAC system (including programming, cleaning, maintenance and positioning)

· Training needs of individuals supporting the child or young person to use the AAC system
· Positioning of AAC equipment (advice will need to be sought from Occupational Therapy)

· Mounting of AAC equipment on wheelchairs/standing frames (advice will need to be sought from Occupational Therapy) 

· An individual’s ability to access an AAC system (advice will need to be sought from Occupational Therapy)

· Cost of system and training versus potential benefit of system

· Implementation of back up low tech AAC system for when high tech system is faulty or is not appropriate in certain environments (e.g. in the swimming pool)

· Appropriate symbolised/written vocabulary system to be used

· Whether the proposed system is to provide exclusively for an individual’s communication only or whether it is to include environmental control and ICT access opportunities as well

· Access to funding for a replacement/upgrade of an identified system for future needs

As of April 2014 the assessment and provision of the top 10% most complex AAC needs (both adult and children) has been protected and centrally commissioned under the NHS England Specialist Commissioning Arrangement. Therefore the Highly Specialist/Specialist SLT for Severe and Complex Needs will be able to access this assessment and funding through direct referrals to the identified Specialist regional Hub for the East of England (Addenbrookes CASEE Team, based on the CASEE specific referral criteria). All such referrals will be checked with the Principal Paediatric SLT for approval and monitoring purposes before being made.

The remaining 90% of children (and adults) with AAC needs will be met by funding from the local Clinical Commissioning Group or the Local Education Authority. The Highly Specialist/Specialist SLT for Severe and Complex Needs will write a recommendation for funding report (and include any such recommendation in the child’s Education, Health and Care Plan – EHCP) to the CCG/LEA to request consideration for funding highlighting the expected communicative outcome following provision of the requested equipment. All such requests for funding will be checked with the Principal Paediatric SLT for approval and monitoring purposes before being made.

The local Speech and Language Therapy Service do not fund provision of any AAC equipment and therefore the decision as to whether a recommended AAC system is funded falls entirely to the local CCG and/or LEA. The Speech and Language Therapy Service will provide recommendations and quotations for clinically appropriate AAC systems for such funding panels to consider on an individual basis.

Second opinions and/or advice in relation to AAC assessment and identification will be provided to Community Speech and Language Therapists by the Highly Specialist/Specialist SLT for Severe and Complex Needs upon request.
(v) Intervention episodes 

Information from the diagnostic assessment is used to guide an informed decision about the level of clinical risk each individual client has at that time. The Malcolmess Care Aims model will be used to guide this process. Clients may be offered indirect or direct treatment at any time based on their level of clinical risk and need, and the therapist’s informed decision about which intervention strategy is most appropriate at that time. Intervention should be offered in the environment most suited to the child’s needs; this may be within the school, nursery or home setting rather than in clinic and may also include virtual contacts via video conference. Different treatment options are available, and are outlined on the care pathway flow chart. A therapist may work alongside colleagues in Health and Education Services when working with this client group.
It may be appropriate, on occasions, for Speech and Language Therapy input to be paused whilst another service intervenes to provide support which would impact on the expected outcome for SLT. For example direct Speech and Language Therapy input for a child with Cerebral Palsy may be postponed until their seating and postural control needs have been assessed and met through Occupational Therapy and/or Physiotherapy intervention has been provided. In such cases the Speech and Language Therapist and other services will work in a multi agency team to ensure the most appropriate approach to the whole child and family’s needs to achieve a successful outcome.
(vi) Management commenced with goal negotiation

Management is guided by assessment findings. Any intervention begins with an agreement of long and short- term goals for each episode of care. All goal setting is agreed with the individuals involved in therapy. A Care Aims model is followed. It is likely that intervention will aim to maximise an individual’s communicative potential, and minimise the impact of the nature of the individual’s severe and/or complex needs on their communication, interactions and educational outcomes. 

a) Indirect 

The therapist may make an informed decision that an individual’s case is most appropriately managed by offering indirect therapy. This may involve advising the parents / carers / education setting staff/ other health professionals of strategies to implement in the home / nursery / school setting with monitoring at individually agreed intervals by the therapist. 

This management may be overseen by the client’s local therapist or by the Highly Specialist/Specialist therapist for Severe and Complex Needs.

It is likely that a period of indirect intervention will be followed by a consolidation period of up to 26 weeks before the individual’s status and clinical risk is reviewed.

b) Direct 
Direct therapy may involve 1:1, group or pair work at intervals       agreed between the therapist, parents/carers and multi agency team. Different therapy approaches are used as judged most appropriate for the individual, based on assessment findings and discussion with the child and / or parents/ carers.

Direct therapy may involve therapy within the clinic, home, educational setting or virtually via video conference, following agreed targets. Work will be in collaboration with parents and educational setting staff, or with other significant others in the child’s day to day life. Therapists have responsibility to ensure intervention offered is evidence based. Direct intervention may be provided by a Speech and Language Therapy Assistant working under the direction of the Highly Specialist/Specialist Speech and Language Therapist for Severe and Complex Needs.
It is likely that a period of direct intervention will be followed by a consolidation period of up to 16 weeks before the individual’s status and clinical risk is reviewed.

c) Multi Agency Therapy Intervention

Some children with Severe and Complex needs will require a   multi agency holistic therapy approach to meet their communication needs in association with their physical and learning, interaction presentation. 
In such cases children may be offered joint therapy sessions at the Lighthouse Child Development Centre or their educational setting.
All SLT targets set within these sessions will be jointly agreed with parents/carers and implemented by all staff within the therapy session. The targets will be reviewed following completion of the episode of care.
(vii) Reassessment

Following an episode of care the individual’s functional communication and needs are reassessed. If there is an ongoing clinical risk they may re-enter the care pathway for a further episode of care.

At a later stage Duty of Care may be transferred to a Community Speech and Language Therapist, depending on level of need and progress made. 
All children with a diagnosis of Down’s Syndrome will transfer out to their local Community Clinic for management by the Community Speech and Language Therapist if/once when they have transitioned into mainstream school.
Children and young people with Severe and Complex Needs will remain on the caseload, if clinically appropriate, of the Highly Specialist/Specialist Speech and Language Therapist for Severe and Complex Needs if they transition to Kingsdown, Glenwood or Lancaster Special Schools.
(viii) Referral for specialist assessment outside Trust

Where it is felt that local resources are insufficient to support an individual’s Severe and/or Complex Needs, or if a more specialist opinion is required that can’t be offered locally, they may be referred for assessment at a Specialist Centre at any point in the pathway. This is likely to be, but not exclusive to Addenbrookes CASEE Team, North Thames Cleft Centre at Broomfield Hospital, Great Ormond Street Hospital.
(ix) Discharge

Local discharge procedure is followed when aims of intervention are achieved; no further difficulties present; intervention is not require for continued progress to be made (e.g. where communication skills are developing in line with general developmental/learning levels); discharge is requested by the patient (this may be implied through non attendance) or it is agreed that an individual is able to self-manage their own communication needs.

At any point in the pathway, referral may be instigated to other relevant agencies to support needs which go beyond the scope of Speech and Language Therapy, e.g. the Local Authority for Education.
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