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GLOSSARY
Abbreviation 	Definition
ADHD	Attention Deficit Hyperactivity Disorder
ASD	Autistic Spectrum Disorder
CAMHS	Child and Adolescent Mental Health Services
CBF	Challenging Behaviour Foundation
CBPS	Challenging Behaviour Psychology Service
CCG		Clinical Commissioning Group
CTR	Care and Treatment Review 
DNA	Did Not Attend
HCC	Hertfordshire County Council
HCT	Hertfordshire Community NHS Trust
HPFT	Hertfordshire Partnership NHS Foundation Trust
IBQ	Impact of Behaviour Questionnaire
IHCCT	Integrated Health and Care Commissioning Team
LD	Learning Disabilities
PALMS	Positive Behaviour Autism Learning Disability Mental Health Service
RCADS	Revised Children's Anxiety and Depression Scale
SDQ	Strengths and Difficulties Questionnaire
SLDOM	Sheffield Learning Disabilities Outcome Measures
TCP	Transforming Care Partnership 
















1. Introduction:
1.1	The Integrated Health and Care Commissioning Team (IHCCT) commission Child and Adolescent Mental Health Services on behalf of Hertfordshire County Council, Herts Valleys CCG and East and North Herts CCG. This includes the PALMS service for Children and Young people with Autistic Spectrum Disorder and/or Learning Disabilities with mental health issues or behaviour that challenges.
1.2	Hertfordshire Community NHS Trust (HCT) were awarded the contract for mental health and challenging behaviour services for children and young people with Autistic Spectrum Disorder/Learning Disabilities at the end of 2014. The new service commenced on the 1st April 2015 and had been operational for 16 months at the commencement of the review (July 2016).
1.3	HCT is the main provider recruiting the majority of staff.  Hertfordshire Partnership Foundation University Trust (HPFT) provides psychiatry and medical supervision. ADD-Vance (a Hertfordshire charity who support children with Autism) co-facilitates the first intervention workshop for parents and carers.
1.4	Positive behaviour Autism Learning disability Mental Health Service (PALMS) provide integrated mental health and challenging behaviour support to families with children with a learning disability or Autistic Spectrum Disorder.
1.5	The service is commissioned to deliver the following Health and Wellbeing priorities:

· Fulfilling lives for people with learning disabilities. 
· Enhancing quality of life for people with long term conditions. 
· Supporting carers to care. 
· Helping all families to thrive. 
· Improving mental health and emotional wellbeing. 

1.6	Additionally the following local priorities were agreed: 

· Improve clinical outcomes and patient experience. 
· Tailor healthcare to meet individual’s needs. 
· Reduce the numbers of Children Looked After (CLA) within Hertfordshire. 
· Ensure a positive childhood by delivering services in a timely manner to families in crisis to offer the right support at the right time. 
· Increase the number of children who are able to have their needs met locally.

1.7     The total amount of joint investment by East and North Herts CCG, Herts Valleys CCG and Hertfordshire County Council is £1,391,768. This was an increase in investment of £850,000 over and above the funding from the previous service model.  

1.8       The service is currently commissioned to deliver an indicative activity caseload level of 500-600 families per year.

2. Purpose of Review
The review is intended to assess the outcomes of the service since it has been in operation and to make recommendations for future delivery.
2.1	Components of the Review
The review considered the following:
2.2	Assessment of how the service is delivering against the service specification:
· To provide improved and timely access to provision
· To provide high quality services
· Improved outcomes for families
· Improve the use of resources

2.3	Consider the experiences of Children and Young People and their families and to what extent the service has made a positive difference to the people accessing it.  

2.4	To gather stakeholder views on the service and their experience of it

2.5	To consider whether, in light of the CAMHS transformation programme, the service specification should be amended.  This will require consideration of the wider review of current pathways.  

2.6	Make recommendations based on the outcomes of the review 

3. Methodology:
· Analysis of service data and discharge audit 
· 24 Structured interviews with professionals (face to face and telephone)
· Parent/carer focus group and telephone interviews (Carers in Herts)
· Online survey for Parent/carers  (46 returns) 
· On-line feedback relating to wait times conducted by ADD-VANCE targeting parent carers (67 returns)
· Online survey for Professionals  (78 returns)
· Review of the PALMS Service model and national good practice (Dr Peter Baker, Tizard Centre, University of Kent)
4. Current pressures within PALMS

4.1	Due to staff vacancies there are currently pressures in managing new referrals into the service with a backlog of CYP and families waiting for an initial assessment.  This is partly due to a national shortage of mental health workers and challenges recruiting across the system within Hertfordshire and in surrounding counties. PALMS also inherited the Challenging Behaviour Psychology Service (CBPS), HCT and Harper House (HPFT) caseload and therefore the service started with over half the annual commissioned CYP numbers. 
PALMS also had a number of staff leave in a relatively short period of time. As a result only 42% of posts were filled on a permanent basis in December 2016. There has been active recruitment to these vacancies:  
· 58.6% staffing in post January 2017 following successful recruitment
· 73.8% staffing in post end March 2017 following successful recruitment
· Interim staff are also in place and additional staff are being sought to cover gaps.  

4.2	At the time of the tender, demand regarding the number of CYP that would benefit from PALMS was unknown. Commissioning a unique service such as PALMS meant that there were very few similar services to benchmark against and accurately predict the number of CYP requiring the service.
4.3	Recruitment has been a significant challenge from the outset, particularly for some key posts such as the Learning Disability Nurse Post and Clinical Psychology. This has had an impact on the service capacity to meet the demand and the access timeframes within the specification. 
4.4	One year in, the service undertook an internal review to ensure needs were being met. As a result a service restructure took place in September 2016 increasing the skill mix within the team in specific areas namely 1 WTE additional systemic therapist and the introduction of Positive Behavioural Analysts, Outreach Workers, A Duty and Triage worker, a Play Therapist and a Development Lead. The overall increase in clinical WTE as a result of these changes is 2.5 WTE.
4.5	Current activity levels are higher than the commissioned capacity of 500 – 600 CYP being seen in a year:
· Average referral rates per month 73 (equivalent to 876 a year)
· The current waiting list for Initial Assessment is 159
· The current caseload is 622



5.       Activity levels of the service: (Appendix 2)
5.1	PALMS started with the caseloads that were inherited from both CBPS and Harper House
Since the commencement of the service on 1st April, 2015 PALMS received a total of 850 referrals of which 553 (65% of total) were accepted to the service (2015/16). The service was therefore accepting on average 46 referrals per month. 
5.2	In 2016/17 (from April-November 2016) the service received a total of 601 referrals of which 393 (69% of total) were accepted to the service. The service is therefore accepting on average 49 referrals per month. The current active caseload is 614 including CYP awaiting treatment following an IA
5.3	Workshops: the first intervention step for the majority of PALMS’ families
45 workshops were delivered in 2015/16 which 206 families attended. In the current year (April- November 2016), 21 workshops were delivered which 127 families have attended. Quality Monitoring data and reports received by Commissioners give evidence of positive feedback in the evaluation of outcomes from families. The ‘messages of hope’ in particular evidences high levels of satisfaction from families, parents and carers (Appendix 4)
5.4	DNA rates varied from 6.3% to 10.3% and on the whole are relatively low. The fact that the service is largely one that delivers interventions in the family home is positive in impacting on lower levels of DNA and higher rates of engagement.
5.5	Discharges
In 2015/16 550 CYP/families were discharged from PALMS. In the current year (April-November 2016), there have been 464 CYP/families discharged from the service.
5.6	Complaints and Compliments
In 2015/16 there were 5 complaints and 152 compliments. In 2016/17 the service has received a total of 3 complaints and 111 compliments (up to Q3). 
5.7	Timescales (access to provision)
           The timescales in the PALMS service specification are:
· Respond to referrals within one week indicating whether the referral is appropriate
· Timely provision of support (28 (twenty eight days) to assessment start)
· From final assessment appointment no more than 14 days will elapse to start of treatment
When the service commenced it had started to meet the access timescales within the specification. This has always been a challenge for the service and since the increasing demand it has not met the access timescales, with the exception of response time to referrals, where all referrals to the service were triaged within the one week timescale. The review conducted by the Tizard centre has highlighted the need to review the current timescales, as it isn’t appropriate to have the same timescales as CAMHS provision, since this cohort of CYP are likely to be more complex and require a different type of service.
5.8	Crisis interventions (intensive pathway): 
In 2015/16 PALMS delivered its intensive pathway to 22 Children and Young people.
In the first year of its operation PALMS identified that they had prevented 8 CYP from having to access out of county placements with a potential cost saving of up to £250,000 per out of county placement, hence a potential total saving of £2 million. It is recognised that it was difficult to evidence whether the interventions delivered by PALMS has a direct impact on preventing escalation and potential reduction in out of county placements. The service has been recording this more robustly since October 2016 and to date have identified a further 4 CYP who they have prevented from accessing a tertiary outpatient service and 5 CYP who they have prevented from admission to an inpatient unit or residential setting. There are also robust arrangements in place to ensure that those CYP in tertiary provision are stepped down to PALMS.  
Currently there are 27 CYP/families on the intensive/heavy pathway with 5 families receiving intensive support 

6. Transforming Care Programme:
6.1	The Transforming Care programme requires local areas to develop effective pathways for children with learning disabilities/autism and mental health difficulties and/or who display behaviour that challenges. The programme will only be successful if local pathways are child and family centred, lifelong, and linked to adult pathways and developed in partnership with families.
6.2	The review has highlighted that there is an ‘urgent need’ to address early intervention as part of a whole system approach. 
6.3	Findings from our local Care and Treatment Reviews:
As part of the Transforming Care Programme, the Integrated Health and Care Commissioning Team employs a post which leads on conducting Care and Treatment Reviews for those children and young people/families with LD/Autism/Mental health difficulties and/or behaviour that challenges who are at risk of admission to inpatient beds. Many of these complex CYP will also be known to PALMS. NHS England have recently reported that Hertfordshire rate of admissions is significantly lower than other areas and are interested in the approach that we are taking. This in part has been due to earlier identification of those CYP at risk through conducting Community CTRs and having a community service such as PALMS which is able to offer intensive intervention in the community.
The CTRs have identified the following themes:
· Families were identified as requiring additional support to understand their child’s Autistic Spectrum Disorder and / or ADHD, how this affected them on a daily basis and understanding their child’s communication needs.  It was identified that following a diagnosis very little signposting to services and support was provided.

· Families were identified as needing support to rebuild their relationship with their child due to the level of challenging/violent behaviour they had been managing within the family home. Families identified that if they have been provided support regarding managing behaviour that is challenging at an earlier stage they would not have reached crisis point.

· In some cases families were not aware if they had a carer’s assessment or had not been offered an assessment.

· Access to respite care was often an issue; due to young people’s challenging behaviour they were not always able to access respite care.

· Families also struggled with number of services involved, the amount of professionals they had contact with and the amount of meetings they are expected to attend.  The CTR process recommended that families had one worker who would co-ordinate services, meetings and support.

· Some families reported that the strategies/interventions that PALMS were using with them were not working and at times they needed to review progress and consider alternative interventions.

7. Discharge Audit:
7.1	Commissioners conducted a discharge audit with the Clinical Lead for PALMS of 5 cases
7.2	The ages of the CYP varied as follows: ages 5, 9, 13, 15, 18.The length of time in the service varied from 6 months to 20 months. 
7.3	Findings from the audit concluded that:
Interventions resulted in reductions in challenging behaviour demonstrated through the outcome measures and reporting from parents. Improved outcomes included:
· Improvement in toileting 
· Improvement in feeding 
· Family feeling involved with decisions and strategies
· Detailed discharge letters with plans sent to family, GP and referrer 
· Young person felt understood by others
· Young person improved engaging in projects and going out
· Improved attendance at school
· Managing anger better
· Mood increased
· More independent
· Reduction in challenging behaviour
· Decrease in self-harming behaviours
· Improvement in access to social and community activities
· Good evidence of multi-agency working and working across settings including schools
· No relapse
	
One CYP was in the service for 20 months and was identified as needing an intensive intervention and was placed on the intensive pathway. The family received 5 weeks intensive support (4 evenings per week), intensive work with the parent/carer. The parent/carer was part of the solution and was upskilled to deliver the same interventions, re-enforcing the same messages. The CYP was successfully discharged from PALMS in August 2016 and has not had a relapse.






8. Stakeholder engagement:
Stakeholder engagement activity involved:
· A focus group of parent/carers facilitated by Carers in Herts (12 parent/carers attended the session).
· Telephone interviews with parent carers (Carers in Herts).
· On-line survey targeting parent carers (46 returns).
· On-line feedback relating to wait times conducted by ADD-VANCE targeting parent carers (67 returns)
· On-line survey targeting professionals (78 returns).
· Face to face meetings with HPCI and ADD-VANCE. 
· Structured interviews (face to face and telephone) with 24 staff who work in PALMS (HCT), CAMHS (HPFT) and the Disabled Childrens Team (HCC).
8.1	Focus group (Parent Carers facilitated by Carers in Herts):
Carers in Hertfordshire facilitated a session for parents in July 2016. In total 12 parents attended the session.
8 parents had children attending Special schools and four have children who attend Mainstream schools (one parent whose child attends mainstream had not used the PALMS service). The other 11 parents had accessed PALMS provision, either currently or previously. 
The Traffic Light approach was used to structure the discussion about the carers’ experience of PALMS:
Red      –      What is not working well and parents would like to               		          STOP
· Unclear Offer from service
· Mainstream School was not aware of the service
· Waiting lists/transfer from CBPS(Challenging Behaviour Psychology Service)
· Not recognising priority/urgent cases
· Long gap between phone call / appointments when urgent
· Too much expectation of parents
· Not being able to go into school to train/support staff
· Triage not working
Amber          What parents find useful/effective and they would like 
		to KEEP GOING

· Support from ADD-vance
· Support delivered in the home
· Workshops 
· Feeling valued as a parent
· Being seen within 28 days
· Good assessment and timely home visit re school refusal

Green –      Parents’ ideas about what should START 
· Advice for teachers/staff at school
· Support for Siblings
· More accessible to ADHD/ ODD children
· [bookmark: _GoBack]Common Assessment Framework (CAF)? so school informed of Professional Input
· More Communication between the service and other agencies e.g. school
· Address waiting times, inconsistencies were reported in length of time to intervention
· Being clear on who you see and why from service e.g. Play Therapist or Psychologist
· Clear criteria for service and clear explanation of what service can offer
· 1 to 1 work directly with child
· Need to recognise PDA (Pathological Demand Avoidance)
· Help with better Autism awareness
· Leaflet/information about the PALMS service for parents
· Involvement of parents in how things are done – whole family approach
· Pro-active service – should prompt who you need to see within service
· Parent Forum to provide a Critical Friend input into the monitoring of the service.
Carers in Herts conducted 3 telephone interviews with parent/carers who were unable to attend the focus group but wanted to give their views and experience of PALMS. The majority of the feedback was negative, highlighting in the main, the length of time to receiving support; did not find the workshop helpful and needed additional strategies to support their CYP; did not receive the appropriate support when their CYP was in crisis. 
8.2	Online Surveys:
Professionals survey
There were 78 returns from the online survey from a range of professionals 
The key themes from the survey indicated:


Access to PALMS:
	Quotes from professionals:

‘Some of our families need support and it seems difficult to meet thresholds’

‘It takes a while, and repeated referrals to access PALMS support’




Access to PALMS was described as difficult for referrers and frustration at not having their referral accepted was recited on numerous occasions. There was a lack of clarity on the criteria and confusion between CAMHS and PALMS and other providers within the CAMHS system which meant that families and referrers were experiencing problems of bouncing between providers leading to dissatisfaction. Nearly 40% of referrals do not meet the criteria for PALMS meaning that there is a considerable level of unmet need. Furthermore there are gaps in provision for earlier intervention and a lack of clarity of the pathway which could support this cohort of families and CYP.
Inconsistency in length of time to access treatment:
	
 ‘too long a wait and not quite sure of the referral process’

‘The frustration felt when families in crisis are bounced between Step 2, PALMS and CAMHS with each service claiming that they are not the right service!  Much clearer referral criteria are needed’

‘PALMS quickly assess the needs of the family and put positive support and strategies into place to ensure the family receive the most effective support. The service also keeps the person who made the referral up to date’




There were very mixed responses to the length of time reported to access provision. Many of the responses highlighted rapid response for triage and access to treatment in a timely manner, whilst others reported delays in the system. The delays may be related to those who have more recently been referred to the service, where due to capacity there are current pressures and delays to initial assessment and treatment.
Specialist knowledge and expertise of PALMS:
	
‘The fact that they work in the home. As an educator is not something I am able to do. Having a professional that can work with the child and the whole family in the home setting is invaluable’

‘It's critical support for families and children at breaking point’

‘Caring, knowledgeable and professional practitioners who can make a real difference to parents and their children’.



 
Many professionals highlighted that when CYP were accepted into PALMS, the service was good and provided interventions with positive outcomes. Professionals were keen to access the expertise knowledge and skills of the PALMS team. Schools in particular wanted to access PALMS expertise to support this cohort of CYP. 
Confused pathways between PALMS and CAMHS
	The "reasonable adjustments" criteria is tricky - at CAMHS we do not necessarily have the resources or expertise that PALMS assume we do in working with children with autism and/or learning difficulties. Sometimes it feels like we have to prove that we can't do it before they'll accept a referral, rather than taking our word for it. This is to the detriment of the child.

One neurodevelopmental service for young people with LD/ASD etc. plus MH problems would be much more effective both for the young people and for the provision.
They also do not do first diagnosis and consequently we have CYP waiting for a year or more for externally commissioned assessments




One of the key concerns from professionals was that criteria were not clearly understood, hence CAMHS staff often found it difficult to establish which CYP could access PALMS? through making reasonable adjustments.
Access to Primary diagnosis for Autism 
	
Increase capacity and staff to take on more neurodevelopmental work and do 1st assessment ASD




A significant proportion of the returns reported the delay in the pathway to access a diagnosis for Autism and the lack of support that was available for families following a diagnosis or pre-diagnosis. 
8.3	Parent/Carer survey
In total we received 46 returns from parent/carers. The key broad themes from the survey indicated:
· Co-production with Parent/carers and service design needs to be improved
· Accessing the right support before crisis
· Meeting the criteria for the service 
· Length of time to diagnosis for ASD
· Positive outcomes reported once in PALMS 
· Support for siblings was reported as a need 
Differences in the length of time to access the provision:
There were inconsistencies in the length of time taken for the service to respond to the family to offer an initial assessment and follow up treatment. The biggest frustration reported by parent/carers was the length of time it took to access the right support and intervention.
	
‘PALMS have been a breath of fresh air. They all "get it" and really support my daughter well. Their support in converting to EHCP has been invaluable as the focus is now firmly on my daughter’s autism rather than the behaviours she has exhibited in the past’.

I feel that PALMS was the first agency to take the whole family into account. They listen to everyone in the home to help us all not just my son.
A member of the team came with me to the TAFs at school and explained my daughter’s condition and how to support her.

More advice, things to try at home, there needs to be links with home and school his behaviour was because of school, so needed help for that at same time as help at home. Both needed combined action, somebody looking at both places.

Referred in Dec 15, first appointment March 16, workshop July 16 and still no actual support from anyone. And we are not coping at all!

To have been able to access the service more quickly - we were at crisis point by the time we did.

Had to wait 3 months for 1st appt and then 4 months for workshop and then 2 months for 1st visit.





8.4	Parent/Carer Organisations: Voluntary sector
We spoke to 3 parent/carer organisations that all highlighted the growing demand for support for this cohort of CYP and their families. The key themes were:
· Overwhelming need for support, providers are not able to keep up with demand.
· Popularity of the groups and support networks provided by the voluntary sector was evidenced in the parent carer survey returns.
· Consideration that co-morbidity needs to be taken into account, many of these CYP have co-occurring conditions such as ADHD as well as ASD and Learning Disabilities and behaviour that challenges.
· Support for Siblings
· Early intervention was reported as key and needs to be strengthened. 
· Providers were very keen to work in partnership with statutory organisations and didn’t feel that they were always considered a partner.
· Key agencies have a wealth of support, skills and knowledge to offer and should be seen as equal partners in the delivery of provision.
· Co-production and redesigning of service delivery needs to be strengthened
· Parent/carer agencies reported that PALMS had a significant impact on the outcomes for the families that they worked with.
· Earlier intervention parenting programmes are needed (i.e. sleep programmes).
9.0	Similar services to PALMS across the country
The Tizard review identified a small number of similar services to PALMS across the country and has recommended that PALMS takes the lead nationally. There are few if any that replicate the service that PALMS provides in Hertfordshire and indeed the Tizard review highlighted that PALMS is doing some ‘ground breaking work’ for this cohort of CYP/Families. Commissioners contacted some of the services and found that the majority of the other services delivered to cohorts who had a diagnosis of a learning disability and did not deliver to CYP who had a sole diagnosis of Autism.  Many of these services were very small and typically delivered to up to 15 CYP with highly complex needs. 
10.0	Key findings and outcomes:
Delivering against service specification: 
Assessment of how the service is delivering against the service specification:
10.1	To provide improved and timely access to provision:
PALMS initially were offering timely access to provision, however difficulties with challenges in the tender timeframes, inheriting 2 services’ caseload and recruitment of key staff has been a challenge and continues to be a challenge. Although the timescales (1 week) to triage is being met, the length of times to initial assessment (28 days) and treatment (14 days following IAA) is now a key issue for the service, leading to dissatisfaction amongst parent/carers, families and stakeholders. The parent/carer survey in particular demonstrated inconsistencies in timescales to access provision which is concerning. The Tizard review recommended that benchmarking with similar services is needed and having similar timescales as mainstream CAMHS provision is not necessarily appropriate for this cohort of CYP who often have co-occurring complexities.



10.2	Improved outcomes for families
The Tizard review carried out by Dr Peter Baker was impressed with the outcome measures that the service uses to evidence impact on families. The service provides robust reporting on outcomes on a quarterly basis demonstrating the improvements (clinical) and improvements reported by families. This is strength of the service; indeed the discharge audit demonstrated positive outcomes for CYP and their families.
 
10.3	Improve the use of resources
Evidence of improvement in resources (i.e. prevention of out of county placements, etc.) has been more difficult to evidence. The Tizard review concluded that this is likely to be demonstrated years down the line (adult services) and that a whole system approach is required to measure the cost savings to the system. The reduction in the number of admissions to inpatient care (as reported by NHS England) points to evidence that having a specialist service in the community for this cohort of CYP/Families is helping to support families in their communities and prevention of inpatient admission.

10.4	Experiences of CYP and families 
The review has demonstrated a mixed view of experiences for parent/carers and families. Some families report high satisfaction levels with good outcomes for their child. However a number of families (on-line survey) reported dissatisfaction, both in the length of time that it took for them to access treatment and in the quality of interventions that were delivered.

The qualitative information (quarterly monitoring reporting) provided by the service however evidences high levels of satisfaction which is also backed by the high scores in the Families and Friends Test, high number of compliments in contrast to the low number of reported complaints.


11.	Recommendations: The recommendations are set out below based on short-term (from April 2017) and longer-term recommendations
11.1   Short-term 
Current pressures and support for parent/carers in the interim. Currently there are 159 families waiting for an initial assessment and/or treatment (December 2016)
· PALMS will work in partnership with ADD-vance to offer additional courses and individual coaching sessions to families currently waiting for an initial assessment and treatment.
· PALMS will work in partnership with the Challenging Behaviour Foundation (introduced through the Tizard Centre) and local parent/carer groups to deliver Positive Behaviour Support Training.
· PALMS will continue to source interim staff to meet the current demand whilst waiting for new post-holders to commence. PALMS will continue to be inventive in their recruitment strategy.  
11.2	From the 1st April 2017 the current service specification will be amended as follows:
· Second opinions will no longer be carried out by the service due to the reasons noted in the Tizard review. 
· The timescales for access to provision will be amended to enable the service to realistically meet the needs of the CYP:
· Triage will need to continue to happen in a timely manner (within one week)
· Those CYP identified has requiring the crisis/intensive pathway will be responded to within 48 hours
· Initial assessment and start to treatment will commence within 8 weeks of the date of referral
· PALMS will develop a plan which sets out how they will work in partnership with Parent/Carer organisations around service design and delivery including an annual survey. 
· PALMS will evaluate the outcomes of the workshops and parent groups to evidence impact.
· PALMS will improve communications with referrers and families to improve clarity of criteria and service offer.
· PALMS will work jointly with HPFT CAMHS to address the confusion of pathways relating to reasonable adjustments including joint trusted triage and assessment to reduce the number of CYP/families being bounced between services.
· PALMS will take into consideration the findings of the Tizard review undertaken by Dr Peter Baker: 
· Improving service user engagement and capturing experiences of Service users and families
11.3	Neurodevelopmental pathway:
· Significant improvement in pathways is needed to ensure early support and diagnosis of ASD and/or ADHD
· Outcomes and plans regarding commissioning of a county-wide Neurodevelopmental pathway will need to consider the role of PALMS for future service delivery


11.4	Longer Term Actions
A whole system approach to Challenging Behaviour Support:

The review clearly identified that there needs to be improvements in the whole system of services/pathways available for this cohort of CYP and families with clarity on both pathways and the “offer” from early childhood through to adulthood. The following are recommendations that need to be made across services, systems and commissioning. 

· Multi-disciplinary working using a Positive Behaviour Support approach to be offered across the pathway (Map what is currently offered, identify gaps and commission with Local Authority).
· Early identification and support for CYP/families within this cohort in the early years (0-5).
· Paving the way – Path to better outcomes (whole system approach to improving pathways for CYP using the national toolkit to support this approach).
· Commissioners and local services work together with a whole life perspective and a shared understanding as this crucial to the future life course of young people and their families.
· Integrating pathways, especially in relation to the offer to schools (education) and exploring opportunities for aligning with support into schools (Autism Advisory Team in Education).
· Identify a care provider(s) of domiciliary care and train them in positive behaviour support. 
· Mapping current parenting provision for this cohort of CYP, identify gaps and joint commission appropriate provision.
Decisions need to be made on whether this wider work should sit under CAMHS Transformation, the Transforming Care Agenda or another workstream.

11.5	Promoting PALMS as a National Best Practice Model
The review from Peter Baker of the Tizard centre praised PALMS as a model of best practice which should be more widely publicised. This would encourage staff to join the service and so reduce recruitment issues.  Particular actions were to:
· Explore the opportunity of raising profile of PALMS through joining or leading a National network of similar provision as identified by the Tizard Centre.
· Develop links with appropriate University to enable students to access PALMS workforce for development/training opportunities (ABA) and improving recruitment/retention opportunities. 
· PALMS to apply to be part of the challenging behaviour foundation – CBS NG.

11.6	The Lenehan Review
The Lenehan Review – ‘These are our children’ was published on 26th January 2017.  The review by Dame Christine Lenehan was commissioned by the Department of Health into the care of disabled children and young people with challenging behaviour and complex mental health needs.  PALMS is just one service that contributes to the care of this group of children and young people so the local response to the review needs to be much broader than PALMS.  The Stakeholder session on the 27th January identified actions which Commissioners will be taking forward.  

· Consider the recommendations made in the Lenehan review and develop a joint strategy across health, education and social care.
· Care and Treatment Reviews; replicate this across education and social care to prevent admission to out of county residential placements.

12.	Conclusion
12.1	The review of PALMS indicates that the service is meeting the majority of the expectations outlined in the service specification. There are a number of recommendations outlined in this report which will help to improve the pathway for CYP with Autism/LD and/or behaviour that challenges/mental health conditions. Some of the recommendations relate directly to PALMS and others relate to the wider pathway, where joint integrated responses and actions are required from Health, Education and Social Care (Lenehan Review) and development of a coherent ‘Positive Behaviour Strategy’ across the whole pathway and into adulthood.

12.2	The Tizard review concludes that PALMS operates with a clear family centred model and has made great strides in creating a coherent, equitable and transparent care pathway. The service would appear to be supportive to the families who use it and, in the main, generate good outcomes for the children.

12.3	There are a number of recommendations from the review for PALMS itself to ensure that the service delivers support as effectively as possible to as many children and young people as possible within the current financial envelope. However the review has highlighted that there is a gap for earlier intervention for families and further consideration needs to be given to provide a whole system approach for this cohort of families and children:
‘Evidence-based early interventions, delivered locally, can reduce behavioural problems and improve the well-being of children and their families. They can also deliver considerable savings in the long term care costs for an individual, reducing the need for residential placements and contributing to much improved outcomes’. 
12.4	In order to address the whole system approach, it is essential that Hertfordshire has a clear multi-agency pathway including:
· Assessment, diagnosis and early intervention for individual children from 0 to 5 (Early years) through a coordinated multi-agency approach
· Identify problems early and respond rapidly using an integrated, multi-disciplinary approach to ensure all needs are met
· Provide evidence-based parenting programmes to help parents to support their child in the best possible way
· Establish a local positive behavioural support service, working across homes and school
· Develop a local approach to crisis prevention so children can stay nearby if there is a crisis
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The Tizard Centre
The Tizard Centre is one of the leading academic groups in the UK working in
learning disability and community care.
The Centre’s primary aims are, through our research, teaching and consultancy,
to:
e find out more about how to support and work with people effectively
e help carers, managers and professionals develop the values, knowledge and
skills that enable better services
¢ help policy-makers, planners, managers and practitioners organise and
provide better services.

The author

Dr Peter Baker is a Senior Lecturer in Intellectual Disability in the Tizard Centre
University of Kent.





Background to the evaluation

Sarvjeet Dosanjh, Senior Commissioning Manager (CAMHS), Integrated Health &
Care Commissioning Team on behalf of East and North Hertfordshire CCG, Herts
Valleys CCG and Hertfordshire County Council requested an evaluation of the
Positive Behaviour, Autism and Mental Health Service (PALMS). A specialist service
commissioned by the two Clinical Commissioning Groups (CCGSs) in Hertfordshire
and Hertfordshire County Council to provide integrated mental health and
challenging behaviour support to families with children with a learning disability
and/or Autistic Spectrum Disorder.

This report is part of a wider review which was intended to consider

1. Assess how the service is delivering against the service specification:
To provide improved and timely access to provision
To provide high quality services
Improved outcomes for families
Improve the use of resources

2. CYP/Family experience of the service

3. Stakeholder views and experience of the service

4. ldentify gaps and consider links to the development of the all-age autism

pathway
5. Make recommendations based on the outcomes of the review.

Specifically, this report involved
e Reviewing the current service model/specification/staffing of PALMS and
evaluate whether the current service model is fit for purpose
e Advise on outcome measures (current) and recommendations for future
provision
e Advise on any national best practice models/services that we can learn from
and facilitate contact with other services.

Methodology

Site visit on the 25.11.16 and interviews with

Dr Anna Dillon - Consultant Clinical Psychologist and Service Lead
Dr Ateeq Qureshi — Locum Consultant Child and Adolescent Psychiatrist
Dr Ellen Mackey — Clinical Psychologist

Dr Catherine Marshall — Clinical Psychologist

Kayleigh Rodbard- Positive Behaviour Analyst

Jenna Bartley — Positive Behaviour Analyst

Telephone interviews with

Dr Becky Scullion Clinical Psychologist & Clinical Lead

Anne Ross Founder Director ADD-vance

Leise Cooper Herts Parent Carer Involvement

Carol Kelsey Herts Parent Carer Involvement

Inspection of

Service Specification 001 1.11.14-31.10.17

Internal guidelines for clinicians relating to PALMS pathways (undated)
PALMS allocation criteria after IAA (undated)

PALMS Organisational Structure Chart (undated)





e Formal staff consultation document on the proposed changes to the staff
structure of PALMS July 2106

e Review of PALMS Integrated Health and Care Commissioning Team
(undated)

e Mental health and challenging behaviour services for CYP with learning
disabilities/Autistic Spectrum Disorder Service model (undated).

e Consultation Outcomes Document: The proposed changes to the service
design and staff structure of PALMS (undated).

e PALMS internal Service reports

o April-June 2015

July — September 2015

October — December 2015

January — March 2016

April = June 2016
o July — September 2016

PALMS Review Parents/Carers Survey (2016)

PALMS Review Professionals Survey (2016)

PALMS website https://www.hct.nhs.uk/our-services/palms/

Sheffield Disabilities Outcome Measure

Impact of Behaviour Questionnaire

Strengths and Difficulties Questionnaire

O O O O

National Policy Context and Background

Building the Right Support (NHS England et al., 2015) sets out a national plan to
develop community services and close inpatient facilities for people with a learning
disability and/or autism who display behaviour that challenges. The plan covers
children and young people as well as adults. It includes a new service model of local
support arrangements to prevent admission.

Children displaying challenging behaviours are at greater risk of social exclusion,
institutionalisation, deprivation, physical harm, abuse, misdiagnosis, exposure to
ineffective interventions, and failure to access evidence-based interventions (McGill
& Poynter, 2012). They are also more likely to be both perpetrators and victims of
crime. Poor outcomes are experienced not just by children themselves but by their
families too. Carers face an increased risk of physical and mental-ill health, physical
injury, increased financial burdens, and reduced quality of life.

Many more children with learning disabilities or autism live out of area in 52 week
schools. Research shows that challenging behaviour is a key factor that leads to
exclusion from mainstream schools, breakdown of placements and family
breakdown. Parents have indicated that these breakdowns formed part of the reason
why children were placed at a residential school that is out-of-area. For those living
out of area, residential placements for children with learning disabilities and autism
reduce family contact, increase young people’s vulnerability, and accentuate the
difficulties of transition to local adult provision (McGill, 2008).

The Challenging Behaviour Foundation (CBF) Academic Expert Group published an
evidence briefing in 2014 citing the costs for those aged 17 or under in Assessment
and Treatment units as over £46 million per annum with an average annual cost of





almost £250,000.! Young people were the most likely of any age group of inpatients
with learning disabilities to be in placements costing in excess of £230,000 per
annum (Data supplement, 2014).

The most recent robust cost estimates, uprated to reflect current prices, put the
average annual cost of an out of authority placement at £99,798 for a boarding
place, rising to £171,176 for a 52 week residential placement. Return to the local
area is very difficult to achieve. Instead young people often move to adult
placements in residential care homes or colleges out of area. Annual individual
service costs of between £89,335 and £358,415 have been identified for adults with
severely challenging behaviour (Data supplement, 2014).

There is consensus among academics in this field that, as well as averting crisis
situations, local support services should be identifying difficulties early in childhood
and using evidence-based approaches to address those difficulties. This approach
has the potential to deliver significant social and economic benefits. This is
particularly true where problems are likely to escalate over time, limit the life chances
of the individual, and result in significant costs to society (Briefing Paper, 2014).

The Children and Families Act (2014) brought in a requirement for formal Joint
Commissioning Arrangements between local authorities, relevant CCGs and NHS
England specialist services for children and young people with SEN and disabilities.
In order to fulfil the commitments of the Transforming Care programme and the
requirements under the Children and Families Act (2014) for this cohort of children
and young people, these joint commissioning arrangements should work with local
families to review the support in place locally for children with learning disabilities
and/or autism whose behaviours challenge (including those with a metal health
condition) in order to identify changes required. This should include a focus on how
well other local plans (including Future in Mind Implementation plans) are addressing
the needs of this group.

Typically, behaviour support for children with learning disabilities is provided by
CAMHS teams. Although there are a small but growing number of specialist NHS
teams providing for this population. More often evidence based support for these
children and their families is simply absent and historically the service response has
been to pass costs on to another agency rather than joint working to meet the child
and families need in their local community.

Service Model

The Challenging Behaviour Foundation (CBF) have recently published the five
factors they believe should be in an effective care pathway for children.

1. Family information, support and training on challenging behaviour — this
would include families being given peer support and sibling support, social care
assessment and support (including short breaks), and the offer of direct payments/a
personal budget.

1 Estimate reached as follows: (no. of service users for each cost band) x (mid-point in weekly charges) x 52
weeks. For placements >£6499, a charge of £7000 was assumed. For placements <£1500, a charge of £1000
was assumed.





2. Behavioural support and skills development in education
3. Positive Behavioural Support (PBS) — this would begin with a referral to a
Positive Behaviour Support (PBS) early intervention team to assess whether a PBS
service is required, followed by a functional assessment of behaviour, and a
behaviour support plan.
4. Coordinated and proactive healthcare — this could include a whole range of
things throughout the child’s life, such as: support for additional needs when very
young (e.g. sleeping, feeding, toileting); continued monitoring and support including
annual GP health checks from age 14; assessment for continuing healthcare funding
and offer of personal health budget if eligible; and input from relevant health
professional to an Educational Health and Care Plan.
5. Support for mental health and wellbeing — risk factors and early signs of
mental health problems in the child or his/her main caregivers should be identified
and acted upon.
A strategic approach that a Local Authority could adopt when developing a local
pathway might include:
« Assessing current service provision in partnership with families, identifying
gaps and strengths
« Looking at Care and Treatment Reviews of children from the local area to
identify any common barriers to effective local support
e Reducing spending on out-of-area placements and crisis interventions, whilst
increasing spending on effective, evidence-based local support
« Using the least restrictive methods possible and planning for a reduction in
restrictive interventions within all services

The service specification estimates that 6542 and 6960 children and young people in
Hertfordshire with a learning disability and/or Autistic Spectrum Disorder (ASD) and
of those approximately 40% (2616-2784) will present significant challenging
behaviour.

Details in relation to the service model have been gleaned from the service
specification and related internal documents, the PALMS website and interviews
conducted during the onsite visit and over the telephone.

The Service will provide integrated mental health and challenging behaviour support
to families with children with a learning disability or Autistic Spectrum Disorder.

The MDT

The PALMS service model is a specialist multi-disciplinary team comprising a
consultant psychiatrist, clinical psychologists, a speech and language therapist,
occupational therapist, play therapist, learning disability nursing, specialist positive
behaviour practitioners, systemic therapist and positive behaviour support workers. It
should be noted that at the time of the onsite visit that the team was running with
approximately 30% vacancies in many of these posts. A recruitment round had taken
place and it was expected that at least some of these vacancies would be filled in
early 2017. It was reported that psychology and learning disability nursing posts
were particularly difficult to fill. The on-site visit gave a very strong impression of a
tight cohesive team with a good balance between being mutually supportive and self-
critical.





Care Pathway
The service operates on a referral model. A clearly described and differentiated care
pathway is in operation. Referrals are triaged within one week by highly skilled
clinical staff. Criteria for acceptance include children who
e are aged 0-19 and are a resident in Hertfordshire and registered with a
Hertfordshire GP
« have a diagnosis of Autistic Spectrum Disorder and/or a global learning
disability, or are waiting for a diagnosis and
« show additional behavioural difficulties, including challenging behaviour
towards self, others and environment and sleeping, feeding and toileting
difficulties which have not improved following standard community and
paediatric interventions and advice
e and/or
« show an emotional or mental health need that cannot be met by mainstream
services including local CAMHS clinics with reasonable adjustments.

The triage will identify one of a number of outcomes with the child being guided to a
second opinion, a standard or priority pathways for assessment. Priority is
determined by risk of family breakdown, care placement, exclusion or suicide. It was
reported that approximately 80% of referrals are put on the standard pathway.
Individuals can be stepped up or stepped down according to need. Children not
meeting the remit of PALMS will be signposted to other services as appropriate. At
this stage, if it is possible, a likely intervention pathway is predicted. If an intensive
intervention is deemed likely the clinical lead is notified to plan capacity.

The standard pathway — the typical intervention will involve a variety of activity with
resource implications of 2-3 hours every 2-3 weeks. A lead or joint lead clinician will
be established based upon profession specific agreed competencies and tasks. At
this stage a values based workshop is offered where appropriate, this aims to
address attributions in relation to the child and shift from internal hypothetical to
external actual explanations for their challenging behaviour. Clearly unhelpful
attributions and expectations of the service are counter therapeutic and the approach
taken is innovative and based on a substantial research literature that would support
the notion that this needs to be addressed. Feedback data is routinely collected and
published in the quarterly reports, in addition specific feedback was gleaned and
published in the recent parent/carer survey. Feedback elicited has mainly revolved
around levels of parental satisfaction with the workshop. Satisfaction with these
workshops was consistently high. However, and of note, was that the Commissioner
and parent representative reported that some family members were critical. As yet
these groups remain unevaluated in regard to their key purposes of attributional
change and any consequent enduring effects on facilitating more positive outcomes
for these families. It was thought by the clinicians that, in the main, the negative
feedback occurred in situations where the family had assumed that attendance was
compulsory. Parent representatives also reported that some families saw this as yet
another hurdle they had to jump through and that in situations where the family were
near crisis, the focus of the workshops might not be appropriate. Also, it was not
clear if this feedback was in relation to individuals who had received the group
intervention alone or as a replacement for other support they deemed to be
necessary. Clearly there is a need for a more in depth evaluation of this initiative and
the identification of the multiple variables that would make this successful or





otherwise in relation to key dependant variables other than immediate satisfaction
with the experience of participation, and consequent revisions made to these
workshops.

Intensive pathways — a recent review has proposed two further pathways, heavy and
intensive. Given that this proposal has not yet been enacted, for the purposes of the
report these will be described as one. These pathways will be triggered by risk of
disengagement with the service, family or school breakdown, risk of out of county or
inpatient admission. In addition, systemic complexity is also cited as a pathway
trigger. The typical intervention will be 1-5 hours of weekly input. In order to be
placed on these pathways there is a requirement of social care involvement.

The service specification indicates maximum waiting times of 1 week for triage, 28
days for commencement of assessment and 14 days from assessment to start of
treatment. There is a clear expectation of discharge and this is communicated at the
beginning when working with families with an offer of 4-6 sessions, a review and
then extending with blocks of sessions followed by reviews as appropriate with the
average number of sessions offered of 15. Clinicians will work with families in using
the goal based outcome measure to track progress in the work and this will help to
inform when it is an appropriate time to discharge, in addition to other information
gathered over the course of the work. Clinicians will then give post measures at the
penultimate session and use the final session to pull together themes from the work.
A discharge letter is then written to families and copied to GP and referrer. If
required, families can call back within 6 months if concerns escalate so that support
with signposting or identification if further work from PALMS may be helpful. A re-
referral will be required if needs change in the future.

Feedback form family/carer representatives was very positive citing the extent to
which PALMS were able to understand the problem. This was in contrast to other
services (including education) which gave the parents a sense of being blamed for
the child’s behaviour.

It is understood that PALMS have struggled to meet the above timescales, with the
exception of the one week to triage and the it is likely that the standards specified
have been based on a CAMHS criteria. The complexity of this work will of course
impact on the length of time assessment and intervention take and clearly this will be
longer in PALMS than in CAMHS. The proposed network referred to later in this
report would be a resource that would assist the commissioners and service
managers setting more realistic timescales.

Currently a temporary halt on new assessments is in place due to the service
reaching its capacity.

Outcome Measures

The service publishes quarterly reports detailing referral and discharge information,
consumer feedback, aggregated standardised measures (SLDOM & SDQ), feedback
on workshops, messages of hope and family stories. Currently goal based outcomes
are not reported on.





Currently PALMS uses the Sheffield Disabilities Outcome Measure and the
Strengths and Difficulties Questionnaire. Good practice would suggest that such
measures should be used as a start to thinking, as guides for hypotheses or debate
and need to be seen within the whole clinical picture.

The following information is from the Child Outcomes Research Consortium (2014).
Sheffield Learning Disability Outcome Measure (SLDOM, Sheffield Children’s NHS
Foundation Trust/ CORC): looks at parent/carer’s feelings about their child, their
family, their ability to care for their child and the family’s experience with the service.
Feedback on SLDOM indicates it is an easy questionnaire for parents to complete
(although the negative wording of some items can be difficult), can provide helpful
clinical information, works well, appears to measure parental
confidence/understanding of child’s needs/self- efficacy, and has good face validity.
Some feedback indicates the SLDOM may not be very sensitive to change as an
outcome measure and may best be used qualitatively or providing a “snapshot”.
Whilst the SLDOM appears a useful measure for change in parents’ understanding
and parenting ability, it does not focus on behavioural, emotional or social aspects of
a child or young person’s functioning in a way that would help a broader
assessment, formulation, goal setting and evaluation of change in a standardised
way that would then triangulate with individual goal based outcome measures. Other
services contacted also use the SLDOM as an outcome to report to commissioners.
Of note is that the feedback elicited is that this is not a tool that is used for clinical
purposes

Strengths and Difficulties Questionnaire: is not standardised with CYP LD. The self-
report version can have limited scope for some CYP LD. The items are “gross” rather
than “fine grained” so may not measure any change. Parents and professionals have
found the parent version useful with milder, but not more significant/severe learning
disabilities for measuring change. The impact rating can be useful considering the
effect of the child’s behaviour on the family and other areas of life such as school
and peers.

Emerson (2005) explored validity of the child, carer and parent forms for a CYP LD
sample with less severe intellectual disabilities, concluding the SDQ appears, in
general, to provide a robust measure for this group. CORC (Child Outcomes
Research Consortium) recommend its use with children and young people with mild
learning disabilities. Robert Goodman, the author, recently advised that that the SDQ
generally works well for mild intellectual disability but not severe/profound intellectual
disability “... at least in part because the high rate of self-injurious behaviour and
autistic features is not well covered”. Therefore, SDQ may be appropriate for mild LD
but not more severe. Whilst the SDQ is not specifically recommended by CORC it
does tap in to different areas than the SLDOM and would therefore be seen as a
useful but secondary adjunct.

Possible standardised measures that might be considered include:

Nisonger Child Behaviour Rating Form (NCBRF): Previously recommended by
CORC for use with children and young people with more severe learning disabilities,
it does not seem widely used. Feedback indicated criticism of items less appropriate
to children with severe LD, negative language and complicated scoring.
Developmental Behaviour Checklist (DBC, Enfield & Tonge, 1995): designed
specifically to assess behavioural and emotional problems in young people aged 4 to
18 years. Feedback suggests the DBC is fairly widely used with CYP LD with





advantages of being developed with CYP LD, being comprehensive (can lead to
consideration of behaviours of which parents may not have been aware of). The total
score appears a good measure of level of need and “caseness”. Drawbacks include
its length, which can be off-putting for parents, particularly those for whom English is
a second language.

Beach Quality of Life Scale (Hoffman et al., 2006)

Verbal behavior milestones assessment and placement program (VB-MAPP)
(Sunberg 2008)

The service has recently started using Goals Based Outcomes as a clinical tool to
aid clinical decision making regarding progress and discharge. CORC (2014) report
Goals Based Outcome measures: have the advantages of being individualised and
quick to administer. They can focus on child, young person, parents and carers,
other people or settings. Feedback indicates experience of their use as mixed, with
some clinicians finding them a useful way to engage families and track progress, and
others less so.

Collection of outcome data is costly in terms of resource and therefore serious
consideration of both costs and benefits should be given. Currently the service
reports on a number of measures. It would be of interest to ask how this information
is used and against what criteria it is judged and the extent to which trends and
patterns over time are analysed. The standardised measures that are used have
validity and lend themselves to being reported in an aggregated format. It is
encouraging that the service has introduced Goal Based Outcomes. This is a much
more person centred approach and can be a useful adjunct to the reported
aggregated data. The above are options that my research has highlighted and the
clinical team might wish to explore these.

National Networks

There is no recognised database in regard to specialist services. My own informal
research has shown the following services that provide for children with learning
disabilities and challenging behaviour that are in existence currently and all have
expressed willingness to participate in a national network for the purposes of sharing
good practice.

e Bristol
e South Gloucestershire
e Halton

e East Sussex
The CBF were aware of the following services. These have yet to be contacted
regarding networking

e Royal Derby Hospital’'s Complex Behaviour Service which supports children
with severe learning disabilities who display challenging behaviours.

e South East Northern Ireland’s Behaviour Support Service which has centres
in Downpatrick, Lisburn and Bangor. This service supports children and adults
who have a severe learning disability in the local area.

e Gloucestershire NHS Learning Disability Intensive Support Service — supports
children and adults with a learning disability and complex health issues whose
needs cannot be met by mainstream services alone.

e Swindon have a Community LD CAMHS service that is separate from the
core CAMHS service, it is currently part of Oxford Health NHS FT. It consists
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of LD Nurses, Psychology and Psychiatry. The School Nurse for some of the
local special schools also is currently a part of the team. The team is based in
an integrated Children’s Centre, along with council run specialist (disabled
children) teams of OTs, Physios, S&LT, Social Workers etc.

« Buckinghamshire LD CAMHS service, which runs as a separate team within
an integrated CAMHS service in general CAMHS services.

e Tower Hamlets Disabled Children’s Outreach Service.

e Cardiff and Vale UHB.

e Kensington and Chelsea Behaviour and Family Support Team. Work with
children and young people (5-18yrs old) who already have diagnoses of ASD
and/or moderate+ LD. The team comprises clinical psychology, occupational
therapy, SLT, and psychiatry.

The scoping review of Residential school placements for children and young people
with intellectual disabilities (Gore et al 2015) identified the following additional
services
e Ealing Intensive Therapeutic and Short Break Service (ITSBS), Ealing,
London
e Family Intervention Rapid Support Team (FIRST) York

It is likely that further teams with a similar remit will be identified. Dr Nick Gore at the
Tizard Centre has indicated the possibility of establishing such a network as part of
his NIHR work.

Heather Armstrong runs a national network for clinical psychologists working in NHS
teams for this population.

The National Development Team for Inclusion (NDTi) and the CBF have developed
set of resources, commissioned and funded by the NHS England Transforming Care
Programme to articulate the role of children’s services in delivering the plan. These
include a benchmarking tool, a tool for developing local care pathways and guidance
on the legal duties of the statutory agencies. Once published these are likely to be a
vital resource for PALMS and commissioners.

Current Issues

Current embargo on taking in referrals

This is understandable as to assess and then not be able to offer intervention would
require a later reassessment. The team is running with 30% vacancies and this will
obviously have an impact on its ability to meet its obligations. Although recent
recruitment may well go some ways to address this. The underlying issue needs
some creative long term thinking.

e The team’s profile/reputation should be raised to make more attractive place
to work — a go to, high profile, cutting edge service. This could be achieved by
membership of the CB-NSG, becoming more research active (local
Psychology training scheme, Tizard Centre).

e More flexibility in recruitment perhaps looking to graduates from Tizard and
Bangor using the Board Certified Behaviour Analyst (BCBA) as recruitment
criteria and incentive.
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e More flexible role demarcation once staff are in post with training and support
to do tasks currently out with their remit.

e Cut down inappropriate referrals — better liaison with CAMHS (trusted
assessment process).

e Prevention work. Given an estimation of between 2616-2784 children
presenting significant challenging behaviour it is not surprising that the service
became quickly overwhelmed with referrals as the service model appears to
be almost totally referral based. Thus, families have to already be in state of
distress before they are considered for support. The service and
commissioners and local stakeholders need to give urgent consideration to
the role of prevention. This work needs to be evidenced based, strategic and
carried out in a genuine partnership with parents and carers, utilising current
parent/care networks of support. Whilst the emphasis should be on Autism,
perhaps prevention work around the identified themes of sleep, toileting,
eating, and management of behavioural outbursts could be considered, with
psychoeducation offered to at risk groups.

e Use of more time efficient assessment methodologies, e.g. the Brief
Functional Assessment (Baker 2016) tool to enable more efficient
assessments and care planning.

Second opinion

There is an unexpected emphasis on second opinion. In the service information for
the public, this is cited above assessment and intervention as one of the core
purposes of the team. This begs the question of what is happening with first
diagnosis and why this needs to be challenged so frequently. Are NICE guidelines
being followed for initial diagnosis. There may well be perverse incentives for doing
this within the team, e.g. discrete short work with positive outcomes, grateful parents,
feeling of doing a good job. These in themselves are not reasons to have this as a
core purpose. If this is to remain part of the teams work it is recommended that this
has a separate commissioning arrangement, in so much as responsible clinicians
are not faced with the choice of doing assessment and treatment or second opinion
work. It is not wise for these to be in competition.

Discharge

It is estimated that 30% of discharged cases are rereferred. This should prompt a
review of the discharge procedures and consideration of new ways of working
whereby some/all families are put on maintenance as a relapse prevention strategy.
This should involve PALMS facilitating and building on natural supports including
networking with other families. This would of course require funding.

Parent/Family voice.

A survey of parent views was conducted as part of this wider review in relation to
feedback about the service they had received. The report contains important learning
for the service. A synthesis of this survey would be illuminating as the results as
currently reported as raw data and percentages and are somewhat confused and
contradictory. Of note is that many of the responses are from parents who had not
received a service or who were currently waiting. This may well confound the
learning regarding the impact of the learning with the current problems with
throughput. Whilst both are important issues for the service, for the purpose of
analysis they would be better considered as separate. In the absence of a full
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analysis it is difficult to state with certainty the results of the survey. However, from
an informal read through it would appear that many parents were stating that whilst
the support was good, the advice was sometimes absent. This is not an uncommon
criticism levelled at professional from parents and is may be due to the apparent
relatively low prominence of PBS and ABA. PBS in particular should deliver both a
sense of working in partnership with the family and interventions directly based on
functional assessment. Of note is that | have not had the opportunity to review any
specific clinical work carried out by the team and indeed the absence of the term
PBS in the service’s literature need not necessarily reflect clinical practice. The
extent to which the service and commissioners have sought the views of parents
about their experience of the service is to be commended. But there remains
opportunity for the parent voice to be heard more in the arena of running and
planning of the service. This sentiment was a theme in the interviews conducted with
parent representatives. They felt that they were kept at ‘more than arm’s length’ in
relation to service planning. There are key roles for parent/carers around prevention
and ongoing (post intervention) maintenance and support.

Professional role demarcation

Good work has been done on operationalising the roles and expectations of each
professional group. Although this has many positives, this may well lead to
inflexibilities both in terms of what the team can do and in recruitment. The use of
more generic roles could be considered with necessary support and training given.
Pressure to demonstrate cost savings.

Any cost savings are likely to be down the line (i.e. years to some) and possibly in
adult services. It is highly questionable if the task of demonstrating these savings
should be the sole responsibility of PALMS and that such a complex health
economics task should have clearly delineated realistic responsibilities prescribed.

Lack of practical hands on support options.
Exploration of the feasibility of the creation of a specialist domiciliary care agency
trained up and supported by PALMS staff.

Individual learning when child placed out of area.

Establishment of a routine forum for learning each time a child is placed out of
county. This should be timely and lessons learned should be collated and used to
shape future practice.

Not commissioned to work in schools

This creates obvious problems in terms of coordinated joined up services, especially
with children in receipt of mainstream schooling. Education have an Autism Advisory
Team & commissioners have suggested that these services could be integrated.
Further exploration of this is recommended as discrete compartmentalised services
are currently not meeting the needs of children and families.

Children without a learning disability

Feedback from parent/carer representatives was that the bulk of children worked
with whilst having a diagnosis of ASD did not have a learning disability. The voracity
of this could not be verified neither could the implications be discussed in time for the
publication of this report.
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High rate of inappropriate referrals
Three options

1. Integrate PALMS into CAMHS

2. Expand PALMS to take on all learning disability/autism spectrum work (not

just challenging behaviour).

3. Work on relationships between PALMS and referrers.
Options 1 & 2 effectively break down a boundary (although may create within team
boundaries). Option3 is the least disruptive path. It is reported that because of a
genuine will and effort on behalf of senior clinicians and managers in PALMS and
CAMHS, the relationship has improved considerably of late, with an example being
the Trusted Assessment Process. Although the preferred option from a PALMS
perspective would be number 2.

Positive Behaviour Support PBS

Given the wide spread recognition of the importance of PBS, for example the
Challenging Behaviour Foundation recent advice on care pathways for children with
learning disabilities who present challenging behaviour and the forthcoming resource
from NDTi and the CBF. | could not find any mention of PBS in any of the service
literature. Furthermore it would appear from the Allocation after IAA document, that
only the Positive Behaviour Practitioners have a remit to conduct Functional
Assessment. Although it should be noted that both of the parent/carer
representatives were very positive about the assessments conducted by the team.
This may well be an area where the service could seek to recruit staff who have or
are working toward the BCBA qualification. Stating that the service would support
people who are eligible to achieve BCBA status would be every attractive to potential
applicants.

24/7 Support

The joint LGA, ADDASS and NHS England (2015) guidance on supporting people
with a learning disability and/or autism who display behaviour that challenges
guidance states that everybody should have access to integrated, community-based,
specialist multidisciplinary health and social care support. This is clearly being
provided for children in Hertfordshire. The guidance also states that they should
have access to intensive 24/7 multi-disciplinary health and social care support
delivered by highly skilled and experienced team with specialist knowledge. PALMS
operates a 7-7pm service, so outside of these hours families are required to contact
out of hours GP, A&E — where there is the C-CATT team (CAMHS crisis team)
present for assessments. In terms of social care, families are signposted to Children
Services within Hertfordshire

Periodic Service Review PSR (LaVigna & Willis, 1994).

It is recommended that the PALMS adopt the PSR in order to measure total service
guality and to assist it in meeting its own goals. Furthermore, the service should
consider the use of the PSR on the individual intensive interventions in order to
monitor and improve the quality of those interventions.
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Summary & Conclusions

Service specification and model

The emotional, physical and financial costs associated with children with learning
disabilities and or ASD who present challenging behaviour is immense and falls on
the shoulders of the child, the family and wider society. The lack of expert evidence
based support is a common occurrence. This support is vital and where in place will
lead to an improvement in the immediate and future situation for the child and their
family and also result in reduced long term financial costs in terms of health and
social care. Hertfordshire are to be commended for commissioning PALMS and
seriously attempting to meet their obligations in regard to this group.

The service operates with a clear family centred model and has made great strides
in creating a coherent, equitable and transparent care pathway. The service would
appear to be supportive to families who use it and, in the main, generate good
outcomes for the children.

The service has a number of problems some of which have been highlighted in this
report. This is to be expected as the service is young and has not had the benefit of
other services to learn from and benchmark with. There is evidence that the service
balances well supporting its staff and being suitably self-critical. Both of these traits
will be vital as the service grows and develops. The reliance on referrals is a
significant weakness in the service model and an equal emphasis on preventative
work or ongoing support and maintenance is recommended. This work should be
done in conjunction with parent/carers in a genuine joint enterprise. This would be a
bold and unique step and of course would not solve the current problem in relation to
demand. To reiterate, it is vital that any change in service model should fully involve
parents and families and be considered as a joint project along with similar services
in other parts of the country.

Service Outcomes

The routine outcomes collected by the service are amongst the best that are
currently available. The service is transparent and publishes quarterly reports
detailing important information. This does the raise the question of what is done with
this data and the extent to which this data is analysed over the long term.

National Best Practice

A small number of services that provide a similar service to PALMS have been
identified. PALMS could take the lead in establishing a national network to enable
sharing of good practice. In addition, the soon to be published NDTi and CBF
resources are likely to prove to be invaluable.
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Appendix 4: PALMS Messages of Hope and Case Studies

The following are a sample of ‘Messages of Hope’/Compliment cards and Case Studies submitted by
PALMS as part of their Quarterly Monitoring from 1° April 2015-December 2016

1.0 Feedback from Messages of Hope/Compliment cards:

I would like to say that 14 months ago when my son was permanently excluded from school, | was at
the end of my tether. | met Kayleigh and Caitlin (PALMS) and they taught me to learn how to cope
with my child and the situation at home. We have had a long journey through this time and | would
like to say there is light at the end of the tunnel. My son is now at school and he is doing well. Thank
you so much to all the people who have helped with my family.

Thank you to PALMS for a difference to our family life. When we came to you we needed help, now
we are strong enough to cope with the difficult behaviours and grow to work with the child together,
as a family.

Excellent service, | was always supported to see the positive side of things and he hopeful. The team
were not judgmental about our parenting. Thank you PALMS for all your support. We felt we could
never see a change in our daughter or a future for her. She has made so much progress and is so
much happier. It almost feels as if we have a new daughter, so much fun to be with and very happy
and content.

The help and support we get is outstanding. First time | felt there is a service which can actually make
a difference.

Just a note to say thank you for everything you have done for me and my family. | honestly think we
would be lost without you.

Parent discussed workshop — | really enjoyed the PALMS workshop. | came with a negative view but
left with a very positive view. It was lovely to get different perspective views to take me away from
the scientific information which was holding me to gaining an understanding about the behaviours
and the relationships within my family.

When | first sought PALMS support (Feb 2015) | was a bit lost as a Mum and we were as a family on
how best to handle our son. He was frustrated, angry, struggled with his communication and
displayed typical ASD behaviours e.g. retreating from a group, biting others, lashing out, tantrums
and unable to share or take turns. Step by step, with PALMS' advice and support, we have learned to
understand and deal with behaviours and situations. At times it was really tough doing the new
strategies but we kept persevering hoping we would progress. It has paid off. A year later, our son is
quite a different boy, now able to communicate better. He has fewer tantrums, is more tolerant and
accepting of rules and demands and people and isn't lashing out or biting. He is starting to form
friendships now. PALMS played a key role in our son's transition from nursery to starting school in
reception. They have worked with his sisters too and we have all benefitted as a family. | feel | have
'tools' now. Thank you PALMS for guiding and supporting us through a tough journey. | know the
journey doesn't end here, but it's a much more comfortable ride.

(From a young person accessing PALMS) It really helped me in dealing with my issues. It was really
nice talking to someone who understood me. | feel a lot happier now than | used to. | find it a lot
easier dealing with daily life.





Before PALMS there was a lot of anxiety and stress and tension between my husband and my son.
Through talking with Andrew (PALMS) and using the strategies he has given, our house is a lot more
relaxed, my husband and son are closer and my son is having less meltdowns and coping better with
his ASD. | have found it very helpful. | have at times broken down when | have been with Andrew, but
he was so understanding. Our home is certainly a happier one.

It has been a difficult time for us as a family and to admit you need professional help in parenting
your child is the most difficult thing to do as a parent, but we are so glad that we did, as with the
friendly, professional help , guidance and support from the PALMS team, we as a family have shared
some honest and sometimes upsetting statements with the team, but without acknowledging and
accepting that we needed help we would never have been able to improve the relationships and thus
improve our family life. Thankyou PALMS team, you’re great.

| would like to take this opportunity to express my gratitude to PALMS for the services they are
providing for children with learning disability, particularly for my son who has been diagnosed with
Autistic Spectrum Disorder. They give support and strategies in dealing with behavioural difficulties
including challenging behaviour towards self, others and environment. They also provide support to
families reaching crisis with step by step approach and on how to manage a number of concerns
experienced at home. Brid is the family therapist who has been allocated to us. She was very
supportive in giving strategies on how we will manage my son's behavioural difficulties. She did an
excellent job, not just focusing on my son's behaviour alone but also towards some other concerns in
my family. We've been in to difficult times when my husband became physically unwell and been ill
for long time. Due to his illness it affects the whole family and there's an impact into our son's
behaviour. My husband lost his motivation and confidence. Brid acknowledged our situation and
gives encouragement on how we can make things work better. | am really grateful for her support
because it helps gradually to bring back my husband's confidence and making us work together
again into our journey of life with our children especially throughout our son's care. Thank you and all
the best.

“When we arrived at PALMS we felt exhausted through lack of sleep and trying to cope/manage our
sons increasing challenging behaviour. Input from Psychiatry and LD nurse was very beneficial,
talking over strategies to manage certain behaviours. The home visits from professionals were also
helpful in that they could see our son in his home environment and give input at the time. Our son
now sleeps well and his behaviour has greatly improved.”

“This service has been brilliant in opening our eyes to different ways to cope and reduce behaviour
before the event occurs. Definitely recommend to other parents.”

“PALMS have been amazing. 4 months ago | had an autistic child who didn’t sleep in his own room.
After several meetings with PALMS he is now sleeping in his own room and is a far happier boy. They
encouraged the family to work as a team, with them. | never once felt like I’d failed as a parent. All
advice was positive and my advice to parents is to be open to suggestions, advice and tips. PALMS
are professionals, they are sensitive to parents and their children.”

“PALMS had a respectful and empathetic approach, we always felt understood as a family. They have
helped me to feel empowered and have raised my self-esteem.”

“We are so grateful for all that Andy and Kayleigh did for us. We continue to implement the
strategies and thanks to you, we can enjoy Christmas.”

“PALMS is a great service, helpful and gives excellent understanding.”





“The service was very good and the staff were very professional and always available to assist.”

“PALMS taught me everything that | needed to know for our family to manage behaviours and have
a good life. My daughter will always be grateful for you because without the work PALMS did, my
child and his sister couldn’t even be in the same room together. When | first came to your team |
couldn’t bear the thought of getting out of bed in the mornings and at times felt suicidal. Life is now
everything | want it to be and | would pay thousands for our service, and this is the only NHS team |
feel | can say that about.”

2.0 CASE studies:

Case study 1: PALMS: J's story

Jis a 10 year old boy with a diagnosis of Autism and Learning disability. He lives at home with his
Mum, Dad and two siblings. His brother is 8 and his sister is 14. J recently moved to a Severe
Learning Disability School.

We met with family for first time around year ago following referral from paediatrician. Despite the
really hard time that the family was going through at the time we met we were always struck by how
supportive and loving they were with each other. It was lovely to see how they still recognised the
strengths in J and were proud to describe him as an active young boy that loves jumping in the
trampoline, running and swimming.

Initial concerns and difficulties

The following behaviours occurred daily for up to 11 episodes a day: pushing and hitting others
which had resulted in bruises to Mum and siblings, spitting at others, throwing objects and head
banging. Siblings and Mum reported to be scared of J. Mum was scared to go out with J alone as
behaviours would also happen out in the community.

Sleeping difficulties: Falling asleep around midnight needing Mum, Dad or sister to stay with him and
waking up in the middle of the night when shouting and hitting happened too. This disrupted all
family’s sleep. Mum stopped working and brother’s school reported that brother always looked
tired.

Intervention and positive example of liaison and joint work across services

A Functional Behaviour Assessment was undertaken through home and school observations as well
as discussions in clinic. This allowed us to identify the triggers of behaviours and their functions of
trying to communicate: “I don’t understand”, “l am confused”, “I need help”, “This is too loud”, “I
want space”. This thinking informed the strategies that we developed with family in clinic and at
home.

The strategies required very close liaison with the SPLT in school to support with PECS and visual
communication systems at home in which we based our strategies of preparing for activities in
advance, visual schedules, reward systems and breaking down routines in small and achievable
steps.

We also required very close liaison with Social Services as family was in high need of respite and
Parents initially only seeing Medication as the way to calm down behaviours. The Allocated worker
from the Disabled Children’s Team was very supportive from the start and initially arranged for 10
hours respite a week and later one overnight respite a month. This respite allowed family to
gradually regain energy and feel stronger to implement strategies discussed.

In addition, some work with siblings took place to help them make sense of the behaviours displayed
by their brother and how Autism impacted on making things difficult to understand for J some times.





J’s and family’s story today

We now have one more session before discharging and during my last home visit it was lovely to see
J and siblings laughing together and Mum following through the use of visuals for evening routine
and J responding calmly throughout.

Mum’s face lights up when talking about how now J sleeps through the night most nights and if
waking up in the middle of the night he comes to her room saying “Mum” rather than shouting and
banging bedroom walls. Mum smiles when says that siblings now call her to say “Mum! Look! J is
tickling us!” rather than “Mum! J is hitting me!”

Mum is now happy to go alone with J to the shop, to the park, for a walk and to take the bus. J uses
now his PECS book to communicate but he is also working very hard with Mum and dad’s s support
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to vocalise some words such as “Mum”, “home”, “go”, “more”.

Case study 2:

John* PALMS Family Story

John* is a 9 year old boy who lives at home with his parents and 2 younger siblings. PALMS met with
the family in June for an initial assessment appointment (IAA). In the IAA the challenging behaviours
described in the home environment were hitting, slapping, pinching, hair pulling and chasing mum
with a cheese grater and knifes. There had also been an incident where two police officers were
called to the family home due to behaviours. Mum explained in the past two weeks challenging
behaviour had led to her calling the police twice and taking John to A&E.

During the IAA behaviours were observed every five minutes directed mainly at Mum. Mum also
explained that John had not been attending school in the last month and that he played on his
computer for the majority of the time.

In the IAA the family clearly described themselves at being at breaking point and needing respite. In
subsequent PAT sessions and direct intervention, mum remained adamant that a behaviour school
with residential facilities was required to help manage the behaviour.

PALMS work

PALMS work focused on managing the behaviour in the home environment and encouraging leaving
the bedroom. Direct intervention focused on;

1. Giving John a small amount of money every time he left the bedroom.

2. Prompting Mum to provide John with positive comments (for example, ‘the building you just
made looks cool’).

3. To encourage John to have access to items when he asks rather than giving it to him when
behaviours are displayed.

During this work, behaviours significantly decreased. From December to February it was reported
that no physical behaviour (hitting, kicking etc.) occurred.

Unfortunately, physical behaviours have increased in the weeks following parental separation. Mum
did report that John took the separation better than she thought. We are aiming to address this with
a clear plan of when Dad is visiting John.

Currently John is naturally coming off his computer for various reasons, for example watching a
movie with mum down stairs, playing outside with his siblings and going to the local church events.
Due to the behaviours becoming manageable mum is now adamant that John needs a mainstream
school with a teaching assistant rather than a behavioural school with residential facilities.

Overall Mum is pleased with the progress of the behaviour. She said that “this time last year |
wouldn’t have thought we would be at this stage with behaviour”.

What did PALMS support look like?
At the peak of the behaviour the family needed a Clinical Psychologist, Positive Behaviour
Practitioner and an Assistant Positive Behaviour practitioner (APBP) who went into the home three





times a week for direct intervention. In the first four weeks the APBP went from 3 sessions to two
sessions a week. Due to the reduction of behaviour in January it was agreed that just two clinicians
were needed for the family and therefore the PBP and APBP would be working with the family.

Case Study 3: Matthew*: PALMS Family Story

Matthew™ is a 14 year old boy who lives at home with Dad, his siblings Adam*(age 19, has a
diagnosis of Autism) and James™* (21, has complex medical needs). Matthew has a diagnosis of
Autism, along with a learning disability and Epilepsy. He has limited verbal communication. The
family are originally from Ghana. Mum died around five years ago very suddenly.

Following a referral from the school nurse, PALMS clinicians offered an initial assessment
appointment (IAA) at home as Dad is unable to drive due to glaucoma. In the IAA we heard how
Matthew likes to watch TV, especially watching Arsenal play football. We also heard about the
challenging behaviour which occurs at home, at school and in community. This includes self-directed
biting of the hand, resulting in callouses and open wounds, head-banging and ripping clothes.
Behaviours can also be directed to others, which involve scratching, biting and hitting.

Dad spoke about the current strategies he had to manage these difficulties. These included prayer,
often done in partnership with Matthew by laying his hands on Matthew’s head and encouraging
deep breathing. Dad shared his thoughts for why these behaviours could occur, explaining ‘there’s
something wrong in his head.” Dad discussed his goals in working with PALMS:

¢ To manage difficult behaviours

¢ To help to identify what is wrong in Michael’s head

PALMS clinicians requested that a Child in Need meeting be held to discuss concerns and agree how
multiple agencies could work together to support Matthew and his family. At this meeting,
professionals shared concerns about Dad’s ability to support Michael as he had told them that he did
not feel able to cope. These concerns were increased in light of Matthew’s high level of need, along
with those of his older siblings, and that Dad’s access to the community and support networks had
been restricted since he had developed glaucoma. At this time, PALMS clinicians also shared
concerns after visiting the home, including how there were limited activities for Matthew to engage
in, the house was not clean and had a smell of urine, Matthew’s bedroom was sparse with no
curtains and Dad had said he and Adam were using physical restraint when behaviours occurred.

What did the PALMS support look like?

Following discussions with PALMS clinical lead, it was agreed that we could offer an intensive,
extended assessment in order to fully explore the current concerns. The assessment took six weeks
to complete and included:

¢ Attendance at regular CIN meetings (one PALMS clinician)

¢ Asking School, Dad, Adam and West Hyde Respite centre to record Antecedent-Behaviour-
Consequence charts

* One hour observation at West Hyde Respite (one APBP)

* Four hours of observations at Watling View School (APBP or PBP)

* Seven hours of observations at home (always two PALMS clinicians for safety reasons — mix of
APBP, AP & PBP). These sessions including us testing out hypotheses e.g. what will happen if we
offer interaction then withdraw/offer tangible object then withdraw or we do not give attention
when requested

* One observation in the community whilst Michael was supported by carers (APBP & PBP)

* One home visit with PALMS OT & APBP to provide insight in to the impact of the home
environment and lack of activities for Michael to engage in

* One session in clinic with AP & PBP to explore Dad’s cultural and spiritual beliefs along with his
understanding of the behaviour and Michael’s additional needs





What happened next?

We wrote an easy-read extended assessment report, and had a session in clinic with Dad discussing
this report. We also shared the report at a CIN meeting and made professionals aware of our
understanding of the presentation. At this meeting, we highlighted the impact of the home
environment on Matthew’s quality of life, with the result that Children’s Services agreed to fund a
deep clean of the home and source appropriate furniture for Matthew’s bedroom. We also
identified siblings as carers and asked that appropriate support be put in place for them.

PALMS clinicians (AP & PBP) then met with Dad for three sessions in clinic to develop understanding
of Autism and Learning Disability and how these impact Matthew. We used a variety of resources,
including the PALMS ‘Sharing Messages of Understanding about Autism’ workshop, information
cards sourced from the National Autistic Society, YouTube videos and role play. Dad told us that he
has found these sessions extremely helpful in increasing his understanding and that he now ‘does
not worry about things he used to worry about, but now has an explanation for.’

The frequency of the challenging behaviour has significantly reduced since time of referral. We
anticipate that this is due to the increased support from multiple agencies and increased
understanding of Matthew’s needs. We have started to offer ‘Parent as Therapist’ sessions in clinic
with Dad, having scaled back to two key PALMS clinicians. We intend to create strategies in
collaboration with Dad which the APBP can then model with him within the home.

Case Study 4:
T’s PALMS Family Story (June 2016)

T is a young boy, aged 6, diagnosed with ASD and learning disability. He was referred to PALMS at
the end of last year for concerns around head banging, shouting, hitting, and screaming and was
discharged in March 2016.

T is one of three siblings; his younger brother has a diagnosis of Down Syndrome and learning
disability. During the initial assessment with PALMS, mother was very tearful and spoke about the
difficulties associated with having two children with additional needs. PALMS offered our workshop,
followed by an extended assessment to understand more about the behaviours of concern as well as
PAT sessions in clinic to support the family in creating strategies and developing new understandings
about ASD and the difficulties experienced.

Throughout the course of PALMS work, behaviours decreased and the family shared how their
quality of life was improving. They gave the example of feeling confident to go on holiday for the
first time and went on an overnight stay to Blackpool. Mother explained that this was something
she wouldn’t have dreamed of doing in the past but instead she ‘surprisingly felt excited.” The family
implemented strategies suggested through PALMS and had a successful holiday. They shared how
much they were looking forward to doing this again in the future.

We also spoke about some of their goals and hopes moving forward, one of which included being
able to go out as a family on Mothers’ Day for a meal. Mother shared that in the past she felt that
this may never be possible, however, at the end of PALMS work the family were beginning to plan
this event.

Parents shared how previously they felt like they were ‘coping in the moment’ and weren’t sure how
to improve things or what they could do as a family to make difficult situations better. | heard that
the work through PALMS had made a huge difference and their attendance at our workshop was a
‘turning point’ for the entire family. It was lovely to hear father say that everyone is now much
happier and this can be attributed to the strategies and alternative understandings developed
through PALMS.





Case Study 5:
J PALMS Family Story (September 2016)

The Challenging Behaviour Psychology Service (CBPS) met the family for an initial assessment
appointment on the 22 January 2015. They were previously seen by the service in 2013.

Preventing access to preferred food and when ‘told him or his siblings off mum triggered
challenging behaviours such us screaming, stamping feet, spitting and hitting head against cupboard.
Often these behaviours where directed at mum and sister. Sometimes during periods of challenging
behaviours J would to be restrained.

Wetting and soiling himself was happening 3-4 times a day and stripping would also happen
regularly.

Interventions

Toileting intervention:

Inappropriate urination happened in his bedroom. Before J entered his bedroom he was prompted
to go to the toilet first. After using the toilet he then accessed his bedroom. After a few minutes of J
being in his bedroom, he would then be directed to go to toilet again as it was observed that J would
not fully empty his urinate/bowels when going to toilet the first time.

Success

Urinating and soiling occurs once or twice a week rather then 3-4 times a day since this intervention
was put in place.

Food intervention

By encouraging mum to have more structure and rules surrounding food has given J clear
boundaries. For example Mum will now only buy 2 litre bottle of Pepsi per week rather than buying a
new bottle when it is finished.

Success

Mum said that this has improved the challenging behaviours surrounding not having access to food,
a secondary factor is that this has saved the family money.

Positive attention

With APBP support we encouraged mum to engage with J in an activity for a short period of time.
This was to give appropriate attention to J rather than giving attention only when challenging
behaviours happen.

Success

Since it was introduced challenging behaviours have reduced. Also no incidences have been reported
of behaviour being directed at younger sister.

Next steps

We have discussed with mum about discharging J after two more PAT sessions, which mum has
agreed to. Even though in the future there is still a risk of placement breakdown, the PALMS
interventions have allowed J to remain at home for a significant longer period of time.

Case Study 6:

A PALMS Family Story (December 2016)
Context

Ais 8 years old and has a diagnosis of learning disability, ADHD, and speech impairment. When first
seen at the PALMS initial assessment appointment, several concerns were raised regarding
challenging behaviour being directed toward his 10 year old sister, which included attempts to bite
and choke her whilst she was sleeping. Mum also shared details of her own mental health needs
and how this impacts the entire family.





Intervention

A referral was made to children’s services and Thriving Families began working with the family and a
CAF was initiated by A’s school. PALMS worked alongside Thriving Families to support mum in being
able to put boundaries in place, understand her own needs to help her manage stress and anxiety
she could experience, and implement specific strategies to manage challenging behaviours that
could happen at home. PALMS also supported the family to help develop more positive
relationships between A and his sister.

Journey

Over time, behaviours began to reduce and the relationship between A and his sister
improved. During a session where A’s sister was present, she said that mum ‘no longer shouts’ and
she feels home life is better. A explained that biting no longer happens towards his sister and mum
described the two siblings engaging in meaningful activities together, such as going to the park or
playing games, with little to no challenging behaviour being displayed.

In the final PALMS session, the completed pre and post measures were reviewed with mum. The
scores on both measures were representative of positive changes and a decrease in
difficulties. Mum was struck by how her responses to these measures had changed. She commented
that she didn’t remember filling out the questionnaires at the start of the work so it was especially
meaningful for her to see the differences.

In particular, she became emotional when seeing that on one measure she had responded to a
guestion to say that she felt that she was ‘unsure’ with the statement ‘l do not feel we are coping as
family,” yet on the post measure, she scored this as ‘strongly disagree.” She felt the measures helped
to confirm all the positive changes their family had experienced in the last few months and felt
confident to move forward independently.

3.0 ‘You said, we did’ — PALMS response to families

Following comments about the wait, we are currently developing a list of ‘other services’ within
Hertfordshire which may be relevant/of use during the wait to be seen by a clinician. This would go
out with our accepted letters or following a call with the duty worker.

Following comments regarding an email address to communicate with PALMS, the PALMS admin
team set up the PALMS email address and guidance around this to enable parents to communicate
via email and receive a response from the team via email.

Following feedback regarding the workshop, a workshop working group has been set up within the
team who have undertaken a big piece of work to make changes to the workshop content, slides and
also the information we send about the workshop. The workshop working group will continue to
meet and review feedback and make any further changes following this.

Following comments regarding timescales for return phone calls, we have set up a duty ledger to
book phone consultations with families / professionals at an agreeable time so they are reassured
that they will get a call back. Callers have so far found this very helpful.
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Appendix 5: Cohort of CYP accessing PALMS

3%

|

Profile of CYP 2015/16

H ASD

m ASD & Challenging Behaviour

B ASD & Learning Disability

B ASD & other medical

m ASD, Challenging Behaviour &
Learning Disability

B Challenging Behaviour

1 Challenging Behaviour & Learning

Disability

1 Learning Disability

Other
Condition Number of CYP

ASD (Autistic Spectrum Disorder) 317
ASD & Challenging Behaviour 106
ASD & Learning Disability 36
ASD & other medical 5

ASD, Challenging Behaviour & Learning Disability 47
Challenging Behaviour 11
Challenging Behaviour & Learning Disability 27
Learning Disability 50
Other 18
Total 618

Profile of CYP -
Gender

Female
23%






Appendix 5: Cohort of CYP accessing PALMS

Profile of CYP 2016/17

HASD
B ASD & Challenging Behaviour
m ASD & Learning Disability
B ASD & Other medical
W ASD,CB & LD
m Challenging Beh
 Challenging Beh & LD
1 Learning Disability
Other

Condition

ASD (Autistic Spectrum Disorder)

ASD & Challenging Behaviour

ASD & Learning Disability

ASD & Other medical

ASD,CB & LD

Challenging Behaviour

Challenging Behaviour & Learning Disability
Learning Disability

Other

Number of CYP

397
42
62

3
27
5
11
59
24
630

*PALMS systems are not able to capture data which identifies CYP with Severe Learning Disabilities (SLD).
PALMS have identified that 90 CYP with SLD have accessed the service from March 2016 - Feb 2017

Profile of CYP -
Gender

Female
24%







image7.emf
PALMS Stakeholder  session 27th Jan 2017 final.pptx


PALMS Stakeholder session 27th Jan 2017 final.pptx
Introduction

Simon Pattison
Head of Integrated Health & Care Commissioning Team
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January 2014 – review on challenging behaviour services completed.  At that stage:

Harper House

Challenging Behaviour Psychology Service

Total capacity – about 250 children and young people a year

No clear pathway or comprehensive service available to support the emotional and behavioural needs of this cohort of children and young people

Where did we start from?
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Insufficient capacity

Long waits for support

Gaps around support and guidance for toileting, sleeping, feeding and eating difficulties

Where did we start from?
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Live 2015 after a full tender process

Additional investment of around £850,000 from E&N Herts CCG, Herts Valleys CCG and HCC

Capacity doubled

Clearer criteria for access

New PALMS service
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To assess effectiveness of model:

Capacity

Outcomes

Consider the impact of CAMHS Transformation plans and other changes in the system

Why review?















Sarvjeet Dosanjh

Senior Commissioning Manager (CAMHS)

Integrated Health & Care Commissioning Team 

Findings from review 















Positive Behaviour, Autism, Learning Disability Mental Health service



Operational from April 2015

What is PALMS?












County-wide service providing a specialist multi-disciplinary (MDT) approach to CYP aged 0-19 



Child/Young Person must have a diagnosis or be on the diagnostic pathway for either Autistic Spectrum Disorder or Learning Disability 

AND 	



Have an additional emotional, behavioural (challenging behaviour) or other mental health need 



AND 

Experience tangible barriers to accessing mainstream services 







Who can access PALMS?













PALMS work with CYP who experience

Challenging behaviour, toileting, sleeping and feeding difficulties which have not benefitted from a community intervention, and/or



mental health needs that cannot be met by local CAMHS teams with reasonable adjustments









What PALMS is commissioned to deliver?













The MDT provides individually tailored support including:

Workshops (in partnership with ADD-Vance)

Groups 

Individual therapy

Therapeutic work with parents/carers

Commissioned to deliver to 500-600 families per year



What PALMS is commissioned to deliver?











Outcomes:

Improve clinical outcomes and patient experience 

Tailor healthcare to meet individuals needs 

Reduce the numbers of Children Looked After (CLA) within Hertfordshire 

Ensure a positive childhood by delivering services in a timely manner to families in crisis to offer the right support at the right time 

Increase the number of children who are able to have their needs met locally 



What PALMS is commissioned to deliver?











Assess how the service is delivering against the service specification?

Consider the experiences of CYP and their families and to what extent the service has made a positive difference 

To gather stakeholder views on the service and their experience of it

Service model – is it delivering positive outcomes and what can we learn from similar national provision?

To consider whether, in light of the CAMHS transformation programme, the service specification should be amended 

Purpose of Review 











Analysis of service data 

24 Structured interviews with professionals 

Parent/carer focus groups (Carers in Herts)

Online survey for Parent/carers (46 returns)

Online survey for Professionals  (78 returns)

PALMS Service model and national good practice (Tizard Centre, University of Kent)



Methodology











Number of referrals in first year: 814 

Number of referrals accepted: 553 

Number of referrals this year: 601

Number of referrals accepted: 393 

Number of attendees at workshops: 

206 families last year, 127 families this year

Number of families seen in the first year: 622

Number of families seen this year: 464

Number of families currently on caseload: 599



PALMS activity
Since the start of the service (April 2015 – November 2016)












Capacity and demand 

Recruitment difficulties

Access times to provision

Understanding the criteria

Integrating services and pathways

Positive Behaviour support across the system

Early intervention and diagnosis for ASD

Second opinions

Expectations from schools

Level of need for this cohort of CYP/Families

Key findings











Co-production and service design

Accessing the right support before crisis

Meeting the criteria

Length of time to diagnosis for ASD

Positive outcomes once in PALMS

Mixed views of experiences

Some strategies don’t work

Workshops

Demand for related parenting provision is high

Support for siblings





Parent/carer experience











Access to the service and referral criteria

CYP and families are still bouncing between services

Dedicated team with expert knowledge and skills

Thorough assessment process

Good outcomes from the model 

Confused pathways between CAMHS/PALMS

Good joint working between Autism Advisory Team (Education) and PALMS

Growing waiting times and demand and access to other support

Professionals views











Robust outcome measures used by the service demonstrate improved clinical outcomes  

Case studies 

Feedback from workshops and ‘messages of hope’

High number of compliments and FFT (Friends and families Test)

Low level of DNA (Did not attend)

Difficulty in evidencing impact (i.e. out of county placements; residential; reduction in A&E)

NHSE report Hertfordshire are significantly reducing inpatient admissions

Outcomes











Current pressures in PALMS and interim solutions

Early intervention including parent support provision

Whole system approach - Positive Behaviour support 

Neurodevelopmental pathway

Integrated pathways 

Clear articulated joined up pathways across Education, Social Care and Health

Pathways into adulthood





What we need to consider











Current pressures in PALMS and interim solutions

Early intervention including parent support provision

Whole system approach - Positive Behaviour support 

Neurodevelopmental pathway

Integrated pathways 

Clear articulated joined up pathways across Education, Social Care and Health

Pathways into adulthood





What we need to consider













‘These are our children’

A review by Dame Christine Lenehan,  

Director, Council for Disabled Children Commissioned by the Department of Health 

Lenehan Review

















Three key points

national accountability and ownership of this group—of Our Children

at a local level we need a clear joint commissioning approach which recognises what is needed at the earliest stage of intervention

That families must be recognised as partners in their children’s care and supported at every stage of their child’s journey through the system





Lenehan Review













The Path to better outcomes (NDTi and CBF)

Whole system approach:

New models of care and support

Person centred and preventative support 

Multi-disciplinary working using a positive behaviour support approach pre-school, school-age, transition to adulthood

Working in partnership with children and families

Workforce development

Strategic approach to developing local pathways





‘Paving the way’











Outcomes of the review shared

Changes to current specification from April 2017

Solutions for current pressures 

Further work on Longer term solutions and integrating pathways 

Links to Neurodevelopmental pathway 

Whole system Stakeholder group for future developments? 

Next Steps
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Outcomes of the review shared

Changes to current specification from April 2017

Solutions for current pressures 

Further work on Longer term solutions and integrating pathways 

Links to Neurodevelopmental pathway 

Whole system Stakeholder group for future developments? 

Next Steps











Promote PALMS to reduce recruitment issues

Prevalence – about 2,500 CYP- need strategies to prevent them needing PALMS

Post discharge – ongoing maintenance and support required (doesn’t need to be statutory services)

Invest in Positive Behaviour Support across the system

Learning from out of district placements



Potential Actions 











Better way of identifying these CYP and give them earlier intervention?

Link into what is already there across health, education and social care

Donate to Peter…… (@peterbaker5)

Promote good advice from experts by experience earlier in the process to stop issues escalating



We will:

Circulate these slides and Peter’s report

Circulate the link to the Lenehan review





Potential Actions











Group One (Early Intervention)

Positive behaviour strategy throughout the whole system based on an agreed model

Framework to look at possible indicators (spotting emerging needs)

Pooled budget and responsibility (health, social care, education) with clarified role

Link to perinatal work (community perinatal team)



Potential Actions











Group Two (parent / carer voice):

Think about both the Individual family and Strategic / service design input:

Parents involved in an advisory / reference group

Stories on the local offer (films / interviews)

Sort out the local offer and get that information right

Workshops from Challenging Behaviour Foundation (including train the trainer) with parent led workshops as part of an early intervention strategy 

All age family forum to share learning across the ages? (and facilitate natural networks)



Potential Actions











Group Three (integrated pathways):

Find ways that people don’t have to tell their story again and again (purple folder, CAMHS passport)

Local networks to identify what is in place and self help (Families First etc.)

Consistency of offer about Positive Behaviour Support – a generic offer that is consistent across the whole system 

Can we try and package an offer that is available on-line or much earlier to reduce the number of people going into PALMS

Explore potential of adult IAPT as an offer (and ensuring they can access the current service)



Potential Actions











Group Four (all age vision):

All Age Autism Partnership Board link up with Transforming Care with LDPB with other children’s boards with education and housing

Integrate PALMS into 0-25 service?

Parity across LD, autism and physical disability - Adult LD services to consider support for autism without LD (inequitable offer at the moment)

Expand age limit to 25 of PALMS

Risk stratification (dynamic register)

Parenting support – including transition into adulthood and changing role of parents

EHC plan – effective pathways into adulthood?



Potential Actions
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Next Steps
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