
 Central West Hoarding, Hygiene and Self-neglect project

Report from Project and Recommendations to LDG
1
Introduction

In February 2014 the Central West LDG discussed the issues surrounding severe hoarding and hygiene in properties and the impact on the safety of neighbourhoods. The particular risks posed by fires in these properties were noted as well as the public health hazards that they also sometimes pose. Underlying these issues it was recognised that vulnerable adults were experiencing difficulties in sustaining tenancies and may be at risk themselves, while also posing risks to others.

The LDG recognised that co-ordinated multi-agency working can have an impact on the behaviours that underlie hoarding and self-neglect. Equally, a range of legal and enforcement powers can be used. But the LDG recognised that in many instances these cases are not being managed as effectively as they should be. The LDG wanted to explore ways to support effective dual support and enforcement approaches.

The LDG agreed to take forward a real time practice improvement pilot to develop learning from the management of selected live cases that could support good practice and form the basis of recommendations back to the LDG.

2
Project process

The first meeting of the group was held on 20 March 2014 and further meetings were held on 1 May, 26 June, 24 July and 28 August. The group comprised representatives from West Midlands Fire and Rescue Service, Birmingham City Council Landlord Services and Midland Heart. Trident Reach later joined the group as well as a representative from Birmingham and Solihull Mental Health Trust and a representative from Birmingham Social Housing Partnership (BSHP). Members of the group comprised a mix of strategic and front-line practitioners. The first meeting discussed a number of cases in detail and these were then revisited by the group throughout the life of the project. 

Heather Matuzzo of Clouds Ends CIC attended the second meeting, providing valuable insight from her organisation that specialises in working with hoarders and addressing hoarding behaviour. This input supported a greater understanding about the underlying anxiety issues that often accompany hoarding behaviour. It also helped to develop an appreciation of the different nature and scale of problems ranging from self-neglect to hoarding.

Further meetings of the group worked through the differing outcomes and approaches being taken to managing cases by the front-line practitioners in the group. A member of Midland Heart’s in-house legal team attended the meeting in July and this assisted in understanding the issues surrounding capacity and the range of legal strategies that can support enforcement approaches. 

3
Findings

3.1 Specifying the problem
The importance of the issues of hoarding, self-neglect and hygiene in properties are increasingly being recognised by social housing providers. The risks of fire are particularly serious, and in November 2014 were the subject of comment by the Homes and Communities Agency (HCA) as Regulator for all social housing providers. This followed a referral to the Regulator by a Coroner following the death of a social housing tenant in a fire that was attributed to his hoarding behaviour. The HCA sought evidence of:

· The provider’s efforts to engage with the tenant

· The provider’s general provisions for dealing with such cases

· Efforts to communicate and coordinate interventions from other agencies

· Governance of policies and procedures and measures to ensure that they are followed

The local government Ombudsman has also reported on a case concerning a man who suffered malnutrition because ‘health and social care professionals were so fixated on the man’s wishes to live independently that they failed to carry out a capacity assessment of his ability to look after himself’ 

This group recognised that many cases may not be detected for long periods of time. The group felt that the cases being examined through the project probably represented only the tip of the iceberg. Furthermore, the real time cases being studied by the group suggested that the issues often defy easy definition or categorisation and that there may be spectrum of manifestations. It was understood that issues of hoarding, self-neglect and hygiene of property may have common features, but can be triggered by very different causes. These are contested concepts by health and social care professionals, but the following distinctions did emerge from the work of the group: 

· Hoarding behaviour, in the form of collection of items, often in a systematic and ‘ordered’ way, appeared to often be associated with anxiety issues. The NHS which defines hoarding as ‘excessively acquiring items that appear of little or no value and not being able to throw them away’
 and notes that it can be linked to Obsessive Compulsive Disorders, anxiety or depression. 

· ‘Self-neglect’ tended to take the form of very poor personal and property hygiene and seemed mainly to occur in older people, sometimes apparently triggered by trauma such as death of a spouse or parent. The group recognised that the cases studied bore out the distinction between ‘inability and unwillingness to care for oneself and capacity to understand the consequences of one’s actions.’ 
 

While broad distinctions could be made between hoarding and self-neglect, in reality most cases studied illustrated elements of both and rarely presented a simple path from diagnosis to solution. However, during discussions with the mental health professional who attended the group, it became clear that in many cases an understanding of the consequences of behaviour (enforcement) could prove vital in setting boundaries and promoting insight.

Overall, the group concluded that:

· While there are resource implications for all agencies in stepping up their work on this issue, ignoring the risks to individuals and to neighbourhoods presents its own uncalculated and unmanaged risk

· Social housing providers cannot ignore the problem, but will continue to seek multi-agency approaches so that people who are in this situation can maintain their independence and reduce the risks of fire to their neighbours
· Further work is needed in understanding the underlying pathologies and triggers to assist in identifying the right agencies to be involved with each individual case
· Both enforcement and support have a role to play and need to be deployed in proportion to the risk to self and others

3.2
Identification of cases

The group recognised that cases can come to light through a variety of means. In many instances concerns are highlighted when repairs operatives attend properties. In addition, all social housing providers are required by law to undertake an annual gas safety check and this also presents an opportunity to identify and report cases to housing management colleagues. However, the group recognised the need for clear effective protocols so that frontline repairs and gas maintenance operatives understand the triggers for concern and have a good understanding of the expected reporting mechanisms.

The group also recognised that there are a number of circumstances where cases might be overlooked. In some instances gas services might be capped or there might be no gas supply to the property. These properties will not benefit from the annual gas safety visits. The group also noted that potential triggers such as death of a spouse are often (but not always) brought to the attention of a social landlord. For those housing providers who operate an annual tenancy visit process, repeated failure to comply with annual tenancy check should also be considered a cause for concern. Different social housing providers will need to develop their own protocols and processes to proactively identify cases of hoarding and self-neglect and develop appropriate training and support for front-line staff.

It was recognised that the issues of hoarding, self-neglect and property hygiene are by no means confined to the social housing sector. Identification of such cases amongst owner occupiers and private renters is clearly more difficult and complex and these are issues that the LDG might want to consider further in conjunction with other agencies. 

Recommendation
· Social housing providers to further develop protocols around identification and reporting of cases and develop appropriate reporting mechanisms for repairs, gas safety and other frontline housing management staff
3.3
Risk management upon discovery
The group recognised that frontline staff need tools to help them assess and diagnose cases when they are first discovered. The use of the proposed assessment tool (see below for further discussion) will help in determining the level of risk and trigger the appropriate responses.

A key concern upon discovery of new cases will always be the risk of fire. In the first instance the housing officer who attends the property should seek permission for a Home Fire Safety check and to notify West Midland Fire and Rescue Control so that markers are placed on the property. The examination of cases highlighted the particularly valuable role that Fire Service Vulnerable Persons Officers can play in management towards resolution. It became apparent that the Fire Service are often able to form relationships that combine both trust and authority.

The group has recognised the need for greater communication and continuing dialogue between social housing providers and the Fire Service to continue to improve joint casework approaches. 

Recommendation

· Agree named Lead Officers for hoarding and self-neglect cases for Fire and Rescue Service and social housing providers on a Quadrant basis

3.4
Grading and Assessment Tool

In order to assist staff in identifying and managing the risk associated with each case and to assess the professionals to be involved, the group concluded that a Grading and Assessment Tool should be developed. Examples of such tools in use elsewhere were identified as the basis for taking this forward. A combined visual and checklist tool was felt to be the most useful approach, but it was recognised that further work would be needed to finalise the model (see appendix 1 for initial draft sample).

The group recognised that there had been only limited input to its work from mental health services and that adult social care services have not been involved at all. Taking forward an approach to the grading and assessment of cases would benefit from greater discussion with both of these services in order to develop a more robust appreciation of differing professional perspectives. 

Recommendations

· In the light of the Ombudsman and HCA comments on these cases, agree to further develop the grading and assessment tool illustrated in Appendix 1 by working with frontline staff handling live cases

· Discuss the approach further with mental health and adult social care professionals
3.5
Use of Enforcement Action

The group developed a very clear appreciation of the importance of enforcement action within overall strategies to address hoarding, hygiene and self-neglect cases. The June meeting of the group was attended by a member of Midland Heart’s legal team and the issues of capacity and the role of the Court of Protection were discussed in some detail.

The group recognised that in tenanted properties where there are clear breaches of Conditions of Tenancy, as well as health and safety risks, detailed and intensive enforcement action will generally be required. The group was advised that in many instances clarity about consequences can itself have a role to play in managing mental health disorders. Housing Officers need to establish very clearly with the tenant what is and what is not acceptable within the property and work closely with Fire Service colleagues in establishing levels of risk. 

It was found that legal strategies tend to focus on seeking possession of the property or the securing of injunctions. These approaches need to be underpinned with clear evidence demonstrating exactly what is expected of the tenant. An approach based on Acceptable Behaviour Contracts was discussed by the group as a good model to provide clarity about expectations between the housing provider and the tenant. 

The legal input from Midland Heart also raised the opportunities that may be available through the Court of Protection. This would apply in cases where capacity is lacking and in some instances may provide more pragmatic route for resolving issues.

Recommendations

· Provide guidance for housing officers to underpin effective enforcement strategies

· Social Housing legal teams to share experience and advice on the use of legal tools and Court of Protection in particular

3.6
Triggering multi-agency responses

The group was disappointed at the low level of engagement from mental health and adult social care. It was understood that the policy of Birmingham Safeguarding Adults Board is that ‘concerns about self-neglect are not automatically dealt with under the Safeguarding Adults procedure’ and that the approach taken by Adult Safeguarding Board is that ‘individuals have the right to choose their lifestyle or take risks [although] staff have a duty of care to ensure that individuals have the capacity to understand the risk implications of the decisions they make.’
 However, the experience from examining the real-time cases was that housing and fire service staff are not equipped to make capacity assessments and referrals to Adult Social Care are generally not successful in engaging the relevant professionals.

The group also found that engaging with mental health services tended equally to be disappointing and ad hoc. Referrals generally need to be made via GPs and the group found that in many cases the individuals were not engaged (or sometimes even registered) with a GP or that it is was difficult to find out the relevant GP practice. Frontline housing staff often had an instinctive sense that depression or anxiety underpinned the hoarding or self-neglect behaviour, but they struggled to make appropriate referrals. 

The group also noted that options previously available to access tenancy support services funded through Supporting People are no longer available and that this further impacts on the options available to social housing providers in their management of these cases. 

Recommendations

· Establish clarity about the referral and capacity assessment process through Safeguarding Adults procedure

· Establish clarity about referral process for tenants assessed as having capacity but requiring additional Adult Social Care assessment to determine the level of support necessary for them to maintain their tenancy

· Establish clarity about referrals to Community Mental Health teams in cases where individuals are not cooperating or engaging with their GP

3.7
Roles of practitioners and training/support needs
The work of the group has established that many front line housing staff experience difficulty in the effective management of these cases. As a result the cases often linger and create potential neighbourhood fire and public health risks.

It was clear that housing officers lack clarity about referral processes and struggle to access effective joint agency resources. Many officers also feel that there is a dilemma between adopting a support role while also taking forward an enforcement approach. The group further understood that professionals dealing with these issues from the perspectives of adult social care or mental health may not always appreciate impacts on tenancy management and fire risks and therefore greater inter-disciplinary understanding would support more effective case management.

Recommendations

· Social housing providers to develop training packages to support staff in the management of hoarding and self-neglect cases

· LDG to promote awareness of the fire safety concerns raised by hoarding and self-neglect

· LDG to consider how inter-disciplinary perspectives can be shared more widely so that agencies develop better awareness about differing perspectives on risks management of cases

3.8
Commissioning Gaps

Recent media attention on hoarding has demonstrated how specialist support can help with the clearing of properties back to an acceptable level and can also help in supporting changed behaviour over the long-term. At the moment there are no such services currently available to social housing providers or other agencies in Birmingham.

The group recognised that hoarding and self-neglect cases are resource intensive for social housing providers and potentially also for other agencies. However, the risks associated with not managing cases are potentially far greater (it has been estimated that the cost of a fire death amounts to £1.6m). With this in mind, a case could be made for joint commissioning of such services. It was recognised that this would require the development of a robust business case, but the group felt that both the financial and reputational risks associated with doing nothing should be fully recognised. 

Recommendation
· Further develop the case for the joint commissioning of specialist support services to address issues of hoarding and self-neglect.
4
Taking the work forward

Overall the project group feel that good progress has been made in developing a deeper understanding the issues that underlie hoarding and self-neglect. Some very good practice has been recognised alongside a better understanding of the barriers and difficulties faced by frontline staff. A particular concern to the group was the difficulty in establishing effective multi-agency working.

The group noted that joint working forums such as Safer Communities Groups (SCG) and Team Around the Family (TAF) might provide a model for taking forward multi-agency case management in vulnerable adult cases. Concerns about resource implications were recognised, but the group felt that in the long term more effective case management could lead to a reduction in resources and so provide better value for money. 

The group felt there was value in taking forward this discussion at a wider level than Central/West LDG. Other LDGs have also been developing work on vulnerable adults and Birmingham Social Housing Partnership is developing a practice manual for use by social housing providers. While some contact has been made with Adult Social Care and with Mental Health services, this has been limited and would benefit from being escalated beyond the LDG.

It is therefore proposed that Central West LDG host a Summit on Hoarding and Self-neglect. The summit would provide an opportunity to feed back on the work of the project group and might facilitate wider engagement by other agencies in the City.

Recommendations 

· Establish a Joint Agency group comprising named individuals from relevant agencies to case manage selected cases for a further 1-year pilot period
· Central West LDG to host a Summit on Hoarding and Self-neglect and invite representatives from other LDGs as well as Adult Social Care, Mental health services and Clinical Commissioning Groups
Summary of Recommendations for LDG
	· Agree named Lead Officers for hoarding and self-neglect cases for Fire and Rescue Service and social housing providers on a Quadrant basis



	· In the light of the Ombudsman and HCA comments on these cases, agree to further develop the grading and assessment tool illustrated in Appendix 1 by working with frontline staff handling live cases

	· LDG to promote awareness of the fire safety concerns raised by hoarding and self-neglect



	· LDG to consider how inter-disciplinary perspectives can be shared more widely so that agencies develop better awareness about differing perspectives on risks management of cases



	· Establish a Joint Agency group comprising named individuals from relevant agencies to case manage selected cases for a further 1-year pilot period



	· Central West LDG to host a Summit on Hoarding and Self-neglect and invite representatives from other LDGs as well as Adult Social Care, Mental health services and Clinical Commissioning Groups




Summary of recommendations for social housing providers
	· Social housing providers to further develop protocols around identification and reporting of cases and develop appropriate reporting mechanisms for repairs, gas safety and other frontline housing management staff


	· Social Housing providers provide guidance for housing officers to underpin effective enforcement strategies

	· Social Housing legal teams to share experience and advice on the use of legal tools and Court of Protection in particular



	· Social housing providers to develop training packages to support staff in the management of hoarding and self-neglect cases




Summary of recommendations for practitioners

	· Discuss the Grading and Assessment tool approach further with mental health and adult social care professionals



	· Establish clarity about the referral and capacity assessment process through Safeguarding Adults procedure

	· Establish clarity about referral process for tenants assessed as having capacity but requiring additional Adult Social Care assessment to determine the level of support necessary for them to maintain their tenancy



	· Establish clarity about referrals to Community Mental Health teams in cases where individuals are not cooperating or engaging with their GP 



	· Further develop the case for the joint commissioning of specialist support services to address issues of hoarding and self-neglect




Appendix 1: Sample diagnostic tool
Household composition
No./age of adults



No./age of children


Any kinds of pets

Persons who smoke

Physical disabilities



Languages spoken

	Health
	Cannot use bath/shower
	Cannot access toilet
	Cannot prepare food
	Rubbish overflow

	
	Cannot sleep in bed
	Cannot use cooker/fridge/sink
	Presence of faeces (human or animal)
	Cannot locate medication or equipment

	
	Presence of insects or rodents
	Presence of mould or dampness
	Poor personal hygiene observed
	Other

	Obstacles
	Cannot move freely/safely in home
	Emergency services cannot gain access
	Unstable piles
	Entrances or exits blocked

	Mental Health
	Does not seem to comprehend seriousness of problem
	Does not seem to accept likely consequences of problem
	Defensive or angry
	Anxious or apprehensive

	
	Unaware/not alert
	Confused
	
	

	Safeguarding
	Threat to health and safety of child
	Threat to health and safety of older adult
	Threat to health and safety of person with disability
	Threat to health and safety of animal

	Structure and Safety
	Threat to neighbouring property with common wall
	Unstable floorboards, stairs, porch
	Flammable items beside heat source
	Storage of hazardous materials

	
	Leaking roof
	Caving walls 
	Electrical wires/cords exposed
	No heat/electricity

	
	No running water/plumbing problems
	Blocked/unsafe heater or vents
	
	


Capacity measurements
Awareness of condition of property

Willingness to acknowledge condition of property and risks to health and safety

Willingness to acknowledge breaches to conditions of tenancy

Physical ability to clear property

Willingness to accept intervention/assistance

Support sources
Registered with GP (details)
Diagnosed mental health condition and treatment/support plan (CPN or other details)

Adult social care support in place (details)

Friends/family (details)
Appendix 2: Sample of cases discussed

	Miss H
	Very severe hoarding of items bought through catalogues bought through credit cards and other money-lending sources. Limited support from family (niece).

Fire Service Vulnerable Persons Officer had attended in the past and fire safety measures installed. With support from Fire Service, housing and mental health occupational therapy progress had been made in clearing the property and making it safe. Miss H had a fall and spent some time in hospital. Judged that she has capacity and with support can continue independent living. Assessed for 3 x week cleaning/household support by BCC Adult Social Services but engagement with service erratic and intermittent and property again declining.
	Miss H’s social care package under review. Housing provider has referred to legal team to commence enforcement via either injunction or possession proceedings.

	Mr T
	Living with 3 adult sons one of whom has severe autism and has not received support since day centre facility he was attending closed down 4 years ago. Severe self-neglect (no running water within property, no toilet facilities). Case discovered as a result of disrepair litigation taken by neighbouring property. 

Due to the severity of conditions in the property Mr T was moved to temporary alternative accommodation to enable repairs to be undertaken to address repair impact on neighbouring property.
	Mr T and family responded well to new surroundings and maintained property to acceptable standard. New accommodation made permanent by housing provider. Repairs to original property completed on a re-charge basis.

	Miss X
	Miss X had physical disabilities and was living with a ‘friend/carer’ who had learning difficulties and had been hoarding light bulbs and other items. 

Support was engaged to assist with clearing of property and some progress was made in making the property safe. Enforcement action a also commenced with warning letters. Both Miss X and her ‘friend/carer’ were then subject to a police investigation on a separate matter. As a result assessments were made in relation to the capacity of both to live independently and to continue to live together.  
	Miss X has now moved to sheltered accommodation and her ‘friend/carer’ has been assessed by Mind and deemed suitable for supported accommodation

	Mr TA
	Compulsive on-line shopper with high quality items stored in very large quantities. Some family support

With support from specialist hoarding service considerable progress was made in ridding the property of stored items. Housing provider made clear to Mr TA the consequences of his behaviour and fire service also explained fire risks
	Property made safe and Mr TA continuing to maintain his property to an acceptable standard.

	Mr Z
	Property in extremely poor condition of hygiene discovered as a result of attendance by repairs operatives. Mr Z was temporarily re-housed as property unfit for habitation. Environmental clean out of the property commissioned.
	Mr Z was assessed as having learning difficulties but judged capable of independent living. He moved back to the property after the clear-out and has been successfully maintaining his tenancy

	Mr YZ
	Owner-occupier who was hospitalised and then assessed as homeless due to condition of property – no running water, utilities etc. Mr YZ was moved to temporary accommodation while his situation was assessed.
	It emerged that Mr YZ had developed negative perceptions of his property (following death of spouse?). He ultimately agreed to sell the property to facilitate a move to more suitable private rented accommodation.
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