ADVOCACY ~ DOES IT REALLY WORK?
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INTRODUCTION & OVERVIEW

Advocacy is not a new concept, in point of fact it has been around in one form or another for a significant amount of time. Within mental health services, it has, of course, been visible since at least the mid-eighties. Interestingly, as pointed out by the late Professor David Brandon(1), Advocacy actually dates back nearly 400 years ~ in 1620, a pamphlet titled The Petition of the Poor Distracted People in the House of Bedlam was published. It is probable that the pioneer of advocacy was John Perceval. At the age of nine, his father, a Tory prime minister, was assassinated and John became “mentally ill” which resulted in him being shut away in private mental institutions for a number of years. In the mid-1840’s, Perceval was responsible for founding the “Alleged Lunatics Friends’ Society” and this organisation advocated for people in the asylums as well as campaigning the Government on relevant issues(2).   

Despite over twenty years of modern day mental health advocacy projects, this essential service can still be seen struggling for recognition, understanding and appropriate resources all around the U.K. In particular, there can often be problems in achieving a “shared understanding” between all relevant parties of what advocacy is, how it works, its boundaries and the significant advantages of having such a service available locally. 

In addition, appropriate funding & commissioning arrangements as well as achieving good working relationships between advocates and staff can also prove to be problematic. It is therefore rewarding to find approaches where the “nettle has been grasped” and the above issues addressed. Where this happens and a pragmatic and professional approach is adopted, the resulting service is usually of immense benefit to all those concerned. The value of independent support and provision of balanced information is immeasurable but absolutely vital and must, therefore, be properly recognised, supported and commissioned for the benefit of service users and practitioners alike.     

Whilst there is a lot of good work being delivered by advocacy projects around the U.K., provision of this service is still quite patchy across the country. This, we suggest, is due in the main to inadequate funding arrangements and unrealistic expectations which all too often set the service up to fail. The lack of robust & supportive commissioning arrangements can directly lead to un-focussed, poorly co-ordinated and sometimes irresponsible advocacy service provision. Sadly, therefore, really good practice tends to be all too uncommon, and independent advocacy service providers across the U.K. tend to experience similar problems.  

SUPPORTING EFFECTIVE ADVOCACY

Poor quality support and supervision often leads to problems for both the service and the client. Service users will usually be asking for help with highly emotive issues for both themselves and the advocate. This may lead to boundaries being blurred and advocates finding themselves making judgements about the client, the issue, or perhaps both. Because the issues being addressed can be emotionally demanding, the lack of good quality support and supervision often leads to burn-out for the advocate. We recommend that all advocates have access to regular independent support sessions and these should be provided by an appropriate individual who is external to the organisation on at least a monthly basis. The financial implications in this respect should, of course, be factored into any funding application and this is something to look out for if you are a service commissioner as it can demonstrate the applying organisation really understands about key elements needed in order to support a successful project.

Sometimes the provider agency itself might be inappropriate to provide the service. The battle for funding in non-statutory agencies has led to some organisations seeing the management of advocacy projects as a way of raising much needed revenue by recruiting advocates and then charging management fees. Whilst some organisations clearly have very good track records of project management in general, it does not mean they have an understanding of the issues facing advocates. Support and supervision may then become inadequate and the project becomes at best ineffective, and at worse a risk. Although these organisations often offer management at cheaper rates, we would argue that this is false economy as specialist knowledge is vitally important if you want the project to be successful.

Quality support, supervision, ongoing training and the like need to be reflected in the budget, and it is important that service commissioners show they are committed to financing quality services by making sure these areas are embedded within Service Level Agreements which, of course, helps to ensure the best value possible from the investment being made. 

Training is another area which needs to be monitored and properly funded by service commissioners. Advocates require training in areas such as confidentiality, boundary setting, The Mental Health Act / associated legislation, how services relate to each other, treatment options, basic understanding of benefits and housing issues, etc. In fact the list can be almost endless, although for the advocates it is also about knowing when to seek specialist advice for dealing with complicated cases. Specialist training for advocates working in Secure Services with very risky clients is absolutely crucial as these advocates will need to understand security procedures together with some of the clinical issues. They will also have to work more closely with the clinical team particularly with high risk patients. (The area of Secure Mental Health Advocacy is addressed later in the chapter under “SOME CONSIDERATIONS FOR SPECIALIST ADVOCACY AREAS”)

When there is a successful advocacy project, the benefits for all involved are well worth both the effort and cost. Until recent years, Psychiatry was a branch of medicine that gave patients little information and even less choice. The early pioneers of advocacy in mental health services changed this situation by sharing information, telling patients what treatments might be an option and encouraging patients to challenge decisions made about them without consultation. At the same time, the service user movement became active by campaigning for the rights of people with mental health problems, including their right to exercise choices and take some control of their lives. Although they initially met with opposition from mental health workers, this is changing with staff now seeing the benefits of working towards informed compliance (or concordance) rather than forced treatment. 

This way of working for many staff is not only easier, but also quite rewarding as patients are much happier, have a better quality of life and move on to independent living with or without service support much more quickly. Service users who are empowered, properly consulted, well informed and make their own choices also report a much-improved quality of life. Advocates have an holistic approach to the clients issues, realising that housing, benefits, employment, social life, etc. are just as important as medication and treatment options. By helping people to address all of these issues, it improves their equality of opportunities in life.

Group Advocacy, (Patients’ Councils or Service User Forums) is another area which advocacy providers are often asked to facilitate. We see no problem with this, providing roles for the workers are very clear. We believe that a separately funded position of “Service User Involvement Worker” is the only way to ensure that boundaries are not blurred between one-to-one advocacy and group advocacy / service user participation. The service user involvement worker should only be dealing with service-related issues which affect many service users or certain groups of service users ~ not individual issues. Points raised by service user forums can make an extremely useful contribution to service development by helping to ensure that services are both responsive to service users’ needs and effective in meeting those needs. The “Service User Involvement Worker” position should be funded in its own right, and by employing someone with this very specific remit, services can ensure that a representative service user voice can be heard in all aspects of service planning and development. Clearly, this helps prevent the old cry of “Pet Service Users” and “Maverick Service Users”, and concerns of non-representative views being put forward.

SOME KEY POINTS FOR EFFECTIVE ADVOCACY PROVISION

(
Realistic funding in relation to the service required. We suggest service commissioners should be looking to allocate an appropriate annual figure per potential client taking into account the service setting and needs of the client group.

(
Appropriate and accessible policies & procedures including realistic approaches to “Confidentiality”. (e.g: Upon first contact with a client, the advocate clearly explains that confidentiality will be breached if significant issues of risk arise which affect the service user and / or others.

(
Adequate support & supervision (including external support) for advocates.

(
Regular support & clinical supervision for advocacy project managers.

(
Functional office accommodation ideally within easy reach of service users.

(
Proactive as well as reactive service delivery. Advocates need to make themselves available on the wards and have proactive approaches towards the more dis-empowered, excluded & vulnerable patients. 

(
Regular meetings with commissioning staff and senior management from the service providers in order to discuss emerging themes and issues of concern in order that these may be quickly addressed by the relevant parties.

(
Effective “Engagement Protocols” covering the issues in relation to the advocacy service interface with care providers.

(
Robust and effective service level agreements with service commissioners. 

(
Appropriate record-keeping covering, for example, the type and duration of contacts with service users as well as issue categories and the type of service user engaging the service. 

(
Active monitoring of the above data by service commissioners as well as performance management in relation to the service level agreement. The University of Durham Review(3) of advocacy service provision at Ashworth High Security Hospital provides good evidence-based recommended approaches to developing effective advocacy which are applicable to service provision whatever the setting. Therefore, this document can be a valuable resource to service commissioners. Achieving high quality & consistent service provision is, of course, the ultimate goal and this will be achieved by ensuring responsible & supportive commissioning approaches towards independent advocacy service provision.

(
Regular advocacy training for service users & staff delivered by workers from the advocacy service in order to ensure a “shared understanding” of what independent advocacy is and how it works.

(
As far as possible, advocacy services should be totally independent of care providers. The authors suggest that advocacy services should be independently financed. 

(
Good advocacy provision should take pressure from the shoulders of practitioners who often carry out various advocacy-related tasks such as chasing solicitors up, obtaining information on housing, dealing with benefits problems, etc.

(
There should be a senior management member as a link person for advocacy personnel so that important issues can be addressed in a swift & effective fashion.

(
A “healthy tension” between the advocacy service, care providers and service commissioners often means that advocacy is doing a good job as, of course, part of the advocate’s role is to highlight failures & shortcomings.

(
External independent review of advocacy service provision at appropriate point(s) during the contract period.  

(
An ultimate goal of self-advocacy for all clients of the advocacy service.

WHO MAKES A GOOD ADVOCATE AND WHAT QUALITIES DO THEY NEED?

An issue that has been debated at length and will probably continue to be is that of whether an advocate must be a past or present mental health service user. For the record, the authors feel this topic has parallels with the saying: “There is a little bit of good in the worst of us and a little bit of bad in the best of us” in that we believe there are indeed some excellent service user advocates ~ sadly, there are also some quite poor ones too! However, a significant number of service users feel that having an advocate who has experienced mental health problems can be most helpful. EMPATHY is, of course, priceless, but we would also say there are some superb non-service user advocates out there doing a great job too.

Regardless of the individuals background, we believe the following are some of the essential qualities which make a good advocate(4):

(
The ability to be clear thinking and firmly on the patient’s side.

(
A non-judgemental attitude towards patients.

(
A knowledge of mental health legislation.

(
Good listening & communication skills. 

(
Ability to set and keep effective boundaries.

(
Patience.

(
The ability to keep one’s own agenda firmly to one side.

(
A good support network for off-loading and use as a sounding board. 

SOME CONSIDERATIONS FOR SPECIALIST ADVOCACY AREAS:

· FORENSIC / SECURE: 

Although advocacy services in the three English High Security Hospitals (Ashworth, Broadmoor and Rampton) are well established, advocacy projects for medium & low secure units are still very much in their infancy. There are no generally accepted standards for the provision of advocacy in these types of settings or for this particular client group. Contracts for these services must therefore be very specific and detailed, outlining exactly what is expected of the advocacy service including working protocols and the boundaries and limitations of the advocacy service. If the contract is not specific, then this presents problems when trying to measure or monitor the quality of the service or to effectively manage either the service or the contract. Words like “appropriate” should not be used in the context of service provision as these can be interpreted in a wide variety of ways, for example saying that there should be “appropriate” supervision. The contract should clearly state what supervision should be provided including frequency and who should be providing the supervision. Also, phrases like “undertake quality audit on a regular basis” are not specific enough as “regular” could be interpreted as monthly or (at an extreme) every ten years, therefore the contract should give specific time spans between audits.

These services are so different from acute and community settings that the “Pure Advocacy” model is not appropriate for either secure settings or for users of secure services. There are special requirements of security that have to be taken into consideration, and whilst there is no suggestion that an advocacy service or an advocate might breach security, it is important for all concerned that the advocacy service not only abides by the security procedures but also understands the necessity for them as whilst some measures may appear to be punitive and unjust, they exist for very good reasons. There is also a similar issue about the client group and the reasons why they are deemed to be in need of high or medium security services rather than those of lower security. The chapter authors feel that some training around the clinical issues for this client group and also around risk assessment and risk management is vital for advocates who are going to work in settings which are secure or where the client group predominately have a forensic history. This is to protect both the advocate and the patients, and in some cases the staff working on the units.

The very complicated and specialised needs of forensic patients means that advocacy has to be delivered in quite a different way to acute or community settings. However, the basic principles of advocacy continue to apply. Whilst there still must be confidentiality for the patient concerned, there cannot be “blanket” confidentiality. In forensic services there has to be much more information exchange between the advocate and the clinical staff, including checking many of the issues with the clinical team before action is taken, especially if contacting outside agencies or persons is involved. As stated above, contracts for  advocacy provision within secure services have to be much more specific and detailed than contracts for acute or community settings. Some clear protocols around boundaries should be drawn up to protect all parties. If these are not in place it creates a possible risk for all concerned including the most important person in this equation ~ the patient.
Advocates in secure settings should not be contacting outside agencies or persons directly, (including the patient’s family), without going through the clinical team or social work department, as due to the complex issues involved for some cases it might be extremely damaging to do so and may even put the patient or others at risk. The limitations on the role of the advocate need to be clearly defined as in other less secure care settings it is normal practice for the advocate to contact outside agencies or persons directly. The advocate should also be aware of any clinical reasons for requests not being met so that these can be explained to the patient.

The chapter authors believe that a lack of information or perhaps a lack of understanding of the clinical concerns may lead to an advocate making some poorly informed decisions. Most of the problems can be avoided if the advocate and the service provider are properly prepared and the advocate has specific training for working in this type of environment. There also needs to be clearly defined channels for challenging clinical decisions which the patient does not agree with.

In the same way that advocates need to be properly trained in clinical and security issues, staff working in secure services need to be properly prepared for advocacy. Whilst some members of staff have a very good understanding in this respect, others do not, and some do not even welcome advocacy input. Some also find that advocacy is challenging and uncomfortable. However, effective advocacy services sometimes do need to be challenging and this can create discomfort at times. If advocacy services were not challenging and questioning there would be no point having them. This does not mean that the advocacy service should be confrontational, and at the same time neither should the service provider be defensive or  obstructive to the advocate. However, there should at times be a healthy tension between the two parties. 

Change can only happen if both parties are willing to work in a collaborative way to improve the quality of service delivery for patients, ensure that patients’ views and concerns are heard and patients rights are upheld. To enable this relationship between staff and the advocacy service to be a positive one, staff should undergo “Advocacy Awareness Training” and this needs to be ongoing and possibly as part of their induction. 

Staff who have reservations about advocacy in secure services may feel differently if there are clear boundaries to the advocacy role and protocols drawn up to ensure consistent working practices. There needs to be a constant flow of information between the advocate and the clinical staff to ensure that any risk is minimised for all concerned. In practical terms it would mean that the advocate not only informs staff that they are on the ward but also who they intend to speak to so that they can be briefed if there are any clinical issues that day which they need to be aware of. 

Support and supervision for the advocate is very important, especially in smaller medium secure units where the advocate may well be working in isolation. Therefore, it is important that anyone who takes on this supervisory role has an understanding of the complexities surrounding this type of service and that the issues which might arise can be very disturbing and take their toll emotionally.

· LEARNING DISABILITIES:

Whilst specific tailored approaches are required in relation to all specialist areas, the following are some additional issues which may need to be considered in respect of effective advocacy engagement with patients who have learning disabilities:

(
More time is usually needed for meaningful engagement and to explain issues.

(
Translation of information into an easily understood format.

(
Advocates need to gradually build up effective working relationships with service users.

(
Specialist types of communication may be needed. (e.g: use of symbols & pictures as well as behaviour, expressions, etc.).

(
Sometimes, advocates may need to build up a knowledge of the service user from staff, relatives and / or friends.

Whilst we have only covered Forensic / Secure in detail and purely touched on Learning Disabilities, (leaving aside the many other specialist areas) the chapter authors hope that these examples help in highlighting the need for advocacy services (tailored to the needs of the specific client group) in order to offer relevant independent support and information provision to some of the most vulnerable, dis-empowered and excluded individuals within the mental healthcare system.

ACHIEVING A “SHARED UNDERSTANDING” OF ADVOCACY

Without a shadow of a doubt, achieving a “shared understanding” of advocacy between all interested parties is absolutely crucial in relation to establishing and maintaining an effective independent advocacy service. Therefore, training workshops for practitioners, service users and managers are a vital tool in this respect.

Good guidance in this connection is included within the University of Durham’s recommendations of good practice for “Independent Specialist Advocacy”(5). However, the following may be a useful point of reference:

WHAT ADVOCACY IS
(
A free & individual service for every patient.

(
Provider of balanced & impartial information.

(
Support of patients in ward rounds, care planning meetings, etc.

(
Help for patients to voice their needs.

(
Speaking for a patient if they cannot speak for themselves.

(
Supportive of self-empowerment.

(
Always driven by a patient-defined agenda.

WHAT ADVOCACY IS NOT

(
A substitute for the complaints system.

(
Directive towards patients.

(
A “befriending” service.

(
Advice giving.

(
A tool to disrupt delivery of good quality care.

(
A replacement for social workers, solicitors or other professionals.

(
Compulsory for patients to use.

(
A mechanism to replace effective processes for service user participation.

THE BENEFITS OF ADVOCACY

(
Improved quality of life for patients.

(
Empowerment of individuals.

(
Development of effective and responsive mental health services.

(
Improved equality of opportunity.

(
Reduced pressure on practitioners.

(
Improved service delivery.

Once a “shared understanding” has been achieved, appropriately resourced independent advocacy can be highly effective for service users as well as practitioners. Patients may benefit greatly from the input of an advocate who can provide balanced information as well as one-to-one support in a range of settings. In addition, there are many other benefits to having such a service in place, not least of which is the pressure which is usually lifted from the shoulders of practitioners once appropriate advocacy provision is in place.

In this context, it must be acknowledged that practitioners do, of course, “advocate” for patients. Indeed, some nurses’ training originally promoted this as part of their professional role. However, if a practitioner takes the role of being the patient’s advocate in the widest sense, sooner or later they will find themselves in a conflict of interest and this is an unreasonable expectation to be placed on any staff member. By having properly trained, supported and managed advocates available for patients, staff can concentrate on relevant clinical issues instead of having to potentially “put their neck on the line” in an advocacy role.

A BRIEF VISION FOR THE FUTURE FROM THE CHAPTER AUTHORS

Our ideal vision for the future would simply be for everyone who uses mental health services to be able to access independent advocacy services should they so wish. However, our fear lies with the currently changing legislation in respect of the Mental Health Act and the new Capacity Act. This could, in our view, lead to a two-tier system where, in the main, only patients who are covered by the above are able to access advocacy input due to the fact that advocacy services are prioritised and funded to address the needs of Sectioned patients or those who lack capacity. Whilst these groups of vulnerable individuals obviously need a service, it should not be at the expense of the remaining service user population who may also have complex needs and have an equal right to access advocacy support.

Independent mental health advocacy services should be an integral part of today’s mental healthcare. They bring an invaluable service to both patients and practitioners and must be adequately supported if we are to see them flourish in the 21st Century. 
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