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“Closing the Triangle of Care”

-  strategies for improving engagement

with informal carers in in-patient settings.

Introduction

The expressed needs of carers are well researched and documented. They show great consistency across the country and were summarised by Dr Louis Appleby (2004)  “NSF 5 Years on”; 

“ Carers want prompt access to help when the person they care for is becoming ill. They want information, practical advice, emotional support and occasional respite. Most of all they want decent care for their loved one”.

The ideas expressed in this paper have grown from a variety of sources; the experiences described by a large number of carers to me as their Carers’ Support Worker:  carers reliving accounts of untoward incidents including the death of loved ones and from training events led by carers for front line ward staff and the frank discussions which resulted.

Statutory services are tending to use Carers Assessments (See Standard 6) as a performance indicator. Some authorities linking these to “trajectory performance”.  There is merit in checking that carers have been offered an assessment although these are normally carried out by Community Workers such as Carers’ Support Workers (CSWs). The process of doing an assessment  provides an opportunity for an extended discussion and review of the carer’s situation; there can be exchange of information and the signposting of the carer towards helpful services. Discussions during assessments  can help carers to discover inner resources and so assist them to create their own solutions which may result in them feeling more in control.

However the offer of a Carer’s Assessment carries with it an assumption that once the carer’s needs have been identified, they  will be met or at the very least, unmet needs recorded with an expectation that appropriate services will then be commissioned. Carers report that this process:   - assessment – solutions identified – unmet needs recorded – commissioning – new services – new solutions:  rarely happens in practice.

This paper attempts to face the challenge of developing better support for carers by identifying important failings which carers constantly report create obstacles to engagement between themselves and statutory workers and make them feel devalued. The experience of caring will improve when the service providers acknowledge the carer, hear them and respond to their needs.

This is chiefly a collection of simple and practical low cost solutions. Some require little resource from the front line staff other than willingness to tune existing facilities and protocols. However the process of engagement can be disrupted at many points either because of gaps in the services or by individual staff failing to own and deliver elements of the programme.  

The focus here is primarily on in-patient services. For many families, entering the ward marks a “point of departure” in their journey. A stay of several weeks provides an opportunity for staff to work in a consistent and co-ordinated way with service user and their relatives.  With some adjustment, the solutions described in this paper can be readily adapted to Community Based Services such as Crisis. Home Treatment: Assertive Outreach: Early Intervention and  Dual Diagnosis. In view of the changing shape of Acute Services and its developing relationship with the newer services,  it is most important that the underlying principles of carer involvement are adopted and  similar practices for engagement are used.  

Across England, there are many Acute Services which are using some of the elements from the list of “solutions for engagement” which this paper identifies. What is widely absent is the adoption of the range of measures across the Acute Service.
If these were in place and delivered by “carer aware staff”, there would then exist a body of work which would be central in performance monitoring of services for carers. A service could then come closer to meeting the outcome intended for Standard 6. 

“Performance would be monitored by improved satisfaction and confidence among carers about local services” (1999)     

                                                                                NSF Standard 6.

This proposal is consistent with the aspirations behind  several of the  “Ten High Impact Changes for Mental Health “ – D.o.H. launched in June 2006.

“Improving assessment and screening of service users and carers”.

“Improving variation in discharge processes”.

“Optimising service users and carers flow through the service”.

There are two new initiatives for assessing services. The Healthcare Commission’s Improvement Review of Acute Inpatient Services 2006/07.  This offers an opportunity to review how well services are putting national policy and evidence into practice including issues of relevance to carers. 

 This work is being aligned with the Royal College of Psychiatrists’ voluntary accreditation for Acute Inpatient Mental Health Services (AIMS) scheme (RCPsych, 2006).  One of AIMS’ indicators of quality for carers states ‘the principal carer is offered an assessment of their own needs’.  An alternative might be a list of core carer needs in line with the following proposals.
Acute Care  and engagement  with carers

Background

A definition   of the term “Carer” can create some difficulties.

 Some people prefer the word “relatives” to “carers”. Some people have very close friendships and are living with those who are not legally “relatives”. Some people are carers of friends.

“Carer” describes a situation of close involvement where  

there is significant support for another person:

who may be living with you or not:

and who may not  acknowledge that involvement at the time

 of their greatest need.

The carer is driven by a desire to do the right things, avoid the wrong things and make a contribution to recovery.

An important milestone for both patient and carer in the journey through services, is entry into the ward.  A number of drivers encourage and support the need for staff to “get this process right”.

Some examples are:-

· NSF Standard 6 which emphasises carer involvement and an Assessment of the Carer’s Needs becoming part of  Acute Governance. 

· Service managers and front line staff seeking to improve the patient and carer journeys especially CPA and Discharge Planning.

· A desire to emulate good practice from other well established models.

Preadmission

Wherever possible planned admissions require preliminary work with carers.  Early assessment, provision of information, support and advice for ward visits are needed.

For most relatives and friends, a first visit to the ward will be a new and distressing experience. A letter/phone call providing basic information, an offer of an appointment, greeting and access to a discrete space and refreshments and who to contact if they have concerns. 

Entering the ward     

For the carer the admission to the ward may be viewed in a complex way. It may feel like a new point of arrival / departure. 

There can be a sense of relief.  There is new hope for answers to questions and for solutions.

There may be anxiety about what lies ahead and concern for the relative’s well being.

Admission can be accompanied by a huge sense of failure – “I couldn’t manage”!  Some feel personal responsibility and guilt.

There is probably exhaustion after weeks of sleep loss.

P.T.S.D.  may be a feature.  For many weeks, there can follow feelings of panic, sweating, and over reacting to difficulty can be a feature in some carers.

Therefore, staff should assume that some carers may be very fragile people and so difficult to engage; some may reject contact at this time. There is a need to revisit this issue with rejecting carers.

Some carers may be hostile and confrontational because of poor services or the service response from some individual staff. 

The admission

What can increase the carer’s distress is poor engagement by staff  at the time of admission. The carer ignored or given the impression that they are the cause of the problem. They may sense that staff think they are  “an angry carer”,  “an over-involved carer”, or even made to think that “they are a cause of the problem”.

If the staff have such views they need to understand that the carer must be deserving of additional interest and support and help to deal with underlying issues.

To achieve good early engagement, the carer’s involvement / contribution needs to be acknowledged / recognised.  They need to be welcomed in their own right, offered refreshment and quiet space. At an early point they are likely to want to speak to a staff member.

Good practice suggests that a separate file be kept for carer notes and correspondence. A summary of any formal Carer’s Assessment placed on file.  Any community assessment by a CSW should be copied and held in this file along with the Carer’s Care Plan. This process can provide a useful opportunity for partnership with local Carers’ Support Services which may already have a good grasp of the carer’s situation. Conversely there may be an excellent opportunity to introduce a new carer to a CSW and so to the services which they provide.

Carer Support can sometimes be very difficult to manage if the patient has distorted perceptions, or has anger, suspicion, hostility.

If there has been a MH Act admission the carer / relative may be thought to have caused the other person’s loss of freedom. In these circumstances the patient may say or have said  “there is no one who cares”, or  “don’t talk to him/her” (the carer). In this circumstance staff may feel an obligation to try to engage with the patient in a manner which the carer believes is not inclusive. In this situation specific measures may be needed to maintain engagement with the carer. 

There needs to be early recognition that the carer is a person:-

· with knowledge about the patient’s  history that  they have information to share. In particular the carer knew the person when they were well and may  have knowledge of events leading up to the episode.

· who carries responsibility and strong obligations – but may /or may not currently have commitment for the future care. In contrast  professional workers rarely are a permanent feature of the user’s life they move on.

· who has need in their own right,  which if unmet, could

                    be damaging to the carer’s health which in turn may 

                    impact on  the patient’s  recovery.

At an early point when the patient is able to make an informed  decision, there is a need to obtain agreement about sharing information.

To achieve greater consistency within units and across the whole organisation a standard  approach is needed.  A useful measure is the adoption of an information release form. This sets out subject areas such as medication, money matters, signs of relapse on which the patient agrees that information may be shared with the carer. A patient is asked if they are willing to sign such an agreement. In this case staff who are approached by carers asking for information, are more likely to be clear and confident in making disclosures.   

If consent is refused by the patient, good practice suggests that staff revisit the issue regularly in order to check if the patient’s view has changed and to keep the carer(s) informed on developments.

Whatever the view of the user about the release of information, the carer is entitled to pass on information to clinicians. If necessary, they should be advised on appropriate ways of doing so.

Even where carers are denied specific information, good practice has identified a number of devices whereby carers can be offered support and advice of a general nature and access to support work, from the ward or from an external provider.

The contribution of informal carers in the management  of an early diagnosis of diabetes, provides a good model for illustrating the importance of carer involvement.

“The success of the medical intervention (diet and insulin therapy) depends on the supporters, especially the carer, sustaining an appropriate physiological environment. This assumes knowledge about the link between diet, activity, the physical environment and the symptoms of the disorder.

A well meaning but uninformed carer could undermine the management of the disorder by failing to provide regular and appropriate foods, confusing the cause of comatose states or failing to support monitoring of blood and diet”.

“Similarly a mental health patient can best be helped if those around  remain  calm and positive, understand the role of the treatment, recognise the signs of relapse and  are aware of appropriate actions in this event”.  

In Summary

Effective Engagement will develop if staff acknowledge that:-

Carers of people with a MH diagnosis need  

professionals to understand their situation.   

information -  based on clear guidelines on its sharing.

                    emotional  support – a  listening ear. 

information about peer support – where to meet other

carers.

information about their rights including Welfare Rights.

                    practical support and guidance in their caring role.

Carers need to be involved  

in  reviews, ward rounds, and leave arrangements

                    and in discharge planning

 In the long term, 

        carers benefit from opportunities to help in

        planning and  creating  better services for their loved

        ones and to improve the experience of other carers.

Actions to achieve good carer engagement 

The ideal is that the carer is regarded by staff as a “Partner in Care”.  A full member of the therapeutic triangle- patient – professional – carer.

Good engagement will grow from good practice where the staff respond to the carer’s knowledge, their needs and their role in positive ways.

The following are some key measures needed for this to occur.

1.  The Service Model used  from admission is based on  

      psycho-social approaches.

Thus, in addition to the medical inputs, the social environment of the patient is assessed  and supported. Since the carer / family are central to this, staff involvement with them will be a part of the therapeutic intervention.

Staff will say to the patient “ we work with you the patient, and also with your supporters from the earliest opportunity”.  However the user and carer may have competing needs which have to be considered and appropriate arrangements made.  (For example separated support for each party). 

2.  “Ward Carer Champions” are identified by managers from the 

     body of staff. They should oversee the whole system of carer

     engagement,  ensuring that the necessary measures are in place

     and operates effectively.

     They will promote good practice among colleagues: ensure that 

     staff are made aware of any carer issues. Identify new carers 

     arriving at the ward.  Act as a link between individual carers and

     staff at meetings and reviews. They would commission / order 

     and promote carer resources.

3.    Admission and Assessment Protocols are clearly developed  and

        described  so that:-

· carers are identified and contact details recorded.

· An interview is offered within 3 working days of admission with a named ward carer worker.

· The carer’s views about ongoing and future involvement are recorded.

· Given information sheet describing local arrangements.

· If necessary offered a Carer’s Assessment.

· Offered contact with Carer Advocacy Services.

· Offered a referral to a Carers Support Worker.

· Provided with a Carers Pack (by staff or CSW) which provides both general and local information about mental health services.

· Offered information on Welfare Rights and Support.

The measures above are underpinned by clear Confidentiality

Guidelines and widely owned practices on sharing 

information.

These need to be supported by formal documentation: -

an Information Release Form and when appropriate an 

Advanced Statement. 

4.   Leave / short breaks off the ward)   Arrangements require clear

        protocols. 


 Before leave is due

· Discussion of carer’s situation and recording of views and concerns. 

· Advice  / coping strategies for any anticipated difficulty.

· Review of integrated CPA arrangements to date.

          Close to date of leave

· Finalise acceptance arrangements 

· Time  and transport

· Medication arrangements

· Return arrangements

· Action(s) if overdue / AWOL.

           On return


    Debrief the carer about leave experiences.  Record this.  

5.  Ward Rounds / Reviews 

      Carer should be given explicit guidance on alternative methods 

      of communicating their views.

      Discussion between staff and carer on what might be the carer’s

      most effective method of contributing  to ward rounds. 
6.   CPA  /  Discharge arrangements

        A formal process should be developed of involving the carer in

       the creation of the Care Plan / Discharge Plan and

       in particular, recording the outcome of discussions with respect

       to residence arrangements -  if patient is to  live with the carer.

       Clear agreement is needed on the degree of carer participation

       in the operation  of the  patient’s Integrated Care Plan.  

        An Advanced Directive, where appropriate to be set up and 

        witnessed. 

        This should, where possible, record who gives support with 

· managing medication, 

· money, 

· meaningful activity, 

· transport,

· measures to manage unsafe behaviours. 

        It should record    

· What is the role of carer in the event of relapse?

· Who should be contacted if relapse occurs?

A summary  of the essential elements for effective carer engagement to succeed.  

1. Acute In-patient work based on Psycho-Socio-Medical 

    approaches. 

    Therefore the wider environment of the patient is seen to be 

    highly influential in  determining the success of  recovery.

    This requires involving the carer/family from the onset.
2.  All staff own this  PSM approach and receive training and clinical

     supervision to adopt and work in a  P.S.M.  manner.  

3. Clear Confidentiality Guidelines are developed and supported by:-

     A.  Information release form to be developed and adopted.

     B.   An Advanced Statement  &  protocol to be developed for 

            longer term use.

4. Carers’ Champion to be identified from the body of the staff:

    given a  developmental role, supervision and training for 

    themselves and colleagues.  

5.  An introductory letter to be drafted. Sent to carers, it gives the

     name of the Carer’s Link and the  patient’s Named Worker. New 

     carers sent information and advice on the first visit to the unit.

6.  Ward orientation leaflet to be produced. Designed with carer and 

    user involvement to be consumer friendly.

7.  Carer Packs to be created, printed.  A storage / supply and “issue

      path” developed.

8.  Carer Support Worker(s)  contact details to be identified in each 

     locality;  links and referral  protocol developed. 

     CSW service promoted by staff.   

9. Carers Assessment  paperwork and protocol to carry out, hold and

    action relevant information.

10.  Scoping of sources of Family Work to be carried out and referral 

      routes clarified.

11.  A short Training Package will need to be developed to raise

       carer awareness with staff and explore engagement strategies. 

       Ideally the training to involve carer-trainers.

12.  Creation of a system of auditing Carer Engagement resources

       and delivery of this engagement programme.  

Comments on this paper are welcomed. 

Please write to Alan Worthington         danda@danda.wanadoo.co.uk
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