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Introduction

These guidelines have been prepared by the Faculty of Learning Disability in consultation with Mencap, the College’s User and Carer Group and the Faculty of Old Age Psychiatry. They are intended for those who work with adults with a learning disability (minors will be covered by the guidelines from the Child and Adolescent psychiatry). The guidelines take into account the very varied nature of this population with the degree of learning disability ranging from mild to profound, along with a high incidence of associated specific physical disabilities and psychiatric disorders.

Since April 2004, it has been Government policy in England that clinicians should send copies of their clinical letters to their patients (Department of Health, 2003b). This will give patients a written record of their consultation, the discussion, the decisions made and the reasons for making them. It will give patients the opportunity to read information that they might have misheard or may have forgotten, to reflect on the conclusions arrived at and to discuss them with important others such as friends and carers. It is a practice that includes the patient as a partner in their healthcare, encourages greater openness and transparency, and ensures that the doctor and patient agree about the main points of the history and the plan of treatment (including the dosage and timing of drugs), thereby allowing discrepancies to be identified and corrected. While all of these are to be encouraged, it must be recognised that there are particular difficulties in working with many members of this patient group. These difficulties include compromised communication, lack of reading/writing skills or lack of capacity to make decisions about how information about them should be managed. The substantial concern in the speciality of learning disability that follows from these factors (Sawhney, Tajer & Morgan) led to the development of these guidelines. 

What do patients want?

There is little research evidence on what people with learning disability and mental health problems expect in this area. Work with other vulnerable people (particularly those suffering from dementia) indicates that, while their concerns centre on good communication and accurate and timely information, there are reservations about receiving copies of their letters. In learning disability, the majority of patients and carers wanted a separate and simple letter.

A study of the views of patients with a learning disability found that most were unaware of what was in the professional letters about them. They were also unaware about whom the letters were sent to. Most individuals wanted a separate letter, in simplified language and large print, that was copied to their carer and that did not include information about their family or finances (Sawhney, Tajer & Morgan)
A similar consultation of the service user group within the Faculty of Learning Disability expressed the view that patients should be able to receive a copy of the clinical letter as they felt strongly that information that is usually kept on medical record would have significant effect upon them and may be wrong in some instances. They also identified issues in relation to confidentiality and felt that the balance was skewed towards information being kept secret from them. None of the group members have ever received or been questioned about whether they wanted to receive copies of their letters. One member was refused access to letters from a medical practitioner when she requested one. Members also expressed the view that if they are to receive the information, then this should be comprehensive and accurate. 


Particularly important aspects of receiving copies of letters included what the dose of medication is and when to see the doctor again. There was also a great emphasis on patients being able to hold their own records, so that when they see a medical practitioner somewhere else, correct information would be available to the practitioner concerned. The group also felt, that if any information in the letter was perceived to be sensitive and not appropriate for the patient to receive and for that reason the letter has not been copied to the patient then the patient should be told who the letter has been sent to.

Important points for consideration in each case:

Psychiatric letters generally go beyond a simple present-state assessment putting the current problems in context with a developmental history that often includes explanatory detail of the patient’s family, relationships, leisure activities, personality characteristics and financial status. A diagnostic letter may include the differential diagnosis, management plan and prognosis. Such a letter may become very speculative and, if not rehearsed previously with the patient and carers, be alarming and anti-therapeutic. In drafting such letters, clinicians will need to keep the potential impact in mind. At the end, if they decide not to send a copy to the patient, then they should recognise the effect of withholding the letter in a service where people have grown to expect copies of their letters as a routine and record these reasons clearly in the clinical notes.

Patient confidentiality is a central issue and guidance on this point must be kept in mind (Department of Health, 2003a; EuroSOCAP Project, 2005; Royal College of Psychiatrists, 2006). In England there is, as yet, no statutory legal framework to make decisions on behalf of adults who lack the capacity to make decisions for themselves. Until the Mental Capacity Act (UK Parliament, 2005) comes into force in October 2007, clinicians are expected to exercise their judgement in this matter, basing such decisions on their patients’ best interests and recording the reasons in the case notes. In Scotland the Adults with Mental Incapacity Act 2000, addressed the issues in relation to medical treatment and access to records for the patients who lack capacity. Although the situation is similar in the Republic of Ireland, the Law Reform Commission (Ireland) has produced two discussion documents with a view to drawing up Draft Legislation.

Recommendations

· Each patient needs to be considered individually and the outcome recorded; be careful that default decisions do not become blanket decisions. A regular review of such decisions has to be undertaken in order to consider any changes in circumstances. Patients should be offered a choice of whether they wish to receive a copy letter or not. If the patient chooses not to receive a copy letter, this should be recorded clearly in the case notes and the decision should be reviewed at regular intervals.
· There should be an assessment of the patient’s capacity to make decisions about the circulation of clinical letters. However, regardless of capacity, where possible the patient should be able to nominate a trusted individual who should receive a copy of their letter. Such an individual might be a carer, family member, advocate or friend etc.

· The patient’s wishes and interests are central. When the patient does not have the capacity and the ability to make a decision, it will be upto the clinician whether to send a copy of the letter to any other person, based on the best interests of the patient.
· It should not be assumed that a patient’s capacity or decisions will hold for future correspondence. It should be clear to patients that they can change their minds at any time and clinicians should review their wishes regularly. 

· If they are unable to read, patients may need to make arrangements for someone of their choice (carer, family member, friend or advocate) to read the letter to them and explain the content. 
· Nothing in the letter should come as a surprise; it should confirm/minute only material that has already been discussed.
· The confidentiality of information about third parties and the access of third parties to letters are constraints on the content of letters. Where information has been obtained from third parties (in contrast to information that is simply about them) its circulation requires their consent, which if obtained, must be recorded.
· The clinician must be clear as to who will receive, open and read the letter. Every correspondence should be labelled as Private & Confidential.
· When a decision has been made to copy clinical letters, the recipient may be advised to keep the letters in a safe place to protect confidentiality.
· Letters may be withheld or their circulation restricted where the contents may not be in the best interests of the patient eg diagnostic uncertainties, issues related to risk etc. Where the clinician believes it is inappropriate for the patient to receive a copy of the letter, this should be recorded in the notes together with the reasons.

· Letters should be written in standard English, avoiding the use of jargon. While the patient’s copy may be printed in a large font, a separate letter in an accessible format is likely to tax the resources of most services. If the recipient is non-English speaking every effort should be made to translate the copy letter in to the appropriate language with the help of a translator. Alternatively, the clinician should ensure that the recipient has access to a translator they trust.

Conclusion

Clinicians are encouraged to look at using copy letters as an additional element in building their relationship with their patients. Copying clinical letters is only one element in a broader matrix of information that the patient might receive along with the care plans and statutory correspondence. This should therefore give an additional dimension to their clinical practice and should not substitute the other existing forms of communication. 
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