Consent issues and 'giving' blood

Name withheld by LDHealthNetwork 

I'd be grateful for any advice or thoughts about the following situation. We need to take some blood, because of several health problems, from a lady who has Down's syndrome and severe learning disabilities. She has unfortunately had some very distressing experiences with dentists, doctors etc. in the past and clearly indicates that she does not want them to touch her. Her parents recognise her clinical needs and we are all agreed that we do not wish to cause her any further distress but the situation is now becoming quite urgent. We were last able to take blood three years ago whilst she was under general anaesthetic for other treatment but would see this option only as a last resort because of the associated risks. Sedation has been suggested as an option as well as a desensitisation programme although there are concerns about how long this might take because of her physical condition. 

We are trying to balance her needs and rights against the risks involved and would be grateful for any help or to hear from anyone who successfully resolved a similar situation. 

Many thanks 

1. From Jo Vidal e-mail: Jo.Vidal@slam.nhs.uk  

Please could you copy me into any replies? 

Many thanks 

Jo Vidal 

2. From Christina Sosseh e-mail: Christina.Sosseh@mkpct.nhs.uk  

Hi have you tried using emla cream on the area prior to taking blood. I know it is used commonly with children. 

3. From Jane Tracy e-mail: Jane.Tracy@med.monash.edu.au  

My view is that the lady's health needs are the overriding concern here. I understand (from the information given) that she would not be able to give informed consent - so she is not able to appreciate the implications of refusing consent. There are therefore as I see it 2 issues here: 

i. The first is who IS able to give consent. In this situation, where the need for a blood sample is agreed on by her family and those involved in her care and by the medical staff, then, in our jurisdiction, the formal appointment of a medical guardian would probably not be required. If there was dispute or disagreement then the appointment of a medical guardian is the appropriate course of action - and always - and if youre not sure ask the appropriate guardianship body. In Victoria we have found our Office of the Public Advocate to be very helpful in talking through the issues and giving advice about the legal issues!. 

ii. How to take the blood in a way that causes the least distress - and is least remembered - and therefore does not compound the distress felt on the next occasion - to the lady concerned. 

A. Discussion with the pathology lab may be worthwhile to determine if a finger prick sample would be adequate. 

B. If not, then the next step would be giving her an agent that decreases her anxiety - and we have found Midazolam to be particularly helpful in this regard. It has quite powerful sedative effects too - so it should be given under medical supervision and it may take a few trial doses to get the one that's right for her; the one that reduces anxiety without respiratory depression. Midazolam has a very good anxiolytic effect - and also an amnesic effect - so her anxiety about medical/dental procedures will not be worsened. It is usually given either orally (but it tastes bad and needs to be disguised with strong cordial!) or intranasally which is unpleasant at the time but is effective very quickly. 

C. The other alternative is general anaesthesia and, if this is the course of action chosen, it is still worth considering Midazolam as a premed to decrease her anxiety in the hospital setting. The disadvantages of GA are obvious - in terms of time, cost, convenience and the (small) risk. The advantages are that a number of required dental and medical issues may be addressed at once. For this the issue of formal guardianship is important to address. It may be that the GA could be used to do a comprehensive physical examination that may otherwise be difficult in the surgery, check her teeth and do required dental work, ... as well as providing the opportunity to take blood - and even take Xrays if required. The principle here would be to maximise the health benefits to the patient of the procedure and minimise the distress to her. 

These issues can be difficult to balance - but we need to maintain our focus on finding ways to do the things that optimise the person's health and therefore quality of life. 

Jane 

4. From Name withheld by LDHealthNetwork. 

Hi, 

There is a cream you can get from the GP to put on the arm that numbs it before a blood test. We have a client that we used this on and it worked really well 

5. From Name withheld by LDHealthNetwork 

My son has asperger's syndrome and diabetes and is needle-phobic. For many years he refused blood tests as he also had many stressful experiences associated with blood tests. He eventually agreed to have blood tests when I put it to him in very simple, unthreatening language, that it was his choice entirely. I explained that if he wanted to live a long and healthy life, doctors needed to look at his blood, but it was his choice. This was then followed by offers to accompany him to help him relax, if he wished. Strategies that definitely didn't work were; threats, bribes, not allowing time to dwell on it or persuasion, if fact, they had the opposite effect and caused a lot of mis-trust. The person has to be someone they trust and it needs to be explained in a simple but factual way. This worked for my son, who is 32, and he now has a blood test every 6 months. It does still stress him out and he spends time (30-45 minutes) preparing himself immediately beforehand, he needs a to lay down, have a relaxed atmosphere and time to compose himself before and after blood being taken and he also needs a patient, sympathetic, calm nurse who doesn't mind spending a little more time than usual. I don't know how useful this is, as it probably depends on how much she understands, but I hope it helps. 

6. From John Burns e-mail: John.Burns@calderstones.nhs.uk  

The Mental Capacity Act 2005 may apply. If there is reason to doubt the capacity of the person to give consent then an assessment of capacity is made using the two stage test of capacity. If a lack of capacity is found in relation to this or other issues then a best interests consultation is carried out and a decision as to what is in their best interests is taken. For more details see the Mental Capacity Act 2005 or the Code of Practice that goes with it. 

7. From Christine Hanson e-mail: Christine.Hanson@bromor-tr.wales.nhs.uk  

I don't know whether you have thought about 'Saliva Sampling' which ids done at Queens Square - Pharmacology and Therapeutic Unit Institute of Neurology. I had a price list for AED ranging from £12 to £18. Serum or plasma cam be analysed. 1-2ml of saliva is reuiredand is really useful for people with LD as it is painless and non invasive. Contact Dr N Ratnaraj or Mr A Elyas 020 7837 3611 - samples are usually sent to Professor Patsalos. They can give you more information. 

Hope this may be of some help 

Christine Hanson

8. From Marie Wilson e-mail: Marie.Wilson@devon.gov.uk  

Our LD team works with people with learning disabilities around desensitisation to blood tests. Do you know exactly what frightens her? If she's had distressing experiences in the past with healthcare professionals, it could be around people in uniforms. You'd then need to think about her getting to know who would take her blood and maybe ask them to wear 'normal' clothes. We follow a desensitisation programme around sharing information on what will happen during a blood test and getting people used to the equipment, this can take along time but will hopefully make it easier in the future to have further tests. You'd also need to look at the Mental Capacity Act, does she understand why she needs to have a test and the consequences if she does not? You would need to look at this before using sedation and go through the whole process within a multidisciplinary team if you decide to act in 'her best interests'. 

9. From Jan Vickers e-mail: Jan.Vickers@trafford.gov.uk  

Please copy me in with regard to blood taking 

Jan Vickers Community Nurse - Learning Disabilities

