Blood taking for people with learning disabilities

Pathway for Treatment Testing http://www.ldhealthnetwork.org.uk/treatment.doc 
Blood test cards 2 part 1 http://www.ldhealthnetwork.org.uk/blood1.pdf  

Blood test cards 2 part 2 http://www.ldhealthnetwork.org.uk/blood2.pdf  

From Name withheld by LDHealthNetwork 

Blood taking for people with learning disabilities who despite desensitisation/exposure CBT approaches, still remain non compliant to having their bloods taken. 

This can cause huge ethical and moral dilemmas particularly when consent is withheld or the individuals are unable to consent. We have a case at the moment where all of the proactive work described above as been completed, the individual's physical health is causing concern and is deteriorating. The individual is clinically obese and also has respiratory problems. 

The only way that bloods could be taken is under GA or physically restraining. Both of these options also carry huge risks to the individual's health and also great concern for carers. I would be interested in hearing from anyone who has or is experiencing similar situations as it is becoming a regular problem in our service with no easy solutions. 

Many thanks, 

1. From Allyson Kent e-mail: Allyson.Kent@humber.nhs.uk  

Hi, 

We have done an accessible version of having your blood taken which talks about the use of anesthetic creams have these been discussed with the person, think this would need to be raised by a best interests meeting if the person does not have capacity to weigh up the risks and or benefits to the procedure and clearly documented as to the decision made 

Allyson Kent Head of Profession Learning Disability Nursing 

2. From Allison Malcolm e-mail: Allison.Malcolm@nottshc.nhs.uk  

Could I also express my interest in this subject? Also does anyone know of service user friendly information on having bloods taken? 

Regards Allison 

Allison Malcolm Community Nurse Professional Lead 

3. From David Matthews e-mail: matthews@fairfieldpublications.co.uk 
This is an issue that has been around for a long time, but the answer is fundamentally the same. It is not an easy situation to resolve. 

Consent is only required from those persons who have capacity to give it. Non compliance should not be considered the same as withholding consent, a person who lacks capacity to give consent also lacks capacity to withhold it. 

It is a matter for the practitioner to decide whether or not the proposed course of action is in the 'best interests' of the individual, and act accordingly. If the taking of blood is considered to be important, and would be important for a person without a learning disability, then it is just as important for the person with learning disability. To decide not to carry out the procedure might be considered negligent, particularly if problems occur later that could have been identified and avoided if blood had been taken, especially if professional opinion holds that it is always in the best interests of any individual to have blood taken in those circumstances. 

David Matthews Independent Nurse Consultant 

4. From Shelly e-mail: petshell@ntlworld.com  

A point which may be of interest is that anticonvulsant levels can be taken using saliva samples. See link: http://tinyurl.com/5baeex (National Society for Epilepsy website) 

Perhaps it is also, therefore, possible to obtain other medication blood levels the same way. So that is a possible solution to some concerns. 

Regards Shelley

5. From Name withheld by LDHealthNetwork 

Hi- we have very similar issues within the service- for people who need thyroid function test we do have a path lab who will accept samples(Guthrie test) for people with Down's syndrome but other screens are not possible.It is worrying particularly when people have severe/profound disabilities as we may be missing major health problems.I think that this particular issue is probably national but as you say there does not appear to be an easy solution. 

6. From Joanne Bull e-mail: Joanne.Bull@calderstones.nhs.uk  

Hi 

Have you considered sedation as opposed to GA, considering the use of muscle relaxants or even narcotherapy? There is still the same ethics and consent issues to consider but it may be a safer option, and less traumatic than restraint. 

Regards 

Joanne Bull 

7. From Name withheld by LDHealthNetwork 

Hi 

I am currently practising as a specialist community Nurse and have a small number of service users who still have great difficulty coping with interventions such as blood tests and toe nail cutting despite proactive desensitisation programs. I have started to develop a pathway for consideration of process of care planning under the Mental Capacity Act. 

I have attached a copy, above, and would welcome feedback. 

8. From Name withheld by LDHealthNetwork 

I have worked with biochemist and successfully used the Guthrie test- fingerprick sample to test for hypothyroidism in a lady with Downs syndrome. 

9. From Rae Crook e-mail: Lorraine.Crook@sussexpartnership.nhs.uk  

I would appreciate any information as well Many thanks 

Rae Crook 

10. From Name withheld by LDHealthNetwork 

Hi All, 

I'm a community nurse and interested in this topic as well. I have been asked to work with an individual who has refused to have a blood test done. I need to do some desensitization work with this person and wondered if anybody has some information they can share that they have used that has worked well. 

Thank you

11. From Jeni Graham e-mail: Jeni.Graham@SwarkPCT.nhs.uk  

We have done desensitation programmes with the hospital staff visiting the home with uniform covered to meet an individual, then applying cream then visiting the staff at unit and then the blood test. It's not a quick process and has had mixed results, but no sedation or restaint just trust involed. It was not an urgent request either! 

Jeni Graham. 

12. From Christine Frankson e-mail: Christine.Frankson@SCT.NHS.UK  

See attached above.

