HYpnet minutes 26/6/14

1.  Feedback to clinics from service users

Jed from Body and Soul talked about focus group they have held for TEAM clinic (Mortimer market) users to give feedback on the environment etc.  

A separate study done at B&S asking opinions of service users in general, highlighted that users believe that the MDT is very important, and also the ability for us to contact them in different ways eg text / email.  

SGH have had a ‘chicken and chat’ evening to get feedback from users

Suggestion is that B&S hold 3 or 4 sessions per year at B&S inviting service users to give feedback on clinics that would like to participate, or perhaps hold sessions after clinics in the clinic itself.

Alternatively it was suggested we could ask users to feedback via mentors in the clinics. Although not all clinics have mentors.

2. Website 

DC showed stills of the new website and the feedback was good, everyone agreed the website could go live (it now has!).

Some areas still need work: 

-Service directory could be more user friendly and perhaps clinics could be shown on a map, and also split into areas of the country rather than alphabetical.  DC to talk to Rebecca hope about this

-We still need HYPnet work to be uploaded and any prizes won to be highlighted
-We need to make it clear how people can access the leaflets which Caroline has produced 

3. Finances

There is £2000 in the account.

We discussed how we could fund ourselves further – is it possible that CHIVA sources of funding could also fund us? Colin will discuss sharing funds with CHIVA, since the paediatric cohort is ageing and our aims are becoming more aligned.

Consider applying to freemasons and the EJ foundation.

Our costs are minimal as meetings usually held in hospital meeting rooms and food provided by drug companies (for which we are v grateful!), but it would be good to be able to fund registration / travel / accommodation for conferences for some people who do HYPnet research work.

We could hold a fundraising event every year – perhaps one of your SpR reps could organise this.

Approach pharma for ‘educational grant’

4. Psychology projects
 -Michael and Caroline are designing a disclosure intervention tool which he would still like your feedback on.

Potential users surveyed think disclosing is difficult, but none wanted to take part in the intervention.

-Study on friendships

Would involve 1 interview asking pt why they disclosed to a particular friend and the duration of their friendship.  We discussed which age groups should be included and whether it should focus on AALPHI recruits, or perhaps on horizontally infected pt instead of vertical.

5.  AALPHI

Need to improve recruitment – perhaps by talking to parents of young people with HIV.

6. Rebecca Hope’s potential papers

Caroline will speak to Rebecca about this

7. Audit

Eva Jungmann and Sophie Herbert have dome some work already looking at lymphomas in HIV pos vs HIV neg, and lymphomas in adults vs adolescents.

We discussed looking at all malignancies rather than just lymphomas – consensus was that we should include all malignancies as numbers will be so small, and look at the lymphoma subset perhaps in more detail.  Data could be compared with national malignancy data; CHIPS will also have some malignancy data in children.
Age range could be 13-24 or perhaps have no upper age limit as as yet we don’t know when malignancies will occur in pt with perinatally acq HIV.

Caroline will liaise with Katja / Ali Judd

Sophie / Alison Barbour will design data collection sheets and we will organise by google audit this time for ease, which could be accessed via our website.

8. SpR reps

There were 4 applicants, and rather than having 1 rep we decided it would be good to split the work and invite all 4 to have smaller jobs which could be less onerous but still good for the CV.  As more senior SpRs leave, roles will be amalgamated as follows:
SpR reps will be added to the HYPnet website.
	
	HYPnet SpR Roles
	Current
	In 1 year

	1
	Organising Venue and sponsorship for meetings / Fundraising
	Rachel Hill-tout
	Rachel Hill-Tout

	2
	Audit / Website content
	Alison Barbour
	

	3
	Agenda / Minutes
	Nina Vora
	Nina Vora

	4
	Responding to other bodies eg NICE and other national consultations which interest HYPnet
	Selena Singh
	


9. Clinical cases

We discussed how we could protect the identity of some of our pt if we are discussing then as clinical cases.  We reached an agreement that we would use no names, but there may still be potential for non-clinical staff in other organisations to recognise cases discussed.  All cases discussed in HYPnet would not be discussed outside of this forum to protect the confidentiality of pt, in line with all of our professional code of conduct. 

