HIV SPECIAL INTEREST GROUP OT / CLINICAL INTEREST GROUP PT
Meeting minutes 3 April 2007

Barts Hospital Rehab Dept
Present: 
Rosemary Rich (Newham Adult OT)

Lindsay (Camden PCT OT)

Will Chegwidden (Barts/London OT)

Clarissa Gifford (St. Johns & Elizabeth Hospice OT)
Emma McGettigan (Barts / London PT)

Carmen Goodwin (Blackheath OT)

Jill (Mildmay Daycare OT)

Sarah Gill (Guys and St. Thomas’ PT)

Apologies

Rebecca Lew (North Mid PT)

Clinical updates
Mildmay Daycare: Helen Finlinson is on maternity leave, back May. There was quite a financial threat to the Mildmay Daycare recently however they were granted a reprieve. There are some changes within Daycare including re-branding and reorganisation to be more rehab focussed. Referrals increasing. Using an assessment tool called MANCAS (see below for more detail). 
Mildmay main service: Because of the uncertainty around the above changes the THPCT/Mildmay Senior II (on rotation) was put on hold. Camilla is currently managing the other wards by herself until bank/locum can be in place with the view to Mildmay re-joining the Senior II rotation at the next rotation date (approx nine months).
Guys and St. Thomas’:  Inpatient physiotherapy has now been taken over by the respiratory team. Sarah continues to see outpatients attached to the metabolic clinic. 
Blackheath: Carmen attended to make contact with the group as they have had referrals recently for patients living with HIV. (Blackheath is a neuro-rehabilitation unit in South East London.) In general, Blackheath had until recently a decrease in referrals due to changes in PCT funding for longer term care; with the new financial year they are experiencing a significant increase. Carmen is attending the meeting to find out more about the group and HIV support and to tell the group more about Blackheath facilities. Blackheath has two units, one a behavioural unit and a neuro-rehab unit that sees both short term and long term / slow-stream patients. Carmen supplied leaflets and information relating to Blackheath. More online AT http://www.huntercombe.com/pdfs/blackheathbrochure.pdf or contact Carmen on 0208 692 4007.
Newham Family and Children Care: Adults keeps getting busier and busier. The OT post is now well established. Currently operating a waiting list and having to work in a time limited way in order to progress patients through the service.  No physiotherapist currently in post. Kate Collins (paediatric OT) continues to be busy. 

UCLH: Camille Cleland (physiotherapist) is currently on maternity leave. Lindsay (OT) has now settled well into post. Currently tend to have more Infectious Diseases compared with HIV. No outpatient service but possibly in future. 
St. John’s Hospice: About 65% of patients referred are oncology patients. Covers hospice services as well as day services. Lots of building work at the hospice and some service changes afoot. 
Barts: Caseload continues to be busy. Lots of TB earlier this year, now more neuro patients. Have bid for and have received equipment for isolated patients rooms (exercise and activity equipment). Lots of building works with temporary changes to the location of outpatients. 
Study day feedback
The group reports that financially the days balanced in that the registration fees from the first day were able to cover the administration costs for the networking day. 

Day 1: As we expected there were several comments about the problems we had on the day with noise and with heat. Expectations were “definitely met” for 19/23 people and “mostly met” for the rest. Positive aspects noted included noting the range of experience and backgrounds of presenters and the depth of knowledge, and the quality of the handouts. Comments for improvement related to increasing the amount of interactive content/case studies/ activities or spreading the day over two days. There was an acknowledgement that the day was very full although we “wouldn’t want to remove anything”. Comments on which sessions were most useful / least useful were fairly evenly spread throughout the day’s sessions. 
Day 2: 17/18 rated meeting expectations as “excellent” and the other respondent “good. There was considerable positive feedback regarding the ability to be able to share information and share common problems and issues, feedback that it was great to ensure that  the day was inclusive nation-wide. There were of course expected comments regarding the overcrowding and heat in the room but positive about other aspects of organisation (food, energy levels). Again comments for the most useful and least useful sessions were evenly spread throughout the day, although several mentions of Matthew Molineux’s presentation were made.   
Interpretation:

For both days there were similar comments that conflict with each other, e.g. some saying they enjoyed the range of topics whilst others felt there were too many, some saying they enjoyed the depth whilst others feeling there was too much detail. As there wasn’t a preponderance of feedback in either direction this would suggest that we struck somewhat of a balance. 

In comparison to the previous OT only study day there was much less feedback about the days being too high level for novice practitioners or too low level for experienced practitioners, which was one of the main reasons for running two days. This would suggest that this model may well work well again in future. 

The “heatwave” was unfortunate; we also did not anticipate the popularity of the networking day thus the room being too small. Lessons for next time! 
Copies of feedback from the two days are attached to these minutes. 

Audit
Emma has had some of the data analysis back from the national audit. She is planning to map her audit results against the data from a previous study in Canada. 
Emma has started to look at why there was a low return (140/760). So far appears that low return because people felt that HIV wasn’t relevant to their facility. Emma is liaising with the Clinical Effectiveness teams at Barts in order to process and analyse the data. 
Contact from OTs and PTs around the UK

There has been a number of people around the country who have been interested in the SIGs and have made contact via the CSP website for PT to Emma or to the OT website via Camilla and Will (www.hivot.org.uk).  

BHIVA HIV Standards for HIV Clinical Care
New guidelines have been issued by the British HIV Association. These are different to the guidelines relating to antiretroviral treatment and other medical treatment issues which we have been familiar with in the past. They cover recommendations for the design of HIV services including skill mix, training needs of staff, the development of clinical networks, the patient pathway and audit activity. There is one mention of physiotherapy or occupational therapy by name in the document although MDT management is alluded to several times elsewhere:
Under planning of HIV Services: 

[image: image1.png]In addition to the above services there must also be direct access to, and close liaison with, the following
related services:
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HIV virology including interpretation of resistance pattems,
Ophthalmalogy.

Dental/oral medicine.

Dietetics, physiotherapy, occupational therapy and clinical psychology.

Obstetrics and gynaecclogy  including liaison ridwifery, subfertiity and colposcopy.
Access to bone rarrow transplantation (for lyrphorra patients).

Palliative care medicine.




Under outpatient care: 
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Under inpatient care:
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Under training needs for HIV professionals:
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The report does indicate it is an overview document however there is considerable detail in the report relating to the need for specialist nurses and support for specialist nurses, and to an extent HIV pharmacists, but little for dietetics, clinical psychology, OT or physiotherapy. There is no real mention of rehabilitation services in general as a significant part of the patient pathway. 
It references the standards for Clinical Psychologists and the BPA but there is no mention or consultation with the CSP or COT (i.e. us!)

The complete report is available to download for free here: http://www.bhiva.org/files/file1001299.pdf 
Plan: Will to draft letter stating:
(a) we welcome the development of clinical guidelines
(b) the nature of our group and the work that we are involved in

(c) that we would be interested in being involved in future development of guidelines and standards

(d) that we would suggest more detail on rehabilitation

(e) discussing the training needs of OTs/PTs and how they are currently being addressed
Planning for meetings
Group agreed with returning to format of six weekly meetings with every second meeting being uni-disciplinary and the other one being joint OT/PT. 
Group agreed to continue to have teaching / education component to meetings. 
Suggested topics:
Joint

Peripheral Neuropathy
Neuro workshop

OT only

Work rehab services (Positive Futures)

Cognitive rehabilitation and memory assessment and treatment

Physiotherapy only

Cardiovascular risk assessment
Start times to trial 3pm 

Dates / venues

DATE

VENUE


together/jt
Topic/presenter

29 June

Barts


together
Peripheral Neuropathy (Emma)
26 June

Tommy’s

PT only

Cardiovascular risk

3 July

UCLH


OT only

Work rehab

14 August



together

25 Sep




separate

6 November



together

Aims and structure of groups
CSP – group is currently unrecognised; group feels there is not enough critical mass to be a recognised group on it’s own
COT group – currently part of the re-vamped Specialist Section for HIV and oncology; as discussed previously with the change in HIV presentation it is recognised that HIV no longer neatly fits with oncology and palliative care, however equally it does not neatly fit with other specialist sections such as neuro etc. As the group is not big enough to manage as a specialist section by itself 
Workstreams
The group reviewed the recommendations for workstreams from last year’s study days. 
Website update
The website is being updated by Will with information from the study day. There are still quite a few sections that are yet to be written on the 
Action: If you would like to consider updating or compiling a section on the website please let will know. 
International cooperation
Will and Emma have some contacts of OT’s and PT’s worldwide from the World AIDS Conference last year, plus we have some contacts from previous international interactions over the years.
The groups have discussed facilitating international cooperation as an aim, although not a high priority aim. This could perhaps be facilitated through the www.hivot.org website, where there is a section on HIV
Action: Will and Emma to identify contacts and then email them to invite them to register on the international page of the website (once website is updated). 
MANCAS (Assessment being used by Mildmay daycare)
Jill presented this tool which they are beginning to use with the daycare service users
· Manchester Care Assessment Schedule

· Devised by social worker in Manchester

· Community rehab services

· Holistic

· Could be used by any HP

· Covers self care, medication, insight/understanding, sexual expression, spirituality

· Only used with known clients, so far

· Has rating scale therefore could be used as an outcome measure

· Looking at having sub-scales for functional outcomes

· Long (up to two hours), sometimes may need to break up into two sections
Episodic model of disability

Will reports back that he has contact from the author of the Episodic Model of Disability, Kelly O’Brien, who works at the University of Toronto. He presented the model at the study day and has begun also incorporating the model into teaching and so far it has been a useful model for conceptualising HIV. Will approached Kelly as he wanted to be sure she was happy for the model to be shared. She is, with following provisos: 

“I am currently writing up a manuscript for publication so as soon as I have anything more published, I will send it your way.  In the meantime, feel free to share the framework with reference (see below). I'm happy to report that I will be presenting some of the framework at the upcoming World Congress in Physical Therapy (WCPT) in Vancouver this June. Just one caveat when sharing this framework with colleagues  please highlight that this is not an ultimate final version, but rather it is being tweaked slightly here and there as it's being written up for publication.”
The reference and abstract is below; Will has a copy of the model but as it is over 400k, please let him know via email if you would like a copy emailed or if your email inbox can’t cope with a file that size then it can be posted. 

Reference/abstract:
O’Brien K, Bayoumi A, Davis A, Strike C, Young N. Exploring “Disability” from the Perspective of Adults Living with HIV/AIDS: Development of a Conceptual Framework. 15th Annual Canadian Conference on HIV/AIDS Research (CAHR).Canadian Journal of Infectious Diseases & Medical Microbiology. Volume 17. Supplement A. May / June 2006. Abstract #422. 

Objective:  To develop a conceptual framework that describes what “disability” means from the perspective of adults living with HIV.

Methods: We conducted focus groups and interviews with people who experienced an “episode” of illness attributed to HIV.  We asked participants to describe their health-related challenges, the physical, social and psychological areas of their life affected, and the impact of these challenges on their health. We used grounded theory techniques to develop a conceptual framework describing the consequences of living with HIV. 

Results:  We recruited 38 participants (21 men, 16 women, 1 transgendered person) for 4 focus groups and 15 face-to-face interviews.  Participants had a median time since HIV diagnosis of 9 years (interquartile range: 5-9); 25 (66%) were taking antiretrovirals and 19 (50%) had a nadir CD4 count <200 cells/mm3.  Participants conceptualized “disability” as episodic in nature, characterized by unpredictable periods of wellness and illness due to HIV and its associated treatments. The conceptual framework included four dimensions: 1) symptoms/impairments, 2) difficulty carrying out day-to-day activities, 3) HIV “weighing on the mind”/worrying about the future (e.g., stress, anxiety and depression, fear, low self-esteem, loneliness and concerns about how “the numbers” including CD4 count and viral load influence their health), and 4) challenges of social inclusion (e.g., engaging in parental roles, work and school, personal relationships, and travel).  The framework also included modifiers that can influence “disability” such as: antiretroviral medications, availability of support, effects of aging, coping strategies, co-morbidities (including opportunistic infections) and stigma.   

Conclusions:  “Disability” experienced by adults living with HIV is episodic and multi-dimensional, including symptoms/impairments, difficulty carrying out day-to-day activities, HIV “weighing on the mind”/worrying about the future and challenges of social inclusion.  These dimensions should be considered by providers in clinical practice and in the future measurement of “disability” experienced by people living with HIV.

