HIV Study Day for Physiotherapists and Occupational Therapists

26 September 2006

Workshop feedback – Community Services

Facilitators: Rebecca Lew (Senior Physiotherapist, North Middlesex Hospital) and Helen Finlinson (Senior I Occupational Therapist and Day Care Co-ordinator, Mildmay Hospital UK)

Scribe: Camilla Hawkins
Question asked:
Are community services meeting the needs of people with HIV?

Rebecca and Helen introduced themselves and opened the discussion by asking for an informal survey within the group as to whether or not individuals have community services they are able to refer on to – particularly for rehabilitation.

Rebecca Lew, Senior P.T North Middlesex Hospital: 

She provides an out-patient service to patients within the Borough, with the general population being seen by community PT or out-patient PT at their local hospital.  Community OT service is restricted to equipment and adaptations only.

Kholwani Solwandle, Senior I P.T, Mildmay Hospital UK: 

He refers clients to community PT services post discharge – primarily community PT, but also rehabilitation centres and local gyms.  In general he finds that community PT cannot provide rehabilitation, and are not HIV specific.

Laura Heeley and Jane Tucker ,Senior P.T’s, Chelsea and Westminster Hospital:  

Patients are sometimes referred to Mildmay, and also to St John and St Elizabeth Hospital.  However, Kensington and Chelsea local authority will no longer fund rehabilitation at St John and St Elizabeth.  

There is the possibility that a post/s will be created OT and PT to work across Kensington and Chelsea and Westminster.

Referrals are made to community PT however, there are long waiting lists.  She suggested that as a group, given that HIV specific rehabilitation services are extremely unlikely to be created, we may need to explore how we can provide information and a resources for a wider community service.

Camille Cleland, Senior P.T UCLH:  

Able to provide an acute service only, with no out-patient service.  Patients will go to Mildmay or to St John and St Elizabeth Hospital.  She identifies the main service gap as that for neuro rehabilitation clients under 60 years of age who need to access out-patient neuro care.

Those having had a CVA or haemorrhage can wait for up to 1/12 for community PT / rehabilitation.

For patients within the Boroughs of Camden and Islington who require musculoskeletal input it is possible to refer them to the out-patient service.

Hayley Mercer, Senior II P.T, Leeds:  

Is able to provide a limited inpatient rehabilitation service as her primary role is to provide a service to 6 medical wards.  Patients for rehabilitation are sometimes transferred to a rehabilitation hospital but as this is not HIV specific, other issues may arise such as adherence and management of their HIV disease.

At times in the past the out-patient neuro rehabilitation waiting list has been up to 2 years, but there has been a recent drive to reduce this, with twice weekly clinics taking place.

There has been a push for the intermediate care team to accept referrals for those under 65 years, but the referral process can be long winded.  The community PT service is quite limited and it is a general service which may only be able to get individuals to a certain level only.  No HIV specific community PT services.   Hayley is not aware of any gym focussed service and clients with an HIV diagnosis are not currently being seen and / or referred to the musculoskeletal service.

Sara Gill, Senior I PT, St Thomas’s Hospital:  

Sara provides an out-patient service.  For community services she refers to general community PT.

Emma McGettigan, Senior I PT, St Bartholomew’s Hospital:

Provides 1/7 clinic input at Barts and at Royal London.  Will refer on to another out-patient PT service where the issue is not HIV specific.  Some geographical areas she may need to refer on to have very long waiting lists although locally Tower Hamlets Borough offers a very good service.

There are some issue relating to access and referral.

Also locally there is Tower Hamlets Disability Options Team which provides a high standard of service. Additionally, Will and Emma have set up and run the SMART group which offers in-patient and community group rehabilitation programme.

Will Chegwidden, Senior I O.T, Infection and Immunity Team, St Bartholomew’s Hospital:

Tower Hamlets OT team offer a very good service.  His experience with intermediate care teams can be patchy.  In the past, the relationship clients had with social services could be challenging, with services either underestimating or over estimating need – this is now much less of an issue.

No HIV specific community / social services OT input available.  The need for education within the community remains.

Lucy Tomkins, Senior P.T, Great Ormond Street Hospital:  
Refers to general community teams.  Covers an out-patient clinic for HIV and for Respiratory conditions.  Issues of disclosure and confidentiality remain massive issues for parents and families.  Community teams are unable to provide a service to children of 7 years and over.  Additionally there may be long waiting lists in the community which can create difficulties as amongst other issues, children may be deteriorating or not maximising their potential whilst awaiting a service.

Sarah Coates, OT Chelsea and Westminster Hospital: 

Provides an inpatient service and refers on to community teams where required.

Lynsey Tyson, Senior I P.T, St Thomas’s Hospital:


Also has an inpatient specific role, therefore refers on to general community rehabilitation teams and to neuro rehabilitation teams where available / appropriate.

Rosemary Rich, Senior II O.T Newham:  

Rose provides assessment and treatment in the community for Newham residents – also has a link with the acute service in terms of referrals. Refers to general community team for PT input as there is no HIV specific PT within the community.

Kate Collins, Senior I Paediatric O.T Newham: 

Kate provides a community OT service including general motor co-ordination assessment. Also refers to generic children’s team. Advice and information is provided to parents and children for community based rehabilitation, however, she has found some difficulties with achieving adherence to PT regimes.

Bianca Burchell, Senior II O.T Mayday Hospital: 

No HIV specific OT or PT services in the community so she refers on to general services.

Lynsey Carragher, Senior I O.T UCLH: 
Situation for community referrals to OT similar to that for PT UCLH.

Jane Collier Senior I O.T, St Thomas’s Hospital: 

Refers to general community rehabilitation services and to Mildmay.

Paul Main, Senior I O.T North Manchester Hospital: 

Provides an in-patient and a community service and also receives referrals from the community himself.  He provides equipment and rehabilitation.  Paul is only able to see patients under the care of specific Consultants at North Manchester Hospital.

Kirstie Mackie, Senior I O.T Western General Infirmary: 

Because of issues relating to funding and discharge Kirstie primarily provides input to inpatients.  There is a community rehabilitation team who will consider referrals.  In the past she has been able to provide an out-patient service- primarily equipment focused, with some rehabilitation.  Patients will contact her for advice and sign-posting to other services.

Camilla Hawkins, Senior I OT Mildmay Hospital: 

Can only provide a service whilst client is admitted at Mildmay.  As Mildmay provides a London and countrywide service may be linking with services across a wide geographical area. In the past has referred on to community neuro teams if available as well as hospital at home teams.  Significant issue is that of ongoing cognitive rehab – has referred to Rosemary’s service in Newham, also to Disability Options Team – Tower Hamlets.  Some clients will be referred to Mildmay Day Centre post discharge – for cognitive or generic rehab.

Issues generally of waiting lists, whether or not clients with HIV related brain impairment are considered to have a ‘deteriorating’ condition.

Joseph Mavindidze, Basic Grade OT, St Brendan’s, Dublin:   

Predominantly refers to Ireland Hospice.  

Questions:

Are HIV specific teams required? 

Is there a role for a community based Rehabilitation Assistant specific to HIV?

What issues and / or information exist for generic community services re HIV and rehabilitation issues? 

Key Points:

It is important to get the message out that for the majority of individuals there has been a substantial shift from terminal care needs to rehabilitation and chronic care needs.

It was noted that there had been no contact or response from the flyer by any Social Services department across the country despite widespread contact having been made.

Action Plan:

Is there a role for the SIG in producing a pack or information resource, and / or planning a day looking at treating HIV in the community?

Emma suggested that we could explore whether or not any information we produced could create a NAM booklet.  This would have the following advantages for us;

· a wide audience

· potential savings on print and production costs

· ther skills and expertise

· accessibility and high visibility

· associated kudos from their reputation
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