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Tower Hamlets Involvement Network

Enter and View Visit 

Blue Skies 
Monday 7 December 10am 
Lead visitor: Sybil Yates
With: Dianne Barham

Contact at Care Centre: Steve Kelland 

Address: 3-5 Arnold Road, Bow, London E3 4NT
Background

Provider: RCHL
Clients: 40 (with capacity for 60-65) 

Staff : 25 -30 

Service: 9-4 with some evening and weekend activities 
Meeting with Staff 
The Centre is split up into four base groups. Bright Horizons, Owls, Phoenix and Moving Up. The division is more about their desired level of activity and the pace at which they like to do things rather than their learning disability. 

Some of the users are not here by choice but have had to come as other centres won’t have them or they’ve closed. they currently have spare capacity and they are putting together a short leaflet promoting the service. 
Used to have agency staff but it is very minimal now. 
Bright Horizons 

We talked to Michelle who had been working at William Brinson Centre for 16 years and was very positive and energetic.

Large boards were being developed that had laminated photos of the staff on that day, the activities planned and which users were going etc. 

Owls 
One guy who liked to be on his own was in the sensory room on a one to one basis another was having a massage out of his chair.  In the room the staff were dancing with some of the users and getting them involved in activities.
Moving Up 
Building a transition group of school leavers who are looking at personalisation as a mechanism for achieving more independence.  It is planned that they will be the first group to move out of the building.  

Phoenix 
They were all busy with organising and putting up the Christmas decorations.  Everybody seemed to be active and engaging.  

Go on holiday and have weekends away 

A large number of clients are actually in residential care and sometimes there are some communication issues.  For instance they might have the client booked in for hydrotherapy which they love and which requires two to one staffing and then the residential care home will call up and say they’re not coming in that day due to another appointment.

There is a quarterly Parents and Carers Group however it needs revamping as the attendance is poor. They’re looking at alternative times/approaches. Programme is sent home every week. 
The Centre try to emphasise their being part of the local community and support them to make choices and to be independent. E.g. Treating them like adults and getting them to do adult activities. 
Personalisation:

Staff seemed to be relatively positive about personalisation although they recognised that parents, carers and staff may have a vested interest in maintaining the status quo.  Some staff in the sector have become accustomed to the power of making decisions on behalf of clients and that will be hard to let go of. Need to think more about positive risk taking and not over do the health and safety to enable users to lead as normal life as possible.  

There was concern: 

· how it might work for staff 

· that it might not be about the individual choice of users but would be influence by staff, residential care providers and parents
· that the popular staff would be ok but others might struggle

Activities 

They try and raise people’s aspirations and give them an idea of the possibilities by providing short taster sessions in various activities. As a result of the taster sessions users can decide to take longer term training and some go on to college. There are activities on every day. These include bowling, cooking, swimming, football, drama, trampolining, theatre, art, gym, college, horse riding and other day trips. They generally tend to get out daily. The hyrdothearapy pool at Mile End Hospital is excellent and very important for some users and it was very frustrating that it was closed for so long recently due to the hoist and hoist chairs being unusable.
Environment

Premises

Many of the staff and users have been there for a long time and are very attached to the building.  But it really is outdated, ugly and over institutionalised.  It was cold with a great big concrete block interior, with long dark corridors.  It is tucked down a side street directly opposite the railway arches and has the feeling of an industrial estate. It was supposed to close seven years ago but the users, parents and carers complained. 

It does have an Art and Pottery Room and a new wet room. 

Transport 
They have five of their own minibuses and have easy access to buses and the tube at Bow Road which makes it very easy for users to get out and about most days.

Food
Mondays, Thursdays and Fridays they have meals on wheels but it’s very basic.  The other days they usually get something out or have to bring their own lunch. 
Feedback from users
1. Iris, was an older woman who comes Monday to Thursday.  She was very chatty and was telling us all about her appointment at Mile End hospital to get new shoes and a trip to the Doctor.  She seemed very happy with the Centre and the staff, she had bought a number of them Christmas presents.  She liked going out for dinner and watching the TV.  Found it a bit noisy sometimes. 

2. John, liked going out on the bus and kept a watchful eye over the white bus that he travelled on. Comes to the Centre five days a week.

3. Barbera – said she was very happy, there were loads of activities, showed us all the photos of her on day trips and taking part in a wide range of activities.
Overall Impression
The Centre’s response to having such an awful building seems to be to try and get them out as much as possible. There seemed to be a real focus on what users wanted to do and that as much as possible that should be what other adults would like to do. There seemed to be a lot of ownership by the residents. However you can have the best service in the world in there and it would still seem institutionalised. 

Recommendations

· The Centre should be moved to new premises either as a whole group or as four smaller groups.

· could food be prepared on the prepared on the premises in a more interactive way with users
THINk would like to thank the staff at Blues Skies for their time and assistance in facilitating our visit. 
Tower Project – New Dawn  
Tuesday 8 December 10am 
Lead visitor: Peter Nichol
With: Dianne Barham, Lucy Hedges
Contact at Care Centre: Sue Burlo (New Dawn Manager) and John Lane (Deputy Manager)
Address: 45-55 Whitehorse Road, London E1 0ND
Background

Provider: Tower Project
Clients: 50 (40-43 most days) mixed abilities 15-18 with higher needs. One or two in residential care and one living independently. 

Staff: 27 staff and two starting in January.  10 sessional workers, between two to seven volunteers.  

Service: 9-4 but clients are out for a lot of the time and use the centre as a base.  
Meeting with Staff 
Sue Burlo (Manager) has been with Tower Project for 20 years and John Lane (Deputy Manager) 
Clients’ age ranges from 18-43.  Different ages have different aspirations.  Older group would like to work.  They form their own groups which generally seem to be around age (they like the same music and clothes etc). They all like to help each other so there is usually a mixture of abilities within groups. 

The service has a waiting list, usually people come through word of mouth and they don’t advertise.

Many of the staff also have disabilities e.g. three deaf staff who use British Sign Language and many have dyslexia.  There are several Shyleti/Bengali speakers. They receive ongoing training and one morning a week there is staff peer education where they share information and training experiences. 

Parents and Carers Group meet regularly.  Parents can come in at any time and they often talk to them on the phone.  Sometimes staff have to negotiate with parents on behalf of their children as they might have different aspirations when they are at the Project. 

Community Nursing Team are very good and come down quickly when they’re needed. Also take clients to A & E when they need to and they are usually good.  Some clients are on oxygen, PEG feeds. 
They don’t get out to mix with other services that much anymore as there’s too many of them. Do play football occasionally and some of the clients go to the Bubble Club at the Rhythm Factory. 

Don’t want to get any bigger or they’ll become institutionalised.  Would like residential facility where a group of clients could be supported to live together.  

They have emergency spaces – for people who have nowhere else to go or have suffered abuse of some kind. 

Because families don’t have a dedicated social worker they often come to the staff at New Dawn to sort out problems for them.  They see them as an access point into the social care system e.g. when a hoist broke at someone’s home they organised for them to go into respite until it could be fixed. Duty Social Services is very good and they respond quickly when there is a need. Social services are good, quite responsive, do listen – if the moneys not there there’s not much they can do.  We have to be realistic.  The criteria for access has changed now with more of a focus on people with higher needs.  Others will be mainstreamed. 
Personalisation

Parents are afraid it’s too much responsibility.  Usually goes to a member of the family.  The Tower Project finds it expensive to book individual sessions etc what would it be like for individuals.  The social side is so important with users activities that if it’s all individualised that will be lost and may lead to the isolation of people with learning disabilities. 

Access to Health Services

It seems to be more of a problem for people with physical disabilities than those with learning disabilities.  Staff took two people down to A & E both with asthma, one with a learning disability and one with a physical disability.  They saw the one with the learning disability first even though the person with the physical disability was about to pass out. 

They had a client with a learning and physical disability who was very poorly.  Took him to A & E and the staff seemed to be very uncomfortable with him.  Did a chest x-ray, no hoist, took an hour to find one, didn’t have a sling.  The next day he had an extremely bad epileptic fit and was in the hospital for a month.  

It feels like they see someone with a sever disability and wonder if it’s worth it. 

Had a young man with a severe learning and physical disability with a gastric feed.  He had dates for appointments at The Albion that kept being cancelled for no reason. The doctor said he was going to be fast tracked this time and to just turn up.  When he next showed up they had no record of him or his appointment. His mother took him to the appointment in the pouring rain at 9.15 in the morning and he was soaking wet. When they arrived they were told the appointment had been cancelled and that they’d cancelled it by phone. When they got upset the women said she didn’t like their attitude and that she would have them removed. He started screaming as he realised he wasn’t going to be seen. 

He ended up in hospital about a year ago. When they turned up to visit him his head was all twisted up strangely on the pillow and when they pulled the sheets back they were soaked in urine. He spent six weeks in intensive care during which time he received excellent care. Problems began again when he was back on the main ward.  They had 24 people at a meeting to talk about his discharge including community nursing etc to agree everything that would need to be in place for him to go home. Then his mother was called and told he was coming out the next day without any of the care package in place, no wound plan, and no pain relief.  He died an hour before he was due to be sent home. A compliant has been made to PALS but not sure what has happened.

The feeling is that nurses are not trained properly to deal with this type of patient, are scared, and therefore try avoiding them. A client was recently taken to hospital in an ambulance and the paramedic wouldn’t let the Tower Project staff member administer their rectal diazepam when it was due but they also refused to do it themselves. 

Epilepsy Clinic, Tissue Viability Clinic and the London Chest Hospital are very good. A&E is hit and miss. They can be too quick to make assumptions e.g. a user twitches and they treat them as if they are going to have an epileptic seizure. Gave somebody who was tube fed, and should have been nil by mouth, a drink. 

Activities 

Encourage them to do taster courses at the college such as sports leadership training. They are asked what they want to do and can change their minds later. Use public transport a lot to get out and about. there are a wide range of other activities that are dictated by what users are interested in doing e.g.  rebound, gym, going to the cinema, the theatre, bowling, drama, shopping etc. 
Personalised Supporters – take them out in the evening or weekends
They have Speech and Language Therapists, counsellors, physiotherapists, foot clinic, dentist, and dieticians.  Staff and residents have been trained to give massages.

Environment

Premises

The building is newly refurbished and seemed very bright and welcoming.  They appeared to be well resourced with an art room, sensory room, well fitted kitchen and computer suite.  Mats should be stuck down or set in as clients that use walking frames could find them a hazard. 
Transport 

Community Transport is good, they have their buses for the week and then they go back to the garage at the weekend. They are close to the DLR, trains and buses and clients get out regularly on public transport. 

Food

They cook their own food and the clients help.  They don’t cook meat to ensure the food is culturally sensitive.  Educate clients about five a day and have a lot of fresh fruit and vegetables.

Feedback from users:

The staff had organised for us to talk to clients. 

Nahida

· I enjoy it here. On a scale of one to ten, I am 10 as happiest.

· Best thing is that staff are crazy in a good way.

· Going out bowling is good but happy to go anywhere.

· In the centre enjoy the computers, facebook, emailing

· Enjoys getting out of her chair

· Kind of enjoys drama but not as much as tutor changed. 

If could change anything: 

· Would like to go out every day, doing the things she already does. Would like to go on facebook more.

· Enjoys listening to music, but if there was a chance for her to play the music on the PC or something she would enjoy that.

· Comes five days but would like to come at weekend as she doesn’t get out as her Mum’s hand hurts to push her chair.

· Would like to change her physio who is a woman; she met a male one she would like instead. 

Would not go anywhere if the centre was closed. Not sure what she would like to do.

Feels safe in the Centre and at home.
Sam 

· Thinks the centre is cool.  On a scale on one to ten would give it an eight.

· Staff make you feel safe – likes all the staff.  Been treated well and they get her to help out.

· Likes making friends, activities, helping out.

· Going out, arts. Sensory books are the best thing. 

· Enjoys helping out the tutor and users with higher needs.

· Enjoys cinema, drama, going to a play. 

If could change anything: 

· Would like to do more helping out here.  Would love to be a youth leader.  Started long time ago but things at home stopped her finishing it. Would like a chance to finish or redo the course here.

· Comes five days a week, would like to come on the weekends.

· Has a support worker who takes her shopping, motivates her to do house work, if this could be done at the centre and she could use her support worker for something else would be good.

If the centre wasn’t here then she’d probably just stay at home.

If she could choose to do anything she would: 

· like to do activities such as going to the theatre and eating out

· Bigger building for the current people who come here – not so more users could come here.

· Takes part in a forum that takes place every two weeks and she wrote down everything she would like to do. 
Overall Impression
Overall impression was that the staff had very clear goals and aspirations for their clients and were working hard to ensure that they were able to make decisions about their activities, access training opportunities, and live their lives as most adults would. 

Recommendations
· That consideration be given to independent living opportunities for clients.

· Greater consideration is given as to how to support clients to make the most of personalisation opportunities and how the Tower Project might facilitate a more joined up approach that allows clients to still maintain social contacts.
· Mats should be stuck down or set in as clients that use walking frames could find them a hazard.

Bangladeshi Parents Carers Association 
Tuesday 8 December 1 pm 
Lead visitor: Amjad Rahi

With: Dianne Barham, Lucy Hedges

Contact at Care Centre: Shamimara Choudhury (Centre Manager) 

Address: 21 Old Ford Road, London E2 9PL 
Background

Provider: BPCA
Clients: 40 Mostly Bengali (some Pakistani) and 99% from Tower Hamlets. 

Staff: 26 staff (including a full time cleaner)
Service: Users come from about 10.30 until 3.30. Pick up starts at 9am and drop off can take up until 5pm.
Meeting with Staff 
Parents are invited to come in to meet with staff.  The Centre is run by parents and they form the management committee. Management Committee members come and do spot checks regularly. 

They have a female and male User Rep who were recently elected in a process that included skills development around democratic processes and how to vote.  

The staff are working on person centred planning at the moment, matching up similarities with key workers.  They might extend hours and cover school holidays. 

Personalisation

There needs to be a lot of training for Bangladeshi parents on how the system would work.  One of the parents had been receiving direct payments and didn’t know. They found all this money in a bank account when the staff said they weren’t covered in the block contract.  It may be difficult for parents to manage the money efficiently and there could be an issue with money going into the general family pot and not reaching the individuals needs effectively. Women in the family tend to be the primary care givers but it’s usually men who manage the finances. It’s also creating uncertainly for staff. 
Activities 

They have a weekly plan including: art, IT sessions in the IT Suite, sensory sessions, learning words, travel training etc. They do partnership work with Mile End Sport Centre, Whitechapel Sport Centre, York Hall, Tower Hamlets College where they play football, cricket, bowling, canoeing, swimming and other activities. An in house Dancing session, provided by Tower Hamlets College, takes place every Tuesday, where they do exercise through dancing and movements. Users also attend Poetry in Wood to learn wood work. In summer they tend to have two trips out a week but in the winter it’s usually only one. The trip is usually to go shopping. They often buy the food for cooking, helps them to develop budgeting skills etc.

Currently doing a project with Social Action for Health with health guides to develop users knowledge about access to health and healthy living. They do some women only sessions with female workers.

When we visited the users were playing games and taking part in art classes.  We did feel that the activities were based on what young children would do (colouring in and cutting out, connect four) rather than what adults might want to do. 
Environment

Premises

The premises were very clean and bright and had obviously been recently refurbished.  It is a very big open space which makes it feel a little more like a school hall than a home away from home.  

Transport 

They use community transport and are worried about the possibility of the service ending.  They have had some problems recently.  One of their vans had to go into the garage for work to be done and they were given a replacement van.  The replacement van didn’t have a parking permit on it and the scratch card ones run out quickly.  They had to pay £7 a day for parking. 

They would like to have some assurance that if Community Transport were no longer going to be able to provide the service that they would be given plenty of warning in order to be able to plan an alternative.

Food

Food is all cooked fresh on the premises.  
Feedback from users
Ananh, Abdus, Angur
· What they enjoy doing at the centre:

- playing games

- computers

- drawing

- morning exercise and going to the gym

- going out shopping

- football
· What they would like at the centre:

- adaptive equipment for PCs

- Computer games
- big TV with Bengali channels and sport

- to go bowling
· All enjoy coming here and are very happy
· They come around 5-4 days a week 
· One would like to come more at weekends but the other two wouldn’t as they spend it with family

· They  all dream of being able to go out swimming (mainly the girls more than the boys)
· They would like the equipment for PCs to be adaptive
· They all feel that the staff are good and that they are treated nicely. However, they  would like more staff
· They all said that If the centre closed they would just stay at home
· If they could do whatever they liked they would;

· Probably spend money on the whole family, buy clothes, holidays

· Watch football and cricket matches

· Go to meeting places

Hena, Raubr, Rizra
· What they do at the centre:

- dance and exercise classes

- colouring

- listening to music

- board games

- going out or staying in

- cinema and theatre

- they get to choose
· They are all very happy here. All give 10/10. Two of them would not come in the weekend as they have stuff to do but the other one would like to come to the centre at weekends as well as during the week.
· Things they enjoy the most

- colouring

- listening to Bengali songs

- computers
· Things they like least 

- cooking
· They would like to: 

- do more exercise

- watch more Bangla films

- play more board games
· They would all be sad if they had to stay home and do nothing and they would most likely sleep all day

· They often feel sad when they are not at the centre

· If they could do whatever they liked they would;

· spend money on clothes

· attend dance classes, go and visit family, internet cafe

· Two of the interviewees felt that they get to have their say but the other didn’t feel the same
· Staff are all nice but one said they were not treated very well
Overall Impression
Overall impression was that the centre was bright and welcoming and that the users appeared to be happy coming on a regular basis.  We did feel that some of the activities treated the users like small children and that more emphasis could be placed on adult activities and outings.
Recommendations

· the development of more activities outside of the Centre perhaps with opportunities for users to undertake taster sessions with training providers etc

· the computer suite would benefit from more disability adaptive equipment
· parents are going to need detailed training on managing personal budgets to ensure that it doesn’t have a detrimental effect on both the health of the users and of family members
· staff at the Centre may benefit from visiting other Centres both in and outside of the Borough who have excellent activities programmes

THINk would like to thank the staff at BPCA for their time and assistance in facilitating our visit. 
Overall Comments and Recommendations re Day Centre’s for people with learning disabilities

Premises
Premises are probably being underutilised at the moment with large numbers of users often out for long periods of the day.  They are acting as meeting points from which people head out to other activities.  
Users can have very emotional attachments and  a sense of ownership of the physical buildings in which day centres are located and the routine nature of their attendance can provide comfort and security. Any closures would need to be managed very effectively to minimize stress on users. Could it be managed as a gradual process over a longer period for instance? 

Social Activities 

The crucial benefit of the Day Centre’s seems to be the opportunity to meet and socialise with similar people and to form strong peer groups. This was strongly emphasised by both staff and users. It seems that given the opportunity to socialise and mix users form their own smaller groupings, often with mixed abilities and across disability type. Rather than focusing on developing the individual or personal budgets it may make more sense to pool elements of budgets within these groups.  The social side is so important with users activities that if it’s all individualised there’s a risk of losing this which may lead to the further isolation of people with learning disabilities. 

There seems to be common activities that are enjoyed by a wide range of users and these could be marketed to the groups effectively through a kind of service catalogue.  It would also be good to increase and promote the range and number of leisure facilities and disability friendly meeting places for people.
Would it be possible to have a social and leisure activities calendar for the year with regular opportunities for people with a wide range of learning disabilities to get together both those with and without individual budgets. If the criteria for access has changed/is changing towards people with higher needs this would still enable people perhaps with lower level disabilities to socialise.  
Personalisation 

There seems to be a mounting fear in the community that they will be forced into managing their own care budget or that of the person they care for and that this could lead to a much greater financial management burden for people who may already be overstretched either with caring responsibilities or with their own work obligations. 

It would be good for specific information programmes to be designed for Bangladeshi parents to target their information needs particularly on how the system would work and what they would be expected to manage and achieve. 
Are there safeguards and checks that the money is being spent on meeting the individuals needs rather than that of family, carers, residential homes, day centres etc? 

There is a concern that within some cultures individual budgets will be a difficult concept to understand when things are usually managed on a wider family basis. There is a risk of the money going into the general family pot and not meeting the individuals needs effectively.  Women in the family tend to be the care givers but it’s usually men who manage the finances, if children are not going to day centres anymore and the personal budget is going into the family pot it’s the women who have to pick up the slack.  This can often lead to health problems for the mothers in the family with knock on effects for the wider family in the longer term. 
Transport 

Can THINk have an update of the situation with Tower Hamlets Community Transport. What is their long term planning?  Will the council continue to fund them or are they expected to be fully self sustaining, if so by when.
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