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Section 1: Executive Summary

1.1 Aim

To seek public views about the proposed form and function of a Centre for
Independent Living (CIL) that will be established in the Borough of St Helens.

1.2 Methodology

A consultation questionnaire was designed with a mixture of multiple choice and
open answers. The questionnaire was distributed to third sector organisations and
made available at a number of events and discussed as an agenda item at two
organisation meetings. People were also offered the opportunity to express their
opinions by letter to the same address.

The consultation period ran for four weeks from 12th March 2010 then was
extended until 19th March 2010.

1.3 Findings & summary of Recommendations

A Centre for Independent Living will be a User Led Organisation. Therefore a
priority area is to begin recruitment of potential User Led Organisation (ULO)
members for a management committee or steering group. St Helens Council
needs to involve service users, service providers, carers and the third sector in the
design and delivery of services at the facility which will require increased
communication.

The questionnaire sought opinions on a range of options for the CIL. The results
provided clear, emphatic answers on a number of issues. More detailed
consultation is now required for implementation of the preferred options.

e The centre should operate flexibly enough to offer services at different
times of day and weekends.

e A small aids display within CIL is desired, preferably with assessments and
dispensing function. Design of service requires collaboration with TCES
(Transforming Community Equipment Services) and detailed public
consultation.

e In addition to government recommendations, requested services include
occupational therapy, cognitive behavioural therapy (CBT), counselling and
physiotherapy. Activities to include personal development and training.
Provision planning will require an analysis of existing services and
identifying what could be provided at CIL and what could be signposted, in
conjunction with specific consultation of service users and providers.

e The Mental health / mental wellbeing aspect of CIL is considered important.
This can be delivered in variety of forms such as: café, informal socialising /
drop in, peer support and room hire by groups as well as services such as
counselling.

e Multifunctional room design preferred with specialist areas for café, IT and
small aids display.

e Accessible toilets and changing place required.

e Transport and car parking facilities need further consideration and planning
for easy access to centre.



Section 2: Background

2.1 Background

The aim of a Centre for Independent Living (CIL) is to help people with
disabilities or long-term health conditions, with gaining control over their lives and
achieving independence and full participation in society. As well as people with
physical or sensory disabilities this also includes people with learning difficulties,
mental health service users, older people and carers.

St Helens Council identified Windle Pilkington House as the location of a Centre
for Independent Living. Proposals about changes to the building are currently
being considered. These are likely to be subject to change due to what can be
practically done to the building within the money available.

In January 2005 the Government published a report titled ‘Improving the Life
Chances of Disabled People’. A key recommendation in this states that:

“By 2010, each locality should have a user-led organisation modelled on existing
Centres for Independent Living (CILs)".

The report also states that a Centre for Independent Living, in order to meet the
criteria should include the following services:
e Information and advice
Advocacy and peer support
Support in using direct payments and/or individual budgets
Support to recruit and employ personal assistants
Help with self-assessments and care reviews
Disability equality training
Improve ways of carrying out Disability Equality Duty.

It has been shown that involving service users and carers in the design and
delivery of services is of vital importance and will encourage better quality support
services. The exact model of User Led Organisation is different in different
Centres but all follow the same criteria

A User Led Organisation (Improving the Life Chances of Disabled People) should:

e Work from the viewpoint of the social model of disability.

e Promote people’s human and other legal rights.

¢ Provide for all local disabled people, carers and other people using support
either directly or by links with other local organisations.

¢ Ask the opinions of the centre’s users about how the centre runs.

e Help disabled people, carers and others who use support to have choice
and control over the support they receive.

e At least 75% of the people voting on the management board are centre
users.

e Has paid employees, many of who represent the centre’s users.

e Can demonstrate the involvement of the local public in designing and
checking the centre’s services.



2.2 Useful definitions

The following definitions are pertinent to the context of certain terms in relation to
Centres for Independent Living (and were used in a fact sheet which accompanied
the questionnaire).

Independent living means having choice and control over whatever is required in
order to go about your daily life. Inclusive living means being fully included in
society.

Service user means someone who needs support and / or equipment in order to
go about their daily lives and who uses services that are provided as part of the
welfare state.

User-led organisations are those where the people that the organisation
represents or access services, have a majority on the Management Committee or
Board, and where there is clear accountability to members and / or service users.

Centres for Independent / Inclusive Living are organisations run by disabled
people in that community. They aim to give disabled people control over their lives
and achieve full participation in society. They work towards these aims by
representing disabled people’s views locally and nationally, and by providing
services that promote independence.

The social model of disability says that someone’s impairment, illness, frailty or
learning disability is not actually a problem but instead, the problem is that people
don’t have adequate support or equipment and they don’t have choice and control
over their daily lives. Although the concept was initially developed by people with
physical impairments, it is relevant to people with learning disabilities, older
people, and people with mental health support needs.

An Individual Budget is for individuals who receive care services to get greater
choice and control over their support arrangements.

Direct payments are cash payments made to individuals who have been
assessed as needing services, so that they can buy their own services.

The Independent Living Fund (ILF) can give financial help to pay for personal
and domestic care that enables Disabled People to live independently at home.

Empowerment refers to increasing the strength of individuals and communities in
areas of spiritual, political, social or economic activity. It often helps people feel
empowered and having increased confidence in their own abilities.

(Source of definitions: Centres for Independent Living / Local user-led
organisations: A discussion paper by Jenny Morris and websites: direct.gov.uk;
dhcarenetworks.org.uk; communities.gov.uk)



Section 3: Brief

To seek public views about the proposed form and function of a Centre for
Independent Living that will be established in the Borough of St Helens.

As independent third sector organizations which operate in the field of Health and
Care in St Helens, LISTEN and St Helens LINk were commissioned to gather
public views on what a Centre for Independent Living should look like, how the
services will be delivered and what extra things are needed in St Helens.

The remit for St Helens LINK is to invite public opinion on matters of health and
social care. LISTEN is a project to support the third sector to influence local
decisions and delivery of local services. It was therefore considered possible for a
brief questionnaire survey to be conducted within existing St Helens LINk and
LISTEN resources.

The Joint Protocol between National Centre for Independent Living (N.C.I.L),
Association of Directors of Adult Social Services (ADASS), and the Local
Government Association (LGA) for the provision of User Led Organisations
(including Centres for Independent Living) and User Led Support Services.
(January 2009) recommends that:

“‘When setting up ClLs and support services, we urge local authorities to:

e Consult users, carers and potential users about the nature of the
support they require

e Include local representative organisations of users and carers in the
consultation process”



Section 4: Methodoloqy

4.1 Questionnaire.

A questionnaire (Appendix A) was designed using information from:
e Government recommendations,
e a brief on-line review of services/activities available at other Centres for
Independent Living.
e The existing building design of Windle-Pilkington House

To assist with data analysis many questions were given with multiple-choice
answers. However several open questions were also included where people were
invited to record their opinions. Respondents were also given the option of
expressing their opinions in the form of an open letter to the same return address
as the questionnaires.

As some of the terms used in a Centre for Independent Living have very specific
definitions in this context a fact sheet was assembled and distributed with the
guestionnaire.

The questionnaire was distributed to many third sector organisations.
Organisations contacted by e-mail included:

membership organisations of St Helens CVS

membership organisations of Disability Network St Helens,

membership organisations of the Social Inclusion Network,

St Helens CEN

St Helen’s Carers Centre

Partnership boards including: Physical and Sensory Disabilities board,
Older People's Partnership board, Valuing People's Partnership board and
Carers Partnership board.

The point of contact for each organisation within those networks/boards was asked
to print off and distribute multiple copies of the questionnaire amongst the
members of that organisation.

St Helens LINk conducted a printed mail out to each of its 170 members. St
Helen's Coalition for Disabled People also included printed questionnaires in a
mail out to 400 members.

The questionnaire was also made available and promoted at a number of events.
Events included:
e Step-By-Step Living Network conference (12th March 2010),
Healthier Communities Forum (18th March 2010),
Parkinson's UK Activity Day (24th March 2010),
Social Inclusion Network meeting (31st March 2010),
Disability Network St Helen's meetings (6th April & 13th April 2010)
Footsteps 10 year Celebration (16th April 2010).

The original duration for the period of consultation was to be four weeks beginning
on 12th March 2010. However there was a delay in distribution to the St Helen’s



Carers Centre and so the consultation period was extended until 19th March 2010.
(The consultation period also had a high incidence of absence within organisations
due to a need to complete annual leave before the end of March and Easter falling
on 2nd to 5th April 2010.)

4.2 Discussion groups

Issues around and involving the Centre for Independent Living in St Helen's were
also discussed at the Deaf Club (7th of April 2010) and the Social Inclusion
Network meeting (31st March 2010). Discussions were recorded and notes are
shown in appendix C and D. The questionnaire was also presented at the Healthy
Community Forum (18th March 2010) but those present were asked to record their
comments on the questionnaire forms as it was last item on the agenda and the
meeting ran out of time but discussion continued over lunch.

Disability Network St Helens has discussed the Centre for Independent Living at
each of its meetings since January 2010, and expressed concerns since the
conception of the network in summer 2009. Disability Network St Helens minutes
are not included in this report as discussions at that time were confidential within
meeting. However consequential representations from the Disability Network St
Helens to St Helens Borough Council resulted in the commissioning of this
consultation exercise and completed questionnaires have been returned by
network members.



Section 5: Results & Analysis.

87 completed questionnaire forms were returned for analysis by the closing date.
In addition to questionnaires there were two letters from individuals giving opinions
and minutes from discussions by the Deaf Club and the Social Inclusion Network.
Comments are included in the analysis when pertinent to a specific question.

The questionnaire was available in standard, easy read and Braille versions.
Occasionally one page was missed out by respondents when the document was
printed double sided.

In any survey forms will be returned which have not been completed in the
expected manner e.g. some questions not answered, multiple options selected
instead of a single response etc. When the data is analysed such forms can be
discarded as “spoiled” and a lot of information lost, or accommodations have to be
made within the analysis. Every effort has been made to conserve as much
information as possible. Where accommodations have been made in processing
the data for a particular question, they will have been applied consistently to all
responses and the exact nature of the accommodation will be noted in the results
for that question.

5.1 Demographics of respondents.

In analysing results from any consultation exercise it is important to have the
demographic profile of those who contributed to the consultation exercise. In this
survey this data was compiled by question 18 and people were asked to choose
which of the five categories best applied to themselves (Figurel).

Figurel

Qul8 Please choose which description best applies to you:

No Answer

Adult Services or 7%
St Helens Council
11%

NHS
2% Service User

44%

Voluntary Sector
16%

Member of the
Public
20%

* Data note: six forms failed to record an answer for guestion 18 and seven forms chose more than one option. The
category "member of the public" was discarded if another category had also been selected (three forms). If the respondent
worked for local authority, that was recorded over other alternatives (two forms). If the respondent was a service user who
also worked in the voluntary sector they were recorded as being service users (two forms).



The largest group of respondents was service users 44%. The majority of
respondents, 60%, were either service users or worked in the voluntary sector and
therefore had informed opinions with respect to the requirements of people who
would be using centre.

5.2 Provision of Services

5.2.1 Opening Hours

Questions one and two investigated which days the centre should be open on
(Figure 2) and which hours it should be open (Figure 3).

Figure 2

Oul Which Days should the centre be open?

7 days a week No Answer

46%

Monday to
Friday only
11%

Monday to
Friday &
Saturday

40%

* Data note: two respondents had selected two options, "Monday to Friday only" and "seven days a week". Data for both
was recorded as “seven days a week”.

86% of respondents believe the centre should be open at least six if not seven
days a week. Only six out of eighty-seven replies believe that Monday to Friday
only opening would be sufficient.
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Figure 3

Qu2 What should the opening hours be?
35
30
25
20
%
15
10
5
O T T T T T
9am to 5pm 9am to 5pm  More than 9am More than 9am 24 hours aday  No Answer
only senices plus to 5pm plus to 5pm plus
evening room evening weekend
hire senices senices

* Data note: 10 respondents selected more than one option, in each case the option with the greatest opening hours were

selected.

71% of respondents believed that services should be available evenings and

weekends, not just 9 am to 5 pm. Only six out of eighty-seven replies believe that

services should only be available 9 am to 5 pm.

The data for questions 1 and 2 are combined in Figure 4 which shows the number

of respondents selecting an option. The statistics for this bar chart apply to

expressed preferences only, that is “no answer” data has been excluded.

11



Figure 4

Responses to Qul and Qu2 combined to show when people
would like the CIL to be open.
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9am to 5pm 9amto 5pm  More than9am More than9am 24 hours a day
only services plus to 5pm plus to 5pm plus
evening room evening weekend
hire services services

Opening hours

* Data note: as stated previously for Questions 1 and 2 separately. “No answer” category not shown on this graph.

90% of replies wanted the building open more than 9am to 5pm. Only 25% of
replies thought that 9am to 5pm opening was appropriate, even if it included
evening room hire.

5.2.2 Government Recommendations.

For any given Centre for Independent Living the exact nature of the services
provided and their relationship with statutory agencies will vary according to local
circumstances but at a minimum, the organisations should provide:

¢ Information and advice;

e Advocacy and peer support;

Support in using individual budgets (including cash payments) to meet
needs;

Support to recruit and employ personal assistants;

Assistance with self-assessment;

Disability equality training;

Consumer audits of local services.

(Improving the life chances of disabled people, January 2005)

Consumer audits of local services (e.g. access audits) was viewed as an outcome
of disability equality training and the views of service users that would occur within
a Centre for Independent Living, rather than a service offered to service users and
so was not offered as an option in Question 3.

12



The Department of Health has undertaken a programme of major change entitled
“Transforming Community Equipment Services.” St Helens is currently supplied
by the Knowsley & St Helens Community Equipment store, which will be closing in
2010 due to health and safety issues within the building. It is currently proposed
that small aids may become available from a local store and larger aids from the
Halton Community Equipment store. The Centre for Independent Living could
provide information and be a point of entry into the community equipment
environment. It is also possible that the Centre for Independent Living could
provide a display area for the public to access small aids and equipment.

Therefore the option of being able to access small aids was also included in the
list of potential services that people were asked to select from in Question 3 of the
consultation.

Figure 5 shows the percentage of respondents who believed that a particular
option should be available at the Centre.

95% of respondents chose “information and advice” as a required service. Out of
84 people who answered question 3, only two people did not select “information
and advice”, however they both only selected a single option and that was the
related “advice about how to make services more accessible” (88%, second most
popular choice).

The ability to try out small aids to assist with daily living was also rated highly and
selected by 85% of respondents.

"Advocacy and peer support” was also a popular option and selected by 78% of
respondents. Advocacy St Helens is currently designated to 3 organisations:
Coalition for Disabled People, the Deafness Resource Centre and Age UK.
Concerns were expressed by the Deaf Club that the Centre for Independent Living
may take over services that are already established at the Deafness Resource
Centre. The Deaf Club is comfortable with their current service provision and trust
their advocacy worker. It could be that the Centre for Independent Living would
signpost members of the deaf community to the Deafness Resource Centre and or
offer additional advocacy sessions for the hearing impaired at Windle Pilkington
House. Peer support is perceived as being very important in comments from
discussion groups and has great relevance to the choice of activities and facilities
later in this report.

“Support in using direct payments and/or individual budgets” and “Support to
recruit and employ personal assistants” were amongst the least selected options
but still viewed as a requirement for a Centre for Independent Living by 64% or
more of respondents. This is believed to be due to the current low level of uptake
of direct payments and individual budgets within the borough. (13.3%, of adults
receiving community based services receive self-directed support, St Helens
Healthier Communities Partnership Performance Monitoring Sub-group, Exception
Report January 2010). St Helens Borough Council is currently developing a
personalisation of care programme and once it is implemented service user
interest in individual budgets and direct payments will probably increase
dramatically.
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Figure 5
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5.2.3 Access to Services

Services can be accessed by appointment, on a drop-in basis or as a mixture of
both appointments and drop-in. There is also the question as to how widely
available any specific service should be, and whether it would be required full-time
or part-time. These matters were addressed in question four and the replies are
depicted in Figure 6.

Figure 6

Qu4 How available should services be?
60
50
40
% 30
20
10

0 T T T T T
Drop-in only By Mixture of  Fulltime -all ~ Parttime No Answer
appointment appointment dayeveryday everyday
only and drop-in

*Data note: 11 respondents chose two options instead of one option and for each chose “mixture of appointment and drop-
in” with either full time or part time. Instead of one vote for one option, such replies were recorded as two half votes, that is
a half vote for each category selected.

86% of the responses regarding the type of appointment selected a mixture of
both appointments and drop-in sessions. 97% of the responses that replied on
how widely available services should be, selected full time all day every day and
only one person selected part-time everyday.

On a practical basis a mixture of appointment and drop-in sessions will allow
flexibility of the system and enable both future planning and immediate response
to service users.

Although the “full time all day, every day” option was selected for access to
services, realistically it will not be possible for every service to be available 24
hours a day. Also logistically it will not be possible for trained staff for each of the
specialist provision to physically be available in the building all conducting clinics,
all at the same time. However it would be desirable for signposting and
appointment making to take place whenever the centre is open to maximise
independence of service users.
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5.2.4 Transport to Facility

No matter what the services available, or how long the opening hours, a facility will
not be successful if users are unable to travel to the centre. Question five therefore
addressed the question of how users would get to Windle Pilkington House and
the responses are shown in Figure 7.

Figure 7

Qub If you were to use the centre, how would you
getthere?

By Car Make my own
13%
No Answer
2%

Picked up from

home at a
specific time Public transport
12% / Merseylink
service
40%

* Data note: 11 respondents had selected multiple options. Each vote was split equally between the options selected on
that form.

The greatest number of responses at 40% chose public transport as the means by
which they will travel to the Centre for Independent Living.

The nearest railway station is St Helens Central (WA10 1DQ), which has step free
access across the station and a ramp for train access. Although it does not have
accessible ticket machines or ticket office counter, staff will make every effort to
provide the assistance that disabled passengers require and there is an accessible
customer help point (source National Rail Enquiries). St Helens Central is 0.5mile
walk from Windle Pilkington House. St Helens town centre bus station is close to
the rail station and approximately 0.4 mile walk from Windle Pilkington House.

One third of those who answered the question would be able to access the facility
by car. There is a limited amount of off-road car parking available at Windle
Pilkington House. Whether this would be utilised by staff or centre users is
currently unknown. In response to question 16 when respondents were invited to
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suggest what else may be needed at the centre, five out of forty two suggestions
requested additional parking.

There is a lay-by at the front of the building, which could be used as a dropping off
point or for a bus stop.

The Deaf Club expressed concerns regarding the lack of a bus stop nearby and

distance from central bus and rail stations. Limited access by public transport will
be further restricted by evening/ late night and weekend service.

5.3 Facilities at Centre for Independent Living

5.3.1 Toilets

A Centre for Independent Living will be used by a variety of people with a range of
toilet facility requirements. An Accessible toilet is what was formerly referred to
as a “disabled toilet”, that is a standard toilet with additional space within the
cubicle for wheelchair access and hand rails to assist with transfer/mobility.

A Changing Place is used by people who use incontinence products (toilet
pedestal 1.2m from wall, height changeable bed, hoist, curtain, wet floor and
shower facility). A Changing Place may also include an accessible toilet. A
Changing Room contains a sluice and bed but not a toilet.

Figure 8
Qub What type of toilets do you think the centre
should have?
70
60
50
40
%
30
20
10
0 T T T T
Accessible toilets Changing Places Changing Places Standard toilets NA
toilet room and only
separate
Accessible toilet

® Data note: 16 respondents selected multiple options. Due to the combination of responses these were all resolved
to the option for “Changing Places room and separate Accessible toilet”.

The majority of people agreed with the proposed plan for the building to have both
accessible toilets and a changing place in addition to standard toilets. Currently
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there are no public access Changing Places in St Helens town centre. The Deaf
Club suggested that toilets should have wide doorways for easier access.

Figure 9

OQu7 Which do you think is the best arrangement
(to ensure maximum accessibility for all)?

No Answer

Standard and 2%

accessible
toilets in one
area and
Changing
Places roomin
another area
43%

Standard
toilets,
accessible
toilets and
changing place
toilet all in
same area
55%

* Data note: Nil.

When asked what people though would be the best arrangement to ensure
maximum accessibility, the majority response was to have all toilet facilities
together in the same area.

One questionnaire included the following comment: “To protect the dignity of
service users, all facilities should be situated within one area — ensuring that
service users and staff are able to use any of the facilities without loss of self-
esteem and others knowing which facility they used.”

Verbal feedback at the Healthier Communities Forum gave the information that
visits to a changing place may be of up to 30 minutes duration, where as visits to
an accessible toilet may be of 5 to 10 minutes duration. If an accessible toilet is
located within a changing place, availability of the toilet may therefore be restricted
if it is the only accessible toilet within the building.

The best solution would therefore be that all toilets and changing place are located
in the same region of the building. However, depending on the number of
accessible toilets available, siting an accessible toilet within a changing place may
limit availability.

18



5.3.2 Small Aids Display

As mentioned earlier in this report, the Department of Health has undertaken a
programme of major change entitled “Transforming Community Equipment
Services. The Centre for Independent Living could provide information and be a
point of entry into the community equipment environment. It is also possible that
the Centre for Independent Living could provide a display area for the public to
access small aids and equipment.

Results from question 3 (section 5.2.2) revealed that 85% of respondents would
like to have a small aids and equipment display at the Centre for Independent
Living. In question 8 the consultation asked about the context in which people
would like to view a display of small aids, the answers are shown in Figure 10.

Figure 10

Ou8 What type of display area would you like for viewing
small aids?

35

30

25

9 20

15

10

0 T T T T
ashop style A demonstration A semi-private A private room No Answer
area, visible to  room, like in your area
others own home

* Data note: 13 respondents had selected multiple options. Each vote was split equally between the options selected on

that form.

A demonstration room and being able to see equipment used in the context of

your own home was the most popular choice (32%) with a semi-private area (24%)

or shop style (23%) coming next. However when asked where they would like to
receive assistance or assessment (Figurell), a semi-private area remained at a

similar level (22%) but a shop style area dropped to 11%. The most popular
choice for assistance/assessment was a private area being chosen by 61% of
people. (See also section 5.3.3 Staff delivering services).
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Figure 11

Qu9 If you needed assistance or assessment for a
small aid, where would you want it to take place?

70

60

50

% 40

30

20

10
0

a shop style area  a semi-private A private room No Answer
visible to other area
visitors?

* Data note: 3 respondents made multiple selections of both “semi-private area” and “private room”. Each vote was split
equally between the options selected on that form.

One respondent commented “possibility of all areas dependent on aid used”. At
the Deaf Club most people thought aids should be in a public area and weren’t
bothered about being overlooked when using it. However their equipment needs
maybe of a less personal nature than someone requiring assistance e.g. in
dressing their self, from pulling on stockings to fastening buttons, who would
require privacy.

The Deafness Resource Centre provides equipment for use/ trial by members with

deafness. Concerns were expressed again that this might be a service that would
be transferred to the new facility.

5.3.3 Staff delivering services

Question 10 followed on from enquiries regarding the small aids and equipment
display. When asked if the centre’s services should include assessments by an
Occupational Therapist (or other trained person) the reply was a resounding 93%
yes (Figure 12).
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Figure 12

Qul0 Do you think the centre's services should
include assessments by a trained Occupational
Therapist (or other trained person?

No
3%

No Answer
5%

92%

* Data note: Nil.

Figure 13

Qul5 Should a CIL also have people who can
help you eqg workers who can show you
equipment, social care and health workers?

=

0%

No Answer
1%

Yes
99%

* Data note: Nil.

Question 15 asked if a Centre for Independent Living should have people to help
you, such as social care and health workers, people to show you equipment, etc.
99% of respondents replied yes. People were invited to give reasons for their
answer and 55 of the 86 respondents made a comment. The comments are
recorded in full in Appendix E and summarised below:

Re small aids & equipment:
e “Health & Safety.”
e Need someone to show you how to use equipment.
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e “There would be little point in having equipment on display if there was no
one who could advise on its use and suitability.”
e “Quite often you don't try things because you don’t know how to use them.”

The Transforming Community Equipment Services programme proposes that
individuals are assessed by a trained person, such as an Occupational Therapist
who would then write a prescription for a small aid. The prescription, which may
include fitting instructions, can then be filled at a participating pharmacist who
would be involved in fitting and delivery of the aid. At a Centre for Independent
Living it may be possible to have an Occupational Therapist on site to give
assessments (be it clinic, part-time or full time) and train service users to dispense
the aids. The small aids catalogue is believed to include a range of approximately
70 items.

If the aids were available only for trial and examination at the Centre for
Independent Living it may give rise to frustration that people can see what they
need but have to go elsewhere to receive it. However if the Centre were to
become a dispensing point where people could acquire aids there would need to
be staff training and may be stock storage issues at the venue. An increased
display/store at Shopmobility is an alternative or complimentary option. A possible
compromise may be to hold a small stock and offer an ordering system for aids
that people have examined, with subsequent delivery to the Centre for dispensing.

Re Services:
e Easier if all services are to be in one place.
Advice, information and support.
To develop personal skills and increase confidence.
Social connection.
Truly accessible building.
Speed up assessments.
Support people with learning difficulties.
Services to also be provided by service users.

5.3.4 Use of space: room function and activities.

One of the government recommendations is “advocacy and peer support”. Peer
support can be facilitated by activities and the friendship groups that arise from
shared interests.

In a discussion paper by Jenny Morris, “Centres for Independent Living / Local
user-led organizations”, an advisory group of people with learning disabilities and
family carers were consulted because existing Centres for Independent Living
have not found it easy to include these two groups and it is important that user-led
organisations are fully inclusive. Their suggestions for an organisation that would
fulfil the ‘Life Chances’ commitment included:

e A place with lots going on

e Part of the community — a sense of belonging

e A place where you can find out about other organisations and services
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Many Centres for Independent Living therefore also have a “Community Centre”
aspect, where groups with disabled members can meet in a fully accessible
building with specialist advice and services on site. Questions 11 through to 14
therefore addressed use of room space and potential classes and activities.

Figures 14 and 15, show an emphatic response of 95% yes to the need for both
small and large room hire by groups for meetings, training and events.

Figure 14

Qull Should the centre include small rooms
available for hire by groups?
No
2%

No Answer
3%

Yes
95%

* Data note: Nil.

Figure 15

Qul2 Should the centre include a large
room/hall available for meetings, training
course, group hire?

No

2%

No Answer
3%

Yes
95%

* Data note: Nil.
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Question 13 asked people to rate a series of areas of the building in the order of
importance with a ranking of 1 for the most important and a ranking of 8 for the
least important. The options given were a mixture of existing and potential room
functions. The rankings were used as a “penalty point” or “fault” scoring system.
Any area that was not rated was given a ranking of 10. The rankings were then
totalled, with the lowest total revealing the most popular choice, as shown in Table
1.

Table 1
Area Sum of
Rankings
Café 324
Large multifunctional space 380
Small multifunctional space 404
IT (computer) suite 408
Sensory room 448
Workshop 455
Art studio 485
Woodwork room 598

* Data note: If options were given equal rankings they were recorded as such. If an option was not given a ranking it was
given a ranking of 10. If some options were ticked but not ranked, then all those selected were given equal top ranking of 1
and those left unselected were given a ranking of 10. In the situation of no answer all options were given the rank of 10.

NOTE: As the totals are the sum of rankings the lowest total is the most popular
selection.

The percentage component bar chart in Figure 16 confirms these results, showing
that the options with the lowest totals had the greatest number of 1,2 or 3 rankings
and the least popular were rated 1,2,0or 3 by few respondents but 6,7,8,or 10 by
many.

The top four choices are Café, large and small multifunctional space and an IT
(computer) suite. The preference therefore is for the building design to create
multifunctional spaces of various sizes, which will allow for maximum flexibility in
future use of the facility as it evolves through use. A room with moveable chairs
and tables can also be used as for art classes but it is more difficult to use an art
studio for other purposes. A Café will hopefully encourage members of the public
into the Centre for Independent Living to promote an inclusive environment, allow
for socialising and peer support amongst service users and carers as well as
providing refreshments and a potential source of income.
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Figure 16
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Question 14 asked people to rate potential activities or classes in the same way
they had just rated areas. The list of options was generated from a brief Internet
survey of activities offered at established Centres for Independent Living. Any
activity that was not rated was given a ranking of 10. The rankings were then
totalled, with the lowest total revealing the most popular choice, as shown in
Table 2.

Table 2
Activity Sum of
Rankings
Exercise class 356
Computers 382
Cooking 400
Creative expression 449
Art 454
Craft 457

* Data note: If options were given equal rankings they were recorded as such. If an option was not given a ranking it was
given a ranking of 10. If some options were ticked but not ranked, then all those selected were given equal top ranking of 1
and those left unselected were given a ranking of 10. In the situation of no answer all options were given the rank of 10.

NOTE: As the totals are the sum of rankings the lowest total is the most popular
selection.

The percentage component bar chart in Figure 17 confirms these results, showing
that the options with the lowest totals had the greatest number of 1,2 or 3 rankings
and the least popular were rated 1 or 2 by few respondents but 4,5,6 or 10 by
many.

The top three activities were exercise class, computers and cooking. Service
users may require exercise classes that reflect physical restrictions, such as chair
based or low impact exercises etc. Cookery classes could be by demonstration
with use of small table top hobs/oven.

Computers (IT) was highly rated in both area and activities questions. The scope
for IT provision is immense and would require further, more detailed consultation.
The computer facilities could range from Internet café /library type options up to
specialist software, keyboards and other equipment e.g. voice activated software
for those with visual impairment or upper limb disorders, different types of
computer mouse, touch screens etc. However the more advanced the provision
the more dedicated and specialist staff would be required to service and supervise
the computer facility. The greater the investment in hardware (which would need
to be upgraded at intervals) and IT staff, the less funds would be available for
other services/activities. Computer hardware is also a potential encouragement of
theft.
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Figure 17
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As a starting point limited provision with signposting to organisations such as
Action for Blind for specialist software may be the most feasible option, with
service users and requirements to define future progression.

All activities listed would be possible in multifunctional rooms.

Respondents were also invited to suggest possible classes or activities that could
take place at a centre for Independent Living. Of 87 returned questionnaires 17
respondents made comments in this section (Appendix F) which are summarised
below:

Basic literacy and numeracy skills.

Counselling, both one to one and group.
Personal development and confidence building.
Training for carers.

Healthy eating

Creative expression to include dance, drama, writing, music etc.
Speech therapy

Holistic therapies

Exercise classes to include Tai chi, yoga, etc
Massage

Beauty therapies

A constructive suggestion was, “A class that could change every 4 week
depending on what the students want to learn.” This could also be applied to
taster sessions and a rolling programme of activities to provide stimulation and
flexibility before group size reduces due to loss of interest.

One person replied that “the options replicate day centre services and | would not
want these” but failed to suggest alternative activities. Another person suggested
that activities should be provided by colleges and leisure centres with other local
people and not at a Centre for Independent Living.

5.3.5 Suqggestions for Other Potential Services

In question 16 respondents were asked what, apart from the list of services
mentioned earlier, do you think would be good to include / is needed in a Centre
for Independent Living in St Helens? This was an open question and received 42
answers out of 87 returned forms. Two letters were also included in the analysis
of this question. The comments are recorded in Appendix G although some have
been split into more than one response due to the diverse nature of the answers.
Suggestions and issues of concern included the following:

Transport. Users would appreciate advice on Motability and the possibility of
travel / transport agencies holding a surgery to give advice. There was also a
proposal for a group of volunteer drivers to help disabled people to reach centres
and hospital appointments. There is a need for wheelchair friendly transport —
public transport provision across the borough is inconsistent and route dependent.
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This theme then developed into a need for easier wheelchair access to buildings,
pavements, shops and restaurants.

Car parking had 5 comments (plus one returned after the end of consultation
period) requesting increased and accessible parking, preferably free of charge.

Two comments requested more accessible toilets.

One stop shop. The Centre for Independent Living should be a one-stop shop
with advice and information on services available, an access point to advocacy,
counselling and alternative therapies.

Neurological conditions. It was observed that a high percentage of service users
at Windle Pilkington house have neurological conditions and it was suggested that
the Centre for Independent Living might develop links with neurosupport in
Liverpool which offers a range of services. There was also a request for a
dedicated nurse specialist to help users with Parkinson’s. A physiotherapy service
would also be useful.

Drop in sessions or days for people with different long-term medical conditions
so that they can meet and offer peer support on how to manage their condition.

Concern was expressed that as more learning disabled people are put on
Individual budgets they will loose contact with their peer group, friends, etc. People
with learning difficulties tend to have poor /weak interpersonal skills and do not
make new friends easily. Therefore it is important that they are supported in
maintaining contacts. A drop in centre, such as the café where they can come
with their PAs, meet up with people and then stay there, or move on somewhere
else, could play an important role in achieving this.

People with physical or mental health problems may live independently but will
require support to do this. Self-esteem workshops to give people enough
confidence to live independently.

A simple but effective tool would be a notice board / accessible newsletter to
promote events and activities taking place at the centre or other venues around
the borough. Signposting is a function of the facility.

Inclusion. The centre should encourage non-disabled people into the building,
promote community involvement. There could be mainstream activities such as
art, music, outdoor pursuits and trips out.

Brokerage. Support should include advice on brokerage in relation to a person
creating their own personal plan for independent living / direct payments.

Respite. There were 9 comments requesting respite. Four comments were
regarding respite accommodation / a halfway house / place of safety. There may
be a misconception from the title “Centre for Independent Living” that there will be
a residential aspect to the facility.

29



Although the centre would not be able to provide respite accommodation it could
provide information and advice regarding respite. Also activity and group sessions
can provide short periods of respite for an hour or two. Parkinson’s UK in St
Helens have “Activity days” once a fortnight when members meet up for a few
hours and carers are free to enjoy the town centre for a short break. Options
regarding supervision, responsibility and care needs would need to be investigated
for any groups offering this type of arrangement. Even so a service user could
attend a session and the carer could have a brief respite in the café and be within
reach for attending to any needs that may arise.

Day centres. 3 replies promoted day centres as being suitable service provision.

5.4 User Led Organisation

It has been shown that involving service users and carers in the design and
delivery of services is of vital importance and will encourage better quality support
services. The Government therefore suggests that Centres for Independent living
should be run by User Led Organisations.

The exact model of User Led Organisation is different in different Centres but all
follow the same criteria.

A User Led Organisation should:

e Work from the viewpoint of the social model of disability.

e Promote people’s human and other legal rights.

e Provide for all local disabled people, carers and other people using support
either directly or by links with other local organisations.

e Ask the opinions of the centre’s users about how the centre runs.

e Help disabled people, carers and others who use support to have choice
and control over the support they receive.

e At least 75% of the people voting on the management board are centre
users.

e Has paid employees, many of who represent the centre’s users.

e Can demonstrate the involvement of the local public in designing and
checking the centre’s services.

The limitations of the consultation questionnaire were such that in respect to the
very complex issue of User Led Organisations the only feasible enquiry was to
seek expressions of interest in becoming part of the management board. In total
23 out of 87 respondents (Figure 18) (plus one returned after the period of
consultation) expressed an interest in becoming part of a User Led Organisation
by giving their names and contact details. Personal contact details will be treated
as confidential and will be recorded in Appendix H which will be made available
only to Council officers involved in setting up a shadow board and User Led
Organisation.

Recruitment of candidates for the User Led Organisation will be the subject of a

different public consultation. Candidates will need to show suitable sector
knowledge and skill sets although training will be given.
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Figure 18

Qul7 Are you interested in being involved
with the ULO to run the CIL in the future?

*Data note: If a respondent entered their contact details this was taken as a “Yes”. If a respondent left the section blank this
was taken as a “No”.

5.5 Discussion Groups

5.5.1 Deaf Club

On 7™ April 2010 Emma Rodriguez dos Santos attended the Deaf Club at the
Deafness Resource Centre in St Helens. By means of a PowerPoint presentation
and signing interpreter those present discussed the issues covered by the
consultation questionnaire and their responses were recorded (Appendix C).

A summary of the main points is listed below:
¢ Members of the Deaf Club feel that all their needs are met by the Deafness
Resource Centre (DRC) and they would have no need to use the Centre for
Independent Living.

The Deaf Club may be representative of but is not the entire population of hearing
impaired people within the borough of St Helens, so their opinions of requirements
for people who are partially or completely deaf will need to be applied to the
Centre for Independent Living in order to make it accessible to all. As their needs
are met by the DRC, the standards and framework used by DRC will be a useful
template for the new facility.

e Staff will need to be able to sign.

e Staff providing services such as advice, advocacy or Occupational
Therapist must be able to sign or there needs to be an interpreter present.
A lot of trust is required in these relationships, which takes time to establish.

e Equipment already available at DRC.
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A lot of concern expressed that services currently available and better
placed at DRC may be moved to Centre for Independent Living.
Appointments should be available by media other than just telephone.
Drop in facility important.

No bus service on a Sunday to reach new facility and a long walk from the
bus station on weekdays.

Centre should have wider toilets and a changing place.

Activities and room hire publicised to the public in order to provide access
for deaf users and to bring the wider community into the centre.

5.5.2 Social Inclusion Network

On 31% March 2010 Jennifer Hoggarth attended the Social Inclusion Network at
Heath Park Lodge. Consultation questionnaires were distributed to these present
and issues around the questions were discussed. The meeting was minuted and
an extract of the minutes for this agenda item is recorded in Appendix D.

A summary of the main points is listed below:

Need for drop in service.

Need for social inclusion, to incorporate wider community as well as service
users.

Services to include Cognitive Behaviour Therapy (CBT), as waiting list
currently up to two years. Also counselling and confidence building.
Training for people to aid their independence.

Centre for Independent Living could be single point of access to services in
St Helens — information and advice.

Borough wide need for advocacy, will Centre for Independent Living provide
an additional service to that already supplied by Age Uk, Coalition for
Disabled People and Deafness Resource Centre?

No direct reference to mental health provision in questionnaire. People with
long-term illnesses or physical/sensory disability have increased incidence
of mental health problems.

Centre for Independent Living is part of personalisation agenda. Service
users will need advice and information regarding individual budgets, direct
payments etc so facility will support personalisation.

Personalisation and individual budgets mean that service users will “vote
with their feet”.

Individuals who take on the responsibility of the User Led Organisation will
require support, capacity building and skilling up.

There is always a need for room hire, however rate charged for room hire
could be prohibitive. Possibly different rates for charitable and commercial
organisations.

Accessible toilet and changing place required.

Shop style or mock room settings for small aids and equipment display.
Several present did not know where Windle Pilkington House was, nor did
they know the current layout / size of building.

Limited parking at facility.

Network requested that an officer from Adult Social Care attend the next
Social Inclusion network meeting to answer questions. Sharon Lomax
attended next meeting on 28™ April 2010.

32



Section 6: Recommendations

Questionnaire data, group discussions and observations during the course of this
consultation exercise have led to the following recommendations:

Observations during consultation exercise identified a requirement to
increase and improve communications between St Helens Council and
service users, service providers and third sector. A lot of speculation and
anxiety has been generated through lack of information.

A major concern in the community is that current services, in which users
have confidence, will be relocated from existing facilities, where as
government recommendation and Council model appears to be that a
Centre will be a hub and will signpost to existing services as well as
providing services on site. There is a requirement to analyse existing
services by type and location then conduct more detailed consultation
regarding each service as to whether it should just be signposted from the
Centre for Independent Living or whether there is sufficient user demand
(and financing) to extend the service provision to include clinics/sessions at
the centre.

Windle Pilkington House is currently owned, financed and run by St Helens
Council. The Council is responsible for building refurbishments and
alterations, which will enable the facility to re-open as a Centre for
Independent Living. However government recommendations and
community perception is that a Centre for Independent Living is run by a
User Led Organisation. The building is currently scheduled to close on 10™
May 2010 and re-open December 2010 / January 2011. It is not likely that
when the Centre for Independent Living opens it is run, financed and owned
by a User Led Organisation. The transfer of responsibility and assets will
be an extended programme over a number of years. However government
recommendations are that the community should be consulted during the
setting up of a Centre. The results of this consultation exercise is a starting
point in what should be an on-going process with a Steering/Advisory
Support group to be formed which includes third sector representatives.

Recruitment and training of candidates for a User Led Organisation to begin
as soon as possible. The exact composition and design of the User Led
Organisation for the St Helens Centre for Independent Living needs to be
discussed and agreed.

Opening hours for the Centre for Independent Living should be greater than
9am to 5pm and at least 6 days a week.

Services should be available throughout opening hours to be accessed by
both appointment and drop-in sessions.

Information, advice and advocacy were rated highly, and support for direct
payments etc rated lower but would probably increase as personalisation of

33



care is implemented and the support is needed by an increasing number of
individuals.

Small aids display was a popular idea but people would want it to include
Occupational Therapist assessments and probably provision of items by
trained personnel. Mock room or shop style display was preferred with
private area for assessment and fitting. This option requires liaison with
officers involved in the Transforming Community Equipment Services
programme and more detailed consultation with experienced users groups

Response to the questionnaire and group feedback indicated that services
should include also mental health therapies such as counselling, CBT etc.

A programme for mental wellbeing should underpin services and activities
at the Centre.

Drop in service — concerns were expressed that as more people take up
individual budgets etc there may be a tendency to become more isolated
socially, especially those with learning difficulties.

Café was a popular choice, which could provide a meeting place, social
inclusion, and potential source of revenue.

Activities should also include education and training sessions.

Activities should promote personal development and the ability to live
independently. They could also be linked to prevention initiatives such as
exercise, nutrition & cookery etc.

IT (computers) was a popular option but requires significant financial
investment in hardware, software and staffing. 1T equipment would also
require updating / upgrading at intervals. This aspect of services would
require more detailed consultation with respect to specialist equipment and
centre user demand.

Activities should include fun and social e.g. interest groups, complementary
therapies and pampering sessions. Activities may also be open to the
public to promote social inclusion.

Popular opinion chose multifunctional rather than specialist rooms, which
would allow flexibility in evolution of facility.

Room hire is a significant requirement although charge was a concern to
small charitable organisations.

Respite options, even if only for the duration of an activity session should
be further investigated.

Public transport options should be investigated as current services to the
site were a cause for concern as currently there is no direct public transport
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link and ~0.5 mile walk from bus / railway stations to the facility.
Consideration needs to include evening, weekend and seasonal access.

More disabled car parking is desired.
Accessible toilets and Changing Place are required in addition to standard
toilets. Facilities should be located in the same area of the building but not

necessarily in the same room.

Staff and volunteers would require training in signing for deaf users, how to
deal with challenging behaviour, etc.
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APPENDIX A

Consultation about the establishment of a Centre for Independent Living in the
Borough of St Helens.

The aim of a Centre for Independent Living (CIL) is to help people with disabilities or long-term
health conditions, with gaining control over their lives and achieving independence and full
participation in society. As well as people with physical or sensory disabilities this also includes
people with learning difficulties, mental health service users, older people and carers.

St Helens Council identified Windle Pilkington House as the place to be changed into a Centre for
Independent Living.

According to the Government a Centre for Independent Living must include the following services:
Information and advice

Advocacy and peer support

Support in using direct payments and/or individual budgets

Support to recruit and employ personal assistants

Help with self-assessments and care reviews

Disability equality training

Improve ways of carrying out Disability Equality Duty in St. Helens

LISTEN and St Helens LINk have been asked to gather your views on what a Centre for
Independent Living should look like, how the services will be delivered and what extra things are
needed in St Helens.

Minimum Services

1) Which days should the centre be open?
O Monday to Friday only
O Monday to Friday and Saturday
O Seven days a week

2) What should the opening hours be?

O 9am to 5pm only

O 9am to 5pm for services, plus room hire for clubs and events in the evenings.
O More than 9am to 5pm - including services in the evening.

O More than 9am to 5pm — including services at weekend sessions.

O 24 hours a day

3) What do you think should be available at the Centre — some things are already agreed, what do
you think about these (Tick ‘v if you agree they should be in the centre)?

Information and advice

Advocacy and peer support

Support in using direct payments and/or individual budgets

Support to recruit and employ personal assistants

Help with self-assessments and care reviews

Advice about how to make services more accessible to people with all kinds of disabilities
Ability to try small aids for daily living




4) Should services be available as:

Drop-in only

By appointment only

Mixture of appointment and drop-in (appointments to be made through Reception at centre)
Full time - all day every day

Part time every day

5) If you were to use the centre, how would you get there?

Public transport / Merseylink service

Picked up from home at a specific time e.g. accessible transport when you wanted it
By Car

Make my own way

Facilities
6) The current plans have separate standard toilets, accessible toilets and a changing room.

O Accessible toilets

O Changing Places toilet

O Changing Places room and separate accessible toilet
O Standard toilets only

7) Which do you think is the best arrangement (to ensure maximum accessibility for all)?

O Standard toilets, accessible toilets and changing place toilet all in same area.
O Standard and accessible toilets in one area and Changing Places room in another area

8) Plans include a display area for small aids to assist independent living that people could try out.
| would want to be able to look at them in?

a shop style area, visible to others?

A demonstration room, like in your own home

A semi-private area e.g. partitioned area within shop, less visible but may be overheard?
A private room?

9) If you needed assistance or assessment for a small aid, where would you want it to take place?
O a shop style area visible to other visitors?
O a semi-private area e.g. partitioned area within shop, not visible but may be overheard?

O A private room?

10) Do you think the centre’s services should include assessments by an Occupational Therapist
(or other trained personnel)?

O Yes
O No



11) Should the centre include small rooms available for hire by groups?

O Yes
O No

12) Should the centre include a large room/hall available for meetings, training courses, group
hire?

O Yes
O No

13) On the list below please rate the areas in the order in which you think they are most important,
beginning with 1 for most important and ending with 8 for least important?

Workshop Sensory room

Woodwork room Café

Art studio Small multifunctional space
IT (computer) suite Large multifunctional space

14) As well as providing advice and support services the CIL can also provide activities or classes.

Which of the following would you like to do at the centre and what other activities can you suggest?
Please rate the activities in the order in which you think they are most important, beginning with 1?

Computers Art
Cooking Exercise class
Craft Creative expression

Other (please detalil):

15) Should a Centre for Independent Living also have people who can help you e.g. workers who
can show you equipment, social care and health workers?

O Yes
O No

If yes, why?

If no, why?



16) Centres for Independent Living vary depending on the needs of their local area. Apart from the
list of services mentioned earlier, what else do you think would be good to include needed in St
Helens?

17) Centres of Independent Living are run by User-Led Organisations (see factsheet for more
information) Are you interested in possibly being involved in the future of a Centre for Independent
Living? If so please give your name and contact details below:

Name
Address

e-malil
Telephone
18) Finally to help in the analysis of the results please tick which best applies to you:

O | am a service user O | work for the NHS
O | am a member of the public O | work for Adult Services or St Helens Council

O | work in the voluntary sector

THANK YOU for taking the time to complete this questionnaire. If you have any further views
please contact St. Helens LINk

St. Helens LINK, c/o 4™ Floor Tontine House, St. Helens CVS, 24 Church Street, St. Helens,
WA10 1BD. Or e-mail: sthelenslink@sthelenscvs.org.uk
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APPENDIX B

Factsheet

Establishing a Centre for Independent Living in the Borough of St Helens.

The aim of a Centre for Independent Living (CIL) is to help people with disabilities or long-term
health conditions, with gaining control over their lives and achieving independence and full
participation in society. As well as people with physical or sensory disabilities this should consider
people with learning difficulties, mental health service users, older people and carers.

St Helens Council has identified Windle Pilkington House as the location of a Centre for
Independent Living. Proposals about changes to the building are currently being considered. These
are likely to be subject to change due to what can be practically done to the building within the
money available.

According to the Government a Centre for Independent Living in order to meet the criteria must
include the following services:
e Information and advice
Advocacy and peer support
Support in using direct payments and/or individual budgets
Support to recruit and employ personal assistants
Help with self-assessments and care reviews
Disability equality training
Improve ways of carrying out Disability Equality Duty in St. Helens

It has been shown that involving service users and carers in the design and delivery of services is
of vital importance and will encourage better quality support services. The exact model of User Led
Organisation is different in different Centres but all follow the same criteria.

A User Led Organisation should:

e Work from the viewpoint of the social model of disability.

e Promote people’s human and other legal rights.

e Provide for all local disabled people, carers and other people using support either directly or
by links with other local organisations.

e Ask the opinions of the centre’s users about how the centre runs.

e Help disabled people, carers and others who use support to have choice and control over
the support they receive.

e At least 75% (%/4) of the people voting on the management board are centre users.

e Has paid employees, many of who represent the centre’s users.

e Can demonstrate the involvement of the local public in designing and checking the centre’s
services.

If you wish to express your views on the Centre for Independent Living please write to:

St. Helens LINK, c/o 4" Floor Tontine House, St. Helens CVS, 24 Church Street, St. Helens,
WA10 1BD. Or e-mail: sthelenslink@sthelenscvs.org.uk
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