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Contact details for all VSNW staff: http://www.vsnw.org.uk/about/staff
This is the thirty- second VSNW Health Bulletin.

The aim of this bulletin is to succinctly communicate key health and social care work:

· VSNW’s health & social care work

· all relevant work on behalf of the voluntary & community sector (VCS) at a regional level

· key regional and national health and social care issues for VCS organisations

· key networking and learning opportunities for the VCS groups working in health and social care fields.
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Included in this edition are:

· Update
· Dept of Health Update
· New Public Health System: Summary
· Future Forum – 2nd stage responses
· Schizophrenia Commission Surveys & Event
· Human Rights & Home Care
· North West Veterans Mental Health Mapping Project
· Sexual Orientation Monitoring
· Public Health England Survey
· Events and Training
· North West Health Brussels Office –Call for Proposals
Update                                                                                     

Following the announcement at the end of last year of the continuing funding of the Strategic Partners programme I attended a Regional Voices health co-ordinators meeting on 17th January 2012 .From this meeting it is apparent that 2012 is already shaping up to be a busy one for health and social care policy and accordingly we’ll be keeping you posted on forthcoming events focusing on LINks, HealthWatch, Health and Wellbeing Boards and Joint Strategic Needs Assessments.
Meanwhile Margaret McLeod has usefully produced the following briefings on HealthWatch and Health and Wellbeing Boards.
 http://www.vsnw.org.uk/publications/view/2012-01-20-briefing-70-links-to-healthwatch
http://www.vsnw.org.uk/publications/view/2012-01-09-briefing-69-health-and-wellbeing-boards
I attended a General Medical Council Consultation Focus Group on 13th January which took place as part of a North West Equality and Diversity Group meeting. A compilation of Focus Group feedback responses on “Good Medical Practice” will be available shortly. 
Martin Morton

Policy & Network Officer Support (Health & Social Care)

Department of Health Update
· A summary of the public health reforms and the key points on the design  of the Operating Framework for NHS England 2012/13, published in November 2011, which was highlighted in Health Bulletin 31 can be found in the following briefing 
· For 2012/13 the Department of Health has agreed for over £1.4 billion to be made available for revenue funding through the Learning Disability and Health Reform Grant. Of this total, around £1,352m is to fund the transfer of responsibility for commissioning services for people with a learning disability from PCTs to local authorities. The health reform aspect includes £5.55m for the Blue Badge scheme which has transferred from PCTs to upper tier councils. For capital grant funding local authorities will receive funding of £127 million from the department. They will also be allocating one overall capital grant over the period to support three key areas of personalisation,reform and efficiency. This letter to local authorities provides information on funding for adults’ personal social services (PSS) and details of provisional local authority allocations for 2012-13.
· The policy framework for a new approach to workforce planning and the education and training of the health workforce has been published by the Department of Health. Liberating the NHS: Developing the Healthcare Workforce builds on responses to earlier public consultations and the advice of the NHS Future Forum.

Future Forum -2nd stage reports
The NHS Future Forum has published its set of second stage reports.

The reports and the Government's response can be downloaded here:
http://healthandcare.dh.gov.uk/forum-report/
The New Public Health System: summary
More details on the design of the new public health system, including the role and responsibilities of local government in public health, the operating model for the new executive agency Public Health England and an overview of how the whole system will work have been published. A summary of the public health system reforms and key points on the design of the new system can be found here.: The New Public Health System: Summary
Schizophrenia Commission Surveys and Event – 21st February Manchester
The Schizophrenia Commission has launched three surveys targeted at individuals, groups or organizations and academic researchers. http://www.schizophreniacommission.org.uk/gathering-information-using-surveys/
The Commission is interested in the impact of research work and ideas for further studies to improve outcomes for people affected and increase understanding of causes, concepts, consequences, treatments and recovery. Closing date for surveys is the end of March. 

A  Schizophrenia Commission event will be held in Manchester on 21 February 2012. You can apply online now for tickets. Please follow the link. The theme of the event is treatment and services for schizophrenia and psychosis.

Responses to the survey and attendance at the event are particularly sought from people who have experience of the criminal justice system, people with dual diagnosis, young people and service transitions and BME communities.
Human Rights and Home Care
Following the Equality and Human Rights Commission's inquiry on human rights and home care "Close to Home" documents have been published by Local Involvement Networks (LINks) that have the support of Black Health Agency:

"Who's Looking After Uncle Albert?" a report from Lancashire LINk following interviews with 43 users of home care services or their carers.
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"Your Homecare - Your Rights" a guide for service users produced by Manchester LINk.

http://manchesterlink.org.uk/files/files/homecare/Your_Homecare,_Your_Rights_A_guide_for_customers.pdf
North West Veterans Mental Health Mapping Project 
The Advancing Quality Alliance (AQuA) have been commissioned by NHS North West to develop a ‘North West Veterans’ Mental Health Mapping Project .  The aim of the project is to establish what services are being provided across the North West (NW) for armed services veterans, it is hoped that the mapping exercises will inform commissioners and providers of the local provision of services that directly or indirectly support veterans with  mental health needs. This information will be used to identify gaps in services.
If you are working with veterans could you please contact paul.greenwood@srft.nhs.uk so that he can learn more about your services.
Sexual Orientation Monitoring
A workbook by NHS North West and The Lesbian & Gay Foundation makes use of case studies and examples from the work of the NHS and wider public sector research to offer a step-by-step guide to the process of sexual orientation monitoring, illustrated with best practice examples and real-life case studies. You can read more at:

http://help.northwest.nhs.uk/somworkbook/
http://www.lgf.org.uk/Our-services/Campaigns/sexual-orientation-monitoring-guide/
Public Health England Survey

The Public Health England (PHE) Transition Team has commissioned the National Heart Forum to carry out a survey seeking your views on the requirements and priorities for how web-based public health resources could be made more accessible, and what new tools or best practice approaches should be taken forward to promote public health at all levels within the future health and care system. 
If you would like to find out more about the development of information and intelligence within Public Health England, please contact Lucy Holdstock on lucy.holdstock@dh.gsi.gov.uk or 020 7210 6339.

Click here to take the survey - http://www.surveymonkey.com/s/TDB5ZHN

North West Health Brussels Office Briefing – Call for Proposals
The European Commission Health Directorate has launched its Call for Proposals for 2012 setting out the annual priorities and highlighting the numerous health related areas that will receive funding during 2012. The budget for the 2012 Call for Proposals has been set at 48.3 million euros.Organisations from the North West are eligible to apply for projects under this Call for Proposals and are encouraged to actively participate.  The deadline for applications is mid March 2012.  

The North West Health Brussels Office has produced a briefing providing general information on the EU Public Health Programme and the priorities of this 2012 call.

If you require further information, or have an idea of a project that may be eligible for funding under this call, please contact either c.white@northwesthealth.eu or d.ritchie@northwesthealth.eu.To read the briefing please visit here
Events / Training
European Public Health:  Policy and Practice module - 23rd to 27th January 2012 – Liverpool University.  More information Dr Jennie Day on Jday@liverpool.ac.uk or 0151 794 4215

The Inaugural General Meeting of the Greater Manchester Health & Wellbeing Consortium will take place at the end of an event to establish or firm up/formalise supply chains between voluntary sector providers. It will be held between 1:30 and 4:30pm on 24th January 2012 at the St Thomas Centre and is open to all voluntary sector providers and infrastructure organisations.

For further information contact Neil Walbran on 0161 277 1036  http://www.gmcvo.org.uk/get-connected-go-market
Sexual Health Event: Engaging Vulnerable Young People: What Works? - Liverpool 25th January 2012 and Manchester 29th February 2012

The price per delegate is £99+VAT including refreshments on arrival and break time. 

You can now book onto this half day course here

‘Counting the cost: supporting carers - The whole system approach’ – 26 January 2012, King’s House Conference Centre, Manchester, M1 7HB
Click here to book your place: http://www.transitionalliance.co.uk/events 

Inclusion Conference: Inclusive Community Experience – 3 Day Conference - 29th - 31st January – Kirkham.  Tel 01942 513053 or go to www.embracewiganandleigh.org.uk/booking 

 Disseminating Urban Health Indicator information to inform policy making: Initial findings from EURO-URHIS 2 project
University of Manchester 31st January 2012 to register:
http://www.urhis.eu/index.php?option=com_content&view=article&id=113&Itemid=71
Dementia Training: National Museums Liverpool  'The House of Memories' museum reminiscence training programme – January to March 2012 – more information www.liverpoolmuseums.org.uk/houseofmemories
EHRC Free training - Accelerated learning on the Equality Act 2010 for busy advice professionals
The Equality and Human Rights Commission are holding a series of free workshops across the UK 

3 February 2012, Manchester                                                        

2 March 2012, Liverpool                                                                                          

To make a booking, please contact training@adviceuk.org.uk 

Self Harm Awareness Training Days 2012 

Self Injury Support (SIS) will be delivering Self Harm Awareness Training Workshops in the following locations;-

 

 9th February            Carlisle – Currock House                                       

 8th March                 Whitehaven – The Beacon                                     

24th April                   Penrith – Frenchfields  
Please email mary@sis-cumbria.co.uk for more details
 
	Reforms in Offender Health Management: Equipping your organisation to navigate the changes 27th February 2012, Birmingham £45 Click here to book
Skills for Care Annual Conference:  The Value of Workforce Development in Tough Times – 8th March 2012 – Manchester.  More information:  www.skillsforcare.org.uk/conference2012
A New Approach to Mental Health: Improving Outcomes for All
22nd March 2012 - Manchester Conference Centre
For further information about the event, please visit the A New Approach to Mental Health  website page 


	


To subscribe or contribute 
To subscribe to VSNW’s Bulletin please email health@vsnw.org.uk with the subject line: “Subscribe to Health Bulletin”. 

Martin Morton

Policy & Network Officer Support (Health & Social Care)

Email: martin.morton@vsnw.org.uk
Tel: 0161 276 9300  Mob: 07587885832

Voluntary Sector North West (VSNW)

St Thomas Centre, Ardwick Green North, Manchester, M12 6FZ

Tel: 0161 276 9300 | Email: health@vsnw.org.uk| Web: http://www.vsnw.org.uk
	VSNW Bulletin | For the Voluntary and Community Sector in the North West:  http://www.vsnw.org.uk/publications/bulletin
Registered Charity No 1081654 | Company Limited by Guarantee | Registered in England No. 39889031| Registered Office as above
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Introduction

Domiciliary care services provide people with support with personal
care and daily living to enable them to live at home. In Lancashire, as of
March 2009, 17,992 people were receiving home care services funded by
Lancashire County Council. It is estimated that a further 15,000 people are
funding their own home care’.

For many, domiciliary or home-based care provides a vital lifeline,
allowing people to live independently and giving their family carers valuable
respite. However, not everybody is happy with the quality of care being
offered. This issue came to the notice of the Lancashire LINk Board through
concerns raised by members of public about the consistency and standard of
domiciliary care. With this in mind, we decided to find out more about people’s
thoughts and experiences of domiciliary care services, using qualitative
research methods to enable service users and their families to “Tell Us Their
Story.”

In order to define the scope of the project, we decided to interview
people over the age of 60 who were in receipt of domiciliary care, because it
was from this age group that concerns were initially raised. LINk community
engagement officers carried out individual and focus group interviews in
people’s homes and at day care and carers’ centres. In total, we interviewed
42 predominantly older people across the county, many of whom were in their
eighties and nineties. Throughout this process, we received the co-operation
of Lancashire County Council’s adult social care procurement team, who are
responsible for monitoring the contracts for domiciliary care agencies on the
Council’s “Preferred Provider” list.

We acknowledge that care is an emotive topic, particularly when
related to vulnerable people. However, in order to gain a balanced perspective
of people’s perceptions and experiences, we wanted to examine the positive
aspects of care, as well as those aspects that give rise to concern. With this in
mind, we asked service users and their carers to identify what they felt were
the positive and the negative aspects of their care and of care workers. We
also asked people to describe to us how their service was delivered and how
far they felt their care needs were being met. In addition, we asked whether
individuals had had cause to complain about their care, and how their
complaints were dealt with.

We informed participants that we would be passing on their views to
Lancashire County Council, but reassured people that their identity would be
kept confidential. However, we asked individuals if they would be prepared to
name their care agency. This was to enable us to inform the contract
monitoring team of instances where the name(s) of individual care agencies
were cropping up repeatedly, or where there were specific issues of concern
relating to an agency (other than safeguarding issues).

! Information given to us by Lancashire County Council’s contracts monitoring team





Lancashire County Council is responsible for monitoring the contracts
of 83 domiciliary care providers who are on the county’s “preferred provider”
list. The County Council inform us: “These are organisations that the authority
prefers to call on first in providing domiciliary care to those who have been
assessed by Adult and Community Services as requiring assistance at home.
Preferred providers are subject to rigorous quality checks by the authority (see
section on the role of Lancashire County Council).There are other providers of
domiciliary care who are not on the preferred list, and who are not subject to

the same degree of scrutiny as those agencies on the preferred provider list.”

However, nationally changes are being made to the way care services
are regulated: from October, 2010, all domiciliary care providers must be
registered with the Care Quality Commission (CQC), which regulates the
quality of care services providers. Under the new framework for regulating
health and care services, the CQC has developed essential quality standards
for all health and social care providers, including domiciliary care providers,
against which services are monitored for compliance. The CQC has
announced that the views of service users will form part of the
monitoring process, and has identified the role LINks can play in this.

This research is intended to present Lancashire County Council and
the Care Quality Commission with a snapshot of people’s views and
experiences.

Our findings show that many people have a positive view of care.
However, others, whilst generally valuing the care service they receive,
have concerns about the quality of certain aspects of their care, and a
significant number expressed dissatisfaction with the overall quality of
their care.

The main concerns relate to:

the timing of care visits

having a succession of different care workers

service users not having their full allocation of care time and
feeling that their care needs were not being met

Significantly, these can impact on people’s wellbeing and quality of life,
with some service users reporting how the timing of care visits or
having a succession of different care workers can create anxiety and
stress.

Some people highlight variations in quality of care within the same
agency, linked to variations in attitude shown by individual care workers. We
also identify issues where individuals felt that their dignity and respect had
been compromised, areas where people felt there is a need for training, and
concerns people have about complaints systems.





Later sections in this report offer a fuller picture of people’s thoughts. It
is through using qualitative research that we aim to give a voice to people’s
feelings and experiences, and we can argue that the potency of this form of
research lies in the power of using people’s own words. Finally, we examine
the implications of these findings on care practice and make a number of
recommendations and suggestions, including the recommendation that care
agencies and workers showing exceptional standards of care should be
recognised as exemplars of good practice, with the creation of an annual Care
Service Award and a Care Worker Award to be determined by service users
and their carers, facilitated by the LINKk.

*In this report, we will be using the terms “domiciliary care” and “home care,” and “service
user” and “client”, interchangeably, in order to create ease of reading and avoid clumsy
repetition.





Executive Summa

We interviewed 42 service users and/or their family carers from March-June
2010. Respondents were predominantly older people over the age of 60, who
were recruited via our links with Age Concern Lancashire, Age Concern
Central Lancashire and with carers’ support groups. The majority of interviews
took the form of individual semi-structured interviews in people’s own homes.
We also conducted two focus group interviews, in a sheltered housing
scheme and at a carers’ support centre.

This report identifies a number of key findings which have implications for
practice in relation to domiciliary care services. Evidence from the study
suggests that many people have a positive view of care. However, others,
whilst generally valuing the care service they receive, have concerns about
the quality of certain aspects of their care. Among the main concerns
identified were:

e Having a succession of different care workers: this can impact on
health and well-being, with some service users describing how having a
number of different care workers can cause stress and confusion, as well as
increasing feelings of vulnerability.

e Timing of care visits: care staff arriving either earlier or later than
scheduled can be a source of stress and anxiety, due to routine being
disrupted. In some cases, service users have resorted to carrying out their
own care tasks due to care workers being late, resulting in health and safety
being jeopardised.

e Service users not having their full allocation of care time: some
service users described how they do not always receive their full allocation of
care time, leading to them feeling that their care needs are not being fully met.
They described how care can be rushed and fragmented, with busy care staff
not always having time to give clients valuable interpersonal contact.

e Loss of dignity and respect: some service users referred to certain
aspects of care where they felt their dignity or respect was compromised; for
example, care staff not addressing clients by their preferred name or failing to
respect the person’s domestic territory.

e Not being responsive to client needs: some service users and their
family carers described how care services can fail to recognise their specific
needs. These can be wide-ranging, including the need for interpersonal
interaction, as well as the need for training in specific issues relevant to client
need (see below).

e The need for training around specific issues: the need for training in
specific issues was identified by some service users and family carers. This
includes training in relation to meeting the specific needs of service users





suffering from stroke, diabetes or dementia as well as more generalised
training in relation to basic cooking skills.

e Fear of making a complaint: some individuals said they were fearful of
making a complaint to their care agency in case they lost their service.

e Failure of care agencies to take on board complaints: some service
users we spoke to said when they tried to complain to their care agency, they
felt their issues were not addressed or dealt with properly.

o Lack of awareness of other formal complaints procedures: in addition,
some people gave the impression that they were unaware of their right to
complain through Lancashire County Council’'s customer service centre, if not
satisfied with the response from their care agency.

o Lack of awareness of review processes: some service users and their
carers appeared to be unaware of processes for reviewing their care plans, in
the light of deteriorating health or changed circumstances, or of their right to
ask for a review of their care needs if their circumstances change.

Recommendations and suggestions

Based on the findings, the Lancashire LINk has made a number of
recommendations and suggestions:

e Having a succession of different care workers: it is acknowledged that
relief workers may be required when regular staff are not available. The LINk
recommends that each care agency produces a weekly rota which is readily
made available to all service users and their families. This should provide
reassurance to care users and allay some of their anxieties concerning not
knowing which care staff are coming on which particular day.

e Care workers not arriving on time: The LINk recommends that each
care agency builds into its practice protocols relating to care staff phoning
service users and/or their carers when and if they are going to arrive 15
minutes later than the stipulated time, in order to allay anxiety and as a sign of
courtesy to users. We also recommend that care agencies are alerted to the
impact of staff arriving late on people with diabetes or those who are required
to take medication at set times.

e Service users not having their full allocation of time: It is evident that
many service users do not feel they are getting value for money when it
comes to the length of care visits. The Lancashire LINk recommends that
contract monitoring staff continue to scrutinise the length of care visits as part
of their quality assurance process, and remind care agencies of their





responsibilities in relation to allocated care time. In turn, the LINk will continue
to monitor complaints and will be prepared to pass on the names of care
agencies to LANCASHIRE COUNTY COUNCIL.

e Dignity and respect: The LINk supports the view that all staff should have
access to training on dignity and respect as part of their induction. In addition,
we are proposing to create an award to recognise the most outstanding Care
Worker and Care Agency in Lancashire, with respect and dignity as core
components. This will not only give exemplary care workers and agencies the
opportunity to gain the recognition they deserve, it should also set standards
for other care agencies to emulate, and create incentives for good practice.

e Training and development: The LINk feels that training and professional
development should be treated as a priority by care providers, and should
continue to be subject to regular review and scrutiny. We feel all staff should
have access to a range of professional development, including training around
healthy eating and basic cooking, advocacy, developing a person-centred
approach to care, and developing core skKills in specialist areas, such as
looking after people with dementia and stroke. We also feel there should be
an onus of responsibility on care agencies to ensure they set aside valuable
time and invest in staff training in order to create a motivated and skilled
workforce.

¢ Information on complaints processes: The LINk is aware that
Lancashire County Council has systems for dealing with complaints and
produces information for service users on complaints procedures. However,
our research with service users suggests that, for whatever reason, this
information is not always readily apparent to service users. We recommend
that information on complaints is presented in a simplified flow chart, showing
the different stages and processes involved in making a complaint. This
information also needs to be accompanied by a reassurance to clients that
they will not lose their care service if they make a complaint.

e Review of care: Again, we feel a simple flow chart outlining the review
process could have some value in terms of informing and reassuring people
about how their care needs will be reviewed, and informing them of their
entitlement to an unscheduled review if they feel their needs have changed.
This information could be given to service users and family members at the
time of their care planning and assessment process.





Older people and home care services:

the policy background
Dignity in care

Much has been written about the importance of dignity when providing
care services to patients and vulnerable people, including older people. In this
section we examine the national policy context concerning dignity in care,
before moving on to look at policy and legislative frameworks governing
home care services, such as the Care Quality Commission’s (CQC’s)
essential standards of quality and safety, and the impact of broader policy
documents, such as Putting People First, on home care services.

Dignity is recognised as a fundamental human right in human rights
legislation. The Social Care Institute for Excellence offers the following
definition of dignity in care:

Dignity in care means the kind of care, in any setting, which supports
and promotes, and does not undermine, a person’s self-respect, regardless of
difference

This underpins the Dignity in Care Campaign (Dept of Health, 2006), a
national initiative that places quality, dignity and respect at the heart of care.
As part of this, the Dignity Challenge was developed as a national framework,
setting out expectations of what constitutes a service that puts dignity at the
heart. The Dignity Challenge outlines ten different aspects of dignity; and
stipulates that high quality care services should:

e Have a zero tolerance of all forms of abuse

e Support people with the same respect you would want for yourself or a
member of your family

e Treat each person as an individual by offering a personalised service

Enable people to maintain the maximum possible level of

independence, choice and control

Listen and support people to express their needs and wants

Respect people’s right to privacy

Ensure people feel able to complain without fear or retribution

Engage with family members and carers as care partners

Assist people to maintain confidence and positive self-esteem

Act to alleviate people’s loneliness and isolation.

Following this, Help the Aged has developed dignity indicators under
four main themes: choice, control, staff attitudes and facilities. These are then
used to assess services against Help the Aged’s “dignity domains”, developed
through consultation with older people. The dignity domains which have
relevance to domiciliary care include:
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¢ Autonomy, for example the extent to which older people are involved in
decisions about care and are free to complain without fear of
repercussions

e Communication, for example forms of address, telling people in
advance what changes are being made to their domiciliary care

e Practical assistance/personal care —for example, ensuring consistency
in the staff providing personal care, based on the notion that it is not
appropriate for a different person to arrive every day to give someone a
shower

e Personal hygiene, for example providing sufficient, clean and suitable
washing/toileting and clients being offered choice about who provides
assistance

e Eating and nutrition, for example appropriate and sensitive assistance
to eat when required; choice of when and what to eat

e Privacy, for example care staff asking permission when entering
someone’s home, bedroom or bathroom

e Social inclusion, for example choice over social relationships and
activities, including having support to attend activities outside the
home.

In Measuring Dignity in Care for Older People: A Research Project for
Help the Aged (Magee et al, 2008), studies conducted with service users
highlighted a number of suggested key performance indicators in relation to
measuring dignity within each domain. For example, in relation to autonomy,
these include the involvement of the service user in care planning and
providing individuals with a choice regarding their own care arrangements
wherever possible. In relation to communication, indicators include making
sure individuals are addressed appropriately (recognising that even something
as simple as whether a person is addressed by their first name or their title
and surname can make a difference); and feeling listened to and understood
by care professionals. With regard to personal care, the following were
identified:

e Respect for an individual’s preferred lifestyle, including flexibility to
meet individual needs

Timetables for home visits arranged to suit the client

Support that reflects individuals’ wishes

Consistency of carer/ care worker

Respect for property and possessions

Sufficient time allowed for home visits

Regular monitoring of the service by care agencies

In relation to personal hygiene, indicators relate to:

e Choice of when and how often personal hygiene tasks are carried out

e Timely and readily available assistance with personal hygiene (for
example not having to wait too long)

e Respectful delivery of care, including discretion, modesty and a gentle
approach.
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A report by the Centre of Public Scrutiny, Walk a Mile in My Shoes:
Scrutiny of Dignity and Respect for Individuals in Health and Social Care
(Centre for Public Scrutiny, 2009) similarly argues that there is a need to
scrutinise services, on the basis of how far they support individuals’ dignity. In
particular, care service providers need to consider the extent to which they
respect the service user’s wishes about how things are done in their own
home, or the extent to which it is more a case of things being done to suit the
convenience of the service.

In her study of older people and home care services, Reeve (2008)
draws attention to the distinctive aspects of domiciliary care. Care delivered in
the home, she argues, is a unique form of care because, in contrast to care
provided in residential homes or in hospitals, the place where it is provided is
the “territory” of the person receiving care: it is their home and it is important
for them to have it ordered the way they want it to be. This requires care
workers to respect autonomy and to recognise that older people have the right
to make choices about the type of care they receive in their own homes, and
to be mindful of not overstepping the boundaries.

Reeve’s study also identifies good communication and spending time
with service users as priorities. The people she interviewed described how
having regular care workers was important to them. However, they also felt it
was important for care agencies to notify them of changes in care, for
example, if a relief worker is to be provided when the regular care worker is on
holiday. Service users also expressed a desire to have more time devoted to
their care, and often felt tasks were being rushed through, with little time for
personal contact, because of the need for care staff to see other clients in
their busy schedule. This, she argued, resulted in frustration for both care staff
and clients.

The role of the Care Quality Commission and essential quality standards

The Care Quality Commission (CQC) is responsible for regulating the
quality of health and social care. Previously, domiciliary care services were
monitored through the National Minimum Standards, governing the quality of
care services. However, national changes in the registration and monitoring
of health and care services mean that, from October 2010, all adult social care
and independent health care services must be registered with the CQC. This
includes privately operated domiciliary care services. Registration will be
dependent on compliance with essential standards of quality and safety,
which will replace the previous National Minimum Standards for domiciliary
care services, to form a single system of registration for all health and social
care providers.

The essential standards are focused on outcomes- the experiences the
CQC expects service users to have as a result of the care they receive —
rather than primarily on policies and processes. The essential standards have
been grouped into six main headings: involvement and information;
personalised care, treatment and support; safeguarding and safety; suitability
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of staffing; quality and management; suitability of management. Within these
there are specific outcomes relating to, for example, respecting and involving
people who use services; staff undertaking appropriate training; consistency
of care; and the rights of service users to have their complaints listened to and
acted on appropriately. Providers must have evidence that they meet these
outcomes.

Services will be monitored for compliance to the essential standards,
and the CQC has the power to take action against those who do not comply,
including informal regulatory action suggesting areas for improvement, formal
regulatory action or, where necessary, enforcement. Significantly, the CQC
will be using evidence from people who use services as one of the methods
for monitoring compliance. This includes evidence from representative groups,
such as the LINKk.

NB. Lancashire County Council has set targets in relation to monitoring
the performance of domiciliary care providers on the preferred provider list, in
line with the CQC quality standards. These will be looked at in a later section,
when considering the role of the County’s Adult and Community Services
Directorate.

Putting People First

It would be remiss of us not to include reference in the policy section to
Putting People First: A Shared vision and commitment to the transformation of
Adult Social Care (Dept of Health, 2007), a major policy document which
outlines plans to transform adult social care, and which will clearly have an
impact on the way domiciliary care services are delivered. The document
outlines a number of key policy changes, including:

® Creating a personalised system — in which service users are involved in
self-assessment of their needs, including their care needs

® Person centred planning and self-directed support — so that support
packages are specifically tailored to meet the needs of the individual

® Personal budgets for those eligible for publicly funded adult social care
support — leading to greater choice and flexibility over care and carer
options. This gives service users the option of paying family members
for their care and support

® Supporting people to remain in their own homes for as long as possible

® The development of user forums to give service users and their families
an active voice in how services are planned and delivered.

Clearly Putting People First can be seen as having a major impact on
service users, in terms of giving them greater choice over who delivers their
care and how it is delivered. Through direct payments, clients and their
families can plan their care flexibly, including the option of using their
allowance to pay family members to provide care, or employ their own carers.
Within a menu of support, some service users may choose to have as part of
their care package personal care services, combined with other forms of
support, such as help with cleaning or attending social activities.
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Putting People First provides an opportunity for domiciliary service providers
to broaden their role from traditional forms of care-giving, such as washing
and dressing and home-based tasks. This requires looking at the person and
their needs in a more holistic way, enabling individuals to access community
and leisure-based facilities in order to promote their social inclusion and
enhance the quality of their lives — for example, by accompanying service
users to the shops or a football match, if this meets their needs. It encourages
service providers to “think outside the box” and come up with more
imaginative ways of delivering care.
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The role of Lancashire County Council

The information in this section has been supplied by Lancashire County
Council.

Lancashire County Council has approximately 17,992 people who are
receiving funded domiciliary care within Lancashire. The Council pays
providers £11.96 per hour (single hourly rate) and £6.73 (half hourly rate) for
care delivery. Individual agencies then set their own hourly rates to pay staff.
Up to ten minutes’ travelling time is allowed for each visit; for example for a
care visit lasting an hour, fifty minutes would be given towards actual care; for
half an hour this would be twenty minutes. In rural areas, care agencies are
expected to plan around this and make arrangements to ensure travelling time
is scheduled in.

The Council operates a “Preferred Provider” scheme. Preferred
providers are those organisations that the authority prefers to call on first in
providing domiciliary care to those who have been assessed by Adult and
Community Services as requiring assistance at home. The preferred provider
scheme is opened up every four years, to allow new contractors to opt into the
scheme. There are currently 83 preferred providers throughout the county. All
domiciliary care providers on the preferred provider list have received a “good”
or an “excellent” rating from the Care Quality Commission.

The Council has told us that:

“All preferred providers are subject to wide ranging and rigorous quality
checks by the authority, which look in particular at how preferred providers:

Put their philosophy of care into practice

Keep their policies and procedures comprehensive and up to date

Consult with users and act on the feedback they receive

Ensure they meet all relevant health and safety codes/legislation and

continue to update

Set and achieve targets in respect of formal training for their staff

e Have achieved external quality award such as Investors in People or
ISO 9000

e Ensure that care workers arrive promptly

e Minimise their turnover of staff

e Deal with complaints sympathetically and effectively.

Each of the preferred domiciliary agencies has targets to work to in
improving their services: these currently include the number of staff qualified
to NVQ level 2, the number of visits where staff use an electronic log-in to
record visit times, as well as the promptness of these visits.

Care organisations are encouraged and supported to apply for

“Investors in People” or “ISO 9000” status. Investors in People is a national
standard for good practice in training and development of people, in order to

15





achieve organisational objectives. Training is seen as an investment. ISO
9000 is a set of standards for quality assurance that is accepted around the
world. When purchasing a product or service from a company that is
registered to the appropriate IS0 9000 standard, the client has assurances
that the quality of care they receive is of a high standard.

The Council is in the process of developing its contractual
arrangements with preferred providers to enable people to have more choice
and control over their service and the freedom to use their service in a flexible
way. These developments are intended to ensure that people receive a
personalised service, in line with the wider social care transformation agenda
set out in Putting People First. It is seen as important that these new
arrangements are developed in a way that takes account of and seeks to
address the issues raised by service users, and to ensure that users and
carers are fully engaged in this process.”

As part of the domiciliary monitoring framework, a questionnaire is sent
to all service users. This is rolled out year on year and provides an opportunity
for contract monitoring officers to identify broad areas of concern or
dissatisfaction and to track where there are specific issues of concern relating
to specific care agencies. From the questionnaire, follow-up telephone
conversations are made to a sample of people to ascertain levels of
satisfaction or dissatisfaction. This is followed by a smaller number of face to
face visits to explore more fully any concerns raised. Follow up visits are
made to all domiciliary care agencies to check their organisational policies
and procedures.

Care agencies that show evidence of providing a service that is
deemed unacceptable are required to develop an improvement plan showing
how they are taking action to improve standards. In exceptional cases, the
County Council could remove a contractor from the preferred provider list, and
has done so in the past. But the preferred method is to work with agencies to
make improvements, as deemed necessary, including providing support
around staff training. In turn, care agencies are aware that they can approach
the contract monitoring team if they are experiencing difficulties.

The 2008-2009 survey had a 50% response rate. Responses indicated
that most people were happy with the overall quality of their care. For
example, when asked about timing of care visits, 84% of those who replied to
the questionnaire indicated that they either agreed or strongly agreed that
their care worker comes at a time that suits them, against 8% who disagreed
or strongly disagreed. Similarly, 81% said they agreed or strongly agreed that
their care worker stays for the amount of time they are supposed to stay
against 11% who disagreed or strongly disagreed.

However, in the last questionnaire, communication, or lack of, emerged

as one of the main issues of concern. This was in terms of service users not
being informed when changes are made in relation to visiting care staff.
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Service users who wish to complain about any aspect of their care, are
advised to contact their care agency, in the first instance. If this is not resolved
satisfactorily, they are advised to get in touch with the Council’s complaints
service which can be accessed through the customer contact centre at the
Lancashire Hub. Service users and their carers are provided with information
leaflets informing them of their right to complain if they are not happy with the
quality of their care. Additional information on the availability of a free
advocacy and mediation service is also made available.

Lancashire County Council’s contracts monitoring team received praise
from the Care Quality Commission in its Service Inspection of Adult Social
Care (CQC, 2010) for its robust procurement and contract management
arrangements. The CQC stated that “Firm action was taken to address
providers who did not deliver the quality or level of person-centred support
that was required.” The report commented that service users had told CQC
inspectors of cases where domiciliary care staff had not followed the care
plan, different carers were turning up or care staff were not staying the
required time, or were inadequately trained. Though most of these concerns
had not been raised as formal complaints, they were dealt with effectively
when brought to the attention of the Council.

However, the CQC inspectors noted that people with complex mental
and physical needs were not always getting the right level of support and
expertise they needed from provider services. As one of its recommendations,
the report stated that “procurement arrangements should be strengthened to
make sure service providers have the right levels of skill, information and
equipment to support older people with diverse and complex needs” (CQC,
2010).

Social Care Partnership

Lancashire County Council has a formal partnership with the
independent care sector, known as the Social Care Partnership. The
partnership includes the Council’s cabinet member and executive director for
Adult and Community Services and representatives of provider associations
including the Lancashire Care Association and the United Kingdom Home
Care Association. The Social Care Partnership has developed a “Dignity in
Care” charter (see Appendix A) which sets out a commitment to support
service users in relation to dignity, respect, privacy, independence, rights,
fulfilment, nutrition, staffing and policy and procedures. This is put into
practice by the creation of “Dignity Champions” who are tasked with
supporting dignity within their respective organisations.

Lancashire Care Association

Lancashire Care Association represents the interests of care service
providers, and is responsible for improving standards within care services, by
offering professional advice, information and training. All agencies wishing to
register with Lancashire Care Association must sign up to the Association’s
code of practice which sets benchmarks relating to the delivery of care.
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The United Kingdom Home Care Association

United Kingdom Homecare Association Ltd (UKHCA) is the
representative body for organisations that provide personal care — including
nursing care - to people in their own homes.

The Association aims to identify and promote the highest standards
of home care, to represent the views of members with policy makers and to
promote training and development of individuals and organisations
providing home care. Organisations joining UKHA agree to abide by the
Association’s code of practice.
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Research Methods

As our research aim we wanted to find out about people’s experiences
and perceptions of domiciliary care services in order to gain a picture of both
the positive and the negative aspects of the care process, in the light of
national policy relating to Dignity in Care and Putting People First. This is to
assess how far policy relates to practice.

We used qualitative research methods in order to try and get as full a
picture as possible of what people think and feel about home care services,
and to give them the opportunity to “Tell their Story” in recalling their
experiences of care.

Qualitative research differs from traditional methods of obtaining
people’s views, such as the questionnaire, because it gives individuals the
opportunity to voice their own comments, using their own words, thoughts and
feelings, instead of being restricted to single answer replies, as is often the
case with questionnaires. It is through this process that we gain an in-depth
understanding of the person and their situation.

As noted in the last section, Lancashire County Council’s contract
monitoring team use a questionnaire and client follow-up to look at people’s
views on domiciliary care services, as part of a broader approach to
monitoring services (see previous section).

We wanted to use qualitative research to gain a fuller picture of
people’s views and experiences and to supplement the work done by
LANCASHIRE COUNTY COUNCIL. This follows concerns raised by LINk
members about aspects of care that they were unhappy with. Having looked
at some of the literature on domiciliary care, we are mindful that this is a
hugely emotive and complex issue; qualitative research as a methodology
allows us to capture this complexity and begin to make sense of it.

As Ritchie and Lewis (2004) suggest, qualitative research is useful
when exploring complex issues in which there may be many different
viewpoints, or in areas where there may previously have been little research.
They also point out how qualitative research can give a voice to groups that
may, historically, have been marginalised. Thus, in the case of users of
domiciliary care services, we seek to give a voice to a group of predominantly
older people, many of them vulnerable, who may typically lack power when it
comes to decision making.

Listening to people’s stories is also a way of helping retain dignity. It
shows respect for someone as a whole person with a lifetime of experience
and serves as a powerful reminder that there is much more to the individual
than may be visible at the point of care (Centre for Public Scrutiny, 2009).
Thus, in this way users of home care services and their families can be
viewed holistically, as people whose lives have been shaped by their past
experiences, rather than merely as service users on the receiving end of care.
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In addition, story telling provides the opportunity for clients to describe their
journeys through care.

As part of the research process, we conducted individual interviews
and focus group interviews with service users and/or carers, using a semi-
structured interview. In the semi-structured interview, open-ended questions
are asked to try and elicit an in-depth response from the participant. The
interviewer has a schedule of questions to ask the participant, but there is
scope and flexibility to change the order of questions or ask different
questions, depending on the clients’ responses. In this way, interviews are
kept client-focused.

In devising the interview schedule (see appendix B), we wanted to try
and establish a balanced perspective in relation to experiences and
perceptions of home care services, so we asked people what they felt were
the positive and negative aspects of the care they were receiving and of the
individual care staff who supported them. We also wanted to find out whether
people had had their care reviewed, in the light of changing circumstances,
and whether they were aware of how to make a complaint via Lancashire
County Council’s complaints system.

Domiciliary care sub group

A Domiciliary Care Sub Group was established to provide a steer to the
project and to identify questions and issues that could form the basis of the
research. This was made up of LINk Board members, Community
Engagement Officers, representatives from Lancashire County Council’s
Contract Monitoring Service and a representative from Age Concern
Lancashire.

Recruiting Participants

The research project was advertised extensively through the
Lancashire LINk newsletter and the local media. Research participants were
recruited through Age Concern day care services, older people’s forums and
carers’ centres. In all, 42 service users and carers took part in the interviews,
and many were interviewed in their own homes. Focus group interviews took
place in a sheltered housing scheme centre and a carers’ centre. In order to
try and gain a representative range of responses, we conducted interviews
across Lancashire, endeavouring where possible to incorporate the full range
of demographic and cultural groups that make up the county. In practice,
though, we had difficulty recruiting individuals from BME groups; this raises
the issue of whether this should be considered as an area warranting
research in its own right. Nearly all of the people we interviewed were over the
age of 60, and some were in their 90s, many of them with complex health
needs. However, during an interview at a carers’ centre, it emerged that some
of the clients were younger than our defined age group: we did not feel it was
fair to discount their views, particularly in view of the fact that what they had to
say was of relevance to the research, so we have included them.

20





Research ethics

Prior to conducting the interviews, LINk community engagement
officers received training on qualitative research methods, including research
ethics. A Research Ethics policy was developed, in line with the British
Psychological Society’s Code of Ethics (see appendix C), which states that all
steps should be taken to ensure research does not jeopardise the
"psychological wellbeing, health, values or dignity” of the individual.

Those who agreed to participate were given an outline of the purpose
and function of the research and were told their confidentiality and anonymity
would be retained at all times. In order to protect anonymity, we informed
individuals that pseudonyms would be used, and that any information which
could lead to people being identified, even with pseudonyms, would not be
used. In order to identify instances where issues had arisen with specific care
agencies, we asked people if they would provide us with the name of their
care agency. However, it was made clear to them that we would not disclose
their names in association with their care agency — ie, there would be nothing
to identify individuals with specific comments they might have made about a
specific care agency. We reassured people that the only reason we wished to
collect information about specific agencies was so that we could report
concerns to Lancashire County Council if recurring issues were raised in
relation to a specific agency.

In the majority of cases interviews were tape-recorded and transcribed.
The exceptions to this occurred when individuals declined to give their
consent to being tape-recorded, or when LINk community engagement
officers took their own notes.

As part of their training, LINk community engagement officers were
informed of when it was necessary to report issues relating to safeguarding of
vulnerable adults and were given information about Lancashire County
Council’'s ALERT scheme for raising concerns relating to safeguarding.
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Summary of key findings

We analysed the research on the basis of emerging themes and
categories. The most commonly expressed concerns voiced by services users
and their families were as follows:

o Different care workers arriving on different days/times of the week and
service users not knowing who to expect

e Care workers not arriving on time

e Care workers not providing the full allocation of time.

These mirror the issues raised in previous research on domiciliary care,
for example as highlighted in Reeve’s (2008) study, referred to in the policy
chapter (p8). They also correspond with the comments made by service users
to CQC inspectors, highlighted in the CQC Inspection Report to Lancashire
County Council, mentioned earlier.

However, people also voiced their concerns regarding:
o Dignity and respect: they referred to certain aspects of care where
they felt dignity or respect was compromised
Failure of care services to recognise their needs
Lack of skills or training around specific issues
Lack of flexibility in terms of care provided
Impact on family carers.

Added to these was a general perception among community
engagement researchers that people were:

e Fearful of making a complaint in case their service was withdrawn
Or:
e Had complained to their agency but felt their complaints had not been
taken seriously.

In addition, some of the people we spoke to appeared:

e Unaware of their right to complain through Lancashire County Council’s
customer service centre

e Unsure of how to access general information about complaints,
benefits or entitlements

Or, for those who were aware of their rights to complain:

e Frustrated that when they did contact the customer contact centre at
the Hub, their calls were not always channelled to the right person.

Finally, some service users said they were not aware of review
processes involved in their care arrangements to assess whether their care
required adjustment in the light of deteriorating health or changed
circumstances.
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The findings will be presented in full during the next section, in which
we outline the key themes and sub-categories, and relate people’s responses
to each theme.
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The research has identified a number of key findings. Whilst the
majority of individuals we spoke to valued having domiciliary care services
and felt they were getting the support they needed to live independently, many
had concerns about the way the service is organised. Chief among these
concerns were having several different care workers coming into the home on
different days and at different times, and care staff not arriving at the
scheduled times, leaving service users frustrated and stressed. Although
these two issues are, in many ways, interchangeable, they will be considered
separately. The main themes are identified under a broad section heading:
some themes are then broken down into smaller sub-sections, highlighting the
impacts on service users and family carers.

Having several different care workers

Service users described how they could have several different care
workers coming into their home each week. This causes stress and confusion,
with individuals feeling frustrated at not knowing who is going to be delivering
care. In some cases, it leads to increased vulnerability and people feeling
unsafe in their own homes, due to having care staff who may be virtual
strangers knocking on their doors, and so can impact on health and safety.

The family of “Joan,” described how, during her first fortnight of
receiving care after her discharge from hospital following a stroke, she had
fourteen different care workers. This impacted on her health, causing stress
and anxiety. Her daughter told us:

It made her nerves bad, although when they walked in they went
‘Hello... {service user’s real name}, it’s the carer’ she’d go ‘who is it?’ So it
made her nerves bad and | think in the end, to be honest, | think after a few
months at home my mum regretted going home.

Impact on health and safety

Another service user, 94-year-old “Jessie,” who is blind in one eye and
partially sighted in the other, has half an hour of support each week day
morning to help her with medication, showering and breakfast. She described
how she can have up to three or four new care workers each week, and feels
particularly vulnerable because of this.

Because of her sight problems, “Jessie” has difficulty in getting to her
front door, so she leaves her door unlocked to allow care staff to let
themselves into the house. Although the staff will call to her to let her know
they have arrived, “Jessie” says she feels uneasy about leaving her door open
to virtual “strangers” and is concerned about the potential safety risks of
opening the door to people who may not be familiar to her. The problem is
compounded because she is never sure exactly what time care staff are going
to arrive. She says her care agency used to provide a rota, but have stopped
doing this. When she rang the office to ask, the agency said they were unable
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to say which care workers would be coming the next day. This is clearly
having an impact on Jessie’s wellbeing.

| feel all worked up about it. | don’t know who | am getting. | ought to
know who | am getting and when they are coming.

Jessie’s case highlights the potential safeguarding risk caused by
having different staff calling at different times and the uncertainty of not being
sure who is going to arrive and at what particular time, as well as causing her
stress and anxiety. In a similar case, another service user, “Isobel”, who is 91
and blind, and who appears to be frail and confused, reports how having
several different care workers, and inconsistent care visits, leads to fear and
anxiety.

I never know who is coming to my door; it’s terrible. I've always to have
my door locked... I'll unlock the door and say ‘Who is it?’ because | can’t see.
Anybody could come to the door... they could have a knife in their hands for
all I know.

Other service users describe how they have a designated care worker,
with whom they have been able to build a relationship and a routine, and they
know exactly who is coming and at what time. However, problems arise when
relief care staff are involved, and clients don’t know who is going to be coming
to deliver their care.

Impact on quality of care experience

“Lisa” whose father, “David” died last year, described how having a
succession of different carers impacted on the quality of care her father
received, because he did not get the opportunity to build up a trusting
relationship with care staff. He responded by becoming non-compliant.

It was never consistent people, there seemed to be a huge churn of
different people in. My dad would probably have got more out of care if it had
been the same {carers} ... but nobody was ever consistently around enough
for him to get any sort of relationship or trust built up.

Impact on privacy

“Pauline” whose husband has had a stroke, describes his regular care
worker as “a little angel- she really is.” The difficulty arises during the
weekend or when it is the care worker’s day off, and different relief carers
arrive. “Pauline” says she has asked the care agency for a rota, but has been
told, without explanation, that she cannot have one, so the onus is on her to
phone up to find out which care staff are calling on which particular day. But
she describes how high staff turnover means having different care workers
who may be virtually unknown calling in on the family home. This can feel
intrusive:
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| dislike not knowing who is coming in to my house in the mornings — |
really dislike that.

Stress and anxiety

Individuals also describe how having to explain their needs time and
time again to a succession of different care workers can be stressful and
tiring. For example, “Jenny” described how new care workers are often too
rushed to read the care plan properly:

Sometimes when they send somebody that hasn’t been before and I've
got to stand in the kitchen showing them where everything is and telling them
what to do... It’s just rather frustrating sometimes and it’s taking {sic} all their
time up and if they haven’t done things in the time {allocated} they go, they
don't just finish them, or say they haven't time to do any more work...

It puts you on edge, all this vague arrangement because it isn’t
straightforward, is it? When you don’t know who’s coming and when they’re
coming.

In a similar vein, 90-year-old “Lizzie” described how she can
sometimes have seven different care workers in any one week, some of
whom are helpful and others who are less supportive. She says she finds it
tiring having to explain things over and over again.

If it's someone different every day, you have to tell them what to do and
it becomes difficult.

Other clients describe how a distinct lack of communication between
care staff regarding care plans means they continually have to explain their
needs several times over, and this could be stressful and tiring. They feel
there needs to be a dialogue between care staff, for example when care
worker leaves and another takes over, to ensure consistency in care.

Care workers not arriving on time

Care workers not arriving on time was also identified as a major source
of concern. This gives rise to a range of issues, the impact of which can be far
ranging, from service users feeling mildly inconvenienced, at one end of the
spectrum, to putting their own health and safety in jeopardy, due to trying to
carry out their own care tasks because they felt unable to wait any longer, at
the other. The people who we spoke to described how huge variations in the
timing of care visits leads to stress and anxiety, and impacts on the quality of
their lives.

“Jessie” described how her care workers are supposed to arrive at 8am
to help her with breakfast and showering, but, on occasions, she has been
kept waiting until 11am. By this time, she has already had her breakfast
because she is fed up of waiting.
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Another service user, “Jenny” described how care staff are supposed to
arrive at 8.30am to help her get dressed and give her breakfast, but have
been known not to arrive till 11am.

So I'm waiting all that time for my shoes to be put on and my stockings
and | don’t manage to have breakfast before they come.

Impact on health and safety

In another case, the family of “Joan” who was paralysed on one side
after suffering a stroke, described how she tried to get out of her chair
unaided, because care workers were late. Her daughter remembers:

Now part of the problem was that she was very independent and
because of her independence she always tried to do things that she couldn’t
do and there were times where they were late, and she’d try to get out of the
chair and on three occasions we had the ambulance attend because she had
fallen. She’d tried to get out of the chair and had fallen on the floor.

The daughter also described how care staff arriving late put a strain on
both her and her husband, who both found themselves carrying out the tasks
care workers should have been doing. Care staff were supposed to arrive at
10am to give “Joan” her breakfast, but sometimes didn’t arrive till 10.30am or
11am.

If they were late coming of a morning {sic}, which they were many a
time, we had to wash, dress and toilet Mum...There were times when they
didn’t turn up and it would be late morning, so we’ve got mum up, washed her,
given her breakfast and then they {care staff} decide to come. You couldn’t
rely on them, you couldn’t have your mum lie in bed there wanting the toilet or
wanting her pads changed and thinking they’re half an hour late ...

Care staff arriving earlier than scheduled can also present difficulties,
particularly for those with mobility problems. One lady, who has difficulty in
getting out of bed, described how she is scheduled to have care between 9am
and 10am, but on some mornings care staff will arrive at 8.30am, when she is
still in bed. To avoid this, the client will ring the agency each Friday to find out
what time they have scheduled visits for the following week.

Similarly another service user, “Jean,” describes how she becomes
flustered when relief staff arrive early and she is still in bed:

Sometimes it takes a long time to get down {stairs} when they call at
the wrong time, instead of half past eight in the morning, they’re calling just
before 8 o’clock and I, you know... stair lifts, they take their time coming and |
can’t rush anyway so they’re banging on the door and I’'m saying ‘I’'m coming,
I’'m coming’ but they can’t hear me. So that does get you down a bit. It doesn’t
happen all the time; it’s mainly when the main carer is on holiday or away.
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“‘Jean” is a diabetic and is particularly anxious when her carers don’t
arrive on time. She is well aware she needs to have her meals at a certain
time in order to avoid going into a diabetic coma.

Well, you see being diabetic I've got to eat at certain times and give my
insulin and I've got to stick to that routine, so if they’re late, I'm thinking what
am | going to do? So I'll start getting my own lunch because | can’t wait, you
see, and they’ll probably turn up about quarter of an hour later but
nevertheless if I'm on low sugar | have to feed myself and they just say ‘ I'm
sorry I'm late’. It doesn’t happen very often, but it’s mainly when the main
ones are on holiday; it's when someone new comes.

She described how this leads to anxiety:

Yes, | can get very, sort of...especially when my sugar’s low and I've
got to eat as soon as | can and that gets me all worked up.

Her situation is exacerbated because she has also had a stroke, which
has left her with a weakness in her arm. As a consequence, “Jean” is fearful
of handling hot dishes in case she drops them.

Well | get worried when I’'m taking things out of the oven and I'm
nearing a hypo — low sugar and I’'m thinking oh gosh, please let me land this
on the working top... | find it difficult you know to take things out of the oven
because of the heat. | have oven gloves but they’re sometimes not sufficient if
your hands are bad.

“‘Jean” has complained to her care agency about the lateness of relief
care staff and insisted that, because she is diabetic, she must have care on
time. She says the person who answered the phone promised to “look into
things” but claims her phone call went unreturned. This clearly illustrates the
impact care staff not arriving on time can have on client health and wellbeing,
and highlights the necessity of care services to ensure clients with diabetes
receive their care on time. In a similar way, a client who is bed-bound
described how she is sometimes late taking her medication because she has
to wait until care staff arrive to give her the water she needs to take her
tablets.

Impact on family carers

As has already been noted, care workers arriving late can also cause
stress and anxiety for family members. In a focus group interview at a carers’
centre, a support worker described the pressure facing one of her clients, an
elderly carer who looks after her sister with dementia. On one occasion, care
staff arrived early in the evening to help the service user get ready for bed, but
did not arrive till late the following morning — meaning she was in bed for 15
hours. The support worker remarked:
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This poor lady needs lots of personal care, so you can imagine the
state she was in, in the morning, which caused no end of work for the sister,
which was just awful.

The support worker described how evening care staff are scheduled to
visit the two sisters at 8.30pm, but often arrive an hour earlier, at 7.30pm,
spoiling their enjoyment of television programmes.

They quite enjoy watching the soap operas together — Coronation
Street and Britain’s Got Talent and those sort of things — that’s the highlight of
their day, and the carers are then coming in and that’s impinging on their
enjoyment... and starting to get ready to put this lady to bed, well they don’t
get any peace to watch what they want on tv.

The lady concerned complained to the care agency, but the response
was that care staff were working in the area at that particular time and had to
plan their visits around this. It took an intervention from the carers’ support
agency to address the issue. This, it can be argued, provides an example of
how care visits are sometimes planned to meet the needs of the service,
rather than fitting the needs of the client, a point that will be re-visited later.

Another carer, “Pauline”, who looks after her husband following a
stroke, described what happened when she prepared some frozen meals for
him to have for his evening meal while she went away on a short break.
These required re-heating in the microwave by care staff. However, on one
occasion, the care worker arrived late, at 2.30pm, meaning the client had a
late lunch. The next care worker arrived early, at 4.30pm, to make his evening
meal, but the service user said he wasn’t hungry.

When | went away | rang my husband before | went to sleep and said
‘Is everything okay?’ He said ‘No, I've had to have a cold dinner.’ | said ‘Why?’
| asked the agency to send them {care staff} not before six o clock because
we usually eat at six or seven o clock, but they turned up at half past four.
Now the carer that was popping in at lunchtime had made G a sandwich at
half past two because she was late and G {the client) says ‘well, I'm not ready
for dinner’. So he rang the office while this carer was there and she said to G
‘you either have it now or not at all’.

When | came home | obviously rang the agency and they said ‘oh well
we were very pushed that day and she {the care staff member} had a lot of
other calls to do. And | said ‘But before | went away | asked specifically for this
time because we know when he wants to eat’.

This, again, highlights an example of how care agencies appear to be
running a service to meet their own needs, rather than those of the client,
leading “Pauline” to comment forthrightly:

They’re running the agency in a way that it’'s money, not people that
matter — you know, ‘ you’ll have your dinner now or you don'’t get it at all’.
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Impact on daily routine

In other interviews, service users described how care staff arriving
either too late or too early had an impact on the quality of their lives, ranging
from having their routine disrupted or inconvenienced to creating stress and
anxiety and posing a threat to wellbeing.

Some people described how, after becoming frustrated with waiting for
care staff to arrive, they felt compelled to carry out personal care tasks
themselves, such as making their meals or having a wash. This, as we have
already seen, can impact on health and safety, particularly when clients are
unsteady on their feet, or with their hands.

Impact of having two care workers

In another case, a service user, “Malcolm” described how care workers
who are required to work in pairs do not always travel together, and so can
arrive at different times. Some care staff will refuse to undertake any tasks
until their co-worker has arrived and will even stay outside, waiting, until their
co-worker has got there. This prompted the service user to comment:

| sometimes think the care agency has rules and regulations designed
to protect themselves and not me.

He cited the example of needing to use his commode. In order to use
his commode, he requires a hoist but his care agency stipulates that two care
workers must be present.

In particular | could be urgent {sic} to get onto my commode. And I've
got to sit and wait for the convenience of the second person to turn up
because the company says | mustn’t be lifted onto the hoist by one person.

Service users not having their full allocation of time

Service users not being offered their full allocation of care time was
also identified as a major issue of concern. Typically individuals described
how, despite paying for 30 minutes of care for a care visit, they may only get
20 minutes or less. This clearly impacts on the quality of care, with tasks not
being completed because the care worker is in a rush to get from one place to
another, or care being rushed and fragmented. This results in routine tasks
such as vacuuming being left out or rushed through, or individuals not having
their personal needs identified in the care plan, attended to — for example, not
having a shower. As a consequence, individuals feel their needs are not being
met.

One client described how she is supposed to have an hour of care
during the weekend but the relief workers are often in a hurry:

Sometimes they’re in and out in ten minutes. You're lucky if you get ten
minutes. They never say ‘Do you want a wash or something?’ (sic)
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Another service user, “Jenny” described what happened when a
weekend relief care worker arrived:

She came at quarter past five and she was here only ...well, if she was
here about quarter of an hour that’s about as long as it was and then she left
my fridge door open and my light not on in the loo.

The daughter of “Joan” described how care staff rushing impacted on
her mother, causing her to feel anxious:

We didn’t realise that the travelling time is in with the care time, so if
they {care staff} got stuck in traffic, my mum sometimes only had ten minutes
{of care}, but the way mum was she needed the whole time, so our argument
was — it wasn’t enough time with mum. She felt rushed, she felt — well she
was a nervous wreck sometimes when we arrived.

Later in the interview she added:

...Now we had one situation here when we had two female carers
come at 10 o’clock which was supposed to be for half an hour. They were with
us for fifteen minutes and they were about to put their coats on. We said
‘Where are you going, you haven’t washed and dressed her?’ They said
‘We’ve done our time, we’ve got to go to the next one.” Well we didn’t let them
out of the door, we told them to go back and finish their duties.

Somewhat graphically a service user, “Malcolm,” described how care
staff rushing his personal care needs impacts on his dignity.

Typically they’ll sit me on the commode then be poking their head
round every five minutes and ask if I've finished. I've pointed out that | can’t
open my bowels to order, especially as I'm partially constipated.

Two service users told us they had cancelled their care arrangements
altogether because they felt they were not getting value for money. Others
said they had engaged in their own private care arrangements, employing
their own cleaners or care staff. Again, it can be argued this can have
consequences in terms of safeguarding, in the absence of CRB (Criminal
Record Bureau) checks, thus increasing vulnerability. However, Lancashire
County Council has informed us that it advocates that people receiving direct
payments ensure they use agencies that are registered with the CQC. Social
work staff conduct regular reviews and, as part of this, are able to ensure care
provision is appropriate.

Other service users have taken on a more pragmatic stance: One told
how she has cut down her care visits from an hour to half an hour because
she feels the care staff are not doing much less in half an hour than they
would be doing in one hour.
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High Turnover of staff

Some service users commented on high staff turnover (this also links to
the earlier section relating to service users having several different care
workers). Having a high turnover of staff means it is difficult to maintain a
relationship: tasks have to be explained over and over again as staff leave
and new workers take their place. This, as has already been noted, can be
stressful and tiring for service users, when they have to keep explaining their
needs to different people, and is compounded by the fact that busy care
workers may not have time to read the information in the client’s care plan

properly.

Many of the service users and family members described how having a
regular care worker forms the basis of a good working relationship and allows
confidence to grow and develop. Some individuals were able to describe the
relationship they have with individual care staff — for example, Jenny,”
described how her regular care worker “M” is respectful, courteous and is
familiar with her needs:

There’s one thing about him — do you know he’s the only one that ever
calls me Mrs J?

However, when there is a high turnover of staff, clients do not get an
opportunity to build a relationship with individual care staff and this impacts on
the quality of their care.

Staff demographics

Amongst some of the people we interviewed was the perception that
young care staff seem to engage in care work as a stop gap/supplement to a
university or another career, and may not be committed to a long term future
in care work. This was reflected in the quality of their work and general
attitude. “Lizzie” described how younger care staff often perform care tasks
perfunctorily and are reluctant to engage in conversation or build a
relationship with the service user.

The older ones know me and put me at ease. The young ones are
always watching the time.

“‘Jenny” commented: ...Well you see we are getting young ones that
are going to uni and they’re just in and out.

Conversely, many of the older care workers may have their own health
needs, which impact on their ability to carry out routine household tasks.
“Albert” described how older care workers might have difficulty lifting.

They can be sick — | mean sick with long-term conditions themselves,

but having to go out to work because that’s the only way they can survive, and
they can be quite unfit, and some are more willing than others to do things.
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“Fatima” is an elderly lady who is cared for by her son “Mohammed.”
“‘Mohammed” had trouble obtaining support when his mum was discharged
from hospital. He recalls Support didn’t come until the fourth day — The fourth
day the help arrived, but you know, it was informal, but | don’t know who it
was, a nurse came down — | can’t remember but again it was communication.

After 2 weeks, care was set up by Social Services for Fatima. However,
“‘“Mohammed” remembers that “Fatima’s” husband was never off the phone
because agency worker was coming late, there’s always a different person,
and as you know the elderly people, they’re always a bit wary about different
person, young person. . .one day they sent a man to do the women’s work

and she wasn'’t feeling comfortable with that.

“Mohammed” complained about this. So we had a young girl came in, so
when a new person comes, | have to go there and set things up, because of
lack of communication — lack of English. This was a young girl. She had just
turned 16 or 17. . . and | was sort of watching her from the corner of my eye,
she couldn’t iron. | couldn’t do anything and | said to her, | said “How long
have you been working for this agency?” She replied “This is my first day”. . . |
said to her “Look, this is how | do my ironing and showed her how to do it and
then how to wash the pots because we wash with running water . . . so |
showed her everything and it was just like an induction course and | carried
out an induction course on behalf of that agency and | was really, really
disappointed.

“‘Mohammed” also recalls another major incident that happened. The carer
came and helped “Fatima” into the bath. Suddenly, the carer said “I've got to
go now.” As “Mohammed’s” mum doesn’t speak and understand much
English she just said “Yes, Yes”. The carer left Fatima in the bath and just
went.

This left “Mohammed” with no option but to complain again. Social Services
agreed to look for a care worker who spoke “Fatima’s” mother-tongue
language but this was unsuccessful. At the same time “Mohammed” also tried
to look for someone to care for his mum. He found someone who “Fatima”
was happy with. This led to “Fatima” being offered Self-Directed Support.

“‘Mohammed” states that the relationship between “Fatima” and her Personal
Assistant is excellent. The Personal Assistant is also a Muslim and knows the
religious etiquettes and this is why “Fatima” prefers someone who is female
and a Muslim.

“Mohammed” feels that his mother’s quality of life has improved considerably
following the move to self-directed support and finding a Personal Assistant
who understands his mother’s needs.

The agency that “Fatima” had for over 18 months did not meet her needs.
‘Mohammed” states that his worse experiences were with the agencies — /
never had any good experiences. . .the problems were, care workers coming
late, sometimes they don’t come and they don’t let you know; When they
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come, they’re rushing here and there and they just go. “Fatima” didn’t have a
rota for who was coming and there were many different people. Mohammed
also remembers that there was no communication, they didn’t sit down. There
was no type of conversation. There was no smile, nothing at all. . . the
personal touch to make somebody feel at home and comfortable, that it’s not
a stranger into your home, you know, and it’s just sort of like a family member
helping you out in your daily living really | suppose.

Lack of dignity and respect

Lack of dignity or respect by care staff was a theme that emerged quite
strongly from some of the interviews. This manifests in different ways and in
some instances it is something as basic as people not being addressed by
their preferred name which leads them to feeling devalued. This is highlighted
by the example of “Jenny,” mentioned in the previous section, who
commented that only one care worker paid her the respect she felt she was
owed by addressing her as “Mrs”.

Similarly “Lisa” described how her father was not addressed by his
preferred name.

It was the biggest issue with everybody that my dad came across...
that nobody could be bothered to remember that he was known by his middle
name. He was ‘Alan David’ {names changed to protect client identity) and
they’d wander in ... and they’d go ‘hello Alan’ and you’d think he’s Mr W to
you, show him some respect, he’s not used to that, that’s not even his name.

Other service users referred to specific instances where they felt there
was a lack of dignity or respect:

e One described how a care worker went through her wardrobe to select
clothes for her to wear. This was despite the fact that the client had
already chosen what she wanted to wear

e In another case, a care supervisor turned off a client’s television,
without asking her first, because she said it was too loud. In a separate
incident, a member of care staff upset the same service user when she
accused her of having mouldy food in her fridge. This related to an
apple pie which had a bit of mould on the top. The client felt the care
worker had over-reacted, and was upset because she felt she had a
right to behave as she wanted in her own home

e Other service users have expressed a preference to have their
personal care needs addressed by same sex workers, but in some
cases this has gone unheeded
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e In one incident, a care worker was discovered by a family member
talking on her mobile phone whilst showering a service user

e Another service user, “Jenny” described how she was rebuked for
going into her own kitchen when a care worker was present

| was going into the kitchen and the carer was there. She said ‘You
don’t need to come in here, | know what I'm doing, | know what | have to
do’...I wasn't going to tell her anything, {but} | was going in for something for
myself and it turned round like ... you expect a bit of respect, don’t you, when
you’re getting older? You don’t want to be spoken to anyhow.

e In another case, a male service user, “Malcolm”, described how he
had been out shopping, on his mobility scooter. Because of the bad
weather, he decided to go home earlier than planned. As he was
unable to walk into his home without support from care staff, he rang
his care agency to ask if they could come earlier, as he needed the
toilet and it was very cold. The agency responded that staff could not
come any earlier. As a consequence, the man was left shivering
outside his own home and in need of the toilet. He remembered:

| was stuck outside more than an hour with snow actually falling
around and | couldn’t get into the house and | rang for help and they {the care
agency} said ‘ you’ll just have to wait until they arrive at their scheduled time’.
And | said ‘Well I'm freezing and I'm 75 and | don’t think | should suffer like
this’— ‘We can’t help, we haven’t got anybody’ — and | said ‘I badly need to
use the toilet’ - ‘“You'll just have to do it in your trousers’. And | thought that is
not a caring and sensitive agency.

These incidents illustrate how a lack of dignity and courtesy shown to
clients and a failure to respect their own private space, can impact on client
wellbeing. In the last example, it can be argued that time-pressed care
agencies may not have the capacity to respond to service users’ immediate
needs, but the consequences of not responding may be wide-ranging, in
terms of jeopardising safety or compromising dignity. It also, as the client
himself points out, highlights a distinct lack of sensitivity.

Not being responsive to client needs

Many service users and their families identified instances where they
felt that care services had not been responsive to their needs. For example,
family members remarked that care staff are sometimes ready to take what
the client says at face value without going beyond the surface. “Lisa”
illustrated this by giving the example of her father, who, on the surface,
appeared to be coping admirably and gave the impression that he was
dressing himself and eating his meals.
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Because my dad presented as very compos mentis and able, | think
they {care staff} were confused that he was receiving care anyway, but it was
an appearance rather than an actual thing and so, for example, they would
come in and they’d say ‘D’ {initial changed to protect client identity} have you
had your tea?’ He would say ‘yes I've had my tea.” He absolutely hadn’t, they
didn’t check ...Now they always found him dressed. This is because he never
undressed; he needed help changing his clothes.

... They were supposed to get him dressed and help him get up and
make sure he had breakfast and to make sure that a lunch had been left
out...Now | would come back at tea-time and they hadn’t made him a
sandwich, they hadn’t left him a sandwich out because he told them he was
fine. I'm sure if my dad had been a different person all those things would
have happened, but what they didn’t do was look any further beyond, didn’t try
to get underneath it. So I didn’t think this was caring ...it was just like, I've got
to get through this list of people, he says he’s fine, he’s apparently dressed,
he says he has eaten, I'll be gone. So nobody was checking, so it meant that
the burden was never far removed from me.

I would pop in on my way home from work and I'd say ‘Are you all right
dad?’ and he’d say ‘I'm bloody starving; I've had nothing to eat all day’. I'd say
‘What about the carers?’ ‘Oh I’'m not bothering them.’ So it was, they were
being paid to do something they didn’t do and they were listening to someone
whose cognitive ability wasn’t what it appeared... the care wasn’t bad and I'm
sure if my dad had said | want a sandwich, they would have given him one.
But it was just, they weren’t looking underneath it, they weren’t looking at the
signs and they weren'’t saying ‘well, if 'm not making you a sandwich who is?

Echoing this, another carer, “Sandra” described how her sister, who
suffered from dementia, had visits from care staff to give her breakfast, lunch
and evening meal. The client would give care staff the impression that she
wasn’t hungry or that she had eaten, and could not be coaxed into having
food. Nor could she be persuaded to get dressed and leave her bed. Rather
than try and coax her into getting out of bed and dressed, the care workers
would sit on the end of her bed. Consequently, “Sandra” would visit her sister
later in the day to find that she was still in bed and hadn’t been dressed,
despite it being 4 o’clock in the afternoon. “Sandra” feels this highlights a
training need for care staff in terms of “coaxing” resistant clients to eat, dress
or bathe, rather than accepting what clients tell them at face value.

Not putting equipment in the appropriate place

In other instances, it is simple oversights by care staff, which can have
wide-reaching consequences for individuals. For example, “Isobel”, who is
blind, described how care staff who put cooking utensils back in her drawer
rather than leaving them where she can reach them, are not meeting her
needs, if she cannot access equipment. Similarly, in the case of “Jenny,” she
requires that milk is placed in certain position in her fridge where she can
easily access it. If, as “Jenny” says sometimes happens, care staff do not
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place the jug in the right place, due to rushing, this can mean she is unable to
make herself a cup of tea.

Another service user, “Lizzie” described how her care workers call at
4pm to prepare her evening meal — peeling potatoes and vegetables. But
“Lizzie” does not eat until 6pm and so has to cook the meal herself. Because
she is unsteady on her feet, she is fearful of handling hot pans in case she
over-balances and falls. She had expected that the care staff would cook for
her and has raised, with the care agency, the possibility of care staff coming
later, but has not followed it up; because she does not want to be seen to be
“making a fuss”. This case illustrates how “Lizzie” clearly has unmet care
needs but, in common with many of the service users we spoke to, is fearful of
“making a fuss” in case the service is withdrawn.

Lack of social interaction

Other people highlighted the lack of social interaction with care staff as
an issue of concern. This, again, can be seen as impacting on client
wellbeing. For many individuals, care staff may be the only source of contact
they have in their lives and they look forward to the opportunity to chat, but in
some cases the interpersonal dimension may be woefully lacking, as
highlighted by “Jean”, who said:

I look forward {to care staff coming} and sometimes | don’t look forward
for the same reason...it’s nice to have a chat but they don’t chat very much.
The main carer, she’s very good at her job, but she doesn’t chat very much
...you know you like to have a little chat and that but she just does everything
and gets everything ready, perhaps when she’s sitting down writing in the
book and she has finished, it's always me that has got to start the
conversation and then she will start.

“Jean’s” case illustrates the importance of interpersonal skills in
contributing to the wellbeing of clients — recognising that “care” is more than
merely meeting the physical needs of individuals, but also their emotional and
social needs. This highlights the advisability of training in communication skills
being part of the core training for care staff.

Training

Other service users highlighted training issues that were specific to
their own needs:

e Use of a hoist: the family of “Joan” recalled how care staff said they did
not know how to use a hoist. Twice mum’s fingers were caught in the
hoist and twice she had bruising across her knuckles and fingers

e Coping with the specific needs of stroke patients who have suffered
paralysis: “Pauline” whose husband suffered a severe stroke,
described how care staff tried to dress him:
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... What you don’t do for somebody that’s got a paralysed side is put a
sweatshirt or whatever over their head and then try and yank the arm in,
they’re {care staff} not trained how to do it.

e Training in advocacy and signposting: this was highlighted in the case
of “Jean”, who described how she was required to visit her GP for a
blood test but didn’t feel well enough to attend, yet didn’t feel able to
say this to reception staff. This raises the issue of how it might have
been beneficial for care staff to have made a phone call on “Jean’s”
behalf, and highlights a possible need for staff training in relation to
advocacy. Significantly, many service users have cited examples
where care staff have responded swiftly and efficiently to emergency
situations, as will be considered later, when looking at positive aspects
of care.

Other people have also identified a need for more general training in
relation to cooking skills and basic hygiene, including personal hygiene and
food hygiene. For example, one care worker told a client that she didn’t know
how to boil a potato. Another commented:

They don’t understand how to do things, particularly the young ones.
One said ‘I don’t know how to fry an egq.’ | responded ‘I will have beans on
toast then. One said ‘I have no time to boil a potato.’

Referring to hygiene, one client said of a care worker:
She’s not very hygienic... she’ll empty your commode and not wash
her hands and things like that.

Lack of flexibility in services

Other service users referred to examples of where care agencies fail
to respond flexibly to their specific needs. For example, a service user, who
has mobility problems but is able to drive, asked her care agency if she could
have assistance in helping her to walk from her car to the medical centre
where she was receiving treatment. Her request was declined. In other
instances, clients described how they were required to give a month’s notice
if they wanted to make changes to their care arrangements.

Impact on family carers

Family carers described to us the impact shortcomings in care
services may have on their own role as informal carers, by increasing their
burden. For example, “Lisa” described the stress and anxiety she
experienced because she did not think care services were addressing her
father’'s needs. Of the impact on her own health she said:

It was pretty terrible because | would have to spend two hours every

night after I'd finished work {at her father’s}... it was incredibly stressful, it has
had a huge impact on my own health because you know I’'m now struggling,
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first of all you struggle to lose your baby weight, now I'm trying to lose my dad
weight, because | just used to think I'm so tired, | can’t go and do two hours
with my dad but | had no option because the other things {care
arrangements} weren’t working. I’d stuff a Mars bar down on the way just to
keep my blood sugar up.

In another instance, the daughter of “Joan” described how the burden
of care fell largely on herself and her husband.

Ever since we've looked after mum, we’ve realised that mum was very
lucky because we were there, basically, but if she had been on her own, |
dread to think, | really dread to think what would have happened.

Failure of care agencies to take on board complaints

Several service users we spoke to said when they tried to complain to
their care agency, they felt their issues were not addressed or dealt with
properly. For example one client complained about a specific member of staff,
but felt the agency had not responded to this.

| asked for a person not to come and they don’t take any notice and |
was told before | started here if you don’t get on with someone they would
change, like you don’t know them and you can'’t take to everyone, so we’ll
change them straight away. Now when | complained and | said | didn’t like this
person they started sending her every day, sometimes two and three times a
day.

| first complained a few months ago and she {the person from the
agency} said ‘If we’re very stuck, would you mind her coming an odd time?’ |
said ‘Certainly not’, | said ‘| don’t mind that but | don’t want her all the time’.
She makes me ill, she really does, and after that they were sending her all the
time. | keep going on about it and they still keep sending her.

In another instance, “Jean” described how when she complained to her
agency about the timing of care visits, which she feels is vital because of her
diabetes, she was met with “indifference, total indifference”.

I've rung them and said ‘I'm a diabetic and | must have a carer at half
past eight’ and they said ‘I'll look into it’, but that’s all you get...they just, you
know, they never ring you back.

Another service user, “Jessie” said she had complained to her care
agency about having several different care workers in her home, and asked if
she could have a rota. The person who answered the phone told her this was
not possible because they could not give out names of individual care staff.
When “Jessie” asked if she could have this information verbally, she was
again told this was not possible.
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Communication and Administration

Some people identified communication and administration problems as
an issue. For example, one person described how she had asked her care
agency to cancel visits due to hospital appointments, but the agency had
continued to send care workers to the service user’'s home. This had
happened on more than one occasion.

In another instance, a service user contacted her care agency, during
the icy weather, asking for her care worker not to go until conditions had
improved. She gave the required 24 hours’ notice stipulated by the agency, so
was not expecting to be charged. However, she found that the agency had
charged her. It was not until the lady questioned why she was being asked to
pay that the agency agreed to waive the charge. The same lady described
how she has to take it upon herself to ring the agency to find out what time
care staff are visiting; the care agency do not offer to ring her with the
anticipated arrival times.

Some people commented that although they found individual care staff
to be generally very helpful, they found administrative staff at their care
agency to be less co-operative on the occasions when they were required to
ring their agency.

Giving care staff pin numbers

Some people mentioned how the need to give care workers their pin
numbers in order to draw money from cash machines was a cause for
concern and anxiety. This relates to housebound older people who may not
have any relatives or friends close by, and so are reliant on care staff to make
withdrawals on their behalf. As one service user observed, this problem is
likely to escalate when bank cheques are eventually phased out. This clearly
highlights an issue that could put many vulnerable older people at risk and
place care staff open to accusations that may be unfounded. It raises
questions over how care agencies can ensure systems are in place to
safeguard clients.

Lack of knowledge of formal complaint systems

Some of the service users we spoke to seemed to be unaware of
formal complaint systems, such as Lancashire County Council’s contract
monitoring service, or how to access complaints services via the Council’s
customer contact centre at The Hub. Individuals who are not happy with
aspects of their care and do not feel their complaints have been dealt with
satisfactorily by their care agency, have recourse to complain to the contract
monitoring service at Lancashire County Council, which can be accessed via
the Council’s customer contact centre at The Hub. This apparent lack of
awareness by some service users raises the issue of how information on
complaints procedures is being fed through to clients and their carers and how
this could be improved, or presented in a way which is easy for individuals to
follow and understand.
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As mentioned in the section on Lancashire County Council’s role in
domiciliary care services, the contract monitoring team sends out a customer
satisfaction questionnaire to service users, in order to monitor the quality of
domiciliary care services. One service user who had responded to the
questionnaire told us he felt the comments that he had made about the quality
of his care had not been followed through. Another person mentioned that he
preferred talking about his experiences to a LINk community engagement
officer, rather than filling in a questionnaire. This, it can be argued, illustrates
the value of qualitative research, as a methodology, in giving people an
opportunity to air their views in an open-ended way, rather than being
confined to the answers in a questionnaire.

Significantly, some individuals said they were fearful of making a
complaint because of their frailness and vulnerability. They were also afraid of
making a fuss in case they lost the service. As “Jean” illustrated:

It’s the hassle — well you know when you’re not fit enough and you feel
sometimes you’d like to say something but you're just too frightened to offend
them really.

Similarly, another service user described how she used to have four
care visits a day, but this has been reduced to three. Care workers give her
medication, which is stored in a “tablet safe,” because she used to forget to
take her tablets. The lady would like an additional care visit at teatime in order
to take her tablets, because she is in too much pain, but does not want to be
seen to cause trouble.

Conversely, another service user, “Albert” felt it was the notion of “who
shouts loudest gets heard.

| feel | get a good service because | demand a good service, whereas |
feel that other people... don’t get a good service because they are vulnerable
and feel vulnerable and would not dream of complaining.

Difficulties accessing information

Those who had tried to use the Council’s customer contact centre at
The Hub for information generally (not just in relation to domiciliary care)
commented that they found accessing the right people via the Hub can be
“annoying and time-wasting” due to being passed from one person to another.

Similarly, another service user commented that The Hub — is not very
good at all, as you explain yourself, are transferred, explain yourself again and
are transferred again. It’s all very frustrating.

Another lady, 91-year-old “Isobel” described how she was suffering
from acute anxiety due to the fact that she had been told the cost of her care
had gone up to £145 and no one had been able to give her an explanation.
She said she had tried, for two weeks, to get a social worker to sort out her
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financial situation, but to no avail. She was reluctant to complain to the care
agency because she didn’t feel confident that she would get the help she
needed. This lady appeared confused and uncertain and said the worry had
caused her to lose weight. This highlights another possible training issue for
care staff, in terms of being able to signpost clients to relevant support
services, such as Help Direct and Lancashire County Council’s customer
contact centre.

Review of care plan

Some of those we spoke to gave the impression that their care plan
had not been reviewed and they appeared to be unaware of steps they could
take to get their needs re-assessed in the light of changing circumstances.
Lancashire County Council has told us that anyone receiving on-going care is
entitled to a regular review of their care plan, and can request additional
informal reviews if their circumstances change. The apparent lack of
awareness of the review process among some service users raises questions
over the effectiveness of information concerning reviews and the right of
individuals to request an informal review of their care needs. It also raises the
question of how can frail and vulnerable older people articulate their changing
needs and circumstances, particularly if they live alone and do not have a
network of informal support from family members. The Council’s role in review
processes will be discussed more fully in the next section (Discussion and
Recommendations).

Ultimately — Lack of power

From talking to service users and their informal carers, it can be argued
that some individuals are passive recipients of care, waiting for services to be
delivered to them, rather than actively engaging with and negotiating their own
care needs. Similarly, there is the sense that some care agencies are working
in ways which best suit their own needs and not those of the client. This
reinforces the notions of disempowerment and marginalisation felt by many
vulnerable older adults and goes against the basic tenets of personalisation,
which are to empower and enable clients to lead their own lives and create
their own choices. However, not all care experiences are negative; many
service users reported many positive aspects to their care and it is to these
we now turn.

Positive aspects of care

It must be emphasised that many service users value the support they
receive from care agencies, and had nothing but praise for the service. Even
those who had experienced difficulties felt that they could not manage without
support, however problematic this might be. For some people, the negative
aspects of care were outweighed by the positive aspects — for example,
individual care workers were identified as providing exemplary levels of care
that somehow compensated for the failure of other care staff to meet client
needs.
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“denny” described the relationship she has built up with her regular care
worker, “M”.

Oh well M.. is the most regular, that’s one of the men and he’s ever so
good, same as if he makes a meal for me, he presents it nice, you know,
because some of them {other care staff} are a bit rough and ready ... do you
know he’s the only one that calls me Mrs J, sometimes you just feel you don'’t
well... you see, we're getting young ones that are going to uni and they’re just
in and out.

Another service user similarly pointed to variations in care from staff
working within the same agency.

Some of them are very good, they will sit and talk to you for quarter of
an hour, some won’t — they’re just in and out, but the ones that do, they’re
really good because it’s a long day.

Service users identified friendliness, approachability, being prepared to
do whatever is required by the client, and having time to listen as positive
qualities. This is reflected in the following comments:

We had a foreign chap come, didn’t we? That little Chinese man, he
was lovely, he was absolutely lovely with mum and he used to call her
‘mum’”... as soon as he walked in the door he used to kneel at mum’s chair
and have a little chat with her.

I have two carers and | honestly couldn’t say | get a better two... if |
want something bringing in I'll phone C {carer’s name} and say ‘Do you think
you can bring me so and so in? You know and she’ll send her husband to go
and fetch it because he’s retired.

The girls are really friendly and they will do anything for you. And if
there’s anything | want, special, like chops or anything, they will go and get it
for me and at Christmas they help me, you know they brought my catalogues
up and ticked things off and | gave them the money and they went for them,
things like that.

Another person described how care staff provide vital social support for
her 24-year-old daughter:

It’s very helpful for my daughter because she leads quite an isolated
life, so on the social side they get her out to take her shopping, encourage her
to try new things and in the evenings they will accompany her to the cinema,
for example, to which she wouldn’t go - obviously she wouldn’t go on her own
and it’s not always convenient for friends to go with her. It gives me a break. It
gives her a break from me actually.

The agency we use send young carers... | know they can’t become
friends, that would be dangerous... but they become part of our routine.
They're lovely girls and they're really lively, really jolly J... along and she looks
forward to it, that she’s sat waiting ten minutes before they arrive and god help
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them if they’re late (laughing) which they often are...so | wouldn’t be without
them, they are part of our daily routine now, we both look forward to them
coming.

Some service users said their care agency provided them with a
weekly rota showing which staff were due to visit, and at what times. This was
seen as invaluable and gave clients a sense of control in that they knew
where they were up to, and could plan their day around care visits. This can
be seen as illustrating the value of a simple rota in providing people with
peace of mind.

Other individuals cited time-keeping as a key positive quality. For
example, “Polly” who has complex needs, described the time-keeping shown
by her care agency as “spot on- absolutely spot on.” She has the same care
workers most of the time and has a rota, so she knows exactly who is coming
and when. If, on the rare occasions care staff are going to be late, they will
phone her and let her know. Polly also described how her care agency is
flexible and accommodating. She attends the local hospice as a day patient
one day per week, and the care service has adjusted its times to
accommodate her needs.

Some carers and service users described how their care workers have
been swift to respond if they have noticed a change in their medical condition,
or when presented with a genuine emergency. Again, this can be seen as
offering reassurance and peace of mind.

“Polly” described how, on one occasion, she passed out and the care
staff dealt with this speedily and efficiently, reporting the incident to the local
surgery. On another occasion, she had a urinary and chest infection and the
care staff notified her GP.

| don’t ask them but if I'm ill the doctors come out... The management
at P {care agency} will have rung the surgery.

Similarly, “Lisa” described the way her father’s care agency responded
after he suffered a severe fall, as “absolutely fab”.

Do you know ... the day he fell and he was really badly damaged, he’d
really banged his head and it was a mess, they were absolutely fab. You know
I’'m sure they got the ambulance there a lot quicker than | would have done
and by the time | got there | was just in time to follow the ambulance... So |
was glad of them and grateful, you know, when there was a real crisis and
they absolutely came through. But it was just the day-to-day stuff they didn’t
do quite so well.

Some people commented favourably on the care provided by

Lancashire County Council’s domiciliary care services, as typified in one
comment:
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They were caring, they were thoughtful, they did everything we asked
them to do. They couldn’t have done any more for my mum.

The following case studies highlight how, for some people, care
services can have a positive and beneficial impact upon the quality of their
lives.

“Bill” suffers from complex physical and mental health problems and his wife,
“Pat” is his carer. “Bill” has visits from his care agency on three mornings each
week, when he receives help with washing and dressing. On Wednesdays his
care worker takes him, in his wheelchair, to the paper shop to pick up his
morning paper. On Fridays his care workers pick him up and take him to a
local lifeboat station, where he works as a volunteer information assistant for a
few hours. Organising his care in this way means that “Bill” is able to get
outdoors and meet people, as well as retaining links with his former
employment and maintaining an interest, whilst “Pat” gets a break from her
caring role and is able to visit friends or go shopping.

“Bill” identified going to the lifeboat station as being important to his social
wellbeing. His wife explained: It’s ideal for him. And they are willing to do it —
the care agency are willing to do it for him.

Care staff are always punctual and, on the rare occasions they have been
late, they have contacted the couple beforehand to let them know. “Pat” has
her own health problems. On one occasion she was taken ill with chest pains
and her husband’s care worker stepped in.

This particular care worker, he dealt with it and organised an ambulance for
me. He rang the agency and they arranged for someone to come and stay
with B {her husband}. The whole day was organised for us and | was very
grateful to them. One of my friends said afterwards that she felt they couldn’t
have done any more for us - and she is a nurse!

The couple say they feel indebted to their care agency for giving them
confidence to live independently in their own homes whilst at the same time
pursuing their own hobbies and interests. “Pat” likens the level of confidence
she has in the care staff with that of her family.

They are all very good — very friendly. They’re very respectful — they don'’t
intrude in any way. They always offer ‘Is there anything else you want’?
Usually we’ll have a coffee and then they have a little chat and they’ve all got
something to tell you which is nice — | mean they don'’t give you their life
histories or anything like that, but they talk which is nice. And, from time to
time, | will go out, but | do have more peace of mind now. | have confidence in
the agency. It’s like being with your own family and you have that {same kind
of} confidence. And it seems we can be together — because of the care we're
getting at home, B doesn’t need to go into a care home.

In another case study, “Tom” described how, under direct payments, he
is able to determine his own care needs.
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“Tom” suffers from Parkinson’s disease and employs two care workers for 12
hours per week to help him with personal care and household tasks. This, he
feels, has enhanced the quality of his life because it frees his time to spend on
the activities he enjoys, such as voluntary work.

| get direct payments, so | am able to employ my own carers and strictly to the
times | want them for ... so I've been able to give them contracts of
employment based around that and fine tune their job descriptions to what |
need.

Through this, “Tom” says he has been able to design his own flexible package
of care, which includes care workers accompanying him to the shops on
certain days.

Being able to specify the hours you want and sometimes be flexible with that
suits all of us, because | can have some social time with them (care workers),
when | go out shopping. | have two workers because when one’s off the other
one can cover and that sort of thing...

It has cheered me up no end because | know a: that they are there and b: that
I’'m living in a house that’s kept clean and tidy and stuff, and that some of the
things that I find difficult are getting done without me worrying about it... and
you can then go out and think, ‘that’s that done, | can go out and relax’. |
volunteer for two or three agencies. Without that freedom | wouldn’t be able to
volunteer for these people in the way that | do, put a bit back into the
community if you like.

“Betty” was diagnosed with asbestos related cancer. Following a case
conference, she was assessed and allocated a care package, funded by
direct payments. Her daughter recalled:

We received excellent support and financial advice from a range of health and
welfare professionals with regard to managing direct payments funding.

Help and support in the home was worked out with input from Social Services.
The Macmillan nurses were very helpful regarding attendance support and
other benefits. “Betty” was also allocated a social worker.

Initially, after discharge from hospital, she was provided with 24.5 hours per
week of domiciliary care.

At a further review Social Services pointed out that wanting a bath every day
was a want, not a need. Her daughter pointed out that personal hygiene was
very important to her and did not feel that “Betty” was making unreasonable
demands.

However, by mutual agreement, the care provided was reduced to 13.5 hours
a week with provision to increase the care if necessary.
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Carers visit “Betty” daily; the carers are friendly, very reliable and punctual.

Each morning the carers attend to “Betty’s” personal care and prepare her
breakfast.

In the evening they make her supper and have a chat, ensuring that the
curtains are closed and the doors are locked.

Other tasks undertaken by the carers during the week are general cleaning
around the house, laundry and taking her shopping for everyday needs. This
provides peace of mind for her daughter.

The knowledge that someone is being there for Mum on a daily basis and
supporting her so she can stay in her own home was all that | could have
asked for. The carers are friendly and approachable and go that extra mile to
help. One returned back one evening as she did not feel my mother was
happy, she wanted to know that mum was alright and had gone to bed.

These case studies highlight how care services, when properly
managed, can have a positive impact on the quality of people’s lives.
Moreover, they illustrate how, instead of being passive recipients of care —
having care done to them and for them — service users and their informal
carers’ can, by becoming the architects of their own care, have their social
and emotional wellbeing needs addressed holistically and in ways which suit
them. The case involving “Pat” and “Bill” also highlights how willingness by
care agencies to “think outside the box” and provide an imaginative approach
to care, can reap dividends in terms of its impact on client wellbeing. This fits
in with the underlying philosophy of “Putting People First’. The case studies
can be regarded as exemplars of good practice, which other agencies would
do well to emulate. Indeed, as one of the recommendations from this
research, we suggest Lancashire County Council provides an opportunity for
care agencies to share good practice and give some consideration to
organising an award system, to acknowledge the work done by exemplary
care agencies and individual care staff. This will be looked at in the next
section, when discussing the main findings of the research and our
recommendations for good practice.
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Discussion and recommendations

In this section we discuss some of the key findings and their implication
for practice, making recommendations where appropriate. Each of these will
be discussed in turn and, where appropriate, will be followed by
recommendations by the LINk. From analysing what people are saying it is
clear that when people perceive their care to be falling below their
expectations, this can have a detrimental effect on the quality of life, leading to
fear, stress, frustration and a sense of powerlessness and lack of confidence
in the service.

Having different care workers arriving

As has been noted, many service users reported having several
different care workers visiting their homes during the course of a week and
spoke of the frustration and stress this caused, particularly if they did not know
which care workers were going to be coming, or at what time. This relates
mainly to relief staff, who provide cover for the regular care worker whilst that
person is off, and is compounded by high staff turnover, leaving service users
with a succession of different faces, some of whom may be unfamiliar to them.

It is through listening to people’s stories that we gain an insight into
their thoughts and emotions, and it is evident that, for some frail, confused
and vulnerable clients, there is an almost palpable sense of fear and anxiety
concerning opening the door to care staff who may be virtually unknown to
them. For these people, there is a risk that health and safety may be
compromised, particularly if, as in the case of one lady we spoke to, service
users leave their doors unlocked to allow care workers entry. This contributes
to stress and feelings of vulnerability. Other individuals said they simply do not
like having a succession of different care workers in their home, without prior
knowledge of who is going to be coming, seeing it as an invasion of personal
space.

In contrast, those who were provided with a rota by their agency said
this gives them clarity and peace of mind: they know exactly who is coming
and on what day/time. Others described how having a regular care worker(s)
helps create a good relationship and builds confidence in the care service.
They do not mind having relief staff, provided they know who is coming.
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The LINk recommends that each care agency produces a weekly
rota which is readily made available to all service users and their
families. We feel this should form a requirement, when monitoring the
quality of services, in order to promote the care and welfare of people

who use services (CQC essential standards, outcome 4). In addition,
care agencies should strive, where possible to ensure individuals have
access to continuity of care services, to allow relationships and
confidence to develop, and to provide vulnerable people with
reassurance that care is being delivered seamlessly.

Care workers not arriving on time

Many of the service users and their carers we spoke to mentioned how
care workers often do not arrive at the specified time. The timing of visits can
vary from being up to an hour and a half late, or up to an hour earlier than
scheduled, with two individuals reporting delays of up to two and a half hours,
waiting from 8.30am to 11am for their morning carers to arrive. As noted
already, this can impact on the quality of people’s lives, causing stress and
anxiety, particularly in the case of those who are diabetic or who, with poor
mobility, face struggling to get out of bed because their care workers have
arrived early. Whilst many service users acknowledged that it was mainly
relief staff who did not arrive on time, others said it was across the board for
all care staff to arrive at different times, at best causing them inconvenience,
for example by interfering with washing, dressing, meal times or television,
and at worst causing stress and anxiety, and jeopardising health and safety.
For people with diabetes or those who are required to take medication, it can
be regarded as imperative that care staff arrive on time.

Whilst it can be acknowledged that busy care staff rushing to get from
one place to another may be unavoidably delayed, some care agencies have
built into their practice a requirement that care workers ring clients when they
know they are going to be late. This offers reassurance to service users and
their carers.

The LINk recommends that each care agency builds into its
practice protocols relating to care staff phoning service users and/or
their carers when and if they are going to arrive 15 minutes later than the

stipulated time, in order to allay anxiety and as a sign of courtesy to
users. We also recommend that care agencies are alerted to the impact
of staff arriving late on people with diabetes or those who are required
to take medication at set times.

Service users not having their full allocation of time

As has been noted, many clients and their carers felt they were not
getting their full allocation of time, with some people reporting how, in a care
slot of half an hour, they might typically get 15-20 minutes or less of care, or
how, in a care slot that is supposed to last an hour, they may get 45-50
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minutes or less. This can lead to them feeling that their care needs are not
being adequately met (see later section) and that they are paying for a
service they are not getting. Two people told how they had recently
withdrawn their care service because they did not feel they were getting value
for money; another two had reduced the timing of their care visits from an
hour to half an hour; others said they were supplementing their care with their
own cleaners or private carers because they felt this offered a better level of
service (under Direct Payments clients can choose from a range of support
services, including domestic and cleaning services).

Service users who did not get their full allocation of time described
how this led to feelings of frustration and stress amid the sense that their care
was rushed and fragmented. They described how this put them “on pins all
the time”. Significantly, there was also the sense that care staff were too busy
rushing through care to spend time on interpersonal interaction, regarded by
many clients as an important part of the care process. In other cases, clients
reported how care staff were unable to complete routine tasks such as
vacuuming because they had to rush to the next client.

This, it is argued, can lead to a sense of feeling devalued and
unsupported, and goes against the tenets of client-centred care, outlined in
the “dignity domains” identified by Help the Aged (see policy section).
Moreover, it can be suggested the notion of care workers having to rush
through their work, leaving them with little time to build a relationship with
service users, does little to enhance their own caring experience and may
leave them with reduced job satisfaction, a contributory factor in high
turnover.

In contrast, in cases where service users have reported a positive care
experience, they describe how care staff have time to sit with them and have
a coffee and there isn’t the sense that staff are rushed. Clearly, it can be
argued, if some care agencies can achieve this standard, then, in theory, it
should be possible for other agencies to emulate this.

Lancashire County Council’s contract specifications allow for up to ten
minutes’ travelling time for each care visit, so a half hour visit might involve
twenty minutes of actual care. There is an onus of responsibility on care
agencies to ensure travel time is used effectively and to maximise efficiency.
Agencies are asked to plan care visits on a geographic basis to increase
efficiency, and in rural areas the Council has worked with a smaller number of
agencies to ensure the villages are adequately covered in a way that
minimises travel time.

However, the Council acknowledges that the current approach to
travel time has been in place for many years and will not fit with the
personalised, flexible and transparent approach that is being developed as
part of self-directed models of support. As part of a more flexible approach,
people will be able to use their care in different time units to meet their own
needs and choices and give them more control. This will require a review of
how travel time is built into contracts.
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It is evident that many service users do not feel they are getting
value for money when it comes to the length of care visits. The
Lancashire LINk recommends that contract monitoring staff continue to
scrutinise the length of care visits as part of their quality assurance

process, and remind care agencies of their responsibilities in relation to
allocated care time. In turn, the LINk will continue to monitor complaints
and will be prepared to pass on the names of care agencies to
LANCASHIRE COUNTY COUNCIL.

Dignity and respect

Some service users described instances where it can be seen they
were clearly treated with a lack of respect and dignity by care staff. These
ranged from individuals not being addressed by their preferred name to care
staff over-stepping the boundaries by going through personal possessions
(wardrobe) or switching the client’s television off without asking, to services
failing to pay heed to requests for a care worker of their own sex to carry out
their intimate care.

In contrast, those clients and their carers for whom care was a positive
experience, described how care workers showed courtesy and respect and
were willing to do anything for them.

Our research also shows there are not only variations in care services,
but also variations in staff working within the same service, in terms of
interpersonal skills — with younger staff generally less aware of the importance
of dignity and respect. This indicates a need for core training in dignity, set
within the context of a broader understanding of the ageing process and what
it feels like to grow older, as a way of creating intergenerational awareness, as
part of the induction of care staff. Again, this can be seen as giving added
value to the carer role, creating a mutually satisfying experience for the carer
and the cared for. This is in line with the recommendations of a report on
developing dignity and respect in care services (Centre for Public Scrutiny,
2009), which advocates training for frontline staff on dignity and respect, as
well as ensuring that dignity and respect are embedded in organisational
policies.

As has already been noted in chapter two, when looking at the role of
Lancashire County Council, the Council’s contract monitoring team monitors
the performance of providers against certain standards, including dignity in
care. There is a requirement that formal training, staff meetings and
supervision should include, amongst other things, knowledge of the dignity in
care information and charter (see appendix A).
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The LINk supports the view that all staff should have access to
training on dignity and respect as part of their induction. In addition, we
are proposing to create an award to recognise the most outstanding
Care Worker and Care Agency in Lancashire, with respect and dignity as

core components. This will not only give exemplary care workers and
agencies the opportunity to gain the recognition they deserve, it should
also set standards for other care agencies to emulate, and create
incentives for good practice.

Failure to respond fully to client needs

Responses from some service users indicated that their needs are not
fully being met by care agencies and staff. This is linked to the notion that
care staff are often unable to give service users their full attention, due to
constraints on their time. Consequently individuals felt their needs were not
being met in terms of having valued social contact time with care staff. For
some, the care workers are the only people they see in their day and they
welcome the opportunity to talk; however, this was sometimes denied to them,
either because the care staff were too busy or because they lacked social
interaction skills.

In addition, family carers highlighted specific examples of where they
felt care needs were not being met, in relation to dealing with clients with
complex issues such as dementia or stroke. These relate to issues such as
“coaxing” reluctant service users who may not want to eat or get out of bed, or
being able to recognise the needs of clients with limiting conditions, such as
stroke patients, who may require specialist support in dressing. These can be
seen as having a training implication for staff and will be considered in a
separate heading on training.

In another example, service users described how simple omissions,
such as failing to leave milk where it could be easily reached in the fridge,
forgetting to leave a bathroom light on, or leaving kitchen utensils in a place
where they could easily be seen by someone who is blind, can severely
impact on the quality of their lives and reduce their ability to carry out tasks for
themselves and retain some degree of dependence and dignity. Here it can
be seen that what might seem simple oversights on the part of busy care
workers can have far reaching consequences for frail older people.

The Lancashire LINk recommends that care agencies strive to
develop the concept of person-centred care — and that as part of this key
emphasis is given to offering core training for staff in relation to
interpersonal skills and in developing person-centred practice within

induction training and support, supported by a broader professional
development programme. Through our award scheme (see above) we
aim to provide an opportunity to recognise good practice in relation to
interpersonal skills and developing person-centred practice.
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Lack of skills or training around specific issues

As noted in the last section, some service users identified the lack of
interpersonal skills among care staff as something that impacts on the quality
of care. This raises questions over whether there is a need to provide training
in relation to interpersonal communication as part of induction, prior to care
staff undertaking the NVQ course in care.

In addition, some service users and their carers identified a need for
training in relation to specific issues. These were identified as follows: the use
of a hoist (mentioned by the family of one service user), specialist support for
stroke patients, in terms of helping them to dress and undress if movement is
restricted, and helping to “coax” clients who may be reluctant to feed or get
dressed (this may be a particular case in point for service users who have
dementia or impaired cognitive ability). The need for training in specialist
areas, such as stroke, diabetes and dementia, corresponds with the findings
from the CQC service inspection report of adult social care in Lancashire
(CQC, 2010), in which the authors drew attention to the need for
LANCASHIRE COUNTY COUNCIL to “strengthen procurement arrangements
to ensure providers are effectively informed and equipped to support older
people with diverse or complex needs.”

Other people drew attention to the need for training in basic hygiene
and in basic cooking skills. In relation to cooking skills, the CQC inspection
report states that most service providers recognised the importance of good
nutrition. It can be argued that offering care staff basic training in healthy
eating and cooking skills provides a way of ensuring service users’ dietary
needs are met, as well as enhancing the skills and knowledge of care staff.

To the list of training possibilities, we also suggest advocacy training,
so that staff are able to negotiate on behalf of clients, (as seen for example in
the case of one client who needed non-urgent medical attention but didn’t feel
well enough to travel to the doctor’s). This includes having knowledge of the
range of agencies to signpost clients to, should the need arise.

In fairness to the care staff, some family members described how
individual care workers “pulled out the stops” and acted swiftly when there
was a genuine medical emergency. However, advocacy might be as basic as
being responsive to changes in client’s conditions and offering to make phone
calls on their behalf to medical and care services. This, as we have already
noted, already happens with many care agencies. But training would help to
standardise provision, and ensure care staff are fully responsive to client
need.

We also suggest that, as part of their training, care staff have an
awareness of services such as Help Direct, as a first point of inquiry service
for dealing with a range of health and wellbeing issues, and are able to
support service users in accessing information about luncheon clubs and
other services that promote social inclusion.
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Lancashire County Council’s contract monitoring team have told us they:

Monitor providers against certain standards for formal training, induction, staff
meetings and supervision. As part of this, there is a requirement that staff
receive training in safeguarding (adults), health and safety (i.e. moving and
handling), externally accredited medication training and equal opportunities
training. In addition, induction, staff meetings and supervision sessions should
include knowledge and awareness of complaints procedures; dignity in care
charter; ‘No access to service user residence’ policy; data protection policy
and business continuity procedure.

And that:

All providers also have access to some level of subsidised continuous
development training for their care workers annually via the Lancashire
Workforce Development Partnership (LWDP), which provides a strategic role
to training and development. The LWDP is a wholly owned subsidiary of
LANCASHIRE COUNTY COUNCIL and its function is to manage the
workforce development grants which support employers by making funds
available for staff training and development in order to improve social care
and invest in the social care workforce.

The LWDP inform us that:

The LWDP funded the NVQ in health and social care, though this funding has
now stopped in readiness for the new Qualifications and Credit Framework,
(QCF), the new vocational qualification standard which is being rolled out from
January 2011. The LWDP works with over 100 training providers to part fund
or commission a range of induction, short courses and continuing professional
development training, including moving and handling, first aid, dignity in care,
safeguarding, and leadership and management. Some courses are available
as subsidised e-learning packages, for example e-learning courses on stroke
awareness and dementia awareness have recently been developed.
Awareness training is also organised on specific topics, for example, a
dementia awareness day was organised for care providers and staff. Other
training has been offered through joint funding with the NHS on End of Life
Cancer Awareness and Stroke Awareness, plus detailed training on Dementia
delivered by Bradford University is being delivered in partnership with
LANCASHIRE COUNTY COUNCIL. The LWDP have told us that funding for
other short courses can be considered if there is an identified demand.

Lancashire County Council, through the LWDP, has this year made available
to all preferred providers a new course entitled “New Ways of Working, New
Type of Working.” This trains care staff to “think out of the box” by considering
individuals holistically and incorporates person-centred care. We are told by
the Council that the course was particularly well received by participating staff
who said it gave added value to their role, increasing job satisfaction.
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The Lancashire LINk feels that training and professional
development should be treated as a priority by care providers, and
should continue to be subject to regular review and scrutiny. In line with
the CQC'’s Essential Standards on quality and safety, services are
required to ensure service users have their needs met through being
supported by staff who have undertaken appropriate training.

We believe interpersonal skills are integral to the care worker role
and should be offered as core training as part of induction, alongside
health and safety. In addition to the core training required as a minimum
standard by the Care Quality Commission, we feel staff should have
access to a wider range of professional development, including training
around healthy eating and basic cooking, advocacy, developing a
person-centred approach to care, and developing care skills in specialist
areas, such as looking after people with dementia and stroke. Not only
would this raise the skill level of staff, and ultimately the quality of
service, it would also enhance the role of the care worker, increasing job
satisfaction and retention.

The need to have well qualified staff who are responsive to
individual need also fits in with the broader agenda around
personalisation.

The “New Ways of Working, New Type of Working” course,
referred to earlier can be viewed as an example of training that is of
particular value in terms of supporting the development of staff, in order
to meet the personalisation agenda.

Whilst we recognise that many care agencies will show a high
degree of commitment to staff development, it has come to our notice
that some domiciliary care providers may be reluctant to release staff
from their duties in order to attend training, with the expectation that
staff will undertake training in their own time.

We feel there should be an onus of responsibility on care
agencies to ensure they set aside valuable time and invest in staff
training in order to create a motivated and skilled workforce, in line with
the requirements of Investors in People. In our award scheme, we would
be looking at domiciliary care agencies that show evidence of a clear
commitment to staff development.

Lack of flexibility by care services

Some service users pointed to how they felt there was a lack of
flexibility in the way care services operate, citing examples of how it was
difficult to change their care arrangements if they had a medical appointment,
or, as in the case of one client, not being able to accommodate her need for
support with walking when attending medical appointments. In many ways this
corresponds with the earlier section, on failure of services to recognise or
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respond to client need. However inflexibility to meet individual need or a
client’s changed circumstances suggests that some care organisations may
build their practice around meeting the convenience of the service rather than
satisfying the needs of clients.

The LINk will continue to monitor cases where service users have

complained to us about lack of flexibility from their care agency and we
will report our findings to the contract monitoring team.

The impact of care on other family members

It is clear that when there are problems and difficulties with care, these
impact on other family members. As we have seen, this can give rise to
increased stress and anxiety: rather than relieving family members of their
burden and providing valuable respite, care that is unsatisfactory can
exacerbate the stress and pressures of caring. In contrast, those who had a
positive care experience, described to us how this had enhanced their quality
of life, providing family members with a welcome break.

The LINk is aware that, through the Lancashire Carers’ Strategy
and various carers’ support groups, there is a well-established network
of support for carers. We also recognise that carers’ support groups

provide family carers with a platform to consider issues in relation to
domiciliary care services. At the LINk, we feel it is important to
strengthen our relationships with carers’ groups, so that we can support
them in raising concerns around domiciliary care.

Complaints: fear of complaining

Some service users told us that they were fearful of complaining in
case they lost their service altogether: it was a case of any service, however
problematic, is better than none. This reinforces notions of stoicism, or
perhaps resigned acceptance, among vulnerable older people who may feel
powerless to make changes and would rather suffer in silence. This is typified
by one of the service users we spoke to, “Lizzie”, who described how care
workers arrive at 9pm to get her ready for bed, but she doesn’t go to bed until
two hours later, and who is fearful of cooking with hot pans in case she scalds
herself, yet feels she must do this because her care workers arrive too early to
cook her evening meal. “Lizzie” says she has taken this up with her service
provider but it has gone unheeded. She would like to complain but is fearful of
“making a fuss”.

Personalisation puts the service user as the consumer at the heart of
the care process, able to exercise choice and control over their care. The
challenge is to ensure people like “Lizzie” have the knowledge and the
confidence to make their choices, or find someone who is prepared to
advocate on their behalf. We understand Lancashire County Council is in the
process of developing a “Care Navigator” role to support people receiving
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direct payments or funding their own care to ask for help or information in
sourcing appropriate care: it is our hope that this role will evolve to ensure
people like “Lizzie” gain the support they need.

The Council also manages the contracts for advocacy services, which
are available to anyone who wishes to discuss complaints or issues relating to
their domiciliary care or other services, but may lack confidence.

The Lancashire LINk will continue to take a proactive stance to
inform people, through our newsletter and networks with a wider range
of agencies such as Age Concern Lancashire and Help Direct, of their

right to complain or ask questions if they are not happy with their
service. We will also publicise the availability of advocacy services. We
would also welcome opportunities to become involved in the
development of the Care Navigator role.

Complaints not being addressed by care agencies

A number of service users and their carers described to us how, when
they tried to complain to their care agency, they felt their issues were not
addressed sufficiently or not taken seriously. For example, one service user
described how, when she complained to her agency about needing care at the
time specified because of her diabetes, she was met with “indifference” and
the person who answered the phone at her agency failed to get back to her as
promised. Another person described how, despite asking her care agency not
to send a specific care worker, this request went unheeded.

The CQC'’s Essential Standards of Quality and Safety stipulate that
people using services have the right to expect that their complaints will be
listened to and acted upon (outcome 17).

The LINk will continue to monitor situations involving complaints
from individuals about their care agencies and will continue to report

instances where care agencies have failed to act upon complaints to
Lancashire County Council.

Service users unaware of other complaints systems

Some of the service users we spoke to were unaware of the fact that
they had an entitlement to complain to Lancashire County Council if they felt
complaints made to their care agency hadn’t been dealt with satisfactorily.
Complaints are made via the customer contact centre at the Hub. However,
other clients reported that when they phoned the Hub, they had difficulty in
reaching the right person and found it frustrating because they were passed
from one department to another. This did not relate specifically to making
complaints, but also to other, general, requests for information.
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The fact that some people seemed to be unaware that they could
complain to LANCASHIRE COUNTY COUNCIL, if not satisfied with the
response from their care agency, raises questions over the effectiveness of
information leaflets informing people of this right.

Lancashire County Council has described to us how they have developed
systems for dealing with complaints:

The Council received praise for having in place clear and robust complaints
procedures by the CQC in its Service Inspection of Adult Social Care in
Lancashire, (CQC, 2010).

In addition, the Council monitors complaints through its “Your Views Count”
leaflet which routinely goes out to social care service users to ascertain their
views on services. Much of this feedback comes back in the form of
compliments or comments. However, complaints are also captured in this
way, although they are vastly outnumbered by compliments and comments.
When a complaint is raised outside of this routine process, a complaints
leaflet is sent out to explain the system. Complaints are analysed and
monitored and a complaints report is produced annually. Complaints
concerning domiciliary care services accounted for the main source of
complaints, but this has fallen, from 23% of all complaints in 2007/08, to 19%
in 2008/2009 (LANCASHIRE COUNTY COUNCIL Adult Social Care:
Complaints and Representations, annual report).

As part of the complaints process, a new impartial mediation service is also
available. This can be used in cases where relationships have deteriorated
but have not yet broken down, and could be used, for example, where people
have a complaint about domiciliary care which has not been resolved to their
satisfaction. It could involve people sitting around the table with trained
mediators in order to resolve an issue — i.e. managers from adult social care
with the power to make decisions, domiciliary care providers, carers/service
users and/or advocates.

However, our research with service users and carers suggests that
some people may be unaware of complaints processes and related support
systems such as advocacy and mediation. This raises questions about
information leaflets, how these are explained to clients and whether
information could be made more accessible.

58





The Lancashire LINk acknowledges that Lancashire County
Council has clear systems and processes for dealing with complaints
and for supporting people who have concerns about their service and
wish to complain. We also feel initiatives, such as the mediation service,
are likely to be of value in supporting people who have issues which are
unresolved. Similarly, we feel there may be many service users who,
fearful of complaining, would benefit from the advocacy service.
However, our research suggests that service users may, for whatever
reason, be unaware of this information. This raises inevitable questions
over how and when information leaflets are handed out, and the extent
to which the information provided is reaching people’s awareness.

With this in mind, the LINk suggests Lancashire County Council
gives some thought to how information concerning complaints and
support to make a complaint can be made accessible. The LINk is keen
to work collaboratively with LANCASHIRE COUNTY COUNCIL to design
an information leaflet incorporating a simple flow chart, showing the
steps individuals need to make in order to make a complaint, firstly to
their care agency, and then, if not satisfactorily resolved, to
LANCASHIRE COUNTY COUNCIL. In this, we are also mindful of the
need to offer information to individuals reminding them that they have a
right to complain if they are not happy with their service, and offering
reassurance that they will not lose their service as a consequence. The
leaflet could also include information about advocacy and the new
mediation service. The leaflet could be made available via our LINk
membership and wider networks.

Review of care

When asked about reviews of care, a small number of the service
users we spoke to gave us the impression they had not had a review of their
care or had not had contact with their social worker since their care plan was
established.

Lancashire County Council informs us that:

Anyone who is involved in ongoing social care support or services is entitled
to regular reviews. The first review should be carried out within three months
after the start of support being provided and subsequent reviews at a
minimum of twelve monthly intervals after this. A review may, however, be set
for an earlier date if there are reasons why it is felt this would be appropriate.
The first review may comprise simply a telephone call to check that the person
is happy with the support they are receiving and that it meets their needs.

Subsequent reviews will usually be undertaken face to face with the service
user or carer by a social worker or a review, assessment and support officer.
The service user should be notified in advance that a review is due and an
appointment made for this to be carried out. At the review, the worker should
check that there are no significant changes to the person’s needs or
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circumstances, that the support is meeting their needs and that the person is
happy with the quality of care they are receiving. Following the review, the
service user should be notified by letter of the outcome of the review and
whether there will be any changes to the support they receive. In addition,
care agencies are required to visit service users to conduct their own reviews
on an annual basis, and more frequently if there is a change in client’s
needs. They are asked to report any concerns or changing circumstances
back to LANCASHIRE COUNTY COUNCIL, who would then conduct an
unscheduled review. Service users are entitled to ask for a review of their
needs whenever they feel their needs have changed.

Our research suggests some service users may not be fully aware of
the review process, for whatever reason. As has been noted, this raises
questions over the effectiveness of information concerning reviews and the
right of individuals to request an informal review of their care needs. It seems
that some people are perhaps not making the connection between the role of
the review officer and that of the social worker, and perhaps are also unaware
of the role played by their agency in terms of conducting reviews and passing
on concerns to LANCASHIRE COUNTY COUNCIL.

Again, we feel a simple flow chart outlining the review process
could have some value in terms of informing and reassuring people
about how their care needs will be reviewed, and informing them of their

entitlement to an unscheduled review if they feel their needs have
changed. This information could be given to service users and family
members at the time of their care planning and assessment process.

Promoting and celebrating good practice

From our interviews with service users and their carers, it is evident
that a good many people are having their care needs met in an appropriate,
dignified and compassionate manner. In our eagerness to highlight the issues
that concern individuals, we should not overlook the good practice that is
followed by many agencies. Clients and their family members cite individual
care workers who go beyond the bounds of duty in offering support. Others
have described how an imaginative approach to care and a willingness to
“think outside the box” can have a transformative effect on their lives, as seen
in the example of the care agency who regularly supported a client to go out
to work as a volunteer at his local lifeboat station, providing him with much-
needed “people” contact, and his wife with the opportunity to create her own
leisure space. It is this philosophy which lies very much at the heart of Putting
People First and the notion of personalised services and one which other
agencies would do well to copy. We have also seen how, under self-directed
support, service users have the freedom and flexibility to manage their own
care arrangements in ways that suit them best.

Care agencies that have stuck rigidly to traditional notions of care will
need to move away from this to newer ways of thinking that embrace a client-
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centred approach to care, with choice and control at the heart, as part of
personalisation.

At the Lancashire LINk we want to celebrate and reward caring
and innovative practice. This is why we have decided to launch an award
to find the Care Worker of the Year, and the Care Agency of the Year,
encompassing the themes of dignity and respect, a person-centred

approach to care, a willingness to go the extra mile in meeting client
needs, and imaginative and creative service development. We feel that it
is by rewarding and celebrating good practice that we can provide a
showcase for exemplary care agencies and inspire others to follow their
lead.

We acknowledge that caring is not easy. Hard pressed care agencies
may struggle with the complex and diverse needs of their client group. Service
users and their families may have expectations, that their care agency simply
does not have the resources to meet. The nature of care work as underpaid
and under-valued may leave many individual care workers feeling de-
motivated and under-skilled. However, by developing a professional
development programme, supported by a broad range of knowledge and skills
training tailored to meet the needs of the individual, it can be argued this can
help to give added value and greater job satisfaction to the care worker role.
This has been seen to pay dividends, for example in the increase in job
satisfaction shown by workers participating in the “New Type of Worker”
training course referred to earlier.

The LINk is firmly of the view that training, supported by

supervision and appraisal, is the key to promoting good quality care.
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Conclusion

Our research indicates that there are variations in the quality of care
people receive, and that even within single care practices there can be
variations, depending on individual staff. People’s experience of care falls into
four broad categories: those who are happy with the quality of their care and
have no reason to change it; those who are moderately satisfied with the
quality of their care, but have concerns about specific aspects of care, or
individual care workers; those who are not satisfied with the overall quality of
their care and have specific concerns that they feel are not being dealt with;
and those who are not happy with the quality of their care and have either
changed their care agency recently, are thinking of changing, or have reduced
their hours. The vast majority of the people we spoke to fell into the first two
categories; however a significant number fell into the third and fourth
categories.

The research also highlighted specific issues which were of concern to
people, such as having many different care workers in the home, and care
staff not arriving on time and not giving enough time to their care duties,
leaving clients feeling their service was rushed and fragmented. In addition,
people voiced concerns about lack of interpersonal skills shown by some care
workers and the feeling that time-pressed care staff were simply too busy to
spend time on social interaction. They also drew attention to specific
examples of where they felt their dignity and respect had been compromised,
and highlighted a range of training issues. In our view, these concerns
illustrate that some care agencies may be falling woefully short in relation to
standards of dignity and care outlined within the Government’s Dignity in Care
Campaign. Moreover, they indicate how, in many cases, clients are the
passive recipients of care; having their care needs organised around the
needs of the agency, rather than the other way round. This goes against the
tenets of client-centred care advocated within Putting People First.

We feel the qualitative research methodology employed in this study
provides a powerful platform for marginalised and vulnerable older people to
have a voice concerning their care, and to examine the complexities
surrounding what can be regarded as a highly emotive topic. What is clear,
from talking to people, is that problems in care arrangements can have a
significant impact on the quality of their lives and wellbeing, leading to stress
and anxiety and, in some cases, fear about their own safety. In contrast, those
who had positive care experiences spoke about the transformative effect of
care on the quality of their lives and those of their relatives. As noted in the
previous section, a simple weekly rota outlining the times of care visits and the
names of care workers would go some way to alleviating some of this anxiety.
In addition, protocols such as care workers telephoning clients to let them
know if they are going to be late should be built into the organisational
practice of care agencies. Where care agencies have adopted a rota and
telephoning system, it seems to offer reassurance to clients and their families.

From talking to service users, it is evident that many are fearful of
complaining because they don’t want to be seen to be “making a fuss” and
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risk losing the service. Yet personalisation emphasises choice and control,
with the client, as consumer, firmly in the driving seat of their own care
arrangements. The challenge remains as to how frail and vulnerable older
people can develop the confidence to articulate their care needs, or to engage
others to advocate on their behalf.

This needs to be backed up by complaints processes that are
transparent and well understood. A number of people who had complained to
their care agencies felt their issues had not been dealt with. Significantly, a
few people were unaware of their right to complain to Lancashire County
Council if they were not happy with the response from their care agency. This
leads to the issue of creating information that is easily understood and
accessible, perhaps presented as a simple flowchart. The LINk is keen to
work with Lancashire County Council to produce information on complaints,
which we can disseminate through our membership and broader networks.
This needs to include information offering reassurance to people that they
have a right to complain if they are not satisfied with the quality of their care
and that they will not lose their care service by speaking out.

We acknowledge the complexities of domiciliary care and recognise
that many hard-pressed care agencies working to meet the demands of
clients with differing needs may be doing their best to deliver care under
difficult circumstances. We also acknowledge the role Lancashire County
Council and Lancashire Care Association play in developing robust
contracting and monitoring arrangements, and setting standards for care
providers. However, we would be doing a great disservice to the people we
interviewed if we did not raise their concerns as legitimate issues requiring
answers and solutions. In the previous section we sought to offer constructive
suggestions as to how care services could be improved. The LINK is firmly of
the view that a comprehensive induction, training and professional
development programme, encompassing key skills such as interpersonal
communication, developing person-centred practice and healthy eating, would
go some way in enhancing the care worker role, providing increased job
satisfaction and retention.

We also feel care workers who already possess these qualities and
show a willingness to go the extra mile for their clients should have their work
recognised through an annual award for the best domiciliary care worker, and
that agencies that have developed exemplary practice should also gain the
recognition they deserve. In this way, there is an opportunity to celebrate and
share good practice and offer an incentive to other care agencies. As noted
already, the LINKk is prepared to take the lead on this, by inviting nominations
from our members and wider networks.

We are mindful that the research findings cannot be generalised for the
older population of Lancashire as a whole. Though we tried to ensure
individuals from a broad range of demographic groups were interviewed, we
were unable to recruit a significant number of people from Black and Minority
Ethnic groups (apart from the highlighted case study). This indicates further
work may be needed in terms of dealing with the specific cultural and social
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needs of Black and Minority Ethnic communities, in relation to domiciliary
care.

Finally, we hope this report will be received in the spirit in which it is
intended: as a reflection of the LINk’s role to act as a critical friend to
Lancashire County Council and the Care Quality Commission in terms of
reporting people’s concerns and issues about domiciliary care services. The
LINk will continue to monitor domiciliary care services and will report any
concerns to the Council.

Perhaps the final words should be left to “Lisa” whose father died last
year, as a poignant and powerful reminder of why it is fundamental to keep
the individual at the heart of the care process.

“I always felt that if somebody could look at my dad'’s life
story and see the magnificent adventures he’d had and... do
you know, he’d had a cracking life and | wanted to, afterwards,
go and wave the eulogy from his funeral at people who hadn’t
cared two hoots and say ‘This is a smashing man, why did
that not matter in the end?’ Because he needs to matter.”
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This Charter is a joint initiative between Lancashire County Council & the
Lancashire 'Social Care Partnership' - the partners being the Lancashire Care
Association and the UKHCA (Lancashire Forum) - representing the providers
of social care in Lancashire. The Charter is a public statement that care
providers and commissioners of services have agreed to.

The Charter underlines what a person can reasonably expect when they need
and use care and support services in Lancashire

We will:-

Dignity

e Respect each individual for their uniqueness and make each individual feel
that they matter

e Have zero tolerance of all forms of abuse

e Promote and encourage positive and respectful attitudes

Respect

e Support people with the same respect you would want for yourself or a
member of your family

e Treat each person as an individual with their own needs, wants desires and
expectations

e Respect people's rights to have relationships

Privacy
e Respect people's rights to privacy and autonomy

Independence

e Enable people to maintain independence, choice and control whilst
managing any risks

e Ensure that services are provided in a way that meets an individual's likes
and dislikes

e Act to alleviate people's loneliness and isolation

Choice

e Provide a personalised service and treat each person as an individual
e Listen and support people to express their needs and wants

e Engage with family members, carers and care partners where this is
appropriate

Rights
e Help to maintain all entitlements associated with citizenship
e Ensure that people feel able to complain without fear of repercussions

Fulfilment

e Assist people to maintain confidence and a positive self esteem

e Support them in the realization of personal aspirations and abilities in all
aspects of daily life
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Nutrition
e Adhere to guidance on nutrition in care homes and in the community and
encourage nutritional screening

Staffing

e Those who commission services and those who provide them have a
responsibility to ensure services are properly staffed and funded and are
properly trained, vetted, supervised and supported

Policies and Procedures

Policies and procedures will be in place to support Dignity In Care, to
challenge discrimination and inequality, and to respect individual needs,
covering

e Whistle blowing

e Equal opportunity

e Complaints and compliments

e Safeguarding adults

Commissioning

e |Involve all stakeholders and partners, including users, carers and providers,
to commission high quality personalised care.
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Interview Schedule
Suggested Questions for domiciliary care project

1) Background information

How long have you been receiving help and support?

Which agency provides help and support?

Have you had the same agency all the time?

If not, how many other agencies have you had to support you in the
past?

How did you find out about the help and support you can get in the
home?

Did you have any say in deciding over which agency would be
delivering your care?

Did you have any say in deciding what kind of help and support you
receive? (ie in terms of washing, dressing, food preparation etc)?

If yes, can you explain how you were involved in deciding how the care
worker supports you?

If no, what would you have liked to have been included in your care
plan that isn’t there already?

2) Day to day experiences of care

How many times a day/week do you receive help and support?
What times of the day/week does your care worker arrive?

Is this a time which you feel is suitable to your needs?

If yes, how does this fit in with your needs?

If no, why is this time not suitable to you?

Do you have the same care worker each time?

If not, how many different care workers do you have? Could you
describe to me their different roles/tasks?

Can you tell me about the care and support you are currently
receiving? -

Could you describe what the care worker does to support and help
you?

How does this help you in your day to day life?

Do you feel you are getting all the support you need?

If no, what additional support do you think you need?

How do you think that (additional support) would make you feel?

3) Perceptions of care

What are the good things about the help and support you are
receiving?

What do you like about these?

Can you tell me anything that you may not like about the care you
receive?

What do you think could be done to improve this?

How might this be done?

Who needs to be involved?

What do you think about the person (s) who is/are providing you with
help and support?
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How would you rate them in terms of friendliness and support?

If you could make one change in the way you are cared for, what might
this be?

If you could make one suggestion about the way care services are
provided, what might this be?

4) Monitoring care services

Have you, or a relative ever, in the past, had to complain about a care
service provider?

Could you tell me about the nature of the complaint?

Are you aware that you have a right to complain about a service if you
are not happy with it?

Do you have information on where to go if you need to complain about
a care service?

How was this information given to you? Leaflet? Someone telling you?

5) Have you anything else you would like to mention?

Thank you very much for Telling Me Your Story and providing useful
information for the research project.
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Research ethics: principles and implementation

British Psychological Society Code of Ethics

All steps should be taken to ensure research does not jeopardise the
“psychological wellbeing, health, values or dignity” of the individual
Care should be taken to ensure individuals are not harmed on the basis
of age, gender, and social background

Code of ethics
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Consent:

The objectives of the research should be outlined and explained to the
individual

This provides the basis for individuals to give their informed consent to
participate in the project

Wherever possible, children and vulnerable older adults who have
some form of impairment should provide their own consent (with
children, consent of parents/carers is also required)

However, in cases where individuals may have impairments that limit
their communication or understanding, family members should be
consulted and asked if they are willing to provide consent.

Withdrawal from investigation:

At the onset of the research, interviewers should make clear to
participants their right to withdraw from the research at any time during
the interview

Participants also have the right to withdraw retrospectively any consent
given, in the light of their experiences in the interview, or after being
debriefed on the research findings

They have the right to ask for their own data, including recordings, to
be destroyed.

Participants in research have a right to expect that any information they
provide will be treated confidentially and, if published, will not be
identifiable

Use of pseudonyms can protect an individual’s identity — but care
should be taken not to include information specific to an individual
which could lead to them being identified even with a pseudonym
Data Protection Act, 1998

This act provides a framework that governs the processing of
information that can apply to living individuals.

Processing includes holding, obtaining, recording and using and
disclosing information.

The act applies to all forms of paper, including media and images

It applies to confidential research information — eg tapes, transcripts,
notes, records These should be stored securely and not left where
others can see them.





It also includes information stored on a computer. This should be
protected using passwords and accessible only to the researcher.
Protection of participants:

Researchers have a responsibility to protect participants from physical
and mental harm

This includes protecting participants from possible stress or anxiety
arising from research

If participants appear to be stressed or distressed, the researcher
should take all steps to deal with this

This could be by providing the assurance that answers to personal
questions need not be given

Or signposting participants to relevant appropriate support services
(this can be supported by having a list of relevant contact telephone
numbers — “just in case”)

Safeguarding

Research with vulnerable adults could give rise to issues relating to
Safeguarding Vulnerable Adults

Vulnerable adults who disclose they have been/are being abused
Types and examples of abuse:

Emotional and psychological (verbal abuse, eg shouting, swearing)
Neglect (eg ignoring physical care needs, exposing a person to
unacceptable risk)

Financial or material (withholding money or possessions)

Sexual (sexual assault, inappropriate touching)

Discriminatory abuse (slurs, harassment, ill treatment, because of race,
gender, age, sexual orientation

Institutional (occurs in settings where formal care is provided).

If a person discloses abuse:

Contact line manager

Fill in an alert form reporting incident online (24 hours)
www.lancashire.gov.uk/safeguarding

Or phone Lancashire County Council’s Customer Services

Or out of hours, the Emergency Duty Team on 0845 053 0028

Write notes outlining what the person has said, using the person’s own
words, as soon as possible after the disclosure

What not to do when someone discloses possible abuse?

Do not press the person for more details

Do not stop someone who is freely recalling significant events, as they
may not tell anyone again

Do not promise to keep secrets, instead explain information will only be
passed to those who “need to know”
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The Lancashire LINk correspondence address is:
Lancashire LINk, Black Health Agency,

Hamilton House, Leyland Business Park,
Centurion Way, Farington, Leyland PR25 3GR

We have three office bases, one in each of our localities:
Our Headquarters and Central Office is in Leyland Business Park. Tel. 01772 431195

Our East Office is based in Northbridge House in Burnley. Tel. 01282 714384/5
Our North Office is based in Age Concern'’s office in Lancaster. Tel. 01524 387835/6

Our e-mail address is:
lancashirelink@blackhealthagency.org.uk

Our website address is:
www.lancashirelink.org.uk

Alternatively you can write to us, using our FREEPOST address:
FREEPOST RSCB-RHTB-UXKS

Lancashire LINk Support Team

LEYLAND

PR25 3GR

If you require a copy of this report in an alternative format
please let us know.
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