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ABSTRACT
Despite assurances implied and regulated within the SSWBA (2014), care standards within a residential elder-care setting, as perceived by a bereaved family, brings into question the efficacy of CSSIW reporting. During transition towards end-of-life care, aging family members experience reduced agency with the onset of diagnosed conditions such as dementia. Noticeably, evidence in support of Residential Care-Home Managers’ reports claiming legislated standards are being met are mitigated against the backdrop of attempts to achieve ‘minimum standards’, a legacy of the ‘Blairite’ Government of 1997-2007. This being the case, independent investigations question whether legislated standards are being met, or indeed whether any Carer Manager considers that such standards can be met; bringing into doubt whether time-served Care Managers who have progressed through the care system are sufficiently objective to reach beyond what appears to be optional and aspirational ‘only’ achievement of minimum care standards. 
Modelling answers to such questions within a qualitative case study methodology, this research develops a potential identification that with increased distance from legislative sources, aspirations to meet such care standards reduce. Evidence of various ‘truths’ asserting a view that ‘carers do not always care’, and the extent to which the actuality of caring extends varies dependent on proximity to death of the resident, i.e. the ‘end of life’ period as carers fail to ‘hear the voice’ of the resident. 
It is within this area of concern that critical explorations evidence the reality as recollected and perceived from the perspectives of a recently bereaved family unit. The gathering of such data was purposeful and designed to assess whether perceptions of care delivered by ‘the system’ and that perceived by ‘the family’ aligned.   
ACRONYMS 
AS                  Alzheimer’s Society

CSA               Care Standards Act 

CSSIW           Care and Social Services Inspectorate Wales 

CW                 Care Workers

DNR
            Do Not Resuscitate

DOH               Department of Health 

EA                  Equality Act 

EC                   European Commission

EHR                Equality and Human Rights

GOV               Government

GP                  General Practitioner

HCP                Health Care Professionals

HRA               Human Rights Act 

IFG                 Institute for Government

LA                  Local Authority 

LHB               Local Health Boards 

MCA              Mental Capacity Act 

MDT              Multi-Disciplinary Team 

MGRS           Managers

NHS              National Health Service

NI                  National Insurance 

NICE             National Institute for Health and Care Excellence 

NMS             National Minimum Standards 

ONS              Office for National Statistics 

OPCW          Older People’s Commissioner for Wales

ORG             Organisation

REFUK         Research Excellence Framework UK

SCIE              Social Care Institute for Excellence

SSWBA         Social Services and Well-being (Wales) Act 

WBFGA        Well-being of Future Generations (Wales) Act

WG                 Welsh Government 

WHO              World Health Organisation 

1. INTRODUCTION 
This Dissertation will critically explore the provision of anticipated and delivered care within a South Wales Local Authority (LA) Elderly Residential Care-Home In the ‘wake’ of austerity, longevity and improved medical care, a ‘perfect storm’ within elder-care has been created (UK Government, 2017). The importance that anticipated, publicised and legislated-for care explorations provide feedback and feed-forward is essential if the ‘voice’ of elder-care residents are to be heard (Care Standards Act, CSA, 2000; Care and Social Services Inspectorate Wales, CSSIW, 2004; Wilks, 2012, p. 24). This small-scale case-study research project explores if perceived levels of care provided for an aging parent have met anticipated standards through individual participant’s recollections and feelings relating from admission to end-of-life (National Institute for Health and Care Excellence, NICE, 2015; Welsh Government, WG, 2017). The family, bereft of their elderly parent two years previous now experiencing subsequent periods of adjustment. Investigations include pre-admission decision making, antecedents to institutionalised care provision, key events, and end-of-life including ‘Do Not Resuscitate’ (DNR); incumbent on the family (NICE, 2015; National Health Service Wales, NHSW, 2015).

The family unit’s expectations and experiences are used to establish if legislated standards, dignity, and whether carers actually ‘cared’ about their elderly residents. Literature reviewed identifies only partial independent research relating to residential elder-care, with the majority of information initiated and reported by the LA themselves (Arnstein, 1969). This research seeks to add to existing knowledge, and provide independent feed-forward based on participants perceptions of care as interpreted by the researcher (Punch, 2017). Additionally, this independent case-study ambitiously aims to highlight differences in care aspirations and expectations (WG, 2013).

The Research Question posed is: - 
· Is the quality of care aspirations in standards being achieved (Elder Standards, 2020)?
Key research questions are: -
1. What are participants’ individual perceptions of resident’s care provided by care-home staff?

2. Do participants feel the care environment supported residents in maintaining their independence and dignity within the care-home?

3. Do participants feel those ‘cared-for’ viewed the care-home as ‘their’ home or viewed themselves as ‘guests’ in ‘another’s’ home? 

4. Did the family as advocates for their family member feel their voice was respected? 

5. Do participants perceive the care-culture and attitudes of staff working at the care-home to be supportive of dignity in care?

6. What are the participants’ expectations and experiences of elder-care now and in the future?

A potential binary focus where actual care is measured against participants’ perceptions of care delivered provides anticipations of a narrative response reflective of relative sibling positions within the established family structure (Bowen, 1993).

Literature reviewed establishes elder-care aspirations in Wales compared with Global, European and UK elder-care (indexmundi, 2018a; indexmundi, 2018b; indexmundi, 2018c; WG, 2010). The lived experience of care from both a personal and family view is explored providing a basis from which care provision is judged (Creswell, 2013). Within contemporary UK culture and society, various roles and responsibilities of family and state are reviewed establishing where elder-care sits within the psyche of modern family (Howe, 2012). Increased life-span affirms that more people now require elder-care services i.e. those paid for in advance of old age via National Insurance (NI) and Taxation systems (UK Government, 2020). As individual locus of control is eroded with age and diagnosis of dementia agency passes to others, others acting in reversed ‘loco-parentis’ where children assume the mantle of responsibility for an aging parent (Alzheimer’s Society, AS, 2020; UK Government, 2020). This research encompasses a critical review of life-span ‘caring for others’ within a society where the de-facto process of ‘outsourcing’ elder-care is now acceptable within white Western culture (Taylor and Beckett, 2016). The transmission of such norms now established as inescapable within human psyche as care needs exceed family capabilities (CSSIW, 2004).  

This case-study and qualitative research combines with a quantitative secondary literature review building on Punch’s (2016, p. 4) directive that utilisation of both qualitative and quantitative data is appropriate in ascertaining participant perceptions. The methodology supports exploration of subject area and established rationale methodology previously tested and deemed fit for purpose (Flick, 2018). Collected data presents explorations and interprets the meaning, understandings and perceptions communicated by participants. Themes emerging from the data are analysed (Appendices 8.1-8.7) and are ‘made sense of’ within researcher discussions and interpretations (Denzin and Lincoln, 2012).
The Research Excellence Framework UK (REFUK, 2014) defines ‘valuable research’ in elder-care as having 
an effect on, change or benefit to the economy, society, culture, public policy or services, health, the environment or quality of life, beyond academia.

It is from this mind-set and theoretical position that the aspirations of this research purpose are identified and affirmed. 
2. LITERATURE REVIEW 
2.1. Introduction 

The literature review explores available literature, legislation. and policies alongside legislated care standards in Wales (CSA, 2000; CSSIW, 2004). This review locates publicised standards within relevant discourse establishing if standards are aspirational, deliverable and achievable within contemporary UK society and culture (CSA, 2000; NHS Wales, 2020; Older People’s Commissioner for Wales, OPCW, 2013). 

2.2. Elder-Care in Wales
Contested definitions of ‘older’ and ‘elder-person’ labels assigned at various culturally held thresholds are balanced via Erikson’s (1979, 1982, cited in Schaie and Willis 1991, p. 87) entry into the discourse…
a stage in life in which the individual must try to balance the search for integrity with a sense of despair. Out of this conflict may emerge wisdom, the human virtue most commonly associated with old age. 
Bornat and Byetheway (2010, cited in Jones and Watson 2013, p. 105) partially agree, challenging misconceptions of ‘aging’ where ‘older people can’t do’, arguing that ‘resilience and capacity’ are underestimated causing societal failings, emphasising ‘the things they can do’, i.e. those matters enabling them ‘to live both longer and healthier lives and for societies to reap the dividends’ (World Health Organisation, WHO, 2002). Despite Brammer (2007, cited in Green, 2017) declaring ‘there is no legal definition of old age’, considering it socially constructed ‘therefore a relative concept’, the Friendly Societies Act (1875, cited in Roebuck, 1979) defined old age ‘any age after 50’. Likewise, the Welsh Declaration of the Rights of Older People Advisory Group consider older-people as 50 plus (OPCW, 2013), this conflicting view causing dilution of focus in Wales. There is consensus as to when ‘a person becomes old’, with worldwide contemporary views identifying 65 years of age as ‘older’ or ‘elderly’; highlighting assumptions about ‘calendar age’ equalising ‘biological age’, recognising that one is ‘not necessarily synonymous’ with the other (WHO, 2002). The NHS (2015) consider ‘definitions of old age are too rigid and need to be revisited’, suggesting that miscommunication drives incorrect messages. Matthau (2003, cited in OPCW, 2013) declaring ‘“There is no old age. There is, as there always was, just you”’. The ambiguous terminology describing diverse stages in life evidenced by Park et al. (2010; Hunt and Colander, 2017) as preconceived opinions of what constitutes both chronological and cognitive age; thus, discriminating by ‘age identity’ (Fonda, 2011). This misalignment with OPCW (2016) selective in viewing the health and well-being of older-people, negatively impacting on their role in society and subsequently disempowering them. Jones (2018) legislating that older-people voice this issue, recognising, 
We are all living longer and healthier lives. I want Wales to be a nation that recognises and values the contribution made by older people (WG, 2018). 
Despite extensive WG policy, older-people remain at risk of discrimination by society further encouraging stereotyping and ageist identifications by younger people, with Butler (1969, cited in Scharf and Keating, 2012, p. 127; WBFGA, 2015) defining ageism as the ‘process of systematic stereotyping and discrimination’ against older-people, labelling them ‘senile, rigid in thought and manner, old-fashioned in morality and skills’, with younger people considering them ‘different’, failing to identify with them as ‘human beings’. The Equality Act (EA, 2010) developed ‘to protect the rights of individuals and advance equality of opportunity for all’ aimed to create ‘a fair and more equal society’, attempting to prevent age-prejudice. Thompson (2006, cited in Jones and Watson, 2013, p. 108) considers older-people ‘passive and dependent’, at risk of harm from ‘abuse or neglect’. Further arguing the MCA (2005) suggesting that to ‘lack capacity’ increases risk emphasises the need in safeguarding vulnerable, elderly-people whilst allowing them autonomy, promoting their welfare (Cameron, 2014; Age UK, 2019; Human Rights Act, HRA, 1998; Social Services and Well-being (Wales) Act, SSWBA, 2014). According to Sayce (2009, p. 104, cited in Jones and Watson, 2013, p. 152) protecting the ‘vulnerable from harm’ is ‘stifling’ for some elderly people, reducing their self-confidence and disempowering them, increasing their vulnerability. The Government effectively creating negative perceptions of older-people in a capitalist society reaffirming elderly-people as a burden; arguably a meritocratic-capitalist-consumerist position establishing elderly people as non-contributors to the capitalist system in later life (Marx, 2009; Young, 2017; WG, 2018; Age Cymru 2018).
Related World/Welsh demographics highlight different investment priorities per capita in healthcare, the verifying demographical changes in ‘an aging population’ pressurising ‘increase spending levels’ supporting ‘positive social outcomes’ (indexmundi, 2018a; indexmundi, 2018b; indexmundi, 2018c; WG, 2010; Dewan and Ettlinger, 2009). Where older population exceeds the public purse, this burden within a capitalist perspective challenges obligation, questioning the value of older-people, i.e. those no longer contributing (Vincent, 1999, cited in Scharf and Keating, 2012; Hunt and Colander, 2017; Marx, 2009; Young, 2017; WG, 2018; Age Cymru 2018).
Examining contemporary world attitudes towards age with those in Wales, highlights deviances in healthcare (indexmundi, 2018a; indexmundi, 2018b; indexmundi, 2018c; WG, 2010). Graph 1 highlights the structure of total global population, specifying the majority of people are less than 50 years of age with even male/female distribution (indexmundi 2018a). 
Graph 1: Age Structure of the Global population, 2015
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                                                                                                        (Indexmundi, 2018a)
According to World Health Organisation (WHO, 2011), decreased birth-rates are concurrent with increased longevity, calculating that ‘524 million people were aged 65 or older 8% of the world’s population’ projected to triple by 2050 to 1.5 billion (16% of world population). Suzman and Beard (2011) confirming increased numbers of older-people worldwide with more reaching ‘extreme old age’, increasing health challenges. According to Francis (2015) this increased worldwide population growth will impact on government finances requiring increased health care provision (Segue Technologies, 2015). Randall (2017) however, viewing longevity as a positive phenomenon, considers reductions in both household numbers and multi-generation co-habitation presents ‘further challenges for families in developing countries in caring for older relatives’ (WHO, 2011). WHO (2019) highlighting ‘Healthy Ageing’ investments required throughout ‘numerous sectors’ enabling people 65 plus ‘to remain a resource to their families, communities and economies’, defining it ‘“the process of developing and maintaining the functional ability that enables wellbeing in older age’’’. The public psyche viewing an aging population as unworthy recipients of public purse, taking from society and negating a lifetime of contributions, now disregarded (Marx, 2009; Young, 2017; WG, 2018; Age Cymru, 2018). Graph 2 identifies the majority of people locate within 30-70 years of age, with slight increase of females ranging 50-70 years. (indexmundi, 2018b).
Graph 2: Age Structure of Europe population, 2016
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                                                                                                        (Indexmundi, 2018b)
The European Commission (EC, 2019) identified population growth (1960-2019) ‘grew from 406.7 to 513.5 million, an increase of 106.8 million’, 1.1 million more than in 2018. Jagger et al. (2011, cited in Scharf and Keating, 2012, p. 125) recognise Europeans experience greater longevity, health, and wellbeing than in previous years. Data confirms people aged 65 plus in 2010 represented nearly 20% of total population rising to 29.6% in 2016 predicted to reach 51.2% in 2070, signifying changes anticipated with reductions of ‘four working-age people for every person aged over 65 years in 2010 to around two working-age’ (EC, 2018). This transformation in ‘demographic old-age dependency ratio’, is considered as constructing ‘significant changes to the structure of European society’ (Geoghegan‑Quinn, 2014), challenging all social domains. Realisations that less people pay for more elderly-people despite having paid a lifetime of fees allegedly ‘guaranteeing’ elder-care provision denied in a collapsing economic system (Collinson, 2017); considering their retirement ‘crucial in reaching smart, sustainable and inclusive growth in Europe’. A point upheld by EC (2014), arguing ‘population ageing is a multidimensional process’ enabling production of innovative policies in the future, maintaining it is not ‘an obstacle to social and economic development in Europe’. Further UK understanding of statistics produced in Graph 3 indicates population below 50 years of age with evenly distributed males/females (indexmundi, 2018c). Randall (2017) confirms in 2016 within the UK ‘Births continue to outnumber deaths and immigration continues to outnumber emigration, resulting in a growing population’.
Graph 3: Age structure of the UK population, 2016
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                                                                                                        (Indexmundi, 2018c)
According to Office for National Statistics (ONS, 2018) in 2016 the population of UK aged over 65 was 11.8 million (18% of the total population), an increase of 2.7 million since 1991 (2.2% of the total population), projected to reach 20.4 million (26% of the total population) by 2066 (Storey, 2018); further noting ‘there were 285 people aged 65 and over for every 1,000 people aged 16 to 64 years (“traditional working age”)’. A decline in UK child population between 1976 from 24.5% to 18.9% in 2016 transformed the UK population with ‘lower birth rates and higher life expectancy’, consequential longevity of people 65 plus attributed to improvements in ‘healthcare and lifestyles’ (Randall, 2017). This demographic transformation within the UK, according to Government Office for Science (2016), causing major implications on both personal and governmental levels, pressurising ‘public services’ with planning requiring a ‘co-ordinated response between departments reflecting inter-connectedness of policies affected by ageing’. Regardless however of Geoghegan‑Quinn’s (2014) viewpoints, guaranteeing older-people ‘good quality of life and well-being’, longevity is perceived negatively by society, causing financial pressures and sustainability of health and social-services (Randall, 2017; WHO, 2011).  
Graph 4 highlights significant age profile differences in Wales, having a larger proportion of people concentrated within two main age groups, predominantly 20-24 range, followed by 40-44 (WG, 2010).
Graph 4: Age structure of Wales Population 2010
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                                                                                              (Welsh Government, 2010)
Further identifying the majority of elder-people in Wales are females, potentially reflective of heavy industrial male employment producing a contra-indicator compared to males aged from birth to 24, representing the majority in population numbers (WG, 2010; Department of Health, DOH, 2016). Differing with dominant social needs existing within retirement age group when compared with Global, European and UK population within corresponding age groups. Additionally, Wales differs from Global statistics with the majority of Global population below the age of 50, hence available care provider numbers are proportionally higher which is reflected in Europe and other parts of the UK. Welsh Local Health Boards (LHB, 2010) evaluate the age structure of population in Wales identifies as being more in line with that of Europe than UK, and as Wales receives finances from UK this poses wider challenges (UK Parliament, 2020).
Assessing deviance from Global societal ‘norms’ alongside relevant data (indexmundi, 2018a; indexmundi, 2018b; indexmundi, 2018c; WG, 2010), confirms Europe has a higher percentage of population aged 30-70 years, Wales deviating having higher percentage population aged 20-25 years. UK data indicates highest percentage of population aged 20-60 years, conforming with Europe. In accepting validity of above details and focussing on Wales, comparisons note Wales has fewer carers providing care to an ageing population; deviating with higher health/social-care requirements within 65 plus age group, negatively impacting on WG finances and sustainability of health/social-services provisions (WG, 2018). 
2.3. Elder Care: The Lived Experience of Receiving Care
Whilst older-people retain ‘capacity’ and ‘ability’ the law supports choice in care services (MCA, 2005). Where an older person is diagnosed with dementia and ‘placed’ into residential care, family members are unable to appreciate the realities of that lived-experience of the older-person receiving such care (OPCW, 2014). Loss of agency, empowerment and involvement in decision making, with people ‘doing for you’ and not ‘doing with you’ exacerbates the decline into debility (Misstear, 2014). The effects of such change evident in accessibility to services subject to location, mobility and support networks (family, state, voluntary and those privately funded). Social Care Wales identifies elderly people as recipients of care in several formats depending on their assessed health/social needs, and their preferred choices. Essential to holistic care is acknowledgement of religious beliefs, culture and preferred language specified whilst ‘approaching the end-of-life’ offering ‘spiritual and religious support appropriate to their needs and preferences’ (NICE, 2017). 
Home-based care is considered the better option by LA, family support subject to financial commitments, whilst protecting essential rights via respect, dignity and independence during ‘commissioning, provision and monitoring home-care services’ (Equality and Human Rights Commission, 2011). Following assessed needs-assessment by Health Care Professionals (HCP), services are provided accordingly facilitating home-care (Jones and Watson, 2013). Signposting to charitable organisations providing ‘free’ non-government support increases ‘voice and control’ of elder-people, reducing exploitation (WG, 2010; Wilks, 2012, p. 24). According to Jones and Watkins (2013, p. 18) this mode of care despite being the preferred option of elderly people, perceiving themselves as ‘proud, resourceful and independent’ is not always considered the better option, ‘affirming’ elderly people having potential to be vulnerable and isolated (Cameron, 2014, pp. 4-6).

Alternative elder-care provision within Residential Care-Homes locates individuals within a Multi-Disciplinary Team (MDT) 24/7, facilitated by trained carers, and legislative policies developed to protect vulnerable elderly people. The Home’s ‘Statement of Purpose’ setting out service aims/objectives, responsibilities, services, evaluation, staff qualifications and Registered Manager role is made available to families, forming part of the admission process (WG, 2018). This ‘institutionalised’ mode of care provision, disempowering for some but necessary for others; assistance with personal care, medication, medical services and opportunities to socialise considered a ‘salvation’ (NHS, 2019). The choice however is not always made by the older-person, decisions having been made via MDT ‘best interest’ meetings resulting in the person considered no longer able to live independently, or not having capacity in making safe decisions regarding their health/ well-being (MCA, 2005). 
Assuming elderly care delivery in Wales as adhering to the Care Act (2014), Age Cymru (2018) questions ‘large numbers of cases’ and significant numbers of failure to achieve required standards having been investigated under a ‘Serious Case Review’; the frequency of which is rising at an ‘alarming rate’. It is within this aspect that residential elder-care is to be investigated within this study (Cameron, 2014). Failings which the National Safeguarding Team (NHS Wales) have highlighted, insisting that their focus of attention remains ‘Safeguarding’ vulnerable adults, adding their concern for patient/resident welfare. WG (2019) claim to make ‘Care decisions for the last days of life’ based on individual and family requirements providing guidance for health professionals during ‘end-of-life’. Their policy and strategy for ‘Palliative and end-of-life care delivery plan 2017’ providing a basis for responsive care delivery.
Assertions by Schaie and Willis (1991, p. 85) miscalculate, as do OPCW (2013) in overlooking the 50 plus threshold to ‘older age’, presenting that older-people are not a ‘homogeneous population’, and consider numerous ‘sub stages’ during this period of life, categorising 50 plus as the ‘young old (65 - 75 - 80), old (75 - 80 - about 90), and very old (over 90)’. Further considering the final period of adulthood as the time in life when people leave work, accept the role of ‘senior citizen’, reflect upon ‘the meaning of one’s life, and prepare for the end of their physical existence’, perceiving themselves as worthless in society (Fonda, 2011). ). Atchley (1988, cited in Schaie and Willis 1991, p. 198) disagreeing, considers this period of life as ‘euphoric’, free to do things previously not possible, consequently increasing self-worth and status (Hunt and Colander, 2017). Such contradictions imposing on the human psyche anticipating ‘old age’ premature in life-course, potentially lowering aspirations positively associated with health, longevity and quality of life (DOH, 2016). Best (1980, cited in Scharf and Keating, 2012, p. 25) confirming a person’s life trajectory was viewed in phases associated with ‘education, work and retirement’ with the ‘shift’ to retirement considered as being a significant part in ‘the development of a new identity’ and ‘role transition’ (Crawford and Novak, 2014). However, Hunt and Colander (2017) inform that historically very few people reached this stage in life, with life expectancy according to Schaie and Willis (1991, p. 85) greatly increased in more recent years with the likelihood of this stage encompassing a third of total life period, subsequently coined as ‘the third age’. Despite positive perceptions of old-age post Second World-War (Phillipson, 1998), welfare improvements following the 1980’s economic recession cut government financial support to older-people, society now considering them ‘a burden and problem’ causing ‘social tension’ (Vincent, 1999, cited in Scharf and Keating, 2012, p. 25; Hunt and Colander, 2017). Johnson and Johnson (1989) identifying these tensions as ‘intergenerational conflicts’ between working and older-people, reinforcing perceptions of ‘older’ people as a drain on resources (Schaie and Willis, 1991). According to Park et al. (2010, pp. 189-195) ‘age-identity’ shapes and motivates ‘attitudes and values’, linking tensions amongst generations, creating discrimination. The WBFGA (2015) vision of connecting communities, enabling people to ‘fulfil their potential’ irrespective of ‘socio economic background and circumstances’, aiming to create a cohesive society thus improving the socio-economic well-being of Wales via collaboration between public bodies. Using the term ‘elder-person’, this research seeks to establish whether such operations are being delivered.
2.4. Care-Homes and Families of the Elder-Person: Evolving Roles and Responsibilities 
For families of elder-persons cared for within (LA) residential care-homes, the multi-dimensionality of elder-care provision in Wales can be considered as a negotiation and navigation process where the arbiters of care delivery are constrained and controlled within systems of policy (CSA, 2000). Such systems producing tensions against which families have to reconcile their anticipations of care-service against care quality delivered within such systems (CSSIW, 2004; Denzin and Lincoln, 2012). Families retain a mandate for agency assumed from the elder-person deriving from the Advocacy Charter (2002). Indicative of such circumstances, Image 1 demonstrates the landscape of care provision:  
Image 1: Multidimensionality of Elder Care: Tensions and Responsibilities 


[image: image7]
(Morgan, 2019).

When an elderly-person is placed into residential-care the institution assumes responsibility for their day to day care. During this transitional period of adjustment, family members experience difficulty in relinquishing care to ‘others’. Family ‘agents’ release agency to care-home staff for routine decisions, relinquishing former primary carer's direct caring (Age UK, 2019). Surrendered agency posing questions of ‘who knows best’ in reconciling the needs of their elderly parent with family identity as caring children (Cameron, 2014; Dementia UK, 2018; DOH, 2008). Despite feelings of guilt concerning relinquishing primary care roles, ‘best-interests’ supports ‘what is right’ (Glautier, 2013). According to Age UK (2019) ‘There’s only so much you can do’, placing someone into care ‘doesn’t mean you’ve stopped caring about them’; handing care responsibility to ‘others’ permits family to concentrate on their role as relatives opposed to that of carer, supporting quality time together. Hunt and Colander (2017, p. 72) contribute a contested view that such ‘cultural universal’ establishes norms are found in all cultures, a view explored within this research. Whilst dignity, respect, and care of elderly is legislated for, ‘cultural alternatives’ and ‘cultural integration’ proposals do not appear to align with the value-set as demonstrated within contemporary UK culture. Whereas UK is accepting of ‘outsourcing’ elder-care to others this is not the norm across the world (Howe, 2012; Green, 2015). Social-change challenges social-stability as families attempt to negotiate the morality of relocating elder-care provision to outside of the family unit whilst remaining a family (Maslow, 2018). 
Within the ‘shared pattern of life’, Hunt and Colander (2017, p. 175) identify a period of cessation and liberation for both parent and child as relationships move to a more adult basis; sibling positions influencing and creating individual personalities with expected roles assumed by society within family dynamics (Whiteman et al, 2011). Social identities are thus re-negotiated with social representations of relative position within the family now relocating the locus of both power and control (Bronfenbrenner, 1979; Bowen, 1993). Cameron (2014) offers that agency and empowerment decline with onset of old age and moves from a medical model towards a social model; periods of adjustments ‘affirming’ ‘disability’ with age, reduced capacity and capability. Medicalisation of care creates discourse relating to who knows best and who makes decisions in a form of disenfranchisement of the elder-person (Cameron, 2014; DOH, 2008). Theoretically, the multidimensionality of individual relationships, family, and staff caring for the ‘older person’ should be established well in advance of placement into care, however, aspects of power within relationships changes the nature of inter-personal and intra-personal relationships (Bowen, 1993).
2.5. The Power to Decide: Dementia, Palliative Care and DNR
Associated with diagnosis of dementia, the legal framework within which care decisions are made changes from ‘power over’ rather than ‘power with’ alongside the responsibility and right to decide, i.e. ‘best interests’ now reside with family members in accordance with MCA Code of Practice (UK Government, 2007). Dementia, as defined by WHO (2019) concludes that a diagnosed person experiences ‘deterioration in memory, thinking and ability to perform everyday activities’; affecting the landscape of decision making, family asserting control as appropriate. Where the family are fully engaged, then the autonomy of institutional based care decisions is reduced, whereas should family accept a more medical model of care and not assert their rights on behalf of the elder-person then validity in the role of residential institution increases within vital areas of life (Cameron, 2014).    

Towards end-of-life, decisions relating to ‘DNR’ divide opinion, reducing or prolonging life but not necessarily life quality (NHS Wales, 2015). It is within this moral and ethical framework that this research seeks to identify how palliative care impacted on individual family members, and how this affected outcomes (Green, 2015). Negotiating the landscape between resident, staff, medical, and social teams around their family, identifications of gateway moments, collective family decisions, and ‘End-of-Life Pathway’ care emerge (DOH, 2008; NICE, 2015; WG, 2017). The efficacy of this process demonstrated via understandings of:
· What is DNR?

· When is it used?

· Who decides if it is implemented?

Thus, the landscape of care becomes emotionally charged as the family contemplate and make such decisions. 
2.6. Bereavement within the Care-Home: Processes and the Individual 
The stages of bereavement identified by Kubler-Ross (1969) as 
Shock and denial, pain and guilt, anger and bargaining, depression, reflection and loneliness prior to the upward turn into reconstruction of new norms in a form of acceptance and hope,
Related but not fixed to this process the family perspectives on ‘death’ of an elder family member do not conform to this model. It is within this post-mortem period of reconstruction and reflection that this research will explore, with informed consent, how the family now perceive if ‘care’ was afforded their parent during the process and function of ‘caring’ (NICE, 2015; CSSIW, 2004). Arguably, the medicalisation and professionalisation of death and dying is managed at the expense of ‘family’ being part of that journey, including them ‘in any planned discussion with the dying person’ (DOH, 2008), with policies/ procedures asserted as a right and legislative requirement before the needs of the grieving family (UK Government, 2017); questioning whether ‘care’ is about the care of the ‘person’ by the staff and not family, or reduced to  an institutional process devoid of care/caring (DOH, 2008). 
2.7. Conclusion

Global perspectives of elder-care vary across cultures and societies (Howe, 2012). Wider reverence to age as a demonstration of wisdom are invariably viewed differently (Green, 2015). Filipino culture viewing children as ‘belonging’ to the village-community firstly, and the family secondly; oppositional to that of white-Western culture whose constructs identify individual, family and community in terms of locating the ‘self’ (Institute for Government, IFG, 2011). Similarly, the mature ‘self’ once contributing to a capitalist society is seen as productive, useful, and an asset to the country in terms of GDP (Marx, 2009).

The exact point in time by which ‘self’ is judged as ‘starting’ old age is a moot point, with businesses now re-appointing retired staff after ‘retirement’ (Age UK, 2019). WG viewing 50 years as the gateway to older age, society requiring compliance to expectations in behaviour in form of social compliance and stability (WG, 2010). Alternatively, this form of adherence providing a sense of assurance that youngsters have time on their side whereas the old have had their time. Associations of reduced usefulness in older age demonstrative of the old drain precious resources away from the young (Butler 1969, cited in Scharf and Keating, 2012, p. 127).
Judging elder-people as non-contributors to the ‘system’ negates the net financial and social input generated over a productive life-span to date (UK Government, 2020). Older-people challenge this whilst retaining agency, capacity and financial independence, however, as these factors diminish, over time they increase and fulfil this prophecy (Webb et al, 2008). At such points decisions increasingly becomes the task of others; others who assert a ‘best interest’ perspective (MCA, 2005). The challenges of negotiating ‘best interests’ against interests of the ‘self’ becoming a modern phenomenon where care is outsourced and the interests of others outweigh best interests of the elderly-person; mitigating that circumstances and need for care can be best provided by institutions and not families (IFG, 2011). The Western-European cultural view embedded as younger family focus on making their own way within a capitalist world, replicating a system of life-cycle exploiting people whilst they can contribute and devaluing them in their post-productive period between retirement and end-of-life (UK Government, 2020).
3. METHODOLOGY REVIEW 
3.1. Introduction

This dissertation critically examines perceptions of care via a qualitative research social-constructivist lens, examining narratives of bereaved relatives whose family member was cared for in a LA Care-Home (Schutz, 1977, cited in Flick, 2014 p. 97; CSSIW, 2010-2011). It examines perceived standards of care provision for elderly people residing in LA Care-Homes, and the cultural care attitudes of staff from the perspective of bereaved family members only, not care providers (CSSIW, 2010-2011; Care for the Family, 2019).
3.2. Context of Study

Exploration of ‘truths’ are set within a bereaved family during a post ‘end-of-life’ period of reconciliation and acceptance of a parent’s death. It is acknowledged that there is a possibility time will have affected memories and indeed ‘truths’, with consideration that the period of grace post-death accommodates necessity for sensitivity within these explorations (Schaie and Willis, 1991). This study engages with participants comprising four sibling children of a deceased parent and their respective partners. It seeks to establish behaviours and responsibilities of individuals ‘acting’ within this significant event, establishing if perceptions of actual care are judged similarly by each family member, or whether deviations exist borne via inter-family relationships, considered ‘a key component of the dimensions of participation and integration’ (Scharf and Keating, 2012, p. 89; Calhoun et al, 2007). 
Perceptions of care will be explored from the period of their parent’s admission into residential-care up to and including end-of-life (NICE, 2015; WG, 2017). It will seek to reconcile reality from perceptions against both legislated care standards and those delivered by care-home staff and management as recounted by participants. This situational research examines if there exist individual perceptions and consistency deviations across the group, examining if roles, feelings and perceptions recounted regarding individual participation and involvement vary from those as recounted by other siblings or relatives (Bowen, 1993). Acting as an impartial researcher exploring unpredictable levels of empowerment and autonomy within family hierarchies, it is proposed to examine the potential impact on perceptions of care (Mannheim, 1952, cited in Scharf and Keating, 2012); further conceptualising ‘obedience as a matter of personal loyalty within the area of accustomed obligations’ (Calhoun et al, 2007, p. 257). In essence, are memories affected by time with narrative recollections modified in accommodation of remorse, inaction, guilt and grief, consequently seeking resolution over ‘relinquishing the care’ of their elderly parent (Saltzer and Saltzer, 1985; Smith and Tobin, 1989, cited in Roberto, 1993, p. 149). Within this context the research will explore perceptions of ‘truth’ relating to care provided and received by a family member. Furthermore, it will explore how memories and recollections of this event presently resides within the consciousness of individual participants reflecting ‘we can go back directly a few moments in our experience, and then we are dependent upon memory images for the rest’ (Calhoun et al, 2007, p. 292).   
3.3. Justification for Methodology 

Adopting a Constructivist-Interpretive stance, this study explores the lived experiences via a phenomenological lens, thus allowing various ‘truths’ to flow from the perspectives of individual participants (Flick, 2018, p. 603; Creswell, 2013, p. 79). Flick (2018) confirms this methodological position as an appropriate means of enquiry, differing from other ontological positions which may view that a single truth can be known and measured i.e. Positivism, obtainable through experimental research and survey. Creswell (2013) offers the Constructivist-Interpretive paradigm as being a robust method of enquiry for case studies; acknowledging that individual participants may display elements of pragmatism wherein they have renegotiated ‘their truth’. Beyond this, elements of subjectivism play a re-constructive role during enquiry (Flick, 2018). This research accepts that no single truth exists, it is merely created and recreated by individuals over time, therefore it is the researcher’s role to discover underlying meanings from ‘truths’ presented by participants (Flick, 2018, p. 603). 
Creswell (2013, p. 45) argues that multiple forms of data are collected from participants by researchers over time in natural settings via face-to-face interviews and group discussions, and then reviewed i.e. ‘making sense of data’ by organising it into themes that cut across all data sources. The researcher, a family member, has self-excluded locating the ‘self’ externally to the research group, identifying as an interested party only i.e. a non-participation, therefore preventing influence over emerging themes (Gilbert and Stoneman, 2016, p. 209). Whilst acknowledging personal biases, the researcher will mitigate bias from contaminating results of the research activity by allowing any emerging themes to ‘speak for themselves’ (Flick, 2018). As the researcher is known to participants, this is acknowledged as a positive-negative with any bias on the part of researcher negated by adherence to fixed procedures i.e. semi-structured interviews, and is controlled by specific yes/no answers, therefore allowing participant narratives of lived experiences (Gilbert and Stoneman, 2016). Creswell (2013, p. 45) claiming that
‘Complex reasoning through inductive and deductive logic’ is used throughout the research process, i.e. data gathered by the researcher is organised ‘inductively into increasingly more abstract units of information’. 
This process requiring checking ‘back and forth between the themes’ via interactive collaboration with the group, allowing them to shape emerging themes supporting ‘a comprehensive set of themes’. Using ‘deductive logic’ i.e. building of themes that are continually ‘checked against the data’ enables interpretation by the researcher with constant emphasis on each of the individual’s personal perspective and view (Creswell, 2013, pp. 45-46). Creswell (2013, p. 47) advising maintaining ‘focus on learning the meaning’ of all participants issue or subject of concern from individual perspectives without reflecting on their personal experiences avoids misinterpretation via preconceived biases, reflecting multiple perceptions. Creswell (2013, p. 52) maintains that the ideological focus of the researcher is to learn each participant’s issue or subject of concern and ‘engage in the best practices to obtain that information’, therefore consideration to changes in the research process i.e. change/ shift of phases as themes emerge from data collected is acknowledged by the researcher, reflecting ‘increased understanding of the problem’. 
According to Moustakas (1994, p. 4) upon completion of the research report in ‘highly structured’ case-studies a more thorough and comprehensive analysis flows. Creswell (2013, p. 226) however claims the process of analysing data will direct researchers towards an in-depth analysis by presenting an ‘overall structure for analysis’ concluding in an organised report. Subsequently, Polkinghorne (1989, cited in Creswell, 2013, p. 227) explains a less specific model of reporting research findings, describing the stages of moving ‘raw data’ to generally provide a more precise, clear and fluent account of the experience, enabling the reader to ‘understand better what it is like for someone to experience that’. Van Manen (2016, p. 27) however, disagrees with both models above claiming ‘studies that present and organise transcripts for the final report fall short of being a good phenomenological study’. He further recommends options, i.e. organising the study by themes presenting analytically or discussing amongst further phenomenological researchers, consequently suggesting researchers could ‘invest new ways of reporting their data or combine approaches’. It is from within this discourse that the researcher has negotiated a ‘Constructivist/Interpretive stance’ wherein views of participants lived experiences will be accommodated via a Phenomenological lens (Flick, 2018, p. 603). It acknowledges that there is no single truth/reality, it is simply created/recreated over time allowing the researcher to comprehend each participant’s issue/subject of concern, enabling underlying meanings from the ‘truths’ presented by participants to be extracted from data collected (Flick, 2018). In absence of the ‘elder-person’s’ (now deceased) interpretations, the remaining valid sources of care-perceptions presently reside within the cohort. The fact that ‘those left behind have a truth too’, with any perceived shortcomings assumed as being the reality of truth as recounted by the individuals at the time of engagement in the research activity. The researcher further acknowledges that within inner (re)negotiations of truths, the family could have conflicting perspectives; time and personal accommodations now potentially revised into a new more comfortable narrative (Creswell, 2013). Specifically, the researcher will endeavour to explore the overarching aim to the research, i.e. are quality of care aspirations in standards being achieved? In addition, further depth can be gained via additional sub-research questions below: -
1. What are participants’ individual perceptions of care provided by care-home staff?

2. Do participants feel the care environment supported residents in maintaining their independence and dignity within the care-home?

3. Do participants feel those ‘cared-for’ viewed the care-home as ‘their’ home or viewed themselves as ‘guests’ in ‘another’s’ home, i.e. home belonging to the carer? 

4. Did the family as advocates for their family member feel their voice was respected? 

5. Do participants perceive the care-culture and attitudes of staff working at the care-home to be supportive of dignity in care?

6. What are family members’ expectations and experiences of elder-care now and in the future?

3.4. Methods

It is anticipated that a literature search will provide an overview of existing knowledge together with any gaps in that knowledge, thus assisting the researcher to apply focus and clarity of questions identified, merging into context identification of ‘unanswered questions’ references action points and resourcing affecting various stages of research (Punch, 2017, p. 217). This research activity will employ a range of appropriate ‘tools’ suitable for acquisition of data (Van Manen, 2016) derived from a methodological approach demonstrated by theorists within their previous experiential research as appropriate (Flick, 2018). The methods selected are justified by established academic process i.e. Case Study, discussed further in chapter 3.5.
3.5. Case Study

Yin (2018, p. 14) defines case-study as study of a case via a qualitative approach ‘within a real-life, contemporary context or setting’ in which the investigator explores a real-life, contemporary ‘case’ or multiple ‘cases’. It is representative of an in-depth understanding of the case accomplished via several sources of qualitative data with intent of illustrating a ‘unique case (intrinsic case)’ or in understanding a ‘specific issue, problem or concern (instrumental case)’ (Stake, 1995 p. 3). Creswell, (2013) however defines case-study as a portal through which an individual can be bounded/described within certain parameters i.e. time/place. Accurate case ‘description or reconstruction’ intent providing clarity on ‘what else belongs to the case and what methodological approaches its reconstruction requires’ (Flick, 2018, p. 107). It is therefore acknowledged, based on above, that case-study approach is an appropriate method to use in this research proposal, both definitions encompassing means required to obtain in-depth understanding of the case during its reconstruction via numerous qualitative data collecting methods, subsequently presenting ‘a good qualitative case-study’ (Creswell, 2013, p. 98). Furthermore, Creswell (2013) asserts case studies can provide opportunities for the researcher to identify themes, discover issues/problems/concerns, enabling them to realise anything similar or different whilst analysing information provided by participants, providing rigor to the study; the purpose of this enquiry. According to Flick (2018, p. 108), case studies have ability to rigorously ‘capture the process under study’, therefore this form of qualitative exploration provides valid proposition through which an insightful observation can be achieved in this research study. It is acknowledged however, that small-scale case-study narrative enquiry produces results specific to the study group; as a general rule they may be indicative of wider societal realities only (Punch, 2016). The population and sample ‘as such’ for this case-study identifies as siblings and their husbands, and is therefore specifically representative of their family group (Punch, 2016). Within this study, qualitative data and process will allow key themes to emerge from lived experiences reported from data collection methods (Flick, 2018). Building upon this assertion, Jensen and Laurie (2016) are supportive of in-depth literature reviews which serve to summarise a literature search, thus helping to put the research problem into context, providing deeper background to the topic of inquiry. O’Leary (2017) highlights the task as critically evaluating evidence, therefore revealing knowledge. Jensen and Laurie (2016) confirm that a literature review demonstrates justification of the research study allowing discovery of what is known to build upon existing knowledge; further claiming that identifying gaps in existing literature demonstrates the value of the research. 

Semi-structured interviews 

Jensen and Laurie (2016, p. 174) debate the flexibility and dynamism of exploration of ‘new issues as they emerge’ via semi-structured interviews. In debating strengths and weaknesses, they highlight points that whilst one to one interview often ‘encourage participants to be more open and honest’, their cost effectiveness/ time efficiency is questionable but still consider them ‘a significant investment of time’. In justifying the strength of semi-structured interviews, Jensen and Laurie (2016 p. 174) explain initial key questions acting as starting points followed by more fluid discussion designed to allow participants ‘lived experiences’ to emerge permits any additional interesting points to be further investigated by the researcher. Jensen and Laurie (2016, p. 174) identify additional strengths, in that they allow the researcher to ‘adjust the direction of the interview as it unfolds in response to what is said’; furthermore, permitting the researcher time to clarify responses via further questioning. However, Jensen and Laurie (2016) confirm additional weakness in this interview technique, interviewer presenting with poor interview skills and inability to ‘maintain a positive relationship’, directly affecting participants’ replies. Within this small-scale research activity cost effectiveness is not an issue as ‘more meaningful data’ will be obtained, as such time constraints do not apply (Flick, 2018). 
Semi-structured interviews conducted on a one to one basis with the six bereaved individuals appears the most appropriate data collecting technique to utilise in this research proposal, allowing ‘lived experiences’ as viewed by participants to flow during discussions, generating further concepts for exploration (Gilbert and Stoneman, 2016, p. 303). Audio recording allowing post interview evaluation and analysis (coding) of qualitative data to be transformed into useable information will facilitate in validating participants verbal data. Oliver (2010, p. 46) confirms that

Note-taking cannot ensure the same degree of accuracy of recording the actual words spoken, let alone such often important matters as emphasis and pauses between utterances. 

Given the cohort size it is intended that personal narratives will reach deeper into the lives of participants giving a rich source of detail (Punch, 2016).
3.6. Trustworthiness 
Creswell (2013) presents that his five approaches to research are of equal validity providing they are applied systematically, identifying ‘the general purpose’ requires a problem and a justified process within which to research and discuss findings; presenting that qualitative validity is a matter of alignment with tried and established means of investigation alongside comparative quantitative equivalents (Flick, 2018; Denzin and Lincoln, 2012). LeCompte and Goetz (1982) identified numerous criticisms where failure establishing validity demonstrates a failure to adhere to ‘canons of reliability and validation’, hence this research seeks to reassure that by adhering to these ‘canons’ processes of validation will be justified. It is within this constructivist interpretivist stance that ‘truth’ is judged to be truth conveyed to the researcher, and via interpretations of this truth that data will be analysed (Creswell, 2013, p. 253). The ‘trustworthiness’ as such of the perceptions, memories, meanings and understandings form the basis of truth within this methodology, establishing that via this validity and methodology emerging themes are trustworthy (Flick, 2018). 
3.7. Ethics

Adopting a qualitative approach consistent with a constrained resourced research project assists in exploring the ‘lived experiences’ and analysis of data emerging from semi structured interviews (Gilbert and Stoneman, 2016). The purpose of this research activity is to examine perceptions of care through a qualitative research project, examining accounts provided by bereaved relatives whose family member was cared for in a LA residential care-home (Schutz, 1972, cited in Flick, 2014 p. 97; CSSIW, 2004). It will examine perceived standards of care provision for elderly people residing in the care-home, and perceived care-culture and attitudes of staff working within them (CSSIW, 2004) from the perspective of bereaved family members only, not care providers. It aims to investigate perceived factors which motivate/demotivate care-staff in the execution of their duties and the impact it has on residents, with the objective of ascertaining whether standards of care were/are adhered to by staff as instructed within the National Minimum Standards (NMS). Given the sensitive nature of this research project, any potential risk of emotional distress felt by participants will be mitigated by provision of Cognitive Behavioural/Bereavement Therapist providers offering various counselling services, identified prior to participation (Oliver, 2010; Gilbert and Stoneman, 2016 p. 208).
In acknowledging that a qualitative method approach combined with a quantitative secondary literature review is supportive of capturing a wide range of data, Punch (2016) advises that the utilisation of both qualitative and quantitative data flowing from interviews are appropriate means of ascertaining participant perceptions. However, this is not achievable within a limited study, therefore qualitative data i.e. themes emerging from perceptions of lived experience will be derived from a range of collection methods (Flick, 2018). Building upon this assertion, Jensen and Laurie (2016) are supportive of in-depth literature reviews which serve to summarise a literature search, thus helping to put the research problem into context and provide deeper background to the topic of inquiry. O’Leary (2017) highlights the task as critically evaluating evidence, therefore revealing knowledge. Jensen and Laurie (2016) additionally confirm that a literature review demonstrates justification of the research study, allowing discovery of what is known to build upon existing knowledge; claiming that identifying gaps in existing literature demonstrates the value of the research. 
3.8. Conclusion

Within the context of this study, methodology and methods to be used are justified as being appropriate for the task having been tried and tested by researchers in numerous research undertakings (Van Manen, 2016). It is from this position of ‘known quantity’ that the research is compliant with contemporary beliefs in such an investigative process therefore assuring readers of rigorous process compliant with academic norms (Oliver, 2010). From this firm foundation, data captured will be presented and interpreted prior to discussion, evaluation, conclusion and recommendation. Chapter 4 will present data collected identifying participants’ profiles whilst detailing the ‘Expectations of Care’ and ‘Perceptions of Care Standards Delivered’. In essence, the ‘Truths’ emerging from the data collection will be tested via a comparative review exploring similarities and deviances in both (Flick, 2018). 
4. RESULTS
4.1. Introduction

The profile of participants and grouping of their responses to specific questions relating to care of their family member at the care-home are encompassed in a range of question areas investigated, i.e. expectations of care and the actual care delivered as perceived by participants (Appendices 8.1-8.7). Building on the purpose of this research work design are questions:
· What are individual family members’ expectations of care?

· What are individual family members’ perceptions of care delivered?

Providing a logical basis on which to present this information, explorations via questions and responses conclude in an evaluation of whether standards of care publicised reflected the reality as perceived by those participants (CSA, 2000; Denzin and Lincoln, 2012). Perceived thoughts conclude whether care fell below expectations, enabling deeper understanding of participants answers, researcher’s analysis interpreting ‘what is said and what is not said’, identified by Bernstein (2009, pp. 28-29) as ‘The subject is initially established by the silence through which power speaks’; recognising ‘rules’ that ‘regulate’ syntactic language and ‘generation of meaning’, ‘Classification-Recognition rules’, assembled as ‘Syntax of generation’.
4.2. Profile of Participants

Participants profiles are recognised as partially adhering to Bowen’s Theory (1993) theoretical norms acknowledged within literature reviewed, however, according to this theoretical paradigm F1 should be lead sibling acting as primary point of contact. Subsequent siblings similarly should demonstrate consistency with Bowen’s proposition, and arguably relative position of spouses reflective of female sibling ranking (Bowen, 1993). This family structure whilst not fully compliant with Bowen’s theory contained compliant sibling attributes, not directly reflective of Bowen’s theory (Schuitemaker and Wies, 2016; Toman, 2013). 
Participants, identified in random order are confirmed as 1st, 3rd and 4th of four daughters with 2nd daughter not participating in the research, and three sons-in-law as detailed below. Appendices 8.1-8.7 include all participants, F1-F4 female, and M1-M3 male spouses. Appendices 8.1, 8.3, 8.5 and 8.7 are data from F1-F4, appendices 8.2, 8.4, and 8.6 are data from M1- M3; the appendix for each participant is indicated in Table 1. 

Table 1: Profile of Participants - Coding

	Interviews with Daughters
	Interviews with Sons-in-Law

	F1
	Appendix - 8.1
	M1
	Appendix - 8.2 

	F2
	Appendix - 8.3
	M2
	Appendix - 8.4 

	F3
	Appendix - 8.5 
	M3
	Appendix - 8.6 

	F4
	Appendix - 8.7 
	
	


The cohort comprises six participants aligning itself with small-scale case-study research (Flick, 2018). Female participants do not correspond directly with male participants identified (Table 2). 
Table 2: Profile of Participants - Coding
	Code
	Relationships to Older Person
	Non-Participant
	Married
	Code
	Relationships to Older Person

	F1
	Daughter
	
	F1/M1
	M1
	Son-in-law

	F2
	Daughter
	Non-participant
	F2/M2
	M2
	Son-in-law

	F3
	Daughter
	
	F3/M3
	M3
	Son-in-law

	F4
	Daughter
	
	N/A
	
	


Facilitating interpretations of individual participants, sibling relationships in their relative positions and roles within the family dynamic are explored (Whiteman et al, 2011). Butterworth (2010) offers a platform to review roles and responsibilities allocated and assumed, pertinent to relative sibling birth positions. The simplicity of care arrangements is that carers care, recipients receive dignity and respect within that care (Care Inspectorate Wales, 2020), with Bowen’s Theory (1993) platform providing a framework to reconcile various actors associated within a caring family. Critical review explores participants’ perceptions whilst acknowledging Framo’s (cited in Bowen, 1993, p. 1) view that 
nothing is objective; one’s preconceptions are rooted in personal experiences too numerous to count and categorise, most of which one is incapable of recalling.
This is reflected in the social-constructivist-interpretivist methodology adopted (Denzin and Lincoln, 2012). 

Participants range of responses to questions, detailed examination, coding and analysis allowed key themes to emerge (Saldana, 2016; Appendix 8.8). A commonality of cohort concerns developed, evidencing participants’ personal perspectives of care provided and indeed anticipated (Appendices 8.1-8.7).  

4.3. Person Centred Care, Dignity and Respect
All participants expressed concern over care standard provision at the home, along with lack of dignity and respect afforded their family member, carers failing to see/treat her as an individual, a person, and as a human being (Appendices 8.1-8.7; Wilks, 2012, pp. 21-22); arguably supporting a view that residents were not seen as ‘people’ in their own right (Rogers and Allen, 2019). Staff awareness of dementia in elderly people was highlighted as a concern by participants (Appendices 8.1-8.7; Taylor, 2017, p. 132). The majority identifying staff as disinterested in work and learning, potentially improving care. The cohort questioned whether historically developed behaviours perpetuated a care-culture of associated values affecting attitudes of staff within care-homes; conceivably attributed to feeling undervalued by their employers (Appendices 8.1-8.7; Price, 2019). Evidenced by the following three assertions: 
‘knowing something about them as a human being as opposed to knowing them as ‘just another elderly person we’re caring for’ that the carer might not actually be interested in knowing’ M2 
‘someone spoke quite rudely about our family member whilst they were in the room and whilst they really didn’t have an understanding of what was going on’ M2
‘There was one particular staff member who was really awful to my mum, the way she spoke to her and talked about her in front of a family member and others’ F4.

Creating the basis for planning, implementing and reviewing care requirements Koprowska (2011, p. 19) affirms communicating effectively, listening, and actively engaging with individuals enables greater understanding of individual care needs (Bateman, 1995, p. 44):
‘asking their opinion rather than assuming that everybody is the same’ F3
‘hearing the voice but ignoring it’ M2. 
Amalgamating these observations evidences negative experiences of care in reality for residents, those lacking in agency remaining compliant in care: 

‘They didn’t always listen to her’ F1
‘probably thought that she couldn’t understand what they were saying to her or would forget about what they were saying to her as well’ F4
‘I think the fact that people were carers but they didn’t really care, they were just there for the money’ M2

‘staff shortages and time restrictions wouldn’t allow as much individual care as was necessary’ F3.
Insights provide an alternative perspective of a bereaved sibling/group from inside a ‘weltanschauung’ challenging claims presented within both theory/policy provision (Kant, 1790, cited in Ansell-Pearson, 2017); see chapter 5. 
The majority of participants defined ‘care with dignity’ as derived from personal knowledge, experiences of care, and caring. 

· Q3. How would you define ‘care with dignity’?

This enquiry allowed the lived experiences of participants to flow (Appendices 8.1-8.7; Gilbert and Stoneman, 2016, p. 303). Each participant contributed ‘truths’ from personal visions of what ‘care with dignity’ should be, identifying:
‘I don’t have the words to say what should be common sense and expected’ M2
 ‘Respect, listening to the person’s views and what they need. Dignity such as dressing properly, cleanliness and hygiene’ F4.

Question 4 examined understandings of what constitutes dignified care.
· Q4. What in your opinion do you think are essential components of ‘care with dignity’?

Participants provided insights of care with dignity, identifying an emerging binary position in the form of either ‘Doing with’ or ‘Doing for’ (Strohbuecker et al, 2011, cited in Price, 2019, p. 146; Appendices 8.1-8.7). Potentially indicative of belief systems held by individual participants, Graph 5 compares Cameron’s (2014, pp. 88-90) Models of Care possibly accounting for beliefs aligned with ‘Doing for’ - Medical Models of care and ‘Doing with’ - reflecting a Social Model of care, wherein individual empowerment and involvement are expressed (Arnstein, 1969; Furingsten et al, 2011, cited in Price, 2019, p. 146; Graph 5). 
Graph 5: Question 4: What in your opinion do you think are essential components of 'Care with Dignity’? Themes from Data 
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Evidencing a diagnosis of dementia, then slightly higher expectations of ‘doing for’ was expected by family. Using numerical indicators from within Graph 5 it can be seen that a 14:12 balance in favour of a more medical approach to care was expected (Cameron, 2014). The ratio indicative of only individual conceptualisations of ‘care with dignity’ and not quantitative analysis (Punch, 2016).

Question 11 explored dignity in care as perceived by the participants. 

· Question 11. Do you feel that your family member received dignity in care and was respected by staff in the care-home at all times? Yes/No (Please explain your response)

F4 reported she felt the family member did not always receive dignity and respect by care-staff, family members expressing concern over undignified staff conduct witnessed by a family member. Five examples of this were offered from across participants in the form of:

‘There was an occasion where I wasn’t present myself but I was informed that one of the care-home staff raised their voice at her and spoke about her in derogative manner in front of other staff, other residents and their family members, unaware that one of her daughter’s was also in the room’ F1
‘lack of water, or care, or interest, having the wrong clothes on’ M2
‘The manager was repeatedly asked that staff didn’t leave my mother-in-law sitting in a wheelchair for hours and hours but this wasn’t listened to’ M2
‘visited my mother-in-law only to find her ‘wheezing’, struggling for breath’ M2
‘One thing I didn’t particularly like was they had a pet dog at the home and the dog was allowed into her bedroom. There were a couple of occasions when the dog fouled on the bed and on the floor which I didn’t feel was in my mother’s best interest as she was prone to picking up infections’ F3.
Investigation within chapter 5 demonstrates the convenience of accepting published care standards and not the actual perceptions of witnessed care delivery. 
4.4. Health, Wellbeing and Care
Despite care standard concerns reported by family members, evidence of some ‘excellent care from some carers, some of the time’ was identified (Appendices 8.1-8.7; Rogers and Allen, 2019, p. 31):
‘excellent on times but it did vary’ M1
‘I just can’t recall anything that was excellent’ M3 
‘I took their word for it that everything was fine in looking after her’ M3.
Conceivably indicating less involvement with the elderly relative by two of the three male participants, signifying failure of several individuals to acknowledge themselves as merely guests of the elderly person; potentially a significant negative factor influential within authentic dignity in care. Nevertheless, all participants reported improvements during acute medical advice/intervention (Price, 2019, p. 145):
‘they made sure she was comfortable and contacted Health Care Professionals when needed’ F4.
All participants reported perceiving excellent care-provision during ‘End-of-Life’ period (Appendices 8.1-8.7), evidencing degrees of compassion, dignity and respect by carers at this sensitive time, potentially demonstrating a will to be caring when moral values permitted (Nietzsche, 1887, cited in Ansell-Pearson, 2017):
‘that’s when the service or the care appeared to be more genuinely real’ M2.
The three claims below evidence participants’ motivational ‘truths’:
‘when I was there, they did interact with her and they did respond to what she asked for’ F3 
‘there were a small number of occasions where we arrived at the care home and there would be someone with my mother-in-law and they genuinely seemed to be talking with and communicating with, as opposed to telling or asserting themselves over what was a very vulnerable old lady’ M2

‘In terms of excellent service, it was quite rare and in fact was mostly towards the end-of-life care’ M2.
Schaie and Willis (1991) questioning versions of ‘truths’, and whether staff were ready, willing and able to redefine their truths yielding to family perceptions challenging (chapter 5) CSSIW Care-Home reports. Irrespective of participants endeavours to help promote and maintain their family member’s health, wellbeing, and prevention of unnecessary hospital admissions, all reported concerns that their wishes and requests had been ignored/not followed, perceiving the basic needs of their elderly relative had been neglected (Appendices 8.1-8.7; Freeman, 2017, p. 74), expressing:

 ‘Sometimes she would be left after we had asked them to do something such as change her or to toilet her’ F1. 

Participants reported continually requesting that water be made available at all times so as to prevent urinary tract infections (Appendices 8.1-8.7; Price, 2019, p. 169). This persistent lack of fluids perceived by participants as exacerbating infections potentially increasing hospital admissions, recalling:

‘I had to continually ask for water.’ F1
‘my mother was prone to having water infections and she had to be hospitalised’ F3.
The intersectionality of diagnoses impacting a range of potentially unmet physical and medical needs requiring repeated care-regime reminders lacking in humanity (Collins and Bilge, 2016; SSWBA, 2014), evidenced by family:  

‘wheezing’, struggling for breath’ M2
‘couldn’t find it (asthma pump) and said she didn’t know about the asthma’ M2

‘clothes belonging to someone else and they were massively too small, restricting her movement and her breathing’ M2.
Delay in seeking medical advice arguably prolonged periods of pain/discomfort, questioning staff compliance to policies/procedures within a ‘negotiated care relationship’ (Price, 2019, p. 30) highlighting failure of pro-active involvement rather than reactive evidenced in the following ten comments: 

‘there were occasions when my mum appeared to be unwell and they delayed in phoning for GP to visit her’ F4 
‘There were times when I had to ask them for her to have water or comb her hair’ F1
‘often the basics were missed’ M2
‘water infections and the effects of that making her more confused and irritable’ F3
‘she used to ask for drinks but they weren’t always provided in a timely manner’ M3
‘I witnessed a carer feeding her some food, she gave her just 2 mouthfuls then told me my mother didn’t want anymore. I continued to feed her the food and she ate it all even though it took some time’ F3
‘dog fouled on the bed and on the floor which I didn’t feel was in my mother’s best interest as she was prone to picking up infections’ F3
‘I found my mother-in-law extremely poorly in bed. A carer told me she had been like this for two or three days but no one had informed the family or contacted the doctor. This resulted in her being hospitalised, she was diagnosed with bronchial sepsis’ M2
‘putting clothes on her that were not hers and were too small’ M3
‘we noticed that the clothes my mother-in-law had on were really tight and she was complaining of not being able to breathe properly’ M2.

Despite placing their elderly parent in a care-home based on ‘what is right’ for them, family members questioned the institutionalised care-methods practiced at the home, perceiving staff failure to comply with protocols as devoid of humanity (DOH, 2008; Price, 2019; Glautier, 2013). Such intensity of feelings receives focussed critical review in chapter 5, conflicting with publicised Annual Reports (CSSIW, 2017). 

All participants confirmed awareness of numerous occasions when their family member required hospitalisation, however the majority confirmed care-staff did not contact them ‘immediately’ (Appendices 8.1-8.7; Koprowska, 2011, p. 127). 

· Q8. Was your family member ever taken to hospital during the time they lived in the home? Yes/No

· Q9. If so, were you contacted immediately? Yes/No

· Q10. How did you feel about how this was handled by the care-home staff? (Please explain your response).

M1 and M3 reported no expectation of direct contact should their mother-in-law be admitted to hospital; potentially reflecting less direct engagement than M2 (Appendices 8.2; 8.4; 8.6; Bowen, 1993). F1’s reply ‘Yes’ to Q9. (Appendix 8.1) referred to sibling contact and not care-home staff contact, not reflective of a ‘community care model’ (Cameron and Freymond, 2006, cited in Howe, 2012, p. 397). Whilst communication between siblings was effective and prompt, participants’ perceptions identified that care-home staff were often:

‘Unconscientious’ M2 
‘didn’t pursue/contact enough family in some shape or form’ M2.
Responses to question 10 indicated that participants were unaware of mandatory procedures needing to be followed, evidenced within Table 3 (Hood, 2018, p. 44):

 ‘I think they took care with doing the admission’ F1  

‘I think it was handled pretty good most of the time’ F3
Table 3: Communications

	Contact
	Immediately
	Delay
	F2

	F1
	Y
	
	
	X

	F2
	
	
	
	

	F3
	
	N
	X
	

	F4
	
	N
	X
	

	M1
	
	N
	No contact expected
	

	M2
	
	N
	
	

	M3
	
	N
	No contact expected
	


4.5. Family Structure, Communications and Isolation  
Despite Butterworth’s (2010) assertions, this family does not conform fully with the assumption that sibling position influences and creates an individual’s personality, considering the pertinent of birth order within families stating 
‘no two children experience their family in the same way’. 
If Whiteman et al. (2011) assertions are then to be believed, this family’s expectations of themselves reflects established roles, experiences and responsibilities developed over lifespans; however, responses identified below appear non-compliant with Bowen’s (1993) theoretical paradigm; 
‘they would phone a family member’ F1, i.e. usually F2
‘one of my sister’s was more prominent in that side of it than the rest of us’ F3, i.e. F2.

The relevance of birth order both presumed and expected by society from F1 (Bowen, 1993) noted as being delegated to F2, assuming it to be F2s duty and 
‘responsibility’ 
exemplifying
‘a tendency to take the lead’ (Schuitemaker and Wies, 2016).
Applying Whiteman et al. (2011) theoretical understandings of sibling relationships at various levels extends ‘intrapsychic’ development of ‘attachment and social comparison’ to ‘relational’ development of ‘social learning’ and the ‘sociocultural’ effects, suggesting that certain sibling dynamics have greater influence over others at specific stages throughout a lifecycle. Jensen and Whiteman’s (2014) analysis of dynamics associated with ‘parents’ differential treatment’ in relation ‘to sibling relationship qualities’ connecting the cohort to individual perceptions of ‘equity and fairness’ then participants should fall into categories. Such contradictory evidence challenging the assertions of Bowen’s (1993) family ‘role’ theory.
Limited recollections of effective communication were reported:

 ‘it wasn’t very good’ M1 

 ‘it was intermittently good but could have been better’ M2.
The majority however, reflected that towards the ‘End of life’ stage (Price, 2019, p. 157) most care-staff provided improved communication, mitigating these improvements as being due to the fact family members were on-site 24/7, perceiving it further as:
‘Not all of the carers’ F1
‘a little bit late’ M3.
During this ‘End of life’ period participants offered the following descriptions in support of their claims: 

‘sometimes it was excellent’ M1

‘phoning the GP’ F4

‘they would phone a family member if she was ill or having to have the doctor or being admitted to hospital’ F1

‘some individuals who took more interest in their work’ M2

‘provided us with refreshments and up to date information on how things were going’ F3
 ‘At the end of her life I thought it was quite good actually’F4
‘At the end of my mother’s life when she was given ‘End-of-life care’’ F3
‘I think probably at the point in time towards end-of-life that’s when the service or the care appeared to be more genuinely real’ M2

‘In terms of excellent service, it was quite rare and in fact was mostly towards the end-of-life care’ M2.

Perceptions of these communication are explored within question 7.

· Question 7. In ensuring the health and wellbeing of the individual being looked after did the carers communicate effectively with:

· The client - Yes/No

· The family - Yes/No

· Health Care Professionals - Yes/No
(Please explain your response)

Client

The majority of participants commented that staff displayed ineffective communication with their family member who had a diagnosis of ‘Dementia’ (Koprowska, 2011, p. 138), perceiving interaction as mere:

‘Tokenism’ M2. 

Several family members expressing concern over the perceived ‘Disinterest’ and lack of ‘Knowledge’ demonstrated by staff when communicating with people experiencing cognitive deterioration (Appendices 8.1-8.7; Taylor, 2017, p. 132). Additionally, reporting they were ‘Unsure’ of the quality of staff ‘Training’ (Koprowska, 2011, p. 138). Examples of perceived effective client communication support are evidenced in responses:

‘Not all of the carers communicated effectively with my mother’ F1
‘No, they didn’t really communicate very well with my mother-in-law because she had dementia, so that was quite token’ M2
‘I feel they didn’t communicate very well as my mum had dementia and they probably thought that she couldn’t understand what they were saying to her or would forget about what they were saying to her as well’ F4
‘it’s the fact that whether they were qualified enough to keep her confident and happy’ F3.

Family
‘No, I can’t give a time’ M3

‘they would communicate with one particular person and not each of us as individuals’ F4

‘subsequent points of contact, which they conveniently mislaid and couldn’t find numbers’ M2.

HCP

‘they would be in touch with them’ F1

‘at the end-of-life in particular they did and when they needed to call an ambulance for her to go into hospital’ F3   
‘they made sure she was comfortable and contacted Health Care Professionals when needed’ F4.
Participants unanimously agreed that effective communication between staff/client and staff/family was not efficiently practiced at the home (Appendices 8.1-8.7; Koprowska, 2011, p. 20; Welsh Assembly Government, 2003) perceiving communication as being more effective when involving HCP, conceptualising:

‘staff were fearful when communicating with Health Care Professionals, scared to get something wrong’ M2.
‘Medical concerns’ were perceived by family as staff motives for improved communication, indicating their fear of accusations of ‘deceit and obfuscation’ and limited empowerment (Appendices 8.1-8.7; Laming, 2003, cited in Hood, 2018, p. 80). The cohort recognised the importance of inter-family communication supplementary to care-staff within the comments:

 ‘when there was a decision to be made all sisters got involved’ F3

‘the spokesperson for the family was contacted and she sent the message around to the rest of the family’ F3.
Communication between siblings indicating a strong relationship and bond, demonstrative of ‘ownership’ in determining care of their aging parent (Appendices 8.1; 8.3; 8.5; 8.7; Glautier, 2013), evidences family structure as non-compliant with Bowen’s (1993) theoretical paradigm in:

‘they would communicate with one particular person’ F4, i.e. usually F2
‘they would phone a family member’ F1, i.e. usually F2

‘one of my sister’s was more prominent in that side of it than the rest of us’ F3, i.e. F2.
Care provision was perceived by participants as ‘Poor’, impacting upon the quality of care for their family member (Appendices 8.1-8.7; CSSIW, 2004; Denzin and Lincoln, 2012). Highlighting unanimous responses that neglect of ‘basic needs’ and ‘personal care’ by staff supported perceptions that care-staff were undervalued by their employers and subject to ‘convenient morality’ (Appendices 8.1-8.7; Bernstein, 2003, p. 37); reporting: 
‘Poor standards’ F3. 

Question 12 explored the perceived impact as follows.

· Question 12. What issues do you feel impacted upon the quality of care for your family member? (Please give examples).
Matters relating to ‘Communication’ issues within the home were perceived by participants as negatively affecting their family member, perceiving it as principal contributor to several life-threatening medical emergencies and numerous hospitalisations concurrent with lack of vital:
‘information sharing’ M1 
‘Family wishes were ignored’ M1. 

Four examples evidence participants’ perceptions as:
‘She didn’t have the quality of care that she should have been given. I felt that she was left alone a lot of the time, and even at meal times when I sometimes visited, she was sitting at a table on her own.’ F4
‘Sometimes she would be left after we had asked them to do something such as change her or to toilet her’ F1
‘The inconsistency in dignity, inconsistencies of information sharing’ M2
‘they weren’t valued for it and they were expected to give more for less and with less amount of staff that should be there really. So, the service is cut to the bone and quality of service for me suffered, the quality of care and dignity in care suffered as a consequence’ M2.
Exploring how the ‘voice of the resident’ was heard, question 13 asked
· Question 13. Did you feel that your family member’s voice was heard whilst living in the care-home? Yes/No (Please give examples).

Identifying the majority of participants reported their family member’s voice was generally ignored perceiving power and control held by staff over care decision-making, labelling ‘power over’ rather than ‘power with’ a cognitively impaired elderly person (Appendices 8.1-8.7; Bernstein, 2003, p. 24). Staff seemingly ill-informed regards ‘Dementia’, using this as justification for ignoring their family member, subsequently reducing levels of respectful engagement and negating the need to communicate fully. Staff potentially assuming that all was well with the elderly person in their care, repeatedly stating she was:

‘no trouble at all’ F4
‘she never asks for anything’ M2.
Participants reflecting this ‘primary driver’ increasing urinary-tract-infections (Appendices 8.1-8.7; Koprowska, 2011) relating to readily available fluids, prompting family to ask the Care-Home Manager:

‘why are you withholding fluids from my mother-in-law?’ M2.
Claims justified in the following four comments:
‘when I wasn’t there, I don’t know whether that same level of attention was given to her’ F3
‘There were times when I’d been up there and it didn’t seem to me that she had had a drink for some time when we had asked specifically for her to be given plenty of fluids, water in particular, when she had urine infections’ F3
‘I just felt that because she had dementia that some of the carers just thought ‘she doesn’t know what she’s talking about’ F4

‘They didn’t always listen to her’ F1.
Chapter 5 will critically elaborate on these reports. 

Question 14 facilitated the exploration of communication within care.
· Question 14. Could you give examples of a time when the staff at the care-home demonstrated effective communication to your family member, to yourself and to Health Care Professionals?

a) Carers communicating with your family member. (Please give examples).

b) Carers communicating with yourself. (Please give examples).
c) Carers communicating with to Health Care Professionals. (Please give examples). 
Participants observed that not all carers were respectful (Appendices 8.1-8.7; Price, pp. 30-31). Most were unable to provide examples of where communication with their family member was of good standard, reporting interactions as reduced to a cursory level: 

‘I did observe on a number of occasions but it wasn’t the general standard that would happen, it always appeared that that was down to some individuals who took more interest in their work’ M2.
Family members reported that communication from care-home staff was ‘uncertain and unsure’; potentially indicative of poor staff training and their fearfulness of being reprimanded for saying the wrong thing, presuming to say nothing reduced personal risk (Appendices 8.1-8.7; Manthorpe and Moriarty, 2010, cited in Taylor, 2017). Participants reported that staff communicated more effectively with HCPs than with either family or their elderly parent, particularly during ‘End of Life’ care, affirming fear when relating to the medical wellbeing of the family member (Appendices 8.1-8.7; Nietzsche, 1887, cited in Ansell-Pearson, 2017). Evidenced in the five following comments:

‘fearful’ M2 
‘getting something wrong’ M2           

‘They needed to call on a doctor on a few occasions because my mother was prone to having water infections’ F3

‘My mother was admitted to hospital many times during the time she lived at the home’ F1
‘at the end-of-life in particular they did’ F3.
4.6. Implications of Care-Management
Exploration of care standards expected/anticipated by participants identified key issues relating to actual care delivered by care-home manager and staff as ‘truths’ perceived by the family (CSA, 2000; Denzin and Lincoln, 2012). Questions 2, 5, 7, 12-14 analyse examples provided by participants.
· Question 2. How would you describe the staff’s support when caring for your family member?
Participants replied negatively, perceiving standards of care as: 
‘adequate’ M1 
‘it wasn’t so good’ F4. 
M2 observed that staff and manager demonstrated ‘low standards’, levels of care and interest noticeably different and varying when certain key staff were in charge (Appendices 8.1-8.7; Taylor, 2017, p. 56). Not-withstanding an intrinsic ‘duty of care’ family members recollect deterioration of standards when ‘Less senior staff’ were on-shift, seemingly having limited time to focus on individual residents. Observations indicating perceived ‘time constraint’ adding ‘Doubt and Uncertainty’, ‘Distrusting’ intent and delivery of care, perceiving their ‘wishes were ignored’ (Appendices 8.1-8.7; McCormack and McCance, 2017, cited in Price, 2019).
· Question 5. Do you feel that sometimes the care given could have been improved? Yes/No. (Please explain your response).

General consensus reported that standards of care did not meet expectations nor those publicised within legislation, policies and content presented within NMS reports (CSSIW, 2004); staff conspicuously incapable of assuring physical and medical wellbeing (Cameron, 2015). Participants commenting:
‘Uncaring’ F4 

‘Disinterested’ F4 
‘Basic care’ F4.
Examples of responses as perceived by participants evidenced in the following three comments:
‘On one visit to the home towards the end of her life, I witnessed a carer feeding her some food, she gave her just 2 mouthfuls then told me my mother didn’t want anymore. I continued to feed her the food and she ate it all even though it took some time’ F3
‘I found as far as my mum was concerned as she was incontinent sometimes when I visited her incontinence pad hadn’t been changed for some time and there was just a pool of urine on the floor and her clothes were soaking wet’ F4
‘more often than not when I visited my mum, she didn’t have any water or fluids at hand to drink even though myself and other family members would constantly ask for her to have water and fluids. My mum was prone to having urine infections which caused her pain and discomfort’ F4.
Participants indicated that care-home staff communicated health matters poorly to HCP (Appendices 8.1-8.7; Taylor, 2017, p. 79), commenting that family had to provide basic information during hospitalisation, ambulance staff having not been provided with salient information by residential staff. Confirmation by participants that improvements at the care-home were needed to ensure appropriate levels of care provision reported as being: 

‘adequate’ M1 

‘Very often the basics were missed for example the fact that my mother-in-law had dementia was not passed on to healthcare professionals and this led to much confusion during care and treatment when a family member was not present’ M2
‘I had the feeling that care-home staff were fearful when communicating with healthcare professionals, scared to get something wrong’ M3.
Fear in decision making further evidenced in the following three examples (Nietzsche, 1887, cited in Ansell-Pearson, 2017): 

‘Yes, there are a few things really and it’s probably to do with the manager’s ability to manage the staff there. I felt very often that the manager didn’t take the lead often enough, the manager wasn’t forceful enough with experienced and established members of staff who were set in their ways and wouldn’t change, therefore the manager was powerless really’ M2 

‘On a number of occasions when we reported things, we then had to escalate things to a higher level to get the care-home manager’s manager, the group manager as it were, involved. Then to a point on a number of occasions we were so unhappy we needed to go outside of that to get an external body involved, or to at least threaten that and I think it was only when we drew their attention to these things whether it be water, clothing, communication or someone being rude, all of these things really were quite upsetting’ M2
‘I think what people overlook is you put your family member into a care-home because that is the right thing to do, where they can get the right levels of care beyond what the family can do, and that you expect more than just minimum standards to be met we would expect humanity type standards to be met and not just the bare minimum. I think sometimes the bare minimum…we didn’t even receive that; they aspire to reach minimum standards so yes for me it’s really quite upsetting. That’s all I’ve got to say really’ M2.   
These crucial matters critiqued in chapter 5 relating to empowerment within an oppressive management system (Koprowska, 2011).  

4.7. Conclusion

Accepting the responses as ‘truths’ perceived, then the two perspectives identified in chapter 4.3 suggest potential for a binary analysis of care in the form of that ‘Expected’ and that ‘Delivered’ aligned with ‘doing with’ and ‘doing for’ (Cameron, 2015). Investigation of participants’ concerns has allowed key themes to emerge as evidence of where care standards publicised did not reflect the reality as perceived by those participants (Appendices 8.1-8.7; CSA, 2000; Denzin and Lincoln, 2012). Comparing expected care-standard delivery with those perceived as delivered, ‘evidence’ reported by participants confirmed that actual standards fell short of both those publicised and expected, failing to achieve those aspired to in law and that which is intrinsic within a moral code of practice, leading to the accusation of ‘care without caring’ (NHS Wales, 2020; OPCW, 2013; WAG, 2003). From reported ‘truths’ it is concluded the main factors influencing participants’ perceptions is care delivered fell below that which was anticipated (Appendices 8.1-8.7). Family members now in a period of post-mortem reflection prompted by participation in this research and drawing on their individual memories, reconciling feelings and emotions surrounding the ‘out-sourcing’ of care beyond that which might have been provided by themselves (Schaie and Willis, 1991). Evidence collected indicates a range of outcomes with the scope of:

· Adding to knowledge

· Challenging existing knowledge

· Reaffirming existing knowledge

From the data collected it can be concluded that the main areas of concern were:

· Low levels of carer interest and engagement.

· Low levels of training and staff development.

· Weak management of care-home staff.

· Tokenistic adherence to ‘Dignity in Care’.

· Poor communication.
These key themes and issues will be critically explored and reflected upon within chapter 5. 
5. DISCUSSION OF RESULTS
5.1. Introduction 

Having discussed participants’ views and opinions, it can be understood from their narratives that there appears to exist an oppressive organisational system wherein power resides centrally with management, not always considered supportive of effective communication and decision making (Appendices 8.1-8.7; Koprowska, 2011, p. 20; Welsh Assembly Government, 2003). Participants were concerned that staff were recording evidence of care provided, believing that such evidence would not serve to demonstrate high quality care but would be used against them or their co-workers (Appendices 8.1-8.7; Manthorpe and Moriarty, 2010, cited in Taylor, 2017). Analysis of participants’ care delivery expectations indicates they considered there was a difference between ‘doing for’ and ‘doing with’; suggesting they considered there was a binary only approach to care needs (Strohbuecker et al, 2011, cited in Price, 2019, p. 146; Appendices 8.1-8.7). There were further concerns raised by family members that their elderly parent’s ‘voice’ was unheard by staff, participants perceiving them unaware of the debilitating cognitive effects experienced from dementia (Appendices 8.1-8.7; Bernstein, 2003, p. 24; Gentile, 2010, p. 195).
The adaptability of siblings adjusting into their new roles evidenced that for some there was a degree of reticence to embrace their responsibilities fully (Appendices 8.1-8.7; Bronfenbrenner, 1979; Bowen, 1993; Whiteman et al, 2011; Butterworth, 2010). Where the capacity of the elderly parent was proven to be diminished, staff at the care-home automatically assumed there was a ‘power over’ the clients in regards to decision making (UK Government, 2007; Bernstein, 2003, p. 24; Gentile, 2010, pp. 45-46); a moot point amongst family members. Reports received from participants evidenced the belief that appropriate levels of dignity and respect emerged only at a crucial ‘end-of-life’ period (Appendices 8.1-8.7; Nietzsche, 1887, cited in Ansell-Pearson, 2017).
5.2. Staff Feeling Undervalued, Behaviours and Prevention

Participants reported observing staff at the care-home as being fearful of making mistakes, suggesting them being cautious in their role. Concerns were highlighted by the majority of participants regarding staff disinterest/demotivation in their work and having limited knowledge of dementia (Appendices 8.1-8.7; Taylor, 2017, p. 132). This may raise questions as to whether this accepted behaviour developed historically via negative care-culture deep-rooted in feeling undervalued by their employers (Price, 2019). Further concerns were voiced by all participants regarding perceptions of staff failure to comply with protocol, staff understanding elderly family member’s wishes and requests but ignoring them, participants perceiving her basic needs neglected resulting in unnecessary hospital admissions (Appendices 8.1-8.7; Freeman, 2017, p. 74). In effect challenging publicised (CSSIW, 2017) reports claiming high standards in care attained within LA Residential Care-Homes; data suggesting a degree of staff reticence and clarity where ambiguity in roles and responsibilities exists, an environment within which power is held by individuals who have ‘grown’ within the system they now control (in-part).

5.3. Humanity, Communications, Empowerment and Voice

Communication by both care-staff and manager at the care-home was perceived by participants as poorly conveyed to family and therefore ineffective (Appendices 8.1-8.7). Reflecting on ‘the family were left to chase’, M2 reported feeling ‘Doubt’ as to whether family members were provided with important/vital information concerning the wellbeing of their family member. An example in support of these perceptions are evidenced in the response:

‘Not all of the carers communicated effectively with the family’ - F1.

Effectiveness of information communicated to HCP by care-staff is perceived by participants as ‘Not very good’ and ‘could have been better’. ‘Poor care standards’ in staff communication practices reported by F4 perceived as contributing to recurring ‘Urine infections’ borne by the family member, causing a decline in her ‘Medical wellbeing’. Examples pertaining to this were offered from participants in the form of:

 ‘On a few occasions she had to be admitted to hospital and it wasn’t very good’ F1

‘I think the communication with other professionals was intermittently good but could have been better’ M2

‘There were occasions when my mum appeared to be unwell and they delayed in phoning for GP to visit her’ F4.
This was interpreted as staff being fearful of documenting information which later evidences their failures rather than protects or justifies their actions, M2 reporting “important issues not recorded” (Appendix 8.4). Identification of staff seemingly unaware of the effects dementia has on a person’s everyday life causing ‘memory loss and difficulties with thinking, problem-solving or language’ (AS, 2020) is perceived by participants as generally the reason for staff failure to communicate and interact fully with their family member, impacting on care standards expected by the family as outlined in Social Care Institute for Excellence (SCIE, 2013; Appendices 8.1-8.7; Koprowska, 2011, p. 138). Despite this however, all participants reported occasions of ‘excellent care from some carers, some of the time’, further evidencing the ‘End of Life’ care period as when they perceived care delivery as excellent (Appendices 8.1-8.7; Rogers and Allen, 2019, p. 31); questioning whether empathy and compassion demonstrated by staff reflected their true moral values, displaying a natural disposition to ‘put yourself in someone else’s shoes’ irrespective of feeling undervalued by their employers (Nietzsche, 1887, cited in Ansell-Pearson, 2017; Price, 2019).

All participants acknowledged the change in deportment of staff at ‘End of Life’, questioning why this respect and dignity of a human-being within care was previously absent (Appendices 8.1-8.7).
5.4. Standards, Policy, Procedures, Legislation and Compliance

Expectations of care, as reported by participants, will be analysed so as to identify anticipated standards of care service levels for the deceased family member. Questions specifically relating to this and designed to allow key themes to emerge during the interviews are reviewed, namely questions 1, 3, 4, 8-10 and 15 (Appendix, 8.1-8.7). From the coding process key themes emerged from the data supporting the following claims: 
Table 4: Profile of Participants - Coding
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From Table 4 it is evident that the direct family/siblings demonstrated an equal preference towards both a medical and social model of care, whereas spouses demonstrated in the main a tendency towards a more medical approach (Table 5). M2 however demonstrated a much higher expectation from the social aspect of care thus differing from the other males, potentially reflecting more direct engagement with the deceased family member and correlating with females being predisposed in acting as ‘gatekeepers’ of care responsibility and duties.  

Table 5: Profile of Participants - Coding

[image: image10.png]M1

Profile of Participants - Coding

M3

m Medical Model  m Social Model

M2




Table 6: Dignity in Care and Respect 
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Responding to key research question 2, participants responses highlighted in Table 6 reflects the perception of poor standards of dignity and respect given to their elderly parent, seemingly accepted by most staff. If these reports are acknowledged as ‘truths’ as perceived by the participants, then they clearly indicate failure on the part of Care-Home Manager and staff in the delivery of care services as outlined in SCIE, (2013) and HRA, (1998) citing Winterton, Minister of State for Health Services (Equality and Human Rights, 2007) arguing that,  

Quite simply we cannot hope to improve people's health and wellbeing if we are not ensuring that their human rights are respected. Human rights are not just about avoiding getting it wrong, they are an opportunity to make real improvements to people's lives.

· Question 15. Are there any other points surrounding ‘care’ that you would like to make?

Presenting perceived standards of care (Graph 6), participant responses indicate a belief that the actual ‘Care Standards (2000)’ are not a primary focus for care workers who remain attentive to ‘doing for’, with managers central concern based around meeting ‘minimum standards’ (CSSIW, 2004). Family members present an opinion that awareness of care standards lessens the further away from source i.e. Acts of Parliament (SSWBA, 2014); asserting vigorously that LA are budget allocation led, accepting of historical standards, and limited in their vision and aspiration. Longstanding care-leaders accepting the social reproduction of this reality (Bourdieu and Passeron, 2017) with aspirational expectations transmitted to care workers via management lethargy, diluting standards further; restricted to ‘vocational’ only levels of training and education, care workers retain a negative aspect towards their relative position in comparison to other ‘professionally’ identified care workers e.g. nurses. 

Graph 6: Perceived Standards and Behaviours 
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Aspects of care evidence that some siblings remained focused on ‘doing for’ elements of care whilst their partners retained a ‘doing with’ concern demonstrating a binary knowledge of care needs; with direct family members having stronger voice in decision making (Strohbuecker et al, 2011, cited in Price, 2019, p. 146; Appendices 8.1-8.7). Graph 6 identifying a decline in actual perceived standards the further away from source the message is carried. Further analysis suggests improvement in care standards are less likely whilst carer leaders aspire to meet minimum standards and adequate care provision within LA care-homes (CSSIW, 2004).
5.5. Family: Relative Position, Norms and Expectations

The discourse relating to Bowen Theory alongside the Nature via Nurture debates will potentially have influenced the behavioural responses from within the cohort of participants (Toman, 2013; Ridley, 2011; Gilbert, 1992). Notwithstanding the various merits of these theoretical propositions they fall outside of this research focus and present themselves as arears of potential further enquiry beyond this work. The family dilemma surrounding the mandate of each family member’s role now resulting in the necessity for the family to move from a ‘social’ model of care into a ‘medical’ model as they join with the MDT process (Cameron, 2014). This process, due to family member’s loss of capacity requiring ‘best interest’ level of engagement as agency was displaced; residing now with others (MCA, 2005). Individual siblings adjusting to their revised role as ‘agents’ on behalf of their parent, each re-negotiating their relative position within the family-agent team (Gilbert, 2018). Overall, the family reported disappointment at the disinterest displayed by carers at the care-home, and resignation to the fact that low standards were both an anticipated, acceptable, and immutable product of ‘minimum standards’, having their basis in Blair’s (2000) legislation (CSA, 2000; CSSIW, 2004).
Where capacity was, as within this case, proven to be diminished, then some family members compliant with a medical model of care were predisposed for agency to pass directly to the ‘experts’, a ‘truth’ and expectation common within residential-care organisations (UK Government, 2007). Where this transfer of agency was challenged through involvement of certain siblings, resulted in conflict of assumption of ‘power over’ rather than ‘power with’ (Appendices 8.1-8.7; Bernstein, 2003, p. 24). Further evidencing failure to recognise that the ‘care-home’ belonged to its residents and that all others were merely guests present by the permission of the occupants (Appendices 8.1-8.7; Wilks, 2012, pp. 21-22; Rogers and Allen, 2019). In the absence of this acknowledgement, purposeful and meaningful dignity in care is negated.
5.6. Conclusion
Within chapter 6, results, discussions and findings will be amalgamated into a theoretical and political synopsis relating to End-of-Life Care and Elder-Care ‘truths’ as perceived by family members bereaved of their elderly parent (NICE, 2015; WG, 2017). It highlights how government policies were utilised within Elder-Care practices potentially influencing policy change, impacting on future standards and quality of care within care-homes (CSA, 2000; OPCW, 2013).
From chapter 4, key themes have emerged and are identified as influential in the understanding of how these impact on perceived levels of end-of-life care (NICE, 2015; WG, 2017). These key themes were discussed in detail within chapter 5 and support the opinion that they are associated into the following Themes from the data collected:

1. Staff Feeling Undervalued, Behaviours and Prevention
2. Humanity, Communications, Empowerment and Voice

3. Standards, Policy, Procedures, Legislation and Compliance

4. Family: Relative Position, Norms and Expectations

6. CONCLUSION AND RECOMMENDATIONS 
This Dissertation by research has critically explored both theory and policy relating to End-of-Life care and Elder-care as perceived in practice by a recently bereft family sibling group, including their spouses (NICE, 2015; WG, 2017). ‘Gazing’ on participants’ perceived truths, a unique view of how such policies and practices translate into actions offers insights and possibly holds potential to re-inform theoretical positions relating to purposeful Elder-care services; particularly during end-of-life period (Institute for Government, 2011; MCA, 2005; Webb et al, 2008). Adopting a social constructivist lens has permitted interpretation of various truth perceptions as recollected by individuals (Flick, 2018, p. 603). Accommodating multiple truths and comparing with established theory, participants in this research challenge any rigid adherence to such beliefs via their non-conformity (Butterworth 2010; Bowen, 1993; Appendices 8.1-8.7). Having explored participants narrative stories, taking these as actual truths then supports the idea that the greater distance away from legislative source, standards and motivation to maintain dignity in care reduce; increased dignity and respect evident only with proximity to death and immediate on-site presence of family members (Bourdieu and Passeron, 2017; SCIE, 2013; Nietzsche, 1887, cited Ansell-Pearson, 2017). Given such identifications from this research enquiry comprising four female siblings and three spouses has developed four key themes which are discussed below, subsequent conclusions are drawn and emphasised in recommendations made (WG, 2018).  
Theme 1: Staff Feeling Undervalued, Behaviours and Prevention

Participants unanimously reported perceiving staff and manager at the home as ‘fearful’, reluctant to extend their risk of reporting and of decision making. Communication and decision making are identified by participants as key areas of failure. Elder care-staff being perceived as less professional than nurses and care workers identified as unskilled therefore attracting low wages with low levels of vocational training required as relevant in achieving ‘minimum-standards’ (SSWBA, 2014; Appendices 8.1-8.7). From this perceived ‘fear’ and ‘truths’ offered by participants, care-staff are identified as being under-valued by both the organisation, manager and most revealingly themselves. Therefore, if elder-people care is to be improved then both perceived and actual value of elder care-staff must increase with organisation, managers and elder care-staff identifying as professional carers. 
Recommendations:
· Increased qualifications be required for elder-care staff, moving from vocational to Higher Education.

· Such education should include both psychological, social and health content enabling staff to operate on a similar value level as other health-care professionals.

Theme 2: Humanity, Communications, Empowerment and Voice

The ‘voice’ of elder family member received tokenistic regard, agents acting on her behalf received limited regard, with care-home staff and manager ‘assuming’ intermittent lead agency dependent upon the ‘risk’ associated with decisions made on a ‘best interests’ basis. Participants felt residential care-staff in general were disinterested in their job role, felt under-valued and under-invested in, to the extent of fulfilling prophecies that they are low-skilled and lowly regarded by wider health-care professionals.  Therefore, LA Care establishments should up-skill their work-force in order to raise staff self-perception in support of realising the importance of professional residential elder-care.
Recommendations:

· Government must invest via LAs and go beyond a ‘minimum standards’ approach as envisaged by Blair’s Government Legislation of 2000. 
· Further recommendation that Trade Union leaders are invited to co-produce a plan of action essential if aspirational aspects of legislation are to be achieved. 

Theme 3: Standards, Policy, Procedures, Legislation and Compliance

Inconsistent adherence to mandatory standards was reported by participants, with both staff and Care-Home Manager viewed as aspirational in achieving minimum standards. From this ‘attempt’ to meet minimum standards it appeared that meeting legislated minimum standards was very often viewed as optional, varying in importance depending upon staff lead on-shift (Appendices 8.1-8.7). ‘Truths’ as reported by participants asserted a view that Care-Home Managers were not being held to account by senior Managers for non-achievement of required care-standards. Senior Managers who had graduated over time into senior positions, not necessarily related by qualification to experienced supervised guidance and aspirations to higher care experiences (SSWBA, 2014). Therefore, if standards of care are to improve, senior managers must embark upon a mission to change practices. Improved changes necessary if legislated standards are to be actually realised. 

Recommendations:

· LA’s should recruit new senior managers of a higher academic and experiential merit.

· As existing managers age-out of the system, external recruitment is essential if the accepted cycle of minimum standards is to be broken.  

Theme 4: Family: Relative Position, Norms and Expectations

Theoretical ‘first sibling’ theory did not hold true within this research cohort. The second eldest sibling assuming what was anticipated as compliant with Bowen’s (1993) opinions of role and responsibility, norms and expectations. Staff and manager were unable, or preferred not to recognise lines of instructed communications with the family. Therefore, an obligatory requirement to maintain essential communications information in such a way as to have readily available electronic data and a necessity that staff embrace IT systems is needed, moving away from the use of paper-driven systems.
Recommendations:
· All care home staff must be IT trained to a basic level of competence in support of accessing records and recording information. 
· Care-Home Managers must audit such systems ensuring compliance to GDPR/Data Protection standards, whilst maintaining easily accessible resident care-records.

Organisation’s failure to address family complaint questions the morality and social learning within care-homes evidenced by the data, necessitating further research to enable understanding of complex challenges met by staff, family and elderly parent (REFUK, 2014; Equality and Human Rights, 2007; Appendices 8.1-8.7).  
Recommendations:

As a result of this research project it is recommended that: -

· Wales-wide Research to highlight the ‘truths’ of the lived experience of those in Elder-Care provision and their family within Wales to inform practice.

· Outcome of research shared with Wales wide LAs enabling evaluation of Elder-Care delivery and then ensuring that legislation reflects such evidence. 
· Research results made accessible to families/public allowing inspection of Elderly-Care provision, enabling informed choice. 

It can therefore be concluded that this small-scale case-study research has revealed new ‘truths’ indicative of a system under stress wherein those in need of dignified, respectful care do not appear to be receiving appropriate standards of care at all times as perceived by their families (Koprowska, 2011; Equality and Human Rights, 2007).  Participants have reported occasions where such failings have resulted in borderline abusive behaviours and practices; practices declining as proximity to legislative source increases (Bourdieu and Passeron, 2017; SCIE, 2013; Nietzsche, 1887, cited in Ansell-Pearson, 2017; Appendices 8.1-8.7) i.e. the aspirational content, motivations, and intent of e.g. SSWBA (2014) are inherent and acknowledged (CSSIW, 2004). The data from participants indicate a belief that delivery of standards were inconsistent within a system under duress (OPCW, 2014), recognising the human aspect of ‘care with caring’ inconsistent authenticity of care intent was questioned by the family in the preposition ‘Care without Caring’ (NHS Wales, 2020; OPCW, 2013; NICE, 2015). 
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8. APPENDICES
8.1. Appendix 1: Interview Questions/Answers - F1

	1. Could you please explain your relationship to the deceased family member?

	Eldest of 4 daughters.

	2. How would you describe the staff’s support when caring for your family member?

	Not always very good, they wouldn’t always do as we liked.

	3. How would you define ‘care with dignity’?

	To treat the person with respect and help her with anything she would need.

	4. What, in your opinion do you think are essential components of ‘care with dignity’? 

	Please list 5
1. Keep her warm

2. Talk with her

3. Keep her clean

4. Well fed

5. To be there at all times for when she needed, and make sure she had plenty to drink at all times.

	5. Do you feel that sometimes the care given could have been improved?  
	Yes X
	No (

	Please explain your response
I do think that the care could have been improved. 

At times she seemed to be on her own and not always have water by her bedside, nor when in the main room.

	6. Could you give examples of when the care given was excellent?

	Yes, she was looked after, her basic needs were looked after okay.

	7. In ensuring the health and wellbeing of the individual being looked after did the carers communicate effectively with: 
	a) The Client
	Yes (
	No X

	1. 
	b) The Family
	Yes (
	No X

	2. 
	c) Health Care Professionals
	Yes X
	No (

	Please explain your response 

a) Not all of the carers communicated effectively with my mother. 

There were times when I had to ask them for her to have water or comb her hair.

b) Not all of the carers communicated effectively with the family. 

Had to continually ask for water for example. 

c) On a few occasions she had to be admitted to hospital and it wasn’t very good.

	8. Was the client ever taken to hospital during the time they lived in the home?
	Yes X
	No (

	9. If so, were you contacted immediately?                  
	Yes X
	No (

	10. How did you feel about how this was handled by care home staff?

	Please explain your response
My mother was admitted to hospital many times during the time she lived at the home. 

I think they took care with doing the admission. 


	11. Do you feel that your family member received dignity in care and was respected by staff in the care home at all times? 
	Yes (
	No X

	Please explain your response 

No, not at all times. 

On one occasion my sister overheard one of the carers talk about my mum with another worker and say unpleasant things about her.

	12. What issues do you feel impacted upon the quality of care for your family member?

	Please give examples

Sometimes she would be left after we had asked them to do something such as change her or to toilet her, she would be left sometimes.

	13. Did you feel that your family member’s voice was heard whilst living in the care home?
	Yes (
	No X

	Please explain your response

She wouldn’t always be supervised. 

They didn’t always listen to her.


	14. Could you give examples of a time when the staff at the care home demonstrated effective communication to your family member, to yourself and to Health Care Professionals?

	Carers Communicating with Your Family Member

Please give examples

	Carers Communicating with Yourself 

Please give examples
Yes mostly, they would phone a family member if she was ill or having to have the doctor or being admitted to hospital. 

Yes, if there was anything to report such as illness.

	Carers Communicating with Health Care Professionals
Please give examples 
Yes, they would be in touch with them. They would always tell a family member or myself.

	Thank you for your participation.

Are there any other points surrounding ‘care’ that you would like to make?


8.2. Appendix 2: Interview Questions/Answers - M1

	1. Could you please explain your relationship to the deceased family member?

	Son-in-law, married to eldest daughter.

	2. How would you describe the staff’s support when caring for your family member?

	I didn’t have a great deal of direct involvement but seemed adequate to my knowledge.

	3. How would you define ‘care with dignity’?

	Taking in the concerns of the individual, trying to keep them happy and cheery and looking after their medical needs. 

Hopefully some social interactivity.

	4. What, in your opinion do you think are essential components of ‘care with dignity’? 

	Please list 5
1. Have a caring nature.

2. Take a good interest in the job.

3. Have time to spend with each customer so to speak.

4. Be conscientious.

5. Generally, have a nice nature.

	5. Do you feel that sometimes the care given could have been improved?  
	Yes X
	No (

	Please explain your response
Yes, it could have been better. 

Well the only knowledge I have is she was thirsty sometimes and there was no water around or soft drinks despite on occasions being asked to provide them. 

That’s about the limit of my knowledge.

	6. Could you give examples of when the care given was excellent?

	On occasions when I was visiting, she was asking for some support in some way and depending on the individual staff member it was good, excellent on times but it did vary.

	7. In ensuring the health and wellbeing of the individual being looked after did the carers communicate effectively with:
	d) The Client
	Yes (
	No (

	3. 
	e) The Family
	Yes (
	No (

	4. 
	f) Health Care Professionals
	Yes (
	No (

	Please explain your response 

a) I don’t have a great deal of knowledge on that to be perfectly honest.

b) I believe so. 

c) I don’t have enough knowledge of this to be perfectly honest to give a comprehensive answer.

	8. Was the client ever taken to hospital during the time they lived in the home?
	Yes X
	No (

	9. If so, were you contacted immediately?                  
	Yes (
	No X

	10. How did you feel about how this was handled by care home staff?

	Please explain your response
Seemed alright to me but because I wasn’t directly involved, I couldn’t say if it was in a timely manner or was very good.


	11. Do you feel that your family member received dignity in care and was respected by staff in the care home at all times? 
	Yes (
	No X

	Please explain your response 

Not at all times but a substantial amount of the time.

	12. What issues do you feel impacted upon the quality of care for your family member?

	Please give examples

Probably the time the staff could devote and the compassion there I suppose at times as well. 

They could have provided more fluids when requested. 

	13. Did you feel that your family member’s voice was heard whilst living in the care home?
	Yes (
	No X

	Please explain your response

Mostly yes but at other times not to an acceptable level.

To the best of my knowledge she used to ask for drinks but they weren’t always provided in a timely manner.


	14. Could you give examples of a time when the staff at the care home demonstrated effective communication to your family member, to yourself and to Health Care Professionals?

	Carers Communicating with Your Family Member

Please give examples

Depending on the staff involved sometimes it was excellent, other times good, other times not so good. 

It was a spectrum across the range.

	Carers Communicating with Yourself 

Please give examples
Several occasions when I was involved the staff were meeting us and keeping us informed before we were entering her room. 

On the odd occasion when I was directly involved, they seemed very good, telling us if she’d had a good day or was in a bad mood or whatever. 

Just generally helpful.

	Carers Communicating with Health Care Professionals
Please give examples 
I don’t have any direct knowledge of that but it seemed to be adequate when it became necessary. 


	Thank you for your participation.

Are there any other points surrounding ‘care’ that you would like to make?

	Not really because I wasn’t day to day involved with her visits and the health issues. 

The care seemed reasonably adequate overall but there was room for improvements in certain aspects.


8.3. Appendix 3: Interview Questions/Answers -F2 Did Not Participate

	1. Could you please explain your relationship to the deceased family member?

	

	2. How would you describe the staff’s support when caring for your family member?

	

	3. How would you define ‘care with dignity’?

	

	4. What, in your opinion do you think are essential components of ‘care with dignity’? 

	Please list 5



	5. Do you feel that sometimes the care given could have been improved?  
	Yes (
	No (

	Please explain your response

	6. Could you give examples of when the care given was excellent?

	

	7. In ensuring the health and wellbeing of the individual being looked after did the carers communicate effectively with: 
	The Client
	Yes (
	No (

	
	The Family
	Yes (
	No (

	
	Health Care Professionals
	Yes (
	No (

	Please explain your response 

a)

b)

c)

	8. Was the client ever taken to hospital during the time they lived in the home?
	Yes (
	No (

	If so, were you contacted immediately?                  
	Yes (
	No (

	9. How did you feel about how this was handled by care home staff?

	Please explain your response


	10. Do you feel that your family member received dignity in care and was respected by staff in the care home at all times? 
	Yes (
	No (

	Please explain your response 

	11. What issues do you feel impacted upon the quality of care for your family member?

	Please give examples

	12. Did you feel that your family member’s voice was heard whilst living in the care home?
	Yes (
	No (

	Please explain your response


	13. Could you give examples of a time when the staff at the care home demonstrated effective communication to your family member, to yourself and to Health Care Professionals?

	Carers Communicating with Your Family Member

Please give examples

	Carers Communicating with Yourself 

Please give examples

	Carers Communicating with Health Care Professionals

Please give examples 


	Thank you for your participation.

Are there any other points surrounding ‘care’ that you would like to make?


8.4. Appendix 4: Interview Questions/Answers - M2

	1. Could you please explain your relationship to the deceased family member?

	Son-in-law, married to second daughter.

	2. How would you describe the staff’s support when caring for your family member?

	Generally, it was quite consistent of the same standard but the standard could have been a bit better. 

I found that the standards were better with certain staff in place and I got to know which staff were thorough. 

I particularly noted that when there were senior staff in place that were thorough, the standards throughout that shift, I imagine were generally a lot better. 

I think staff got away with more when they were being supervised by less vigilant supervisors for example.

	3. How would you define ‘care with dignity’?

	Care with dignity is about listening to the voice of the person who you are caring for. 

I suppose alongside that if, as in our case you had an elderly family member with dementia, part of that voice would come from the family and those with the concerns for their loved one that they’ve had to place in a care home to be cared for. 

So, for me dignity and respect is about treating the person as a human being, listening to their voice, understanding the effects of dementia and then using that knowledge to negotiate with the family what is right and most beneficial for the person that’s being cared for.

	4. What, in your opinion do you think are essential components of ‘care with dignity’? 

	Please list 5

1. Listening to the voice of the individual being cared for, their needs, wants and preferences.

2. Listening to the voice of the family and understanding that they know the person better than the carer. Families should in most cases know their loved one better.

3.  Keeping your ears and eyes open, listening to what the person being cared for says.

4. Treating them as an individual and what’s really important then is getting to know the person and having knowledge of what moods they are in, what makes them happy, what makes them sad and generally knowing something about them as a human being as opposed to knowing them as ‘just another elderly person we’re caring for’, that the carer might not actually be interested in knowing. 

5. So, here’s an amount of professional care really, I think would be the words here, and interest and engagement in one’s work.

	5. Do you feel that sometimes the care given could have been improved?  
	Yes X
	No (

	Please explain your response

Oh yes, there were some significant occasions where the care fell far below that is actually common sense. 

The two that stand out quite strongly for me is one where water being made available for our loved one to drink, and the other one was about the clothing. 

Two incidents that stick out for me as being…..maybe a third as well where someone spoke quite rudely about our family member whilst they were in the room and whilst they really didn’t have an understanding of what was going on. 

So, the first one for me was having visited the home on numerous occasions and continually asked various staff for water because my mother-in-law liked to drink lots of water, and in the end, I used the term ‘why are you withholding water from my mother-in-law’. At that point then jugs of water had been placed around the care home for all residents as a demonstration of ‘oh we are providing water and we are not withholding’. So, I think the choice of words there really, but this is over a space of about two or three months that I would visit the home and my mother-in-law would say she was thirsty. 

Another time then I visited the home with other family members and we noticed that the clothes my mother-in-law had on were really tight and she was complaining of not being able to breathe properly. We then realised she had the wrong clothes on, they were belonging someone else and they were massively too small, restricting her movement and her breathing. I just think any dignity and care had gone right out of the window there because nobody took the interest in caring for my mother-in-law, and more especially considering she suffered with asthma. 

So just remembering then further what I couldn’t quite remember earlier was that the communication at the care home wasn’t particularly good. You would be leaving messages for one shift to pass to another, for example we complained about the clothing being too small, that was supposedly going to be logged in the daily recording book and it mysteriously never got recorded because one person on the shift didn’t want to get someone else into trouble. That was brought up at a meeting with the managers later on. Basically, that and another of occasions when you would turn up to visit your mother-in-law and she wouldn’t be there, she would have mysteriously have gone to a hospital appointment that you hadn’t been told about. So, in terms of communication and passing on information, generally there was quite often displays of a lack of interest and lack of engagement. 

People were very scared to make a decision or to say anything because they would get a ‘row’ for making a mistake or something, they were very fearful.

	6. Could you give examples of when the care given was excellent?

	I think probably at the point in time towards end of life that’s when the service or the care appeared to be more genuinely real. 

We were given a private room for the family to be in adjacent to where my mother-in-law was so we were at hand right towards the end which was important to the family. We were given drinks and food and looked after in that sense far better than anything noticed throughout her stay there. 

There were individuals that were occasionally very very nice and very very helpful, but they were individuals and generally overall the service was okay. Then of course there was another time then when a family member was present and a senior member of staff spoke about my mother-in-law in really bad terms as well and that was quite upsetting for family members. The senior staff was doing something and had her back to the family member and then spoke about my mother-in-law in quite derogatory terms, and then really really tried to apologise once they realised the family member had listened to this. That person was really quite disgusting and should have been dismissed but they didn’t do that.

In terms of excellent service, it was quite rare and in fact was mostly towards the end of life care.

	7. In ensuring the health and wellbeing of the individual being looked after did the carers communicate effectively with: 
	The Client
	Yes (
	No X

	
	The Family
	Yes (
	No X

	
	Health Care Professionals
	Yes (
	No X

	Please explain your response 

a) No, they didn’t really communicate very well with my mother-in-law because she had dementia, so that was quite token. They tried to do most of the communication through one family member, one daughter, but even that wasn’t perfect.  

b) Not really, the family were left to chase.

c) I think the communication with other professionals was intermittently good but could have been better. 

	8. Was the client ever taken to hospital during the time they lived in the home?
	Yes X
	No (

	If so, were you contacted immediately?                  
	Yes (
	No X

	9. How did you feel about how this was handled by care home staff?

	Please explain your response

Sometimes we knew in advance because it was a planned appointment but other planned appointments we didn’t get to know about. If my mother-in-law was taken in because of an immediate health issue that she needed to be escalated in the care we would generally get to know, however we went through a number of months where they appeared not to have the right contact numbers, for example there would be one sister perhaps who would be the main point of contact and if they couldn’t get through to that person they didn’t bother contacting other sisters or family members so they felt they discharged their duty and didn’t pursue or contact enough family in some shape or form. Basically, we had to lead them through a step by step ‘now if you don’t contact sister one you contact sister two, and if you can’t contact sister two then you get sister three’. So, it was a very simplistic sort of misunderstanding, like a dumb insolence almost, a disinterest in their work, it was quite upsetting that was. It was really quite upsetting because something that was so important was to them quite matter of fact and ‘oh yes we tried to make a phone call, we couldn’t get through and we’re not going to make any other phone calls and we don’t really care’. 

Some of the reasons we got to find out were that they didn’t have enough staff on e.g. they should have had three ideally but minimum standards were two so they only had two and therefore they didn’t have enough time so it seemed as if they were always being taken advantage of by their employer, and as a result the person that got to suffer was the person being cared for which strangely enough did seem to upset the staff but not to the point of doing anything about it because they were powerless. So basically, they were unhappy in their work and the people in their care suffered as a consequence.


	10. Do you feel that your family member received dignity in care and was respected by staff in the care home at all times? 
	Yes (
	No X

	Please explain your response 

Okay well listening to some of my earlier answers you will see that there are moments where senior staff or supervisor on shift spoke really badly about my mother-in-law and one of her daughters heard so that was really significant. 

I think the lack of water, or care, or interest, having the wrong clothes on all of these things lead to inconsistencies in dignity in care so I think as a general overview, yes the care was okay, it was acceptable, it was good but it was never much better than good apart from maybe towards end of life care when it was a lot more respectful, and that just seemed to be (I don’t know), too much too late…..too little too late (I should say). Not enough was done overall and it’s really quite upsetting mostly.

The manager was repeatedly asked that staff didn’t leave my mother-in-law sitting in a wheelchair for hours and hours but this wasn’t listened to. 

There was an occasion when myself and several family members visited my mother-in-law only to find her ‘wheezing’, struggling for breath. When we asked the carer in charge of shift for her asthma inhaler, she couldn’t find it and said she didn’t know about the asthma. I was surprised by this as my mother-in-law had lived at the home for a long time. 

During another time when I visited, I found my mother-in-law extremely poorly in bed. A carer told me she had been like this for two or three days but no one had informed the family or contacted the doctor. This resulted in her being hospitalised, she was diagnosed with bronchial sepsis.

	11. What issues do you feel impacted upon the quality of care for your family member?

	Please give examples

I think I hit the nail on the head here earlier on. The inconsistency in dignity, inconsistencies of information sharing, and I think the fact that people were carers but they didn’t really care, they were just there for the money. Or within the money they were paid they weren’t valued and their care which bordered on nursing care at points in time in my opinion, they weren’t valued for it and they were expected to give more for less and with less amount of staff that should be there really. So, the service is cut to the bone and quality of service for me suffered, the quality of care and dignity in care suffered as a consequence. So, I just think that that could have been a lot better. 

So in terms of family it was okay, in terms of other professionals it was okay and in terms of how it went with other staff or within the home it was reasonable but we found that information we left that someone confirmed they would write in the ‘day book’ to pass to the next shift didn’t always get done.

	12. Did you feel that your family member’s voice was heard whilst living in the care home?
	Yes (
	No X

	Please explain your response

A lot of the staff there didn’t fully understand dementia despite working with elderly people who, as I know are the people who suffer mostly with dementia. 

So, it was a case of they heard the voice but they ignored it, or they asked for something but they weren’t really interested in the response because they had already made their mind up as to what was going to happen. 

So, at best it was tokenism and I think beyond that there was a lack of interest, and whether that’s as simple as putting sugar in tea or ‘do you want a cup of tea’ in the first place, or ‘would you like a drink’ in the first place, and I think for me the tokenism is there. 

Evidence towards that is when they eventually got around to having jugs of water in the room, when myself and my family arrived, they would always make a big thing of inviting everybody in the room to take a drink of water or asking them if they wanted a glass of water. More for our benefit or for their own benefit than actually genuinely for the residents.

	13. Could you give examples of a time when the staff at the care home demonstrated effective communication to your family member, to yourself and to Health Care Professionals?

	Carers Communicating with Your Family Member

Please give examples

I think there were a number of occasions, and there were a small number of occasions where we arrived at the care home and there would be someone with my mother-in-law and they genuinely seemed to be talking with and communicating with, as opposed to telling or asserting themselves over what was a very vulnerable old lady. So, for me I did observe on a number of occasions but it wasn’t the general standard that would happen, it always appeared that that was down to some individuals who took more interest in their work. Potentially some of the younger ones or the more interested and experienced ones but you couldn’t generally put an identifier on them.

	Carers Communicating with Yourself 

Please give examples

After sorting out the miscommunications with the phone contact points where there was a first point of contact and then subsequent points of contact, which they conveniently mislaid and couldn’t find numbers and then found old numbers and couldn’t get through and then blamed us despite them having used the correct numbers they reverted back to old numbers. So, I think once that was sorted out communication was more effective but that was more about the family driving that change than the worker driving that change, or the supervisor on the shift that day.

	Carers Communicating with Health Care Professionals

In general, I had the feeling that care home staff were fearful when communicating with healthcare professionals, scared to get something wrong. Very often the basics were missed for example the fact that my mother-in-law had dementia was not passed on to healthcare professionals and this led to much confusion during care and treatment when a family member was not present. This could have been handled much better. 


	Thank you for your participation.

Are there any other points surrounding ‘care’ that you would like to make?

	Yes, there are a few things really and it’s probably to do with the manager’s ability to manage the staff there. I felt very often that the manager didn’t take the lead often enough, the manager wasn’t forceful enough with experienced and established members of staff who were set in their ways and wouldn’t change, therefore the manager was powerless really. 

On a number of occasions when we reported things, we then had to escalate things to a higher level to get the care home manager’s manager, the group manager as it were, involved. Then to a point on a number of occasions we were so unhappy we needed to go outside of that to get an external body involved, or to at least threaten that and I think it was only when we drew their attention to these things whether it be water, clothing, communication or someone being rude, all of these things really were quite upsetting. 

I think what people overlook is you put your family member into a care home because that is the right thing to do, where they can get the right levels of care beyond what the family can do, and that you expect more than just minimum standards to be met we would expect humanity type standards to be met and not just the bare minimum. I think sometimes the bare minimum…we didn’t even receive that; they aspire to reach minimum standards so yes for me it’s really quite upsetting. That’s all I’ve got to say really. 


8.5. Appendix 5: Interview Questions/Answers - F3

	1. Could you please explain your relationship to the deceased family member?

	Third of 4 daughters.

	2. How would you describe the staff’s support when caring for your family member?

	Overall it was really good but there were incidents where the care wasn’t perhaps as good as it should have been. 

Sometimes there were staff shortages which resulted in perhaps the time that they were able to spend with individuals was not as much as it should have been. 

	3. How would you define ‘care with dignity’?

	Well as far as I’m aware, each individual having confidential care, asking them what they would prefer to happen in their care, or asking their close relatives if they were unable to answer for themselves. Keeping family involved and aware of what was going on in their care, and any problems then they should be discussed with the family before action taken if possible.

	4. What, in your opinion do you think are essential components of ‘care with dignity’? 

	Please list 5

1. Being looked after, perhaps bathing times making sure that they wouldn’t be disturbed and that nobody would burst in on them.

2. Again, asking where possible their opinion rather than assuming that everybody is the same.

3.

4.

5. 

	5. Do you feel that sometimes the care given could have been improved?  
	Yes X
	No (

	Please explain your response

Again, it’s the case of when there was shortages and time restrictions wouldn’t allow as much individual care perhaps as was necessary. 

On one visit to the home towards the end of her life, I witnessed a carer feeding her some food, she gave her just 2 mouthfuls then told me my mother didn’t want anymore. I continued to feed her the food and she ate it all even though it took some time.

	6. Could you give examples of when the care given was excellent?

	At the end of my mother’s life when she was given ‘End of life care’. The staff really put themselves out to help all the family to attend the last minutes of her life and provided us with refreshments and up to date information on how things were going.

	7. In ensuring the health and wellbeing of the individual being looked after did the carers communicate effectively with: 
	The Client
	Yes X
	No (

	
	The Family
	Yes (
	No (

	
	Health Care Professionals
	Yes X
	No (

	Please explain your response 

a) Because of my mother’s dementia it wasn’t really appropriate that she was given the burden of making decisions for herself and we needed interception from other members of the family so that the understanding of what was going on was clear. Not being around if she was given any sort of advice, I couldn’t really say what the level of communication with my mother was one to one. 

It was difficult for them because of the dementia so I can understand that but again it’s the fact that whether they were qualified enough to keep her confident and happy.

b) Well one of my sister’s was more prominent in that side of it than the rest of us so basically the main point of contact was not myself but when there was a decision to be made all sisters got involved. 

c) They needed to call on a doctor on a few occasions because my mother was prone to having water infections and she had to be hospitalised a couple of times as well, and they did attend to all that side of it.

	8. Was the client ever taken to hospital during the time they lived in the home?
	Yes X
	No (

	If so, were you contacted immediately?                  
	Yes (
	No X

	9. How did you feel about how this was handled by care home staff?

	Please explain your response

She was hospitalised a couple of times, mainly due to water infections and the effects of that making her more confused and irritable. 

I wasn’t contacted immediately as the spokesperson for the family was contacted and she sent the message around to the rest of the family. 

I think it was handled pretty good most of the time, I can’t recall anything that was an issue or a problem.


	10. Do you feel that your family member received dignity in care and was respected by staff in the care home at all times? 
	Yes (
	No X

	Please explain your response 

Most of the time she was. 

There was an occasion where I wasn’t present myself but I was informed that one of the care home staff raised their voice at her and spoke about her in derogative manner in front of other staff, other residents and their family members, unaware that one of her daughter’s was also in the room.

One thing I didn’t particularly like was they had a pet dog at the home and the dog was allowed into her bedroom. There were a couple of occasions when the dog fouled on the bed and on the floor which I didn’t feel was in my mother’s best interest as she was prone to picking up infections.

	11. What issues do you feel impacted upon the quality of care for your family member?

	Please give examples

Most of the staff really cared about what they were doing, and that was a positive thing. 

As I said earlier about times of staff shortages, and time restrictions wouldn’t allow as much individual care was necessary. 

Also, the time when I visited the home and witnessed a carer feeding my mother, giving her just 2 mouthfuls then telling me she didn’t want anymore. Even though it took time she continued to eat all when I fed it to her.

She didn’t interact very much with the other residents but I feel that she did appreciate the fact that she wasn’t on her own. 

She wasn’t left on her own a lot and they did encourage her to go from her room and sit out with the other residents in the lounge. She ate her meals most of the time with the other residents. 

She did pick up a couple of close friends who unfortunately did pass away after she had lived there a while, and unfortunately, she did miss those friends and of course as time was going on, she must have found it more difficult to build new relationships with the other residents.

	12. Did you feel that your family member’s voice was heard whilst living in the care home?
	Yes (
	No (

	Please explain your response

It’s something I can’t really answer because when I was there, they did interact with her and they did respond to what she asked for, and they questioned for example whether she wanted a cup of tea or a cup of coffee or something to drink. 

They did respond appropriately to that but when I wasn’t there, I don’t know whether that same level of attention was given to her.

There were times when I’d been up there and it didn’t seem to me that she had had a drink for some time when we had asked specifically for her to be given plenty of fluids, water in particular when she was having the urine infections. 

There were a couple of times when I visited without giving notice and there wasn’t a jug of water in her room.


	13. Could you give examples of a time when the staff at the care home demonstrated effective communication to your family member, to yourself and to Health Care Professionals?

	Carers Communicating with Your Family Member

Please give examples

I think they probably must have explained to her when things were happening in the first instance, and obviously I wouldn’t have been around when that took place because it would have been before it was communicated to the family. So, I suppose the next step is that they would have contacted the Health Care Professional and at the same time the spokesperson for the family. If they couldn’t contact the spokesperson then they would have perhaps contacted one of the other sisters and then each sister wold tell the other what was happening.

	Carers Communicating with Yourself 

Please give examples

Yes, I felt I didn’t have any issues when I was there when they needed to speak to me about mam’s care or anything, that was absolutely fine then. 

	Carers Communicating with Health Care Professionals

Please give examples 

Yes, Like I said at the end of life in particular they did and when they needed to call an ambulance for her to go into hospital or when they had to 

arrange for her to have her hair done and for the more personal things as well. So, they booked appointments for her as well.


	Thank you for your participation.

Are there any other points surrounding ‘care’ that you would like to make?

	


8.6. Appendix 6: Interview Questions/Answers - M3

	1. Could you please explain your relationship to the deceased family member?

	Son-in-law, married to third daughter.

	2. How would you describe the staff’s support when caring for your family member?

	Most of the time excellent but some staff were better than others I would say.

	3. How would you define ‘care with dignity’?

	When I was there at the home, I didn’t see any problems myself. 

Generally good.

	4. What, in your opinion do you think are essential components of ‘care with dignity’? 

	Please list 5
1. I think they should have a lot of patience and time. I know some carers don’t seem to have the time for everybody in my opinion

2.

3.

4.

5.

	5. Do you feel that sometimes the care given could have been improved?  
	Yes X
	No (

	Please explain your response
I remember she didn’t have anything to eat and drink at times which I think is important and she should have had. 

I think they were a bit slow sometimes with her clothes, putting clothes on her that were not hers and were too small. 

I don’t know if it was underwear or just general but I felt that might have been better.

	6. Could you give examples of when the care given was excellent?

	I can’t really think at the moment. 

I do remember but I don’t know if it’s excellent, at times she was happy with the things being done, the food and drink. 

I just can’t recall anything that was excellent.

	7. In ensuring the health and wellbeing of the individual being looked after did the carers communicate effectively with: 
	g) The Client
	Yes X
	No (

	5. 
	h) The Family
	Yes X
	No (

	6. 
	i) Health Care Professionals
	Yes (
	No (

	Please explain your response 

a) They came to the room and said to my mother-in-law that they had come to either change her clothes or bring a drink or whatever. 

They did explain what they were doing so that was good I thought.

b) I can’t remember.

c) I don’t think I was there when a doctor was there. I could be wrong but at the moment I can’t recall. 

Of course, later on in her time at the end of her life the doctors were there, and the nurses of course. Yes, the staff were very helpful then, a little bit late may be.

	8. Was the client ever taken to hospital during the time they lived in the home?
	Yes X
	No (

	9. If so, were you contacted immediately?                  
	Yes (
	No X

	10. How did you feel about how this was handled by care home staff?

	Please explain your response

I wasn’t there when she was taken into hospital myself. As far as I know it was handled in the right way.


	11. Do you feel that your family member received dignity in care and was respected by staff in the care home at all times? 
	Yes X
	No (

	Please explain your response 

As far as I know yes but I wasn’t there all the time so I took their word for it that everything was fine in looking after her.

	12. What issues do you feel impacted upon the quality of care for your family member?

	Please give examples

As I said the water was a problem.

	13. Did you feel that your family member’s voice was heard whilst living in the care home?
	14. Yes (
	15. No X

	Please explain your response

Most of the time I would say it was. 

I can’t recall her complaining of that to me.


	16. Could you give examples of a time when the staff at the care home demonstrated effective communication to your family member, to yourself and to Health Care Professionals?

	Carers Communicating with Your Family Member

Please give examples

As far as I’m aware yes.

	Carers Communicating with Yourself 

Please give examples

No, I can’t give a time when the carers communicated effectively with myself.

	Carers Communicating with Health Care Professionals

Please give examples 

I can’t.


	17. Thank you for your participation.

18. Are there any other points surrounding ‘care’ that you would like to make?

	I didn’t go to the home many times on my own for one thing, always with my wife, and many times we met the other members of the family there. 


8.7. Appendix 7: Interview Questions/Answers - F4

	1. Could you please explain your relationship to the deceased family member?

	Youngest of 4 daughters.

	2. How would you describe the staff’s support when caring for your family member?

	Sometimes it was good, sometimes it wasn’t so good, depending really on what members of staff were on.

	3. How would you define ‘care with dignity’?

	Respect, listening to the person’s views and what they need. Dignity such as dressing properly, cleanliness and hygiene.

	4. What, in your opinion do you think are essential components of ‘care with dignity’? 

	Please list 5
1. Being listened to

2. Being respected

3. Having a say in what they want and what they need

4. Choices, whether that be deciding what they want to wear or what they want to eat

5.

	5. Do you feel that sometimes the care given could have been improved?  
	Yes X
	No (

	Please explain your response
I found as far as my mum was concerned as she was incontinent sometimes when I visited her incontinence pad hadn’t been changed for some time and there was just a pool of urine on the floor and her clothes were soaking wet.

Also, more often than not when I visited my mum, she didn’t have any water or fluids at hand to drink even though myself and other family members would constantly ask for her to have water and fluids. My mum was prone to having urine infections which caused her pain and discomfort. 

	6. Could you give examples of when the care given was excellent?

	I found it was very good when it was my mum’s birthday or Christmas. They would put on parties and get the service users to join in with activities.

At the end of her life I thought it was quite good actually. The staff were good to the family, they went out of their way basically to help us and make sure we were comfortable. The care provided to my mum was very good, they made sure she was comfortable and contacted Health Care Professionals when needed.

	7. In ensuring the health and wellbeing of the individual being looked after did the carers communicate effectively with: 
	j) The Client
	Yes (
	No X

	7. 
	k) The Family
	Yes X
	No (

	8. 
	l) Health Care Professionals
	Yes (
	No X

	Please explain your response 

a) I feel they didn’t communicate very well as my mum had dementia and they probably thought that she couldn’t understand what they were saying to her or would forget about what they were saying to her as well.

b) I think as we were a large number of family members maybe they would communicate with one particular person and not each of us as individuals.

c) There were occasions when my mum appeared to be unwell and they delayed in phoning for GP to visit her.

	8. Was the client ever taken to hospital during the time they lived in the home?
	Yes X
	No (

	9. If so, were you contacted immediately?                  
	Yes (
	No X

	10. How did you feel about how this was handled by care home staff?

	Please explain your response
I think it was quite poor. On a few occasions I wasn’t contacted or informed about the situation.


	11. Do you feel that your family member received dignity in care and was respected by staff in the care home at all times? 
	Yes (
	No X

	Please explain your response 

I felt that she was ignored or just wasn’t supported in the correct manner. There was one particular staff member who was really awful to my mum, the way she spoke to her and talked about her in front of a family member and others.

	12. What issues do you feel impacted upon the quality of care for your family member?

	Please give examples

She didn’t have the quality of care that she should have been given. I felt that she was left alone a lot of the time, and even at meal times when I sometimes visited, she was sitting at a table on her own.

	13. Did you feel that your family member’s voice was heard whilst living in the care home?
	Yes (
	No X

	Please explain your response

I just felt that because she had dementia that some of the carers just thought ‘she doesn’t know what she’s talking about’.


	14. Could you give examples of a time when the staff at the care home demonstrated effective communication to your family member, to yourself and to Health Care Professionals?

	Carers Communicating with Your Family Member

Please give examples

No.

	Carers Communicating with Yourself 

Please give examples
On one occasion when my mum was admitted to hospital, I did receive a phone call stating what had happened and what hospital she was in.

	Carers Communicating with Health Care Professionals
Please give examples 
I do remember them phoning the GP on an occasion when my mum was ill. I didn’t overhear the conversation but they contacted me to tell me. I haven’t been present when they contacted anybody.


	Thank you for your participation.

Are there any other points surrounding ‘care’ that you would like to make?

	


8.8. Appendix 8: General Participants Overview
9. Staff support “not always good”. “not all carers”, “not all of the time” and “improvement needed”
10. “family wishes not followed”

11. Seeing the individual as a person

12. Person not always at the centre

13. Meaningful communication

14. Physical and prevention needs
15. Responsive to the individual person

16. Effective communication

17. Isolated

18. Place important

19. Hospital admittance

20. Ownership of parents

21. Not seen as persons home

22. Family members not aware of procedures

23. Staff training needs/knowledge

24. Excellent care given

25. Dignity/respect and voice by staff

26. Infrequent visits

27. Undervalued staff

28. Staff confidence

29. Dementia

30. Management expertise 
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