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1. SummaryO0 A O O - A GafeHdd Rairative Research Projectlaout Carer
Bereavement

Project Goals

This research project explored the phenomenon of carer bereavement. It was also about making
opportunity and removing barriers to carers doing their own research. A group of bereaved carers

undertook the project to collect the stories of people like themselves, people who have spent time

caring for a person who has then died. Th e project wa s about what comes next, how carers feel
and what they experience.

Method
The project was multi  -method, collecting interviews and digital stories. 8 long, semi -structured
interviews were conducted with a snowball sample of participants by 3 interviewers . These were

digitally sound recorded. Training in interviewing techniques (for 2 peer interviewers) and
gualitative analysis techniques (for 3 peer analysts) was provided as part of a capacity building

aim. All par ticipants were also invited to take part in a week long digital storytelling workshop as a
second part of data collection. They each developed and scripted a short 250 word personal story

into a multi -media digital film  or digistory , using photographs, moving image and voice recording.
Full train ing and support was provided. 5 people took part in the first course. Eight months later a

second course was run for 3 further participants. 3 peer facilitators from the first workshop series

were trained in digital storytelling techniques and themselves a cted as tutors for the second
course. Counselling support was offered at all project stages.

Analysis Outcomes

The int erviews were co-analysed, and a project reportwas group edited , detailingin -depth
accounts under seven emerging themes . The digital stories were  produced onto DVD and
www.youtube.com/folkusuk

Findings
1. On Caring Experience, we found people keen to stress the difference bet
unusual 6 bereavements and the isolation experienced

syncd wit h tParentimg begeaved children was also key .

2. In Positive Perceptions of Caring pride, love and respect were over -riding and people
emphasized return altruism over a lifetime and personal reward to the carer. Positive
aspects in ber eavement focused on  regaining some independence and being released from
the engulfment of the caring situation.

3. Dealing with Stress was a third key on -going issue for bereaved carers and was the over -
riding health related concern.

4. Loss and Social Isolation were also key and people described a graded series of bereavements

or losses that do not simply coincide with the death of the cared for person. Understanding

of an earlier peri od ofatindelof suspensipn df muctesacrabamde nt 6

emotional support, when dptioo wassgesseh6 i s not an
5. The importance of  being given opportunity to recount a detailed Death story was a strong

need expressed . T he bereavement story is not rehearsed or valued in the same way and
more attention to this might improve things for bereaved ca rers in coping and surviving.


http://www.youtube.com/folkusuk

6. The Money Matters theme showed the subtle ways money matters to the long term bereaved
carers involved here who d id not have specific financial hardship. They experience d
difficulties in taking over financial custody for their loved ones , in money -related fears of
community judgment, doubt of the altruistic caring m
whi sperersé within communities

7. In Relations with Services , carers spoke about how support offered did not match their needs
for convoluted and complex  reasons.

Participant reflections on projecti nvolvement s howed the work was experienced a:

easy6, important for O6processing whatoés happenedd, made
identity and confidenced, providing 6something to share
dormantskil s and | earn new oneso.

Dissemination
The project outcomes were used to share carersd stxories
and to lobby statutory and third sector services to better understand the needs of this group.

Recommendations
1 Continuing work on p  reventing stress related breakdown , finding ways to acknowledge and
thereby possibly help people expose feelings of residual guilt in particular.
1 Increased s upport to carers in facing periods of transition and change linked to different
kinds of bereavements at the end of the caring role and beyond

91 Provision of creative time limited peer mentoring and befriending co -support to help carers
at key stages in the end of life , using skill -building learning as a focus to get people
together.

1 Offering increased opportunities to rehearse bereavement narratives to improve coping

1 Service re -focus away from just the short term, the time immediately after the death of the

cared for person, toinclude atime further down the line in a bereaved ca rerds experienc



2.Background

2.1 Bereaved Carers

Carersd provide unpaid care by looking after an ill, fra
partner ©. Bereaved carers are those who have hadhedermbcared f o
6f ormer carerd6 has been coined in the sociological Iliter
necessarily identify themselves as a former carer but has experienced an episode of caring in the

past that ended with the death of their dependant. Th is caring was not carried out on a

professional basis, and excluding benefits, was unpaid®o
was used in this project as the preferred term of the authors. We included those experiencing

6l i ving ber eayv eneterm,tthdse wiwt lo icaed for person was lost to dementia or

residence in a care home.

As Parkes (1972) pointed out ODespite the awe which each
clinical observation forces one to conclude that it is easier to die thanto survive 6 ( p 9n3hp last

decade, carer bereavement wa s 6barely recognised in public practice.
mobilised for the dying. For the survivors who suffer more there is often nothing. There are

ordinarily no carers fort  he carers in their bereavement as there were for the dying. They are on

their ownd (Young & Clhd stoeen of cafels & havelbéen pereaved started to

attract a little research attention in the last decade. Audrey Jenkinson published a 0The Beginning
not t he Ilookddsed omher own personal experience as a former carer and ed ited extracts

from interviews with others in simila r positionsin 2 004 . This wa s a blend of personal stories

collected by an actress whose parents had died, pr esented to uplift and woven i nt
personal twelve step recovery guide for past carers. In 2009, Mary Larkin published a paper

drawing on her PhD  research with former carers. She called for adoption of a more holistic

approach t o c anmognhisiod of pasteatisg,support needed from professionals and she

made recommendations about voluntary sector provision. She raised o6seri al caringbé
understanding of the phases of a post -caring trajectory as key issues to explore further.

Other wor k has given some attention to bereaved carers, but has not had this as its major focus.

Young and Cullen (1996) held conversations with twelve East Londoners and their carers to see

how they fared in the period leading up to their deaths. They included one short chapter on
accounts from the surviv  ing carers about what happened to them afterwards. This charts is olation,
loss, deep griefand a  devaluing of the bereaved carer experience. Lewis & Meredith (1988) and
Brown & Stetz (1999) both interviewed former carers and explored the caring experience but the

post caring experience was not a major focus of either study. McLaughlin & Ritchie (1994) studied

former carers as part of a larger sample examining the effectiveness of social security benefits.

Some exciting narrative based projects had been carried out  with carersin the UK  at the time of
writing (Kirklees, 2006;  Patient Voices, 2012;  Winslow, 2009). Ina c a r edigdasstorytelling

project for Carers Gateway in Huddersfield, carers recorded a range of their stories  (None were
with those bereaved) (Kirklees, 2006) . Those who have been running allied projects recognise d
there wa s a gap in current work. In the Sheffield Palliative Care Oral History Project (Winslow,

2009), Michel |l e ThWiintesvieveswe curaentlgt do@re not with bereaved people , t hough

' The General Household Survey (GHS, 2000) shows that in the UK more than half of carers (52%) were caring
for their parents or parents in law, 21% for a friend or neighbour, 21% for another relative, 18% for their
spouse, 8% for a child (including adult children). Most carers look after elderly people, 70% of those cared for
are 65 years or over (Carers UK, 2009). 62% of carers look after someone with a physical disability, 6% with a
mental disability and 18% with both a physical and mental disability.



during the pilot study in 2003 we interviewed someone who lost her husband with Motor Neurone

Disease. She talked a lot about living with the disease and afterwards asked if she could be a

volunt eer intervi ewer wixpdrentelwas pasitive tbiyhér t IfWainslew, 2009). Health
Talk Online collects interviews with a range of people talking about health. Each of their projects is

a qualitative research study in itself, with analysis of t he issues that people talk about, published

on their website (Healt h Talk On -line, 2009). When we started this project, they had conducted
some interviews with carers (for their projects on heart failure, dementia, Motor Neuron Disease
and Parkinson's) and  plan a future study on bereavement after caring to complement their studies

on bereavement by suicide (launched 2009) and bereavement by sudden and traumatic death
(launched in 2010). At the time of writing up our work , they had received funding from Marie Curie
to interview 40 carers and bereaved carers to inform the
2012) .

The Patient Voices Project is another group who has done increasing amounts of  work with carers,

seeking to improve the quality of healt hcare using digi tal patient stories (Hardy, 2004 ). They

suggest patient stories have 0co mentdred cfaorrem aan dk eéy tpoa rstu popfc
the more deeply entrkekacsdetdmédecivi idrea& ei noacth atl ankceal talppar e
(Hardy, 2004 , p2). They have recently collect ed some stories from people with early -stage

dementia and one of their carers (Stenhouse et al, 2012). In considering the social context of

bereaved carers within health and welfare, we also noted a growing interest area for narrative work

at the end of life in the hospice movement and within palliative care ( e.g. Brehaut, 2006; Lichter,

Mooney & Boyd, 1993 ; National Council for Palliative Care, 2011 ).

2.2 Policy Context

The development of spe  cific policy for carers was one of the striking develo  pments of the past two

decades (Twigg et al, 1990; Twigg & Atkin, 1994) . Carers became the ascendant group within

soci al car e, 6on trenddé for politicians hukedClemensusi ng i nc
suggested thatcare r s were six million peopl e t,hepresenvéng theamgsiet t i ng
neo-liberal dream,t aking a huge strain and gradually articulat ing their situation as a min  ority

group with rights (Clements, 2010). Caring for Carers  (DH, 1999) was thefirst national car er 6 s
strategy , followed by n  ew legislation affecting carers such as the Carers and Disabled Children Act

2000 andthe Carers (Equal Opportunities) Act 2004 , Work and Families Act 2006 and the Pensions

Act 2007 . A New Deal for Carers  was announced in 2007 , and carers were  recognised by the DH in

Our Health, Our Care, Our Say (2006), the Darzi review (Darzi, 2009) and the NHS Constitution

(Department of Health, 2010d). Carer support was monitored by the Commission for Social Care

Inspec tion (CSCI, 2007, 2008, 2009) CSCl recognised early that

dr'here are major tensions for councils in their policies to support carers. They are charged with
improving efficiency and targeting resources effectively and are consequently restricting eligibility

to services. But at the same time they are looking to sup port carers, recognising the risk that

without support many carers own health and well -being may suffer and they, too, will need help in

their own right. The danger, as ever, is that carers are
continuetobesocia | |y excluded and barred from the opportunities
2006). Many |l ocal authorities used their DH carers6 grant t
appoint O6carerso6 letal d2008)fIM Nag 2010¢h@ Cdnsenvative -Liberal government

updated the National Carersdéd Strategy (2010) prioritisin
educationaland e mp | oy ment p persenalised asuppordfor carers and mental and physical

well -being (HMG, 2010 a:5).In November 2010, t he 6 Bi g S oconwas puyféwardo tby the

Tory party, while broader notions of ¢ ivic or community involvement/engagement were more

broadly accepted cross the political spectrum (HMG, 2010b)



Within all this , there was little mentio n of carer bereavement. The DH  End of Life Care Strategy
(2008 ) stated that surveys of bereaved relatives and carers were to be introduced, looking at the

quality of services they received as their cared for person approached the end of life. It mentioned

an intentio n to start research on how best to support carers as their relative reached the end of
life, but said nothing dire ctly about support for carers in bereavement (DH, 2008). A National
Carersdé Strategy Demonstrator Sites (DS) ,docusiggrom mme was d
breaks for carers, health and well -being checks for carers and support for carers in different NHS
settings. A national evaluation in 2011 mentioned bereaved carers only twice, reporting that

bereaved and 6énear end of thdgfoeps that mosiEe desnonst@tedet hamo n g
engaged effectively with (Yeandle & Wigfield, 2011). One NHS site had tried to engage bereaved

carers, but with no evidence of success (Yeandle & Wigfield, 2011, p61). So at the time of writing,
DH policy makers were at early stages of identifying bereaved carers at the local level , but activity
through a variety of coalitions and national voluntary sector programmes was starting to have

impact .

In 2009, the National Council for Palliative Care (NCPC) set up the Dying Matters Coalition to

promote public awareness of dying, death and bereavement more generally (Dying Matters, 2012).

They provided opportunities for people with personal experience of palliative and end of life care to
participate in policy, good practice and media activities and their work contains lots of good

examples of engaging with bereaved c ar egtofies and providing support networks. In relation to
specific illnesses, resourc  es and interest in issues that affect bereaved carers was also mounting.
One example wa s the patient and carer engagement work of the Marie Curie Cancer Care (MCUK ,
2012) . Another was the on  -going work of Age UK. Age UK Leeds and Age UK South Tyneside bega n
a project in late 2012 focusing on the needs of older carers and providing support at end of life,

including the time after their caring role has ended. This has been extended to some other areas of

the country (Age UK, 2012).

2.3 Theoretical andservice €rspectives

Many reports exploring and evaluating the lives of carers and their service needs have a hugely

political character, often being produced to legitimise a service or justify a policy or funding

decision (Twigg et al, 1990). Most are ve ry closely embedded in the politics of service

development. The context of the Past Caring Project is different. While several of its participants
have played important roles in carer service development (mainly from within activist and

voluntary groups),  the group came together through informal personal networks, and are diverse

in their politics and experience.

As described above, ¢ arer bereavement is a current developmental area  for service providers. The
lack of existing knowledge about carer bereave ment meant that the core project focus needed to
be about establish ing basic information about the phenomena of carer bereavement. Carers occupy

an ambiguous social position within the social and medical care system anyway (Twigg & Atkin,
1994) . We shall see in this study that bereaved carers become quickly hidden to all but the

smallest of minorities on the margins of the social care world, unless they have on-going caring
responsibilities for others.

Twigg acknowledged that carers pose moral responsibi lities for welfare agencies as they cannot be

assumed to pursue their own interests in a straightforward way T relationships and feelings of

obligation have severe consequences for their lives. These continue when the cared for person

dies. This Projecthel ps us to | ook closely at O6the 1t Welsokatthat bi nd ¢
wi der ways in which the <diviegghatlimitedtaeddtonstraised theochrersliter e

when their cared for person was alive (including frustration, burden, claus trophobia) casts a



forward shadow over their life during bereavement and beyond . We reveal private fears and
thoughts that are scarcely ever articulated (and are hence especially easy for service providers to
miss). In particular, we show the bereaved care rs o6sur r oun dhorosgs ,she peicaived

critical voices shaping the way we give ourselves permission to live without the carer identity.

Carers are partfof ghentéeéeddemackdrop of health and soci a
occupy an o6uncertain and fragmented positiond (Twigg et
makers make assumptions about c a r eavdilability, involvemen tand duties, structuring and

resource -restricting their provision in the light of those assumptions. Some services have a specific

carer - orientation. Others do not even formally acknowledge the carers existence. Very few mention

bereaved carers in any way . Hence, what the Past Caring Study can offer in this area are rare

detailed insights and oversights about the way the social and health care systems as a whole affect

carers in their caring lives, in their bereavement and beyond. We stress the importance of the life -

course perspective that this enables, as bereaved carers go on to articulate their own future health

and welfare needs and those of other people, for whom some go on to care for.

We feel in particular that the project could be useful for med ical services and in medical education,

where the focus is very much on the patient, and the consequences of action for the carer are

often dimly perceived anyway, vanishing from view at the time of bereavement. Presenting a more

fluid, deconstructed accou  nt that ranges across the service system as a whole and addresses how

services are provided as well as what is provided, might allow us to better reflect some of the

compl exities. Foll owing Twiggds suggestions ( Tedingg & At Kk
participants accounts as O6contingent comings together of
unitary systemb6 ( p1l8)-receiptlomabstntd ofa raspoesware justoasimportantin

piecing together the stories.

In the Past Caring Pro  ject, we are treating the study of carer bereavement as a subject in itself T
aiming to achieve a position of self -conscious articulation to force some key issues onto the policy
agenda. We recognise that the task that follows is to re -integrate those accou  nts back into wider
debates concerning social care and disability.

2.4 ServicdJserled Approach

We wanted to design a project where the participants were actively engaged in developing and

planning the work, actively involved in the delivery of the work through their role as co -researchers
and peer supporters and actively involved in analysing the fi ndings, writing up the project and
disseminating the results to achieve a policy and service impact. Essentially, the participants were

acting as advocates for the needs and rights of those with previous onerous caring duties who have

to weave themselves a  new kind of life when their cared for person dies or has dementia or leaves

them for residential care. Through this activity, we were interested in exploring the best ways for

people to bring about change in their communities relating to the way bereaved carers are treated
and understood. We were also experimenting with the most effective ways to involve people as

participants and co -researchers and to share innovative practice in meeting bereaved carers needs

for peer support and community involvement. We aimed to provide bereaved carers with

opportuni ties for social engagement and for building or enhancing peer networks.

Whilst we recognised that bereaved carers are a diverse group and have different lifestyles,
abilities and needs, we also knew that t hey have a wealth of skills and experiences that could
potentially be harnessed and enhanced to enrich their communities. This project was built around
bereaved carers coming together and inviting and enabling other bereaved carers to give their
time, ener gy and skills within ~ a user -led research project.



So t his projectaimed to  undertake a robust piece of service user -led research. The definitions of

service user research range from those which ask service users the questions, through to service

users bei ng oO6equal partner sd wit htopsertefl reseach (Ransoh, 200 sear cher s
Beresford and Wallcraft, 1997). In this project, User -led research mean t that service users

originated the idea, helped to get the funding, helped design and carry out the research, helped

analyse the data and  write itup and helped disseminate the findings. At times, the carers led on

key areas, while others were researcher led, but we all commented on everything and co -authored

most outputs. Thisis anidealisedversi on of the model put forward in The Si
research ( Faulkner and Nicholls, 2002). The project reflects many of the values and principles that

underpin the user movement more generally: empowerment, collective action in order to effect

strategi ¢ and political change,  partnership and co -operation between service users. However, we

recognise thatas Maddock et al (2004) suggest ,6al though efforts are being mad
possibilities of user/survivor led research and the shift required to o ffer space to such a discourse

in research, there are those in many corners who continue to resist them. .. itis still an activity

that sits on the fringes of user involvement 0 ( p By undertaking this project, we share in a highly

challenging butimporta  nt goal to change the politics of research production (Beresford, 2008;

Postle et al, 2008).

Models for involving people in all levels of research in this way can be seenin a growing body of
emancipatory research (Barnes, 2003; Beresford, 2002; Hanley, 2006) where shared authorship is
key (Frisch , 1990 ; Rouverall et al, 2000, 2003 ). We are helpingto  build on a growing body of
partnership research in health and social care evident from the INVOLVE database (INVOLVE 2009

T INVOLVE is the national advisory group, funded by the = Department of Health , that promotes
public involvementin  health and social care research). In designing this project, we were also

mindful of local Peninsula College of Medicine and Dentistry (PCMD) guidelines and the project was
approved by the PCMD Ethics Co  mmittee. S pecific guidelines for the ethical conduct of research
carried out by and with health service users were also used (Faulkner, 2004; Hanley, 2005).

Figure 2:
Rosemary, Brian
and Rachel at
the first project
development
meeting
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3. ProjectAims

3.1 To explore carer bereavement, filling a gap in carer research

As mentioned above, ¢ a r egtofies have been collected for some time by Health Talk On -line,

Patient Voices and more local projects like the Gateshead Carers Project and the Sheffield Palliative

Care Oral History Project. The directors of these projects acknowledge d that there wa s an existing

gap in relation to the stories of carers who have been bereaved when we started our work .

Existing projects that ha  d been carried out with bereaved carers have been very exciting, but small

scale and limited to conventional anonymised designs (such as Mary Larkinds PhD r e

This project aim ed to contribute to  further base -line information about the phenomenon of carer
bereavement through research

3.2 To gve bereaved carers a voice
James Earl Jones once suggested that 0 On e o hardeshtlEings in life is having words in your
heart that you Thisgpmjectaimedtt e take@n interestin bereaved c ar egtofies and
to collect, value and pass on these stories in order to g ive carers a voice they ha  d not had to
date. @ atient stories have been recognised (Greenhalgh and Hurwitz, 1999 and others) as making
a significant contribution to understanding the p
own areas of expertise, i.e. his or her own life and unique experien ceofillness. 6 Hardy (
p76).

at
2 (

3.3 To drectly improve bereaved carers lives
Telling stories in supported ways can have important cathartic effects. Potentially it  allows
participants to explore latent levels of personal meaning for themselves and to share these with
others. Wedid nd6t want to just produce somet hing stwmiébs¢hatent and a
were difficult and controversial. Cheryl Mattingly show ed that sharing stories gives participants new
future stories  (Mattingly, 19 91). This project aimedto  help people move beyond any disadvantage.
Small et al (2009) suggested from their study of dying, death and bereavement with the carers of
people with heart failure that input to carers after the death of their cared for person may re duce
future demands on scarce services and so have an economic bonus. We were unable to measure
this outcome here, but we ddeval uate bereaved carersdé experience of t

3.4 To develop an innovative, muitiethod design
By moving outside a  reliance purely on written print media and peer reviewed academic
pu blication, the project sought fresher, more inspirational ways of telling, sharing and presenting
the stories of carers who have been bereaved through sound interviews and digital stories.  This
aim accord ed with a drive to make sure re search wa s both more accessible to and more
accountable to those who take part and the public more widely.

3.5 To nfluence practitioners and change policy
Stories have been shown to offer powerful to ols to influence policy agendas (Greenhalgh & Hurwitz,
1999) . In her work on digital stories with the Patient Voices Programme, Pip Hardy made links to
clinical governance and micro  -systems, evaluating the role of patient digital stories as essential in
improving t he quality of healthcBati antl Voaceswagpuggédledtm hime
doth redress the balance of power between healthcare clinicians and managers and the people
they serve, and it gave decision -makers a different kind of opportunity to understand the needs of
patients T other than the dry results of surveys and statistics 60 (Har dyp76 2 Oher
storytelling interventions, like the one at the Royal Devon and Exeter Hospital (Health Foundation,
2008) which involved using a video abou t patient experience of venous thromboembolism (VTE)
and brain damage to ensure doctoro6s own VTE prophyl axi s



used to spread improvement methods throughout the hospital. Stories from this project aim ed
similarly to  inform a better, more ethically sensitive response by statutory and non - statutory
services to the needs of bereaved carers . Through co -analysis of the interviews, we aimed to move
beyond an informational educational role, providing clues to the wider symbolic wo rkings of
statutory services and other support networks for carers.

3.6 To tange carer research agendas
Research agendas and topics are often set for carers and this project aimed to draw on carers own
agency in changing the production of useful research. This project aim ed to engage the power of
carersto share and acknowledge bereaved carers stories that have not yet been publicly told and
to create new spaces for their telling. Excellent carer involvement was sought, with carers initiating
the project and taking control of the research design, implem entation and dissemination. It wa S
about making opportunity and removing barriers to carers doing their own research.

3.7 To dfer carers high qualitinformation technologyraining
Our aim was alsoto e mpower carers by offering participants training in different media and
information technology techniques thatw ould be useful for the project and an investment for their
future. At the time of writing, there had been recent attention to engaging older people in
improving their information technology skills and this project aimed  to add to this agenda in a
capacity buil ding way.

3.8  To offer carersesearch support and skills exchange
A further aimwas  to offer on -going support in using research recording and analysis equipment
and techniques, and sharing the existing research skills of those involved within the project group.

3.9 To offer carers emotional support

As a carer -led group, we were acutely aware of the need to offerto s upport carers who may be
considered to be vulnerable to tell difficult and challenging stories with full back up support

available fr om a trained counselor.

4. Research Questions

Box 1: Research Questions

1. The Phenomenon of Carer Bereavement
What are the personal situations of long term carers who have been bereaved? What have they b&ghah
are thér specific need¥¥hat is the impact of carer bereavement on day to day life?

How do people copinancially, emotionally, socially, practically and spirij@gilgen and to what extent can
bereaved carers overcome any state of abeyance with employment orwbithlwhes previously postponed f
an indefinite period?

How do careoriented services affect carers in their bereavement? What support comprodsiet by other
help? Have any coherent models of support to bereaved carers emevbat@aysan service providers beore
sensitive to the needs and interests of bereaved carers?

2. Carer-led Research
How do bereaved carers shape their own accounts of their needs through the stories that they tell?

rough?
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‘What can we learn abosgrvice sesand carergxperience adevelong and undertakintheir own research?
5. ResearctDesign

Figure 3: Victoria and Kath recording sound

5.1 Interviews

Semi -structured, one-to one, qualitative interviews were used (Collins, 1998; Kvale, 1987; Patton,
1987). Such interviews are considered useful  to minimise potential threats experienced in relation

to sensitive research topics (Lee, 1993). Participants were given the choice as to where they would

prefer to do the in  terview, choosing between their own homes or an inte rviewing room in the

Peninsula M edical School. The interviews lasted between 1 -3 hours in length. Our goal was to make

sure they were manageable and not too exhausting, while allowing for in -depth and pen etrating

accounts to be revealed. An open -questioning technique was used - drawing on a question guide to

broadly structure accounts (see detailed descripti on below ).

For the interviews, we adopted what Bartunek d&Teami us (19
Researché. With roots in community psychology and acti on
ethical and political stance which seeks to empower research participants. By combining in a

research team people with varying degrees of cognitive, co nceptual and social distance from the

group, 'a marginal perspective is created at the intersection of the contrasting perspectives

represented by insider and outsider.' 6l nsider6 researchers are people whos
a lived familiarity with the group being researched and that tacit knowledge informed their

interviewing (Griffith, 1998) . This Od6insider6 status was the entr ®e int
car ers for the project and research evidence suggests that, for research in such sensitive areas, it

offers greater possibilities for trust from participants (Darlington & Scott, 2002 ;41) . An Oinsider
researcher will share cultural and personal understandin gs and may be better able to both

empat hi se and to interrogate subtle nuances with an inte

intimate knowledge of the group being researched prior to her entry into the project team. Kvale

suggests that the position of this interviewer should avoid and counteract risks described in the

met hodol ogy | it e+iadtenntea fascadowerr with participantsé maint a
on the knowledge gained6é (Kvale, 1996: 120) awbHedgebdi cul

The informed choice of participants, within a feminist praxis, was our key guide as to who

interviewed who (Darlington & Scott, 2002). We were reflexive about the process and the

interviewers worked closely together to examine insider /outsider factors affecting the resultant
interviews.
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5.2Digital storytelling

Digital storytelling is a research technique that has become increasingly popular in recent years. It

was introduced by the BBC to give television viewers and radio listeners a chance to make their

own two minute broadcast and publication on the internet. People were invited to workshops where

they were taught technical and story -telling skills, script  -writing, industry standard image and

video editing software. They made their o wn two minute films or sound broadcast. The experience

of the BBC Telling Lives Project was that the process had a natural integrity. The media often come

in to a community, take stories away and deliver them ba
recognise. 6 Through this workshop process there is no mediator
compl eted storyé participants deliver it to the producer

for the storyteller when it is ai red to the publi 2008,p3.t ephenson,

Digital Stories are short ( under three minutes) &ombining video, audio, still images and music that
reveal patientsd stodieKalt chy a2 QThd ngethed?7 &dapted in this study was
developed by Barrie Stephenson and his col leagues has taken many years to germinate and comes
supported by a significant body of exciting academic publication (Fyfe, 2007; Meadows, 2003) and

a manual and set of ethical guidelines for producing digital stories. The digital storytelling
workshops fo r Past Caring were designed by Barrie Stephenson and followed a set programme.

They constituted a  practical course where each individual created and produced their own digital

story, using a collection of personal photographs and working in groups and individually . The
format was as follows:

PREPARATION DAY to find out more about the
project, meet others who have shared their
stories and hear what it involves and what to
prepare.

DAY 1, a story -circle to help people choose, script
write and record the short story they choose to
tell.

DAY 2 patrticipants were invited to come in for a
one hour slot to sound record their story.

DAYS 3 & 4 participants were invited to come to 2
day workshops to learn key software packages

and use these to add images and film to their

story. The final day end  ed with a film premiere.

Figure 4: The last day of a Digistory Workshop

The Patient Stories Project claims that digital stories have value in research and service
development because they &an highlight gaps in the health and social care  system , can reveal
near - misses and form ‘'free learning opportunities' , promote healing and reconciliation , can allow

patients' and carers' (and professionals if appropriate) voices to be heard , can carry forward stories



that might otherwise be lost

, are created in a spirit of collaboration and partnership

, and touch

hearts, thereby reinforcing the notion o f patients at the heart of car ed ( Ha b0dp76). 2

12
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6. Participantsand SamplingMethod

Previous qualitative studies of post caring used quite large samples and relatively short semi -
structured interviews recorded at one sitting. Larkin interviewed 39 of an original sample of 44.
Lewis & Meredith (1988) interviewed 41 former carers, McLaughlin & Ritchie (1994) 10 and Brown

& Stetz (1999), 26 former carers. This developmental study aimed to work more intensively with a
smaller number of adult particip ants. It was a project of p  artnership with carers, who had agency
and control in the project. As such, we were not conventionally sampling the population, but

working in partnership with a purposefully small number of people to look at information rich

cases, in depth and detail. Showball sampling is seen to be advantageous in this kind of sensitive
context in that 6ésecurityd features are built into the m
the referral chain are known to potential respondents and trusted by them. They are thus able to

vouch for t he bomsfidgea (Leehl®93p s

The participant s we re initially, the 3 people in the project team who self identified and asked for

Folk.us assistance to do the project (Rosemary Whitehurst, Brian Ruel and Victoria Jones) . They

had not previously worked togeth er, b ut knew of each other  through their Folk.us membership.

They assembled a Project Advisory Group (described below) and together, recommended other

people who might like to participate and some community groups to approach. P rospective

invitations were discu ssed. An el ement of Otheoretical samplingd was er
(Coyne, 1997). There are 3 main ways in which carers are often categorised (Twigg et al, 1990), in

terms of features of:

themsel ves (male carer, elderly carer)
their dependant (carers of elderly people, carers of disabled children) and
their relationship (spouse, parent, non -kin carers such as neighbours).

=A =4 =9

Often research studies restrict themselves to one or oth
Car i BArgjekt, we openly invited individuals as a way to stress important parallels and contrasts
bet ween thes-erdbept eddegWeaaulp hohhppe to be representative, but aimed for

a mix of people relating to these categories. We also aimed for so me geographical spread across
Devon ?. We choseto emphasize what Twi gg has termed 6the undif-ferenti e
giving... the restrictedness, the assumption of responsi
the detail, in the particularit y of experience, recognising carers are not a homogenous group.

Unusually, we included in our project carers who are exp

loved one has been lost to dementia or residence in a care home . Most caring that people do is for
2-3 years as a person ages and dies. However, for people with or who develop long term

disabilities, caring can be very long term or life -long. Our focus in this project was on the latter T
people bereaved after long term (and in some cases very long term) caring experience.

The age of our participants was limited to adults (age 54 to 85yrs) -child and youth  bereaved
carers bring particular requirements for ethical permiss ions and procedures that we were not able

to cate r for (but hope to in future). Our project did not allow for any systematic treatment of issues

of class or race, in part due to our location in South Devon with its demographic of a predominantly

white population. Our carer -led networking or ~ snow -ball recruitment method and the sensitivity of

the issues exposed by the project meant that w e engaged more with people who we re mobile and
those who have had some contact already with other carers. We recognise d that as predomina ntly
omi ddl e cl ass aalikelytodhavé greatpr aomess to resources (Parker, 1990a) and this
affected the caring experience and capacity for involvement in time -consuming research.

2 One participant, Kath worked in Devon but lived in Cornwall.
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Inall 11 people were invited to attend a project information afternoon and we spoke to 8 other
individuals during the course of the project who had expressed interest. 8 participants decided to

take part and were available for the negotiated workshop dates (Rosemary, Brian, Victoria, Gill,
John, Liz, Sue and Kath). Sue chose not to record a digital story.

We recognise dthatbi as was an al most inevitable feature of this
the social relations which underpin the sampling procedure tend towards reciprocity and

transitivity éndieéatnmapokthemselres and to be homogeneous in their attributes,

rather than providing linkages to others whose soci a
However, Patton (2002, 563) suggests that ihaisssensnatb al
one of dealing with a distorted or biased sample, but rather one of clearly delineating the purpose

and | imitations of the sample studiedd.

I c¢ch
|l s a

Reflexivity was an essential part of this participative method. There was discussion and reflecti on
within the project advisory group of transparent, sensitive and non -coercive recruitment, leaving

an audit trail of decisions made, clearly reporting any refusals and monitoring impact on method

and conclusions. People who chose not to take part were no t required to give their reasons.

However, those that volunteered information said timing (when the sessions ran) and the overall

time commitment (especially for the digital story making) was too much. Some were balancing

other caring roles (particularly f or grandchildren and living partners). Some booked holidays and

other activities at short notice and had to drop out. A few were suspicious of the project goals,

concerned that the products would be amateurish and unconvincing.

- - —

Lo\z\ “‘“‘1(3

.G\/ol

.4 E&:’\‘-ﬂx(\

Figure 5: Brian and Gill in pained concentration
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7. Project Team

This project was run by a team of 5 people: 3 were bereaved carers,  who also had a considerable
range of research skills, experience and life experiences to share, initiated the project (Rosemary
Whitehurst, Joanne Perry and Brian Ruel); 2 were senior researchers from Folk.us ® (Wendy Rickard
& Rachel Purtell ) who facilitated and supported the team throughout the project. Joanne Perry

moved to Canada near the beginning of the project. After the first six months, one of the

participants, Victoria Jones, was invited to join the Project Team . Victoria became a key member. 2
freelancers (Barrie Stephenson and Julie Wyman) supported the team in digistories and counseling

respectively (described below). A collaborative capacity building design was adopted. We will do

our best here to clarify the resultant roles that emerged.

7.1 Interviews

3 interviewers worked on this project ( Rosemary and Victoria  and Wendy ). They undertook about 3

i nterviews each. It is a rather crude description, but t
(Rosemary and Victoria) and one as outsider (Wendy). Wendy had no existing personal or

professional links to those being interviewed, o ther than in being part of forming a partnership for

this project

7.2 Digital Story Telling

Two digital storytelling workshops were run as part of this project. A digital storytelling trainer,

Barrie Stephenson, lead the first digital storytelling  workshop of the project.  Amongst his 18 years

of experience working at the BBC as radio producer and managing editor of two BBC local radio

stations, he headed up the digital storytelling initiati
recently, he ¢ onducted a digital story  -telling project in partnership with a group of carers and social

workers in Kirklees (Carers Gateway in Huddersfield, 2006). The project team studied the web -site

and listened to the digital stories with interest as part of our bac kground research. We contacted

Kirklees Social Services, who strongly recommended Barrie 4

One goal of the first digital storytelling workshop was to startto train the Project Team as digital
storytelling trainers themselves (Rosemary, Brian, Victoria an d Wendy). For the second digital
storytelling workshop, the Project Team led the first two days of training (Story -circle, script -
writing and photos). Barrie led the second two days of training, with input from the Project Team

(digital images, film and mo vie -making).

7.3Counselling

Many of the stories recorded were very personal and difficult to deal with before and after the

telling. A trained counsellor was employed for the project duration to offer support sessions to any
participant who felt they needed them. Julie Wyman, with si  gnificant experience of working with
carers , was employed as part of the Project Team. She was available on demand  throughout the

% Folk.us works to promote service user, patient and carer involvement in research. Based at the Peninsula
Medical School /University of Exeter, Folk.us was funded by the National Institute of Health Research (NIHR),
Department of Health until March 2012.

% Barrie led the team at Radio York that won a Sony Gold Award for its community service to North Yorkshire
during the floods of 2000 (Stephenson, 2009).
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project period. 3 people took up counselling over a number of sessions . This open model was based
on a model developed in othe  rresearch initiatives  °. None of the current literature on former carer
research projects (Larkin, 2009; Jenkinson, 1994; Lewis and Meredith, 1988 ; McLaughlin & Ritchie,
1994; Ziebland & McPherson, 2006; Carers Gateway in Huddersfield, 2006; Winslow, Walsh &
Noble, 2009; Hardy, 2005; Patent Voices, 2009) built in the offer of counselling in their res earch
design so thiswas an  innovative and experimental feature of the Past Caring Project

Figure 6. Doing the final edits on digistories

7.4Project ResearcAdvisoryGroup

We also had a Research Advisory Group  of 7 people, with an  operational function  to oversee the
research team and to advise them on key areas of the project design, procedure and conduct . The
Advisory Group was made up of t he 5 members of the Project Team plus Pam De Clive Lowe
(Research & Development Manager, Peninsula Primary Care Research Management & Governance

Unit, Public Health Directorate, Devon Primary Care Trust, Commissioning Headquarters, County

Hall and Part time Post Graduate Lecturer, Postgraduate Education Centre, RD&E Wonford Hospital )
and Deirdre Ford (Lecturerin Social Work , School of Applied Psychosocial Sciences, University of
Plymouth ).

7.5Guidelines and outside expertise

> Most specifically, from 2003-7, the Living Stories Project (Experiences of People with Haemophilia and HIV and
Experiences of the families of people with HIV and Haemophilia), ran as user-led initiatives with a research team
of Robert James, Sian Edwards, Wendy Rickard and Krista Woodley www.livingstories.org.uk). The projects were
financed by the Heritage Lottery Fund and based at the University of Brighton. Melanie Ottewill was employed as
a counsellor to support participants and interviewers on demand throughout both projects. The amount of

support accessed on demand serves as our most immediate model fa this project. At a reflective feedback event
facilitated by Melanie Ottewill and Dr Rickard in Swindon in 2007, Living Stories Project participants described
their use of the service and their feelings and experiences. It was rated as highly important an d Krista Woodley
wrote up the findings for a paper given at the International Oral History Conference (Woodley, 2008) The
counselling role in the Past Caring Project drew on and further developed such experience.



http://www.livingstories.org.uk/
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There were potential  problems in co -producing and co -editing the outcomes of this project as a
team, overseen collectively by a project advisory group. A smooth process relied on consistently

good personal relationships and agreed ways to work through any analytical tensions a nd
disagreements, respecting people while also challenging each other creatively. We were mindful of
work on shared authorship and experiences of others such as the Brighton Popular Memory Group

in reflectively working through these issues. There were some other dangers and pitfalls in
recording a personal story for public broadcast on a web -site ( e.g. issues like defamation/libel;
contempt of Court; taste and decency). BBC Guidelines were followed and referral onward to
professionals in the field on specific issues. The key issue that arose about which we sought some
outside expertise was in relation t o use of music in personal digital stories and copyright.

8 Research Instruments

8.1 Question guide

A question guide for Past Caring was developed using knowledge and expertise of basic methods of

interview guide development, but parti cularly those developed for lon g complex narrative

interviews. The development of a guiding set of questions to inform an oral history interview is

considered basic good practice by many practitioners (Yow, 1994; Perks & Thomson, 1993). We

foll owed t he addetaitedintérntiew guidéshduld be used as a memory jogger for what

needs to be covered and how best to ask it, rather than
14). O6An interview guide is a plan for the | ratordfow,i ewé (i
1994: 36). This preparation phase for interviewing was drawn from models written up in practical

oral history texts (Thompson & Perks, 1993; Perks & Thomson, 1998; Yow, 1994).

In developing the interview guide, we also looked at those developed specifically with former
carers. In particular, guidance was sought from Dr Mary Larkin, De Montford University, Leicester
(Larkin, 2009). Through phone and email contact, Larkin kindly privately shared the research tools

developed for her study of former carers and discussed their further development w ith some
members of our Project Team. Jenkinsonds book 6Past Caring: The Beg
served as another specific model, as did Lewis and Meredithofs §D2B8@Moosicadgd

and Mc Laughlin and Ritchiebds (1994) O6Legacies of car-ing: T
c ar e We dhudied their interviews and aimed to develop these and fill existing gaps in the work.

We talked with Sue Ziebland at Health Talk On-line and studiedt he methodology and research
instruments for the Health Talk On -line project (Ziebland & McPherson, 2006). We also looked at
and listened to all Health Talk On | i existibgsholdings on carers and listened to full interviews.
We listened to and spoke with the Kirklees Carers Project and the social workers who started that

work (Carers Gateway in Huddersfield, 2006). Similarly, Michelle Winslow has shared with us some
of her most relevant palliative care interviews (Davidson, 2003) and we have had private
correspondence about these (Winslow, Walsh & Noble, 2009). The Patient Voices Project was
another key model (Hardy, 2005; Patent Voices, 2009).

8.2 Project Information Sheeind Consentdfms

A project information sheet and consent form was written in accordance with the model set out by

the Peninsula Medical School Ethics Committee recommended model. Participants were also asked

to sign an additional consent form regarding permission to use photographs of them taken during
the course of the  project.
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8.3Equipment

For the interv iews, we used A Marantz PMD 661 digital sound recorder with Lavaliere lapel
microphones. For editing sound we used Soundforge. For the digital stories, we used mac laptops
with iphoto and imovie. For photos, we used a Lumix LX 3. For analysis we used the Nvivo
qualitative analysis package.

8.4 Payment

The participants in  this research project were all offered payment to be paid research partners  and
were paid £50 for their involvement in the digital storytelling workshops. One participant chose not
to accept the payment. Expenses for all were  reimbursed using the existing agreement Folk.us had

with PCMD finance - to pay the same rates as the University and PCMD for travel, and the actual

cost of any trains, taxis or buses fares and mileage costs at 40 pence per mile and for time at the

'Visiti ng Academic' rate of the University . The 3 participants /Project Team members were paid
for all meetings, interviewing work, training and analysis.

9 Timeline

The project was completed over an 18 month period from November 2010 to March 2012 , although

project write up extended until August 2012 due to our time consuming group editing approach

Project planning started 2 years previous to this in 2008. It was important that this project was

carried out when it was. Ken Pl umnseaptuomrec é nsiigngae £t ¢ d f telda {
1995, p21 ). He stated that there are contextual conditions for stories to be received, at moments

of public reception. From |l ooking at existing published
other developments in carer services and support, 2011/12 was such a mamers ofpublic

reception for be reaved c a r estoéies. At the same time, the project group came together at a time

that was ripe for them to tell the stories of their recent experience. The participan ts sought

opportunity to tell these stories with an urgency to capture the experiences and feelings.

10 Procedure

In initial project team meetings we shared ideas about project design and developed confidentiality

and privacy policies for the group, forming a group project protocol to which we all committed and
agreeing a method to reflect on the research process through similar project group meetings

throughout and at the end of the project. The project was approved by the Peninsula College of
Medici ne and Dentistry Research Ethics Committee. In all, the project pre - planning phase took 2
years and we started the project in October 2010.

Through a series of  one to one conversations with the Project Team and in an open information
meeting for bereaved  carers, the project design was explained to potential participants. People

were invited to take part. 8 people came forward. Each participant was  asked to sign a consent
form at the outset, to be returned within 2 weeks of that first meeting.

5 people we re invited to take part in a 4 day digital storytelling workshop in January 201 1. This
was held in a room at the Peninsula Medical School, RD&E Hospital. The digital stories were

® For further information please refer to the precedents and policies set out in the following documents:
http://www.folkus.org.uk/files/expenses_costs_version_14th_September_2006.doc
http://www.gov.uk/....... Public ationsPolicyAndGuidance/DH_4138523

http://www.sci e.org.uk/publications/reports/report08.pdf ;

http://ww w.invo.org.uk/pdfs/Payment_Guidefinal240806.pdf



http://www.gov.uk/.......PublicationsPolicyAndGuidance/DH_4138523
https://owa.exeter.ac.uk/owa/wr207@isad.isadroot.ex.ac.uk/redir.aspx?C=3fbfa028374a43f4afc4064213a0e60e&URL=http%3a%2f%2fwww.scie.org.uk%2fpublications%2freports%2freport08.pdf
https://owa.exeter.ac.uk/owa/wr207@isad.isadroot.ex.ac.uk/redir.aspx?C=3fbfa028374a43f4afc4064213a0e60e&URL=http%3a%2f%2fwww.invo.org.uk%2fpdfs%2fPayment_Guidefinal240806.pdf
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produced onto a CD and copies were returned to the participants. The stories were also put onto
Youtube for internet access.

In the following 6 months, 2 members of the project team were trained in interview techniques and
8 people were interviewed (5 at the hospital and 3 in their own homes). The interviews lasted 1 -3
hours and were mainly recorded in one session (one interview was recorded in 2 sessions). The

interviews were digitally sound recorded. The interviews were summarized, transcribed and

returned to the interviewees for checking and finalizing. All participants were pr  ovided with copies

of their final summary, transcript and original recording on DVD or CD. 3 members of the project

team received training in analysis techniques.

In September 2011, a second digital storytelling workshop was run for 3 participants, again over 4
days. This was again held in a room at the Peninsula Medical School, RD&E Hospital. The digital

stories were again produced onto a CD, with copies returned to the participants and put onto

Youtube with par t i c ipprmiestod §.

From Septemberto  November 2011, 4 members of the project team worked together to analyse

the interview data, working independently as well as in a group at 4 consecutive analysis meetings.

We then wrote a final project report and designed and wrote content for a Project w eb-site. The
edited data was presented in themes on the project website with an archive of the digital stories

and full unedited interviews . With par t i ciagreemters pthe digital storiesw ere placed on this
web -site too. Each participantwas  involved w ith the editing o  f their themed information for web -
site presentation

A right to withdraw fully at any stage of the project, without giving a reason, was made clear and
we accept ed that people ¢ ould change their minds about their contribution mid -project (though no -
one did) .

All raw data co nnected with the project was stored in a secure locked cabinet in the Folk.us offic e.
Digital files were  pass-word protected. Raw data will be kept for 5 years. Unlike other projects,
participants chose to record their stories under their own names ( Larkin (2009) used pseudonyms
with fictionalised place names for example). It was a key finding of the project process that

participants wanted to own their own stori es. Research outputs that we  re put on the web and on

You-Tube went into the public domain for an indefinite period, restricted by the participants®6

decisions at the end of the project. A de - briefing session including this discussion and decisions
was condu cted about the web  -site and digital story sites.

Since participants all act ed as paid co -researchers in the spirit of share d authorship, personal data
remain ed with the lead researcher for the period required by University regulations and Finance
Departm ent, but negotiated  with each person according to their personal circumstances.

11 AnalysisMethod

The project analysis was undertaken following qualitative thematic analysis models similar to that

developed by Health Talk On  -line (Pope, Ziebland &  McPherson, 1999; Ziebland & McPherson,

2006) and the Health Experiences Research Group in Oxford. We adapted their style , but embrac ed
a group editorial process working with 3 key participants who were given training . Such group
processes have precedents  in existing research literature produced by the Popular Memory Group

and in what Bartunek & Loius (1996) describe as 06insi

" One participant chose not to put her digistory on Youtube.

der
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Like the Health Talk On  -line analysis method, the interview recordings were fully transcribed and

the tr anscript returned to the participant for review and correction. A computer assisted software

package, Nvivo, was then used to help organise the interview transcripts for further analysis.

Analysis began soon after the first interviews. Using grounded theor vy techniques and line by line
coding, w e drew up a list of low level categories for analysis of the first few interviews. As the

analysis progressed, additional categories were added and modified as emergent tensions were

explored (Tes ch, 1990). W e grouped and linked all of the sections of the interviews that covered a
similar to pic. When this initial coding and categorising was finished we looked at what everyone

said about a particular topic, and gathered theodse togeth
became the basis for the analysis development to structure the report findings . We then sent the
draft analytical accounts back to the participants for comment and review. Participants made
comments and sometimes decide d that there we re sections of th e interview they would rathe r did
not appear in the report or gave suggested edits , in which case they  were removed from the public
version . Health Talk On -line (2009) use a similar member  -checking process

During analysis the Project Team look ed atthe ' reports' and together mad e sure that important
points,andever vy respondent 6s p e indudednthe topic summariese . At a series of 6
analysis meetings, there was discussion about meaning and interpretation of points made during

the interviews and at later stages, these were also discussed with t he Project Advisory Group
Baxter et al (2001) highlight that findings can be cross -checked w ith evidence from other studies

to increase their robustness. In this project we compar ed our emergent  findings with other former
carer research findings where we could. Regarding publication, a write up of themes drawn from

the analysis w as pub lished initially inth  is report and we then sought publication in a respected

peer reviewed qualitative journal.

Figure 7: Kath and Liz selecting photos to accompany their digistories
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12 Findings

In this section we present the findings from our analysis of the interviews that people contributed. The sections
are ordeed to present each distinct thenseparately, with sulhemes or categories iaeh section, ending each

with a briefoverviewln presenting these findings, we acknowledge that the phenomenon of carer bereavement
i's messy, complicated, uncertain and soft. We seek
6evidencebd, ebBpdbdlas e s aiscgtéridprds@ed in Box 2

Box2:Art hur Bochnerdés criteria for judging opoetic Sc
(Green & Thorogood 2009, p281)

Detail of the commonplace, of feelings as well as facts

Narratives that are structurally complex and take account of time axjiésienced

A sense of the authors, their subjectivity and emotional credibility

Stories that telbelievablgourneys through the life course

Ethical self consciousness: respect for others in the field, and for the moral dimensions of the story
A story that moves the reader at an emotional as well as a rational level.

E R

We start with a s ec tdsectionwiihtigheedocalive Hescrigfians df éach ioffihe pebpde &vho took

part in the project, to enable the reader to connedth them as individuals. These accounts are drawn directly from
peoplebébs own words at interview, and each individual al s
interviews throughout the report are uneditednalysis resulted ithe identification of eight main themesvhich we

present broadly as Caring (sections 2 and 3), Loss (sections 4,5,6), and Practical issues (sections 7 and 8). Tdredfnal secti
the findings, reports on participants reflections about the Past Carimject itself and seeks to evaluate the extent to which

the project achieved its aims

Death Stories

Money Matters

Relations withServices

Reflections on Project Involvement

The Participants

Caring Experience

Positive Perceptions ofating
Stress

Loss and Social Isolation

agrwhpE
© o~

12. 1 The Participants

In this section, we introduce the eight bereaved carers who took palRoseh®wproRrcan, Gill, Victoria, Kath,
Susan, John andiliizro particular ordé/here possible, we have used our own words from the interviews to give a gl
the past caring situations, the way we I|ive naw and
backgrounds and cuaeiities. We remind readers again that we may be untypical and far too few to permit an
generalisations, but we did not talk to each other for that purpose. We chose to speak as individualsamho might be
some light on the experienceadiberd after caring for a loved one over a long period. At the end of the section, we «
overview of what the participants and their stories can and cannot tell us.
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12.1.1 ROSEMARY

Rosemary cared for her Mother, Novello for ten years after her stroke. N ovello died in 2005.
And she was severely disabled, she lost all her speech, all intelligible speech, anyway. She
had gobbledygook, which meant nothing... And she was right side impaired, but she was

able to walk. And for the next seven or so years, she | ived here. She did have a reasonable

guality of |ife. And then | think she probably had sc
about and shedd gradually become a little frailer anc
made life very difficult thereafter in terms of caring for her, and t hey
the sort of care that | needed in order to look after her properly.

And finally, she went into a hospital, because they ¢
and help me round about that time, it was the start of the summer holidays, and so she

went into Whipton Community Hospital to see i f they ¢
and so, | remember, this multi -disciplinary team sat round a table with me and made it

quite clear, really, that my mother could not come home, and that she would need to go

into a residential home with nursing care. Which she did. She lived with me for seven and a

half years and then she had another two and a bit years in a nursing home. It was in

Exeter, so not fa r. And | used to be able to visit her, almost every day. More often than not

anyway, I would say. I used to go after work, 6cause

Rosemary lives alone in her house in Topsham, a small town suburb of Exeter, on the river estuary,
where she has lived for 32 years. She has two daughters, both grown up with families of their own,
and 4 grand children. Rosemary had a sister 6 years her senior, Margaret, who died of cancer when

she was forty. Margaret had two children, Julie and lan and Rosemary is close to her niece and

nephew.

Rosemary originally trained as a secondary school teacher and later worked as an infant teacher.

She went to teach in Hong Kong with the Service Children

the UK she went back to University to pursue further study in c hildrenbs | anguage devel
When | was caring for my mother, 186d, | had a coupl e
week at South Devon Coll ege, working on returnerso pr
wanted to get back into education or work. And so | w as doing personal development with

them. And also | was working for the Open University as an associate lecturer. (Rosemary)

Later, Rosemary was employed to research the link between the caring role and c ar ehealtdat
the Westbank Centre , Exminster a nd then for about four years to develop carers link registers.

After about ten years as a c a r ededelwpment worker, Rosemary was made redundant. Rosemary

is now a trustee of Carers UK, and Skills for Care and sits on a number of other important

committee s and boards.

12.1.2 BRIAN

Brian cared for his neighbour Herbie until he died three years ago in spring 2008. Herbie had no
family support of his own and relied on Brian and his wife for a full range of practical and emotional

support, including everything from medical and daily hygiene issues and washing to spontaneous
visits in the middle of the night during crises or when accidents or bad dreams prevented sleep.
|l couldndét say | was a carer O6cos dear ol d Herbie dic

stubbor nly fought against - people coming in regularly on a planned programme to help him,

he sort of viewed that as an intrusion to his privacy as he was very stubborn and proud man

whereas he was very happy to let me do menial tasks that | was capable of like ma king

cups of tea and | could help him put his socks on but
strange situation (laugh)...
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Over the time that | knew him, which was several year
worl d, one distant cowmsitwiwhlho inéddaldnltyhesdae me that | 6
Herbies, and his eyesight was very very poor, he was totally blind in one eye and could

hardly see anything in the other, needed a magnifying glass to read and fought against

things all the time, getting ev er stronger magnifying glasses to keep it going but sadly he

had to give up reading and doing things, all the important documents that we all get and

have to be signed and paid and everything else, he entrusted to me and my wife to do

things on his behalf  and every day | opened his letters to him, and read them out and told

him what he had to do and what he hasndét got to do,
power of attorney for him as he always viewed that as further intrusion, he was a man from

a different time.

ot )

Brian lives with his wife Iris and two dogs in the rural town of Honiton, East Devon. He has two
daughters, both recently married, with whom he is very close. They now live away from home.

an6és own health i s pr eremanyyearsidsie t@anhdrrefidaus fodiballanjury f o

when he was 17 years old. Brian was signed for Tottenham Hotspurs at 13 years and was the
youngest player ever to play for Millwall.

I played in a football combi nati on gamgrpundoMer i n Cr a\
twisted my ankle on a divot in the ground... | tried to get up but | fell down again, the studs

in my boot were caught up behind my knee and blood was pulsing through the sock

because my foot was turned right up <ompletelydodwimad | 6d br
two sets of compound fractures and it was all flopping about... that was the start of all my

problems... At least | can stand up even though | take strong medication, real strong

medi cati on, | 6ve been on ei g mowforaverkwentygyeasmeryof mor phir
t wel ve hours. Il &dm MST sl ow release you know through
Diazepam, Valium, Amitriptyline and thereds -a coupl e
depressant things | take, | take them every d ay, | kick off the day with them and at five

O6cl ock some more and then 8 O0Ob6clock, yeaho.

Brian did his own research project on pain and long term use of pain killers through his GP practice
(Ruel, 2007) . He is interested in reading and the American Civil War in particular. He rarely goes
out socially now.

12.1.3 GILL

Gill cared for husband John for 12 years, initially while working and then full time from 2000. Gill
and John were together nearly all their lives. Gill met John at 14 years, they married in 1964 after
an 8 year courtship and John died in 2009.

He (John) was taken ill in 1997... He was in hospital eighteen days altogether. And he was

di agnosed with chronic obstructive pul monary di sease.
bronchitis. And my husbandds |l ung capacity was reduce
breathin g was really hard for him. His heart, surprisingly, remained strong.

After he came out of hospital he was on all sorts of drugs, and oxygen. And he was

supposed to be on oxygen fifteen hours a day... And t
c hess, auoadriedhor @laying chess and even when he was in a wheelchair because he

hadnét got the puff to walk. .. He, he went into hospi
call exacerbations... And they sort of gave him different drugs and stronger drugs and he

came out and carried on. .. He went into hospital the

dead two years today.
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Gill had been a teacher, in education for forty years. After retraining as a School and Careers
Counsellor, she came to Devon to do this full t ime. When the money for this post dried up, she did
some teaching alongside the counselling, retiring in 2001. Gill counts her goddaughter Melanie, her
husband and their two children as her family. She has no close relatives and lives on her own in

Ottery St Mary, East Devon.

I donét have any proper relatives anymore. I have an
brother, and sheds obviously in her eighties, and | ¢
many years. | have some cousins who | have not had any contact with probably for forty -

odd years.

Gill sits on a number of committees and has been part of a carer bereavement course run by

Devon LINK. Gill has been a member of an early morning swimming group for some years and now

finds she has opportuni  ty to swim more  regularly and is starting to build up a social life.
| have been on three holidays in twelve months. And one of those holidays was to
America... to stay with friends. .. If | go out, I ter
beenout much i n the evenings, I donét | i ke driving in th
theatre with friends.

12.1.4 VICTORIA

Victoria and Nick had been together for more than twenty years when, in his early fifties, Nick

began to lose his understanding of language. He was diagnosed with a rare early dementia at age

54. Now in her early sixties, Victoria has been unable to work for some years, having to leave a

successful career as an education adviser to care for Nick. He remains at home seven years after

diagnosis,
I am living with a husband with a long term, in his case long term, deteriorating condition,
which between the years 2001 and 2011, has taken him from being an extremely intelligent
and extremely articulate man to a man who literally does not und erstand a word you say.
That word literally is much over -used but it is true, he does not understand a word you say.
That includes the names of his children or my
the batho, or, ACome an doegmtundsrstanethoseomordsaat all, Hee d
cand6t read at all or write at all, so, in a v
going through, a very |l ong process of 1l osing
is a very specific loss on one side of his brain, and ités the side
emotion.

Victoria and Nick live in Topsham T a small town on the Exe estuary - in a large Victorian terraced
house which Nick restored and which is now something of a burden but forms Ni ckds only secur.
in an otherwise unrecognisable world.
I I'ive in a house where as a {fieydar thismoath. WeenWvdé ved f or
moved there we had a three year old, a six year old and a ten year old. And the three year
odisnowlivin g about two hundred yards away and is about t
happy that he is about to settle with his wife here in Topsham. My, the six year old is now
thirty -one and she is at the moment living with us for a short time because other things
hav e fallen through that she was doing, and the now thirty -five year old lives with her
husband and small daughter in Oxfordshire.

Victoria enjoys books, swimming, cinema and theatre, acts and sings in a choir. She wants to
travel more and has just returned from a walking holiday in Turkey where she hurt her ankle.
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12.1.5 KATH

Kath was a carer for her son, Sam for nearly twenty years until he died in 2000 -eleven years ago.
| was a single parent of a child who was born with cystic fibrosis. He was quite ill from
bi r t Imigally, | had difficulty convincing the medical services that there was something
wrong with him, and was told that | was a new mum and just panicking. But | kept on
persisting and calling them out and eventually a locum doctor arrived who called an
ambulance and his lungs were in a quite bad state by then, at which point | was castigated
by the medical services at the hospital for not bringing him in sooner . Whichérankl ed
somewhat.

But that meant that he did then have continuing, quite serious lung problems throughout

his, his, his childhood. When he was older, say from about fourteen, well, actually from

about eight or nine, he started to have frequent in travenous antibiotics and from when he
was about nine, | was doing that at home with support from the nursing staff at the

hospital... By the time he was fourteen, his lungs were in a very bad state. He was having
oxygen at home, frequent intravenous antib iotics and by the time he was fifteen, sixteen,
he was, he was often on drips as well, which |, again, | often did them at home. And,

frequently he had things like pulse oximeters and things like that set up at home for him, so

that he could spend more tim e at home. When he was seventeen, he had a bilateral lung
transplant, and was for some time much better. But unfortunately, he developed a form of
chronic rejection which |l ed to a sort of spiral andée

Kath described the ra  nge of onerous tasks that she grew to fulfill as a carer:
Well | mentioned the intravenous drugs, | managed all his other drugs. He was on
something like, at the height of it, fifty, sixty different treatments a day. So | would help
him with his physiother  apy, | would count out all his medicines, | would give them all to
him, 1 would feed him. He had a button that he got feed through, so | would be connecting
that up for him. | would help him with his insulin. Eventually he was doing the injecting
himself b ut initially | was having to do that... Cleaning all the equipment. He was on lots of
nebulised drugs, including nebulised antibiotics that had to be vented out of the house so
that he didndt have antibiotic residue caSotatimmgd you t c
to be cleaned and dried because a lot of the bacteria grew well in water, so you had to sort
of, so you had this sort of corrugated tube that you had to hang out the window, then you
had to wash it and dry it afterwards. Oof. All the normal mot hering things, you know, the
laundry and the washing up and the nagging and the [laughing], the stuff you have to do!

While Sam was alive, He was home schooled for quite a lot of the time, partly because of

the interruptions due to going in and out of ho spital, but al so, when hedd b
wedd | ived in an area where there were quite serious
some infections, including dysentery... He did go to school briefly, when he was about

fifteen, but it was just too difficu It for him to maintain, the interruptions that were

happening with going off into hospital... After the transplant, he did go back to college, but
again, you know, that was interrupted when things went a bit haywire.

Sam died at Little Bridge House, the childrends hospice just outside Barnst
project, Kath lived in Penzance where she has lived for about 25 years. When Sam was 16, Kath
had a second son, Drew who was himself 16 years at the time of writing. Drew is still living with
Kat h. After Samés transplant Kath did an access course at
undergraduate and a Masters degrees. Kath is currently doing a PhD in health research and is
involved in community development:

| 8m quite involved i n a onganisaboasandd énjogvermnmuechmnietting

with my friends to work towards shared goals. As part
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running keep fit classes, which I 6éve just started goi
enjoy so very much, but | do, theydre very good. Trying to think wh
not very good at leisure. (Kath)

12.1.6 SUSAN

Susan cared for her second husband Tom who had Parkinsons and died in 2008, three years ago.
Tom was first diagnosed with Parkinsons twenty yea rs previously, while he was working in the RAF.
He suffered progressive deterioration.

He was studying for a PhD on the Royal Statistical Society with the Open University and...

using up more and more drugs, so instead of taking tablets every two hours, h e was taking
them every half hour. And of course with all/l medi cat
and in the end he decided he couldndét go on | ike that

Well, Tom carried on with being able to play golf, but he found that more, well, more often

than not, there were certain times when he was out on the golf course, he would suddenly
freeze. He just could not move at all, and this is wt
suggested to him, and that was before the big bombings in London, 7/7, that m aybe he
would be suitable for the operation where they put the wires into the brain... it was delayed

for a full year... So, when he did go in for the operation, he had deteriorated but the team

were still happy to go ahead with the operation ... He went a head with the operation, and
everything went all right with that, but the only problem was that he was in theatre seven

hours, rather than three and a half, which was really stressful for everyone. And | think

through that stress, although the operation wa S a great success, Tom, after three months,
went downhill very rapidly, and they then diagnosed cancer.

And |, | do believe from experience of life anyway, that that stress kick started the cancer,

and so within the year of him having the operation, he h ad died... But although Tom had
such a short time of life after the operation, at least that time he was able to do things that

he wanted to do, and enjoy his food, believe it or not.

Susan moved house when Tom died and has lived alone in the rural village of Witheridge, North
Devon, for the last three years.
I have three children [ | aughi nglour,aMyhadkavw gong, e , whoods

of whom is thirty -five andtheother o ne 6 s -sdvenrAndythey of course are away from
home.

Susan currently does voluntary work in the local community, helping out older people and she is an

active member of the church. She helps at the local hunt kennels, caring for the beagles and als 0
helps out with horses at a local stable.

12.1.7 JOHN

John was married to Peggy for 57 years until her death. Peggy developed Parkinsons and John
cared for her from 1995 until 2008. The last two years were particularly challenging:

Dementia started to set in about 2006, and at first |
then it got worse and it was very difficult. She would make conversations which were
completely senseless... | lost my wife about two years before she died.

Johnés own health then deteriorated and he was very il |l f«

After my wife died in January, | was, | had to have a heart, pacemaker inserted and it
worked very well. But | was taken ill with pneumonia in October, and was in hospital for a
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little whi le, a few days... | was in hospital and in the Masonic Care Home at Cadogan Court
during the whole of that time (over a month).
John |l ater befriended Judith, who has MS. He said 6Yeah,
John was brought up on a remote Welsh farm. His mother had a stroke three months before he

was born and was paralysed down one side of her body. Hence, John was a carer for her for as
long as he can remember.

We were very poor and | was an only child, and the only income was my uncl e
being a shepherd for about eleven to twelve hundred animals... | went to school when | was
t welve for two years, thatés all ... And then, of cour

was discharged because | con  tracted tuberculosis and was two years in hospital. | then
went to a business college in London for twelve months, and after that | went to work as an
auditor at Grosvenor House in Park Lane in London where | met my wife. And since then we
were in the hote | business right through our lives, from the time, from 1951 until 1988
when we retired and went to live in Cyprus. And we spent twelve years there, but
unfortunately had to return because my wife developed Parkinson and we could no longer
cope.

John ha s lived in a warden -controlled flat in Exeter since 2004, though in the past few years he has

spent increasing amounts of time with his friend Judith who lives in a house on the edge of Exeter.

John has 2 sons.
One has got their own family and lives in T orquay now. The other on
very, very busy, he comes down hereéif possi bl
house in Teignmouth, so we do see that much of
absolutely fabulous... Went to O xford, and is working as a financial consultant in Dubai. And
heds been there a year netwd mont h. Heds twenty

| i ves
ever.y
hi m.

e
e

John is an active member of the Senior Council for Devon and has developed his own web -site
about improving care for the elderly and disable d.

12.1.8 LIZ

Lizéds husband Arthur died two and a half years ago in 20
Department in Plymouth and then a teacher in Wiltshire. He had to leave work in 1985, when he
was about 30 years, as his undiagnosed neurologica | condition worsened. He had difficulty walking
and went into a wheelchair. Liz cared for him from this time, for thirty four years. He was later
diagnosed with Guillain  -Barre, a rare disorder affecting the peripheral nervous system with
ascending paralysi s beginning in the feet and hands. He died after progressive deterioration and
many medical and care complications:
So he was in plaster then for five months, so then | started having night care, you know, to
put him to bed. And then of course, towards the end we had continuing health care because
he then developed fits and he was peg fed and he had to have drugs and...

Liz said:
|l 6ve had to resign myself to the fact that, well . .. i
certificate, and neurological degeneration. So, stildl dondt know wha
at sixty -four.

Liz lives alone in Silverton, which is a village in Mid Devon, about nine miles out of Exeter. She
moved there with her husband ten years ago. Liz helps look after her young grandchildren.
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| have two children, the youngest one has two daughters who are two and three, and my
daught er, wh o étwo hjasulostta babydasttygar and is pregnant this year at six

mont hs and wedre all very, very hohtprggvetarthmalbabyi t . (Li z¢

girl during the course of the Past Caring Project in September 2011)

Liz managed to carry on working throughout her husbandds

long career as an occupational therapist working with children. She is gradually becoming more
busy in her life.
I bel ong to
joined the
wal k and ta
stuff around carers.
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12.1.9 Overview: The Participants

Of the 8 participants, 2 were men and 6 women. In age, they ranged from 54 -85 years, with a
fairly even spread across this age band 8 The focus of the project was on one p articular primary
relationship in terms of the people they had cared for and the project covered a range of different
relationships: Kath (son), Rosemary (Mother), Brian (Neighbour) and John, Liz, Susan, Gill and

Victoria (wife and husbands respectively).

The focus was also on people who were long term carers. Liz was a carer for over 30 years, Kath
for 20 years, Susan for 15 years, John for 13 years, Gill for 12 years, Rosemary for 10 Years,
Victoria for over 7 years and Brian for 3 years. They had all b een caring for a very long time. Liz
cared for Arthur from the time he first started getting ill at the age of 29 years through to his death
at 64 years. She did not call herself a carer for much of this time.
Yes, | think probably till | was about fifty, when it probably became, well it became

fashionable, didnét it, to say you were a carer, a
efore you didnot . I di dndédt dar e, because
idédso6worbhihnkou applying for this job

it, whereas b
my manager, i
Trust) becaus

i

I
e if you candédt get there, they will |
to do somet hin

g at homeoé

Victoria said:
I have gone through, and am still going through, a very long process of losing the person

, I work for the Blue Cross:s
y and get my weight down
geonagdr enopmdbBKiebsofumi é

ar

a

me

Wi

ust

that I dm married to... ités only by |l ooking back that
could do that, a year ago Nick coul d gdcmepindgthing.,. because

Nick has just carried on on his little trajectory, which is very, very slowly going down and
down and down.

Some people are clearly 6éserialé carers. For exampl e,
very young age, then late  r for his wife, Peggy and now for his friend Judith. Victoria had previously
cared for her brother who died and Brian for his Mother and Father (we will discuss this further in a

later section). In time since bereavement of the loved one referred to as th e primary cared for
person in this report, Kathés bereavement was t

he fur
Susan (4), John (3), Brian (3), Liz (2), Gill (2)

8 Participants individual ages have been recorded for the project, but several people felt they did not want this
information to be publicunlesst her e was a specific reason. We |l eft it
their age identified in this report and gave each individual a chance to edit the personal profile presented here.

Jo
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her with a rare form of dementia. We included Victoria in this project as someone who is
experiencing living bereavement. Our participants strongly felt that this carer bereavement was
very pertinent to her situation and those in similar positions. Victoria herself said:

| would innoway  compare myself to a widow, in terms of bereavement. On the other hand,

I know that 1 édve gone through all of the stages of
no sense whatsoever in which | have a partner . ( Victoria)

In terms of involvement with car e r pbofects and other health and social care services activity, we

had a very active group. Rosemary, Liz, Gill and Victoria all had some continuing involvement.

Brian had previously been involved on a pain project with his local GP practice, Kath was d oing a

PhD in health and John was independently working with a friend on c a r edisabdity issues and was

also a member of Senior Council. Susan was active in her local church.

The particular stories in this report are all contextualised by fairly positi ve living situations. The
section shows that all the bereaved carers here have some personal /family support (though some

much more than others), that they were a mostly able -bodied and active and well in themselves at
the time we were writing (except for Brian who was living with very significant continuous pain and
had mobility difficulties) and all had secure homes and some financial security.

Geographically, the carers live in north, south and east Devon, with slightly more of them living in
the city o f Exeter. All lived in small towns and villages rather than in isolated locations, so the
findings may be less relevant for people in isolated rural situations (see Duggleby et al 2011 for
specific work on this with families bereaved after cancer in rural Canada).

Even this early section starts to problematise some Kkey

example, questions any policy assumption that neighbours do not have the same obligations as kin

and will withdraw their caring support when the burden outweighs their own needs. Brian, Victoria

and Lizés stories in particular highlight the issue abou
6carersdé6 and therefore not clearly identifying their nee
health and soci al care system. Kat hés story most starkly ev
identifying carers as individuals in service terms, rather than as people within families who need

support together. And Johno6s exper i eneneeistoftegrioionepfit s t hat

andisolated Tmany people have 6serialé or continuing caring si

their lives.

This section about the participants starts to reveal the personal situations of long term carers who

have been berea ved. It shows the variety and depth of experience T signaling that no two
experiences are alike. It powerfully shares just how LONG the caring time frame can be and hints

at how profoundl y t heetedc & also shevis thatithése are net starf f ies given lightly
or described easily 1 they are not stories readily accessible to unknown service commissioners and
providers. But, however painful, they are stories that bereaved carers want to tell and be heard.
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12.2 Caring Experience

From talkingith bereaved carers through this project, we became interested in the models that they had for the ca
and how confident they were about the careTheysgaias tell us about the extensive caring that some people do in tl
lives, caring for others as well as the deceased person described as the main cared for person Inuthabprgject. They
others who come to full time, long tegnvitarvery little experience to draw on. The stories remind us, in some cases
dramatically, that being a bereaved carer docess not
Serial carer bereavement is a patictdaeality. Parenting bereaved children, as well as caring for unwell and disak
people, presents its own challenges.

12.2.1 Good caring-O0 ) &A1 O xEAT OEA AEAA OEAO )G86A ATTA (

The bereaved carers in this project believed that the y had done really 6égooddé carir
that they were talking about for the project. If they had not, we might predict that they would

perhaps have been less keen to share their stories and we therefore recognise again, that the

group of people spe aking here has a commonality of positive caring experience that is not shared

universally. However, understanding these stories is still valuable. They continued to care,

sometimes in isolation from family support, for long periods and in difficult circums tance. It was

important to all of them that they had done a good job and several thought that they had

prolonged life by their good caring. Rosemary said:

| felt when she died that |186d done the best | coul d.
circumstanc es | 6ve heard about, when she died, | didno6t r e
|l 6ve heard many people talk about. Or wishing that ¢t
whatever. (Rosemary)

Gill used the term émy good carimwvigd many times during he
And just before he died, the specialist nurse at the hospital told us that normally people who
get put on oxygen, they donét | ive beyond eighteen mc
2009, 1997 to 2009. So he lasted twelve years. And the nurse said it was down to my good
care. And my doctor, our doctor, said it was al so dov
of that. I d&dm not boasting, but I édm trying to say how
Various people have said to me, John lasted as long as he did because of my good caring...
ltés your lot in Iife, isnét it, you take what youor e
think | have made the best of my I|ife, including the
Caring was new to me. Bu  tlthink | did a good job. (Gill)

Liz described how Arthur had lived with his deteriorating illness for thirty years. Susan also

described caring for a long time as Tom lived longer then medics expected. She said:
When he was first diagnosed, they only, the specialist gave him five to seven years, and in
fact he had another fifteen. So, you know, even if yc
absolutely sure. (Susan)

Young & Cullen suggested that oO0terminal pateédafretbg seem t o

someone who is close to them and have other people round them as well. Loving care sustains and

lengthens life, as one might expect... But a good death for the patient may work in exactly the

opposite way for the bereaved. A good death can make for a bad bereavement... the carers have

had to carry the burden for longer and have got so tired that they find it difficult to lift themselves

out of it. (Young & Cullen, 152). This fits with Brianos
| suppose my depression started as every body must get depressed with the loss of your

parents, that was the kick off point and although your family closes around you | think it
was the fact that |16d had such a wonderful upbringi ng
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friends so that intensified the traits towards depression that other people might get over far
more easily. ltds easy to say when you know someone:d
is a release and it is, and you wouldn6t want anyone

and father but when you actually lose them the book closes on the fantastically large part of
your life time and then you think crikey. (Brian)

12.2.2 Serial carer bereavement zOOT AEAT 1 U EOI 1 Addingésss NOEOAR

Some participants had significant prior experience of caring and carer bereavement, usually from
looking after parents. Brian, in need of care himself, cared for his parents as they degenerated and
died. His commentary also reveal ed how his own father neglected his health as he cared for his
wif e:

My mother sadly lost her sight. She had macular degeneration and was aware of her sight
gradually declining. First it was her peripheral vision she was left with and then she

eventually went totally blind and | used to do everything | could for my mother. | saw her
sometimes 2, 3 times a day as she lived very close to where | lived and when my father

~

N \

wasndt around, I was. We made it a process of al ways

my problems helped me to be around to keep an eye on my mum... We lost mum on
h
December 5 t 2000 so she lasted about 18 months after my dad.

My father died in August 99. He had a horrendous battle, he had a ruptured aortic

aneurysmé he was a very fit man all his Iife, strong

sport and fitness in every way and for a |l ong ti me

my mot herdés probl ems, he didndét want to add to her

we
W C

going to see the doctor himself and it bortdwithed on wt

my father, both me and my brother, and our wives, but alas we noticed his decline but he

coul dnét see it himself unti/l everything came home

hell of a panic and thatdés what happeyboehdattospithh | got
thought that he was drunk, he literally tried to get out of the car and fell over, and | parked

right outside the R.D & E (Royal Devon & Exeter Hospital) here, memories are very vivid in

my mind, | grabbed a wheelchair, put him just ins ide the door, l'ifted him
where | found the strength but | lifted him up, | felt my spine going pop, pop, pop, pop all

the way up as | did but strange how people say you find strength in extreme times and that

night itds ver ydtt rkuneowva nidf Il deoner got over it but h
survived the op, survived the subsequent amputation of his left leg just below the knee.

Spirit wise and mentally, very buoyant, | spent every day with him to report back to my

[
hi
up

e S

mum, morningandni ght, and he sadly couldn6t take no more ar

pacemaker to his heart to help boost him 6cos his
through the operation of that OK, had multiple operations while in there, survived them all.
Everybody knew him as Fred, you know it was not Mr Ruel, it was Fred, everybody knew

cor

Fred, and sadly while in recovery his heart just coul
heart massage in recovery, and he came round twice bt

very s ad time you know for the family. (Brian)

For others, the I evel of family bereavement was much
described a whole series of family bereavements.

We suffered a se of bereavement sét hwasthaimyst of

ries
brot her died in 2005. | cared for him and he died£é

hig

whi
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My mot her died in 2000, my daughstiexr,6 sdipeadr tinne r2,0 Oalg.e dNit
mother died in 2002. A very close friend of mine died in 2003. 2004, nobody died. But my

brotherhadbeend i agnosed with bowel cancer at the beginning
about the diagnosis unti.l a few weeks after Nicko6s m
waiting for. So during 2003, he had nine months of very severe chemotherapy and he died
in 2005.
Victoriabds experience acutely highlighted how carer bere
other challenging and unexpected life and death and caring situations within a family and within a
community T it does not happen in isolation and itis not t he only thing a person has to cope with.
Victoria said:

I think of 2004 as a really, really terrible year. Nick got his (dementia) diagnosis at the end

of that year, but it was just an awful year. And one of the things | would say about Nick and

measacoupl e is that, of course, webve cared for peopl e
three children and then it seemed as though, as the children gradually got more

independent, these were all life events that we were going through together, including

carin g for my brother and then my brother dying at the beginning of 2005. So, people tend

to think, you know, if you talk about dementia or Al z
thatds the one thing thatdés happening.NiOfk & ulrisfee,i twe
went through this pretty appalling series of deaths. And the deaths of young people, of

people younger than you, thatés not what you expect.
And éyou know, the biggest deal in some peopleds 1i ve
theyed in their fifties. And there are occasions when
youo. Because my father died when | was young, my br
know, those people who have been fortunate enough to reach their fifties and then, isndt it
awf ul because their father and mother died? Thatods nc
you suffer uncharacteristic bereavements, | ike early
very glad | am not in that club, you know. Or losing your partn er young, losing your parents

when youbére young, theyodre al/l socially isolating, b e
peer group is going through. And the experience that | am going through, still, and will

continue to go through is not, not an experi ence that my peer group, on the whole, is going

through. (Victoria)

Liz reinforced this idea. What Victoria described as 06a ver

(Victoria), Liz saw as being 6out of syncho ( .
Because their hwalsdern dadmsd atrhreey 6re ol der. And, and t
grown up grandchildren whereas | 6m starting [l aughi ng
now starting what they are just coming to the end of with grandchildren. (Liz)

y
Li
d

Rosemary also had to deal wi  th some devastating deaths of those close to her as well as the later
death of her mother Novello.
| had a sister, Margaret, and she died of cancer when she was forty. Margaret was six years
older than me... She first contracted cancer when | was living a nd working in Hong Kong,
and |1dd come home for a holiday, and during that peri
doing quite well, and there was a belief that she would make a good recovery. And so | had
gone back after my period of leave feeling fairly optimistic about the outcome, but in
factéafter a period of time, the cancer came back anc
with my parents... And | had started a new life in Hong Kong, which had been wonderful for
me, and the girls. But | felt very gu ilty... And | felt that | should come home. And |
remember my aunt writing to meéAndéshe said that she
about coming home, but she would urge me not toéAnd t
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gave me permission yt,o Is tdaiydén 6An ycwoame homeéuntil she di
home for her funeral. (Rosemary)

The father of my children died when they were two and a bit and about nine months...

Unfortunately, my husband was a gambler, which made our lives very difficult indee d. And

so we often found ourselves in financial dire straits. And finally my husband got himself in

such a mess, financially, which was all tied up with the job that he had and the job that he

had had a house in which we lived, that he in fact decided just to disappear, and so he

left. .. I had to get out of the house. Andél went to
about two years later, my husband was dead. Not a happy tale. (Rosemary)

Rosemary and Gill also raised an issue about the serial implications of close friends dying.

Rosemary recalled her dear friend Margaret who had died aged ninety, the year before this study.

Gill said:
I lost my mum and dad, just before John died. I lost my , my girl best friend... then I lost
John, who was my other best friend, and | had nobody to talk to. | had no best friend going

back many years. (Gill)

Kath had a huge challenge when her sons Sam and Drew were very ill in hospital at the same time

and she was caring for them both.
€. also during that summer, Drew had devel oped somet'
so they had both been in hospital at the same ti me. E
point, which was quite, quite grueling . Butthey got  better during that summer. (Kath)

12.2.3 Parenting bereaved children z0 OAA O1 OAUh ) CI Ol ECEOI U A
AAOCEOAOQq ET OEA AT A AAAAOOA OEA iAAA EO x1 O0A
Another key theme that evolved in discussions about caring experience was about the
caring/parenting that people were providing for their children as well as for the person who was ill
or dying. In the |l iterature, they have beergvasefanily i bed as
members and others who felt a bond with the d ying person (Clark et al, 2011). Rosemary
commented:

My younger daughter always resented the fact that my mother took up so much of my time.

When she came to visitéusually at the weekends, becal

she had children, so many arrangements had to be put in place to enable us to get out, to
be together, alone. And she admitted afterwards how resentful she felt about my mother,

and how guilty that made her feel. Because my mother took up all the time that previously |
wo ul d 6wereto hgen. (Rosemary)

Victoria described in her interview being told by a duty doctor some years ago that her children
should support her. At the time, the children were in their twenties and lived far from home. In
saying 6ltbés been iverghidlidrfemrcutla, ftooa ahccept and recogni se

obviously.. .6, Victoria hinted at how coping with her ad
fatherdés dementia was an added burden. However, she also
nowhelped practically in caring for Nickdés daily nee ds and
fortunate position in that both of my other childr ar e

and cox.d® (Victoria)

As well as finding her daughter suppor tive and helpful at times, Liz sometimes found her
daughterds response to her husband Arthurdés illness frus
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My daughter didnodét cope very well when he (Arthur) we
| got slightly annoyed with her in the end b ecause she made it worse for me, which sounds

terribly selfish, doesnét it? Because she was coping
heréhysterics and things. You know, I was having enolt
myself, and having to go in and do what | was expected to do at the hospital. And she was

making all sorts of promises, 6écause she said, fAOh if
after himo, and when he was admitted after this sever
sai d, ADid yroustdaayu gahntde hel p?06 | sai d, AOf course she

job, sheds got to earn her 1livingo. How napve can yol
her to do that, sheébés, you know, sheds got toizkeep he

In this extract, Liz is describing the way she put limits on the levels of help she would request from

her daughter, implying a recognition that she needed to lead her own life. This is described in the

literature, where primary carers assume their ow n life is in a state of abeyance, with employment

and social life postponed for an indefinite period and seek to protect their kin from also being in

this situation (Twigg 1994). Liz also spoke of the support her daughter needed around her mis -

carriage.
Mydaught er, wh o étwo hasdostt babydasttygar and is pregnant this year at six
mont hs and wedre all very, very happy about it, but ¢
since she lost the | ast one, so it b6asdpokablynalgfusite a dif
because we felt as though wedve been wal king on eggst

Here, Liz is describing the dual need to care for her daughter, signaling the way that family life

goes on in other contexts and impacts on the caring res ources of individuals who are already acting

as primary carers. Liz also spoke honestly and openly of a difficulty that many people face in

helping other family members cope with death. The nurse suggested:
iwell we could ring your ,dawagthteanatp,0.1 Ic arhétugrhitng my
be on the motorway, s drive like a |l oony, and st
Andél thought, | cané e with this and that as wel
wrong deci sion, (liz) don ow.

~ o —
5 T —

In this sense, the nurse appears to be almost blocking Liz as the carer from seeking help because
she is implying that other family should be relied on to support carers on every occasion.

Kath spoke about coping with the emotions of her surviving son Drew after her s
When Drew became very, very distressed again, | did contact a charity... And they provided
a counsellor for him, quite separate to me, who was very, very supportive to him and
helped him to make some sort of se nse of that, which was very helpful. But | had to keep
way back from that because at that time he was just, as | say, he went through this time of
being very, very angry with me, and he needed really somewhere separate to deal with
that, so that was very, very helpful that that was available then. (Kath)

Kath recognised that ODrewds idea of normality was very
ltoés difficult to know what he was aware of, I mean,
al ways been t hassousadyteEspendingtime hanging around hospitals and going
and staying in the hospice for a holiday and that sor
a lot going on in his life, really, a lot of movement, particularly when Sam had his
transplmnttr,yilnbg to think how old Drew was then. I sup
fifteen months old, something like that. That involved a lot of disruption to our lives, you
know, we were airlifted from the hospice in, well just outside Barnstaple. We were airlift ed
to Great Ormond Street and then we just spent months either staying in London or
travelling backwards and forwards. (Kath)



He was young andéit was several years | ater
angst éwhere he felt reallfyelgtuitlhayt ahnedb ds thuepeind .s tHep i d

understanding what was happening at that time. And that was quite hard to help him

through and saying, fWell no, Yyou were very
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when

ittt

go along, you donét undeyoudbrna dgrhaelm d@.l | Buvthetnhat ,
for him to bear, that he hadndét really cottoned

Susan was stoic in describing the 6in the middl
challenging relationship between her husbandds teenage daughter

Yes, it was. She and Tom got on really well to begin with, and then of course as she grew

ol der and went through the teenage years,
and that was really ver vy difficult. And what had been quite a good relationship that Louise
had had with Tom was more difficult, and of course, you know, | was in the middle, so
youbre trying to, but once again, itods all

Having devoted themselves to caring well over a long period, these mothers have managed to
retain strong family relationships although they admit to stressful times. They want to be good
mothers as single parents as well as being good carers. Brian and John expressed no difficulti
relations with adult children and spoke of them only as supportive. Perhaps this hints at a gender
difference in caring T the male carers found family to strengthen resolve and were perhaps not so

t hey

ed6 chall e

part

esin

aware of the emotional needs of those family members t hemselves, had other women around them

to take care of these needs or simply did not see it as appropriate to discuss these matters with an
interviewer.

Fortunate to have the wife | d6dve got and the

solidasa rock, wonder ful partner, | 6ve been so

he

€,

on t

daughter

l ucky

and

anything for me they would, and | them, great | ads.

been very fortunate financially in life but in every other aspect, family, help, a S Si
rich. (Brian)

The literature suggests that secondary survivors experience isolation and powerlessness that is

often unrecognised by formal service providers, so the primary care -giver often carries their
emotions too (Clark et al, 2011). Recognising this potential burden is a first step to helping
bereaved carers. Intervention strategies for helping families assert personal needs and develop
greater closeness with the health care team and prepare for the processes associated with the end

of life may be helpful during bereavement and is worthy of further exploration.

12.2.4 Overview: Caring Experience

Each individual story tells us something about the internal resources bereaved carers had to draw
on, about trauma and death in families, about notions of usual and unusual deaths, of duty and
responsibility and the extent to which being a carer is or is not embedded within the family and the
wider community. Some people in this project highlighted the weight of serial carer bereavement.

Whil e t here has been some attention in existing
Larkindés analysis of different types of serial
been through for different individuals (Larkin, 2009, 1038), less attention has gone to

understanding serial bereavement and its impact. The people in this project were keen to stress

stance,

\

C

| 6

Il iteratur

carer

acc

the difference between 6usual 8 and édunusual 6 bereavement

found themselveedowuthofheyr peers. The other
about parenting bereaved children and the huge impact of this on the bereaved carer.

key

t heme
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12.3 Positive Perceptions of Caring

This section focuses on positive meanings in the expegdoicg tfrm for a loved one. It emphasises the role of love in

caring relationship and the reasons why, despite the considerable challenges, people choose to cdriehalsy term for

It shows bereaved carers making senspafdhe& ax a coherent whole over life times, accentuating the benefit an

satisfaction derived from caring which is so often missing from the troubled tales of caring. It showsreditswe percei
of the caring role from the hindsight afeeteave

12.3.1 Caringaslove? & 2 dzQNBX R2AYy 3 ¢ K lyoucare® dZQWE RBABKIRZBES IO

We did not specifically ask any of the carers about love directly, but each of them spoke of it often
in their interviews, and several returned to love as a key issue at the end of their interview,
wishing to re -emphasis the importance of love for understanding why and how people care over
long time periods. Susan quite simply said:
I think thatodos a vVve-ryyugpaoed dex mrge swshngdietayse uyourcare .dAad

itos witblove °. Ot herwi se you wouldnét be doing it, youdd
(Susan)
Brian said, 61 became i mmensely fond of him (Herbie)dé. G
John and her feeling that the I ove |ived on after Johnos
said:
It (John) was also the pereoa &allovbd.tim&ell shébshet
1956, and he was there all the time tildl 2009, and he
think to be honest, it owi || stay | i ke that, I dondt t
to be there. (G ill)

The interviews were peppered with touching moments captured in the memories of the bereaved.

Those that described fleeting moments of love, when loved ones had lost much of their ability to

communicate were particularly striking. Near the end of her i f e, Peggyds ability to t
gradually slipped away. However, John recalls with great fondness the occasional moments when

Peggy still expressed her love for him.

But | always remember there was one very particular thing with Peggy which was whe nli
went out to these meetings and came back, she would always get hold of my hand when |
came in and kiss my hand and give me a big smile and

know. And that always boosted my morale enormously. (John)

Victoria had similar  stories about her husband Nick who is living with dementia.
At the moment, Nick always appreciates having his family there. | mean, last night as we
were having a meal, my second daughter was there with us, and he ate his food and he

al ways sayselfiltdosdbol ovel yo, and he means to see, tc
before he wondédt be able to say that. I f he can still
know, he is continuing to do for a | ong tiime, tlh&tnbsw

very good for the children and for me. (Victoria)

Rosemary said :
Although there was clearly a downside... to having my mother living with me and my being
her carer and being so responsible for her, nonetheless, there were good things as well. She
was still good fun to be with, and she could make me

Susands emphasi s
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what she was talking about, but just the way she woul
of what it was that she was talking about, and did make me laugh. (Ros emary)

A year or so before her husband died, Liz specifically challenged the medics to withdraw the
treatment they were giving Arthur and replace his fluids only. From having been unable to speak
and being terribly ill, Arthur got better.
So they went in,  took everything out, and he recovered, was back in the ward. And you
know, he was there seven weeks, he was there a long time, and | think one of my proudest
moments was when they came round with the tea trolley and asked everybody if they

wantedteaand he, and he shouted out, fAMy wife would |ike
Kath affectionately recalled the humour in her caring ex
character.

He (Sam) had quite a wicked sense of humour. When he was in hospital in Cornwall, he go t

the numbers of all the hall phones around the hospital, all the extension numbers, and he

would phone people up and tell them he was trapped in a cupboard [laughing]. They would

answer the phone wal king down the corri dappedinmd hedd I
cupboard, that sort of thing. So he was quite, quite bad in that way. But, as | say, he was

very charming with it, so he got away with quite a lot of that... He was very good looking,

very charming. Very brightéVer y uklbewénpwerystubbofnl aughi ng] .
(Kath)

Kat hés story reminds us of the place of familial | ove in

situating the cared for person within the loving context of different family relationships. In this

story, Kath describes her dyi thhisyounger bothenbrsw.r el at i onshi p w
His (Samdéds) relationship with his |little brother was
him and they would spend quite a lot of time together... Drew and he used to watch a
programme call ed Sout h Pa rrkeenagelbdy stuffébutitwasasortgr op e

bonding thing between them... And so it was their thi
actually, when Sam died, that was on the television there and the rabbit was scrabbling
around in its hutch in the bedroom. Andéso it was very much their time

quite stunning that we could be able to manage it in that way. (Kath)

So Il ove, pride and respect appeared to be strong threads
we wonder if people who do not e xperience such love would have found it easy to share their
stories. Gill reminded us of this in saying:

I do know somebody who was very glad when her husbanc

Not because he was in pain or anything but he was, everybody s aid he was a horrible man

and she did, and | candét i magi ne, I mean shedbds happy
12.3.2 Caring as return altruism over a lifeting?{ KS gl & € A1S I 3I22R Tl ANRBC
Caring was also described as a deep way of cherishing the person the carer had known at earlier
times in their | ife. By hearing in the interviews about

her Mother over a life time, readers are reminded of the years and years of loving care that her
Mother had shown for Rosema  ry, through everything from the inspirational trips to the theatre they
took when Rosemary was a child, the help her Mother gave
children, through to the daily help with chores and household pursuits in later years.
She was like a good fairy, really [laughing]. She was. She was just like a good fairy. | would
come home and | would say, fAThank you, Mot her o, to my
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John took a step back in his reflections over his own 85 years of living an d expressed his

admiration for the people he had chosen to care for.
There are three people I 6ve met which | admire enor mc
three people I 6ve |l oved or | oved to an extent, not | c

word, which is my mother, which is an outstanding person, my wife was quite an

outstanding person in the catering world as she was the first person, the first female to be

trained at a catering college in Britain, and she graduated with very high degrees, and

became deputy housekeeper in * House, which was a very big job, where we met. And, the

other one is Judith, who is my friend now. The courage and determination she has, her

father died quite suddenly through neglect by the health service, unfortunately . Her mother

was a very traumatised person... She had one brother who was forty -one when they found

him dead in his flat, and she has no other relations whatsoever. None. And, her brother had

been dead in the flat for two weelsbeenttrarghatvelyey found |
di fficult time and sheb6s still a very courageous WO me

Victoria similarly spoke in her digital story of the beauty of her relationship with her husband Nick

who was her soul -mate, her lover and her most precious companion. Th ese stories together stress
the value of taking a life ~ -course perspective of carer bereavement, taking time to understand

caring as an on -going relationship in a life time of experience.

A

12.3.3CaringasrewarqWL (K2dzaK{i ¢Sttt GKFIyl1a F2N f SGiAy3a Y

Several carers described caring as their own reward in later life. While recognising the harsh day to

day caring tasks for his neighbour, Brian valued the trust Herbie showed in him and found this

helped lift his own depression in later life.
Things |ike doing the stoma bag in the middle of the
have to do that and there were unsavoury things that sadly people have to do..., that | did
for Herbie .. . at the same time theydre handing over to you
in you and in a way ités nice to be thought of in the
with a total stranger and through circumstance, tragic circumstance, you can come thr ough
and gain that persondéds friendship and respect and at
the fact that youdve done something worthwhile, you I
rewards for Herbie is whatodéds in here (Bedimate pats hi s
recei ve. ltés in my mind. .. I thought well thanks for
me... he helped me through a patch for a few years wt

be grateful for that. (Brian)

John said of his current caring role with his friend Judith at the time of the project:
But even though, with all her problems, she cares more about other people and she is the
one that brought me out of the darkness and back and made me realise that life was worth
living again. Andapp arently, itdéds mutual, because suddenly she
enjoying life and that living on your own is not any good, that she is so grateful to have the
company, so, | think we, we have mutually benefited each other. And that has given me a
greatdea | of satisfaction, because | think if I do noth
somebody a very big favour. (Judith)

Kath emphasised the importance of her own agency in choosing her caring role.

| feel very strongly, is that | always maintained awareness in myself, of the fact that | chose
that path and | chose to be Sambés carer. I think if |
me instead of | was doing it, it wouldéve been much I

painful, unpleasant an d sometimes just plain nauseating things that | had to do in that role.
And yet | think it was really, really important t o me
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thatds happening to me, this is something that | am
mayb e that, that helps me to take it forward. (Kath)

7

12.3.4 Positive things in bereavemeg? L QR I f gl &a (1SLW oAda 2F vye f.

In other sections, we talk at length about the challenges and difficulties of bereavement. For the
positive perceptions them e we identified here, we also combed the interviews for positive things

that people said, not about their caring but about their life in and after bereavement. Susan said:
| think your memories, you know, are so vivid, the positive side of it (caring). And | think
itds always trying to |l ook on the positive side, itos

half empty. (Susan)

Rosemary highlighted the value of having cared intensively for her mother, but consciously keeping
her own life going at the s ame time:

| 6d al ways kept bits of my, my |ife going throughout
that | was able to sort of take things up again quite
always managed to do a fair bit even when | was caring for her. (Rosemary)

Susanbds descriptions of finding herself after Tom died w

pressure on herself to 6get on with | ife6 after her hushb
Well | suppose, because, you know through life you have certain knocks, and then you
t hink, i Wel | | 6ve got to pick myself up and get on wi
that, wel!/l I know that my husband woul dndt wish me t«
have to pickupyo ur | i fe and move on, because youdve got you

Susan moved house, started helping at a local stables one day a week and another day with the
puppies at the hunt kennels. She got more involved with the church and visited older peopl e in her
community as a companion. Gill made similar efforts to get on with her life. Gill joined an early
morning swimming group and started travelling more, visiting friends abroad. Gill said of her
current situation:
| 8m happy because | ommyomekeitonag they say, &fé goes on. One of my

favourite sayings is fionwards and upwardso and you Kkt
Therebds no point in moping, it doesndt get you anywhe
| want to enjoy  myself. | enjoyed myself when John was alive, so why | should stop now |

dond6t know. (Gill)

Several participants mentioned book clubs as important in their bereavement.
I di dndét manage much reading when John was alinge bec:

anything el se | was sitting with him and we were tal
you know, | 6ve got a pile of books to read. I shar
bel ong to |l ooks as if ités fol ded, w h hinklsome sf the s h a me
members will still pass books to each other [l aughi

meet to discuss the books. (Gill)

One of the participants had found a new close friend sin
l onely6 John said:
I also have a very close friend who has MS (Multiple
lucky, | met this lady...and we became very close friends, and | spend most of my time
down there. .. | decided, after my wife ddgtelevisionishat ét h
the quickest way to go out of the door feet first, a
done this and | dédve said, ANo way am | going to do thi

N Oy



40

John, Rosemary, Gill, Victoria and Liz had all joined carer related organisations and committees.
John said:
| survived that time simply because | was on so many committees. | was out about four
days a week. .. I kept myself occupied. I would not he

different committees. (John)

Consciousl y changing routines was an important positive sterg
bereavement. When you are caring for someone long term, the routines that you establish can
become very set.  For example, John said:
We used to watch television a lot, parti cularly dramas and things like that and current
events. And it got to the stage that she could no longer watch television, it irritated her.
Then we started using the music box to give her some music, she enjoyed that for a while,
but then she saidthenoi se annoyed her and we really got to the
very little we could do, hardly anything we could do together. (John)

Several people reported deliberately changing routines. Gill spoke of a trip to America to visit
friends early in her ber  eavement.
And I think going to America helped as well, because it helped me break habits. | was still
doing the same things that | used to do when John was there. | was watching the same
television programmes, | was doing the same things in the afternoon t hat weo6d al ways d
together, and it was silly. And this helped me break that habit. (Gill)

Others spoke of cultural and creative ways of keeping memories alive in bereavement. Many
people had special photographs, pieces of music or places that they stil | visited that celebrated the
l'ife of their | oved one. Rosemar y 6 s weneregolarly téggerenl byah er mot h
particu lar holiday photograph she kept
| have a lovely picture of her in my bedroom. It's a picture | particularly liked and | thought
encapsulated my mother when she was fit and well. It was taken when we were in Turkey,
as many of the best photographs always were, and we'd been in a particularly pretty valley
in an area called Cappadocia and... We wanted to stay there for the n ight and the places to
stay were all at the top of the hill, and we had to climb upwards to get to the hotels, having
gone down in the valley to look at some old churches, and | remember the strenuous nature

of it all, climbing up this hill. And we finally reached the top and my mother had made it,

and she was over eighty by this time, and she was sitting on a rock, and | took a

photograph of her, and [l aughing] she | ooked, she | oc
of her, andéshebds judgto thtear a,ndwhvédhrenl lgawake upéSo tha

memory alive, really, on a daily basis. (Rosemary)

Music was also key as an activity in recovery. Rosemary and Victoria both reported taking part in

amateur dramatics societies and Victoria and Liz sang in choir s. Brian played old records and Gill
enjoyed listening to the jazz music she and John had once shared. As mentioned elsewhere, Susan,

Liz and Brian also enjoyed being with animals in bereavement and found this joyful and helpful.

12.3.5 OverviewPositive Perceptions of Caring and Bereavement

Positive perceptions of caring and of processing memories in bereavement came over as a strong

theme in our stories. Pride, love and respect were over -riding and the beauty in the nuances of

stories about particular touc hing moments in a caring life, we re a privilege to witness. Hearing

these stories may be an important connective moment for other bereaved carers. Sharing them

with serv ice providers may also give emphasis to sides of caring and aspects of i ndividual lives that
they hear much less about, confining their knowledge to the organisational or the clinical.
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Much of the research work that has been done with carers has tended to focus on the plight of

carers, on ways that they are mistreated and ign ored for example, but a few recent studies have
started to explore how people make sense of both their positive and negative caring experience.

For example, a study of 22 bereaved informal cancer carers in New South Wales, Australia by

Wong & Ussher (2009)  suggested that people experience positive aspects of providing palliative
care. These included a sense of reward for doing something good, meeting the expressed needs of

the patient, continuing with normal life as much as possible, improving the condition s of the
relationship and meeting cultural expectations of the right thing to do. The positive aspects of

caring most frequently mentioned in the stories collected here had some elements of these factors,

but emphasised love, return altruism over a life ti me and personal reward to the carer.

Positive aspects mentioned about life in bereavement focused to an extent on the joys of regaining
some independence and being released from the engulfment of the caring situation. Book clubs,
swimming, music, voluntar y and committee work, travelling and animals all featured.

Figure 8. Barrie assisting in the digistory editing process.



42

12.4 Stress

We did not ask the bereaved carers any specific questions about health, but as part of the telling ®frtheir stories, |
tales of the stresses of bereavement, some linking back to earlier times of stress in their lives, doel more often tt
expected, times of complete breakdown. They also spoke about the impacts of residual guilt on their lives durin

bereavement, and a little about the drive to stay healthy in bereavement.

12.4.1 Stresselated problemsq W2 KSy @ 2 dz MR FALBINIG 2 TG K SGSt 2 F a i NEF
G2 tSG 3I2Q0

While most of the bereaved carers managed to stay healthy while they were caring, many
experienced minor problems exacerbated by extreme tiredness and reported broken sleep. John
and Susan recall being left weakened and, for John, chronically ill himself.

When she (Peggy) wanted something | woke up, | ooked ¢
| immediately went back to sleep until she called me again. .. whether it was a complete

deep sl eep or not, I dondét know, because | did get r
pretty good while | was caringééeé, I managed. It hink
anyway. But after she died, of course, | was compl etely shattered. (John)

Itds not i mmediately after that person has died, itd:c
then begin to realise how tired you are, because of ¢
as well as the physi ctabls. blenidn gl atbhienk oi tréesc,ogini se it a
someone to give you permission to say, Al 6&6m tired bec

and try and appear to be, you know, fine, but actually all you want to do is go and crawl
into a hole. (Susan)

All the participants told of some ongoing stress related health issues during their bereavement and
beyond. While she was caring, Rosemary had two bouts of psycho therapy to cope with the stress.
In bereavement, Rosemary and Liz mentioned blood pressure problems.

Trying to keep as fit as possible and as healthy as possible looms larger, as one gets older...

And | do have a couple of problems, health -wise. Well, probably more than a couple,

actually. But two pressing ones, and one is that my blood pressure, | have difficulty keeping

it at a reasonable level. And also, | do suffer from migraines and they seem to be happening

more frequently just recently, which is a worry. | 0Ve

worry. (Rosemary)

| 6ve got Dbl ood pdrieds shuarvee,. we lplr olbably havendt now, and
pressure machine to work. (Liz)

Others recognised that there were stress related problems there, but told of how they had stoically

carried on. Kath said 6é6Ther e wer edtostressureallyeyou kmoiv. But,s sues t ha
youjustgetonwithi t, donét you?o6foupdkat h) . Kath
ltés all right, | mean | &m growing older and | 6m cr ec
some sort of stress related issueséWheanf yotur agdapti ttds
very difficult to |l et go. | donét know, maybe one da)
cano6t i magine it... I think thatoés partly why | am st
sort of level of, of stress and uncertain ty for so long that relaxation is a bit alien. (Kath)

Victoria recognised a level of stress that could be reawakened by certain triggers.
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Anything that reminds me of work still causes me a great deal of stress. So for example, |
was on the committee of th e local drama group and the aspect of it which | found
unbearable were the aspects that are like work... the petty politics that go on. (Victoria)

And as a carer in a situation of
feeling t hat the worst is yet to come

|l iving bereavement o, V

)
0 (Victoria)

Q\
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It was striking that five of the bereaved carers in our very small group (over half the group)

mentioned having had complete breakdowns linked to caring. Victoria and Gill described

breakdowns tied in with their caring roles that in each case precipitated giving up work.
2005, my brother died. .. I took Nick for a weekds hol
of August, 2006. And for whateve r reason, | did not settle back down into work. And, in the
very beginning of November, | had a gum infection, which the dentist said was down to
stress, and | never got back to work. But when asked to pin point why that happened, or
what had specificaly happened to trigger that, I dondt know. I
to work, and | had to go through the very traumatic process of not, not so much with the
GP, but then with the people that you have to see in
canbt go back to work. (Victoria)

The teaching got me down and | had a breakdown. And | took early retirement by a few

mont hs. And, as | said earlier, that coincided with |
some ways it was, it was Isaledbrtaughtsincg. So, 6stoppedh ot coun
working the end of 2000, and finally retired in 2001. (Gill)

Rosemary had had a breakdown earlier in her life in response to a difficult marriage, a young

family and her husbandds deat h.
| did have a nervous breakd own... and | think it was a sort of awesome responsibility really
of two children, smal | childrené And so, Il think the
and | did find myself having panic attacks and a cert
quite ill for, | suppose, the best part of a year or eighteen months. (Rosemary)

Rosemary did not have a breakdown when her mother died and appeared to have built up real
resilience from this earlier experience of breakdown. Two of our group had a breakdown in
bereavement. John was devastated after his wife Peggybs
hospitalised initially and then put in a nursing home. He remembers very little about this time.

| was taken ill with pneumonia in October, and was in hospital for a few days. And then |

came home, but | went to stay with my friend Judith and | was taken ill, and from about the

eighteenth of November 2010 to, 2009 rather, to the beginning of January 2010, | have no

memory whatsoever of where | was and what happened to me. | lost six weeks of my life,

completely. And | believe, personally, that | had a minor stroke, but, this was not what was

diagnosed at the time. According to them | was suffering from stress, which | could be to an

extent right, but it certainly was nét the total éthing that happened to

and in the Masonic Care Home at Cadogan Court during the whole of that time.

We | | I was heartbroken during most of that peri-od, ar
wise, as | should have  been. By the time | came out of the nursing home at the beginning

of January, | had | ost three and a half stone. Obvi ol
then. But, I186d had a very bad time and a very, very |

atfour wall sé (John)
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And Brian reported major problems following the death of his parents in 1999 and 2000.
| (was) so depressed and reclusive, you know and my aches seemed to feel worse
magnified by depression. | did go through a period of quite acute depre ssion and yet it
mani fested itself in me being very quiet. I didndt we
unless really pushed and | got round it by burying myself in books. (Brian)

These problems came on top of Briands «hmagsonenianedsever e hea
earlier, resulted from football injuries early in his 1i
been on eighty milligrams of morphine now for over twent

12.4.3 Residual GuitW5 A RS \L2 i22K K Q

One aspect of this project was that people spoke with real braveness, honesty and clarity about
how they felt. Although it is clear to anyone hearing the stories in full that the guilt described in
these stories was never justified, several peopl e expressed a o6residual guil toé t|
particularly around difficult treatment decisions they had to make near to death. At several points
during her interview, Liz highlighted a high level of residual guilt that she was still carrying from
the time of her husband Arthurdés deat h.
I think you also probably have to recognise that vyou
AiDid I do enough? Shoul d | have done this, should I
properl yo. And | ngtdgp onkformé, fortyéass, replty,because | have these
moments when | think, AWhy didndét | do that? What abc
nothing | can do about it now. Have to live with it, | suppose, and put it in the right place
and say, ifyoWeokdt how things were going, and how he was deteriorating and how
he was feeling himself, it was inevitableo. (Liz)

e
f

Kath also struggled with her decision to withdraw non -opiate treatments from her son Sam when

he became so unwell he had no treat ment options left other than a respirator.
It was fairly grim. Andémaking that decision, there i
What i f, I dondét know, some miracle had happened and:¢
quite difficult for Drew when he was older and we went through that, you know, working out
what happened, and he wanted me to talk through it and explain to him exactly the
sequence of events, so | did. And he was very angry,
real l vy, real | y an g tfgltlike hat asévell os sompedeved, so | could
understand what he meant. It was very hard. 1t still
decision. But, that doesndt make it |l ess right to hax

John sp oke eloquently in his digital story and interview of how his later worry about his agreement

to follow the Liverpool Care Pathway for Peggy led to himself becoming very ill for two years.
| was shattered at what happened and how it happened, because | felt, to an extent, that |
wasguilty of ending her | ife, because |1 6d agreed to this.
bl amed myself until I gotéan explanation from the Mar
Liverpool Pathway is, and they were kind enough to send me some leaflets [cough] and
information, and | realised that what we had done was probably the kindest thing that we
could do in the circumstances, so | didnodét feel gui It

These were huge issues for the participants to open up about and we hope we have presented their

words with utmost sensitivity. The stories of guilt have been found in other studies of widowhood

and bereavement. For example in Bennett & Vidal -Hal |l 6s coll ected death narrati.
frankly of her feelings of guilt associated with turning of f her husbandds |ife suppor
said 6....you know we al/l put on this wonderful brave fa
thatds umm, forever t heHalkZD00(4R4. it is eotalle tigat the ithckadeople



mentioned here  had not sought or received any counsel ing around these issues. A challenge for
services might be to find subtle and creative ways to acknowledge these bleaker private accounts

and give people space to find ways to talk about death in a way that they have m aybe not been
able to do before. This could contribute to both a public recognition and a private transformation of

anguish into acknowledgement.

12.4.4 Fitness and mortalityWL QY @SNE ¢St g NBE (GKIFG (2VY2NNRS§«
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Rosemary exp ressed how carer bereavement made her Guper aware of your own mortality 6.
|l &dm very well aware that tomorrow | could have
dead. And when you reach my age that is always something that you do think about.
(Rosem ary)

This can become an anxiety in itself for the bereaved. In response, a number of the female

bereaved carers spoke about conscious efforts to keep fit. Liz, Victoria, Rosemary and Gill all

mentioned swimming regularly.
As part of that, a local communit y groupdbés running keep fit cl
going along to, which I &dm surprised that | enj
(Kath)

| spend quite a | ot of the time, also, when youdve

exercising them, keeping them fit. And yourself, which is important. (Susan)

Remaining physically fit, obviously, for me. And remaining healthy and able to see my, my
one grandchild and, with any luck, any more that may come along. (Victoria)

12.4.5 OverviewStress

This section revealed that dealing with stress related issues was a key on -going issue for bereaved
carers and was the over  -riding health related concern. This is not too surprising given the long

term and demanding nature of their previous caring roles and is supported by other carer studies.

For example, the Princess Royal Trust for Carers found in a recent survey of 639 carers that 65%

of older carers have long term health problems or a disability themselves and seven out of ten

(68.8%) said tha t being a carer had an adverse effect on their mental health.

The findings suggest that services could usefully find ways to pre -empt some of these bereaved
carer stresses and prevent breakdown in order to alleviate individual suffering and to instil | real
economic benefit for service provision. Preventing stress -related problems might well be cheaper
than responding to the catastrophic impact of breakdown within families and communities. It is

noted that during the course of this study, GP Practices a nd pharmacies across Devon started to
offer ¢ carers health and wellbeing checks. During their appointment they are asked a number of

health questions, which inform specialist nurses and pharmacists of their general health. Carers

may also be offeredvascul ar checks i f t heyrdyeasobagda wEheynare4lfoinformed
of a Carers helpline (Devon Carers, 2012)

Finding ways to acknowledge and thereby possibly help people expose and put to rest any feelings
of residual guilt wa s another urgent and sub  tle need. The stories show as well that responses to
bereaved carers needs, should necessarily include attention to new possibilities for fithess

programmes, although several of the carers here showed themselves to be aware of these issues

and capable of s eeking out fitness support in their own communities.

Strc

\

gc



46

12.5 Loss and Social Isolation

In this section, we looked at the social issues raised by the participants prior to, at the time of theindevéavement ar
problematised issues about when bereavement starts, finding that carers often destrijed|teelthgriiereaved

freedom and of expectations, well bbeef roer seWeanegtrmtitds.o n ¢

explore the types of isolation described, looking at the impact of carer bereavement on day to dayasdcial and emc
ideas about returning to O6normalit:

1258 p O, EOET C6 73\ ORAAGDAR i IA£OAT OAT A 1106006888 ! 11060
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Carer bereavement is generally assumed to begin when someone dies and our existing health and
social care service structures have tended to be set up to respond to this. However, the stories

collected in this project supported a much more fluid and gradual understanding of when

bereavement starts for some people. Participants were particularly keen to give emphasis to a

notion of o6living bereavementdé foll owing disabl ement of
foreknowledge of loss of her own independen ce as a result.

| think it probably started when she (Mother) had her stroke and | realised how disabled she

was going to be. And that she would need to come and live with me, there was never any

question of her going back to her own home. And somewhat sel fishly | guess, | thought

about the implications of that for me, what that would mean in terms of being able to live

my | ife as freely and independently as | had al ways [
al ways been very f ort un ayséeenadbletoliveiandependentiyaapartal wa

from my dad buying this house. | 6d managed to support
anybody el se, and, I think I 6d had plans for when | r
and maybe buy a property abroad and all that sort of stuff, really. And | realised that my

mother coming to live with me would, would really impact on the way | was going to be able

to live my life. (Rosemary)

This bereavement began | ong before her moaskadoubdles deat h. R
bereavement, 6a sort of double |l oss, really. A loss of t
a good friend, and a |l oss of my [|ife, as Vliékcd ord ppedds i6tl i wa
bereavement 86 had been goisng on for many year
Therebs obviously nobody, my partner isndt there to ¢
course, you candét do this, this thing of moving on, k
moving on to anywhere... | guess | lost myself in the process of looking after Nick and | feel
that what was i mportant to my identity in very, very

caring for someone who, whose personality changes, and that person is the person that
youdbre most cl ose t o andtoyoe,fyduactutllygjusycompletelgldsé allb a ¢ k
your bearings and | feel thatodéds a process that | went

As described earlier, Victoria still live d with her husband Nick, who has a rare form of dementia.

She sees herself as being bereaved o f Nick already and yet she will still face a final bereavement at

some time in the future if Nick dies. Victoria spoke eloquently about the earlier togetherness of

caring as opposed to both her and Nick now being alone.
One of the strange things that happe ned during Nickds illnesses that |
I think he felt he was in it alone, and | had to persuade him that it was something that was
happening to both of us, and therefore we were in it together in order to support him. But
of ¢ ou resgeadually ltad to step back because | am in it alone. And that means that
heés in it alone as well. | candt follow him down t he
gone too far down it. (Victoria)
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In total, three of the participants had experienced s ome form of O6living bereavemen
person they had cared for was alive, but no longer there in the same way. John, the oldest
participant, got closest to his retirement dream with his wife Peggy. After a life time of working in
the catering and hot el industry, they retired.
Before she (Peggy) was ill, we had planned this retirement in Cyprus for many years, and
we had got a beautiful flat, it was built to the way we wanted it, where we wanted it. And
we were delighted, you know, we were very happy, wedd made some wonder ful f
everything. (John)

AsPeggy became more disabled by Parkinsonds, the coupl e
very different. In describing the occasional moments of frustration, John revealed here how much
he los t, as he decided Peggy had lost the will to live.

And the great, heartbreaking thing was trying to get her to take her pills, and trying to get

her to take her food. Again, | will put this on record. Anybody that tells me, as a carer, a

family carer, when t heyo6re doing this that they don6t | ose the
candt believe it, because you do. I't i s heartbreaki ng
these pills, theydére going to deteriorate. dofweak hey dc
and develop an illness which will kill them. And | even had doctors coming to try and help

me , particularly a | ady doctor who was a very Kkind pe
And when you get to that stage, it is heartbreaking because you know very well that the

person thatés decided, in their quiet little mind, tt

Dealing with the double loss of the cared for person and the loss of your own life together as well

as taking on the role of caring for them is a huge burden that is increasingly being recognised. A
gl ance at the bl og page on t hsieroddals &piethoneof shoses & peopleet y we b
coping with a living bereavement. For others to better understand and respond to people in th is

situation is vital.

12.5.2 Pre-bereavement isolation OAOAAPET ¢ EOI 1 AGET 1 8

The bereaved carers, particularly those caring for their partners, described a feeling of increasing

isolation from their friends, neighbours and community that grew during the last years of their
cared for personds | ife. John and Liz both mentioned the
wheelchairs and others lack of understanding of their situations.
We were very isolated before she died, because, again, | was living in a flat in a complex
which has a hundred and twenty -two flats, but my wife was in a wheelchair and people
would say, fiGood Morning!o, AGood Afternoon! oo, but ¢t
because. .. theyobére afraid that somebmgyf oni gthlherm.s kIl t diie

want anybody to do anything, | was very disappointed in the way people behaved... And |
was very, very hurt that nobody turned up for her funeral either. (John)

Our soci al Il ife shrank. Consi der abl yinnerYvibhipeoglmanyw, we ¢ ¢
more O6cause we couldndét get in their houses. And one
husbands, said, AOh you ought to go out and do a bit
itds not easy to get in anywheretinyoar bousg vety @asiyy, we ound, Wwe
need three people to help us, and | work full time art
what my husband does because | havendét got the ener g)
the chore -y things to actually always want to go outo. (Liz)

Liz described the creeping isolation of her and Arthuros
I wouldnoét | i ke anybody to think we were completely

was aware that they were dropping off, and it was the postcard, the phone call, it v
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interaction that web6éd had before. And, I could under ¢
if you get too hung up about it and bitter about it, nobody wants to talk to you anyway and

you never know what problems other peop le have got. And he lost, | suppose we did do,

both of us did, really, as things progress, you also start to lose people. And I, you know,

wedve got some friends now and, even at the funeral I

come and see ArthurWelTlheywsadaul dndédt wunderstand what

Victoria also spoke of becoming isolated as a couple:
You are very socially isolated because what happens is that | was living with a person who |
know was regarded as difficult, arrogant, anti -social in various ways, for some time. | knew
that this person was ill, but not in a way which we could explain to people. So, gradually,
we became, as a couple, quite isolated. (Victoria)

This écreepingd gradual i s ol-potntiinotar ms® fita gaat Bna findsh, &anflit cul t t o
was clear from these stories, that the carers were not well placed to respond to their own growing

sense of isolation because of the restrictedness of their caring tasks on top of their daily chores,

their limited time an  d their virtual rejection from their existing social worlds.

12.5.3 Early bereavement memory loss z0) OOAAAT AT O1 AT 860 OAI Al AA

OEET CcOd

Nearly everyone described a period of memory loss immediately after the death of their loved one.

This has been a common finding across much work on bereavement, described by Larkin , for

example, as the O6post caring voidd. Kath noticed that sh

knowledge immediately after Sam died:

After Sam died, there were big gap s, things that |16d known really, re
for years, | suddenly couldnét remember the names of
my undergraduate thesis, | had to go and | ook wup the
four times aday for nineteen and a half years [laughing], and it was like suddenly walls

came down. | suppose they were sort of protective barriers where things were painful, and |

just, it took me a long time to be able to sort of access some of those and some things sti Il

canodt . Il just candét remember. (Kat h)

Susan described a similar experience of details being 6w
You know being a carer and time moving on, when you I
know you did but you canét 8abemafby tmembersdnlnge e
water under the bridge, itds gone. And you can nly,

washed away, | think, and the better memories stay. (Susan)

John said:
I | ost my wife about two Ve aiswhehshé diddie,itsdsstillai ed, andéy
compl ete shock, I was at her bedside and, unless youc¢
understand it, | donét thinkélt is, i1itds shattering,
week that followed that. | stayed with my son and | have no idea what happened. (John)

Liz spoke about Arthuroés funer al in this context:
I think when | |l ook back, | mean ités |ike the vicar
the service, you know, ADid | do thgfslkervoceyok2a¢y AOcrt
don6t remember much about it. No, | mean | can rememt
remember the coffin coming in, I can remember my dauc
I can remember wus all sort f o afferivaads, andhgn people e ach ot he
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coming back to the house, which was very nice and pec
know, in betweends a complete blur. Complete blur. Pe
you switch off, I dondét know. I dondét Kknow.

Thepartici pants were perhaps reflecting on a natural respons

develop memory holes about some of the harsher details and practical realities of death and the

blur of the immediate post death experience in the bereavement trajecto ry.

12.5.4 Bereavement isolation z0) AAT 80 AA EOI PET ¢ EAAE £l AOE Al

Following the death of their loved one, everyone on the project said they experienced a sense of

deep isolation and loss. Liz spoke of the closed, tokenistic offers of support she got following
bereavem@uitt;e 6a | ot of people sent me cards, even in the
come round for coffeed, but t Bhewlsomighlighted the ampiinessafheme d (Li z)
personal space:

No,Isup pose there were times when | wouldo6ve I|Iiked peop
hug. I think itds a physical presence of somebody el ¢
although my husband couldnét do anything and what ha\
nowcome home to an empty house... | go home and therebo

hard thing to come back to. (Liz)

Brian described an uneasiness with returning to 6nor mal
so much of his time.
It was avoid because he (Herbie) was a part of my daily routine and that was taken away
and | had to fill part of my daily routine back to the books, back to playing old record
al bums, which again as my wife stressed to me was
in the future, I candét be jumping jack flash and |
whi ch associate me with the past, itds strange
youdbre going out and socialising. , bdtause fimmerarel aly
gone now except for me and my brother, but | ri
stay with us and they view it as a weekend to get away, to come down to Devon is lovely
for them, and it pleases me that they take Iris out but | dondét go with them becau
hi ke and wal k and go to all the strange places that ¢
know more about Devon than me, wedbre the ones who | i\
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Kath mentioned the energetic pace at which she lived post -bereavement suggesting that
changed permanently during bereavement.
Oh gosh, yes, yes. I me an | ndudha workbaholiz is that | p alived &ty why |
that sort of level of stress and uncertainty for so long that relaxation is a bit alien. (Kath)

Kath had very little to say about having a social i fe h

death. She appeared to have almost blended her bereavement isolation into her life without Sam in

an on -going way. It had changed her permanently and there was not a sense of returning to a

sense of normality that she had previously known. John became ill after Peggy died. His heart

break at Peggyb6s death I eft him very alone, apart from s
Well | was heartbroken during m ost of that period. .. I al so- wasnot
wise, as | should have been. By the time | came out of the nursing home at the beginning
of January, I had | ost three and a half stone. .. |l 6d
lonely time. Al ot of it was spent |l ooking at four wallsél di
committees, all different work | did, and that helped me enormously

Seven years after her motherds death, Rosemary was refle
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described it as a need to be needed.
But then I think | could go for a walk or | could open my computer and see how many

emails | d6ve got [l aughing]. Or who wants me to do whe
perhaps thatés what ités all abodomgerneeBsentehmy phidren ow my mc
no | onger need me, and even my grandsonséprobably dor
does, a little bit. Perhaps thatés it, perhaps | have
(Rosemary)

Liz spoke of the strain of trying to ma ke new friends, but recognised the value of the effort.
So | éve tried all I can to cultivate some new friend:
myself go, and the gym, you know, I know people at tl
have a chance to get to know more people in the village, which |
made a ment al note in my head, fAYou have got to make
going to come to youo. (Liz)

Gill 6s measure of having dédmoved olmodestlysagshawastgobuwspte when sh

take up an offered social engagement sometimes. Gill said:
6Donét say no if somebody asks you if youdd I|ike to
to the theatred. That advice was given Botmal by. ahoémt
in a position where | can actually say | think, I dor
be good. (Gill)

So these were descriptions of isolation in bereavement that had eventually lifted for each
individual, but their loss had cr eated a new o6normal é in soci al t er ms. Nor
having returned to some kind of normality that they had previously known.

12.5.5 Overview: Loss and Social Isolation

In undertaking this study, we recognised that in our focus on carer bereavement, we were

imposing an artificial construct for analysis. By looking at different levels of loss and isolation, this

section evidenced the need t o unidtermsdfagiraded pedespfl e 6s experi
bereavements or losses that do not simply coincide with the death of the cared for person. While

we found some evidence for -carkingdd rmgteicomrgf tdcapmep sthcl ud

voi dbé, a periddwonfthbeloaingg timedé and then o6constructin
suggested that to develop this idea of a trajectory, it was useful to include understanding of an

earl ier period of 0 laitimeohsgspdmson ef muck so@ahandemot ional support,

when 6émoving ond is not an option. This evidence also su
facing periods of transition and change linked to different kinds of bereavements at the end of the

caring role and beyond, perhaps allowing them to better anticipate and plan for periods of

transition. The provision of time limited peer mentoring and befriending co -support to help carers

at key stages in the end of life and end of care path, which can extend for many years, is

something thata  project like Past Caring perhaps provided a model for . Other existing initiatives

that provide this kind of support are seen through the 0
based work of Age UK.
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12.6 Death Stories

Although our interviews strove to focus on the bereavement experience, stories about this were muchsshorter con

relative to the elaborate stories about death that we collected in trying to get people to briefly comtettualise their |

storieg his was true even when the death had been many Waathayafliee. felt it relevant to single out these stories tha

people chose to give around death and to examine their clear meaning and important function faeg&ople who are
mediating the past.

12.6.1 Long death story, short bereavementsted) ¥ L a0 2L LQY Yy SOSNI I2AY:
2dzald R2 az2YSUKAY3IQO®

The | ead up to Kathds sonsd death was i nemasagemertofhis r aumat
antibiotic drug treatments in hospital and in her interview she tells this difficult story in a lot of
detail. At the end, Kath said:

| épul l ed out all sorts of hell and had pharmaci sts ar
dose reduced, because the thing is they, they hadndét checked that, t
overnight, so hedd still been pumped full of the damr

just arranged immediately for him to come home. But he was very, very poorly and | knew
that actually, i t was going to be really difficult for me to manage that... When Sam died, |
mean, we were all together. Because we stayed a Little Bridge House at that point, |
removed Sam from the hospital after the incident with the prescribing and took him up to
Litt le Bridge House, so Drew was there with us and the rabbit came as well, you know, so

we were all there... And he diedé just after half pas:c
he wasnét watching but, in Drewds mind heKath)as wat chir
Kathés narrative i s one of -treatrmentandmegtoringedignitysanchsafétytao m mi s
his | ast moments. The trauma of Sambs death resolves at
moments together as a family. Her narrative about wha t happened after that was markedly

shorter, abrupt and lacking the same kind of detail:
So he died on the Friday, the cremation was on the Wednesday. We went back to Penzance

on the next Friday and | started college that day and Drew went to nursery. And i t was
whoomph, whoomph, whoomph. And it was really just,; @l
again. | f |1 go home and go to bed, 18&dm not going to ¢
So thatodéds, thatds how | got through that. (Kat h)
For Susan, traumacame shortly after her husband Tombés death, but
narrative about this and said relatively little about th
what happened to her next.
So she (the District Nurse) came in, and had a look and sh e said, AOh yeso. So up
pain depressant, really. And she went away and he had died within half an hour... his elder
sister was staying with us, andéand one of the daught

ités what he want ed, ,iywasigrekthnodevable tw Hoithathat honge... Now

the thing is here that Tom had bequeathed his brain to the hospital in London, and with

anything |ike that, they have to have it removed ver)
first things that deteri ~ orates. And we had got it all organised with the undertakers

beforehand and they were there within half an hour of the doctor signing the death

certificate, O6cause everything was rushed forward. Ar
you, really, for the  care that he had had from the medics. (Susan)

These shorter bereavement stories gave a strong indication of the biographical disruption that
occurs in the |life of the carer and the apparent Oblunti
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of death and in the immediate post bereavement period.

12 6.2 Predictable or unpredictable time of deatiit ¢ KS&4S | NB LINRPOlF of & &2dzNJ Vv
mean nobody actually said that.

All the participants provided very detailed narratives of their feelings and experiences close to the

death of their loved one. While acknowledging the obvious loss and grief in these tales, people

were keen to recount, share and appreciate the positive ex periences that were blended into this
time of immense grief. Those who were able to predict and plan for the death of their loved one

quite expectedly had the most positive experiences. For example, Brian said:

| was there when he (Herbie) slipped away, h e was gripping my hand and | felt him go, |
was talking to him and | was brushing his hair like | did with father and | felt him just drift
away comfortably. My initial thoughts were OHerb you
Susan said ofherhusbha nd Tomés act ual deat h:
I was really quite happy for Tom, O6cause | knew he we
ulti mate goal , and he was no |l onger in discomfort. I
those last few days he was really frustrated because he knew that that was the end.
(Susan)
Rosemary described how she had a |l ong |l ead up to her Mot

experienced it as unexpected.
| was quite devastated when my mother died, | had been preparing for it for a long time.
Really her stroke, when she had her stroke, there was a death there, for me, because the
mother | knew was no longer, was no longer there... And then the next sort of

bereavement, I guess, was when she went into resident
been kind of taken over, really, by other peopl eéSoés:s
spiraled downwards, and so that was like a second stage, | suppose, of bereavement. And

then the final bereavement, obviously, camapleityt h her

of time to get used to, nonetheless, was a, was a profound loss.

Poor communication with residential staff marred Rosemar
Novello,
And in fact she was poorly for about three days and was starting to breathe very, very
| oudly and rattly. And although nobody actually said
knew that she was. And they rang me at about six ob6cl

say that shedd died during the night.

... The staff in that hom e... were great at nursing, the sort of professional aspects of

nursing, (but) they were not good at communication. 7
somebody being able to sort of sit with me and say tc
your motlhaesrtésdayso, I mean nobody actually said that.
don6t know. (Rosemary)

Liz spoke painfully about how difficult she found it to stay with Arthur right at the end of his life.
So at about five thirty é&dneswfmdingiteaxtremhelydifficuittosit i f | & m
there and watch this breathing. And he, his colour was changing and he was looking as
though he was sweating but he was getting cold and cl
candt, they said, fAyWweurl dwaeu gchotuelrd urpionng | t hought, you
daughter, shedl |l be on the motorway, shedll drive | ik
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she wonét cope. Andél thought, | candét cope with thi:c
probably madethew rong deci sion, | doné6t know. (Liz)
12.63 Place of deatlt WKS ¢ & aKdzyidSR Ayid2 I aARS NR2Y YR

Research has shown that value is commonly placed on death at home (discussed in depth by Wong
& Ussher, 2009) and in recent years, the focus on caring for vulnerable people has shifted from the
institution to the home. However, for people with very long term caring needs, death at home is

not necessarily possible or desirable. Amongst those we spoke to, only Susand6s husband
at home. Gillbés husband John was at home until the day b
He (John) went into hospital the day before he died..
week with pancreatic and pos s itthihkthe hospicecarenussacer . And |

realised how close he was to death, or the doctor. And she suggested that he went into the

local hospital... to give me a bit of a break. And he went in on the Monday and died on the

Tuesday. So, yes, he was not at home. But John wasndédt one of those peopl ¢
said, AOh, | must die at homel! o |ike I ots of people.
twenty -four hours, he was at home. Being looked after by me. (Gill)

Though not at home, some people specifically sought to avoid their loved one dying in hospital.
Rosemarydéds mot her Novello was at her residenti al nur sing
made a specific request in her motherés | ast weeks that
be taken into ho spital but was to stay in her residential home. Rosemary said:
And when she did die, although | coul ddbve wished that
residenti al care, and that | couldbéve | ooked after he
shedied t hat |1 6d done the best | could. (Rosemary)

As mentioned earlier, Kath removed her son Sam from hospital and took him to a hospice at the
time of his death, where he had a peaceful, family -oriented death that Kath was proud of.

Briands f ri e ndikintespithl and Bridii was with him. He experienced this in a positive

i ght . Lizés husband Arthur and Johnés wife Peggy, howev
circumstances. John told the following story.
Wel |l , | eading up o tiwel de&oh, tbkbewwaknbdbefore and | 6c

t

and |1 6d called the ambul ance, but they had this idea
certain amount of coughing, and it was decided that ¢
And thenshefelld own and | had to call them in, they said,
took her in on the Tuesday, and | was called in on the Wednesday morning and was

approached by a doctor and a consultant and was told that they were proposing to put my

wife on the Liver pool Care Pathway, which meant absolutely nothing to me. And they

explained that what it amounted to was that they would no longer try and feed her or give

her any medication and that they would be injecting her regularly with morphine so as to

stop any pa in until she died, which they expected to happen within seventy -two hours. As it
happened, it did happen at five o0b6clock the next morr
John talk ed powerfully in his digital story that accompanies the interviews, of how the resi dual guilt
from this experience |l eft him ill and distraught for two
an incredibly difficult time with her husband Arthurés d
The decision had been made to put him (Arthur) on to the palliative ca re pathway, and he
was shunted into a side room and put on a syringe driver and left (pending decisions at the
Consultantés morning round). So |, regrettably, deci

back, and this clock, it was about ten past six, | th ink. They rang and said, AY
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passed awayo. When | |l ook at it logically, which one
him, |ife wasnét sustainable, was it? Because every t
vomiting. Soéyou know,u plpe swea snre®dtd, come t o the end of

By definition, hospital deaths are going to be more likely where health needs are more complicated
and obscure and where complex clinical intervention and decisions are needed. However,
communication arou nd death in hospital does come over as problematic in these stories collected

here. Johndéds tale of not understanding the Liverpool Pat
to him at the time of PRPeuyiggyAssandleadytbdheardis Mmelair2ds story, s
remained full of unanswered questions after Arthurodés dea
at the time of the telling i clearly using the telling as a way of resolving conflicts and doubts in their
minds. This self questioning was not a feature of people who had experienced less prolonged, less

chaotic service responses, and it may be coincidence, but people who had not experienced death of
their loved ones in hospital.

126.4Overview: Death Stories

Although our interviews strove to focus on the bereavement experience, narratives about this were

much shorter conversational turns relative to the elaborate death narratives we collected. Being

given opportunity to recount a detailed story of death appeared to be a strong need e xpressed in

our interviews. This has been found in other work such as Bennett and Vidal -Hal | (2000) 6s
Leicestershire study of widowhood. They suggest ed that the narrative shape and fluency may be

the result of telling the death story on many occasions to o ther people and that the need to do this

is a way of valuing the person who has died. This leads to the obvious conclusion that the

bereavement story is not rehearsed or valued in the same way and more attention to this might

improve things for bereaved ca rers in coping and surviving.

Wong & Ussher (2009) found that being present at the time of death was described as being

rewarding as it fostered the inclusion of others, provided an opportunity to say goodbye, provided

closure and was a spiritual experien ce. We found less detailed observations of this, because few of

our participants had this opportunity. Some, like Liz, who did have the opportunity, simply found it

too painful. Rather, people reported the predictability of the death itself being a key iss ue in the
quality of experience for the carer and the place of death also had relevance, in the main linked to
communication challenges with service providers, particularly those in hospital.

We conclude that remembering the events appears to be a goal i n itself for bereaved carers, as a

demonstration of respect for their loved ones. Finding opportunities to rehearse these narratives

may be vital for the bereaved carer in coping and surviving, yet current support services do not

recognise this explicitly. Current support services tend to focus on the short term, the time

immediately after the death of the cared for person, yet this is a time when most bereaved carers

report quite considerable memory losses. So one finding of this study might be that work w ith and

around death narratives would be very valuable and this needs to happen not in the immediate

aftermath of a death, but further down the |ine in a ber
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12.7 Money Matters

In this world nothing can be said to be certain, but death and taxes
(Benjamin Franklin, 1789 ')

Money matters surfaced in almost every interview, often with a sense that a tale had been ongoing fdeglears and tc
of mental and emotionalgneagto say dogged determination. For our group, these were not tales of financial hards
money matters still emerged as a dominant theme in our interviews. The stories we heard were about financial m

person has died, but alsotaltoet f i nanci al aspects of being a carer

matters that live on in the psyche of the bereaved for a long time and inform how they deal with finarta®s in bereavi
these weighty, dry mam@sstomewhere by recounting them in the interviews appeared to visibly lift burdens for son
carers.

12.7.1 Money issues while a cared for personisalg®e L. ¢2y Qi FAG GKS ONR G SNR

The bereaved carers spoke at length about the relevance of money matters for carers when their

loved ones are alive, as a focus for networking, initiating conversations with each other and sharing
knowledge and skills. Like many others, Victoria explicitly recalled how it was money that first took
her into her own acknowledgement of being a carer. Victoria gave up work in 2006 to care for Nick,

who had been unable to work since 2004. She had not been aware that she could claim any

benefits, because shedidn 6t see herself as a carer until her friend
situation (recovering from a stroke, aided by Disability Living Allowance).
And, she said, AOf course, when he was in hospital tt
thi so, tamadt appoi nt | thought, AThatdés interesting, O6ca
Ni ckés been for about [l aughing] three or four years!
better [laughing]... And so, | got the forms and filled in the forms for this Disabili ty Living
Allowance with most of me believing, and I think this is so sad because.. this has come back
to me from so many other people in caring situations,
have a really nice | ife andél iwaonfbotr itnhiasny tvhaeyr eféist ntol
would qualify for this. Oh and they eventually wrote
rate Disability Living All owance and itds backdated t

As Carers UK advoc ayoerself a5 Reemsghe vesyifirat gtep to getting the support

you needb6é (Carers UK, 2012). The bereaved carers in this
thread from this first moment of carer identity right through to bereavement for a lost rel ative or
friend.

While recognising its immense value, the bereaved carers also spoke about anxieties of receiving

| ocal authority financial support as a carer. Again we d
only one still receiving carer related benefits at the time of the project. V
had the funding | worried myself sick. I used to wake up
stupid isné6t it?... it makes you al ways frigheedenedd (Vic

insecurity as social services and health staff created an atmosphere where everything might be
guestioned and had to be justified in an overall picture of cuts.

Like many of us, carers take time to get around to sorting out finances for their loved one, even

when they have been caring for years knowing the death could come to their cared for person in

the i mminent future. Rosemary was O6caught outdé initially
19 Benjamin Franklin (1706  -90)in alett erto Jean -Baptiste Leroy, 1789, which was re -printed in

The Works of Benjamin Franklin , 1817.
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before Novell o became O6ment ailbeys ihnocvwa pcacbnhpelde x Shheer dnecstctrer 6
situation became while she was alive.

Well, my mother lost what was regarded, as the law was then, mental capacity, before we

had ever got round to sorting out what might happen in just such an eventuality. | had

alw ays.., my daughters had urged me to sit down with my mother and sort things out, while

she was still well, and | promised them that | would do it when we went to Turkey that

year. And of course we didndt go to Turkeyrdsrdkat year
when | was supposed to do it. So in other words, | 6d

.So that meant, in order to manage my motherds aff
called the Court of Protection, and become éséreceiyv
She didnét have a bank account [l aughing], she al way
buil ding society accounts. é | had to set up a bank
account, so that everything that was spent on her behalf went through this b ank account.

And every year, | had to submit accounts to the court of protection, to show money in,
money out, exactly what was spent, final balance. It was really like having to file company
accounts [laughing]. It was really quite arduous! And until | go t a computer, it was
incredibly arduous, because | had to do it all manually, and in my head [laughing]... But it
was something | always used to dread, every year. (Rosemary)

Together, the stories show that we should take seriously the worry that carers e Xxpend over money

while their loved one is alive and think of practical ways to alleviate or counter some of this worry

in an dbdupstreamd response, rather than focusing instead
resultant stress related issues (see stre ss section) ™.

S

Y (A M O

12.7.2 Managing noney in early bereavemem?L &G 6+ a Ay ONBRAOGEf & I NRdz2 dza Q

Nearly all the bereaved carers reported finding that sorting out financial matters in the early stage

of their bereavement was extremely difficult and between them our participants had a range of

different difficult experiences with it. For some, they were simply not well enough themselves to

cope with financial issues of any kind. The early period of bereavement left John in a particular

financial predicament, with emergency support from formal services put in place for him when he

himself became ill, but with the expectation that he paid the bill. He felt that he was taken

advantage of as the hospital transferred him to a private nursing home for which he had to pay. He

had no memory of that time so believed he could not have given meaningful consent:
I wa s in hos pital and (then) in the (named) Care Home *? during the whole of that time. And
-, I donét think | should say too much about it, as
Hospital about the way | was treated. The simple reason is, they put me into (named) Care
Home , | think it was somewhere about, oh, beginning of December, and | came out on the
fourth of January, and | had to pay nearly three and a half thousand pounds out of my own

money for it. I didndt even know ditneysaythatMmgave bei ng put

Yin public health, upstream approaches seek the causes of disease and disability and address problems through
prevention rather than treatment. The upstream metaphor goes like this: People are drowning in a river.

Rescue workers are pulling them out but soon realize that no matter how hard they work, there are always more
people floating downstream. Public health advocates decide to take a walk upstream, to see why people

are falling into the river in the first place. During the 20th century the average life span in western countries
increased. Some suggest less than 20% of the increased life span can be attributed to medical care, while public
health efforts deserve the credit for the remaining 80%. Nearly all these gains are due to programs and policies
that address social and environmental factors that influence our health. (Bournhonesque & Mosbaek, 2002)

2The names of the particular hospital and care home have been anonymised here.
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them permission. Well i f 1 did, I dondét remember anyt
my family about it, so we have an ongoing tribunal... | was very badly cared for. (John)

Others who were previously dependent on the deceas ed for financial administration, found the
transition to independence took some time. Gill had left managing the finances to her husband
John and described how overwhelmed she initially felt after he died.

John had always been the money man in the family and although he taught me to do lots of
things, you are still left with it. And | had an income tax form come, with my new tax code.
And | |l ooked at the old stuff with Johndés writing al
al ways di d, and hdw tadchedkntéSo | jkstnhadwo guess they were right. But in
the next fortnight, I had seven different tax codes,
or not. (Gill)

Young & Cullen suggest ed that carers like Gill may have become so intertwined wit h the deceased

as the deceased has become more dependent on them, that at first... it is difficult to move towards
any form of independenced (Young & Cull en, 1998, 152) . S

financial hardship after her husband Tom died. S he had to move from their shared home.
And then, once it was al/l over, I knew | coul dndt aff
realised, Tom and | when we were first together, it was sharing everything, knowing about
the bills coming in and going out, monies and everything else. But as Tom got more and
more ill, he would hang on to certain things he felt he could actually do, because he thought
he was finormal 6, and | put that in inverted commas. E
after helddbaelgerd to realise how much hedd been hiding
And | think thatés another thing one has to understar
create an awful lot of problems afterwards. (Susan)
For Susan, money matters highlighted her husbandbs rather controlling behavi
up legal and ethical dilemmas about respect for the dying and how bereaved carers can stand
legally.

12.7.3 Managing money in later bereavemer#? 3 S O2 YLI NB y23SaQ

Although money management in early bereavement was described clearly as very challenging,
especially when a former carer was still in the fog of deep mourning and dealing with new
responsibilities, and new real i sati on souastudyisuggeS8adshatn 6s c as
some carers can develop new financial skills in a very able way and the practical focus of sorting
out money matters associated with their loved one becomes a useful (though perhaps not chosen)
focus for energy. Two yearsafterhi s deat h, Gill s experience and ability
increased enormously.
| became obsessed with money. | suppose this was because John had always done it, and
he just used to | eave me to do alll the practitaal St
friend whodéds also bereaved and we compare notes abol
on, and sort of help each other.

However, without Johnés guidance, Gill showed an ambival
herself. At one point in her interview, she said, 6 | keep wanting to spend m
anything much to spend it on, except | have been on thre
O0No, the only counselling that | 6ve had was as part of t
counsel | i ng. I f you just go to a counsellor, it costs a gre

struggled to think of their own needs much at all and did not mention money once. Kath merely
said, 61 6m not very good at |l eisured (Kath).



58

While Novello was livin g in a nursing home, Rosemary realised she could be eligible for National

Health Service (NHS) funding for her care. A large sum of money was at stake.
Towards the end of her life | realised that she was probably eligible for NHS Continuing Care
funding,w hi ch woul déve meant that all her fees for the n
the National Health... And | then set about applying for continuing care funding, and | was
turned down, and | went to appeal, and | was turned down again. And then it went t o the

Ombudsman, who reckoned that the Health Authority had not carried out the process
properly. And so | had to appeal again. We were still turned down [laughing]. And then it

went to a final appeal, and it was awarded. And by this time, my mother had di ed... So |
think the whole process took about three, three or four years. But finally, the money, it was
allowed, and the money was re -paid. It was about fifty thousand pounds. [Loud sigh]
(Rosemary)
Rosemary described how she later dealt with her mot heréds house and money.
And the other thing, actually, was about her, her fees, another little known arrangement,
which they donét advertise over much, i s that you dor
when somebody goes into a nursing home to pay the f ees, if you have no other form of

income. My mother did have a very small income but it nowhere near enough to pay the

fees. You can ask for a charge to be put on the property, and you can delay paying the fees

until the person dies and the property is sol d. And no interest is charged up to six months

after they die. So | did read about this, and | did put, | did ask for a delayed payment

arrangement and a charge was put on my motherés house

round about, by the time she died, ab out thirty thousand pounds.
And so | gathered together the money that | 6d managec
|l ot wealthier when she died than when she came to | i\
her money and invest it in reasonably high intere st savings accounts and things like that.
And by borrowing some money from my daughter and by cashing in some of my own
savings, I managed to pay the thirty thousand pounds,
And |1 6ve just sold it .n®w, tfhieve wyoar ;arlegt en.d0.s al |l gu:
|l ooking after somebodybés finances, it really is So t
days on behalf of my mother were over. And | sold it. (Rosemary)

The degree of tenacity required to juggle fi nance s in life and bereavement we re highlighted here.

For bereaved carers, opportunities to share decision making and experiences about financial

matters are appreciated. The stories also suggest that this is one area where former carers develop

appreciable ski s and abilities that could perhaps be pooled towards community development aims

in other areas in the later stages of bereavement.

12.7.4 Spiritual or emotional guidance with financeglb S@SNJ I £ 2y SQ

Several years after her h beticvea dotdrowas helgire benand vuld Haves t i | |

been 6proudd of how she managed her money.
I think John would be incredibly proud of what | 6ve ¢

financial advisor, | had to find a financial advisor and John helped me there, even though he
wasndt there, bec a(anmed) hBRuildingagSoaety and hechad looked at their
financial services and thought they looked good. And they were recommended by the Daily

Telegraph, which John thought was a good newspaper, so | went to the (named) Building
Society. And even now | still talk to John and | get the answers because | know what he

woul d say. o6

What this story suggests, is that even with the physical and conceptual ability to cope with financial
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matters after years of not havi ng to do so, some carers find it helpful to believe in higher powers
supporting them. Others found this higher power or emotional help to sort out financial matters, in
religion. When asked about money during bereavement, Susan responded as follows:

So you had lots of financial issues to sort out?

Yes. Yes. But there we are, you know, and 106l]1 be qui
for guidance and yeah, itdéds come. (Susan)
Hence, even when the practicalities of sorting out money become easier, some bereaved carers do

seek and appreciate long term spiritual or emotional support with the financial aspects of life.

12.7.5 Inheritance issuesWL QY y 203 20SNJ KSNE FT2N Y2y SeQ

Briands story about his neighbour Herbie highlighted the
and also of the complex position a neighboukioéarenarsuch

Brian was in a very sensitivemopaysi ti on regarding Herbiebb
He wanted me to go with him to go to his solicitors to sign up to be the sole heir to his
estate which was considerabl e, he was a man of great
owned several properties; a farm and had just under nine hundred th ousand pounds in the

bank... and | came to know this through having to do and manage his affairs, his policies,
and renewals, and the statements that came through to him that had to be dealt with... And

he said when are we going over to the solicitors, | s aid 6don6t start talking t
I dondét want to know, you talk about that and | 6ém goi
anymore6 and he used to start to cry and |1 6d say Oo61 o
finish this crosswgetl, bacmetonwheaet 6svedre doingd so tlI
went on day after day. I used to tell Il ris and she us:c
So he died a very wealthy man and with a power of attorney that passed away several

years before him and at the time Herbie died, the estate, Her bi ebs
that he never knew, that was set up by this other par
their benefit since, theybébve devel oped on Herbiebds | ¢
andllook back and | think 6god, you know, these people |

Brian was constantly aware of trying to keep Herbieds mo

He was also always worried about what the other neighbours might thi nk of his motives for caring

for Herbie so attentively.
And | said 6Her b, I 8m not over here for money, I don¢
take something, you and Iris, you do so much for meb

over at Christmas. What we used to do, used to put in an envelope with his card, one
hundred pound for Herbie, so that hundred pounds came back and forth across the road

every year and | said o661 tell you what Herb, I 61 1 t ak
outforam eal 6 he said that will please me so | took twen
down the lane think that Herbie showed his gratitude to me and my wife in a financial way

but | can honestly say if | dondét get out biefor t hi s r oc

financial gain, and never took anything from him at all. (Brian)

Stories |like Briands remind us that taking care of peopl
intentions, is not supported by the formal service system (for example in terms of benefits etc) or
by the public. Nei ghbour carers are particularly prone t

and their own complex worries about what other people might be thinking.
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12.7.6: Overview: Money Matters

As described at the outset, these are not the tales of financial hardship that have become a focus

for a bod y of good work within Carers UK (2011). Instead, for everyone apart from Susan, these

are stories that show in what subtle ways money matters to long term bereaved carers who do not
have specific financial hardship, but who nevertheless experience difficulties associated with money

matters.

The role of money and benefit claims in recognising yourself as a carer initially was mentioned.

Perhaps this indicates a site where more long term carers could potentially be picked up by
services, particularly by those GPs that claim that they do not know who the carers are within their
constituency. Would there be any possibilities for developing systems where benefit claims could

act as a trigger for referral to Carer Services ? Supporting long term carers in taking over financial

custody for their | oved ones would al so r eAtthedimeost ress an
writing, financial support and advice was to be offered to De vonbés carers as part of tF
its Carers Strategy, funded by new monies given to the Primary Care Trust. Finding innovative

solutions to d evelop and deliver  this will be an interesting challenge that perhaps bereaved carers
themselves could becom e involved in  through working with their peers, given the skills that they
themselves can develop through their own experience.

The interaction between money and bereaved ¢ a r efeassdor what other people in the community

think of them comes out strongl y in these stories. These fears of community judgment , doubt of

the altruistic caring motive and pressure from O6the whis
the carer prior to and post bereavement

Figure 9: Rosemary, Victoria and Liz talking about money issues



