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General Description of Pilot Study

Aims of the Study

The general purpose of the pilot study is to generate ideas from the
perspectives of the participating care workers on what issues and topics in palliative
and terminal care work are most relevant for further investigation. It is anticipated that
a general exploration of the experiences of the carers will reveal specific aspects well
worthwhile to investigate further and in greater depth. The focus of the study is on the
individual experiences, attitudes, and thoughts of the carer and not on patients,
relatives, organizations, or training aspects of care work. The main focus 1s on
exploring and clarifying the experience of working with terminally ill patients and what
effect this has on the carer.

Structure and Method

The principal data collection strategy of the pilot study is individual, face-to-
face interviews with a number of care workers who volunteered to participate in the
study. Each interview will last for about an hour and will be audiotaped to facilitate
analysis. All data collected will be treated confidentially and all participating
individuals and organizations will remain anonymous.

Benefits to Participants

Since the data collected in the pilot study will determine the nature and scope
of a major follow-up inquiry, participants will have a direct influence on the overall
research design of this inquiry. This means that their voices will be heard, that 1ssues
that concern them as individuals and as professionals will be addressed in the study.
The outcome thus will be directly relevant to them. The resercher will be happy to
submit a written report to the participants and/or give talks which will highlight the
results of the study once it is completed.
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Standard Ethics Protocol

My name 1s Peter Stehle. I am doing research on the topic of terminal care practice for
a Ph.D. degree in psychotherapy and counselling at the School of Psychotherapy and
Counselling, Regent's College, London. My supervisor is Dr. Ernesto Spinelli,
Director of the Ph.D. Programme, and he may be contacted at this phone number:
0171-487 7406 should you have any questions.

Thank you for your willingness to participate in this research project. Your
participation 1s very much appreciated. Before we start the interview, I would like to
reassure you that as a participant in this project you have several very definite rights:

- First, your participation in this interview is entirely voluntary.

- You are free to refuse to answer any questions at any time.

- You are free to withdraw from the interview at any tinem.

This interview will be kept strictly confidential and will be available only to Dr. Spinelli
and myself.

Excerpts of this interview may be made part of a research report, but under no
circumstances will your name or identifying characteristics be included in this report.

I would be grateful if you would sign this form to show that you have read this
protocol and agree with its contents.

........................................... . (S1gned)

............................................ (Name Printed) reererrenreesnesseseeneenses(DALE)

Please send me a report on the results of this research project. (Circle one)

Yes No

Address for those requesting research report:

...............................................

....................................................................................... (Postcode)
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Contact Letter for Focus Group Interview

Peter A. Stehle, AdvDipExPsych, M.A., B.A., B.Sc.

Registered Psychotherapist (UKCP)
2, The Clock Tower, Holly Hill, London, NW3 6UD
0171-431 6155

September 8, 1997

Dear

Thank you for your willingness to participate in a Focus Group Meeting on October 1,
1997 between 2.00 and 4.00 PM at (hospice). I greatly value your participation and
am grateful for the contnbution you are making to the resarch I am engaged in.

(Name) kindly pointed out to me that the Summary Report of the pilot study in which
you collaborated needed some clarification. I should mention at this point that the
report pnmanly attempted to satisfy academic demands which accounts for the
language used and the - at times - somewhat elaberate discussions. It also summarizes
the data and analyses of the three papers prededing it of which you did not receive a
copy. I think 1t would be best if I answered any questions you may have about the
report in person. I shall be in ... the whole day of October 1, including the evening, and
am at your disposal. Please feel free to contact me.

The purpose of our meeting on October 1st is to lay the groundwork for the design of
an interview schedule and questions to be asked which will be used in a series of
interviews at (hospice) and three other hospices in Great Britain. These interviews will
form the basis of my PhD thesis and subsesquent publication(s).

The topic (the focus) of our group meeting is the relationships and communication
with patients and families. The emphasis in the explorations of this topic should be on
personal experience (1.e. what it is like to relate/communicate with patients and
families); the aim 1s to share and compare as many different experiences as possible.

As a way of preparing for the meeting and for focusing the discussions, I suggest that
you take a few minutes time before the meeting to note down some thoughts on the

questionnaire enclosed with this letter. This will also be helpful to me in the
subsequent analysis of the discussion.
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Since I shall participate as little as at all possible in the group discussion, one of the
members of the group should take over as moderator. I shall ask (name) if she would
be willing to do this. If you have any objections to audio taping the discussion, please
let me or (name) know before we meet.

Let me emphasize again that I come to (hospice) fo learn from you and that I greatly
appreciate your willingness to participate in this research. I am very much looking
forward to meeting you again.

With kind regards,

Peter A. Stehle

14



Pre-Questionnaire for Focus Group Interview

QUESTIONNAIRE
FOCUS GROUP MEETING

SWANSEA, OCTOBER 1, 1997

1. When you think about your experiences of relating/communicating with patients
and families, what comes to mind? (Simply note down some words or phrases and

underline the ones you consider important).

2. What kind of things have made relating/communicating with patients and families

either easier for you or harder for you?

15



3. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which appear to be typical of caregivers'
expenences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a general description of these terms).

Do you have any comments on these aspects?

Does your experience suggest any others?

16



Commitment: A strong sense of involvement and long term engagement, a
commitment to serve, to participate in a network of caring and reciprocal relationship,

a sense of responsibility for the quality of life of patients.

Intimacy: A feeling of attachment and closeness, a concern for the welfare of patients

and families, valuing them, sharing of self, giving support, affiliation.
Emotionality: Reacting emotionally, being emotionally involved in the situation of

patients and families, experiencing as a consequence strong emotions and affects at

times.
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Thank-you Letter to Participants of Focus Group Meeting

Peter A. Stehle, AdvDipExPsych, M.A., B.A., B.Sc.

Registered Psychotherapist (UKCP)
2, The Clock Tower, Holly Hill, London, NW3 6UD
0171-431 6155

October 13, 1997

Dear

Thank you for participating in the focus group meeting at (hospice) on October 1 and
for noting down some thoughts on the questionnaire. The discussion, I believe, threw
some light on the complex topic of relationships with patients and families and touched
on some issues which may well be worthwhile to investigate further in subsequent
Interviews.

[ greatly valued your contribution! If you have any additional thoughts about the topic

which were not covered in the discussion, 1 appreciate if you would note them down
and send them to me in the SAE. I very much enjoyed seeing you again.

With kind regards,

Peter Stehle

I8



Address /

Date

Dear

Thank you for your interest in my doctoral research on the experience of relating
and communicating with patients and their relatives. 1 value the unique
contribution that you can make to my study and | am excited about the possibility

of your participation in it.

The research approach I am using is a qualitative (phenomenological) one
through which I am seeking comprehensive descriptions of your experience. In
this way | hope to illuminate or answer such questions as: "What is the experience
like? What dimensions connected with the experience stand out? How does the

experience affect the people involved in 1t?"

Through your participation as a co-researcher, I hope to learn to understand the
essence of relating and communicating with patients and their relatives as it
reveals itself in your expertence. You will be asked to recall specific episodes,
situations, or events that you experienced in relating and communicating. I am
seeking vivid, accurate, and comprehensive portrayals of what these experiences
were like for you: your thoughts, feelings, and behaviours, as well as portrayals of
situations, events, and people connected with your experience.

I value your participation and thank you for the commitment of time. energy, and
effort. If you have any further questions before signing the enclosed release form
or if there is a problem with the date and time of our meeting, I can be reached on
0171-431 6155. The supervisor of this study, Dr. Ernesto Spinelli, the new Dean
of the School of Psychotherapy and Counselling, Regent's College, will also be
happy to answer any questions you may have about this project. You can reach

him on Ol7l-487 7406.

Please bring a signed copy of the re]ease form with you.to our meeting. The
second form is for you to keep.

With kind regards, | q
Yours sincerely,

Peter A. Stehle

School of
Psychotherapy
and Counselling

Regrent's ( ollege
Inner Clircle

Regent's Park
l.ondon NWT 4NS

Tel:  0171-487 7406
Fax: 0171-487 7406

Nean: Prof. Emmy
van Deurzen-Smith

CREGENT'S COULEGF SCHOOL OF PSYCHOTHERAPY AND COUNSELLING LIMITED REG NO. 2699585

t11E SCHOOL IS A MEMBER OF THE UNTTED KINGDOM COUNCIL TOR PSYCHOTHERAPY

REGENT'S COLIEGE 1S A CHARITY RFCG 291583




Participant Release Agreement

PARTICIPANT RELEASE AGREEMENT

I agree to participate in a research study on my experience of relating and
communicating with patients and their relatives at work. I understand the purpose and
nature of this study and I am participating voluntarily. I grant permission for the data
to be used in the process of completing a Ph.D. degree, including a thesis and any
other future publication. I agree to meet at ...................... +) | RO , 1997 at
................ for an interview of one hours. I grant permission to tape-record this
interview. The interview will be kept strictly confidential and will be available only to
the researcher, his assistant, and the supervisor of the research study. Excerpts of the
interview may be made part of the thesis and other publications, but under no
circumstances will any names or identifying characteristics be included in these reports.

Name:

Occupation:

Years in palliative/hospice care work:

Date:

Signature:

Please send me a report on the results of this research study (circle one): Yes No
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Thank-you letter to Participants of Follow-up Study

Peter A. Stehle, AdvDipExPsych., M.A., B.A., B.Sc.

Registered Psychotherapist (UKCP)
2, The Clock Tower, Holly Hill, Hampstead, London NW3 6UD
0171431 6155

Name
Address

- November 24, 1997

Dear

Thank you for meeting with me and for sharing some of your experiences in the
interview. I have enjoyed talking to you.

If any questions should anise during or after transcribing the interview, I would like to
write to you again for clarification. Later in 1998, I may also send you a one-page
summary of the interview and ask for your comments. If you do not wish to be
contacted again, please let me know. Should you have any questions or comments in
the meantime, please do not hesitate to contact me.

I have greatly valued your participation in this research and your willingness to share
your experience.

With kind regards,
Yours sincerely,

Peter A. Stehle
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DOCUMENT 1

Protocol P 1
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Researcher: PS
Date: 12.09.1995
Time: 11.00 - 12.00

Pilot 1
Informant: P1
Site: Hospice A

0001 R I think I probably have to explain a bit more of what
0002 I am trying to do ...

0003 1 Ahm, what ...

0004 R I am doing research on the impact working in palliative
0005 care has on the carers. I have looked through some
0006 of the previous research that has been done and 1

0007 noticed that 1t mostly seems to start with an idea or a
0008 concept like stress and then they research it. Well, I
0009 am trying to go first to the people involved in this work
0010 and ask them: Is this worthwhile to investigate, or is it
0011 not worthwhile ... So basically what I like to know from
0012 you ... What comes to your mind working in this field
0013 over the years ... What is interesting for you ...

0014 1 Ah, ... you mean as opposed to working in ...

0015 R Yes ... Say, for instance, as opposed to working in a
0016 different part of the hospital ...

0017 1 Well, I think basically, it is quite a difficult job in that
0018 you are [...]. If you look at it over a long period of time
0019 - ahm - you are helping people to live with a limited
0020 period of time and then they die. So, that's the end of it.
0021 If you are helping children than you can follow things
0022 through and you can see there is [...]. But people

0023 who are going to die ... that is going to stop and that
0024 happens frequently in the case of a hospice and you're
0025 starting all over again and that's a difficult thing to cope
0026 with. And so there is a stress, an underlying stress all
0027 the time. Which is ... I suppose we all find ways of
0028 coping ... I was talking to my husband last night about
0029 the fact that you were coming today and I think he
0030 feels very strongly that ... hmmm... working in a hospice
0031 ts something you should do for a short period of time
0032 ...and ... ...

0033 R And to change to something ...
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0034 1

0035
0036
0037
0038
0039
0040
0041
0042
0043
0044
0045
0046
0047
0048
0049
0050
0051
0052
0033
0054
0055
0056
0057
0058
0059
0060
0061
0062
0063
0064
0063
0066
0067
0068
0069
0070
0071

And then change to something else. Or you should do two
or three years and then have a sabbatical. And I thought
about that and you wonder then how much you need to
do the work and how much the work needs you, basically.
Because you think of being motivated and going over to
the other wards for six months, say every three years you
have six months off ... ahm ... what would you do in those
six months to have a complei:e break from the stress you
work 1n, 1n a case like this ... I don't know ... ahm, I

think a lot depends on ... I mean we obviously made
choices coming to work in a place like this and we always
think we get some job satisfaction out of it. But I think

at the same time 1t does take a lot out of you and because
of the anguish people feel when they are dying ... the feelings
of the family ... ahm ... the feeling that you can't put things
right, basically. I think ... you know, I am a social worker
and I have been in social work since I left school, more

or less, I mean ... that is what I wanted to do and this is
what I've always done ... ahm ... ahm ... You start off by
caring for people ... ahm ... care what happens to them
and you sort of got a list of problems when you meet
somebody and then you set about trying to help with the
problems and basically, I think that somebody who's
doing work with families coping with death very often
listens to [...].

Probably it's just a question of containing the situation

... ahm ... ahm ... just being there to help people through
it, you know, you can't go in and say: "There is this ...

and this ... and this." And you can't sort it because they
often [...] death is what is going to happen and there is
nothing you can do about it. So, a lot of what you feel

1S as canng person ... ahm ... You know there is nothing
you can do basically because you can't help the patients
with what they're really frightened of or dreading. I mean
you could do it to a certain extent, you can help people ...
ahm ... talk about their feelings, you can be with them,
you can look at all the other problems that there are ...
Trying to help with those and basically, I think, that's
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0072
0073
0074
0075
0076
0077
0078
0079
0080
0081
0082
0083
0034
0085
0086
0087
0088
0089
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0091
0092
0093
0094
0095
0096
0097
0098
0099
0100
0101
0102
0103
0104
0105
0106
0107
0108
0109

what you can concentrate on ... ahm ... so you get
satisfaction out of that ... ahm ...

[...] I wondered about that ... Because in recent
weeks I have talked to some McMillan nurses who
had done a quantitative study ... These nurses said
that working with terminal patients is regarded

as both highly stressful and a significant source

of job satisfaction ... And this is interesting ...

Yeah, well, I think perhaps, I mean it is stressful and 1
know what I've been through in the five years I've
been here ... ahm ... My blood pressure is quite high
... I'm 1in the menopause the same time and I know
that this is a problem ... My hair is gotten white (laughs)
... You know, 1t 1s, it 1s a stressful job ... ahm ...

purely because the nature of the beast, really. But you
feel also you think you are able to do something ...
There is a time when they really need it ... Now,

prior to working here I worked on the council ward

in Singleton and I was there for about ten years. So I
had a lot to do with people who were terminally 1ll
before I came here. And ... ahm ... what I found

was that a lot of people couldn't relate to somebody
who is dying because of the very fact that they were
dying. It seemed to put a barrier between them and

... ahm ... That seemed to be the most in their minds.
A common sort of comment you seem to have from
people when you worked in that place ... ahm ... So
somehow you got to feel easy and comfortable about
being with someone who is ... who is ... dying and
being with the family who are in a very ... in a crisis
situation, basically. So that involved over the period

I was in Singleton and so I do feel comfortable how
the people were here ...

Say, a trainee who goes from the point of being highly
uncomfortable - scared? to the point where they

feel comfortable ...

I think that again is something you got to work out for
yourself ... ahm ... I think if you got a religious faith
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0110
0111
0112
0113
0114
0115
0116
0117

0118

0119
0120
0121
0122
0123
0124
0125
0126
0127
0128
0129
0130
0131
0132
0133
0134
0135
0136
0137
0138
0139
0140
0141
0142
0143
0144
0145
0146
0147

it helps ... ahm ... I don't know whether you are a
rehigious person ... but ... if you look at the teaching

of Chnist ... ahm ... I think one of the main things

that he said was that if you do something for somebody
who's poor or sick that you do it for me ... and very often
we get people who are very difficult to cope with ...

A very difficult situation. I think if you've got that
remark in your mind then it is helpful in coping with
someone ... ahm ... I tend to be a very practical person,
not a great thinker, and intellectual. But I can overlook
my stress and go in and look at what needs to be done
on a practical basis ... ahm ... I think that helps very often
with people who are in this sort of situation ... ahm ...
You know, before you can talk about all the feelings
and what needs to be done you need to sort out the
fact that the electricity has been cut off, because

of nonpayment of a bill, you got to look at the
practical ... at the practical aspects ... and sort those,

I mean if somebody is wormied about how they

gonna pay for the kids, the school uniforms, because
they can't work anymore, because they are sick ...

ahm ... something that's got to be tackled and once
you talk ... you talk to people and you get to know
people it doesn't matter whether they are dying or

not because they are people, aren't they? And they

are people with a problem and you try to help

them ... ahm ... that something you got to work

out for yourself ... whether you feel ... ahm ... it

comes with meeting a lot of people in these
circumstances, 1t comes with.... ahm ... experience,
basically. I think, We have students here from
Swansea University and from Bangor. I usually

have two a year ... ahm ... now they ask to come

here, they are not forced to come here, basically.
There 1s an interest in working here that ... they

are always frightened of going onto the ward

the first time and meeting people and then you

can see the relief on their face when they came
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back and they realize that they are no different
from anybody else. You know there seems to
be this sort of conspiracy around ... what ...

dying people are like, and what hospices are
like ...

... Yes ... As you said before ... This sort of barrier
between ...
Yes, your expectations, really ... ahm ... we are not
founded in anything once you get down to the
nitty gritty of sitting with them ... ahm ... and it
is obviously a great problem for them that they
are dying but life goes on whilst they are dying,
so you just got to cope with that ... ahm ...

I think a lot of the stress ... I'm talking too much
now ... (laughs) ... of the job because of every-
body else's stress levels in a place like this ...

I don't know if you have been in a hospice before
... that ... ahm ... I think because everybody's
individual feelings ... you know ... and you are
you are soaking this up and ... ahm ... every-
body is feeling the same way ... the intensity

... of feeling all the time ... which is normal ...

I mean in normal life you have one or two
bereavements and this is a horrible thing to go
through, and you do and go on. But here it's
happening every day ... So, you've got all

this feeling, all this anguish ... and as caring
people ... you know ... that must affect,

mustn't it? So we tend to be quite difficult

with each other (laughs) and I think a lot of

the stress comes out of that, basically ... ahm

... and you can't do much with it because ...

there is no facility to do that. I mean you just
got to get on with it. And I think what I found
since I've been here is that in turn we are all
made to be the scapegoat and you really got

to be pretty tough to cope with that. Basically,
we are all very sensitive people or we wouldn't
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0216
0217
0218
0219
0220
0221
0222
0223

care about other people. So ... ahm ... I think
that's part of the stress ... I put that down to

a lack of communication ... We are busy all
the time ... ahm ... and we don't look at our
own feelings and what needs to be done with
them because we are concentrating too much
on helping the patient ... I think that's a
problem.

What do you think accounts for this high rate
of job satisfaction? ... The rates are higher for
hospice work than for nurses working in other
wards of the hospital ... working with patients
is rated high in level of job satisfaction ...
Ah ... I don't know really. It is a difficult fact to
analyze. I think maybe it's the fact that when
you're dying ... ahm ... I think it's quite
accurate to say that 99 percent of the people
know that they are dying ... ahm ... but I

think when people are dying [...] and you
don't see them as they want the world to see
them ... You see them as they are because
there 1s no need for any pretence anymore ...
ahm ... So 1t 1s easier to relate to somebody
when the barriers are down and ... The rela-
tionship that you can build up with somebody
tends to be very strong ... only for a short
pertod of time ... So, I think as a carer you

are getting a lot back from them because ...
you're going in as a helpful person and they
want the help at that time ... Very often, as a
social worker, if you are going into child abuse
cases or whatever ... you know ... they don't
want to see you ... They don't want to know
you, you know ... They couldn't care less if
they saw you again. So you're going in on a
different footing, when you go see our patients
... ahm ... they really want your help at that
point. So, obviously, you feel good about that
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You're needed ...

Yes! You're needed ... And you could provide
quite a lot of things that they need ... I mean, I
can personally as a social worker, because I
can do a lot of practical things ... like ... ah ...
get money for them ... and [...] practical things
that they [...]. So it's all good things that are
coming back, and because it's [...] and because
they are dying ... ahm ... There are these
chanties that you can tap and get money for
people. And ... So it all keeps floodingin ...
ahm ... People I work with ... are willing to
help me because they know that I am working
with dying people ... So it's not as negative a
job as a social worker, as it would be [...]

you know, soon as you say you're working in
a hospice then you know that the people at
the other end of the phone are sympathetic ...
and they want to help. So ... ahm ... you know
you get satisfaction out of knowing that you
can help at a time when people greatly need

it, basically. And also that the patient and the
patient's family want the help ... ahm ... and
that's nice as far as social work is concerned
(laughs) because very often, you know, 1
started out in child care ... Sometimes you
really had to stick your foot in the door to get
in and then it was very difficult to build up a
relationship whereby you could work with the
families and get something positive going ...
you don't have that at all here ... You know that
you go to the door and somebody says: "Go -
bugger off. I don't want to see you ...". They
are very happy to see you, you are part of a
supportive network and ... they feel the

nurses are phantastic they are in there all the
time ... ahm ... They give a 24-hour service.
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People don't feel isolated. People can't believe
that there are people who are actually going

to be helpful when they're needed ... They
never had this before. And there is a lot
positive ... ahm ... stuff coming back actually
from the patients and from the families, that's
nice! You know, you get a lot of satisfaction
out of this. So all the shenanigans you get
with colleagues ... ahm ... it's a next morning
irritation if you look at it because you know
what I find is if one patient says to me "Thank
you. I appreciate that," you know, it may not
be every week, just once a month or what-
ever ... but that's enough to keep you going -
and so you get the next little pad on the back
which we all need if we do this job. You

don't get that from the directors here or ...
well occasionally from the other staff, But if
you get that from the patient that gives you a
lot of satisfaction. I think if you look at other
types of social work ... ahm ... you haven't

got that feedback, basically ... particulanly in
in a hospital ward ... situation ... where it's
CTiSIS ...

... There 1s sort of a special relationship, isn't there?
I think so ...

Between the carer and the patient. Is it easier to
establish this relationship for the carer after
the initial uncomfortableness has receeded
somewhat?

Well, I think so, because they come halfway to-
wards you, you know ... A lot got to do with
the Macmillan concept. Everybody sees that
as positive ... ahm ... think within it there seem
to be angels in uniforms, basically. So ... ahm
.. if you look part of them that gives you a
good introduction into people's lives, basically.
... Ahm ... So you're halfway there before you
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started ... It's not difficult ... to build a relation-
ship ... ahm ... here is where ... Did you have
a look around the ward?

Ah ... no, I did not ...

People get more nursing care, more individual care,
more attention in the hospice then they get in

an ordinary, general ward ... you know. The
levelling of staff 1s slightly higher ... ahm ... and
that's a positive thing as well, soit's ... it's ...
you know, the whole package of care 1s a good
one ... ahm ... and really, I think, if you're told
you've got cancer, it's devastating, you're scared
stiff and then you've got all these people coming
along and say: "Yes, we know about that. We
experienced it before." That, you know, "We
can help you to cope with it." That lifts the burden
from people because they know there is some-
body else who's been through that and may
understand because it's no good to talk to some-
body that you feel does not understand ... ahm
... [...]. When you look at it, when you follow

it through in your own mind ... Your are alone,
aren't you? Nobody can come with you when
you die ... ahm ... it's something you have to do
on your own ... it's very frightening ... it's the
fear of the unknown .. Again if you got a
religious faith then you get some comfort out

it ... ahm ... we've got an excellent Church of
England minister here ... He helps with the
spiritual side of it ... ahm ... So, it's all a

positive thing ... The relationship bit isn't diffi-
cult because they see you as a positive person
before you even walk through the door ...

you know ... The doctors are ok, the nurses

are good ... they are great ... and the last one

to come 1n is the social worker and ... ahm ...
because it's been a good experience to start

with, it tends to carry on ... 5o ... from that
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point of view it's a nice place to work ...
because you're not having to force yourself

on people but at the same time you have
people 1n a period when they feel they need
somebody to sit there and look them in the
eye and not frightened that they are dying

... you know ... That is a very important

thing, I think ... and not be frightened of it ...
... It's very interesting what you say ... Especially
about these positive aspects ... They keep
mentioning them in the research ... but they
don't explain them ...

Well, I think it's difficult to explain ... but ...
[...] you know ... I mean you get married ...
ahm ... So you got a deep relationship with
someone ... have kids ... you have the same
sort of thing ... and things happen ... you

tend to stick by ... whoever it is ... and work
through the problem ... and I think with our
patients ... I mean the worst thing that can
possibly happen to you is happening ... You've
got a disease that not only gonna kill you but
1s very painful ... I mean you've got to have a
lot of nasty treatments ... ahm ... and you've
got people that are going to stick by you ... for
a whole lot of time ... that doesn't happen any-
where else ... You know, you go through all
the stages in your life, people come and go,
but on this one, when you are referred here,
then we are with you until you die ... and that
can't be a bad thing ... you know, because we
stick with people ... and that again, I think, is
positive ... which is one thing which I didn't
hike in Singleton ... you know in the general
hospital when I worked there ... We obviously
saw people with cancer in the much earlier

stage ... but you do your little bit to help them
... and you don't know what happens to them
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afterwards ... Ahm ... what I like about being
here is ... You are here with them to the end

... and even afterwards with the family ... ahm
... We had one case the other day where ...

I don't know ... everything just went in the right
way ... He was a young chap of ... ah ... he
was only 31 and very good looking, pleasant,
intelligent young man ... ahm ... who went
totally bananas when he was told that ... he

had a brain tumor, actually ... that they couldn't
do anything else for him ... ahm ... and we all
worked together as a team with him and his
mum because he couldn't cope on his own ...
We were all with him from the very beginning
... ahm ... through the fear, the anger ... the
thing it really was fear ... ahm ... He was with
[...] and me and his mum, and he was running
around like a scorched cat and this was

awful to see ... ahm ... but everything was
done calmly and quietly and in its own time ...
and he died about three weeks ago ... You
know, looking back over that period and the
way that we all helped ... it was a good thing
to be part of ... It doesn't always happen like
that ... but if you only get one out of ten, then
you actually feel you're doing something, don't
you? And I think we obviously need to feel that
we are making a mark somewhere, that what
we do does have an effect ... a positive effect

... ahm ... That'’s all you can hope for, basically

... Sort of a justification ...

Well, I think so ... you know, you've got two types
of people really ... The ones that go after money,
they make what they got and ... ahm ... I don't

know, but a lot of people get a lot of satisfaction
out of that ... And other poeple who just want

to do something to help ... their fellow human
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beings. {...] But I think in a case like this you
can do something that 1s going to help ... but
what you're left with is the emptiness when the
person dies ... I mean like in the case of the
young man. ... There was a long period of
time ... about a year, I think ... in palliative
care and ... I am going to see his mother on
Friday, actually, and I only spoke to him
shortly before he died ... It was a dreadful

... I am thinking about my own half with it. I
was absolutely shattered after that ... going to
my car ... I drove over the court and I just
crashed ... I was totally spaced out, really
because it was good for her because the
feeling was good, you know, when I was
coming she often showed pictures when he
was a boy, before all this stuff happened ...
ahm ... She needed to do that, she needed

to talk about him and it was ... ahm ... very
intense but really feel at the end of something
like that ... You, you done something to help
... You know, because we rush around all
day doing this, doing that a bit and heardly
any of it is of any significance. But that meant
something to her and for just that alone it be
an hour and a half but it is important to some-
body, and that's what I get my satisfaction
out of ... Now, 1t doesn't always work like
that, you know, you can do your best to help
some people [...] but it 1s nice to know now
and again it was you who did it and that was
very positive ... I mean that's what I need,
actually.

... Yes ... This is interesting ... I've got here a
quote you can take a look at ... from a

recent paper ... and maybe you have some
comments on this ...

Hmmh ... I think you've got two ... [...] ahm ...
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Before you start ... you've got to have your
own 1dea of what death is ... and what life

1S ...

... You work it through? Before ...

Before you're coming to a place like this?
Because ... if you're dealing with something
dying ... ahm ... how can I put this ... to
explain ... Very often people say to you:
"Well, what do you think about death?

What do you think will happen after it?"

I mean they usually say ... well ... ahm ...
"Tell me a little bit more about what you
think" ... I mean I don't come out to report
what I think about things ... But I ... I worked
that out a long time ago ... when I was in
Singleton ... ahm ... Because I've got to have
a good feeling in my mind about what's going
to happen to them ... I mean if I thought life
finishes with death ... that there is nothing
else afterwards ... ahm ... you are holding on
to nothing, really ... I mean what's the point
of making somebody's last few months very
comfortable and then they die and that's it

... ahm ... And you forget about it ... And
their lives didn't have any meanings ... or ...
aren't part of something that's continuing ...

... Part of something greater?

Well, yes! ... You feel you are part of everything
that's going on ... I've got to feel comfortable
with what I think about death and what I think
happens afterwards ... I think, before I can be
comfortable with somebody else going through
that sort of situation ... if that makes sense ...
Yes ... it makes sense ... I wonder how many of
the carers do this consciously ... Or does

this happen due to the work, due to the
experience ... automatically, so to speak ...
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Well, I can only speak for myself, basically ...
in that ... I worked it out for myself ... ahm
... it's something I am comfortable with and
it's ... it's ... you know, I am Welsh ... You
are brought up from being little in the Non-
Conformist Church ... And'it's brainwashing
of a sort ... But it's very difficult when the
chips are down (laughs) ... to forget what
you were taught as a little one ... ahm ...
The power of prayer ... I think if you are
seeing somebody ... you know ... there is
nothing else you can do for them ... and
they are in pain ... and they're suffering ...
and what else do you do with your feelings?
You've got to do something for this ... if it
is only prayer ... you know what I mean ...
It's a difficult one I mean, I, you know, I
am interested in religion ... I have a fairly
strong religious faith ... So that gives me a
lot of strength and comfort ... and ... ahm

... 1t's there, it's part of me ... it's part of the
[...] I am gone through between the work

I am doing ... ahm ... But yes, I would agree
with that ... You've got to ... You can't just
go horsing in ... Anything and just do it ...
can you? Because people soon know, I
think, I am talking now as a social worker ...
If you're not in {...] you know, they know if
you don't care ... 1it's ... it's ... it's the feeling
about them ... you know, I am a caring
person ... because you're talking to me, you're
learning about me ... You know, I am not
bullshitting about what I am saying ... ahm
.. and you need to be almost [...] when you
are trying to help somebody ... or you're

not going to help them ... basically ... I don't
think so ... And if you are going to do that
you're tn a lot of trouble yourself ... because

37



0528
0529
0530
0531
0532
0533
0534
0535
0536
0537
0538
0539
0540
0541
0542
0543
0544
0545
0546
0547
0548
0549
0550
0551
0552
05353
0554
0555
0556
0557
0558
0559
0560
0561
0562
0563
0564
0565

ahm ... Well, I found 1t very difficult to be
anything I wouldn't ... what I am ... which I
suppose 1s a crossover at caring ... But, ah ...
yes ... But I can't give you my philosophy

(laughs) ... because I'm not great enough
(laughs) to do that ...

... It's part of my interest in this research ...
this personal philosophy ... that carers seem
to develop ... I imagine it could be part of a
coping strategy ... having a philosophy to fall
back on ...

It's very difficult to put in words, isn't it? Ahm ...
I suppose you could do it if you sat down and
thought about it ... But I know so many
things about life that ... If you ever take and
use part of yourself or you disregard as not
real ... that in time just becomes a part of
what you live ... your doing ... projecting ...
ahm ... because you've got a free choice on
what you wish to become a part of ... ahm

Well, I think, this will be helpful ... What would
you say ... say as a closing statement ... Say
you would be doing what I am doing ... what
would you find interesting to look at ... in
relation to the work you are doing here ...

Ahm ... .. I suppose looking at gaps ... in what's
happening ... 1n this sort of situation ... ahm

... I think we spend so much time actually
doing the work in care with people that we
care about ... but we don't do enough caring
for ourselves or for our colleagues ... People
that we ... I think there should be some sort

of support system in this sort of situation ...
ahm ... whereby it would make me a better
social worker ... in order to cope with what

happens here ... and ... to go back to what
my husband said ... You need to have that
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breather because 1t's such demanding work,
basically, over long periods of time but you
get hooked on it ... Well, you know, when

I thought about ... Well, yes, he said go ...
the [...] for six months and just forget about
it ... I won't forget about it, you know ... If
you're worried about people here ... what
they won't be getting ... the sort of service

I can provide ... I am not saying I am
brilliant or I am better than anybody else ...
But I care about what I do ... and I do the
best I can ... under the circumstances ... ahm
... yeah, I think, that's basically where ... you
know, when you're looking at how you can
help the carers ... while actually working with
people then there needs to be some sort of ...
And I don't know what the answer is ... I
don't know 1t you know [...]. But she has
written this book about her time in this
hospice ... But they have the same problems
... I think they tried a lot of other things ...
Ahm ... from private psychotherapy ... to
group work to this to that and yet all these
little intrigues and nastinesses ... spats ... and
this ... went on ... because of the intensity of
the work that we are doing here ... I just
think if there was some way of helping people
cope with their feelings ... And I don't know
how to do it ... you know where it ...
chucking mud at the wall ... bashing ... it just
... ahm ... I don't know, I think if research
went that way a little bit ... to find out how
carers can be helped, basically, ahm ... Not
because we're odd people. I am quite sure
none of us are ... ahm ... that because ...
somebody should care for us ... in a way ...

ahm ... enough to say: Yeah, you're carrying
all this around ... all this stress ... all these

39



0604
0605
0606
0607
0608
0609
0610
0611
0612
0613
0614
0615

S

feelings ... basically ... and what can we do
with them to make you function better as a
social worker because, really, it's just what

I do as social worker which is important
here ... not what I am as a person ... Does
that make sense?

You're totally confused, aren't you (laughs)?
Well, yes ...

(Laughter): It will get worse (laughter) ...
Well, I want to thank you ... I am sure this will
be helpful.
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NOTES

1. Short pauses are indicated by a comma (,), longer pauses by three full stops (...).

2. [...] indicates indecipherable parts on the tape, mostly because either the informant
murmured or because of traffic noise.

3. The quote mentioned was typed on an index card and handed over to the informant.
It reads:

"A personal philosophy regarding illness, death, and one's role in caring for dying
persons and their families is gssential for the mature caregiver in his field. This
philosophy may or may not be related to one's religious and/or spiritual beliefs."

Mary L S Vachon: "Staff Stress in Hospice/Palliative Care; A Review," in
Palliative Medicine 1995; 9: 91-122.
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DISCRIMINATED MEANING
UNITS [1]
PROTOCOL 1 OF PILOT STUDY 1

ALL CONSTITUENTS PRESENT IN
A'S [2] DESCRIPTION AND
EXPRESSED AS MUCH AS POSSIBLE
IN A'S LANGUAGE

0017-0024

(1)  [3]* (As compared to working in a
different ward of the hospital) A finds
that working in the hospice is a (more)
difficult job because looking at it over
a long period of time one is helping
people to live with a limited time
and then they die. And that is the
end of it [4]. Dying 1s going to stop
(it does not continue indeterminately)
and so one cannot (as with working
with children, for example) follow
things through (see what happens

to them).

0024-0025

(2)  (After a patient dies) one has to start

EXPERIENTIAL THEMES AND

ISSUES
PROTOCOL 1 OF PILOT STUDY 1

CONSTITUENTS OF DESCRIPTION
EXPRESSED MORE DIRECTLY TO
REVEAL POSSIBLE CATEGORIES
OF EXPERIENCING

(1) Building and being in relationships
with people who with some certainty
only have a short time yet to live. Know-
ing that in all probability the relationship
will end soon but not knowing when this
will be; coming to the end and suddenly

it 1s all over;

(2) Having to start and go through the whole



all over again (with another patient)
and this is experienced as difficult to

cope with.

0026-0027

(3)

And so there is a stress, an under-

lying stress all the time.

0028-0042

(4)

A's husband feels strongly that one
should work 1n a hospice for (only)
a short time and then change to
something else; or one should take
a sabbatical from time to time. A
thought about this and wonders Aow
much she needs to do the work
and how much the work needs her.
A also wonders what she would
have to do to have a complete
break from the stress of the work

in case she went on a sabbatical.

0045-0049

(5)

A thinks that although coming to work

in a hospice is based on choice and
there is always the expectation of
some job satisfaction, it 1s still very

stressful because 1. the anguish

process all over again with another person,;
doing this over a long period of time with

many people;

(3) Experiencing as a consequence constant

underlying negative emotions;

(4) At the same time wondering whether one
could get out of the situation, even for a short
time, if the opportunity was there; wondering
whether one needs to be in the situation,

whether one could forget about it if one

left;

(5) Although going to work at hospice 1s
based on choice and involves the expectation
of job satisfaction, it is still a very stressful

job because the anguish the dying feel, the
feelings of the families, and the caregivers'



people feel when they are dying,
2. the feelings of the family, and 3.
the feeling that one cannot put

things right (for the patients and
thetr families).

0052-0067

(6)

In other social work cases, A starts
off, after meeting a client, by setting
up a list of problems and then helps
the.cligny tp solve these problems.
Working with terminal patients, how-
ever, is different: A cannot sort out
the problems because death iswhat
is going to happen and there is
nothing that can be done about it,
one cannot help the patients with
what they are really frightened of
or dreading. Working with terminal
patients becomes a question of con-
taining the situation, of just being

there to help people through.

0067-0088

(7)

A gets (job) satisfaction, however,

from the (limited) help that she can
provide: talking with the patients

about their feelings, being with

feelings that they cannot put things right for

them:;

(6) Because death is what 1s going to happen,
and there is nothing that can be done about
death; one pannot help the dying with what
they are reglly frjghtened of, all one can do 1s
tc;y contain the situation, being there to help

them through;

(7) But still getting some personal satisfaction
from the little things one can do: talking with
the dying about their feelings, being with

them, and sorting out other problems they



*hem, and trying to sort out all the have; the satisfaction comes from being able

other problems that are there. A to help at a time when help is really needed;

feels that the satisfaction comes
Jfrom being able to do something
at a time when (the patients and

their families) really need the help.

(8)  Priorto coming to work at the hospice, (8) But not all the caregivers who work with
A worked for then years on a ward the dying are comfortable with the situation;
at another hospital and had a lot to do many cannot relate to the dying because they
with people who were terminally ill. are dying - dying itself becomes a barrier; and
A found that a lot of people there this seems to be of great concern to them

(staff) could not relate to some- because they often talk about it;
body who was dying because of

the very fact that they were dying.
It seemed to put a barrier between
them and (the patients). And that
(barrier) seemed to be most in their

minds because it was commonly

commented upon.

0098-0104

(9) A feels that somehow one (as a staff (9) But in this work one has to feel at ease
member) has got to feel easy and and comfortable being with the dying and
comfor table about being with some- their fa_rm]]es,

one who is dying and being with

the family in a crisis situation.



0105-0109

(10) * (Feeling easy and comfortable
about being with somebody who is
dying and with their families) is
something each person has to

work out for him- or herself.

0109-0110
(11) This "working out for oneself" is made
easier, A thinks, if the person has a

religious faith.

0118-0131

(12) As a very practical person, A tends
to approach the situation, dying
patients and their families are in,

by focusing on the practical

aspects that need to be sorted out.

0131-0137

(13) When A talks to these people and
gets to know them it does not matter
(to A) whether they are dying or not
because she experiences them as
people (not as terminal patients),

and as people who have a problem

one can try to help with,

(10) And each one of the caregivers has to

work out for herself how she achieves this;

(11) It becomes easier if one has a religious

faith;

(12) And if one focuses on the practical

aspects of the situation;

(13) In any case, when one gets to Anow the
dying, it does not really matter whether they

are dying or not, because one relates to them
as people, and as people who have a problem

one can help with;



0137-0140
(14) * (Feeling easy and comfortable about

being with somebody who 1s dying
and thetr families) A thinks, comes
with meeting a lot of people in these
circumstances, it comes with expe-

rience.

0140-0153

(15) University students assigned to A on
a voluntary placement in the hospice
are always frightened of going onto
the ward the first time and meeting
people. When they come back from
the ward, there is relief in their faces
because they have realized that
patients are not different from
anybody else. There seem to be, A
thinks, a conspiracy around what
dying people are like and what
hospices are like.

0155
(16) * (The barrier between the caregivers

and the patients and their families)

is the expectation of the caregivers.

(14) Being at ease and comfortable with the
dying comes with time, with meeting many
people who are in this situation, and it comes

with the experience of working with them;

(15) Trainees, who just start out in the field,

are often frightened to go onto the ward for

the first time and meet the dying, and they

are relieved when they realize that the dying
are not different from the rest of the people;
there seems to be a conspiracy around, about

what the dying are like;

(16) The barrier between the dying and the

caregivers who cannot relate to them are the

expectations of the latter;



0155-0157

(17) A thinks, that we are not grounded
in anything once we get down to
the nitty gritty of sitting with the
dying.

0157-0159

(18) A thinks, that it is a great problem
for patients that they are dying
but life goes on whilst they are

dying and the helper has to cope
with that.

0161-0178

(19) A thinks that a lot of the stress the
individual staff member experiences
working in a hospice 1s due to every-
body else's stress level there. All are
soaking up what is happening, all have
the same feelings. An intensity of
feelings all the time because in a
hospice, unlike the world outside
where one or two bereavements in a
lifetime is normal, death happens
every day and with it come all the
feelings, all the anguish. This affects
the staff and so they tend to be quite
difficult with each other.

(17) One needs to be grounded in something

when one talks to the dying;

(18) It is a great problem for the dying that
life goes on whilst they are dying; this 1s

something the caregiver has to cope with;

(19) People who work with the dying are
exposed to and absorb all that is going on
around them, all that is happening there; un-
like in the outside world, death is a daily
occurrence in their world; and with death
comes intense feelings and anguish; all share
these feelings and the intensity of these
feelings and they tend, therefore, to be quite

difficult with each other;



0179-0181
(20) A thinks, that there 1s not much that

the staff can do with the stress
because there are no facilities to
do so. They just have to get on

with 1t.

0181-0187

(21) Since coming to the hospice A found
that in turn each staff member is
made to be the scapegoat and that
one has to be pretty tough to cope
with that and that this is also part of

the stress. The reason for this is a
lack of communication (between

staff members).

0188-1093
(22) A thinks that one of the problems is

that members of staft concentrate

too much on helping the patient,
being busy all the time, and that they

do not take time fo look at their own

feelings and what needs to be done

with them.

(20) And there is nothing one can do with
these feelings, with the stress one expenences,
because there are not facilities available
where it can be worked through; so

one just has to get on with ones work;

(21) And so, each one in turn, is blamed
for what is happening, is made into a
scapegoat, and one has to cope with

that; and this adds to the stress one

experiences;

(22) The reason that this happens is due to

a lack of communication, one concentrates

so much on helping the dying, on being busy

all the time, that one does not take the time

to look at ones own feelings and what needs

to be done with them,



0199-0212

(23)  * (A thinks that the high rate of job (23) It 1s not difficult to relate to someone
satisfaction reported by staff working who is dying because the dying have no
with terminal patients) may be due to need for any pretence, and although such a
the fact that it is easier to relate to relationship 1s only of short duration, it tends
someone who's condition does away to be very strong;

with the need for any pretence, that

the barriers are down, and that this
relationship, although limited to a short
period of time (because of their con-

dition), tends to be very strong.

0201-0203

(24) A thinks it is quite accurate to say that 99 (24) And 99 percent of the dying
percent of the people know that they know that they are dying;
are dying.

0203-0206

(25)  Members of staff see the dying as they (25) And working with them, one sees them
are, they do not see them as they (the as they are, not as they want the world to
patients) want the world to see them. see them:

0212-0224

(26) Caregivers get a lot back from ter- (26) 1t is a satisfying and rewarding
minal patients because they really want experience to work with the dying and
their help at that point (in their lives) their families because they are eager to
and this makes the caregivers feel good. see the caregiver, want to get to know

A contrasts this (work) relationship with her, and are glad when she comes again;



working on child abuse cases where the
parties involved do not want to see the
social worker, do not want to know
him or her, and could not care less

if they see him or her again.

0226-0232

(27) * (A feels needed by her patients) and
she can provide a lot of practical things,
like money, for instance, for them. So
it is all good things that are coming

back (1o the patients), it all keeps
flooding in.

0236-0243

(28)  OQutside agencies, like charities,
are (more) willing to help because
they know they are dealing with

someone who is working with

the dying.

0244-0246
(29) A gets satisfaction out of knowing

that she can help at a time when

people really need it.

0249-0265
(30) In contrast to social work in child

(27) One feels needed, and one can do
things for them, there is a flow of good things

towards them;

(28) Even outside agencies, like charities, are
more willing to help when they know they are

helping someone who works with the dying;

(29) And it is a very positive experience to

help at a time when help is really needed,

(30) And the dying and their families cannot



care where 1t was very difficult to build believe that there are people who are willing

up a relationship through which one to help whenever help is needed, 24-hours
could work with the families and get a day, they never have experienced anything
something positive going, patients and like this before;

their families are happy to see A
because she 1s part of a supportive
network that gives a 24-hour service
and they cannot believe that there

are people who are actually going to

be helpful when they are needed. They

never had this before.

0265-0285

(31) Thereis a lot of positive feedback from (31) Their gratitude for the help they receive
patients and their families and when one is what keeps one going and what makes the
patient says to A once in a while: "Thank work satisfying; one does not get this sort of
you, I appreciate that" it is enough to keep appreciation from one's superiors and only
her going until the next pad on the back. occastonally from colleagues;

There is a lot of satisfaction in that for
A and she does not get this from the

directors of the hospice and

only occasionally from the other

taff.

0286-0301

(32) * (A thinks that there is a special relation- (32) It is easier to establish a relationship
ship between the caregiver and the patient with the dying if one feels comfortable and

and that this relationship is easier to establish at ease with them because in that case they



after the caregiver has overcome his or her come halfway toward one; it also helps if
initial uncomfortableness) because (the one is part of a recognized team, like the
patients) come halfway toward the care- Macmillan nurses;

giver then. A thinks this has a lot to do

with the Macmillan concept, if one looks

part of them, it gives one a good introduc-

tion into people's lives and one is halfway

there before one starts. It is not difficult

to establish a relationship (under these

circumstances).

0301-0310

(33) (As compared to a general ward of (33) The positive aspects of hospice care are
the hospital) patients get more nur- that the patient gets more nursing care, more
sing care, more individual care, individual care, and more attention than in
more attention in the hospice be- a general ward;

cause (for one thing) the levelling of

staff is slightly higher. And this is a

positive thing.

0310-0319

(34) A thinks if people are told they got (34) People who are diagnosed as having
cancer, they are devastated, scared cancer feel devastated and frightened and
stiff, and then all the (hospice) people it is, therefore, a relief to them when they
come along and say: "Yes, we know meet someone who has experience with
about that. We can help you cope with cancer, and who can help them cope
it. We experienced it before" and that because she has helped others and may

this lifts the burden from people be- understand, therefore, how they feel;



cause they know there is somebody
else who's been through that and

may understand (their feelings).

0318-0319
(35) (When you are in that situation) if is
no good to talk to somebody that

you feel does not understand.

0321-0325
(36) (In this situation) you are alone.

Nobody can come with you when
you die. It is something you have
to do on your own. It is very fright-

ening. It is the fear of the unknown.

0325-0327
(37)  Again, if you got a religious faith,

then you get some conifort out of it.

0330-0337
(38) The relationship (with these patients)
is not difficult for A because she feels
she is seen as a positive person before
she even walks through the door. The
doctors are ok, the nurses are great, and
the last one to come is the social worker

and because it has been a good experience

(35) Because it does not help to talk to
somebody who one feels does not under-

stand;

(36) Because one is alone, nobody can come
with one when one dies, one has to do it on
one's own, and it is very frightening, one fears

the unknown;

(37) And it helps if one has a religious faith

one can draw comfort from,;

(38) The dying perceive caregivers as positive

people, if their experience with them has been
positive in the beginning, it tend to continue to

be positive;



(for the patient) to start with, it tends to

carry on.

0340-3045

(39)

(The patients) are in a period when
they feel they need somebody to sit
there and look them in the eye and
not be frightened (about) that they
are dying. Not to be fnghtened of it

1S very important.

0346-0367

(40)

* (The positive aspects of working in

a hospice) are difficult to explain for A,
but for the patients (that come there)
the worst thing that can possibly happen
to them s happening. They have a disease
that is not only going to kill them but is
very painful (because of the treatments).
And the people (of the hospice) are
going to stick by the patients, for a
whole lot of time. And this does not
happen anywhere else. In all other
stages of life, people come and go, but
on this one, they are with them (the

patients) until they die. And this is

perceived as positive by A.

(39) They are in a situation where they need a
person to sit by them, look them into the eyes,
and not be frightened that they are dying; it is

very important for them that this person is not

frightened;

(40) They are aware that the worst thing that
can possibly happen to them is happening, that
they have an illness that may be fatal and that
1s painful at the same time, but they know that
there are people who will not leave them, who

will be with them until they die;



0370-0378

(41) While working on a general ward 1n (41) One likes to know what happened to
another hospital with patients with people after one has done one's part of
cancer in a much earlier stage, A did helping them, one likes to be with them to
not like that she did not know what the end, and support their families afterwards;

happened to her patients after she
did her part of helping them. What
she likes about working in the hospice

is that she is with her patients to the

end, and even afterwards with the family.

0379-0399

(42)  Arecalls a case (of dying) where (42) There are deaths where everything
everything just went in the right goes the right way, where everything 1s gone
way. The patient was a 31-year-old through in a calm and quiet manner, in a
man, very good looking, pleasant, supportive team, and one feels good to be
intelligent, who had a brain tumour. part of it because one feels that one actually
The patient was told (by the doctors) is doing something worthwhile; but not all
that they could not do anything else for death are like this;

him. The patient was very upset and
could not cope on his own, so (the

staff of the hospice) worked together

as a team with him and his mother.

(The staff) was with him from the very
beginning (of referral), through the fear
and anger, until he died. Everything was
done calmly and quietly and in it's own

time (by the staff). A feels that it was a



good thing to be part of. But it does
not always happen like that, (yet) if it 1s
only one in ten (like this) A feels that she

is actually doing something.

0402-0405

(43) We obviously need to feel that we
are making a mark somewhere,
that what we do does have an
effect, a positive effect. (And) that

is all we can hope for, basically.

0408-0414

(44) A thinks there are two types of
people (basically): The ones who go
after money and (seem to) get a lot
of satisfaction out of it and the ones
who just want to do something to

help their fellow human beings.

0414-0417

(45) But even if you can do something to
help (a patient), what you are left

with is the emptiness when the

person dies.

0417-0434
(46) (Referring back to the case of the

(43) It is important that one feels that one
1s making a mark somewhere, that what one
does has effect, has a positive effect, for that

1s all one can hope for;

(44) Caregivers are basically oriented to

helping their fellow human beings;

(45) But when a patient dies, all that remains

1s a feeling of emptiness;

(46) And the time shortly before a patient dies



young man with brain tumour who
died) A recalls that she spoke to him
shortly before he died and that it was
dreadful for her, that she was absolu-
tely shattered (after he died), that she
went to her car, drove over the court,
and just crashed, that she was fotally
spaced out, that it was very intense

what she felt at the end of something
like that.

0435-0437

(47)

We rush around all day doing this,
doing that a bit and hardly any of

it is of any significance.

0438-0443

(43)

That it meant something (to the
mother of the young man who died),

that it was important for her that A
took the time (and listened to her
and look at the pictures) is what

A gets her satisfaction out of.

0443-0446

(49) It is nice to know now and again

it was you who did it and that was

very positive. I mean that's what I

can be very harrowing for the caregiver, invol-

ving intense emotions;

(47) While normally one tends to run around

all day, doing this and doing that, and hardly

any of 1t has any significance;

(48) One gets real satisfaction from doing
something that 1s of value to someone

else;

(49) And one needs to feel that what one does

is important and means something to another

person;



need, actually.

0451-0467

(50) * (A was handed a quotation from (50) Caregivers need to work out thetr stance
a recent paper on palliative medicine toward dying and death before getting in-
and asked to comment on it). A volved in hospice work because they may be
commented that before one starts asked by patients and their families what their
(on a job like this) one should have position is on these matters;

one's own idea(s) of what death is,
and life (worked out) because one
may be asked by the patients and/or
their families what one's position is in
regard to death and dying. And that A

worked it out (for herself) a long time

ago when she worked at the other

hospital.

0467-0472

(51) A had to work it out for herself be- (51) One should work out ones position in
cause she has got to have a good regard to dying and death because one
feeling in her mind about what is needs a positive attitude in regard to what
going to happen to (the dying happens after a patient dies; if one thinks life
patients). If she thought life ends with ends with death, one would have nothing to
death, that there is nothing afterwards, hold onto;

she would have nothing to hold on to.

0472-0475
(52) What is the point of making some- (52) For what would be the point of making



body's last few months very comfort-
able and then they die and that is it.
And you forget about it.

0476-0477
(53) And their lives did not have any

meaning or are not part of some-

thing that is continuing.

0479-0481
(54) * (Part of something greater) part
of everything that (continues) going

Omn.

0481-0485

(55) I have got to feel comfortable
with what I think about death and
what I think happens afterwards
before I can be comfortable with
somebody else going through this

sort of situation.

0486-0498

(56) * (Asked about the process of work-
ing out one's position in regard to
dying and death) A referred to her

upbringing in the non-conformist

someone's last few months very comfortable

and then they die and that 1s it;

(53) If life ends with death, and you can
forget about a person after he died, there
1s no meaning to his life, it is not part of

something that continues;

(54) Part of something greater, part of some-

thing that continues after death;

(55) One has to feel comfortable with what
one thinks about death and about what
happens after death, before one can feel

comfortable with someone who is dying;

(56) The process of working out one's
position in regard to dying and death may be
influenced by one's religious upbringing, and

although one may not think much of it, 1t 1s



(name) church and although she con-
siders it brainwashing of a sort, it

is very difficult (for her) when the
chips are down to forget what (she)

was taught as a child.

0499-0503

(57)

For A, the power of prayer helps
(even if it is only prayer) when she
sees (a patient) for whom nothing
else can be done and they are in

pain and they suffer. What else

would she do with her feelings?

0507-0508

(58)

A gets a lot of strength and com-
fort out of her fairly strong reli-

gious faith.

0512-0518

(59)

* (A agrees that the caregiver needs

a personal philosophy regarding

illness and death) because one can-
not just go horsing in and do things.
People soon know, and they know

if one does not care.

very hard in critical situations to forget what

one was taught as a child,

(57) One may use prayer as a way of coping
with one's feelings when one deals with
patients for whom nothing can be done any-

more and who are in pain and suffer;

(58) One can draw a lot of strength and com-

fort out of one's religious faith;

(59) Caregivers need to develop a personal
philosophy in regard to illness and death
because they cannot enter such a situa-
tion heedlessly, the people involved will
soon recognize it and they also recognize

if one does not care;



0519-0526

(60) (Ifyou are not (areal) and caring
person and when the patients do
not perceive you as such) when
you are trying to help them, you

are not going to help them.

0526-0529
(61) And if you are going to do that,

you are in a lot of trouble yourself.

A finds it very difficult (for her) 7o be
anything (other) than what she is.

0541-0547

(62) One has a choice of what one
wishes to become part of and
(whatever) part of oneself one
takes and uses (or disregards as
not real) it will in time become

part of what one lives and does.

0549-0559
(63) * (Asked about what she would

investigate if she would do research
in the field of palliative care) A
suggests looking at the gaps of what
is happening: The gap between spen-

ding so much time (and effort) caring for

(60) Caregivers must be authentic and caring
people, and they must be perceived as such,
otherwise the help they provide is not going

to help the dying and their families;

(61) And if they are heedless, and not
authentic and caring, they are in a lot of

trouble themselves;

(62) Everyone has a choice of what they want
to become a part of, as they have a choice of
what part of themselves they want to use and
develop, or reject as inauthentic, and whatever

1s chosen becomes part of that person's life

and action

(63) One should investigate the discrepancy of

caregivers spending so much time and effort
on caring for their patients and so little on

caring for themselves or their colleagues;



the patients and not enough (time and

effort on) caring for themselves and

their colleagues.

0560-0564

(64) There should be some sort of support
system (in palliative care), in order to
cope with what is happening, whereby

the caregiver would become a better

caregiver.

0565-0567
(65) The caregivers should have a break

because (looking at it) over a long

period of time, the work 1s very

demanding.

0568-0577
(66) But you get hooked on it. A thinks

that even if she took six months off,
she would not forget about it, she
would be worried about (the patients
in the hospice). What they will not be

getting, the sort of service she can provide.

0579-0581
(67) Looking at how one could help the

caregiver while actually working with

(64) There should be a support system which
helps caregivers to cope with the effects of
their work, so they can become better care-

gIvers;

(65) Caregivers should have regular breaks

because over time the work becomes very

stressful;

(66) But one becomes addicted to the work,
so even with a break one may not be able to

forget about one's patients, be worried about

that they are getting the best care;

(67) To investigate how one could help the

caregiver with the actual work of caring for



(the patients).

0585-0591
(68) (A lot of things are tried in (other) hos-

pices, from private psychotherapy to
group work) and yet all these little
intrigues, nastinesses, spats, went
on because of the intensity of

the work.

0592-0593
(69) Helping (the caregivers) cope with
their feelings and how it can be

done.

0597-0606
(70)  Find out how caregivers can be helped

because somebody should care for

them and say (to them): Yeah, you

are carrying all this around, all this stress,
all these feelings, what can we do with

them to make you function better as a

caregiver.

the patients;

(68) Because the intensity of feeling engen-
dered by this work leads to little intrigues,

nastinesses, and spats among colleagues;

(69) To investigate how these feelings could
be worked through;

(70) So they can function better as caregivers.



NOTES
[1]  Discriminated meaning units (also called significant statement) is a term

adopted from Giorgt's phenomenological research procedure as outlined in
Giorgi, A. (ed). (1985). Phenomenology and Psychological Research.

Pittsburgh, PA: Duquesne University Press.
[2]  'A'is the first letter of informant P1's Christian name.

[3]  * indicates that the response 1s prompted by a question rather than being
entirely spontaneous.

[4] Pnntnitalics indicates what is considered the core statements of the particular
discriminated meaning unit.
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EXPERIENTIAL
THEMES

1. Entering the field of
palliative care;

2. Spiritual concerns and

needs of the dying and
their families;

3. Caregivers involvement
with the spinitual concerns
and needs of the dying and
their families;

ISSUES FOR THE
CAREGIVERS

There may be an initial
reluctance to come to
work 1n a hospice but
after one starts, there is
a strong inclination to
continue;

Spintual concerns impinge
on patients and their fami-
ltes in this situation and the
main one 1s the search for

IMPACT ON CARE
GIVERS' LIFE-
WORLD

Working in a hospice
setting 18 a very different
experience because the
common occurrence of
death / And as a care-
giver one has to learn new
things and may feel "a new
boy" still after years of
working here, although,
because of one's pro-
fession, one may be con-
sidered to be an expert

on dying and death which
in itself may be disconcer-
ting, and even disturbing;

Caregivers may be asked
questions like: "Why
should this happen?" "Why

should it happen this

meaning: the big question of way?" "Why should it

"Why?" / Many patients
after coming to the hospice
develop spiritual needs and
turn to spiritual thoughts
and many talk about these
1ssues, although they have
not been concerned about
them for many years;

Caregivers are dealing
with spiritual issues in their
work in the hospice and

happen at this time?"
"Why should it happen to
him? "Relatives ask these
questions much more often
than the patients, and
although no one can
answer those questions,
one can deal with them in
other ways: Through hope
and through gaining peace,
although being at peace
can at any time be
shattered by the pressing
question: "What is going
to happen to me?"

Caregivers do get asked
many questions about
spiritual matters because

it 18 not known whether they they are in close physical

are prepared for this and

contact with the patients

how they react to questions due to the nature of their

regarding these issues / As

tasks and they tend to



EXPERIENTIAL
THEMES

4. Spirituality in palliative
care settings;

5. Stress in palliative
care settings,

ISSUES FOR THE
CAREGIVERS

far as the patients are
concerned, they may find
it very difficult to satisfy
their spiritual needs when

they enter this stage of their

lives, if they do not have a
spiritual background in
their past;

If one 1s present, is fully
open to what is happening
in these settings, one can
experience something

spiritual from all the people

there: The volunteers, the

staff, visitors, relatives, and

patients, and it is
unbelievable what one can
pick up from them;

The amount of stress
staff experience who
work in such a setting
depends largely on their
personal circumstances:
If they have troubles at
home, the work stress

IMPACT ON CARE
GIVERS' LIFE-
WORLD

identify with patients,
especially with young
patients and young,
married patients with
families because they
themselves are mostly
young and the spintual
work caregivers do
involves sharing the grief
of relatives and the
patients who are bereaved
as soon as they know that
the patient's illness

1S considered terminal;

Working in such a setting
18 therefore a very en-
riching experience and one
always questions oneself
about remaining there:
Whether 1t is because one
can help or because the
experience i8 so enriching;
but one tends to spend
more and more time there
because one is 1n contact
with the important things
in life and has the oppor-
tunity to show love / And
one is deeply touched by
the immense gratitude
patients and their families
express for doing even
small and trifling things for

them,;

If caregivers have many
problems in their personal
lives, working in such a
setting may not help them
but if they have worked
through their problems and
have got over them, they
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EXPERIENTIAL
THEMES

6. The emotional climate
in palliative care settings;

7. Personal qualities of
caregivers working in
palliative care;

8 Palliative care work as
a way to come to terms

with dying and death;

ISSUES FOR THE
CAREGIVERS

simply adds to them;

Caregivers coming to
work 1n such a setting

are utterly amazed by

the emotional climate

in such settings: the
laughing, the teasing, the
lightness, the joy
colleagues feel in working
there;

What a person is, is
important, for whatever
one says 1s likely to be
forgotten, it only carries
conviction if the person
is in herself the right sort
of person,;

Palliative care settings
receive a lot of appli-
cations for volunteer
work from people who
have recently been
bereaved;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

may be stronger as before
and grateful for the oppor-
tunity to help others;

And very quickly, the
anxiety they felt about
coming to work there
withers away;

The right sort of person 1s
geared into life, loves and
shows love; and this kind
of person has the greatest
effect and 1s of the most
help in working in such a
setting, and some of the
caregivers being attracted
to this work already
possess some of these
characteristics, they are
compassionate and loving
people who go out to the
patients and who have a
desire to serve, they often
say: "I've been so lucky in
my life, been given so
much, that I feel I have to
give something back."

But they are told to come
back in twelve months
time if they still feel the
same way. Sometimes they
come back, sometimes
they do not. It is tmportant
that people do not come
to work at such a setting
in order to work out their



EXPERIENTIAL
THEMES

9. Personal changes in
caregivers due to working
in palliative care;

10. Caregivers own stance

in regard to dying and death; all kinds of questions about

11. The effect the death
of others has on the

caregivers;

ISSUES FOR THE
CAREGIVERS

Working in such a setting
changes people;

Caregivers may be asked

suffering, dying, death, and
life after death by patients
and their families and they
have to be prepared to
answer them;

If a patient dies who has
contributed a great deal

to other patients and the
staff, caregivers are very

upset and feel very deflated,

even if they know that the
patient was going to die /

IMPACT ON CARE
GIVERS' LIFE-
WORLD

own problems in regard

to dying and death or to
find comfort;

Caregivers become more
aware of the feelings of
others, more aware of the
temporary nature of life,
of the frailty of life, it
encourages them to sort
out their values: Things
that have been very impor-
tant for them before
coming to work in such a
setting tend to fall into the
background / But even
after years it may still be
hard to come to work
because one is never
actually prepared for what
is happening here / Care-
givers become aware of
their won vulnerability
and 1t 1S common among
them to think that any new
ache or pain may be a
symptom that they have
cancer,

And this requires that care-
givers know where they
are standing in regard to
this and it is a spirtual
stand but everyone has

a spiritual side to their
nature,

But it also prepares care-
givers for the time when

a death occurs in their
own family, they are much
better prepared but only

if they can see death
coming, one is never pre-

If they have a death in their pared for a sudden death /
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EXPERIENTIAL
THEMES

12. Coping with the death
of others / working in
palliative care;

13. Caregivers' inter-
actions with patients;

14. Caregivers' inter-
actions with the dying
and their families in
crises situations

ISSUES FOR THE
CAREGIVERS

own family, it is very hard
for them to come back to
work because the deaths
of patients remind them of
their own relative and it
brings back memories of
their own experience;

Caregivers should share
their feelings with their
colleagues, no one is
letting anyone down by
doing so / And they should
not feel that they have to
consider working in pallia-
tive care for the rest of
their lives, that they led
down anyone if they leave;

Caregivers are encouraged
to sit and talk with patients,
to take the time to do so;

In moments of crises

there is a strong urge

for caregivers to do
something although
there may be nothing

to do In this situation,

or not very much;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

But even being better pre-
pared to face death, does

not make 1t less painful;

For it 1s, after all, a job,
caregivers who stay on
for a long time enjoy
their work and feel re-
warded but it may be
more than just a job for
them because there seems
to be a great deal of
happiness amongst those
who stay / It may be the
proxtmity and intimacy
with each other that makes
the work so rewarding;

Some patients are very
popular with the caregivers
while others are less out-
going and do not want to
talk, some patients do not
want to be touched, others
assign a great importance
to touching, holding and
embracing and caregivers
do not always realize
which patient wants to be
touched and which ones
do not;

This is a very exposed
position for caregivers
to be in and it is still
important that they just
be there even if nothing
can be done / Patients
and relatives sometimes



EXPERIENTIAL
THEMES

ISSUES FOR THE
CAREGIVERS

IMPACT ON CARE
GIVERS' LIFE-
WORLD

become angry in this
situation and turn on the
caregivers who have to
absorb the anger.



EXPERIENTIAL
THEMES

1. The death of patients;

2. The coping mechanisms
which enable caregivers to
come to terms with the

death of patients;

3. The most commonly

used coping strategy in
palliative care, and possibly

the most effective

4. Counselling and psycho-
therapy as an aid to coping;

ISSUES FOR THE
CAREGIVERS

Working 1n a hospice is
working in a high-stress
environment because the
occurrence of death /

The main issue for care-
givers 1S to cope with the
death of patients to whom
they have become attached,;

How do caregivers actually

cope with the deaths of
patients;

1s a great deal of mutual
support among caregivers /

it also helps to limit the time

spend at work, especially
with doctors / and to have
a break from time to time;

Counselling and psycho-
therapy are rated highly by
caregivers but are rarely
used because they demand

an extra investment of time;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

Caregivers inevitably
become attached to
patients because they
have been with them for
a prolonged time and/or
because the patient 1s
quite young / especially
if there 1s a rapid
deterioration and death
comes fast;

Caregivers do generally
cope but they may not
necessarily know how
they do it;

Seeking support at home,
a commonly used strategy
in the beginning of
working in palliative care,
is reduced over time
because caregivers find
that it creates extra stress
if they take their problem
home;

Caregivers usually work
long hours and are not
inclined to spend more of
their own time on matters
related to work / Also
there is the deeply felt
perception that people
who have not actually
done care giving work in
palliative care would not
necessarily be the best to
counsel caregivers
actually involved in this
work;



EXPERIENTIAL
THEMES

5. The discrepancy
between the expectations
and perceptions of care-
givers and what they can
actually do for their

patients

6. The feeling that more
should be done for patients,
that more should be pro-
vided than is actually pro-
vided,

7. Becoming attached to
patients versus distancing

oneself’

8 The role of spirituality
in palliative care;

ISSUES FOR THE
CAREGIVERS

1s the greatest source of
stress for the caregivers /
When expectations and
perceptions are in line
with what actually happens
there 1s no stress at all;

To take into consideration
alternative approaches /
other avenues or modalities
of treatment should be
investigated;

In general, medical care-
givers can remain detached
from patients, adopt a cold,
clinical attitude but in
palliative care one cannot

IMPACT ON CARE
GIVERS' LIFE-
WORLD

When patients die more
quickly than caregivers
perceive them to, there is
the tendency to do some-
thing for them, to treat
them, and this may make
their death more uncom-
fortable than 1t should be/
The caregivers are unpre-
pared when death comes
and that causes a great
deal of stress;

Because caregivers con-
tinue to wonder whether
they are actually doing
the best that they could
be doing for the patients,
and this uncertainty is

to some extent a source
of conflict and stress;

Caregivers see patients as
people, not as patients;
they feel with people
who face a catastrophic
loss and caregivers have

cistance oneself from patients;to be soft and warm with

if caregivers allow themselves

them, otherwise they

to be detached, the quality of are not fulfilling the

the care they give suffers:

The division between spiri-
tuality and religion in the
field of palliative medicine;

people's needs;

Caregivers want to bring
patients to arrive at a
point of peace but many
people live without any
thought of dying and they
are not prepared when
suddenly confronted with
death / And although
people do have the ability
to see and deeply know
that they are never really
secure 1in life, they do not
think hard enough about



EXPERIENTIAL ISSUES FOR THE
THEMES CAREGIVERS

The surfacing of spiritual
i1ssues and concerns in
the last phase of life;

Working 1n a hospice
setting, caregivers are
constantly confronted
with dying and death;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

what 1t means to

them personally / The
spiritual side may consist
in finding peace, to be
able to put things right
that need to be put right,
to achieve a sense of
purpose in life, of what it
1s all about and what
dying 1s all about;

Most people seem to
only have an impetus to
find spiritual peace when
they are forced to do so,
in other times, life i1s too
busy, there are so many
other things to be
concerned about;

They either have to come
to terms with death in an
active way or they have
to push it aside; 1t 1s not
possible to stay in a sort
of limbo situation in this
regard / Caregtvers some-
how have to develop a
philosophy of death, they
almost automatically
think of life and death

as something spiritual
when working in this
setting, and many feel
their job is a calling;



EXPERIENTIAL
THEMES

9. The development of a
personal philosophy in
regard to illness, dying,
and death

10. Within the field of
palliative care, the
perception of caregivers
who have a clear spirntual,
even religious, standpoint

is quite high;

11. The conflict between
the desire of sharing one's
personal philosophy with
patients and their absolute
right to personal liberty;

ISSUES FOR THE
CAREGIVERS

1s essential for the care-
givers, otherwise they
cannot cope with the
experiences they make
working in palliative care,
or they loose themselves;
a personal philosophy is
essential, not so much for
the patient's benefit but
for the caregivers' own
survival in the field;

It may well be that care-
givers who have some sort
of considered philosophy

of living and dying are more
attracted to the field, while

those who do not, feel
uncomfortable;

Personal philosophies held
with conviction quite

naturally lead to a desire to

propagate them, but patients
have to be allowed their own
space, allowed to live accor-

ding to their own rules;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

It would be fascinating to
know how caregtvers
actually develop such a
personal philosophy, as
they do develop it, and

it 1S put to the test in the
setting they work in and
it 1s marginally modified
in the light of their work
experiences, as well as
being grounded and made
more secure;

Caregivers may find a
philosophy that does not
extent beyond death 1s
unfulfilling in the sort of
work they do in this
setting; if one does not
believe there 1s some-
thing more, one

could find this work
insufferably depressing;

It 1s difficult for care-
givers who hold a strong
conviction when patients
exercise their absolute
right to enter upon the
process of dying without
any conviction of what
they may need to do or
of what 1s going to await
them / Patients should
have the opportunity to
prepare themselves but
caregivers are hesitant to
impinge upon patients
with their own personal
philosophy because it 1s
unethical for caregivers to
talk to patients who are



EXPERIENTIAL
THEMES

ISSUES FOR THE
CAREGIVERS

IMPACT ON CARE
GIVERS' LIFE-
WORLD

vulnerable at this time,
about their own
philosophy / That one

1s putting unacceptable

or unwarranted, uninvited
pressure on patients / Yet
caregivers want the
patients to find a sense of
fulfilment which some of
them (in the eyes of the
caregivers) are clearly
lacking / This situation
creates a basic conflict
and a definite source of
stress.



EXPERIENTIAL
THEMES

1. Caregivers entering the
field of palliative care;

2. Qualities needed to
work in this field;

3. The attraction working
in a hospice setting has
for the caregivers,

4. The effects working in
a hospice setting has on

caregivers,

ISSUES FOR THE
CAREGIVERS

[t may be quite acciden-
tally but there is a strong
tendency to continue
working 1n the field even
beyond time limits set by
oneself:

It 1s not possible to pre-
dict whether someone
new to the field will be
happy here and stay on /
they have to learn to cope
with new experniences,
and the only way to do
this 1s to share these
experiences with more
experienced members of
staff, to feel part of a team,
and this takes time;

It 1s a relaxed and non-
ngid environment, it is
not a dark, quiet, sub-
dued place, as public
perception sees it, but a
place where patients are
laughing, enjoying them-
selves, living their lives;

Working in this field is

not just a job, caregivers
would not work in this
field if they felt that way,
working here becomes

part of one's life, and

one ends up spending more
time here than at home /
working here can teach one
to /ive one's life / members
of staff become like a big
family;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

One is attracted by the
work and wants to con-
tinue doing it, it is the job
itself that attracts, not
career prospects or plans;

What helps one in this
work as a caregiver 1s
to be nonjudgemental,
open, and to have the
ability to get close to
other people;

Caregivers are allowed

to become closely involved
with patients and their
families, they become

Jfriends with them, whereas

in other wards of the
hospital they are advised
to keep a distance;

Working in this field
changes a person, one
tends to become more
quiet, or laid back, worry
less about money, become
less materialistic / family
and friends become more
important / one focuses
more on the present,
makes fewer long-term
plans for the future / one
becomes less critical of
other people, looks
differently at relationships,
becomes more relaxed
and worries less about



EXPERIENTIAL
THEMES

5. Working in palliative
care as a way of pre-
paring for death within
one's own family;

6. The experience of stress
in working in palliative
care;

7. The experience of
time by caregivers,

ISSUES FOR THE
CAREGIVERS

Working in this field
does not help if faced
with death within one's
own famuly, but it does
help one to understand
what 1s going on, pro-
cesses which are not
going right, but death in
one's own family is a
totally new expenience
regardless of how often
one may have experienced
it at work;

The public perception,
even of the medical
profession not working in
palliative care, is that
working in this field

1s very stressful;

One becomes acutely
aware of fime working
in this field, of how

fast 1t goes, and of how
fast 1t runs out;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

trivial things / caregivers
who work in this field
have different attitudes
than other people because
of the things they see here,
they want to get on and
live and enjoy their lives;

The caregtver cannot
get into a professional
mode 1n this case, but
she can help the other
members of the family
through her knowledge
of the processes
involved;

Yet caregivers generally
do not find it very stressful
because they usually get
more out of the job than
they put into it / every

job is stressful and the

real question is what to
do with the stress, to find

an outlet, to treat oneself
to something, and not add
additional stress by
engaging in stressful leisure

persuits;

For women working here,
if a relationship breaks up,
they tend to come to terms
with the break-up very
quickly, otherwise they feel
that they would be wasting
time / time passes too
quickly, one does not



EXPERIENTIAL
THEMES

8. The fear of death;

9. Characteristics of
patients in hospice care;

10. Influence of patients
on caregivers;

ISSUES FOR THE
CAREGIVERS

Caregivers working in
this field are not afraid

of death or of the dying
process because the
suffering can be con-
trolled, and the patients
can be made comfortable;

Patients are more aware
of their rights, they are
more demanding, and they
fight for themselves, they
are much better informed
than they used to be and
doctors actually listen to
them;

Patients are Jliving their
lives whereas many
healthy people do not /
they do not experience
their illness as terminal,
they are not resigned but
in a fighting mood, they
are much more authentic,
open, they talk about their
feelings, their fears;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

realize how fast it is going,
and so many people waste
it;

A great deal of the fear by
medical staff not working
1n palliative care is due to
witnessing patients die
badly / it 1s not death per se
that 1s frightening but pain
and madequately treated
pain / what is really
frightening is to be kept
alive by machines or
medication, patients in
these situations are
distressed because their
life has been taken away
and yet they are still alive /
there 1s a vast difference
between just living,
existing, and life.

Partly responsible for the
increased knowledge of
patients is the extensive
media exposure and
coverage of such malignant
diseases as AIDS and
cancer, and information
about new drugs and
treatments, and that many
people do get cured of
cancer,

The caregiver basically
gets more from the patients
than she or he gives,
patients teach the care-
givers about life and death,

working in the field

changes the caregivers
perception of their own
lives, what is important
and what is less important;



EXPERIENTIAL
THEMES

11. Distancing oneself
versus getting close to
patients;

12. The effect dying
and the death of patients

has on the caregivers,

ISSUES FOR THE
CAREGIVERS

To work effectively in
this field, caregivers have
to get involved with
people, get close to them,
allow them to come into
their space;

Each patient is different,

and the prospect of
death affects each
patient differently;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

It 1s easy to distance
oneself and one is taught
to keep a distance when
training for general
nursing, never to sit on the
bed and talk to patients,
address them by their
surnames as they would
address one as "nurse”

or "nurse so-and-so", and
this creates a distance
between patients and
caregivers;

Caregivers are affected
more by some patients
than by others / patients,
the caregivers cannot get
close to, are difficult to
nurse and caregivers tend
to feel useless and
frustrated / caregivers
starting in the field tend to
think that if an elderly
person dies it is ok because
their life is completed but
they find that they can be
just as upset when an
elderly person dies as with
a young person, especially
if they remind one of one's
father or grandfather /
whereas with young
patients, caregivers tend to
detach themselves from
them ever so slightly, they
treat them differently, as
equals, and although they
talk more about things, it
1s more difficult to get
close to them / but when

a patient dies it is a shock
for the caregiver and many
younger staff members



EXPERIENTIAL
THEMES

13. Suggested areas
where research may be

of benefit to caregivers;

ISSUES FOR THE
CAREGIVERS

I) The difference in the
perception of dying by
nurses and doctors, that
patients are dying much
quicker than doctors seem
to realize;

IT) The difference in the
perception of dying by
female and male doctors;

IIT) That there are no male
volunteers working on the
ward sites, that they do
not like to become in-
volved n palliative care;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

cannot deal with these
eXperiences, one is
absolutely devastated
because one feels that a
part of oneself is gone;

With experience, nurses
can fairly accurately predict
when a patient is going to
die, and they generally
recognize four to six hours
earlier than doctors when a
patient enters the terminal
phase;

Patients prefer to be
looked after by women
because there is so much
physical contact, holding
patients, cuddling them and
being cuddled buck by
them, holding hands, and
SO on.



THEMES

1. The nature of the care-
givers' relationship with

the dying;

2. The nature of care-
givers' relationship with
the families of the dying;

3. Dying as a barner:

the inability of caregivers
to form a relationship with

the dying because they
are dying;

4. Getting to know the
dying;

5. The relationship with
the dying as a source of

job-satisfaction;

6. Working with the
dying and their families
as a satisfying and
rewarding experience;

ISSUES FOR THE
CAREGIVERS

Building, sustaining,
ending such relation-
ships;

Dealing with families

In crises, being involved
in the 1ssues faced by the
families;

Strong concern and un-
ease about this / feeling
one should feel comfor-
table and at ease in the
situation;

Perceiving them primarily
not as dying people but

as people who have a
problem one can help

with / perceiving them to
be not different from other
people;

The ease of relating to the
dying because of the
absence of any pretence
on their part;

Help 1s greatly appreciated
and the caregivers are
highly valued by the dying
and their families;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

Constant, underlying
stress / strong
commitment to stay in
the situation and help as
much as possible / feeling
the impossibility of really
putting things right, but
getting personal satisfac-

tion through the limited
help one can give;

as above;

Attempts at resolution:
working it through by
oneself / feel supported by
a religious faith / focus on
the practical aspects /
adapt to it by repeatedly
going through the same
situation;

Relating to them not as
dying but as people who
have a problem / focusing
on the problems;

Being in relationships
which are - although
short - highly intense and
very strong,

One feels one is needed /
it is a positive experience
to help / outside agencies
are sympathetic and co-
operative;



EXPERIENTIAL
THEMES

7. The gratitude of the
dying and their familtes
for the help they
receive;

8. Working in a setting
where death or multiple

deaths is a daily
occurrence;

9. Being diagnosed as
having cancer / being
aware that the worst that
can possibly happen is
happening / that the
disease may be fatal and
at the same time very
painful;

10. Deaths where every-
thing goes the right way;

11. Caregivers' attitudes
to death and dying;

ISSUES FOR THE
CAREGIVERS

Is a powerful reward
for the caregivers / it
1s what keeps them going
and what makes the work

satisfying;

Being exposed to and
having to absorb the
intense feelings and

anguish death generates /
being in a highly intense
and emotional environment;

A feeling of devastation,
fright, and utter aloneness /
a feeling of relief to meet
caregivers who have
experience with the

iliness, who will help them
to cope, who will not leave
them;

Where everything is gone
through in a calm and
quiet manner, within a
supportive team;

Needs to be worked
through before getting
involved 1n hospice

work / may be influenced
by one's religious up-
bringing;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

Caregivers do not get this
appreciation from their
superiors and only
occasionally from their
colleagues;

Interpersonal problems
with colleagues / communi-
cation problems / blaming
others / feelings of in-
creased stress / having no
time or place to work
these feelings through /
having to just get on with
one's work;

The need for a caregiver
to sit by them, to look
them in the eyes and not
be frightened that they

are dyng;

Caregivers feel good to
be part of such a team,
going through such an
experience, they feel they
are doing something

worthwhile;

Caregivers may be asked
by the dying and their
families what their position
is in regard to this matter /
caregivers need to have a
positive attitude in regard
to dying, death, and what
happens afterwards /



THEMES

12. Basic values of
caregivers;

13. Caregivers' personal
philosophy in regard to
death and dying;

14. The development of
a personal philosophy;

15. If life ends with
death and there 1s no
afterwards;

ISSUES FOR THE
CAREGIVERS

It 1s important to make

a mark somewhere / to
have a positive effect /
to do something of sig-
nificance: something that
is important and means
something to another
person;

A personal philosophy
1s needed because one
cannot enter a situation
of terminal illness heed-
lessly and without con-
cern / caregivers need to
be authentic and caring
people;

Everyone has a choice
of what they want to
become a part of, what
part of themselves they
want to use and develop,
or reject as inauthentic;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

Caregivers need to be
comfortable with what
they think about death and
what happens after death
before they can feel
comfortable with someone
who 1s dying;

A basic orientation to
helping others / getting
satisfaction from doing
something that is of value
to someone else, even
though the time before
death can be harrowing for
the caregiver and all that
remains after deathis a
feeling of emptiness;

The dying and their
families soon realize one's
stance, and they recognize
if one does not care / care-
givers must be perceived as
authentic and caring people
otherwise the help they
provide is not going to help
and they can damage them-
selves;

And whatever is chosen
becomes part of that
person's life and action;

What is the point of making There is no meaning to

someone's last few months

a life / there is nothing

very comfortable / one can  one can hold onto;

forget about a person after
he or she dies / they are not

part of something that continues;



EXPERIENTIAL
THEMES

16. The role of religious
faith for caregivers;

17. Suggested areas
where research may be
of benefit for care-

givers;

ISSUES FOR THE
CAREGIVERS

Influenced by one's

religious upbringing /
one can draw a lot of
strength and comfort
out of one's religious

faith;

I) The discrepancy between
the amount of time and
effort spent on caring for
patients and the time and
effort spent in caring for
themselves and caring for
their colleagues;

IT) The development of a
support system to cope with
the adverse effects of work-
ing 1n palliative care;

III) To investigate how one
could help the caregivers
with the actual work of
caring for the patients;

IV) To investigate how the
intense feelings generated
by the work in terminal
care may be worked
through;

IMPACT ON CARE
GIVERS' LIFE-
WORLD

It 1s hard to forget in
critical situations what
one was taught as a child /
one can use prayer as a
way of coping with one's
feelings;

I-1IV:tofunction better
as caregivers;
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QULESTIONNAIRE
FOCUS GROUP MEETING

OCTOBER 1, 1997

1. When you think about your experiences of relating/communicating with patients
and families, what comes to mind? (Simply note down some words or phrases and

underline the ones you consider imporfant,.
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2. What kind of things have made rclating/communicating with patients and families

either easier for you or harder for you?
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3. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which appear to be typical of caregivers'
experiences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a general description of these terms).

Do you have any comments on these aspects?

Does your experience suggest any others?



Commitment: A strong sense of involvement and long term engagement, a

commitment to serve, to participate in a network of caring and reciprocal relationship,

a sense of responsibility for the quality of life of patients.

Intimacy: A feeling of attachment and closeness, a concern for the welfare of patients

and families, valuing them, sharing of self, giving support, affiliation.

Emotionality: Reacting emotionally, being emotionally involved in the situation of

patients and families, experiencing as a consequence strong emotions and affects at

times.



QULESTIONNAIRE
FOCUS GROUP MEETING

OCTOBER 1, 1997

1. When you think about your experiences of relating/communicating with patients
and families, what comes to mind? (Simply note down some words or phrases and
underline the ones you consider important).
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2. What kind of things have made relating/communicating with patients and families

either easier for you or harder for you?
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3. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which appear to be typical of caregivers'
experiences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a general description of these terms).

Do you have any comments on these aspects?

Does your experience suggest any others?



Commitment: A strong sense of involvement and long term engagement, a
commitment to serve, to participate in a network of caring and reciprocal relationship,

a sense of responsibility for the quality of life of patients.

Intimacy: A feeling of attachment and closeness, a concern for the welfare of patients

and families, valuing them, shaning of self, giving support, affiliation.

Emotionality: Reacting emotionally, being emotionally involved in the situation of
patients and families, experiencing as a consequence strong emotions and affects at

times.
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and families, what comes to mind? (Simply note down some words or phrases and

underline the ones you consider important).
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3. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which alapeﬁr to be typical of caregivers’
experiences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a general description of these terms).

Do you have any comments on thesc aspects?

Does your experience suggest any others?
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Commitment: A strong sense of involvement and long term engagement, a
commitment to serve, to participate in a network of caring and reciprocal relationship,

a sense of responsibility for the quality of life of patients.

Intimacy: A feeling of attachment and closeness, a concern for the welfare of patients

and families, valuing them, sharing of self, giving support, affiliation.

Emotionality: Reacting emotionally, being emotionally involved in the situation of
patients and families, experiencing as a consequence strong emotions and affects at

times.



QUESTIONNAIRE
FOCUS GROUP MEETING

OCTOBER I, 1997

1. When you think about your experiences of relating/communicating with patients
and families, what comes to mind? (Simply note down some words or phrases and

underline the ones you consider important).
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. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which appear to be typical of caregivers'
experiences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a general description of these terms).

Do you have any comments on these aspects?

Does your experience suggest any others?
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3. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which appear to be typical of caregivers'
experiences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a general description of these terms).

Do you have any comments on these aspects?

Does your experience suggest any others?
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underline the ones you consider important).
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3. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which appear to be typical of caregivers'
experiences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a general description of these terms).

Do you have any comments on these aspects?

Does your experience suggest any others?
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3. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which appear to be typical of caregivers’
experiences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a-general description of these terms).

Do you have any comments on these aspects?

Does your experience suggest any others?
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QUESTIONNAIRE
FOCUS GROUP MEETING

OCTOBER 1, 1997

1. When you think about your experiences of relating/communicating with patients

and families, what comes to mind? (Simply note down some words or phrases and

underline the ones you consider important).

2. What kind of things have made relating/communicating with patients and families

. either easier for you or harder for you? ! . ? .



3. The analyses of the interviews of the pilot study in which you participated
suggested that there are three aspects which appear to be typical of caregivers'
experiences of relating with patients and families: commitment, intimacy, and
emotionality (see page 3 for a general description of these terms).

Do you have any comments on these aspects?

Does your experience suggest any others?
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Transcript of Focus-Group Interview

Moderator: A Senior Hospice Physician (M)
Group Members:

F1 (Senior Nurse/Executive Manager)

F2 (Hospice Chaplain)

F3 (Macmillan Home Care Nurse)

F4 (Hospice Nurse)

F5 (Male Volunteer)

F6 (Hospice Secretary)

| : 'Y U1 IS

M = You have received some questions. This is really
about your experiences in relating to patients, things
which are rather important to you. Maybe, if we could
start, possibly looking at the first question. "When you
think about your experiences of relating/communicating
with patients and families. What comes to mind?"

F4: From being on the ward, (one) not always got the
privacy to actually discuss what the patient wants to
discuss ... quite often the patient will ask, not always at
appropriate times, ... when we give out lunches, and the
patient (is) with other patients, relatives of the patient,
(or) other members of staff actually in the room.

M: From feeling the experience, how is that for you?

F4: It makes you feel a bit uncomfortable because you
want to be honest with patients and their relatives, you
don't want to back away, but you are aware that the
other people are hearing what you are saying, trying not
to listen, but hearing what you say, and (you are) quite
torn between opening up to the patient and actually
backing off a little bit at the same time.

F2: It is especially difficult if someone is a bit deaf, and
you get deafness, of course ... .

F1: Patients are probably aware of the situation and what
you (can do). Because, I think, when you actually are a
patient, I thiﬂk, if somebody does draw your curtains
around you, it does what we say it does, it really gives
the illusion of a bit of privacy ... the feelings (of patients
and families) (are) probably totally different to actually

what the staff’s are.
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F4: 1t's very difficult, I mean, ... you cannot move them
out of the situation they are in when they are asking,
because you could eastly lose them ... you sort of have to
make the best of it with the situation because they have

asked in an open forum.
M: What actually happened in your situation?

F4: ... just have to cry ... I just have to turn off the
conversation ... actually I crash ... we were there, you
know, were there for her. I think, she wanted to make a
statement and leave it at that but wanted somebody to be
with her, not walk away.

Other participants: Yesses.

F3: You know I have been in situations where the
patients were asking a lot of questions, we try and make
it as private the conversation ...

M: There's the initial privacy and then stopping

F3: Yeah, knowing what we went through, continue,
and now [we are not allowed] to stop them and trying to
know what we are doing in the patient's best interest.

Other participants: Yesses.

F2: She's also mentioned one other thing. It seems to me
which is important and that is touch, other than clinical
touch, ahem, arm around, you know, taking a hand or

whatever.

M: So changing a method of communicating.
F2: Yes, really, that is body language.

F3: I think that you change the way that you deal with
people (when you) actually go into particular people's
homes, and the type of home you go into, and what you
were doing, ... the words that you use in one home
probably would be totally different ... because you
probably make a judgement of, I mean, what patient and
family would understand ... .

M: So you have to assess the situation on its merit or
whatever, you have to make some sort of assessment.

F3: And it isn't just the words that you use either, the
whole attitude ... can change according to the whole
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situation. Some families, some homes will treat you very
much in a different ... and take you out of the profession
as a sort of matter of fact of what they want you to,
what they want you to know and what they want to
know from you. You can't always behave in that way in

some other homes where they sort of embrace you as a
friend take you in as a member of the family and treat

you in quite a different way. I think it's much easier
sometimes to be in the professional role rather than be

taken in as a member of the family, which happens ... .

M: So there are some difficulties you sense if you
become a friend rather than a professional person in
forming the relationship you want?

F3: I think, it's probably more difficult to be objective ...

M: Which one gives you more satisfaction, which type of

situatton?
F3: I think, probably the ones where you are treated very

much as the professional ... .
Several participants all talk together

M: Gives you more satisfaction?
Several participants: Oh no! Oh no!

F3: It's easier.

Several participants: Yeah, yeah
M: In what way easier then?

F3: What you deal with, whatever problem it is they
present you with, and then, fairly often you feel as
though it's actually the cut-off-point. You then (do) what

they want of you, and you leave.
M: Do you think also, the more emotionally involved

you get, the more hurt you are if something bad happens,
s0 you try to protect yourself from that as well?

Several participants: Oh yes, oh yes.

F3: And each time it happens, you get back (to the
ward) and do it again.
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F2: It's interesting because I find that in my professional
role I have to do my best because people's conception of
a clergyman of course is like that, and I find that I have
to in some sense encourage them to be a bit
unprofessional ... to try and ... a bit of a friendliness and
because as they can't get anywhere near them. And that's
just the difference of people's conception of ... of a

[post].

M: ... is the question of trust, 1sn't it.
Other participants: Yessess, hmmbs.

F6: ... a nurse on the unit, wears the uniform so although
you are the nurse, you are also a person outside nursing;
whereas you go in to someone dressed as you are. So
they don't instantly think you are a nurse, do they? So,
the situation is quite different there. Ahem, and I think
that's different with families. They take you in as a
person, although you are this professional person they
initially see you as someone dressed in ordinary clothes;
whereas a nurse on the unit ... she is, you know, what
she wears. When the rest of us wear ordinary clothes we
mingle in with the patients and relatives, especially now
in day-care. If someone new came in they wouldn't know

who was who.

Other participants: Yesses.

M: If we mingled in with the patients. So that's quite
interesting.

F7: But I think people come along with a lot of
prejudices as well, don't they? Because, you know, they
see nurses as being helpful people. You don't always see
social workers as being helpful. And they don't always
see ministers as being helpful, so sometimes you've got
to get over that ... before you do anything to help them.
Hopefully you are accepted by them.

F1: It's part of trust, isn't it? And it doesn't always come
straight away. I shouldn't think so anyway.

F7: No I mean, sometimes you face a lot of aggression
and unhappiness ... .

F1: Yes, and ... the advantage that we've got ...
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F7: Yes, because you can go in and (two people
speaking together) be recogmzed very, very quickly.
And the things that we don't do, don't ... anyway ... long-
term, ... there's a difference. But I am sure, you know,
the whole prejudices come up because the name of the
unit (hospice) ... Tuesday night when I was trying to
persuade a lady to (accept) help ... and she said: "Where
are the nurses coming from?" and I said: "(name of
hospice)", she said: "Oh, no, no, no." she said. So I said,
where would you accept them from? And she was quite
willing to accept them from (a hospital) but she did not

want them from (the hospice).
M: Because - did she - could you expand on that?

F7: Because, it's ... about the place and when they come
into that place, then there is no hope. And. So then you
come round, you know, with examples from people
who've been in this place for five years, and they are still
with us. But it's almost as if you are talking in vain
because that's what they

(Several participants talking together)

F1: ... they all know somebody, you know, partner,

M: Can I ... at all, even though [people] are aware of
diagnosis and the implications possibly of diagnosis,
even the prognosis

F1: I think that maybe that happens more ... with the
family than it does even with the patients, because I
think it's the patient that has got major problems ...
nobody else is managing, doing anything about. I think
that patients get to the point that they don't<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>