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ABSTRACT
Background The prompt availability of
medications to manage symptoms is key to high
quality end-of-life care and anticipatory
prescribing of these drugs is thought good
practice. This study explored the challenges
encountered by primary and community health
professionals in Leicestershire and Rutland
related to anticipatory prescribing when caring
for terminally ill patients who wish to remain at
home to die.
Method A qualitative study was conducted
using eight focus groups (54 participants) and
nine individual interviews with a purposively
sampled range of health professionals providing
care for people who wished to die at home.
Themes were identified iteratively via constant
comparison.
Results Challenges fell into four categories:
resourcing concerns, professional expertise/
experience, professionals’ relationships with
patients, and professionals’ relationships with
other professionals. The latter included the
most serious perceived challenges. Links
between community and hospital care providers
and between ‘usual’ hours and ‘out-of-hours’
care providers were seen as particularly
unstable.
Conclusions These findings suggest that
building and maintaining trusting, responsive,
personal links between professionals, both
within and between teams, is essential when
implementing good practice guidelines about
anticipatory end-of-life prescribing in the
community. The need for good communication
and relationships between patients and
professionals and maintaining expertise and
confidence in end-of-life care are also key
factors in the effective use of anticipatory
prescribing for symptom management for dying
patients.

BACKGROUND
Most terminally ill people wish to die at
home.1 It has been observed that a cluster
of symptoms is experienced commonly by
patients (at least in those with cancer) in
the last days of life, namely anxiety, delir-
ium and agitation, pain, nausea, dyspnoea
and troublesome respiratory secretions.2

The distress caused by these symptoms
may be a factor in preventing people
staying at home,3 4 and the management of
these symptoms is a major consideration in
quality of care at the end of life5 and is a
component of the new quality standards
for end-of-life care for adults in England.6

The anxiolytic, midazolam and the
opioids, diamorphine and morphine, both
controlled drugs, have a well established
place in managing some of these symptoms
and their use is best practice in hospices.7

The Liverpool Care Pathway for care of
the dying (LCP) is an explicit framework
for the care of people in the last days of
their lives and is well established across
much of the UK.8 The pathway, which is
constructed as a series of goals of care,
incorporates management of the common
end-of-life symptoms.9 10 To achieve best
care at the end of life requires anticipatory
clinical planning for a range of potential
situations and patient needs.11 In the com-
munity setting, the planning of symptom
management must include consideration
of how appropriate medications can be
accessed and administered as promptly as
possible once the patient develops a
problem. One solution is the anticipatory
prescribing and administration authorisa-
tions of drugs, to be placed in the home in
advance of the patient actually requiring
them10 (Goal 4.1 of the LCP V.12). The
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drugs are then readily available to any healthcare prac-
titioner who is visiting the patient at the time when the
patient’s situation changes and intervention is required.
This has been anecdotally shown to have potential in
keeping patients out of hospital if they wish to remain
at home.12

The specific area of anticipatory prescribing in ter-
minal care in the community is largely unresearched,13

but there are several reasons for thinking that successful
terminal care at home must take account of complexity
and unpredictability. First, patient safety is a cornerstone
of the NHS plan and of health professional training,14

but patients’ homes are more diverse and less control-
lable (organisationally, socially and physically) environ-
ments for prescribing, dispensing and drug
administration than hospitals or hospices. The Shipman
enquiry15 has focussed minds on issues related to the
safe and audited use in the community of controlled
drugs and there is some evidence to suggest it has
changed practice to the detriment of patient care.16

Second, the number of individual professionals
involved introduces complexity. The practitioner who
actually administers the drug to manage a patient’s
symptoms may know the patient well, or may be visit-
ing for the first time. They may have a well developed
relationship with the prescriber or the parties may be
completely unknown to each other with no direct
clinical accountability.
Third, the number of disciplines involved also intro-

duces complexity. The roles of nurses have been
extended17–19 and this means there is now the poten-
tial for controlled drug prescribing by district nurses,
palliative care nurses, disease-specific clinical nurse
specialists, community matrons, general practitioners
(GPs), and hospital or hospice specialists, all or any of
whom may be involved in the care of a given patient.
Fourth, community healthcare practitioners are

increasingly caring for dying people with a wider
range of terminal conditions than has been the case
until recently.20

Lastly, the frequent re-organisation of local commu-
nity services is a source of complexity.

Aim
The aim of the study was to explore the issues that
arise for all practitioners working in the community,
in relation to the prescribing, dispensing and adminis-
tering of subcutaneous midazolam and diamorphine
or morphine for the anticipated need of dying
patients to have timely and effective symptom
management.
In this report we focus on professionals’ experiences

of the challenges encountered.

METHODS
Participants
The study took place in Leicestershire, Leicester and
Rutland. Information about the project and invitation

letters were sent out by email and post (see online
supplementary appendix 1). Purposive sampling was
used to ensure that there was at least one participant
from each of the following areas: district nursing,
Marie Curie nursing, ‘Hospice at Home’ nursing, spe-
cialist nursing in palliative care and heart failure, com-
munity matrons, nursing home nursing, pharmacy and
general practice, and at least one from each of a range
of levels of responsibility, experience, practice size,
age, experience of providing out-of-hours care, nurse
prescribers and non-prescribers, rural and city practi-
tioners, and males and females (online supplementary
appendix 2 gives sampling frame criteria). Participants
were asked about these characteristics via a checklist
at the time of consent, but in order to maintain ano-
nymity their responses were not linked in any way to
the content of individual interviews. Consent was
sought from participants before the start of the inter-
view, at least a week after they received full informa-
tion about the research.

Data collection
Focus groups and individual interviews were used so
the research process could benefit from the advan-
tages of each approach and to provide participants
with choice, given the potential sensitivity of the area.
The topic guide (see online supplementary appendix 3)

was developed utilising research team and steering
group discussions, clinical and qualitative interviewing
experience, significant event analysis, educational
interactions with primary care professionals, and ana-
lysis of available ‘best practice’ guidance developed by
some services. Guides were used flexibly so that
unanticipated issues of importance to individual parti-
cipants could be explored. The topic guide evolved in
response to new data. Data collection took place in
2007.

Data analysis
The interviews and focus groups were audio-recorded
and interviewers (KW, MH and EO) maintained
reflexive diaries. Data from transcripts were analysed
by constant comparison based on grounded theory to
identify themes.21 22 Open coding (KW, MH and CF)
summarised the ways that participants talked about
the processes that mattered. These codes were pro-
gressively focussed into broad categories, forming the
initial coding frame, further shaped by steering group
discussion. The coding frame was systematically
applied by KW, using QSR N6 software, and continu-
ously developed in response to new information. In
situations where there was uncertainty about how to
categorise a particular section of text, EO provided an
alternative perspective. No new issues were elicited
after eight individual interviews (n=8 participants)
and six focus group (n=51 participants) transcripts
had been coded. Independent coding by MH checked
allocation of text to categories.
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RESULTS
A total of 63 participants were recruited (online sup-
plementary appendix 2): 22 GPs, four ‘Hospice at
Home’ nurses, four community matrons, five Marie
Curie nurses, 16 community nurses, four specialist
palliative care nurses, one nursing home matron, three
community pharmacists, three heart-failure nurses and
one student nurse. Six GPs, two pharmacists and one
nursing professional chose one-to-one interviews
(n=9), while the remaining 54 participants chose
focus groups. Thus 63 participants yielded 17 tran-
scripts for analysis.
(In quoting from participants we use ‘NP’ as a

generic term for all professionals with nursing qualifi-
cations, ‘Ph’ refers to pharmacists and ‘I’ indicates an
interviewer or focus group facilitator. FG01 to FG08
refer to the eight focus groups and INT01 to INT09
to the nine interviews. The term transcript is used
where needed to be inclusive of both individual and
multiple participant interviews.)
There was no disagreement among participants

about the principle of ensuring that distressed patients
did not have to wait for relief. Only one interview,
however, described no challenges in writing a pre-
scription for controlled injectable drugs in advance of
need, obtaining such drugs from a pharmacy in
advance of need, or administering drugs (prescribed
and dispensed in advance) to a patient so that they
could remain at home. For this GP it seemed that the
absence of challenges was due to the fact that such
situations rarely occurred in their practice.

The nature of the challenges
The challenges described in the remaining 16 tran-
scripts fell into four categories.
Most transcripts contained multiple examples of all

four types of challenge, but there were two interviews
where only one challenge arose per transcript, seem-
ingly because the participants said they had little per-
sonal involvement with anticipatory prescribing.

Category 1: Resourcing problems (see online supplementary box 1)
Perceived lack of resources

A perceived lack of resources and the associated need
to avoid waste, were seen as challenging in 12 tran-
scripts. Interviewees described instances:
▸ where prescriptions were not written in advance of need

because of concern about waste since some had found
that patients did not actually require them;

▸ where there was delay in dispensing because of limited
availability of drugs in pharmacies (see quotation below);
and

▸ where delay in administering drugs arose through lack of
syringe drivers.

NP, FG05: … every single time I’ve had to take pre-
scriptions to my local chemist’s it’s ‘next day’ – or you
phone round and you have to split the prescription …

so the GP has to do single prescriptions and you’re all
over the place, and it can take you hours, hours, to
sort it out – or days even.

Dissenting views: was resourcing always seen as a problem?

One further transcript referred to resourcing problems
in the past which were now resolved. Three tran-
scripts contained no indication that lack of resources
or concern about waste had hindered prescribing or
dispensing in advance in their own experience,
although they mentioned that these issues could be a
concern for some.

Category 2: Reflecting on expertise and experience (see online
supplementary boxes 2–5)
There were 10 transcripts in which participants
emphasised the importance of learning, both by
formal education and from experience. There were
different types of concern within this category. These
were:
▸ knowing when to prescribe, or administer, medication:

GP, FG03: … actually there isn’t … a formula to
predict these people … it is gut feel.

NP, FG02: I think it’s just that ‘fear factor’, isn’t it? …

it’s recognising symptoms and realising when the right
time is to give it … if … there’s nobody to get back to
and say, ‘right, well the midazolam’s there, but shall I
give it?

More accuracy and confidence in this was perhaps a
feature of experience, emphasising that this is a learnt
skill.

NP, FG05: I’ve been involved in a few cases where …

I’m covering the weekend and I’ve gone in and I’ve
thought ‘Oh my God, look how ill this person is’.
Maybe it was the district nursing team that was going
in before or it was a junior nurse that went in a few
days before, they can’t recognise the signs, they don’t
realise how poorly these people are.

▸ knowing what should be prescribed, or administered:

Ph, INT09: … if there was a list of things that were
really commonly used, which I know there is of sorts,
then if we could know what that list was and keep
those in stock then that would help.

▸ concern about accountability:

GP, INT03: You get a bit concerned about prescribing
some of these medicines. And if you start pre-emptive
prescribing, then that’s another ball-game if it happens
to be mis-used, for example. Who would take the
responsibility?

Harold Shipman was mentioned in six transcripts as
having an effect on confidence.
▸ and concern about a lack of emphasis on conditions

other than cancer:
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NP, FG04: GPs … accept that cancer patients are
dying but with all the other (non-cancer, terminal con-
ditions) the care just isn’t there for them … I think it’s
just the fear of prescribing drugs that they don’t pre-
scribe that often for that group of patients.

Category 3: Patient–professional links (see online supplementary box 6)
In 12 transcripts, lack of opportunity to build and
maintain patient–professional links was seen as con-
tributing to failure to prescribe sufficiently in
advance. Having enough contact with patients to
develop longer term, trusting relationships was seen as
important because it enabled sensitive communication
and provided a way of ensuring that past, present and
future treatment was timely and coherent and that
care felt ‘human’ and personal. ‘Going in blind’ was a
huge challenge in making care effective, in the justifi-
cation of prescribing decisions and in the stress it
caused professionals. GPs felt they were less likely to
admit their own patients than those of their collea-
gues, especially with the confidence that they could
review the situation the following day.

NP, FG07: … it is very hard to prescribe for someone
you don’t know … you have got responsibilities to
your patients, relatives, the GP whose patient it is …

so I am not sure I would prescribe for someone I
didn’t know. In fact I know I wouldn’t.

Dissenting views: did a trusting patient–professional relationship always

facilitate pre-emptive prescribing?

There were four transcripts in which participants
described how getting to know patients and their
family had prevented pre-emptive prescribing because
that knowledge gave rise to grave concerns about
placing controlled drugs in a house where there were
reasons to think they might be misused. This did not
necessarily give rise to serious problems with
symptom relief but did mean that strategies other than
placing drugs in the home in advance, or at all,
tended to be used.
Only one transcript highlighted that an established

trusting professional–patient relationship was not
always necessary so long as the professional involved
had knowledge of and could trust other professionals’
judgements and communications about previous
medical history.

Category 4: Failing to build or maintain trusting and responsive links
between professionals (see online supplementary boxes 7 and 8)
Participants had experienced many occasions when
the success of anticipatory prescribing or dispensing,
with its ultimate aim of enabling a patient to stay at
home, had been threatened by the failure of reliable
links between or within professional teams or disci-
plines. The importance of this issue is illustrated by
that fact that the only two transcripts in which it did
not arise were interviews in which the participant had

almost no direct experience of pre-emptive
prescribing.
The challenges arising from not knowing or trusting

other professionals, whether within teams or between
teams, tended to be those that caused greatest concern
and promoted most discussion among participants.
There were three areas where links were seen as par-
ticularly vulnerable.
Firstly, the links between out-of-hours care and

usual care providers presented considerable challenges
in joined-up decision making and care planning. The
very limited information available to out-of-hours
doctors, the inadequate communication processes for
even these small amounts of information, coupled
with the severe time pressures, often lead to admis-
sions to hospitals. Participants gave detailed stories of
very poor patient outcomes which reflected the beha-
viours of professionals working across services and
teams. They illustrate a fragility in the continuity of
the plan of care despite anticipatory medications
being in the home.

NP, FG03: I offered to meet the out-of-hours doctor,
it was a … patient who was very, very terminally ill
and he said he would, but didn’t, and he … admitted
that patient and she died in the ambulance on the way
to hospital and you know, that was—I was quite
happy to meet him, to give whatever, but he wasn’t
interested.

NP, FG08: I’ve written in notes saying ‘this person’s
swallowing has deteriorated overnight and would it be
a good idea to have a look at what medication is being
given … and see if they can have it in a different
form’. Sometimes you’ll come back again and they’re
still trying to shove in tablets …

GP, INT02: We had a patient who was requiring an
awful lot of morphine … the breakthrough dosages
were very high and were continually being adjusted
and because [specialist palliative nurses] were involved
I used to give quite a big range actually, because they
were women that I worked with … and I know and
trust, so you give a big range … but when you have a
[different] nurse going in at night, they were very, very
reluctant to give the dose that they had been having
and they would tend to go to the lowest dose on the
range, which caused difficulty with pain control …

not knowing the patient, not knowing the family, not
knowing me, not knowing the team, and being asked
to give what seemed to be a lethal dose of morphine.

Secondly, links between community professionals
and hospital professionals were seen as a challenge in
anticipatory planning for care at home with patients
and their families. This was especially so when the
more ‘trusted’ relationship for the patients was with
hospital providers. It was very difficult for community
providers to change the direction of care and prepare
and plan with the patient and family for
deterioration.
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Thirdly, links between specialist and generalist
teams could also pose a challenge in anticipatory pre-
scribing. A professional’s title or role was not suffi-
cient in itself for others to trust their advice.
Participants gave examples of where advise and guid-
ance had been ignored to the detriment of patients.

NP, FG07: … the GP said to me ‘what would this
patient have in the syringe driver’ and when I gave a
suggestion he said ‘I don’t think we will go with that’.
And he gave something, what I would say was
inappropriate, and the next day, which was a Saturday,
it was then deemed necessary that this patient needed
the drug that I had said the previous day and by the
time we got it from the chemist, the patient had died.
So it is … building up a relationship with your particu-
lar GPs to the point that they actually trust you and
trust your judgement.

DISCUSSION AND CONCLUSIONS
The study suggests that although anticipatory prescrib-
ing for terminally ill patients in the community was
welcomed by GPs, community nurses and pharmacists
as a way of providing good care and avoiding distres-
sing symptoms, achieving this can pose challenges for
the professionals involved. There is no current litera-
ture on this area of care and our findings suggest sig-
nificant complexities in what may on the surface seem
a straightforward element of best practice.
The interviews brought to light a range of interpre-

tations of what was meant by prescribing in advance
of need. For some, there was an assumption that
anticipatory prescribing means obtaining medication
in case patients need to start it over the weekend/bank
holiday. It was less common to hear accounts of
getting drugs in the house more than a day or two
ahead of anticipated need. This may have been a
reflection of local circumstances, in that for some, it
was easy to obtain medication within 24–48 h and it
was therefore not seen as important to have it in the
house further in advance. However, those who habit-
ually placed drugs in the home well before this did
not describe any drawbacks so long as interprofes-
sional communications were good. They saw it as part
of the process of ensuring that they were communicat-
ing well with their patients and thereby increasing
their chances of providing excellent care.
There were uncertainties among pharmacists, GPs

and nursing professionals about which drugs should
be prescribed, and some resistance to having all the
drugs that might be needed ‘just in case’ symptoms
develop. Some professionals distinguish between pre-
scribing in advance for symptoms that already exist
but that might get worse, versus prescribing in
advance for symptoms that have not yet appeared.
They are happy to do the former, but some worry
about waste in connection with the latter.
Anticipatory prescribing is a process, not a one-off

event and evidently there is scope for it to fail at any

of three stages. The reported difficulties occur at the
prescription-writing stage (eg, no-one writes the pre-
scription in advance of the patient needing it), at the
dispensing stage (eg, a prescription is written but the
health professional on duty cannot exchange it for
drugs in time for them to be useful because the phar-
macy does not have the drugs in stock) and at the
administering stage (eg, the drugs in the home are not
administered at the correct level because of fears
about accountability).
Participants described the importance that trusting,

responsive relationships between patients and health-
care professionals have in facilitating anticipatory pre-
scribing. The absence of these can make care
planning, including discussing deterioration and there-
fore the anticipatory provision of medications, much
more difficult to achieve. However, the findings go
beyond this and highlighted the central importance in
the effectiveness of anticipatory prescribing of build-
ing relationships between professionals, both within
and between teams. Despite the diversity (of experi-
ence, profession and locality) represented by the parti-
cipants, this issue was a significant one in every data
collection session. It was seen as crucial that wherever
possible there should be personal links with other pro-
fessionals—a chance to get to know and trust each
other—in addition to ‘structural’ links. Even when
structures were in place, for example, that were
designed to ensure that information was passed
between out-of-hours and usual care, this did not
necessarily work in the way it was intended to unless
professionals personally knew a member of the corre-
sponding team and found ways of communicating
with that particular individual. The data we collected
provided a plethora of specific, everyday examples of
when not knowing and trusting other professionals
led to delay in relief of symptoms. The issue of pro-
fessional links should therefore be taken seriously.
Although this is a geographically local study, given

the essentially uniform characteristics of the NHS,
these findings are likely to be generalisable to England
and much of the UK. Furthermore, given that the
findings are as much about human relationships as
healthcare systems, it is likely that the findings have
some resonance for practitioners more globally.
Research looking at other situations where there are
high levels of multidisciplinarity has highlighted the
importance of avoiding breakdowns in communica-
tion,23 and of high quality team processes such as
shared vision, plenty of interaction, and trust and
reflexivity.24 A literature review of interdisciplinary
team working in community care identified that both
team structure and team processes have an impact on
teamworking.25 Regular team meetings and audit
appear to foster effective teamworking. The National
Institute for Health and Clinical Excellence (NICE)
guidelines for palliative care,26 and the earlier
Calman-Hine report on cancer care,27 have been
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important documents in driving better team working
in cancer and palliative care through multidisciplinary
meetings. However, effective care in the community
requires teamworking to cross organisational boundar-
ies and be inclusive of out-of-hours services. Our find-
ings in relation to anticipatory prescribing are most
likely illustrative of the challenge in providing many
elements of effective end-of-life care at home for
patients.
The study also highlights perhaps specific challenges

in the care of people dying from conditions other
than cancer. Participants emphasised that one size
does not fit all in terms of trajectories or predictabil-
ity. A related issue that emerged was that currently, for
some participants, very few of their patients stayed at
home to die and some expressed concern that they
would not have the confidence or experience to deal
with the wish to die at home as and when it might
arise. This is an important topic for further explor-
ation given the emphasis on end-of-life care planning
and choice for people with a wider range of terminal
conditions.28
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