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Abstract

Background. Poor medication compliance and control may diminish the effectiveness of the prescribed
therapy and might threaten the patient’s health. It is a substantial issue in palliative care as almost one-third
of patients fail to conform to their therapeutic regimens. Non-compliance may lead to more admissions,
longer stay at hospital and more short-term and long-term morbidity and mortality.
Purpose. Tools have to be implemented to limit non-compliance and ensure that patients are able, with
encouragement and supervision, to monitor their treatment progress. Medication card is an excellent
candidate, since it retains the essential information of the patient, doctor and the prescribed drug, and
it also provides convenience, as patients are able to check their progress in real-time, and keep an eye on
potential side effects and complications. This paper describes a model created of patient-version of steroids
medication card that fulfill the abovementioned goal and provide this service to the palliative care patients.
Methods. The research was guided and supervised by palliative care specialists and nurses, and | appro-
ached multiple patients to calibrate the language and structure for simplicity and clarity. Furthermore,
I reviewed official medication card forms produced by major hospices in order to configure the appropriate
composition and format of the card. This work is expected to facilitate control and monitoring of steroid
regimens palliative care settings.

Medycyna Paliatywna w Praktyce 2016, 10, 4: 149-154

Key words: medications, steroids, palliative care, patient safety

conditions are usually much poorer than the majority
of patients. Consequently, monitoring such clients for
potential adverse effects and complications as well as

Introduction

Palliative care is the branch of medicine that spe-

cialises in managing people with serious and terminal
illnesses, and their families, by providing relief from
physical and psychological symptoms, primarily pain
and stress [1]. The main objective of care is to im-
prove their quality of life and preserve their dignity
as much as possible [2]. During therapeutic manage-
ment, palliative care practitioners prescribe a myriad
of medications that are known to have serious side
effects, such as opioids, steroids and anticonvul-
sants. It is worth noting that palliative care patients
typically have advanced diseases and their health

keeping a tight and attentive control on the dosage
and compliance are imperative and essential role in
being a palliative care practitioner. It is evidently not
sufficient to rely only on observable physical and
mental deviations or counting solely on the patient’s
self-reporting. That is because side effects might not
be plainly obvious to palliative care practitioners and
patients alike, and on the other hand, patients are
certainly prone to forget and neglect such changes,
or might interpret them as an expected progression
of the disease. Therefore, a tool devised to ensure
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patients and practitioners’ attention and vigilance
towards adverse effect and complications has to be
implemented in such settings. Medication cards, that
contain essential information about the patient and
the prescribed drug, can be very helpful here, espe-
cially for those on a long-term course of potentially
harmful classes of drugs, which steroids is an obvious
example in the domain of palliative care [3]. Steroids
or corticosteroids are used commonly in palliative care
to alleviate specific and non-specific symptoms related
to diseases like advanced malignancies. A few types
of corticosteroids are used in palliative care, namely
Dexamethasone and Prednisolone, and both have
variable efficacy. The indications for corticosteroids
use include, for example, spinal cord compression and
elevated intracranial pressure as well as pain, nausea
and malaise [4]. The widespread and prolonged use
of steroids has inevitably led to an increase in the
prevalence and impact of its side effects, both major
and minor. These include disruption of innate hormo-
ne secretion in the hypothalamus-pituitary-adrenal
(HPA) axis, as well as sodium and water retention,
immunosuppression, edema in the extremities, psy-
chological changes, hypertension, hyperglycemia, and
skin changes. Furthermore, corticosteroids have con-
traindications with numerous drugs that are prescri-
bed frequently, such as particular classes of antivirals
and antibiotics. They should also be avoided, or at
least reconsidered, in a number of medical conditions,
such as diabetes mellitus and active infection, as they
will most likely aggravate the disease symptoms and
signs in the affected person [5].

Following the aforementioned facts, | started wor-
king on a steroid medication card model while wor-

king at the palliative care services in the Royal Brisbane
Hospital. This card has to be written in lay-language,
as it will be chiefly directed to and managed by the
patients, and should contain their personal informa-
tion, exhaustive details about the prescribed drug,
and the prescribing doctor’s contact information.
| worked under the supervision and advice of the
palliative care specialists and nurses. They offered
me a considerable help to generate an appropriate
structure and plan starting from the initial scheme as
seen in the appendix (Fig.1).

Material and methods

The steroid medication card that was devised here
has been initially inspired from a doctor-oriented Ste-
roid Proforma acquired from the Princess Alexandra
hospital, which was produced in 2008 by a coalition
of hospices and palliative care providers in the Uni-
ted Kingdom (Fig. 2) and also a Steroid Replacement
handout produced by the Imperial College Healthcare
NHS Trust (Fig. 3). Next, as the project progressed,
I had multiple meetings with the director of the
palliative care services at the Royal Brisbane hospital
Dr. Carol Douglas, and the palliative care specialist
Dr. Alison Kearney, as well as discussions with the
rest of the team members, including palliative care
nurses and medical trainees. | also consulted with
some of the patients whom the services oversee
to gauge the clarity and simplicity of the language
and structure. Unlike the two documents that were
mentioned in the beginning of this section, which
have markedly descriptive and instructive technical
structure, my design is much more ‘layman-friendly’

discharge form hospital.

Suggest

Which regime used
Indication

PPI cover or not
BSL or not

Plan to wean

Steroids

Steroids are used commonly in palliative medicine for a wide range of applications.
They are effective as an adjuvant for pain, neural compression, nausea, etc.
However there is significant toxicity assoc with steroids even with short courses;
psych, hyperglycaemia, proximal myopathy, oedema etc.

I am concerned that patients are commenced of a wide range of regimes with
no clear endpoint and are at significant risk of adverse events especially after

Audit — palliative care pt, not pre-terminal, ? not brain disease

Info on discharge as to who should monitor

Figure 1. The initial scheme of the project
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Saeroid Proforma 2008

Harris HospisCare
@ plti o

prescribing Steroids in Palliative Care _]

Complete Once For Each Course of Steroids

Starting date: Y Yo ol

Steroid chosen: Dexamethasone O
Prednisclone o
Starling dose / regimen:  _ _ ™3 _ _ - -
Route: FO O sic 0
Started by: Hospice 0 Hospital o GrO

B EERS

55— o8
me"E'(ssnll)bcz e s 1967-2007

[Patient Label

Steroid Profoma 2008

Complete One Column for Each Review of Steroids

Patient details: name

Date: of this follow up e o I !

Dose: most recent / current | _ _ _mg

Steroid Resp overall clinical i of recent / current benefit altributed to Steroids

| Pragmatic grading response; X is none: ¥ is minimal; ¥ ¥isgood; v v viscomplele
Indication 1 B

Indication(s) % A

Yas [1 Please detail any previous steroid use:
Prior sterids | M0 0 Yes

Initial cautions include (circle ¥ or i Possible actions (see guidelines)
Dyspepsia Peplic Ulcer NSAID/Aspirin ¥ /N Consider stopping NSAID +/- PP for any symptoms.

y/N| Monitor blood glucose +/- use reduced steroid dose

Diabetes | g
Heart Failure ViN| Manitor cedema

Acute infection YiN | Oplimise antibiolics +/- defer steroids
Previous psychosis ¥/H | nda haloperidol as cover +/- reduced steroid dose

! " . "
Concurrent phenytoin / carbai azepine ¥ /N |_Review anticomulsants +- increased steroid dose

Describe any other
relevant cautions and A,
any initial actions taken

Describe the plan for Date of first review __/__/__
dose E ted duration of course:

Detail any specific plans:

Any additional clinical
details not already B

covered sufficiently
Patient Information
Tick and date boxes, once received by the patient
SteroidCard O __/__/ Patient Information Leaflet 0 __/__/__

Sterold Toxicity: overall clinical impression of recent / current side effects atiributed to steroids
Pragmatic grading of loxicity, -isnone;  +ismild;  ++ s moderale;  +++ is severs
Thrush i N
Dyspepsia
" Oedema
_C_Lls-f;inguid

Proximal myopathy

Blood glucose problems
Alt_e.r.e_d {low mood

[T Restlessness K
" Psychosis

Other(s)

Steroid Management Plan
Advised dose

—e--mof...mof...mo|._..m

Reason and plans for future
dose changes

Date of next review e et | WY | 7N | .

Comgplete any further details in patient’s records

Figure 2. Steroid Proforma produced by the Princess Alice Hospice, Harris Hospice Care, Guy's and St Thomas's
Foundation and St. Christopher’s Hospice in the United Kingdom

as it was aimed to patients so they can participate in
the drug monitoring process. At first, the initial draft
(Fig. 4) has the title “Steroid Card for Palliative Care”,
to elucidate the intended purpose, and the caveat
“Complete once for each course”. It consists of one
page that has spaces to be filled pertaining to the
prescribed drug specifics, namely its type, starting
dosage, frequency, route, indications and whether
it has been used before or not. In addition, a space
was left for the course plan including when to wean,
and a section illustrating the main contraindicated
drugs and conditions has been added. The card also
asks technical questions directed to the doctor about
further clinical details and precautions. Later on, the
following issues have been highlighted: 1) Dexame-
thasone and Prednisolone are the only corticosteroids
available for palliative care patients in the hospital.
2) Drug frequency should be left as blank to give
more freedom. 3) A space should be provided for the
prescribing doctor information. 4) Clinical instructions
should be avoided since it is directed to patients not
doctors. 5) Writing spaces are too small and thus
must be expanded. 6) The major side effects should
be included.

Unsurprisingly, when | consulted with a number
of palliative care patients they found the first draft to
be difficult to read and use.

Next, the steroid card was amended and impro-
ved based on the previous suggestions along with
a redesigned and enhanced layout. Accordingly, with
the assistance of the literature, the major side effects,
specifically those that present to patients as observa-
ble symptoms, are highlighted in a simple language
[5, 6]. The idea is to alert patients so they can contact
their doctors when such symptoms manifest. Further-
more, a review table was added on the back of the
paper to record the details of every drug review. It
encompasses the date of review, response, toxicity,
new dose, date of the next review and the reviewing
doctor signature. A warning was also annexed to
emphesise on patients not to stop taking steroids
without consulting their doctors.

Discussion
The final work was completed as pictured in Figu-

re 5. Given the importance of the subject, the design’s
schema and language were purposefully simplistic in
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ICE

Imperial Centre
sEndocrinology

Patient Name:

Address:

Telephone No:

Consultant Contact Details:
GP Contact Details:

In Case of Emergency Contact Details:

www.imperialendo.com

INSTRUCTIONS

1. DO NOT STOP taking your steroid replacement
2. In case of feverish illness, accident, surgery, diarrhoea or
vomiting your steroid r MUST be

1 »Endocrinology

=]

PAaane B . .
Imperial Centre ik
wEndocrinology

Imperial College Healthcare m

. Imperial certre s ikt

I am a patient on
STEROID REPLACEMENT
This must not be stopped and in the case of emer-
gency may need to be increased

T

I S wa—

Full details are available from the hospital or general practitioners shown
overleaf.

My steroid replacement is:
Medication Dose

Frequency

For Condition;.....ccceceeveveererrresenecsisined 1

fyou have any questions about your medicines please contact your doctor,
pharmacist or specialist nurse.

Pharmacy Drug information
1 Open between 9.153.m —5.00p.m.
! Monday to Friday

02033111703
02033133915
02033121203

i‘ Charing Cross Hospital
| Hammersmith Hospital
| stMary's Hospital

|

|

Other Medications:
Medication Dose

Frequency

You may require a larger dose through these types of ill-
ness. See patient information on www.imperialendo.com
3. Always carry this card.

4. Show this card to any healthcare professional who gives:
you treatment.

Information in case of emergency

. 100mg hydrocortisone by intramuscular injection
and seek urgent medical help.

. Emergency intravenous fluids and ongoing steroid
replacement will be started by your healthcare pro-
fessionals.

NOTE: use only hydrocortisone sodium phosphate or hydro-
cortisone sodium succinate. DO NOT use hydrocortisone
acetate due to its slow release microcrystalline formulation.

Other Conditions:

[ o o

Figure 3. Steroid Replacement handout produced by the Imperial College

Healthcare NHS Trust

order to be visually clear and undistracting. The medica-
tion card consists of two pages so it can be printed into
a one double-sided sheet of paper making it convenient
and easier to carry around. There is a designated space
in the upper left corner of the first page to affix the pa-
tient label, which has their basic information. However,
if the label was not available, the patient can fill his or
her own information, specifically the name, number,
dates of birth and address. Next, the right side of the
first half of the page is assigned to the essential drug
details; starting date, type, initial dose, frequency per
day, where it was started and the prescribing doctor’s
contact details. Then, a large table was drawn with
this warning on top of it “DON'T STOP taking steroids

without consulting with your doctor”. Underneath it,
there is a space left to write down the indications for
taking the medication, and another space to answer
the question “Have you used Steroids before?”. If the
answer was yes, then more questions have to be an-
swered: Why? What type? For how long? and How was
the response?. Next, the drug course details have to
be written including the date of first review, duration
of course and indications for stopping and weaning.
Afterward, lists of the main medical conditions and
medications that are contraindicated with steroids, and
also the major symptoms of adverse effects were char-
ted with the declaration: Please inform your doctor if
you are having/taking/experiencing the listed items. At
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=
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Figure 4. First draft of the steroid card with the proposed comments and notes

Please Complete One Row For Each Review Steroid Card for Palliative Care
| Date | Response | Toxlcity | NewDose | MextReview | Doctor Sign. Notes Complete once for each course ~
N A ¢ [ et y
Lo e T u s SarungDate. /.. /.. H i
i {
. Medication: o Dexamethasone » H
/ mTe  wg f-.1 H
/- ! o Prednisolone E r H
....... - P - ; =
Frequency per day: :
] To s .~
/ T fmnd IHespital OGP 0 Palllative Care service
/ ~Te g Lo Ranee of Dactor: Pame of CenterService:
Contaxt Details
/ wTo  we fod
DON'T STOP ids without consulting with your doctor
Y A wTe e Indication(s)
fod $To g !
/ wTo__wg / .
Have you used = Yes, phease ghve detals aNe
Sterohds before?
Lot To e Y Wihy? -
What trpe?
Far how lang? -
! =mTe e Hn'wu‘l‘;‘)npﬂnu’
By - S w¥o_wel /.. ). Flan Date of frst review: . f ../
Uraration of course:
f) e, bod [ —
Tither Betaits:
/ To g It
o we| /S have sy of the foll
F % Diabetes | Heare, Kidaey. or Lver Falure | infeenon | Prpenistric condion
_ il «To  wx Yo
dl To e Non-sterodal ant-inflammatory drugs, such as Aspirin, fhuprofen. and Naprosen
Oral contraceptives | Asticonvulsants |  Antacds | Ansibiotics | Antivrals
/ «To g S
/ . Ankde swelling | Agitation | Sore mouth
Vissan problems | Poor sleep | Muscle weakness
B e wTo e
Whe will moniter after discharge? Name of Doctor:
"Response: X None 4 Minkmak; #4Goad: 44 Complete Maree of ConeeBervice:
*Toxicity:  -None: + Mild o+ Moderate; we Severs Contact Details:

Figure 5. The final form of the steroid card for palliative care patients
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the end of the first page, the name of doctor who will
monitor the therapy regimen after discharge has to
be recorded with their contact details. On the second
page that resides in the backside, a large segmented
table is drawn to record the progress of therapy by
documenting each drug review including the date, re-
sponse, toxicity, adjusted dose, date of the next review,
and the doctor signature.

Conclusions

To conclude, the product of the project conducted
here is a steroid card developed under the supervision
of experienced palliative care specialists as well as
lay-people’s validation of the clarity of its language and
structure. It encompasses the necessary information
to verify the identity of the patient and their doctor
along with thorough details of the medication and its
therapeutic course. The steroid card offers an excellent
tool to monitor patients’ compliance and detect if they
start to develop any of the major side effects or com-
plications. However, this is not the end of the line. The
next step is to conduct a pilot study on a set of patients,
while using another set who did not receive this card
as controls, and see if this steroid card aids significantly
in the patient adherence to the therapy regimen and
whether it provides better control and vigilance to side
effects and complications. The outcome of the study
will confirm the value of such a tool, and it will guide

future decision on using medication cards in palliative
care, or even other branches of medical practice.
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