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Abstract

Objectives To explore consumer awareness, experience and expectations of Australian
community pharmacy practice, from the perspectives of consumers with chronic health
conditions, carers or both.

Methods Semi-structured in-depth interviews were undertaken in four diverse regions of
Australia. The constant comparison method was used for analysis purposes.

Key findings Ninety-seven interviews were conducted. Participants had limited under-
standing regarding the role of community pharmacy staff and the Pharmaceutical Benefits
Scheme (PBS). Pharmacists were viewed primarily as medication suppliers, and the services
provided by pharmacy, such as Home Medication Reviews, are predominantly unknown.
Confusion still exists with respect to generic medications, medication pricing and how the
PBS safety net system works.

Conclusions There is public uncertainty about specific aspects of Australian pharmacy
practice. This is despite the introduction of newer professional services targeting chronic
health conditions and extensive marketing campaigns involving pharmacy. If community
pharmacy is to better assist consumers with chronic conditions, there needs to be improved
community awareness of the professions current scope of practice and the system it works
within.

Keywords chronic conditions; community pharmacy; knowledge; patient education; role

Introduction

There has been an increasing demand at an international level for pharmacists, like any other
health professional, to assist with combating the increasing rates of chronic health condi-
tions.! Some countries have seen the introduction of public health?® or disease manage-
ment services® within community pharmacies, extending their role in assisting consumers
to become more informed about their medication(s). In 2011, the Australian Government
initiated remuneration for community pharmacists to provide specialised services, such as
primary health care for diabetes, cardiovascular disease and mental health conditions.”!
These are examples of chronic health conditions, which are long-term ailments. The above
initiatives are particularly important for consumers with a chronic health condition(s) who
are more likely to utilise community pharmacies and need to effectively manage their
condition(s) long term.

Given the evolving role of community pharmacy, many studies have been conducted that
either focus on consumer’s awareness of and views regarding the provision of pharmacy
services,*% or the community pharmacist’s role.""""! There appears to be a low level of

. consumer awareness and demand for the provision of public health or disease management
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on consumer attitudes about community pharmacy.!"!! There is
minimal research focusing on the consumer’s view of phar-
macy as a whole;"®] studies have mostly focused on the
pharmacist’s responsibilities or a particular service, involving
either the general public or participants with a specific chronic
health condition.?*!1214 Considering the breadth of chronic
conditions that consumers can have, a study that focuses on
this population as a whole, regardless of the condition they
have, is needed.

Since the introduction of a more active approach in chronic
disease management, what was previously known about the
general public’s knowledge of Australian pharmacy is out-
dated. Although there have been social marketing initiatives to
improve public awareness of various aspects of pharmacy
practice, to our knowledge there are no evaluations of their
impact on consumer knowledge of pharmacy practice. The
non-profit organisation National Prescribing Service (NPS)
MedicineWise provides educational resources and conducts
extensive media campaigns aimed to make all Australians
‘medicine wise’.™™ Their 2012 national consumer survey
demonstrated that further work was needed to increase the
public’s knowledge of the NPS as an organisation and the
resources they provide, such as tools to identify a medic-
ation’s active ingredient(s).?"! Although their work is vital in
educating consumers about the Quality Use of Medicines, the
organisation does not exclusively promote the role of phar-
macy in the health system.

The community pharmacy sector needs to appreciate and
understand consumers’ current knowledge of pharmacy,
including the services provided and role of community phar-
macy staff, as this can affect how consumers view the role of
community pharmacy. If there are any gaps in this knowledge,
then an increased effort needs to be made now to improve
consumer understanding about what community pharmacy
can do. This is important so that the public can fully utilise the
services offered by community pharmacies, to better manage
their chronic health conditions. This study aimed to explore
the current awareness, experience and expectations of Aus-
tralian community pharmacy practice, from the perspective of
arange of consumers with chronic health conditions and from
various backgrounds. To capture the multicultural population
of Australia, participation included those from culturally and
linguistically diverse backgrounds and Aboriginal or Torres
Strait Islanders.

Method

To enable the researchers to explore the unique perspectives
of the individual, a qualitative approach utilising semi-
structured in-depth interviews was chosen.

Eligibility

To incorporate a range of different perspectives,”’ partici-
pants were recruited from four diverse Australian regions: the
rural and semi-rural regions of Mount Isa (Queensland) and
Northern Rivers (New South Wales), and the metropolitan
areas of Logan-Beaudesert (Queensland) and Perth (Western
Australia). Participants had one or more chronic health con-
ditions, including those who were newly diagnosed within the

[21]

past 6 months, were an unpaid carer for someone with a
chronic health condition, or both, i.e. a carer and had a chronic
health condition.

Procedure

A University Human Research Ethics Committee granted
ethical approval (PHM/12/11/HREC). Previous stakeholder
research on a similar topic informed the development of an
interview guide.”>?” Feedback on the interview guide was
sought from the research team that comprised: chief investi-
gators, senior researchers and a consumer researcher (CC)
to ensure the project was consumer focused. A Reference
Group including healthcare stakeholders from various cultural
backgrounds also reviewed the guide to ensure cultural
appropriateness.?? Questions focused on the participant’s
experiences with their community pharmacy and the staff, the
roles of community pharmacy staff, and how community
pharmacy could better assist them to manage their conditions.
To encourage a standardised interviewing technique, two
researchers (SM, AS) conducted the first 10 interviews,
trained two other researchers (CC, CM) in this process and
transcribed the first 20 interviews to refine the interview guide
and familiarise themselves with the data. Consequent inter-
views were conducted individually or in pairs (SM, AS, FK,
CC, CM) during May—October 2012, depending on the partic-
ipant’s location and preferences, such as religious beliefs and
cultural needs.

Interviews averaged 50 min in duration, were audio-
recorded and conducted either via telephone (n = 48) or face-
to-face (n=49). All but two interviews, which were not
audio-recorded as per participant requests, were transcribed
verbatim and a sample of transcripts was checked for accuracy
purposes. Participants were primarily coded depending on
whether they were a consumer (C), carer (CA), consumer/
carer (CC) or consumer with a health professional back-
ground (CH). Participants were also coded according to
whether they had self-identified as an Aboriginal or Torres
Strait Islander (IND) or from a culturally and linguistically
diverse background (CALD).

Data analysis

The qualitative data analysis package QSR NVIVO 9° (QSR
International Pty Ltd., Doncaster, Victoria, Australia) and a
constant comparison method were used for analysis.”?¢
Initial coding of data into themes was conducted by three
researchers (SM, AS, FK), who did not code the interviews
they personally conducted. Initial coding was also discussed
with the consumer researcher (CC) to minimise researcher
bias, and an analysis framework was established. After initial
coding, further interviews were explored to develop sub-
themes, leading to category refinement. The constant com-
parison method, which represents the interrelated process of
data collection and analysis, allowed participants to influence
the study findings in an essential way than if analysis was
completed after data collection had finished.?”! Reliability of
the coding was ensured by a research team member (MK)
who checked the coding for randomly selected samples of
data. The analysis process was frequently discussed and
reviewed between the researchers and with the research
team to ensure data credibility and trustworthiness.*® Data
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Table 1 Participant data

Participant characteristics n %o
Carer/consumer Consumer (C)f 70 722
Carer (CA) S 8.2
Carer/consumer (CC)f 19 19.6
Location Logan/Beaudesert (QLD) 41 423
Mt Isa/North West (QLD) 15 155
Perth (WA) 20 20.6
Northern Rivers (NSW) 21 21.6
Race/cultural Aboriginal or Torres Strait 23 2317
background Islander (IND)
Culturally and linguistically 19 19.6
diverse (CALD) e.g.
Asian, Middle Eastern,
European, Pacific Islander
Caucasian 55 56.7
Chronic condition(s)4 One 10 11.8
Two or more 75 88.2

fFour consumers and one consumer/carer had a health professional back-
ground.
$Data for consumer (C) and carer/consumer (CC) participants only.

Medication Pharmacy staff o
Medication R e support pharmacists Medication PBS safety
supply 8 but lack training pricing ot
Figure 1 Key themes from the data.

saturation was established when participants’ experiences and
perspectives became recurring with previously collected
data.””

Results

Participants

A total of 97 interviews were undertaken; the mean age was
57.2 years (range, 16-83 years) and the majority of partici-
pants were female (n= 65, 67.0%). There were a range of
cultural backgrounds and chronic health conditions such as
cancer, diabetes, cardiovascular, mental health, musculoskel-
etal, neurological, renal and respiratory conditions (Table 1).

Themes

Two overarching themes were identified: role understanding,
i.e. what participants know about the role(s) of pharmacy and
its staff, and Pharmaceutical Benefits Scheme (PBS) knowl-
edge (Figure 1). To promote access to medications, the Aus-
tralian Government introduced the PBS; a range of
medications are listed on a national formulary and subsidised
for Australian residents. In this study, pharmacists were pri-
marily viewed as medication suppliers, with medication man-
agement, such as confirming medication appropriateness and
providing advice, recognised as a secondary role. Participants
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acknowledged that pharmacists and pharmacy support staff,
including pharmacy and dispensary assistants, had vastly dif-
ferentroles; support staff assisted pharmacists by helping with
consumer enquiries and were deemed to have limited training.
Under the theme of PBS knowledge, there was confusion
about how the safety net system worked; when consumers
reach a certain monetary threshold from PBS medication use,
the Australian Government further subsidises these medica-
tions for the rest of the financial year. This confusion also
extended to price differences between community pharmacies
and the promotion of generic medications, which are of
similar quality, safety and efficacy to the original brand, i.e.
they are bio-equivalent.*)

Role understanding

‘When describing what the pharmacist’s role was, the majority
of participants commented that this predominantly, or only,
involved medication supply:

... I’ve never thought of a chemist being able to help
me with asthma or diabetes . . . it’s a mental block I've
got about chemists, all they do is give you the tablets.
(C_1053)

This was particularly the case for elderly consumers who were
more inclined to seek medical advice from their doctor:

I would tend to go to the GP first. I suppose it’s built
into my system after 50 years of doctors. (C_003)

Though it is a professional expectation that pharmacists
provide current and relevant medication information to con-
sumers,””! the pharmacist’s medication supply role did not
necessarily align with an expectation of counselling for all
participants:

... I got that great advice from the pharmacist there
who took the time, stepped right out and talked to me
and in fact, I thought ‘Oh gosh, she better go back’, I
started to worry. (CA_1057)

No ... they justhanded the drugs over there was. . .no
mention of how to use it ... I wouldn’t have really
expected it at that time, now [ would. [ think they
should. (C_008)

When participants discussed the pharmacist’s role, some rec-
ognised the importance of counselling when initiating a new
medication:

... that’s been really, really good because they’ve
[pharmacist] asked if this is the first time you’ve ever
taken it . . . and they 've stood there and really explained
the side effects and about it . . . (C(IND)_1082)

The value of medication counselling was also re-enforced for
consumers with repeat prescriptions. Limited counselling was
acknowledged for repeat prescriptions or when participants
were, or had been, health professionals and knowledge was
assumed:

... I guess they’ve just always assumed that ... I'm
already taking the medication and already know . .. it
would be nice if whoever’s taking the script just says,
‘Are you familiar with and comfortable with taking the

FULL FINAL REPORT pwpx#}
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medication? And if not would you like to have a chat to
our pharmacist.” (CH_1045)

Pharmacists also had an important role to ensure medication
safety, by providing medication management services such as
dose administration aids, which are dose packaging units to
assist consumers to take their medication, and checking for
drug interactions:

If I go to buy vitamins or something, [ say, ‘Oh look,
will that interact?” Which a lot of people don’t and they
sort of say, ‘Oh God ... that’s not a good one with
Warfarin.” (C_1072)

However, it was a challenge to explore the pharmacist’s role
further, with some commenting that they were unsure what
the pharmacist’s skill set or responsibilities were. Others were
unaware of the services available from community pharma-
cies, including those newly funded by the Australian Govern-
ment.”! This limited knowledge could be because these
services were not offered by their regular pharmacy, they
visited various pharmacies, failed to notice offered services
because they had no need of them, or they utilised their doctor
instead:

I don’t think they offer that service [blood pressure
monitoring] at all over the counter. That should be
strictly your responsibility at home or the physician’s
visits. (C_1085)

Home Medication Reviews (HMRs) can also optimise safety
for consumers at higher risk of medication misadventure, a
service where an accredited pharmacist conducts an in-depth
review and evaluation of a person’s medication usage in their
own home.” However, some consumers had never been
offered, or heard of this service:

I had no idea what [ was in for, sort of thing, and had
never heard of it [HMR], didn’t even know it even
existed. (C_1175)

This was particularly the case in rural communities with no
local pharmacy, and was acknowledged as a desirable service
for consumers with chronic health conditions.

Participants also commented on the role differences
between pharmacists and pharmacy support staff:

The pharmacist, to me, is a person that distributes a
medication and puts the dosage and your name and
everything on it, and the assistant is the one that actu-
ally serves it to you. (C(IND)_1097)

Although most participants verified that pharmacy support
staff assisted consumers with non-prescription medicine
requests and helped the pharmacist, there was limited recog-
nition of the role of dispensary assistants to complete the
technical work of prescription supply. One participant was
quite averse to the situation, believing that pharmacy support
staff were underqualified:

... sales assistants from the general floor are being used
in the pharmacy department to actually take the medi-
cines off the shelf and put them in the box and then the
... pharmacist checks . . . them. But, I don’t feel as safe
with that one. (C_015)

There was limited knowledge about the responsibilities
and training of pharmacy support staff. Furthermore, given
that this consumer was of an older age range, her initial
experience with community pharmacy is likely to be a
vastly different interaction from how pharmacy is practiced
today, such as the pharmacist working beyond the

dispensary.

Pharmaceutical Benefits Scheme knowledge

Some consumers were unaware of how the PBS safety
net system worked. There was confusion as to what they
had to do in order to obtain discounted PBS medication
prices:[*!

... I never reached or never been involved with the
safety net before . . . out of the blue [ said . .. can you
tell me a bit more about this . . .7 So the chemist herself
came down to talk to me and asked me where I had
been, what I've done . .. (CH_007)

The participant was unaware that she had to keep an official
record of their purchased PBS medications. Others were not
aware of their rights regarding medication dispensing and
safety net history. The following participant described receiv-
ing amore personalised service elsewhere, yet chose to stay at
their regular pharmacy because their medication history was
stored there:

... they do all my safety net card and they’ve got all the
records of when I’ ve had all the meds [medication] that
I’ve had dispensed, so that is the big draw card as to
why [ always go back there . . . (C_1052)

There was significant discussion regarding the use of generic
medications, which are generally cheaper®™ and therefore
highly valued by some consumers:

... 1if it’s the same thing and you can save yourself ten
or fifteen dollars, to me I'm like why not . .. (C_1107)

Another believed that generic medication should be chosen
for the sole purpose of saving the Australian Government
money:

... it costs them [the government] a fortune [ know for

drugs, I suppose it’s better if we all co-operate a bit
anyway. (C_1059)

Conversely, others expressed frustration with generic medica-
tions and were particularly annoyed when community phar-
macy staff continually asked if they wanted a generic brand.
There were numerous reasons for declining substitution: risk
of allergies to excipients, the impression that health profes-
sionals were promoting generic brands to generate profits, or
uncertainty regarding their quality or composition:

... I'm not too sure that the generic might be of the
same standard or quality as what you're prescribed
originally . .. (C_1025)

As generic brands may look completely different to the
original product, other participants were concerned about, or
had experienced medication confusion as a result of brand
substitution:
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Table 2 Additional quotes to illustrate themes

Role understanding
Medication supply

Medication management

Pharmacy assistants lack training

Pharmacy assistants support pharmacists

PBS knowledge
Medication prices

Generic brands

I don’t even know what they [community pharmacy] offer. Really, I just go there to get pills.
(C_002)

Fill out those scripts. (CA(IND)_1146)

You go to a doctor . . . they then give you the medication, then you go to the chemist . .. their job
is to give you the medication. (C(CALD)_1069)

... they're there to help to make us better and to pass on the information that the doctor’s
prescribed . . . I think they help to make sure you understand what the medication is for and how
to take it. (CC_1034)

... I've never really had a community pharmacist say, ‘Oh do you need to know more about this
medication?’ Now look probably because my pharmacy knows me very well, they know I'm a
registered nurse that might be part of it as well. (CC(CH)_1049)

I'would like the pharmacist to see you as a person and actually automatically sort of say, ‘Oh
look, when you come in here do you want me to organise, always look at your current meds
[medication] and what we're suggesting for you?’. .. (CC_1166)

Well I usually do ask to speak to the pharmacist, I don't know whether that sounds a bit snobby or
not. .. rather than explain everything to someone and I've heard her say, ‘I don't know, I'll
have to ask someone else.” (CC_1034)

Iwanted to get some throat lollies and because I'm a diabetic I go in and she [pharmacy assistant]
Just give me these things with a high sugar. And I just said, ‘Well I can’t have them, I'm a
diabetic.’ And, ‘Oh is that a problem?’ I said, ‘It is, I need to take Difflam® or whatever it was.’
So here’s a lady they had employed and had not trained her, not her fault . . . (C_1150)

... your pharmacist is, sort of, deal with your drugs, that sort of, qualified. Where you get, yeah
your chemist staff is unqualified as such, they learn through experience . . . (C_1060)

So the main person there is the chemist, the one who's giving you the medicine, themselves. But all
the sales ladies there, they're just there to ask what you want, what you need, which one do you
want, which one do you need. (CC(CALD)_1067)

1 can tell you about, the medicine I buy here for $14.95 I can buy in [location] for $8.95. A lot of
the non-prescribed medicines I get here are between $6.00 and $15.00 dearer. I've complained
and I've complained and they tell you it’s freight. Well I do a lot of freight in my business, it's
not freight, its greed . . . (C_1150)

... they wanted to give me some bloody generic brands . . . I said, ‘No, you haven't got the proper
brand?’, ‘No we don’t stock it." I thought well gee, you really should stock the bloody original
one first and then have the generic brand as an option. You can at least give the patient the
option ... When you're used to a tablet that's orange . . . then they give you a bloody white one,
you just think, ‘Jeez, what's that one? Have I doubled up on that one . .." (C_1059)

You know even a different packet the old people will
say no, you're trying to poison me that’s not the right

tablet . .. (C(IND)_010)

Confusion and frustration also extended to pricing differences

between pharmacies:

... all pharmacists vary; they’re not all the same price
in a lot of things that you get . . . some things are eight
or nine dollars difference. Now to me, if it’s the same
supplier why aren’t those, the medication that you get

all the same? (C_1042)

Due to the depth of the interviews, further comments on these

themes are provided in Table 2.

Discussion

how medications are priced and in what ways PBS safety net
information can be documented and stored.

There are some limitations to this study. Qualitative
research methods were used to explore the perspectives of a
large number of carers, and consumers with varying chronic
illness(s) and social backgrounds. Hence, the findings cannot
be generalisable to pharmacy consumers with minor or acute
ailments. The study is also specific to the Australian context.
Furthermore, self-reported data can be influenced by partici-
pant and interviewer bias,®! although the latter was mini-
mised by using a standardised interview framework to guide
data collection and analysis.

Although consumers with chronic health conditions are
more likely to utilise community pharmacies, i.e. in compari-
son to consumers with minor ailments that are less likely to
require continuing medication, participants had difficulty dis-
cussing how pharmacy could better help them. It is concern-

Participants in this study had limited knowledge about the role
of community pharmacy beyond medication supply and
advice, especially in relation to new roles and services. There
was also a narrow understanding of the Australian pharmacy
system, with confusion about the push for generic medications,

ing that they were unsure about what community pharmacy
can do beyond the provision of medication. This is best exem-
plified when a participant worried about taking up the pharm-
acist’s time for counselling purposes, thereby preventing
them from dispensing medication. This preconception that
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consultation times are not necessarily part of the pharmacist’s
role was also identified by Twigg er al.' It reflects a lack of
consumer knowledge of the pharmacist’s skill and respon-
sibility to ensure medication safety; it is not just about pro-
viding the right medication, but using the medication
correctly. Considering that the World Health Organization
estimated that half of consumers worldwide used their medi-
cations incorrectly,”® community pharmacy staff have an
important role in medication management. Given there was
evidence of limited counselling for consumers with repeat
prescriptions, continual improvement in the provision of
medicines information is essential and concurs with other
study findings."®] Therefore, community pharmacy staff
need to assess their daily practice to ensure that they are
providing a professional service to consumers, which would
subsequently increase consumer awareness, and expectations
of, their role/s.

HMRs aim to optimise patient medication safety, yet
recent studies have identified that eligible non-recipients of
the HMR service were mostly unaware of this program™ and
that further community promotion is needed. Our findings
also identified that some participants, particularly those in
rural areas with no local community pharmacy, have never
heard of or been offered the HMR program. This is both
disappointing and concerning given the acknowledged ben-
efits of this service,™®* and that participants with chronic
health conditions are at higher risk of medication misadven-
ture. The findings that consumers are unaware of the range of
available professional community pharmacy services,® or do
not expect additional services,!'® is also an international
concern. Whilst new medication use review services such as
MedsCheck can promote medication management in Austral-
ian pharmacies,*” it also provides a suitable opportunity for
pharmacists to inform high-risk people about HMRs, thereby
increasing awareness of pharmacy services in general.

Consumers are still confused about generic medications.
This uncertainty also corroborates existing literature, with a
recent Australian study finding that, compared with consum-
ers with acute ailments, those with chronic conditions were
less likely to accept brand substitution."!! The authors indi-
cated that this could be due to concerns around efficacy.*!!
Subsequently, community pharmacy staff need to do more
than ask consumers ‘would you like the generic brand?’
Although educational campaigns have been implemented in
Australia,'! pharmacy staff need to provide ongoing public
education about generic medication. Consumers need to
understand why the Australian government is encouraging the
use of generics, and that given the recent PBS reforms, phar-
macists are provided limited remuneration for dispensing
medications.* This need for consumer education also
extends to medication pricing; participants were frustrated
and unsure why there were differences in medication pricing
between community pharmacies. This reflects unfamiliarity
with the PBS pricing structure and how pharmacists are remu-
nerated; pharmacists are not paid on the basis of providing
medication advice and have tried to maximise profits in other
ways, such as discounting medicines to improve customer
traffic.l*?

It is likely consumers new to the Australian health system,
or those who have just started using PBS medication, are

unfamiliar with how the PBS system works. This is also
reflected in another similar health system.*”) However, even a
consumer participant who was a health professional was
unclear about the process of reaching the PBS safety net.
Community pharmacy staff should proactively ask consumers
if they are aware of the PBS safety net threshold, explain what
it is, and confirm eligibility. Consumers also need to under-
stand their rights to their personal information. Participants
should not have to settle for a pharmacy solely on the basis of
their record keeping skills, particularly if the consumer
believes the pharmacy is offering a less personalised service.
Some participants were both unaware of the ease in which
their medication history can be acquired and given to another
pharmacy, or that they can obtain medications from other
pharmacies and how this can be easily documented for safety
net purposes.

Implications of the findings for policy
and practice

[rrespective of previous, extensive marketing campaigns
regarding pharmacy or medications, this study emphasises
that consumers still have poor or limited knowledge about
pharmacy practice and medicines. This was highlighted with
generic medications. Although the NPS MedicineWise has
conducted campaigns about this topic,*? there are still con-
sumers who are unsure about what they are and the reasons
why community pharmacies offer generic medications. There
is a clear need for policymakers, government departments,
consumer health and pharmacy organisations to further evalu-
ate why such marketing campaigns are not reaching all con-
sumers who utilise medication. There may be a need for
greater use of simultaneous mass media campaigns and a
coordinated grass-roots approach. In addition, further explo-
ration is needed to identify other factors influencing the appar-
ent lack of knowledge of community pharmacy’s role/s.
Whilst this article cannot provide these answers, community
pharmacy staff can certainly be better utilised in marketing the
pharmacy’s role.

Community pharmacy staff need to become more involved
by working collaboratively with governments, other health
professionals and health consumer organisations to promote
the role of pharmacy. This recommendation will not come as
a surprise to health professionals, as it is often discussed, yet
with respect to community pharmacy’s current structure, is
extremely difficult to achieve. However, initiatives can be
introduced at the grass-roots level with community pharmacy
staff providing consumer education, for example, on generic
medications. Emphasis on how they differ from original
brands and why there is a directive from the Australian Gov-
ernment to move towards generic medication is critical. Com-
munity pharmacy staff should also focus on developing a
relationship with consumers, as this will support the opportu-
nity to provide further education. For example, a relationship
would facilitate medication counselling, which is needed for
optimising the quality use of medicines. There also needs to
be greater awareness of the aspects that facilitate the operation
of community pharmacy as a whole, including the PBS
system and medication pricing. Whilst there is information
available on government websites regarding the PBS
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system,*] community pharmacy staff can refer consumers to
this information, or even better, explain it in a way that is
relevant to the customer. In order for this to work, pharmacists
need to ensure that staff have expert knowledge on pharmacy
practice and the system it works within, and if not, to imple-
ment training in this area.

Community pharmacy staff should always offer to check if
consumers are familiar or comfortable with using their medi-
cation, thereby promoting a medication management role.
Consumer education on the pharmacy’s role should also
incorporate the co-responsibility of the consumer, who ideally
should be medicines wise. For example, consumers should
also ask questions to confirm medication safety, such as ‘is
this medication safe to use with what [ currently take?’ This is
particularly important if the consumer wants to initiate a new
medication and they are unknown to the community phar-
macy staff. Ultimately, this education would improve con-
sumer understanding of, and how they value, the pharmacist’s
role and emphasise the importance of medication safety.

Conclusion

This study has shown that, from the consumer’s perspective,
community pharmacy has a long way to go before they are
more effectively utilised. It is evident that consumers with
chronic health conditions have limited knowledge of pharma-
cists as the medicine experts within an overall health system.
Whilst pharmacies are increasing their provision of clinical
services for a range of chronic health conditions, they are still
viewed by consumers through the narrow lens of medication
supply. With pharmacies relatively accessible to communities,
increased public awareness of the scope of practice of com-
munity pharmacy and the system it works within is needed to
facilitate optimal use of this health care destination.
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Chronic conditions, financial burden, and pharmaceutical pricing: insights from
Australian consumers

Abstract

Objectives: To explore the perceptions of Australian consumers and carers about the

financial burden associated with medicines used for the treatment of chronic conditions.

Design: Semi-structured interviews with thematic analysis of data using the constant

comparison method.

Setting: Four diverse regions in Australia, across three States (Queensland, New South

Wales and Western Australia).

Participants: Australian consumers (#=97), who either identify as having a chronic
condition(s) (#=70), or care for someone with a chronic condition(s) (#=8), or both (#=19).
Participants included individuals identifying with an Aboriginal or Torres Strait Islander

(n=23) or Culturally and Linguistically Diverse (#=19) background.

Main outcome measures: Qualitative exploration and description of financial burden

associated with medicines used to manage chronic conditions.

Results: Participants described substantial costs associated with medicines use, along with
aggravating factors including the duration and number of medicines used, loss of
employment, lack of pricing consistency between pharmacies, and the cost of dose
administration aids. Consequences included impacts on medicine adherence, displacement of

luxury items, and potentially a reduced financial incentive to work. Understanding and beliefs
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related to the pharmaceutical pricing policy varied and a range of proactive strategies to

manage financial burden were described by some participants.

Conclusions: The financial burden associated with medicines used for the management of
chronic conditions by Australian consumers is substantial. It is compounded by the ongoing
need for multiple medicines, along with indirect effects associated with chronic conditions,

such as the impact on employment.

Keywords: Financial burden, pharmaceuticals, chronic conditions, Australia, Consumer

experience
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Introduction

A substantial proportion of the burden experienced by people with chronic conditions and
their carers is directly related to the multiple, potentially complex, and often lifelong
treatment and monitoring regimes that are required to manage their conditions. Financial
burden is a key component of the burden arising from multiple and ongoing treatments." >
However, we know little about the subjective perception of financial burden and its
consequences for consumers and their families, particularly as it applies to the current

Australian context.

Medicines are a common form of treatment in chronic conditions. Australians spend more
than AUS$18 billion per year on medicine, over half (AU$10.7 billion in 2012) of this is for
prescription medicine subsidised under Australia’s national Pharmaceutical Benefits Scheme
(PBS).> * Australia’s National Medicines Policy states that “cost should not constitute a
substantial barrier to people’s access to medicines they need, ”3 and the PBS, which operates
within the National Medicines Policy, aims to “provide reliable and affordable access to a
wide range of necessary medicines.” Nevertheless, consumers bear the full cost of medicines
that are not included on the PBS, and are also required to make a substantial co-payment for
each supply of a PBS pharmaceutical. Indeed, consumer co-payments in Australia are
substantially greater than in New Zealand (NZ) or the United Kingdom (UK, Table 1). A
comparison across seven countries found median out-of-pocket prescription costs in Australia
to be second only to those in the United States.” Australian consumers with chronic illness
are, therefore, likely to be at particular risk of financial burden associated with medicines

7
use.
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Table 1: Consumer co-payment for Australian PBS subsidised medicines, compared to

subsidised medicines at a national level in New Zealand and England, UK

Australia PBS ¢ New Zealand England, UK “**
(at 1 March 2013) Pharmaceutical National Health Service
Schedule > (at 1 April 2013)
(at 1 January 2013)
Co-payment * General consumers: * Fixed NZ$5.00 * General consumers:
per item Maximum AU$36.10 (may * Children under 6 Fixed GB£7.85 per
be charged less) years: Free item
* Concession card holders ¢ Children <16yr,
(predominantly adults Adult>60yrs, pregnant
>65yrs, low income): women or new mother
Maximum AU$5.90 (within a year of birth),
specified medical
conditions or physical
disabilities, war
pension, low income:
Free
* Contraceptives: Free
Additional * Therapeutic or brand * A brand premium  * Not applicable
charges premium fee may apply in may apply in some
addition to the co-payment, cases if the brand
representing the difference supplied is
between the consumer’s partially subsidised
medicine/brand and the (when a different
cheapest medicine/brand in a brand is under
reference-priced therapeutic contract)
group
Safety Net * Annual threshold General * Annual threshold: * Prospective
consumer: AU$1390.60 NZ$100 (20 prescription
(38.5 items at maximum co- items); free after prepayment certificate:
payment);, co-payment at reach threshold GB £29.10 for 3
concession rate after reach months (cost saving if
threshold need > 4 items in 3
* Annual threshold Concession months)
card holder: AU$354.00 (60 GB £104.00 for 12
items); free after reach months (cost saving if
threshold need > 14 items in 12
months)
Special access  * Eligible Aboriginal or Torres * Not applicable * Not applicable
Jor Strait Islander people with
disadvantaged  chronic conditions and
groups Australians living in remote

areas can receive medicines
under special access schemes
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without a co-payment
(‘Closing the Gap”)

¥ Australia — source PBS,° special access schemes.®”

" NZ — http://www.health.govt.nz/our-work/primary-health-care/primary-health-care-services-and-
projects/pharmaceutical-co-payments; accessed 26" July 2013

£ England - source http://www.nhs.uk/NHSEngland/Healthcosts/Pages/Prescriptioncosts.aspx;
accessed 26" July 2013. Specified medical conditions include a range of conditions (but not
all) requiring ongoing prescriptions e.g. diabetes mellitus, epilepsy, cancer.

9 Medicines in Scotland, Northern Ireland and Wales are free,
http://www.politics.co.uk/reference/nhs-prescription-charges; accessed 22™ August 2013

¢ AU$1 = NZ $1.14 = GB£0.60 at July 2013

The financial burden related to medicines use, including co-payments, is associated with
reduced adherence and other cost-coping strategies.” > '°!* An estimated 9% of Australians

delay or do not fill prescriptions because of cost,™ '¢

a percentage that increases to 11-22%
for those with a chronic health condition.” '*'® This finding is not surprising given that

people with chronic conditions often fall into the most socioeconomically disadvantaged

sectors of the population, the group for which there is arguably the greatest health gap.

Pharmaceutical pricing reforms such as price disclosure have been implemented with the
intention of reducing the cost of medicines to the Australian Government and maximising the
health outcomes achieved for the community. However, some commentators have argued

these reforms do not go far enough to achieve value,"*!

particularly for generic medicines. It
has been estimated that consumers not entitled to concession on the full co-payment could
save up to AUS$20 per month for some commonly prescribed medicines if prices for
pharmaceuticals on the PBS were to be benchmarked against the prices paid in New Zealand

and by Australian public hospitals.* Thus, the current pharmaceutical pricing policies, whilst

supporting the availability of innovator medicines, are potentially contributing to the financial
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burden for Australian consumers taking prevalent, generic medicines for chronic conditions.

This has led to a recent campaign urging consumers to “Stand up for Cheaper Medicines.”*

In this study, we seek to contribute to the debate around financial burden and pharmaceutical
pricing reform by reflecting the voices of Australian consumers who identify as either having,
or caring for someone with, a chronic condition(s). The aim of this study is to explore the
perceptions of Australian consumers and carers of the financial burden associated with the

use of medicines for the treatment of chronic conditions.

Methods

Semi-structured in-depth interviews were undertaken during May-October 2012 with 97
consumers who self-identified as having one or more chronic condition(s), as an unpaid carer
of someone with a chronic condition(s), or both. Ethical approval was obtained from a
University Human Research Ethics Committee (PHM/12/11/HREC). Participants were
purposefully recruited from Logan-Beaudesert and the Mount Isa/North West region
(Queensland), Northern Rivers (New South Wales) and the greater Perth area (Western
Australia), using advertisements at pharmacies, medical centres, other health clinics,
community groups and via consumer health organisations in these regions. To ensure
diversity, Aboriginal or Torres Strait Islander people and individuals from multicultural

backgrounds were targeted alongside those not identifying with these groups.

The methods have been described in detail elsewhere.? Interviews were conducted face-to-
face (n=49) or via telephone (#=46) and were transcribed verbatim. Questions related to the

experiences of participants in managing chronic conditions, their use of medicines, the cost
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and financial burden associated with their use, if any, and their experiences of health
professionals and community pharmacy. Data from these interviews relating to financial
burden associated with medicines use were identified and analysed thematically using the
constant comparison method, with the support of the qualitative software package QSR

NVIVO® (Version 9; QSR International PTY LTD).

Results

Most participants were consumers with chronic conditions (denoted C in quotes; n=70,
72.2%), or carers (CA; n=8, 8.2%), but some identified as both a consumer and carer (CC;
19, 19.6%). The majority of participants were female (n=65, 67.0%), with mean age 57.2
years (SD 13.0; range 16-83 years). Forty-one participants identified as being from an
Aboriginal or Torres Strait Islander (n=23, 23.7%) or multicultural (#=19, 19.6%)
background. Participants self-reported a range of chronic health conditions including

diabetes, mental health, cardiovascular, respiratory and musculoskeletal conditions.

The financial burden associated with medicines featured prominently in the interviews.
Participants described the financial burden associated with medicines as having a substantial
impact on them and their families. Many spoke of financial burden being the “biggest
impact” of their medical conditions [C015], with one participant reporting household
medicine costs of up to AU$700 per month [C1005]. Selected participant quotes illustrating

themes related to financial burden are provided in Figures 2-4.

Participants reported a range of factors that aggravated financial burden (Figure 2). They

emphasised the additive nature of medicine costs over time and across the multiple medicines
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often required to manage chronic conditions. For example, one participant stated “You 've got
the medications and they can be quite costly when it’s cumulative and you 're dealing with
more than one” [C1015]. The long-term nature of this burden was aggravated by having to
cease employment prematurely due to ill health. Apart from the impact that might be
anticipated to result from employment loss on other domains of life, it clearly increased the

financial strain associated with the management of chronic conditions.

Some aspects of community pharmacy services also aggravated financial burden.
Specifically, participants described their frustration about the different prices charged for the
same medicine at different pharmacies, which was considered by some to be inappropriate.
Dose administration aids (such as WebsterPaks®), added to financial burden, but were also

seen by some participants as essential aids for medicine management.

Participants outlined a range of consequences of financial burden (Figure 3). Several referred
to intentional non-adherence, choosing the medicines they felt they needed most, when they
perceived they could not afford to obtain all their medicines. Similarly, some avoided starting
new medicines, particularly when they were not subsidised on the PBS. Medicine costs
displaced luxury items, including alcoholic drinks and cigarettes that may not be in the
interest of an individual’s health, but that nevertheless provided choice and pleasure for
consumers. Whilst chronic conditions may have resulted in cessation of employment, some
participants also spoke of a realisation that medicines may become more affordable in their
circumstances if they gave up employment. They would then become eligible for a low
income concession card, indicating the concession system may incentivise some individuals

not to maintain their working arrangements. Participants described using proactive strategies
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to minimise the cost of their medicines, including stockpiling of medicines to reduce the co-
payment after reaching the PBS Safety Net and selecting doctors who provided free medicine
samples.

Figure 2: Participant quotes illustrating factors aggravating financial burden associated

with medicines

1. Duration
“$10.50 a week for many years is too much” [C(multicultural)1133]
2. Polypharmacy

“I take a slew of medication if I have to get them all at once it's $60.” [C(Aboriginal or
Torres Strait Islander)1159]

“Before I was a pensioner... I was paying $34 a script and I was getting six scripts a month”

[CC(multicultural)1130]
3. Cease employment

“I think it is quite a financial drain. I mean now I've given up work... And you 're spending
out on medications... twenty five bucks a week or something like that, which doesn’t sound

much but... you don’t have an income that’s quite a financial burden.” [C1052]

4. Lack of consistency of cost between pharmacies

»

“It’s cheaper than the one down by the doctors. She’s [pharmacist] sometimes $7 dearer...’

[C1002]

“I think they 're totalling overcharging it and since a lot of the medication these days is paid
by the public purse, you should be able to get the medication at any chemist, same price.”

[C1035]
5. Dose administration aids

“Also with Webster-pak every time it cost us, so it is additional cost, and we cannot
compromise this because if you look at his Webster-pak how many medicine in each, I really

cannot do that. It’s too much work.” [C(multicultural)1038]
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Figure 3: Participant quotes illustrating the consequences of financial burden associated

with medicines

1. Reduced adherence

“Sometimes I just didn't get it because I can't afford it. I get the ones I felt were the best to
deal with my health issues.” [C(Aboriginal or Torres Strait Islander)1159]

“They say could you try this and you go to the chemist and its 40 bucks and then you think no
I'll go without it” [C1022]

2. Cost displaces luxury

“..if you like to drink, or you like chocolate... And I think... what about the eighty dollars a
month for the chemist bill and how much for your health insurance and so much for running

your car and so on ... that eats up anything you 've got left.” [C1022]

“I've given up smoking, I've replaced it with pharmaceuticals (laughter)... half the money

that I was saving from giving up smoking I think is now pharmaceuticals.” [CA1013]
3. Not worth working

“I got told that I earn too much and I work too many hours... I just wanted the [concession]
card to be able to help with the cost. And I said to them [social security], “So if I quit work

and I live on the system, I can get it?” [C1121]
4. Stockpiling

“One month to go in the year I just ... stocked up on six months insulin at five dollars, so
saved a bit that way... I thought oh Medicare would pick up on it and I'll just say that I forgot
1 got the insulin, cause you can at my age forget.” [C002]

Participants displayed a broad understanding of the health system as it relates to
pharmaceutical pricing (Figure 4). One participant expressed distrust of the process by which
medicines were costed, citing an example relating to a combination medicine which cost
more than the two constituents sold separately, leading him to conclude that a pharmaceutical

company was “ripping the government off,” and “if the medication doesn’t help you at least it
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helps the pharmacist.” [C1035]. This participant saved money by obtaining the two medicine
constituents separately. One participant expressed a sense of unfairness, indicating people
with chronic conditions were not responsible for causing their illness, and yet they have to
pay full costs for a medicine that “works so well” to manage their condition because it is not

funded by the PBS [C1121].

Despite the clear burden associated with the ongoing use of multiple medicines, participants
acknowledged the benefits of PBS medicine subsidies (Figure 4). They highlighted the
financial relief experienced as a result of being eligible for a health concession card and
having reached the Safety Net threshold. Several participants acknowledged the substantial
reduction in costs received as a result of PBS subsidy. Furthermore, many Aboriginal or
Torres Strait Islander participants emphasised there was no cost associated with medicines for

them, except when their prescription didn’t qualify for the Closing the Gap arrangements.

FULL FINAL REPORT BpLY:.
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Figure 4: Participant quotes illustrating understanding of the health system as it related

to pharmaceutical pricing and beliefs associated with pharmaceutical pricing

Understanding of the health system as it related to pharmaceutical pricing

1. Not on PBS

“if that could be put on the PBS it would make a tremendous difference financially to people
dealing with multiple chronic conditions...a lot of my medications aren’t on the PBS and I

think that needs to be looked into for people who do have complex issues” [C1015]
2. Relief of costs

“I... need a health care card to help cover the cost of the medication to bring them from being

336, which is cheap in comparison with what the drug costs, down to $5.80..." [C1121]
Beliefs around pharmaceutical pricing
1. Distrust

“...I'm concerned about the money that comes out of the public purse. There’s only so much
[money] allocated and it’s being ripped off for no good reason by the pharmaceutical

company.” [C1035]
2. Unfair

“When I was working and I was paying over twelve thousand dollars tax a year, and I pay
the Medicare levy every year... So if you add all those up, it’s not fair that I pay the full price

for those medicines, it has to be subsidised somehow.” [C(multicultural)1129]

“Yes, I am a diabetic, I didn’t do anything to cause it and yet you're making me pay, ‘cause
forever I paid a hundred and sixty dollars a vial for my (insulin), because it wasn’t covered,

but it just works so well. You can’t not have something that’s going to work for you.’

[C1121]

Discussion
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Australian consumers in this study attributed substantial financial burden to ongoing
treatment for chronic conditions. The impact of medicine costs on consumers is clearly
compounded by the ongoing need for multiple medicines or several members of the family
being affected, along with the indirect effects associated with the impact of the illness itself,
such as impact on employment. Although this finding is consistent with our limited
understanding of financial burden, there is a surprising dearth of research into the financial
burden borne by consumers and its impact on health, consumer medicine taking behaviour,
and quality of life. This study has shown the important link between the financial burden of
medicine and adherence to treatment regimes, but also to the poor use and storage of

medicines.

The opinions of our participants raise a number of considerations relevant to medicines
policy in Australia. Medicine costs are clearly a substantial burden for those with chronic
conditions; however, we do not have good information on the size of the problem. The
reported prevalence of not obtaining medicines due to cost has ranged widely in previous
studies from 9-22%." 1% Research has yet to fully explore the priorities on which consumers
base their decision to not obtain recommended medicines, or the impact of medicine cost on
other treatments or domains of life. However, if there is poor adherence to medicines
designed to reduce risk factors and manage chronic conditions, then disease progression may
be managed sub-optimally, resulting in greater long-term costs for both the individual and the
government. Before we can rigorously explore the consequences of financial burden for
consumers in Australia and the strategies that might appropriately alleviate such burden, we
need to undertake representative population-based research to assess the extent of burden

related to medicine use, as well as other treatments.
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Although the absolute out of pocket cost for pharmaceuticals may be a key driver of financial
burden, other factors related to price also contributed. For instance, the varying prices
charged at different pharmacies for medicines that are below the co-payment threshold or not
included on the PBS potentially increased the burden on participants due to the need to shop
around for a lower price. Some countries such as the UK and New Zealand (where a fixed co-
payment applies, Table 1) regulate the price for prescription medicines at the point of
dispensing. Our findings suggest that the consistency of co-payment amounts may impact on
consumers. This area would be worthy of further exploration, particularly given that the co-
payment scheme is designed to improve consumer experience and reduce financial burden.
Our findings also indicate that dose administration aids can increase the cost borne by
consumers, even though they play an important role in promoting adherence and good
medicine management. The cost borne by consumers for these aids may also vary between

pharmacies, thus adding further to the financial burden associated with medicines.

Health professionals who assist consumers to manage their medicines need to be aware of the
potential for financial burden associated with medicines use and its impact on adherence.
Strategies to reduce costs for consumers, such as selecting the lowest cost medicine that is
appropriate for the indication and the use of generic medicines should be considered. Many
participants were aware they paid less money for their medicines as a result of the PBS,
including the concession and Safety Net entitlements implemented to reduce the financial
impact of multiple and continued medicine use. Of particular note, many Aboriginal or
Torres Strait Islander participants indicated they had no financial burden associated with their

medicines when they were covered under the Closing the Gap arrangement. Thus, this study
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provides an example of how a policy to reduce financial burden for a population with greater

health disparity has been perceived by people in that population as highly beneficial.

However, whilst observations from this study provide some reassurance around the
effectiveness of the concession and Safety Net systems, they did not completely relieve the
financial burden associated with medicine use. Furthermore, not all the consumers and carers
were familiar with the PBS Safety Net, indicating an important role for health professionals
to raise consumer awareness. In contrast, some consumers were able to maximise their
benefits under t