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Executive summary

Executive summary

Background

This report describes the thoughts and perceptions of older people and family carers of non-English
speaking culturally and linguistically diverse (CALD) backgrounds in relation to managing
medicines at home. The findings of this study have informed the development of a tool to assess
self-management of medicines.1

Design

Using a qualitative method, the research was undertaken using semi-structured interviews with
twelve older people and ten family carers who do not speak English and who manage their own or
a relative’s medicines. Interviews aimed to deepen the understanding of the needs of people in
maintaining independence with medicine management from the perspective of non-English
speaking CALD older people and family members, and how they perceived current medicine
management practices could be improved. This work was complementary to a larger study into
medicine use in the community, which involved interviews and focus groups with older people,
older people with dementia, family carers, nurses, pharmacists and general practitioners.

Results

Medicine management among older people has been described as a journey with four distinct stages:
e Self-management of medicines.

o Something changes. Identified factors that contribute to the transition from self-management to
needing more help.

e Family member advocacy and the carer role in relation to managing medicines.

e Locus of control and the medication team involved in managing medicines (While, Duane,
Beanland & Koch, 2011)

Recommendations and implications for practice

The findings of this study complement the journey of medication management described by While
et al. (2011), showing that for non-English speaking CALD people this journey is longer and more
complex than for the general older population.

Findings from this study include:

o Family members often assist in establishing relationships with a GP who can speak the older
person’s language.

e Having a GP who can speak an older person’s language is the primary way of overcoming
language barriers and obtaining medicine-related information.

o The individual’s literacy level and their preference regarding the amount and format of
information they wish to be given (for example, verbal or written) should be considered.

o There is a need for awareness and access to interpreters; and translated medicines information in
a variety of formats.

o There is a need to include the people involved within the ‘network’ or ‘team’ supporting non-
English speaking older people with their medicines; and promote their role and communication
with other people in the support network.

!'The use of the terms ‘medicine’ and ‘medication’ reflect how these terms have been used in the document Guiding principles for
medication management in the community, Australian Pharmaceutical Advisory Council (2006).

© RDNS Ltd 1






Introduction

Introduction

It has been found that over 80% of people aged over 60 are taking at least one prescribed medicine
(Cohen, Rogers, Burke, & Beilin, 1998). Adverse drug events are a growing concern for individuals
in the community, with the consequences of poor management of medicines ranging ‘...from
feeling unwell, to permanent disability or death...” (Stephenson & Dobson, 2008, p. 31). The elderly
in particular are susceptible to adverse drug events, with this population accounting for more than
30% of hospital admissions (National Prescribing Service, 2009). The cost implications of medicine
mismanagement have been estimated to be in excess of $350 million (Australian Council for Safety
and Quality in Healthcare, 2002).

The culturally and linguistically diverse (CALD) population in Australia is particularly vulnerable
to medicine-related adverse events for reasons including: having English as a second language;
inadequate use of interpreters; lower literacy levels; insufficient cultural competency among service
providers; and socio-economic barriers limiting access to the health care system (Webster & Kaplan,
2003, as cited in Federation of Ethnic Communities' Councils of Australia, 2010).

The Royal District Nursing Service (RDNS) has an important role in facilitating medicine
management in the community, with up to 58% of RDNS client care involving medicine
management support. This equates to approximately one million visits per year. Driving this
demand is the increasing number of older people now in RDNS care (almost 75% of clients are aged
over 60 years). A recent audit of the RDNS database showed that 19% of clients who receive
support with managing medicines speak English as a second language or speak no English at all.

Medication management has been described as a cycle that has several components. These
components include: the decision to treat health concerns through prescribed medicine;
maintaining a record of prescribed medicines; dispensing the medicine; providing medicine-related
information; storage of medicines; medicines administration and monitoring of responses to
medicines (Australian Pharmaceutical Advisory Council, 2005).

Community nurses assume a wide range of roles in relation to medicine management, with the key
responsibility being assessment of the client’s ability to self-medicate. The Australian
Pharmaceutical Advisory Council (2006, p. 7) identified that ‘consumers should be encouraged to
maintain their independence for as long as possible, including managing their medicine in a safe and
effective way’. Where clients have been identified as experiencing problems in this task, the likely
outcome for the client is that their medicines will be administered by the community nurse.
However, it is unclear what parameters are used by individual nurses when assessing medicine self-
management abilities and planning care for their clients.

The major issues from the perspective of providers of home nursing care to members of older
people are the inconsistencies in the assessment of an older persons’ capacity to self-administer their
medicines. Anecdotal evidence in this area suggests that assessment of a person’s ability to self-
administer medicines has focused on deficits and on what health care providers think that person
requires. Medicine management interventions based on these assumptions have not been effective in
improving client health outcomes. There is a need for a shift in focus to a strength-based and
person-centred approach.

Approaches to care for older people and those with dementia in the community are currently
undergoing a shift in focus. Nationally, the community health care sector is implementing models
of care that are person-centred, goal-orientated and enabling; and involve working with clients to
achieve greater independence and wellbeing. In Victoria, this approach is known as the Active
Service Model (State of Victoria, 2008). This project has been developed to inform nursing practices
that support safe and independent medicine management by non-English speaking CALD older
people and carers living in the community.

© RDNS Ltd 3
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What is medicine management?

Successful medicine management is a multifaceted task requiring a person to possess both cognitive
and physical abilities. For the purposes of this project, the working definition of medicine
management that has evolved from the literature is as follows:

Medicine management should involve: safe and rational prescribing practices;
communication and understanding of the person’s medicine-taking beliefs and
behaviours; understanding of their ability to obtain and self-administer the medicine;
ensuring the person has sufficient knowledge of their medicine regime; and ensuring
that interventions are implemented before the any harm from adverse medicine events
Or error can occur.

The consequences of poor medicine management include suboptimal symptom management or
disease progression, an increase in the need for diagnostic investigations, an escalation of medicines
being prescribed that lead to increased risks of adverse drug events, and hospital admission and
readmission (Arlt, Lindner, Rosler, & von Renteln-Kruse, 2008).

Ageing, medicine and risk

Research indicates that poor management of medicines occurs across the age span (Arlt, et al.,
2008). However, the older adult is more likely to experience difficulties due to the fact that they are
more susceptible to intercurrent health problems, are prescribed more medicines and are more at
risk of adverse drug events (Arlt, et al., 2008; Marek & Antle, 2006).

The inability to take medicines as prescribed affects 40-45% of older adults (MacLaughlin, et al.,
2005). There are numerous risk factors associated with ageing (such as sensory deficit, impairment
of dexterity and coordination, cognitive impairment, and dementia, as well as conditions such as
incontinence, dizziness, and falls) which occur either singularly, or more particularly, in
combination that will influence self-management of medicine (Arlt, et al., 2008).

Unfortunately there is a double jeopardy associated with the presence of chronic illness and ageing.
Not only do chronic conditions such as diabetes, heart failure and chronic obstructive airways
disease have a negative impact on cognitive function, so do some of the drugs prescribed to treat
these conditions. In turn the decreased cognitive functioning impairs the person’s ability to self-
medicate (Insel, Morrow, Brewer, & Figueredo, 2006).

There is conjecture in the literature about what determines the person’s ability to safely self-manage
their medicine. It is proposed that psychomotor and cognitive ability are the two key determinants
that will affect the person’s ability to maintain safety (Maddigan, Farris, Keating, Wiens, &
Johnson, 2003). The cognitive capacity more specifically required for medicine management is the
executive function that supports planning, organisation, initiation, perseveration, and regulation of
a task to its completion. Psychomotor ability includes mobility and functional capacity, both of
which can affect the person’s access to medicine, and involves the ability to open packaging,
administer medicine, use devices such as inhalers and eye droppers, and apply topical preparations
correctly (Thwaites, 1999).

The community-dwelling older population face a number of challenges in managing medicines. In a
2002 Australian-based study, only 10.8% of participants were able to undertake all medicine
management tasks successfully. Challenges identified by participants included: difficulty reading a
dot point matrix label on a box or bottle (25.2%), difficulty hearing medicine-related instructions
(3.6%), and difficulty using a dosette (11.7%) or blister pack (13.5%). There were also problems for
participants in differentiating between green, lavender and blue colour tablets (28.8%) and
swallowing medicine (31.5%) (Johnson, Griffiths, Piper, Langdon, & Stephens, 2002, pp. 54-55).
Problems related to swallowing medicines are more likely to be encountered in people with
cerebrovascular, motor-neurone or Parkinson’s disease (Thwaites, 1999).
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Physical problems may also encompass inability to open medicine containers or lids (Vik, Maxwell,
& Hogan, 2003) as cited in (University of Queensland, 2004). Eye drop administration has been
found to be problematic for people who have hand tremors or difficulty moving their head, raising
their arms or squeezing the bottle (Winfield, Jessieman, Williams, & Esakowitz, 1990). The ability
to use inhalers may also be difficult for up to 60% of people, particularly those with hemiplegia,
rheumatoid arthritis and cognitive impairment (Teale, et al., 1995).

Culture, literacy and medicine management

It is not only current models of care that need consideration when determining how to support
people of non-English speaking CALD background in managing their medicine. It is essential that
health professionals undertaking this service understand how the client’s use of medicines may be
affected by their health and cultural beliefs and background (Chia, Schlenk, & Dunbar-Jacob, 2006).

‘Cultural variation can be seen in beliefs about disease etiology, appropriate treatments, proper self-
care and preventative treatment, human physiology and appropriate doctor and patient conduct’
(Shaw, Huebner, Armin, Orzech, & Vivian, 2008, p. 461). Past research has highlighted how
cultural beliefs may impact on their medical treatment. In a publication through the Federation of
Ethnic Communities’ Councils of Australia (FECCA), Stephenson and Dobson reference work
regarding Chinese, Vietnamese, Italian and Greek older people’s medicine-taking beliefs and
perceptions.

They suggested that the participants:

e had limited time to discuss medicine-related questions with their doctor

e did not know what questions to ask with regards to medicines

o believed it would be disrespectful to question their doctor regarding treatment

e did not view questioning their doctor about their medicines as being their responsibility

o stopped taking medicines when they felt their condition had improved, rather than when the
course of medicines had been finished.

e shared medicine with family and friends

e doctor shopped

o became confused on occasion when multiple medicines were prescribed
o kept medicines they no longer needed

e did not inform health professionals about traditional medicines they were taking (Stephenson &
Dobson, 2008).

While these findings refer to traditional medicines, Stephenson and Dobson do not clarify whether
traditional medicines are, or include, complementary medicines.

Perhaps, though, the greatest influence on the CALD population’s use of medicine is not culture,
but that many may be illiterate. Literacy by definition is ‘the ability to read and write’ (Delbridge,
et al., 1997, p. 1253). An individual who is illiterate may also be health illiterate, which means they
may have difficulty in managing medicine for the following reasons: the complex nature of printed
information regarding medicine, which requires a high-level reading skill to understand; and the
insufficient time or verbal communication provided by health care professionals with regard to
medicines (National Quality Forum, 2005, as cited in The American Society on Aging & American
Society of Consultant Pharmacists Foundation, 2006).

© RDNS Ltd 5
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Language barriers may restrict communication between the CALD client and their health care
professional in other ways. Non-English speaking people have an increased likelihood of having
difficulty ...understanding basic medical instructions, and adhering to medication regimens’ (Scott,
2003, as cited in The American Society on Aging & American Society of Consultant Pharmacists
Foundation, 2006, p. 18). The non-English speaking population may also feel shame in clarifying
concerns or asking for assistance with their medicines (Mayeaux, Murphy, Arnold et al, 1996, as
cited in The American Society on Aging & American Society of Consultant Pharmacists
Foundation, 2006).

Thus, there are multiple ways non-English speaking CALD people may be challenged in the
management of their medicines. There is, however, little representation of the older person’s
perspective in published research. This study aims to address this need through conducting research
to explore further medicine-taking beliefs and behaviours among Australian ethnically diverse
samples of older adults and family carers.

This project will explore how medicine is managed by non-English speaking older people and
family carers of CALD background living in the community. The findings of this work will be
used to inform strategies to support older people living in the community environment, including
the assessment of medicine capacity, and to develop a standardised approach to this issue.

Research aim

The aim of this study was to develop an understanding of the experiences of non-English speaking
older people and family carers in managing their own or a relative’s medicines.

6 © RDNS Ltd
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Approach

The primary focus of this study was to explore the perspective of ten older people and ten family
carers of non-English speaking CALD people in relation to medicine management in the
community. Conducting research with people who do not speak English required the approach of
this study to be sensitive and flexible to the participants’ needs. Specifically, the study required
strategies to identify and recruit potential participants, and methods to enable communication of
information pertaining to the study. Recruitment strategies needed to consider how participants
were recruited, how the research team approached them, and how the team interacted with them.
The communication of information related to the study required the translating of documents by
professional translators, and working with professional interpreters during interviews, both of
which will be discussed in detail later on.

The study specifically chose to recruit non-English speaking people. To identify the most common
non-English speaking CALD populations being serviced by the organisation, an audit of the RDNS
client database was completed. This audit identified that Greek, Italian, Chinese, Vietnamese,
Macedonian and Croatian communities were among the most common cultural backgrounds of
RDNS clients. As such, these nationalities were chosen to be the focus of the study. Before
recruitment of participants into the study could occur, discussion with the RDNS Manager -
Diversity identified that the documents pertaining to the study needed to be translated into the six
languages. This work was undertaken as follows:

e Documents detailing the study were developed in English by the research team. These included:
For Your Information (originally known as the Plain Language Statement, retitled at the request
of the Manager - Diversity), Invitation to Participate, and Consent forms (see an example of
each form in Appendix 5).

o The Manager - Diversity then requested that the documents be translated by ONCALL
Interpreters and Translators from English into the targeted languages.

e Once the documents were translated, six ethnic service providers were formally asked to
undertake a cultural and linguistic assessment of the translated documents to ensure they were
appropriate for the intended audience. These ethno-specific agencies were: Australian Greek
Welfare society, CO.AS.IT Italian Assistance Association, Chinese Community Social Services
Centre Inc., Australian Vietnamese Women’s Welfare Association, Macedonian Community
Welfare Association, and the Australian Croatian Community Services. The assessment process
was completed using the RDNS Translation Assessment Form.

e Once the assessment was completed, the findings were forwarded by ethic service providers to
the Manager - Diversity. In consultation with the research team, the Manager - Diversity
organised for minor corrections to be made by ONCALL Interpreters and Translators based on
the community feedback.

o The final documents were returned to the research team for distribution to participants and
agencies assisting with recruitment.

© RDNS Ltd 7
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Design

Ethics

Ethical approval for the study (project number 117) was provided by the Royal District Nursing
Service Human Research Ethics Committee on 8th September 2010.

Inclusion criteria

To be eligible to participate, the person had to be a non-English speaking person of CALD
background who managed their own medicine, or a family carer who did not speak English who
managed the medicines of another person. Older people had to be aged over 65 years; however, for
carers there were no age restrictions.

Methods

Recruitment and working with interpreters

While documents were undergoing translation and checks for cultural appropriateness by ethno-
specific agencies, the research team visited the same agencies to begin recruitment by explaining the
aim of and inclusion criteria for the study. Once all documents were translated and checked, letters
containing the translated information sheets (For Your Information and Invitation To Participate)
were sent to the agencies. These letters requested that the translated documents be distributed to
those clients who met inclusion criteria for the study.

Phone and email contact were made by the research team with the agencies approximately one
month after letters were mailed. The purpose of this contact was to prompt the agencies to supply
the name, address and contact details of anyone who met the inclusion criteria and expressed
interest in participating. The research team contacted people interested in participating via phone
interpreter. As mentioned previously, the study aimed to recruit ten older people and ten carers.
An account was arranged for the study with the interpreter service (ONCALL Interpreters and
Translators) prior to contacting participants.

Contacting participants through working with an interpreter involved the following process:
o The participant was phoned to check they were home.

e Once it was ascertained they were at home, the participant was advised they would be contacted
within five minutes by an interpreter.

e ONCALL Interpreters and Translators agency were then contacted and the study PIN quoted.
The participant’s details (name, language and phone number) were given to the agency.

o The operator arranged a three-way telephone phone call with the participant, interpreter and
researcher. The phone call was used to confirm interest in participating in the study and to
arrange a time for the interview to be conducted.

e Another phone call was then made by the research team to ONCALL Interpreters and
Translators to book an on-site interpreter for the interview.

This process took approximately half an hour for each participant.

An on-site interpreter was present at each interview. Interpreters were required to sign a
Declaration of Confidentiality by Interpreters of Data document (see Appendix 4). At the end of
each interview a service confirmation form was completed, with the original of the form given to
the researcher, and a carbon copy kept by the interpreter. It should be noted that the researcher
undertaking the interviews had been trained in working with interpreters and had several years’
experience working with interpreters prior to the study.

8 © RDNS Ltd
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Data collection

Interviews were conducted with non-English speaking older people and family carers from CALD
backgrounds. Interviews were approximately 45-60 minutes in length and were conducted at the
participant’s home at a time convenient to them. Time was spent with each participant building
rapport, undertaking the consent process and conducting the interview itself. Data were collected
using semi-structured interviews as this approach allowed the participant “...to respond in their own
words, provide as much detail as they like, and offer illustrations and explanations’ (Polit & Tatano
Beck, 2008, p. 394). Participants were asked about how they manage medicines, and what helps or
challenges this process (see Appendixes 2 and 3). These themes were explored using the approach by
Kretzmann and McKnight (1993, p. 6), which focuses on the capacities of a people, particularly
those who may be marginalised, rather than focusing on deficits. Participants were given a gift card
at the completion of the interview, to thank them for their involvement in the study. Participants
were also offered reimbursement for out-of-pocket expenses incurred as a result of their
involvement in the study. No participant requested reimbursement for their participation;
however, several expressed immense gratitude upon receiving the gift card.

Data analysis

With the participants’ consent, interviews were audio recorded and later transcribed for analysis.
Only the dialogue in English, that is, the narrative of the researcher and the interpreter, was
transcribed. This work was performed by an experienced transcribing company. A constant
comparative method of thematic data analysis as described by Guba & Lincoln (1989) was used to
explicate issues as it allowed development of theoretical understandings of the participants’ views
on each topic. To enhance the validity and reliability of the analysis, transcripts were provided to
research team members, and critical analysis was undertaken via team discussion. Team meetings
were used to validate the themes emerging during data analysis. Data analysis was also supported
through the researcher reflecting on participant responses after each interview. These reflections
informed subsequent interviews. The QSR NVivo8 computer program was used in the
management of data. Transcriptions have been stored in a secure, password-protected Word file.

© RDNS Ltd 9
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Results

This chapter will present the results from interviews with older non-English speaking people who
manage their own medicine, and with family carers who do not speak English and manage
medicines for another person. Overall, the findings deepened the understandings of the thoughts
and perceptions of these people in relation to medicine management in the community.

Participants

In total, twenty-two people were recruited and interviewed: twelve older non-English speaking
people who manage their own medicine, and ten family carers who do not speak English and
manage the medicines of another person. A higher than anticipated number of older people
expressed an interest in participating and, as a result of this, the projected number of participants
was exceeded. The breakdown of participants by cultural background, and for family carers by
their care relationship, has been tabulated (see Tables 1 and 2).

Table 1: Older people who manage their own medicine

Older person number | Ethnic background
One Croatian
Two Croatian
Three Croatian
Four Chinese
Five Chinese

Six Greek
Seven Viethamese
Eight Greek

Nine Macedonian
Ten Macedonian
Eleven Italian
Twelve Italian

Table 2: Carers who manage medicines for another person

Carer number Ethnic background Care relationship
One Chinese Daughter
Two Vietnamese Husband
Three Chinese Daughter
Four Macedonian Wife

Five Croatian Husband
Six Croatian Wife
Seven Italian Husband
Eight Greek Daughter
Nine Greek Wife

Ten Italian Wife

10 © RDNS Ltd
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The CALD journey in managing medicines

The findings of the data gathered in this study suggest that for the non-English speaking CALD
population, the journey of medicine management is a longer and more complex one than that
experienced by the general older population. The journey of medicine management for the older
population was described by While et al. (2011) as having four distinct stages:

e Self-management of medicines.

o Something changes. Identified factors that contribute to the transition from self-management to
needing more help.

e Family member advocacy and the carer role in relation to managing medicines.

e Locus of control and the medication team involved in managing medicines (While, et al., 2011).

There are several challenges that have to be overcome for the non-English speaking CALD
population to reach the stage of self-management of medicines. These challenges necessitate the
development of systems and networks to allow access to medicine-related information, navigation
of the health care system, and understanding of the society in which they live. The self-
management of medicines was affected by the same age- and health-related concerns that affect the
general older population, with the additional overlay of issues that stem from language and cultural
differences. Similar issues and experiences were identified in the narrative of the participants,
suggesting that saturation of themes was achieved.

The journey for the non-English speaking CALD population in managing medicines first begins
with establishing relationships with their community and health professionals. In all cases it was
the family and friends of the participant who assisted them to achieve this through navigating the
health care system and identifying health professionals who could communicate in their language.
The older person gained trust and confidence in their health professional and in their own ability to
manage medicines if their doctor and/or pharmacist was able to communicate with them in their
language. These relationships were crucial in the transfer of medicine and health-related
information and instruction to the older person.

Within the network of supports for older people, including family carers and professional supports,
the quality of each relationship was highlighted. Participants seemed clear about the role each
person held in managing medicines. As found by While et al. (2011), trust and confidence in the
health professional were paramount. However, the non-English speaking CALD population had a
greater dependence on these relationships as they were often the only means of obtaining medicine-
related information. Language barriers inhibited the use of information from other sources, such as
information sheets provided with medicines, as the information was written in English. Older
people also used consultations with their doctor as a time to inform them of any changes in health
and/or concerns they had. Relationships with family were also highlighted as pivotal in the
medication management process through the advocacy role carers adopted for the older person.
The advocacy role of family members involved them in establishing links with health professionals
who spoke the older person’s language, and attending medical appointments and interpreting
concerns as needed. Factors that impact on medication management processes for older people and
carers were highlighted. These included the need for improved collaborative and communication
processes and easier access to professional support for carers.

Equipped with medicine information and support networks, the older non-English speaking CALD
population reached the ‘self-management’ stage of their journey, similar to that described in While
et al. (2011). During this phase, older non-English speaking CALD people used strategies to ease the
medication management process. These strategies included having a routine, documenting when
medicine had been taken, and using dosette and Webster-paks®.

© RDNS Ltd 11



Results

Family also assisted in providing physical support and transportation. Additional strategies to
further enhance medicine management processes for non-English speaking CALD older people
living in the community were put forward by participants.

The journey of medicine management as perceived by non-English speaking culturally and
linguistically diverse older people is illustrated in the figure:

Fal
amily memper advocac
and the carer roje

Locus of

the medi At ) 2nd

cation team

Figure 1: The journey of medicine management by non-English speaking culturally and
linguistically diverse older people.
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Major themes

The findings have been discussed using the major themes that emerged from the interviews. These
were: giving and receiving information, support networks, and self-management. The findings from
the interviews are presented as a narrative. Quotes from participants have also been included to
support the themes (with any words added for clarity appearing in square brackets).

Throughout the report participants have been referred to as the following: ‘older person’, for older
people who manage their own medicines; and ‘carer’ for family members who were managing
medicines for another person. All participants have been further identified through their study ID
number.

Giving and receiving information

The first major theme that emerged from the data was the giving and receiving of information. For
older people, their medication management journey began with establishing relationships with
their community and health professionals who could communicate their medicine and health-
related needs in their native language. Integral to establishing these relationships was the assistance
of family and friends:

It was really important [establishing relationship with GP] at the beginning because I couldn 't
speak English. The language was such a big problem for me. However, I went out to get involved
in the community, and I participate in the aged/elderly group to make friends. I have made some
friends and I can spend time with them. My daughter will just take me to the doctors and tell me
what to do step by step. (Older Person 4)

There was an overwhelming preference of participants to use health professionals who could speak
their first language as this relationship allowed them to overcome language barriers:

The doctor, as well as the chemist, both speak my language. (Older Person 3)

I do have that [a Croatian speaking doctor] because I cannot speak English. (Older Person 1)

My doctor speaks Greek, and in the hospital they have noted on their form that I need an
interpreter so they send one. (Older Person 8)

It does help having the doctor speak Italian. (Carer 10)

Older people gained confidence in their ability to manage a medicine that was packaged in English

when their doctor provided an explanation in their own language. As these older people explained:
If it’s not Greek how are we going to communicate, how will I take my tablets? (Older Person 6)
For me, the language is not such a big problem because I always go to the doctor who can speak
Chinese Mandarin. (Older Person 4)

All participants obtained information regarding medicines through either their GP or pharmacist:

I do get the information from the doctor and the pharmacist but I'm forgetful sometimes. (Older
Person 6)

I speak to the doctor and to the pharmacy as well. (Carer 8)
LIl ask the doctor for an explanation [regarding medicines] and he’ll say do this, do that. (Carer 10)
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Given the critical nature of information shared between the GP and the older person and/or carer,
consultations with the GP carried an expectation of how information was to be presented to the
participants. For example, some participants wanted a verbal explanation of medicines provided to
be supplemented with written information in their first language:

Well, he does both. He explains to us and he writes it down. (Carer 5)

Every time the doctor prescribes medicine, I will request my doctor to write down a note about
how to take the medicine for me. (Older Person 4)

They [chemist] know that I don’t speak English. They write on the paper if they need to tell me
something for my son. This helps. (Older Person 10)

Carers also spoke of their preference regarding information received at consultations about
medicines:

I am interested in knowing what kind of tablets for what he’s taking and all of those things, even
like for the blood pressure, if there’s a change of blood pressure or anything, I like to know that
information regarding the tablets. I want to know those things. (Carer 4)

When he gets a new medicine, then I go through first time and then I know if be’s allergic to
anything or if it’s not good for him, what the reaction can be. (Carer 6)

1 like to know that information regarding the tablets. I have to know how the human body works,
how the sickness, is it increasing, it is decreasing, how’s it developing. (Carer 14)
Having the specific information written on the packaging of medicines in their first language was
equally important in helping some participants manage their medicine:
She [chemist] writes it in Chinese. On the packet, on the box. (Carer 3)

At the chemist there is a Greek-speaking lady and I ask ber to write it down [on the medicine
packaging] because there are so many and I don’t remember. (Older Person 8)

The doctor gave me the prescription and explained what it is, and then when we go to the

pharmacist, the label is quite clear. It’s in Vietnamese. (Older Person 7)

The supply of medicine-related information in the English language reinforces the need to obtain
information through the GP:

It says [the instructions] on the package but I can’t actually read it (Older Person 3)

The information was in English and I did ask the members of my family to go through the
information and to explain to me what it was all about, and they were promising that, ob yes one
day we’ll come and we’ll go through it. But unfortunately that never happened. (Older Person 9)

Every medicine they do have information leaflet, [however] I couldn’t read it so I couldn’t
understand it and then it ended up in the bin. (Carer 2)
Preference regarding the method of communication and presentation of information also reflected
the level of schooling some of the participants had reached:
I don’t need it written down because if they write it down ([in my own language) then I can’t read
it, that’s the hard part. I didn’t go to school for very long, that’s why it’s hard. (Older Person 6)
Reliance on the GP as the sole source of information was not without risk, with one participant
recounting her experience of when she misunderstood the explanation of her prescribed medicines:

Because I couldn’t understand the doctor, for three weeks I was taking the wrong tablets. (Older
Person 10)
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Another older person had different strategies to actively overcome language barriers:

I'm learning English so I can read bit by bit on the package. Also I have a dictionary and I can
check it out as well. Also I know how to make a booking for interpreters. Last time I went to see
the dentist and I told the receptionist that I need an interpreter and they arrange for me. (Older
Person 5)

Summary

The single biggest concern that people who do not speak English have in managing their medicine
was overcoming the language barrier. The lack of translated pharmaceutical information
necessitated that both older people and carers found other means of gathering information related
to medicine.

The single biggest coping strategy in overcoming this barrier in relation to medicines was to see a
doctor who spoke their language. Responses showed how highly dependent non-English speaking
people were on accessing health professionals who spoke and wrote in their language. Verbal
instruction regarding medicines was also the preferred method for obtaining information, given the
low level of schooling some of the older people had attained. Both older people and carers were
dependent on acquiring medicinal information from their GP. This not only highlighted the
critical importance of the GP role, but also that most participants perceived there to be no other
means of obtaining this information. The pharmacist was also often chosen because they spoke the
older person’s language, or because the pharmacy staff did; this again is reflective of the need to
overcome the language barrier.

In terms of delivery of information, participants spoke frequently of supplementing verbal
explanation with written instructions regarding the purpose and administration of the medicine.
Carers in particular were specific about their expectations of consultations and their desire to be
informed of how the medicines work, including the side effects or any particular instruction
regarding medicines. Some participants made notes during consultation, while others asked for
notes to be written for them. In the pharmacy setting, some older people asked for notes to be
written on medicine packaging in their language, while others arranged for the pharmacy to have
printed labels with this information in their language.
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The factors identified in the study that influenced the giving and receiving of information related to
medicines have the following implications for an assessment tool:

Medicines information

Explore how the person and/or family carer obtains information about their medicines:
o Identify the person and/or family carer’s preferences regarding how information is to be presented
e Ascertain literacy levels of the older person and/or family carer in their own language

o Ascertain the type and amount of information the person and/or family carer wants and in what
format (verbal, written, language needs)

o Identify the person and/or family carer’s preferred source of information regarding medicines

e Identify if the person requires support and education regarding access to interpreter services

Personal resources for medicine management

Ascertain the person and/or family carer’s goals for medicine management:

e Ascertain the person and/or family carer’s expectations of their medicines

e Consider the person and/or family carer’s experiences of the use of medicines

e Look at how the person and/or family carer feels and is responding to their medicines

e Explore if the person and/or family carer has any concerns regarding interactions of medicines with
prescription, over-the-counter or herbal medicines

e Explore beliefs and behaviours around complementary health measures (diet, exercise, physiotherapy)
and desire to lessen the need for tablets, if the older person has an interest in this

e Explore the person and/or family carer’s stance on natural medicines; if yes, have they advised their
GP?

e Ascertain who the person and/or family carer’s chosen health providers are and if they have difficulty
accessing them

Support networks

The steps for the non-English speaking CALD population in managing their medicines involved
them overcoming the language barrier. Of critical importance to overcoming the language barrier
was access to the services of a health professional who spoke the older person’s language, so they
could understand the medicine-related information and instruction given to them. Support
networks were critical for the older person in navigating the health system and establishing these
relationships.

The older person often had strong views about the role members of their support network had in
relation to medication management processes and the qualities of these relationships they valued.

Family members often took an advocacy role in relation to medicines, initially assisting in
establishing relationships with health professionals, then continuing through attending
appointments with their relative, taking note of medicine-related information and clarifying
concerns the older person may have had:

The family helps me, especially my daughter. She will take me, say for example if I got an
appointment with the family doctor, she will take me to the doctor and if we get prescriptions and
we need the medicine she will stop by the pharmacist. If I feel okay, sometimes I come out of the car;
otherwise I will just wait in the car until she gets the medicine. (Older Person 9)
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If I've got a question, say for example I've got a question or I forgot something to ask the doctor
prior and I want to ask him to put a question forward, she [daughter] will interpret the question.
But if - from her own accord if she’s got something that she would like to ask, she does that. (Older
Person 9)

They put the label on a box of the tablets and they explain to my son. Then my son explains to me
how I have to take the tablets. (Older Person 10)
In some cases family members only assisted until the older person wished to manage alone:
When 1 first came all of the things were arranged by my daughter but nowadays I can do things
myself. (Older Person 5)
The relationship with the GP also evolved to cater for the health and information needs of both
older people and carers in managing medicines:

For every wisit [to the doctor], normally it lasts about half an hour. He’s very thorough. Any
question I ask, he will give me the answer. (Older Person 7)

Yeah, I can tell ber [if I have medicine-related concerns] but then I never get sick off any tablet.
(Older Person 2)
The perceived role of the pharmacist varied; for some, it had evolved to become the primary means

of sourcing information regarding medicines:

I think it is important [the chemist provides explanation of medicines] because there is nobody else
who can explain to me (Older Person 3)

Normally [the chemist] does explanation with a, like, exact detail ... They would tell me that,
because I have high cholesterol and they would tell me that this tablet is good for that and you can
take it and how many time - the dosage and they would tell me the dosage. They would also tell me
for some specific tablets that I couldn’t take. (Older Person 5)

Other older people limited the role of pharmacists to being the experts on medicines:
The chemist - they only adjust the medicine. They’re not doctors. (Older Person 1)
1 go to the chemist and give them the prescription. They have a look and they find the medicine and
basically, that’s it. (Older Person 2)

Continuity in the relationship with the health professional was fostered through older people

attending the same clinic or pharmacy over a long period of time:
I have had the same doctor for the last 28 years. If anything happens I will phone him and he
normally comes to my place. (Older Person 11)

The trust placed in the GP was so strong that one older person adhered to their medicine,

regardless of the outcome:

Regardless of how sick I feel, I take my medicine regularly. (Older Person 3)

The trust placed in the GP also reflected the older person’s ability to discuss concerns if they arose:

I might say, look such-and-such is giving a bit of a headache, and be says ‘look that is quite normal,
do not worry about it’. (Older Person 11)

I always take care when, for example, 'm taking this one. It’s for pain relief, and when the pain
goes away I ring the doctor and say to ber it went away, what is your advices (Older Person 7)
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Some older people reported taking over-the-counter medicines upon recommendation and advice
from family member or friends. However, participants reiterated that this was always negotiated
with their GP, again highlighting the importance of this relationship in managing medicines:

My daughter will get calcium and Omega 3, and also some supplements for my joints. For those
supplements, my daughter would tell me exactly how to take them, and also she will just write it
down, put it in writing, therefore, and I can remember it. I would always tell my doctor about
that. (Older Person 4)

If someone recommends something I always ask my doctor for advice. (Older Person 7)

I would tell my doctor. For example, I have joint pain recently in the last few months and my
friends recommended [Mosatil]. I have been taking it and I will go to the doctors and say that I
have been taking the Mosatil for a while but it’s not — my friends said that it will help my joint
pain but it seems that it’s not working. I would like tell the situation to my doctor. (Older Person

5)
It [fish oil] wasn’t suggested by the doctor, and I haven’t heard it from anyone else, but I do a lot of
reading and I know that fish oil is good for you. My doctor is aware of that. (Older Person 9).

Hospitals and specialists also featured in the older person’s support network, and provided the
older person information regarding changes in health and medicines. These changes were also
discussed with their doctor, though in addition to this, older people also clarified any such changes,
reinforcing the level of trust and reliance on this relationship:

Sometimes I might see the cardiologist, sometimes the respiratory doctors, and they will tell me
what sort of medicine I need and they’ll give me - they will give me a prescription but after that I
go to my family doctor he explains to me exactly how to take the medicine and I follow that.
(Older Person 9)

Tve got veins there that tend to sort of block a bit and so I had to go to the specialist and the

specialist explained. However, I then I go back to my own doctor who explains what’s happening.
(Older Person 12)

Carers were generally more assured that they would be informed about medicine-related needs and
changes:

Usually if there is any change in the medicine, the [hospital] pharmacy will tell me about what
medicine has been changed. For example, last time when [she got the minor stroke] and changed
that to give the aspirin to her. They tell me the details, yes. (Carer 6)

The desire of older people to discuss all health changes and concerns with their GP also showed the
uncertainty older people had about communication between hospitals and GPs regarding
medicines:

I'm not sure but I assume that they have contact. Because when I was admitted in a hospital, they
asked me about my GP. (Older Person 3)

I don’t believe so [the hospital communicates with the local doctor] because the doctor would have
told me so. (Older Person 8)
There was also an example identified of a poor relationship between the older person and their GP:

Usually she’s writing something to berself and then she says, ‘we are finished now’. I assume and
understand it because she is too busy that she doesn’t have enough time for me and to listen to what
I have to say but I think that she should. (Older Person 3)
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In one instance a carer who was finding his role stressful had tried to arrange support through
service providers. He was seeking respite from some aspects of his role so he could focus on what
he considered to be the more important tasks he completed as carer, which included medication
management. He explained that he gave up on receiving assistance when his case was not seen as a
‘priority’:

I tried to get someone ... but they come ... and then they stop. (Carer 7)

The wishes of the older person could also impact on the carer using support services:

I did try to get the RNs to come and give the medicine but be [relative] is refusing. He’s depending
a lot on us [family]. It’s really hard. (Carer 8)

Cost may also affect choice and use of services:

I don’t go to the Chinese traditional doctor. Honestly, the Chinese traditional doctors, they charge
a lot so that’s more than we can afford. It’s too expensive. (Older Person 4)

Another carer described that in the Chinese culture older people were reluctant to seek assistance:

Older people, they actually don’t like to trouble their children. They know their children are very
busy ... they would rather ask friends or other people who could help them first; their circle of
friends. (Carer 3)

Carers also accessed medicine information through other resources:

LIl just research it [on the internet], whatever it is. (Carer 8)

Overall, however, there remains a need to have all the people and resources who contribute to the
management of medicines to collaborate for the best outcomes:

1 think everybody must be involved in this, doctor, pharmacy, nurses, everybody, everyone ... And
work together. (Carer 3)

Summary

Fundamental for most participants in the management of medicines was support. Initially it was
the support of the older person’s family that established relationships between the older person and
the health professionals, and helped them navigate the health care system in the process. Within the
network of supports, the quality of each relationship was highlighted. Participants seemed clear
about the role each person had in managing medicines.

Older people used consultations with their doctor as a time to obtain health and medicine
information and inform them of any changes in health and/or concerns they had. The trust placed
in the doctor was paramount, with both older people and participants reporting they informed
their doctor of health advice they had been given, and they clarified and communicated the
outcomes of specialist appointments or inpatient stays with them. Family members were pivotal in
the advocacy role they adopted for the older person through attending medical appointments with
their relative and interpreting concerns as needed. What was less consistent was the information
shared between these supports, in particular GPs and hospitals. Discussion highlighted that the
relationship between older people and health professionals, and the relationship between different
groups of health professionals, may be enhanced through the implementation of collaborative and
communications processes, allowing information related to medicine management to be shared in a
timely and appropriate manner.
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The factors identified in the study that related to the support network for the older person have the
following implications for an assessment tool:

Medication team

¢ Identify who is involved in medicine management (ascertain the team members)
e Explore the role and responsibilities of each member and check if roles are agreed and understood

e Explore if communication between the medication team members has broken down

Carer role

¢ Explore if the medicine management role is burdensome
o If burdensome, identify which components of medicine management cause difficulty and why

o Identify which areas the carer might benefit from help in, to relieve or minimise the stress and burden
associated with medicine management

o Identify the goals for medicine management with the person and/or family carer (ensuring goals are
based on their own values and beliefs, or substituted judgements are based on the wishes and beliefs of
the person who is being cared for)

Access to medicines

e Determine if the person and/or family carer is still able to access health care providers (GP, pharmacist)

o Ascertain what help is needed to access to health care providers

Environmental limitations

o Ascertain if the person is a frequent user of hospital or respite services and, if so, if continuity of
prescription medicines is a concern

¢ Explore the communication of medicine changes

o Explore the multiple sources of prescription and the adequacy of communication between providers
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Self-management

When older people had overcome language barriers to obtain required medicine information and
had support networks in place, they reached the self-management stage of their journey. This
section describes the subjective experience of managing medicine and the strategies used to
overcome changes in health and ability that may affect medicine administration. Strategies used to
enhance self-management of medicines included having a routine, documenting when medicine was
taken and using dosette and Webster-paks®. Family also assisted in providing physical assistance and
transportation. Additional strategies to further enhance medicine management processes for CALD
people living in the community were put forward by participants.

The ability to manage medicines varied between all participants, with several experiencing no
difficulties in completing this task:

I do not have those kinds of difficulties. (Older Person 1)
I havve no problem with medication management. (Older Person 4)
It’s not stressful at all for me; it’s quite easy, quite straightforward. I never make mistakes. (Older
Person 7)
There were numerous factors that may have affected an older person’s ability to manage their
medicine. The most commonly reported factor was forgetting to take a dose:
I forget them sometimes because of my memory problems. (Older Person 6)

Normally I can manage that independently but just occasionally I will forget that have I taken that
tablet or not. (Older Person 5)

Sometimes, but not very often forget. (Older Person 2)

Carers also recounted the cognitive changes in their relative’s health that resulted in them
undertaking the caring role:

Ive been doing that [administering medicine] because sometimes she forgets. I make it safe. (Carer
7)

He’s got vascular dementia so be forgets about what time he gets his medicine. (Carer 8)

For both older people and carers, there were physical reasons that complicated adherence to
medicine:

Opening the bottles sometimes it can be a problem because you have to position the bottle on
something that is quite level and you need to press and then to open. There are times when I find

that difficult. (Older Person 9)

[ havve trouble] with those ones [bottles] that you have to push down and open but I'm used to it
now. (Carer 10)

I'm having a little bit of difficulty now because I'm getting older and my fingers are not as they
used to be and I do drop the medicine quite often. (Older Person 12)

One older person explained that medicines that are only taken as needed (for example, pain relief)
or medicine that varies in dose caused confusion as they were not packed into her Webster-pak®,
meaning she had to self-administer these:

When it’s something extra it’s out of the box and I'm not sure how many tablets to take daily. I
have wait for my son to come from work to explain how I have to take the tablets, or maybe even I
may hawve to ring someone else to ask for that. (Older Person 10)
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Both carers and older people developed strategies to overcome changes and safely manage medicine.
Having a routine in place was frequently cited as one such strategy:

If you use them every day, you remember. (Carer 9)
There’s no problem [giving medicine]. Mostly by memory now, we’ve been taking so long. (Carer 5)
I just memorise all those down, and I know that the high blood pressure tablet is my one tablet after
the breakfast. (Older Person 4)
Older people also made reminders about medicine instructions through making their own notes
about the information:
I would take some notes on the package when they tell me [specific instructions]. (Older Person 5)
You can recognise it by having the picture that you ve photocopied and then putting your own
notes against it. (Carer 2)
In addition to this some participants kept a written record of when medicines had been taken:
I write down which tablet I have taken, and when. (Older Person 9)
I write it down because if I don’t write it down then I'll forget. (Older Person 10)

I write it down [instructions] on a piece of paper which is to remind me. (Carer 3)

One older person had her family prompt her to take her medicine:

My daughter will call me up sometimes and she’ll remind me to take my tablets. (Older Person 6)

Another family had devised a roster whereby the role of managing medicine was shared:

So we do have them [medicines] in the Webster-pak, so in the morning someone is there to give the
medication, lunchtime, someone is there to give medication and five o’clock medication, we’re
there to give again. (Carer 8)

Physical issues that affected ability to take medicine were managed with different strategies, such as
transferring newly-opened medicine into old packaging:

If I've got a bottle that has been used for a long time, it’s easier to open and if it is the same
medicine I will usually transfer it in the older bottle and then I use that bottle instead of struggling
with the new one. (Older Person 9)

Both older people and carers used dose administration aids” such as dosette boxes or Webster-paks®
to ease administration, with older people often choosing to have the pharmacist fill and deliver
them:

I havve a seven day thing, the seven day box. She [chemist] does them every Sunday and puts them
all in there. (Older Person 12)

It is much easier now with the box than before... But now she [pharmacist] puts it in once and then
at the end of the week she just refills it and she knows exactly what to do. (Older Person 11)

If something happens [with Webster-pak delivery], I would actually have to stop taking medicine.
(Older Person 3)

It’s safer [using a Webster-pak], and it’s a lot easier because I know exactly whether I have taken the
medicine or not. (Older Person 9)

2 Dose administration aids are defined as a device or packaging system where doses of one or more solid oral dosage forms of medicines
can be organised according to the time of administration (Australian Pharmaceutical Advisory Council, 2006).
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Everything is in here. Whole days — morning, lunch, dinner, before bedtime, so everything is here;
just take them. (Older Person 10)

The carers also used dosettes and Webster-paks® to ease the administration of medicines:
That makes a big difference *cause I suppose you don’t have to open bottles. (Carer 6)
We decided to put in a Webster-pak to make it easier for everybody. (Carer 8)

He said to me, I can put the dates [on the Webster-pak] ... Il put the sticker on it to see the dates
and I don’t have any trouble. That’s easier; I haven’t gotten any problem really.
(Carer 9)

Because it’s Monday, Tuesday, Wednesday, you just take out whatever tablets you have to take out
for that particular day. (Carer 10)

Some carers filled the dosette as it gave them control over medicines given:

No problem for me. It usually takes me a while, maybe sometimes half an hour to sort them all out

for a whole week. (Carer 5)

You can make more mistakes if the tablets are just from the package, whereas you can’t make as
many mistakes as the boxed one. (Carer 4)

At times, though, Webster-paks® were also problematic as they required a degree of dexterity to
open packaging and safely remove tablets:

Sometimes it happens that some of the tablets fall on the floor because there are so many of them. So
sometimes they just fall into my palm, sometimes on the floor. (Older Person 3)

We have to be there on time before he actually takes the medicine because he drops them on the
floor sometimes. (Carer 8)

There was also a clear preference among participants to use the same brand of medicine, so as to
avoid any confusion that may arise from a change in brands:

Sometimes they got this cheaper brand or this and that. I say look, give me whatever is on
prescription. (Carer 5)

They’ll ask me do you want the cheaper ones, do you want the more expensive ones, I tell them no,
just stick with the ones that 'll always get. The pharmacy, they always recommend a cheaper brand
and it’s a different name. When I get that cheaper brand, I try to compare it to the original
prescribed by the doctor but it’s hard to compare because 1t’s a different name. I don’t know which
one is which. (Carer 2)

The chemist tells me, it’s the same tablet, but it’s a different company. (Carer 4)

She [chemist] has asked whether [ would like to have another brand but normally I would prefer to
have the same company. (Older Person 1)

[ think sometimes as well it can become difficult because the chemist, sometimes they say do
want the brand name or do you want the cheaper brand. One tablet you only need once a
day, the other one you need twice a day, even though it’s the same medicine. (Older Person 10)

Medicine administration could also be influenced by other factors, including the notion that some
ailments are best addressed through lifestyle changes rather than through medicine administration:

It’s understanding about what could be given ... things that you could do to help you improve your
health and wellbeing [apart from taking medicine] ... because of the lack of knowledge and
understanding sometimes you can do things that might not be healthy for your body. (Carer 8)
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There are other things that could belp people like exercises or certain things, which we could do to
help ourselves. (Carer 6)

I think there could be some other supplementary therapy that could be used in conjunction with
medicine, because I don’t think medicine [alone] is just an answer to everything ... the lack of
knowledge and understanding sometimes you can do things that might not be healthy for your
body. (Carer 10)

Suggestions were put forward as how to best to support people from non-English speaking
backgrounds in managing medicines. Several involved increased availability of written information:

What would be a good idea is when a patient is discharged from the hospital it would be a good
idea if theyve got a list of the medication that they have been prescribed, and that they need to use
and the dosage of course, and how many times - the frequency — how many times a day and all
that. (Older Person 9)

If they got a short sort of explanation about the side effects of that medicine, and maybe the positive
effects of the medicine. So that - it’s so you are aware exactly what the medicine is for and how it’s
taken and for what purpose and what could be the consequences if you like, of the medicine. (Older
Person 9)

I know it could be costly if you asked all the information to be, the leaflet to be translated into
different languages and then to give it to the consumers. But if they could even ... compile like a
reference book where they would have it - it has to be in the community languages. You can have
that book at the pharmacy and people can look and read, or if they need to they can ask for it to be
photocopied. (Carer 2)

Also increased access to interpreter services was highlighted:

I don’t think there’s enough service in terms of language because for the elderly or for someone who
can’t speak English, they’ve had to go to the pharmacies who find someone who can speak their
language to explain to them. (Carer 8)

Yeah they’re [Cantonese speaking people] not aware that interpreter services are available so what
they do is they have to go to the pharmacies who can speak Cantonese. (Carer 3)

Broader strategies that may enhance medicine management processes were also put forward:

We have to be able to get the information out to people about support services about people that can
take them to appointments if their family can’t or information about medicines in Chinese. (Carer

3)

Seminars, managing medicine information, things like that. It would help a lot. (Carer 8)

Summary

In general, older people were focused on maintaining their independence in all facets of their lives,
including management of their medicines. The challenges to the independence of older people in
managing their medicines were twofold: first, in the form of memory lapses and second, in the
form of physical problems that affected their ability to open packaging and bottles to administer
medicines. Additional challenges also came from medicines that were short term or that varied in
dose, for example, Warfarin or pain medicine. Both older people and carers reported benefits from
using strategies that included having a routine, documenting when medicine had been taken, using
dose administration aids, and using the same brand of medicines. Both groups made suggestions
around easing medication processes through increased availability of translated information,
interpreter and support services.
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Factors that result in a change in ability and capacity to manage medicines have the following
implications for an assessment tool:

Personal limitations (functional and cognitive ability)

Ascertain the confidence of the person and/or family carer in administering medicines

Observe for physical limitations with taking medicines (difficulty opening lids and packaging, poor
vision/trouble reading the label, dexterity, unable to administer inhalers/eye drops, swallowing, cannot
hear verbal instruction or cannot understand due to language barrier)

Observe organisation and storage of medicines
Document experiences of any difficulty with remembering to take medicines

Explore whether the person and/or family carer has experienced difficulty in identifying medicines
(either by name or appearance)

Note changes from pre-morbid behaviour

Identify components of the medication management that may be causing difficulty for the person
and/or their carer

Ascertain the emotional experience of taking medicines

Capacity/making medicines manageable

Identify what strategies the person and/or family carer has that support medicine management
Determine if the person and/or family carer would consider the use of a dose administration aid

Explore strategies that may assist administration of medicines
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Discussion

The responses of participants highlighted that before a person could self-manage medicines there
were challenges to overcome regarding giving and receiving information and developing support
networks. The findings will be discussed further through the three themes identified in the data:
giving and receiving information; support networks; and self-management.

Giving and receiving information

The journey for the older non-English speaking CALD population in managing their medicines
begins with establishing relationships with health professionals who can communicate in their
native language. Language barriers have been linked before to reduced access to service services
(Garrett, 2009). For participants, this situation necessitated that they seek the assistance of friends
and family to establish relationships with health professionals in order to obtain appropriate health
care and information. This was particularly critical as most did not perceive there to be any other
way of obtaining this information or feel able to navigate the health care system alone. These
findings build on the suggestion of Bastiaens et al. (2007) that ‘...although not all people want to
take control over decisions in their medical care, most people want to receive good information on
their health and appreciate consideration of their concerns and desires into the care decisions of the
GP’ (Bastiaens, Van Royen, Rotar Pavlic, Raposo, & Baker, 2007, p. 41). This is the same for non-
English speaking older people and it brings with it the issue of language translation.

Communication of information through the GP was integral for older people and carers in
managing medicines. Participants held expectations about what information would be discussed
during consultations; this included the dose, administration and side effects of their prescribed
medicines. The importance of the consultation in gaining medicines information is not new (Du
Pasquier & Aslani, 2008); however, unlike previous research, this study showed that the
participants satisfaction with the information they received was quite high. This may reflect that
the sharing of a language results in higher levels of satisfaction with health care providers
(Carrasquillo, Orav, Brennan, & Burstin, 1999). However, establishing such relationships is not a
sustainable way of overcoming language barriers given the ‘...poor match between the languages
represented in the bilingual workforce and the workforce and the languages of patients...” (Garrett,
2009, p. 48).

In overcoming these concerns it has been suggested that use of interpreters be mandated to further
reduce the existence of language barriers through allowing consumers to access and use providers
who do not speak their language (Federation of Ethnic Communities' Councils of Australia, 2010).
However, this suggestion comes with issues attached; interpreters have been found to reduce, omit
and revise the content of discussion (Aranguri, Davidson, & Ramirez, 2006). Also, there are
concerns regarding interpreter service access and use that need to be addressed, including inefficient
booking systems, insufficient interpreter availability, perceptions that interpreters are difficult to
book and attain, and the lack of flexibility of the interpreter service (Centre for Multicultural
Health, UNSW, 2003, as cited in Garrett, 2009). Pharmacists in particular have reported that they
are unable to access interpreter services (While, et al., 2011).

The review of evidence related to interpreter service effectiveness indicates that systemic changes
may be needed at an operational level to maximise the reach and availability of the service. This
might include extended usage of technology, selectively changing the mode of communication (e.g.
less face-to-face interpreting and more telephone interpreting) or improving interpreter budgets
(Garrett, 2009, p. 51)
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Delivery of information is another aspect of communication that requires consideration. The
majority of participants in this study preferred verbal instruction with regard to their medicines,
which in part reflected the education level they had attained. The research team’s findings suggest
that a preference to receive information verbally may reflect that an individual has not attained the
education level needed to understand written information in English or their first language. This
has implications for the transfer of information as it highlights that a variety of modes of
communication may be required to communicate with a non-English speaking older person.
Communication strategies also need to consider the dialect literacy level of the client as well as the
language spoken. This finding also impacted on the consent process where the research team had
assumed that using translated documents would overcome language barriers. In these instances,
information was read verbatim to some participants by the interpreter.

Other participants made notes, or had notes written for them, as another important way of
retaining information gathered at the time of consultation, and as a means of ensuring that
medicines were taken as prescribed. One participant used a dictionary and accessed interpreters,
though this was an isolated case.

The readability of medicines is important to patients ... Patients value the idea of information that
is tailored, set in the context of the particular illness of the individual patient, and containing a
balance of benefit and harm information (Raynor, et al., February 2007, p. x)

This supports the assertion that ‘verbal information should always be followed up by written
information, explaining the reasons for and the likely effect of the treatment together with details
of the frequency and times of the doses to be taken and any possible side effects’ (Nyatanga, 1997,
p- 332). As such, the assessment tool to be created acts to identify the amount, type and delivery of
medicine-related information the consumer desires.

Additional strategies identified by participants as having potential to further enhance self-
management of medicines overwhelmingly involved increased access to and availability of
information. This is despite the plethora of resources currently available to non-English speaking
CALD communities, including translated health information of medicines, community education
sessions, and free interpreting services through the National Prescribing Service. This may reflect
that access to these services requires that people are not only literate in English, but also computer
literate; given information resources are primarily available online. The research team found that
locating online resources could be both a difficult and convoluted process. The need for translated
information on medicines, as well as targeted health promotion strategies and a cultural
competency framework in primary health care has been recommended in a national submission to
improve CALD consumer safety (Federation of Ethnic Communities' Councils of Australia, 2010).
‘...Australia’s age care system needs to consider the diversity of Australia’s seniors’ population and
their requirements for culturally sensitive care, including information about safe and wise use of
medicines’ (Federation of Ethnic Communities' Councils of Australia, 2010, p. 8).

Support networks

The journey for non-English speaking CALD older people in this study involved creation of a
network of people who support their management of medicines; a team that generally consisted of
their family, GP and/or pharmacist. Within the network of supports, the quality of each
relationship was highlighted. Participants seemed clear about the role each person held in managing
medicines. As found by While et al. (2011), trust and confidence in the health professional was
particularly important, although the non-English speaking CALD population had an even greater
dependence on these relationships given they were often perceived to be the only means of
obtaining medicine-related information.
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A good doctor-patient relationship has previously been observed in relation to adherence to
medicines (Kruger et al., 2003, as cited in The American Society on Aging & American Society of
Consultant Pharmacists Foundation, 2006, p. 30). Most participants sought continuous support
from their health professional over several years, and trusted that consultations with their doctor
would allow for discussion regarding any changes in health and/or concerns they had.

The findings of this study also reaffirmed the risk that is created when communication or the
relationships between the doctor and client is limited. Poor communication between health
professionals and clients has been identified as one of the most common contributing factors to
medication incidents (National Prescribing Service, 2009). For one participant in this study, a
breakdown in communication was related to them relying on only the one health professional for
health information and advice.

There was also uncertainty among participants about how much information is shared between
health professionals involved in a client’s care. As the team members who support an individual in
the management of their medicines have a shared expertise and responsibility (Australian
Pharmaceutical Advisory Council, 2005) it is imperative to identify people involved within this
medicine ‘team’, their role and any knowledge or skills that can be shared. Relationships that older
people had with their family were also highlighted as being pivotal in the management of
medicines. Family members often adopted an advocacy role for their relative. The advocacy role of
family members involved establishing links with health professionals who speak the older person’s
language, attending medical appointments, and interpreting concerns as needed. Carers valued
relationships with health professionals as these relationships enabled them to be informed and
supported while managing medicines for another person. Anderson and Kralik (2008) also
identified the importance of carer access to support for advice and encouragement. The participants
in our study reinforced the value of support, though it also identified the challenge at times in
obtaining it. In addition, the amount and type of support that is sufficient for a carer’s needs
requires further exploration to ensure prompt further assessment of carer stress levels and
appropriate support services if required.

Self-management

Using CALD-specific medicine information and support networks, older people in this study
reached the ‘self-management’ stage of their journey, similar to that described by While et al.
(2011). During this phase, older CALD people used strategies to ease the medication management
process. Inherent in self-management of medicine is self-efficacy, or the belief or confidence that
one can successfully perform the action needed to attain the desired outcome (Bandura, 1986). The
two main factors that affected self-efficacy in this study were impaired dexterity and impaired
cognition. Impaired dexterity ‘...can affect the ability to open product packages or medication
containers...” (The American Society on Aging & American Society of Consultant Pharmacists
Foundation, 2006, p. 47). Impaired cognition may affect medicine management by causing people
to take too much medicine or to miss a dose (The American Society on Aging & American Society
of Consultant Pharmacists Foundation, 2006).

Several of the strategies used to assist self-management of medicine have been identified in other
studies, including ‘making treatment “part of life”” (Dowell & Hudson, 1997, p. 373) through
incorporation of medicines into daily routine (Metlay, et al., 2005) and use of dose administration
devices (Murnane, Kendall, & Gamble, 2009; University of Queensland, 2004)particularly those
labelled in the participants’ first language. Some participants also supported their own self-
management through keeping a written record of when medicines were administered. Medicine
regimens were complicated when doses of medicines varied or were short term, and this
necessitated that family or friends assist participants with their medicines, given these medicines
were not packed into the dose administration aides they used.
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Another important strategy for participants in managing medicine was seeking continuity in the
brand of medicine they use. ‘Multiple brand names can cause significant confusion for consumers
and/or their carers...” (Australian Pharmaceutical Advisory Council, 2005, p. 38) Participants relied
heavily on taking the same brand of medicine to avoid the confusion that comes from trying to
identify and/or administer tablet they do not recognise. It has been suggested that ‘...health
professionals should confirm that consumers understand and recognise the active ingredient name
of all their medicines’ (Australian Pharmaceutical Advisory Council, 2005, p. 38). However, the
means to do this in non-English speaking CALD populations or populations with reduced literacy
remain unclear. There was also a clear preference of participants to take medicines they recognised
and trusted. It is therefore possible for this population to be penalised through being reliant upon a
brand that is not subsidised through medicine benefits schemes, and thus is more expensive.

Consumers and/or their carers should be given specific information about entitlements and an
explanation of the safety net under the Medicare Benefits Scheme (MBS), Pharmaceutical Benefits
Scheme and the Repatriation Pharmaceutical Benefits Scheme, together with an indication of costs
of any medicines not covered by such schemes (Australian Pharmaceutical Advisory Council, 2005,

p. 38).

Contribution to knowledge

The findings of this study complement the journey of medication management described by While
et al. (2011), showing that for non-English speaking CALD people this journey is longer and more
complex that for the general older population.

Findings from this study include:

o Family members often assist in establishing relationships with a GP who can speak the older
person’s language.

e Having a GP who can speak an older person’s language is the primary way of overcoming
language barriers and obtaining medicine-related information.

e The individual’s literacy level and their preference regarding the amount and format of
information they wish to be given (for example, verbal or written) should be considered.

o There is a need for awareness and access to interpreters; and translated medicines information in
a variety formats.

o There is a need to include the people involved within the ‘network’ or ‘team’ supporting non-
English speaking older people with their medicines; and promote their role and communication
with other people in the support network.

Future directions

Exploration of the different non-English speaking CALD populations’ perspectives required use of
professional interpreting services. Past research has identified that interpreters have an overall
tendency to reduce what was said through omission or revision (Aranguri, et al., 2006). It is
possible that this has occurred in this study. As only the narrative of the researcher and interpreter
was transcribed, the team suggests that future research should include the transcribing and
translating of the narrative of the non-English speaking participants to enhance the reliability and
validity of the analysis. Validity would also be enhanced through checking if the findings among
the broader population of non-English speaking CALD people and those with limited proficiency

in English are similar.
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Though time-intensive, this study has paved the way for accessing potentially vulnerable
populations through the translations of documents and the use of interpreters to conduct
interviews. The Manager - Diversity was integral to the successful completion of the study in that
she informed the research team about recruitment strategies and translation standards for
documents used in the recruitment process; this allowed ethical requirements to be met and the
projected number of participants to be recruited.

The strengths-based approach taken in the design of the study enabled identification of strategies
older people use to self-manage their medicine. Future research could benefit from taking a similar
approach as it allowed for the journey of how older people use their skills and strength, and how
they adapt to change in a positive manner to be identified.

Through integrating the findings of this study with the findings of While et al. 2011, the
Medication Management Assessment Tool (see Appendix 1) has been developed. It requires further
evaluation through the Delphi technique, using experts and clinicians to increase face validity of the
assessment tool. The tool needs testing for validity and reliability in the clinical setting and
evaluation of the useability of the tool with other community care organisations within Australia.
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Appendix 1: Medication Management Assessment Tool

Administration instructions:

It is recommended that the assessment be completed at the time medicines are due to be taken by the client.

Assessment should be conducted in a conversational manner.

The categories listed provide prompts for completing the assessment.

The client and carer columns should be marked to indicate who is responding to the question.

Action column: Actions help to attain the client’s goals for self-management. Please indicate the agreed actions that have been identified for each category.

Refer to the accompanying guide for possible interventions (as identified by research participants and evidence-based literature). NB: this is not an
exhaustive list.

Review date: Provide a date for reviewing progress.
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Category: Capacity

Client

Carer

Findings

Action

Review date

Show me all the medicines you are currently prescribed

Show me the medicines you are currently taking
(explore - prescribed, natural medicines, over the
counter, supplements)

Have you stopped taking any medicines that you were
previously happy to take?

No
Yes (explore reason)
Document response:

HMR

Check for depression, delirium,
cognitive change and other physical
and mental health conditions.

On a scale of 1 - 5: How confident do you feel in how
you manage your medicines?

1 = not at all confident

2 = not very confident

3 = neither confident or not
confident

4 = reasonably confident

5 = very confident

Show me how you store and organise your medicines?

Location
Satisfactory
Unsatisfactory (describe)

Check medicines are stored as
indicated

Discard out of date and discontinued
medicines

DAAs

Show me how you take your medicines?

Packaging
Dispensing
Watch administration

Packaging options

Alternative ways routes &
preparation of medicine —e.g.
Suspension, lozenges, syrups,
patches

Refer to speech therapist for
swallow assessment

Is this working for you?
If response is NO: Is any aspect of this difficult or
concerning?

Yes/No
Document response:
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Category: Capacity Client | Carer | Findings Action Review date
Is your medicine regiment flexible enough for you? Yes/No HMR
(explore timing, frequency of doses) Document response:
Do changes in name and/or appearance of your Describe:
medicines cause you concern?
Do you have difficulty remembering to take medicines? Yes/No Visual aids, DAAs
Document response:
Have you tried any DAAs or medication aids to assist Yes/No HMR
with taking your medicines? Document response:
Category: Access Client Carer | Findings Action Review date

Who supports you with your medicines?

Identify supports/people involved and document what they do:
GP (regular or variable)

Pharmacist (regular or variable)

Specialists

Community nurse

Case manager/ community carers

Neighbour friend
Family (carer)
Other
Who takes overall responsibility for co-ordinating Details:
medicines from multiple prescribers?
Are these people your provider of choice? Yes/No
Document response:
Do you have difficulty accessing these supports? Yes/No
Document response:
How do identify which medicines need reordering and Self
when? Other
Is this working for you? Describe:
How do you get the repeat prescriptions authorised? Self Organise directly between GP &
Is this working for you? Other Pharmacist
Describe:

36
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How do you fill a prescription? Self

Is this working for you? Other
Describe:

How do collect your medicines form the pharmacy? Self Explore transport and delivery
Other options (half price taxi scheme,
Describe: community bus, pharmacy delivery,

council carers)

Is cost a barrier in accessing your medicines? Describe: Safety net, Health Care Card

Are you aware of the benefits that may be available to Use of Generics or branded

you in relation to accessing medicines? medicines

Category: Attitudes to Medicines Client | Carer | Findings Action Review date

What motivates you to take your medicines?

Document response:

Educational, Behavioural, emotional
supports

What makes it difficult for you to take them?

Document response:

What do you expect from your medicines?

Document response:

Are they meeting your expectations?

Yes/No
No: describe issues

How do they make you feel? (explore side effects and Document response: HMR
adverse drug reactions)
Do you have concerns about the interactions or side Yes/No HMR

effects of your medicines?

Document response:

Would you prefer a non pharmacological option to the
medicines your doctor prescribes you?

Yes/No

Document response:

Facilitate discussion with doctor;
discuss non pharmacological options
if appropriate
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Category: Medicines Information

Client

Carer

Findings

Action

Review date

How much knowledge do you like to have about your
medicines?

Tick all that apply

What to take

When to take it

Condition it is treating

Names

Special instructions

How it works

Side effects

Potential interactions with food and
other medicines

What to do when | miss a dose
Long term implications of the
medicine

Other:

None of the above

Education
Support

Are you getting the information that you want in the
form that you want it?

Yes/no

Where would you prefer to be getting your information
from?

Tick all that apply

Doctor

Pharmacist

Nurse

Internet

Mobile phone applications
Information leaflets

Other: ..o

In what form do you like your information to be
presented?

Tick all that apply
Language specific

Spoken

Written

Large print/ Braille

Audio/ visual

Electronic- iPhone, internet
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Category: Continuity, complexity and change Client | Carer | Findings Action Review date
Do you experience frequent medicine changes? (these Yes/No HMR prior to discharge
may result from hospital admissions or specialists visits) Describe: Medicines list
What are the issues that arise from this? Prompt Hospital discharge info to GP
If you have extended hospital or respite stays, how do Describe:
these affect your ability to resume self-management of
medicines on return home?
Category : Carer Client | Carer | Findings Action Review date
What assistance do you need as a carer to safely manage Describe: Support
medicines? Telephone help lines
(Commonwealth respite and care
link centre 1800 059 059)
Education
Counselling
Nurse as monitoring role
Complete RDNS carer assessment
What are your goals for medicines management for your
relative?
Client: Review date
What are your goals for medicines management?
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Appendix 2: Older Person Interview Questionnaire

Older People Interview
Themes Questions and prompts
¢ What do you think is involved in the management of your medicine?
Prompt: Identify the range of people that you see in relation to your
Definition medicines and what their role is.
e Does being on medicine result in the belief that you are ill? If so describe
this further.
¢ Can you identify any medicine tasks that are difficult for you?
If Yes, why are they difficult for you?
e Describe any difficulties that you have experienced in taking your
medicine
Prompt: Functional ability (mobility, sensory, dexterity)
Health status/condition
Cognitive function/ memory
Access to medicines (getting to the GP or pharmacist, affordability of
medicines) and aids
Barriers to Availability of support
optimal . . .
medicine e What strategies have you found help to overcome this problem (with
management your eye sight, memory, health, language, mobility etc)
e Do you sometimes forget to take your medicines?
If Yes, describe the circumstances in which this might happen
And: describe any methods you use to help you remember to take your
tablets.
e What packaging and medicine administration products cause you
difficulty in managing your medicine?
Prompt: If you have a health condition that makes it harder to take your
medicine please describe why.
¢ How confident do you feel about how you manage your medicines?
e Are there any particular medicine characteristics or instructions that
cause you difficulty?
Prompt: Describe what they are (pulse monitoring, not crushing tablets,
measuring fluids)
Safe use of ¢ Have you found any ways of overcoming these difficulties?
medicine e What do you do with your unused medicines?
e Have you ever seen a Chinese herbalist? If so what level of information
have you given them about your current health status and treatments?
e When you think of over the counter medicines or Chinese herbs, do you
think of these as medicines like those the DR prescribes?

40
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e Have you ever been asked to demonstrate your ability to take your
medicines?

Prompt: By whom and describe what you were asked to do

e Have you ever been asked to demonstrate your knowledge of your

Lo
Assessment medicine?
Prompt: If so by whom and describe where it took place and what did they
ask you.
¢ Does the age or generation of the health professional that is either
prescribing or dispensing your medicine make any difference to you? If so
describe why.
« Do you take any self purchased/over the counter medicines, vitamins or
any other supplements or complementary medicines?
Supporting Prompt: Would you tell your GP and pharmacist about these?
choice e What circumstances would result in a decision to not take your medicine
(adherence)

as the doctor has prescribed for you

Prompt: Would there be any reason because of your personal or cultural
beliefs?

Interventions

e Describe the strategies you use that help you to take your medicine.

Prompt: Ask the participant to describe their medicine routine step by step.

Receiving help

e Who provides support or advice about your medicines and how you take
them?

e When you go to the Dr for an ailment/illness, who makes sure you know
about the medicines given to you? (prompt: GP, practice nurse,
pharmacist, other person or the web)

Prompt: Is this information easy to understand?
Do you find this information useful?

When would you make a decision that you were no longer able to
manage your own medicines?

Prompt: What sign would indicate you could no longer manager your
medicines?

e Describe how you think you would feel if this was to happen.
¢ What would you want to see happen if this should ever occur to you?

© RDNS Ltd
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Appendix 3: Family Member Interview Questionnaire

Family Member Interview

Themes Questions and prompts

Definition e What do you think is involved in managing medicine?

¢ What responsibility do you feel you have in giving another person’s
medicines? Could you give me an example?

e Who is available to you to provide support or advice about the
medicines being taken by the family member?

Prompt: How are your GP and pharmacist helping you?

Receiving help What kind of help did they give you?

Do you feel able or confident to question prescriptions or raise
concerns?

Is there anyone else involved that we haven’t mentioned?

o Describe any difficulties that the family member you care for
experiences, in taking their medicine.

e What is the underlying cause of these difficulties?

Prompt: Functional ability (mobility, sensory, dexterity)
Health status/condition
Cognitive function/ memory

Access to medicines (getting to the GP or pharmacist, affordability
of medicines), packaging and other medicine aids and equipment

Availability of support

Barriers to e What strategies have you found help to overcome this problem that you
optimal have described (with your eyesight, memory, health, mobility, language
medicine etc)

management

¢ What packaging and medicine administration products cause you or the
person you care for difficulty?

Prompt: Identify which products are a problem

¢ What strategies do you suggest would help overcome the identified
problem?

¢ The GP, Pharmacist and nurses all have systems and processes by which
they manage the prescribing and dispensing of medicines. Have these
processes ever caused you difficulty as a carer i.e. when getting the
script from the GP or taking the script to the pharmacist or collecting the
medicines?
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¢ Describe situations in which you have felt concern about your relative’s
ability to manage their medicine.

Prompt: How did you manage this?

Safe.u'se of e To your knowledge has any health professional involved with the
medicine medicines discussed the management of unused medicine with you or
the person taking the medicine?
¢ Inyour experience have you found any strategies that improve the
family member’s ability to self-administer their medicine without error?
Supporting « How do you differentiate between the person/family member not
choice wanting to take their medicine to not being able to take their medicine?
(adherence)
¢ What sort of situations would make you feel you have to take over the
medicine management of another person
Prompt: What were the triggers?
¢ What experiences have you had since taking over the management of
another person’s medicine?
Giving help Prompt: Would you say that these experiences have caused or decreased
feelings of stress or burden?
¢ Have you ever experienced a situation where you have not been able to
administer the medicines? Could you describe it?
e Have you considered if for some reason you are unable to give the
medicines, do you have a backup plan?
© RDNS Ltd 43
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Appendix 4: Declaration of Confidentiality by Interpreters of Data

Royal
DistrictNursing
Service

DECLARATION OF CONFIDENTIALITY BY
INTERPRETERS OF DATA

Research Project Title:

Interpreter (please print details below)

| (full name)

acknowledge that all information interpreted by me for the research project named above will be
treated by me with the strictest confidence.

All material relating to the above project will, while in my possession, be accessible to the
researcher(s) only.
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Appendix 5: Translated documents

Refer to the three translated document on the following pages:

e For Your Information
e Invitation to Participate

e Informed Consent Form

© RDNS Ltd

45



Royal
DistrictNursing

Service

Bringing healthcare to you™

www.rdns.com.au

MNa TNV evnuépwon ocag

TitAog Npoypdaupatog: PappakeuTik Aywyn — BeAtiwon Alaxeipiong ﬂ —~ = l

lMa mo10 AGyo yiveTal autd TO TTPOYPOMNMA;

H BaoihikA Mepigepeiaky NoonAgutikh Ymrnpeoia (Royal District Nursing Service), ‘ \

TTapEXEl PpovTida ae TTOANG NAIKIWPEVA ATOPA Ta oTToia XpEelddovTal Borbeia yia va )
TTAPOoUV Ta PAPUAKA TOUG. @EAOUE va PABoUUE TTEPICOOTEPA VIO TO TTWG Ta ATOUA QUTA, , ti
oupTrepIAauBavopeva Kai Ta Pn ayyAd@wva nAIKiwpéva aToua TTou dIaPEVOUV OTNV f 4 '
KOIVOTNTAQ, €lval o€ Be0n va diatnproouV TNV avegapTnoia Toug diaxeipiCoueva Ta by - )
PAPPOAKA TOUG KAl TTWG UTTOPOUME VA TA UTTOOTNPIEOUE. § =

Ti repiAapBavel n CUPPETOXN OAG OTO £PYO;

‘ExeTe TTPOOKANOEI va AGBETE CUPUETOXN O'AUTO TO £PYO ETTEIDN OI ATTOYEIG 0AG Eival

ONMAVTIKEG YIa JOG. OEAoupE va 00G MIANOOUNE OXETIKA PE TO TTWG OIaXEIPICEOTE TA ”
PApPaKA 00G. Av €i0TE HEAOG TNG OIKOYEVEIAG, BEAOUUE TIG TTAPATNPAOEIG KAl TIG H
EMTTEIPIEG OAG, VIO TO TTWG BlaXEIPICETAI TO ATOUO TNV UTTOXPEWOT VA TTAIPVEl T QAPHOKA i
TOU, KaI TTOI0 UTTOOTHPIEN TOU TTAPEXETE EOEIG.

O utrdAAnAog épeuvag Ba kavovioel va oag eTokePOei oTo oTriTl. H ouvévteugn Ba 1 )
TTPOYPOAUMATIOTEI OTav 00 BoAeUEl Kal Ba dIaPKETEI TTEPITTOU Hia WpPA. ﬂ A

Ti 8a yivel ge TIG TTANPOPOPIES TTOU PAG DWOETE;

©a payvnropwvnBei n oulnTnon TTou Ba yivel, €101 WOTE, va dlaTnPNBEi Eva apyeio NG
ouvévTeuéng. O1 TTANPoPopiES TTou Ba pag dwaoeTe Ba cuvdIaoTOUV PE TA OTOIXEIO TTOU
OUAAEXONKav Kal attd GAAEG ouvevTelEelg. Ta atroTeAéouaTa Ba pag Bonbricouv va
BeATiLwooupE TOV TPOTTO e Tov 01100 TO RDNS, Ba Tapéxel uTTooTAPIEN OXETIKA UE TN
dlaxeipion @APUAKWY HEANOVTIKA OTOUG TTEAATEG. Agv TTIOTEUOUUE OTI N CUPHPETOXN 0AG
0’auTO TO TTPOYPAUMA Ba 0ag TTPOKAAECEI OTTOIODATTOTE TAAAITTWPIA ] avnouyia.

Epeic 6a ypawoupe pia €kBeon, Ba dnuociclooupe apbpa o€ TTEPIODIKA UYEiag Kal Ba
MIANOOUME O€ OUVEDPIO OXETIKA PE T ATTOTEAEOUATA AQUTOU TOU TTPOYPAUMATOS. AUuTd

TToU Ba avakaAuwouue d€ Ba cupTTEPIAaUBAvOUV To Ovoud aag i oTIOATTOTE AAAO TTOU
Ba emdEIKVUEI TNV TAUTOTATA OAG.

OAa 1a oToIXEia Tou TTpoypdapuaTog Ba atroBnkeuBouv Pe ao@alela oTo IvoTiTouTo
KoivotikAg Yyeiag Helen Macpherson Smith (Helen Macpherson Smith Institute of
Community Health). ©a diatnpnBouv 10 AlydTEPO YIa 5 Xpovia, HETA aTTO TNV NUEPOUNvVia

TNG TEAEUTAIAG dNUOCIEUONG KAl JETA Ba KATAOTPAPOUV. , *‘é "" ;
H nBikn €ykpion yia tn diegaywyr) autou Tou TTPOYPAUHATOG £XEl O0BEi aTTd TNV - e
Emrtpor ‘Epeuvag AvBpwTrivwv HOwv Tou RDNS (RDNS Human Ethics Research \ A
Committee) (RDNS HREC ApiBu. ‘Epyou 117). 3 /4111
A=/ i
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For your information

Project Title: Medication - Improving Management

What is the project about?

Royal District Nursing Service provides care to many older people who require help with
taking their medication. We want to learn more about how people, including older people
living in the community who do not speak English, maintain their independence with
medication management and how we can support them.

What does your participation in the project involve?

You have been invited to take part in this project because your views are important to
us. We would like to talk to you about how you manage your medication. If you are a
family member we would like your observations and experiences of how the person
taking medication manages the task and any support that you provide.

The research officer will arrange to visit you at home. The interview will be planned for a
time that is convenient to you and will take about an hour.

What happens with the information you give us?

The discussion that takes place will be taped so that a record of the interview is kept.
The information that you give us will be combined with data collected from other
interviews. The results will help us to improve the way in which RDNS provides
medication management support to clients in the future. We do not believe that taking
part in this project will cause you any discomfort or distress.

We will write a report, publish articles in health journals and talk at conferences about
the results of this project. What we find out will not include your name or anything that
shows who you are.

All of the project data will be stored securely at the Helen Macpherson Smith Institute of
Community Health. It will be kept for a minimum of 5 years after the date of the last
publication then destroyed.

Ethical approval for the conduct of this project has been given by the RDNS Human
Ethics Research Committee (RDNS HREC Project No.117).
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Tko odlucuje hocete li sudjelovati u ovom razgovoru?

Molimo procitajte paZljivo ovu izjavu. MozZda Cete o odluci o sudjelovanju zeljeti
porazgovarati s nekim prijateljem ili clanom obitelji. Dostavljen vam je takoder i popis
toCki o kojima trebate razgovarati. Kada budete znali o ¢emu se radi u ovom projektu i
odlucite na koji nacin zelite da se s vama obavi ovaj razgovor, istrazivac ¢e od vas traziti
da potpiSete obrazac kojim dajete suglasnost.

Vi niste obvezni sudjelovati u ovom razgovoru pa odluka koju donesete nece ni na koji
nacin utjecati na vas buduc¢i odnos s RDNS-om. Ako se odlucite sudjelovati, a kasnije
promijenite odluku, molimo obavijestite o tome nekog iz tima ovog projekta. Sve
informacije koje ste dali, a koje nisu podvrgnute analizi, biti ce uklonjene.

Ako imate pitanja o ovom projektu, molimo kontaktirajte:

Fleur Duane

Research Officer,

RDNS Helen Macpherson Smith Institute of Community Health
31 Alma Road, St Kilda, 3182

Tel: 9536 5232

Ako imate prituzbu na ponasanje u ovom projektu, molimo kontaktirajte:

Dr Lisa Donohue

Chair, RDNS Research Ethics Committee
31 Alma Rd, St Kilda, 3182

Tel: 9536 5322

Hvala vam $to ste razmisljali sudjelovati u ovom vaznom projektu.
Sa Stovanjem,

Fleur Duane — a
Istrazivag 5B 4
RDNS Helen Macpherson Smith Institute of Community Health

L L=
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Who decides if you take part in the interview?

Please read this statement carefully. You may want to talk about your decision to take
part with a friend or family member. A list of discussion points has also been given to
you. Once you understand what the project is about and would like to be interviewed,
you will be asked to sign a consent form by the research officer.

You are under no obligation to take part in the interview and any decision you make will
not affect any current or future relationship with RDNS. If you decide to take part but
later change your mind, please notify a member of the project team. Any of your
information which has not undergone analysis will be removed.

If you have any questions about this project, please contact:

Fleur Duane

Research Officer,

RDNS Helen Macpherson Smith Institute of Community Health
31 Alma Road, St Kilda, 3182

Tel: 9536 5232

If you have any complaints about the conduct of this project, please contact:

Dr Lisa Donohue

Chair, RDNS Research Ethics Committee
31 Alma Rd, St Kilda, 3182

Tel: 9536 5322

Thank you for thinking about taking part in this important project.
Yours sincerely,

Fleur Duane
Research Officer
RDNS Helen Macpherson Smith Institute of Community Health
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NMpookKANON yia ZUMMETOXNA

MpookaAouvTal pn ayyAd@wva nAIKIwpéva aTopa Kol HEAN TG OIKOYEVEIAG TOUG ﬂ - = i
VO CUHUMETEXOUV O€ OUVEVTEUEEIG, VIO TNV £PEUVA TWV TPOTTWV ME TOUG OTTOIOUG
Slaxeipiovral Ta PAPHUOKA TOUG.

J
To IvoTitouto KoivoTikig Yyeiag Helen Macpherson Smith (The Helen Macpherson ‘ \ .
Smith Institute of Community Health), £xel xpnuatodotnBei améd tnv Krnuarikn lMeplouaia V.

Tou EkAiTévTa Glen W Griffiths kai 1o 1dpupa 1ng Helen Macpherson Smith (Estate of E
the Late Glen W Giriffiths and the Helen Macpherson Smith Trust), va avaAé&Bel 1o

TTpoypauua «Ia Tn BeAtiwon TnNg diaxeipiong TWV PAPHAKWY ATTO TA NAIKIWMEVA ' f =P
dToua, Kal yia Ta pn ayyAd@wva nAIKIWHPEVA ATOMA KAl VIO TA NAIKIWMEVA ATOHO 'y
TToU JOouV JE Avola HECO OTNV KOIVOTNTOY.

216)X0I1 TOU MNMpoypduparog
AUTO TO £PEUVNTIKO TTPOYPAUUA EKTEAEITAI, £TOI WOTE, O VOOOKOUEG JAG VO ITTOPOUV va
TTAPEXOUV TO CWOTO ETTITTEDO UTTOOTAPIENG PAPPAKWY OTOUG TTEAATEG TOUG. g

Oa BéAapE va Pag TTEITE yIA TIG OTTOIECOATTOTE DUOKOAIEG TTOU BILVETE I EXETE PIWOEI UE \ X !
Tn dlaxeipion Twv Qappakwy oag. Etiong, 6a BéAaue va pag dwoeTe PEPIKEG TUPPBOUAES "r‘
ylQ TIG OTPATNYIKEG TTOU 0AG BorBnoav va EETTEPACETE TIG OTTOIECONTTOTE OPACTNPIOTNTEG ﬁ

TTOU €ixav oxéon Pe Ta @Apuakd oag. Etriong, 6a BéAaue va akOUGOUE TIG ATTOYEIG TWV
MEAWV TNG OIKOYEVEIOG, OXETIKA PE TO TI €iIDOUG UTTOOTAPIEN TTAPEXOUV KAl TO TTWG
MTTOPOUV 01 £TTAYYEANATIEG UYEIOG va Toug BonBricouv o’autd To poAo. A
L
H Emtpotm pag ‘Epeuvag HOwv (Committee on Research Ethics), £xel eykpivel autd 1o e
TTpoypauua oTig 20 AtrpiAiou Tou 2010 (HREC Api@. ‘Epyou 117). '

/

O1 ouvevTtelgeig Ba die§ax0ouv peTagu OkTwRpiou kKal AskepfBpiou Tou 2010. KaTtw
atro 10aVIKEG OUVOAKEG, Ol CUVEVTEUEEIC auTEG Ba AdBouv xwpa oTnv dielbuvon Tou
OTIITIOU 0aG OTTOI0 WPA 0aG BOAEUEI.

Av vopiCeTte, OTI gival MBavo va uTreite o€ KATTOIO £€00a, YIA TN CUMUETOXA OAG O€ HId
OUVEVTEUEN, TTAPOKOAOUUE EVNUEPWOTE TOV EPEUVNTA O OTTOI0G Ba oag BonBroel va
AG&BeTe amrolnuiwon Péyiotng agiog éwg $50 doA. A

I
j: e N
Av eVOIOQEPEDCTE VA CUPUETEXETE OE MIA CUVEVTEUEN TTAOPAKAAOUNE TNAEQWVNOTE OTNV: :: 3
Y
Ka ®Aéap Ntoudiv (Fleur Duane) (03) 9536 5243 'r »

W)
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Invitation to Participate

Non-English speaking older people and their family members are invited to take
part in interviews to explore how their medications are managed.

The Helen Macpherson Smith Institute of Community Health has been funded by the
Estate of the Late Glen W Giriffiths and the Helen Macpherson Smith Trust to undertake
a project to ‘Improve medication management for older people, older people who
do not speak English and older people living with dementia in the community’.

Project Aims
This research project is being carried out so that our nurses can provide the right level of
medication support to their clients.

We would like you to tell us about any difficulties you experience or have experienced in
managing your medication. We would also like you to provide us with some advice
about what strategies help you to overcome any medication related activities. We also
want to hear the views of family members about what type of support they provide and
how health professionals can assist them with this role.

Our Committee on Research Ethics approved this project 20th April 2010 (HREC Project
No.117).

Interviews will be conducted between October and December 2010. Ideally these
interviews will take place at your home address at a time to suit you.

If you think you are likely to incur any out of pocket expenses as a result of taking part in [

an interview, please advise the researcher who will be able to assist you to access
reimbursement to a maximum value of $50.

If you are interested in taking part in an interview please phone:

Fleur Duane (03) 9536 5243

© RDNS Ltd
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‘Evrutro ZuykardBeong pe Etriyvwon

Mpéypappa: PapuakeuTiKn aywyn — BeAtiwon Alaxeipiong

TOOVOUA OOGC : o (TrapakaAoupe oAoypaewg)

T A PUIVO: e e

Al Tou TTApOVTOG, divw TNV OUYKATABECH Pou yia va AdBw CUPHPETOXH OTO TTAPATTAVW
TPOYpappa. o

o O1 AeTTTONEPEIEG AUTOU TOU TTPOYPAUMATOS MOU €XOUV £ENyNBEi TTIPOPOPIKA,
Kal

o 'Exw A&Bel éva avriypago AnAwong og ATTAR MN\woaoa (Plain Language
Statement), kai

o O1 0TTOIECBNTTOTE EPWTNOEIG TTOU £XW KAVEI OXETIKA PE AUTHV TN JEAETN,
€XOUV aTTaVTNOEI IKAVOTTOINTIKA.

2UPOWVW va AABw CUPPETOXA 0’aUTO TO TTPOYPANMUG KOl KATAVOW OTI UTTOPW Va
atmmooupBw avd Taca oTiyur. Av attooupBbw atrd TO TTPOYPAUMA, Ta OTTOI0OATTOTE
OTOIXEIQ TTOU TTPONYOUNEVWG OUAAEXBNKAV Ba KATACTPAPOUV. ZUNPWVW OTTWG, Ol
TTANPOPOpiES TToU Ba TTapaxBbouv atrd PEva UTTopoUV va XPnoINoTToINBoUV O€ eKBETEIC N
Va TTOPOUCIACTOUV O€ oUVEDPIA, UTTO TOV OPO, VA UNV XPNOoIKJoTToINBEi ouTe TO Gvoud
MOU, OUTE 01 OTTOIEOONTTOTE AAAEG TTANPOPOPIES TTOU ATTOKAAUTITOUV TNV TAUTOTNTA UOU.
Kartavow OT1, 01 OTTOIE0OATTOTE TTANPOPOPIES TTOU TTapEXw Ba dlatnpnBouv atméppnTEC.

(I 8 1 ()70 To (7] [N o (N Huepounvia: Ovopa Tou
1Y/ T o 117 o o AP (MapakaAouue oAoypaewg) >
YT1roypa®n TOU MAPTUPQ: ..eeeeiiieie e Huepounvia: [ﬁ’ ~

= L
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Informed Consent Form

Project: Medication — Improving Management

Your Name: ... (please print)
AQArES S

JLIC=1 (=] 0] T T

| hereby consent to participate in the above project.

« The details of this project have been explained to me verbally, and

« | have received a copy of the Plain Language Statement, and

« Any questions | have asked in regard to this study have been answered to
my satisfaction.

| agree to participate in this project and understand that | may withdraw at any time. If |
withdraw from the project, any data previously collected will be destroyed. | agree that
information provided by me may be used in reports or presented at conferences on the
condition that neither my name nor any other identifying information is used. |
understand that any information | provide will be kept private.

Your Signature: .......oooiiiii Date: ...
Witness Name: ... (please print)
Witness’ Signature: ..., Date: .................
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