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ABSTRACT

Objectives Medication management is a demanding task
for family caregivers of older adults, adding to their care
burden. The aim was to identify the challenges family
caregivers experience in managing medications of older
care recipients to obtain caregiver-centred evidence for
developing social and health services to meet their needs.
Design The qualitative data were collected during two
consecutive home visits using thematic interviews with

a narrative approach during the period of October 2017
to September 2018. The interview data were qualitatively
analysed using the framework method with a combination
of the inductive and deductive approaches. Human error
theory with systems approach and prospective risk
management was used as a theoretical framework.
Setting Family caregiving of older adults.

Participants 21 officially contracted family caregivers
and their older (>65 years) care recipients using >1
prescription medicine from the capital region of Finland.
Results Three conceptual models were constructed:

(1) to position family caregiving in the public social

and healthcare system, (2) to identify challenges and

(3) needs for development in medication management
prioritised from challenges. Family caregivers were not
well integrated as a part of the health system, but left
alone to manage the care recipient’s medications. When
urgent treatment-related matters arose, caregivers were
not able to reach the physician. The major development
needs concerned (1) identification of the caregivers

as family caregivers in healthcare and community
pharmacies, (2) making familiar healthcare professionals
accessible, (3) ensuring sufficient customised support for
managing medications at home (up-to-date medication
list, monitoring and medicines information), (4) more active
involvement and communication in the care process and
(5) adopting compatible electronic health records between
primary and secondary care, and pharmacies and social
services.

Conclusions Family caregiving practices and support
services should be developed in cooperation with the
caregivers to meet their needs and place the families at
the centre of the medication use process. Strengthening
the integration of family caregiving to the social and
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STRENGTHS AND LIMITATIONS OF THIS STUDY

= The study reflects the views of the family caregiv-
ing families, bringing out their voice, which is often
neglected in studies favouring social and healthcare
providers’ perspectives.

= Data collection method with two consecutive home
visits was time-consuming but comprehensive, pro-
viding in-depth and rich information about medica-
tion management practices in family caregiving of
older care recipients.

= (Qualitative analysis applying the prospective risk
management framework was suitable for construct-
ing conceptual models crystallising the real-life
medication management practices, challenges and
role of social and healthcare services in family care-
giving families.

= Used rich qualitative data based on thematic in-
terviews and narrative conversations during home
visits supplemented each other and confirmed the
findings, deepening understanding of challenges in
medication management practices.

= Due to the recruiting technique, the participating
caregiving families may have been more active and
involved in the care process than non-participants,
possibly providing too positive picture of how fam-
ily caregivers and older care recipients coped with
the everyday care, especially with medication

management.

healthcare system is vital, for example, by making easy
access to family physician and involving pharmacists more
actively in supporting medication management.

INTRODUCTION

Family caregiving is care given by a non-
professional carer, such as a close relative,
friend or neighbour to a chronically ill
or disabled care recipient."”™ Family care-
giving is essential but often neglected part
of the social and healthcare system’ ® that is
becoming more common globally, because
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populations are ageing and healthcare resources are
limited.” "'* Ageing contributes to a growing number of
family caregivers and challenges their work as older care
recipients often have multiple diseases and complex care
procedures.”? ' Finland has prioritised home care and
reduced resources from institutional care without suffi-
ciently investing in home care services due to economic
retrenchment.'” Informal caregivers have filled the care
gaps.'? In Finland, without family caregiving, the costs of
care for older adults have been estimated to be annually
€2 8billion higher." In the USA, the estimated economic
value of family caregiving was US$600 billion as in 2021.%
The development of family caregiving has been prior-
itised internationally and in the national government
programmes since the early 2010s.* '+

The caregivers’ multifaceted responsibilities include
management of the care recipient’s medications together
with the care recipient or being fully responsible for
it. Medication management is more challenging in the
care of older adults, because they usually have several
long-term illnesses and medications. This may add to the
overall care burden of family caregivers who are often also
old. However, little is known about medication manage-
ment in family caregiving of older adults. Earlier studies
have concerned all caregiving families, despite the age
of the care recipient, and older adults’ family caregiver’s
perspective has been only part of the findings.”* Some
studies have had a wider perspective, and medication
management has been presented as a part of other find-
ings.® *! # Some studies have been disease-specific,” ** **
exploring, for example, cancer medication management
or explored only one phase of the medication use process,
for example, transition from hospital to home.” One of
the previous research lines has focused on assessing the
stressfulness of medication management.***® Further-
more, earlier research has found that medication safety
can be enhanced by strengthening healthcare integration
of home care services for older residents.”’ Few studies
have focused on understanding medication management
in family caregiving of older adults."' ' * These studies
have applied focus group discussions'' * and multiple
methods including home visits.”> However, none of
the studies with home visits have focused on the expe-
riences of caregiving families in medication manage-
ment, bringing out their voice explicitly. Hence, little is
known of the challenges and gaps in the public social
and healthcare system in the perspective of the family
caregiving families when managing medications of their
older care recipients and what are their needs for support
from the social and healthcare system in this respect.” ' *!
The caregiver or care recipient factors associated with
the overall caregiving burden have an impact on medi-
cation management. However, these are more studied in
contrast to system-related factors related to medication
management.29_33

The aim of this study was to identify the challenges
and gaps in the public social and healthcare system in
the perspective of the family caregiving families when

managing medications of their older care recipients.
The purpose was to obtain caregiver-centred evidence to
develop social and health services to meet their needs.

METHODS

Study context

In Finland, at the time of study, there were approximately
48 000 officially contracted family caregivers.” An offi-
cial contract about care and payments was made between
the municipality and the caregiver." Municipalities paid
contracted family caregivers care benefits, consisting of
the services provided to the care recipient and the care
allowance, caregiver’s days off and services supporting
family care as defined in the contract.' Services supporting
family care could include, for example, health check and
guidance and advice to ensure the caregiver’s capability
to take care of the patient.' Contracted family caregivers
were positioned between formal and informal social and
healthcare systems, belonging legally to social services.??

Study design
The data for this study were collected during two consec-
utive home visits to a selective sample of older contracted
caregivers and their care recipients recruited from the
capital region of Finland (figure 1). The study applied
a qualitative approach to have a comprehensive under-
standing of the challenges family caregivers experience
when managing medications. The data were collected
using (1) thematic interviews with narrative parts focusing
on medication management,” (2) observation during
the home visits and (3) medication reviews. This paper
is mainly based on the interview data collected during
two home visits (figure 1). Background information was
collected via structured questionnaires.” > >

A systems approach to preventive risk management, as
presented in the human error theory, was used as a theo-
retical framework."' Applied to medication risk manage-
ment, the systems approach indicates that medication
risks should be identified before they cause errors and
harm to the patient. The risks should be managed proac-
tively by developing the social and healthcare system and
its processes. This study concentrated on identifying such
proactive system-based means to managing medication
risks in family caregiving.

Recruitment and selection of participants

A purposive, selective sampling was used to recruit
participants. The inclusion criterion was an older (=65
years) family care recipient with at least one prescrip-
tion medicine in use and the caregiving contract with the
municipality.

Volunteer family caregiving recipients and caregivers
were recruited through The Association of Carers in the
capital region by a newspaper announcement and recruit-
ment letters. Registration was made by a telephone call to
the main researcher (AK). If the inclusion criteria were
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Figure 1 Study design with two consecutive home visits to understand how family caregivers (n=21) manage the medications
of their older care recipients.®” %2%* The data used in this study are shown in bold. AUDIT-C, Alcohol Use Disorders Identification

Test.

met, the first home visit with the caregiver and the care
recipient would be scheduled during the call.

The newspaper announcement yielded only three
volunteer families who agreed to participate. Therefore,
a new recruitment attempt was made by sending recruit-
ment letters to 200 randomly selected family caregiving
families derived from the registered members of the Asso-
ciation of Carers in the capital region (yielding 18 fami-
lies). After interviews, the need for another recruitment
letter to involve more families was evaluated. As no new
themes emerged during the last two interviews, the mate-
rial was considered saturated and no additional study
participants were needed. Saturation means collecting
more data no longer brings up new theoretical views, nor
reveals new theoretical categories.

Interview guide and data collection

An interview guide combining a semistructured and
narrative approach was developed by using systems
thinking in medication safety as a base*' (online supple-
mental appendices 1 and 2). The main themes of the
first interview focused on how family caregivers and care
recipients managed with the everyday care and medica-
tion management. The core of the first interview guide
was a figure illustrating the medication use process* **
(online supplemental appendix 3). The medication use
process was assessed throughout, from diagnosis of the
disease, prescription of the medication, medicines infor-
mation, supply of the medication, storage of medications,
dispensing medications, administration and taking medi-
cations, to follow-up of the medication. Under the main
themes, specific questions were formed by using medica-
tion safety risks identified in the national guide for Safe
Pharmacotherapy in social and healthcare by the Ministry
of Social Affairs and Health*’ *® and the Family Caregiver
Medication Administration Hassles Scale.”” The themes
of the second interview were the medication review

discussion, caregiver’s coping and need for support and
both the caregiver’s and the care recipient’s functional
ability, which were derived and deepened from the ques-
tionnaire conducted between interviews.”?” *' ¥ Other
data collection instruments are presented in figure 1.
The first two families performed as pilots and were
included in the findings. Pilot interviews were used to
fine-tune study methods, for example, to pretest the inter-
view guide and to familiarise the main researcher (AK)
with the study context. Minor clarifications were made.

Data collection

The principal investigator (AK) conducted all home visits,
and one of the three pharmacy students assisted in making
notes and observations in 40/42 of home visits. The prin-
cipal investigator was an MSc Pharm and had several years
of work experience from the community pharmacies at
the time of the study. The study group consisted of phar-
macists and an experienced geriatrician, who was also the
official family caregiver at the time of the study. The home
visits and interviews were conducted during the period of
October 2017 to September 2018, each lasting approxi-
mately 2 hours. Depending on the diseases and functional
ability of the care recipient, either the care recipient and
caregiver or only the caregiver participated in the inter-
views. A figure illustrating the medication use process
was used to stimulate the discussion® ** (online supple-
mental appendix 3). The interviews were audio recorded
with the permission of the study participants. The family
caregiving families were numbered, and all identifica-
tion information was removed from the research data to
protect the privacy of the study participants.*’

Data analysis

The data were qualitatively analysed using the frame-
work method, applying both inductive and deductive
approaches during the years 2018-2020."* Complementary
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PHASE 1: TRANSCRIPTION

4

PHASE 2: FAMILIARISATION WITH THE DATA

Conducted by moderating the interviews
themselves.

4

PHASE 3: CODING
Data were inductively coded according to research
question.

(interviews)

2

PHASE 4: DEVELOPING AN ANALYTICAL
FRAMEWORK

Encoded data were
discussed with another
researcher

@

An analytical framework according to patient
centered medication use process theories was
conducted (Appendix 2).

4

PHASE 5: APPLYING THE ANALYTICAL FRAMEWORK

Data were deductively coded according to
analytical framework: Placement of different actors
and family caregiving families was reviewed in
relation to each other.

d

PHASE 6: CHARTING DATA INTO THE FRAMEWORK
MATRIX

Analytical framework was applied to each healthcare
actor to identify challenges and needs for support.

d

PHASE 7: INTERPRETING THE DATA

Results were constructed to new conceptual models
illustrating the research question.

Figure 2 Qualitative analyses process with the framework
method.*®

analysis to fine-tuning has been conducted in 2024. Anal-
ysis was conducted in seven phases using ATLAS.ti V.8.3.0
and Excel V.2016 (figure 2). Caregiving families’ inter-
views were transcribed verbatim by a company specialised
in transcription of audio records for written text (phase
I). Researchers (AK and EL) who made the home visits
and moderated the interviews during the visits conducted
the analysis, facilitated by the fact that they were both very
familiar with the data (phase II).

In the next phase, one of the researchers (EL) induc-
tively encoded and grouped the expressions in the data
to identify present factors affecting medication manage-
ment (phase III). She discussed difficulties experienced

in coding first with the other researcher familiar with the
data (AK). If necessary, the discrepancies were further
discussed in the research group to be solved by consensus.

After the coding phase, the researcher (AK), familiar
with the systems thinking and earlier analyses of the
data, developed an analytical framework (phase IV).
The framework was constructed by combining existing
patient-centred medication use process models”® * **
(online supplemental appendix 4). The models place
the patient at the centre of the medication use process.
Here, the patient (microlevel) was placed in the centre
of all, and different public social and healthcare actors
(mesolevel) were around the patient.44

The analytical framework (medication use process
model) was applied, and the data were deductively coded
(phase I). Placement of different actors and positioning
of family caregiving families into the public social and
healthcare system was reviewed from the family care-
givers’ perspective (AK). In the next phase, the analyt-
ical framework guided the placement of the coded data
(phase VI). This was done by applying the analytical
framework (medication use process model) to each social
and healthcare actors: primary care physician, community
pharmacy, home care, specialised healthcare, practical
nurses/nurses and nursing home to identify challenges
and needs for support. New inductively rising challenges
related to the medication management in family care-
giving were added (phase VII).

A new conceptual model illustrating the position of
family caregiving in the public social and healthcare
system and existing challenges experienced by the care-
giving families in the medication management of the
care recipient was constructed (phase VII). Furthermore,
a more detailed list of development needs based on the
identified challenges was created to make visible what
support family caregivers need for providing safe care
for their older care recipients. The identified needs for
development were prioritised based on emphasising how
common they were in the whole data in the perspective
of the overall public social and healthcare. The main
development needs are prioritised from challenges from
the perspective of the whole medication use process.
Different social and healthcare providers involved were
visualised in different colours. Emphasised challenges are
illustrated with a red colour and higher prevalence of the
challenge with a thicker frame. Emphasised means family
caregiving families strongly highlighted the challenge, or
they had a strong opinion about it. Common were the
most numerous in terms of quantity.

Patient and public involvement

In the planning phase, the study design was discussed
with the Association of Carers in Helsinki and Vantaa,
Finland. Older care recipients and carer viewpoints were
considered throughout the research process, as one of
the senior researchers (S-LK) used to be a contracted
caregiver for her old spouse while the research project
was planned and conducted. Pilot interviews were used to
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build up methods and to familiarise the main researcher
(AK) with the context.

RESULTS

Participants

23 caregiving families participated. Two of them were
excluded after registration, yielding a total number of 21
participating caregiving families with an older care recip-
ient. One family dropped out due to the care recipient’s
death, and another was excluded since the care recipi-
ent’s age was under 65 years. The families have had the
official family caregiving contract for an average of 5 years
(0-20 years). The mean age of the caregivers was 77 years
(range 59-87) and care recipients 80 years (range 65-96).
12 of the caregivers were women (n=12/21), and 11 of
the care recipients were men (n=11/21). In the majority
of the families (n=19/21), the care recipient was the care-
giver’s spouse. In two families, the care recipient was the
caregiver’s mother or father. Except for one caregiver, all
caregivers were retired.

Most of the caregivers (n=15/21) self-evaluated (excel-
lent, good, moderate, poor, very poor) their own health
status as moderate. Caregivers used on average 4.5
prescription and over-the-counter medications (ranged
0-10) and care recipients used 9.7 medications (ranged
3-16). The most common reasons for family caregiving
were memory impairment (n=13) and deterioration of
physical function (n=13) (one could choose multiple
reasons). Almost half (n=9/21) of the families assessed
that the care recipient would need round-the-clock insti-
tutional care without family caregiving, while a few fami-
lies thought the patient would manage with the help of
home care service.

Challenges family caregivers experience in managing
medications of care recipients

Family caregivers were left alone with the health prob-
lems to manage their care recipients’ medicines. When
urgent treatmentrelated questions arose, it was chal-
lenging to contact the familiar healthcare professional.
The shift from the centre of the medication use process
to the corner alone was evident (figure 3).

All family caregiving families used primary care physi-
cian and community pharmacy services, and eight
families were supported by home care services. Family
caregivers reported experiencing many kinds of chal-
lenges in managing medications of their care recipients,
but most challenges were with the primary care physician
and community pharmacies, which are highlighted in
the findings (figure 3). The most emphasised challenges
concerned the fact that the carers were not identified
as family caregivers in the healthcare and community
pharmacies. They did not have access to health services
when they had urgent treatmentrelated questions, medi-
cines information and follow-up of medication or health
was inadequate, and they encountered problems with
prescribing and dispensing. While the most commonly

mentioned were challenges with schedule, interaction
and communication problems, inadequate medicine
information, no family physician and frequent turnover
of the social and healthcare professionals.

Regardless of the social and healthcare actors, fami-
lies had noticed that information transfer did not work
between organisations. “When you’re in a primary care
physician’s office, they don’t have the information. That’s
also the fact that no matter how much I give permission,
you can't allow all the doctors in Finland to use my health
information, it won’t work technically” (Family 18).

The most commonly mentioned challenges in the
perspective of primary care physicians were frequent
turnover, lack of family physicians, inadequate medicine
information and problems with interaction and commu-
nication. While the most emphasised challenges were no
access to health services when caregivers had treatment-
related questions, prescribing problems, inadequate
medicines information, monitoring of the medication or
health and caregiving not documented (figure 4).

Lack of documenting caregiving in the electronic
health record was seen as a risk for the care recipient.
“I’ve tried many times to make sure it is documented that
I am caregiver, in our healthcare, in any hospital, when
I’'ve been to the physician myself, and also when X has
been. I've always wanted it to make it clear that I'm a care-
giver because the important thing is that what if some-
thing happens to me and if I'm in a hospital somewhere,
they need to know that somehow X will be taken care of.”
(Family 2). No access was reflected in the lack of appoint-
ment times and in the fact that physicians were impossible
to contact when families had treatment-related questions.
Inadequate support for discontinuation of medication,
lack of medication review, reconciliation and follow-up
controls were problems evident when monitoring the
medication or health. Family caregivers found renewal of
the prescription difficult, which escalated in one family as
the medication ran out (Family 15).

Eight family caregiving families had home care services.
Schedule too loose (the time interval for one visit was
long) was the most commonly mentioned challenge
when the home care was managing family care recipient’s
medicines. One family caregiver concretised the problem
as “medicine helping to fall asleep might be given dosed
between 5-9 pm” (Family 10). The most emphasised chal-
lenge was inadequate monitoring of the medication or
health, which was evident as a lack of medication review,
reconciliation, laboratory tests and follow-up controls.

When dispensing medicines in pharmacy, the most
emphasised challenges were inadequate medicine infor-
mation, carers not identified as family caregivers in the
pharmacy and lack of identification of used medications
(lack up-to-date medication list) when dispensing medi-
cines (figure 5). The most commonly mentioned chal-
lenge in the perspective of pharmacy was inadequate
medicine information.

Family caregiving families were not identified as family
caregivers at the pharmacy. “At the pharmacy, they can see

Kiiski A, et al. BMJ Open 2025;15:6093122. doi:10.1136/bmjopen-2024-093122

5

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 pale[al sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold
oiselipfelunxapall
uaul||@aianeee doljA uniny e Gzoz ‘0z 1snbny uo /wod fwg-uadolwa//:dny woiy papeojumoq ‘SZ0Z dUNC 9Z UO ZZTEE0-7Z0zZ-uadolwa/9eTT 0T Se paysiignd 1sJy :uado CING


http://bmjopen.bmj.com/

BMJ Open: first published as 10.1136/bmjopen-2024-093122 on 26 June 2025. Downloaded from http://bmjopen.bmj.com/ on August 20, 2025 at Turun Yliop Laaketieteellinen
Tiedekuntakirjasto
Protected by copyright, including for uses related to text and data mining, Al training, and similar technologies.

‘(eyep yyeay pue [e1oos o} [epod jusaiyed)
(€0]  ooines-BIUBMAIN (V13) UoNIISUI A1LIND8S [B190S Ysiuuld B[y (@Qy) Buisuadsip esop pajewolny “(Uowwoo aiem sebus|eyo pawe.y Jexoly ‘pasiseydws aiem sebus|ieyd
paJnojood paJ) 82IAISS Yleay pue [e1o0s olignd 8y} O 1X83u0d 8y} ul sjusaidioal aJeo Jo suonedipaw Buibeuew ul aousiiadxa sianibaied Ajiwey) sebusjeydo syl g ainbi4

N
N
)
(=2}
<
<
N
o
o
801188 s sooud uonnmusgns pe1ea0) Jey NaEN] d0103S 31VAIdd S3DIAYIS TVIOOS m.
-eluBYAN uoneoIpaWw noge uoniewioul ousuagnoge Yim swisjqold m,
8uisn 4o 21ep-03 sienbapeu Helsiiveg Anenpinpul m
saguaneyd -dn jooeq 1050087 pamainal sageyped sanss| .
10U UoHEIIPB a1eudoiddeu Aunigeieny YYD HLTVIH =]
uonew.ojul -
paunuapl sauidIpaw uoneuwuoyul AHYANOO3S .m
AWOH 10U sueAIBaIED ajenbapeu) uoneoipaw Suisuadsip uonoIsal 1esIayD sn BN
108.1100U] as0p pajewoine uoneolpaw alep toHeol 3
-03-dn jo>joeT SOLERIDS =]
L2IM SWB)gold 148n 003 9INpayos ajenbapeu) =
swajqoid %,
o
. . AusnscEa uonesuadwod Y3 uo 2180 UNE8Y 4O ISNNISI N
uoneuloyul s1enbapeu| W.
swajqoad W
1y8n 001 UOIEDIUNLIWOD M
NVISIOAHd a|npayos pue uoRoEIAIU| =
<
] ) JLIVAIdd \4e =
>w_.—.<_¢u,m~ - ,mxdb : SWa1SAS pI0oal S
JLVAIHd JWOH 3LVAIYd ss9008 oo Z
2N UM SWiajqoid

FHVOHLTVIH AdVIWIHd

yyeay / uonesipaw
jo Sulloyluows
uonew.Iojul aienbapeu)

saudIpaw
21enbapeuj
sjeuoissajoid yneay
10 JaAouIny Juanbai4
swajqoad ueoisAyd
Suiquosaid Aiwey oN

swajqoid
$s9008 ON saoe)d Jusiayip ul UONEdIUNLILLIOD
pajuswgel) Juswieal] pue uonoeIaU|
119M umou|
uonEWIOJUI SaUIDIpaW a1enbapeu loujuanedayy _ ue)d 8189 UOREDIPBW ON _
Anenpiaipuj
s Anigixe) jo xoeT aseasip oy} SR
letoads 1N0ge uoneuLoul
(/)] J0>oeT
% _ 14811 003 BINPaYIS _ SHEla asiuadxa
eloads Jo yjoe
% sjeuoissojoid Lt i
© yneay Jo Jenouiny juanbaig swielsAs plooal 1S1] UOIEOIPBW
c y1jeay o1u0J109)3 218p T
m UOI}EIUNWWOD pue uoioeIdau| _ UHM Swia)qoid _03-dn josj0e SR ERES AR
(@)



http://bmjopen.bmj.com/

BMJ Open: first published as 10.1136/bmjopen-2024-093122 on 26 June 2025. Downloaded from http://bmjopen.bmj.com/ on August 20, 2025 at Turun Yliop Laaketieteellinen

Open access

Tiedekuntakirjasto .
Protected by copyright, including for uses related to text and data mining, Al training, and similar technologies.

‘(ssenibareo 0} Buipioooe Buueadde usyo sabus|eyo o1 siajal aseosaddn ‘sianibaied ayy Aq pasiseydws abusjeyo e
sueaW Inojod pal) sjualdioas aied Ajlwey J1sy} Jo suoliiedipaw Buibeuew ul (Lg=Uu) sianibased Ajiwey Aq peousiieadxa sabus|ieyo paiejal-ueloisAyd aied Alewud oyl  a4nBi4

paquosasd Jousisay L
= — R - suopedpaw aenbapeu;
- ~ /
ananb Suojooy —— / Kioieioqe) s swaigoid
/ -~ suoponnsu Suisop seapun
1531 3y ) 03 papaau wawdinba yBnoua 1ou s oN g
_— suonedpaw aepdosddeuy
sjonuod dn-mogjo) ySnoua JoN F
wyeay o 30 Supoyuow k
) r - UMOU 10U S3D|3d
PIMIIAII J0U UONEIIPIN / {
J \
i ~— Au pandde 1ou dwios ey
P311DU0D3J 10U UONIEIIPIW /
\..‘ / \ \ =
uoneaipaw dois 01 woddns axenbapeu; / \ uo paseq oN
/ /
/ /
/ /
pasoruow Jou Adesayposewseyd jo Kedys ayy .,\ - ynoyyip uopdiosaid ay jo jemauay
/
-~ uone.
Aud 104 sawn dd OoN - 3 ang
™ S .\, /, \.
e $S3200 ON / \ / — Loeagya padxa 01 uaym

PR 03 yqissoduwly |

. au w e 01 & nen
ppnb puy 03 YNOYIP UORPULIOU] e PIPAW 3 3y 0§ UIyM MO
T SWINSAS PIOIS IR JUOLIID YIM SWIHQOId
SUORORI
payuawmnop Jou SumnBases Apwey —— n: |

~—— suondeas Srup Issanpy
STYNOISSI40¥d JUVD HLTVIH 4O ¥IAONUNL ININDINS —

NVIDISAHd ATINY4 ON - ~ dn-mogoy
SUSIA awoy 10) Apgissod oy ,,., S sanaiqo
s1qeiiear uepisAud Jjew oN > — . a3
Aupaixey oN "
woy 51531 Kio1es0qe anes 01 Apqrssod oy — g afenBue| uowwod oN
/ / = SWI1808d
syusunurodde Sujuans ay jo Kypgissod oy —  / NOLLYDINNIWINOD ONY NOLLOVYIUNI . suojuido s _sanBases Ayure; uaisi o1 aunjey
. / N
/ N
/ T peuondunyska
sawp di om jo K doy S
o _ \
15} uopEdPAW Nep-03-dn Jo ey J F g - | __ ,_, S 3503S1p IN0Qe uonReWLIOU 1enbapeu
A [ |\ \
14BN 001 Npays — i Y \ - ueyd a;e> uopeappaw oN
/ / \
/ | \ \
saoed uy 8 e / | |\ aspsadxa jepads jo you)

ySnoua yaned aya Supouy 10N aspsadxa jo ypeq

Ayenpiaipuy jo yoeq /

Kiiski A, et al. BMJ Open 2025;15:6093122. doi:10.1136/bmjopen-2024-093122


http://bmjopen.bmj.com/

Lack of individuality
Inappropriate packages
Inadequate information about prices -
Indication
Duration
Adverse drug reactions
When to expect efficacy ~_ \ ||
Objectives
Follow-up

Interactions — INADEGUATE MEDICINES INFORMATION —~

How to act when forget to take the medicine —

Interaction with alcohol

Interaction with food

support for self-care

Far located
_~ Availability issues
— Supply intervals
Problems with Kela (the Social Insurance Institution of Finland) compensations ~==__
Inadequate information

~ Confusion about generic substitution

—— Medication not reviewed

~—— Problems with dose di not suitable for ADD

—— Caregivers not identified
- Used medications not identified

Almost supplied wrong medication
"~ Dispensing problems <
~~— Almost supplied medication with short duration
\
Not supplied medication due to interaction

Figure 5 The community pharmacy-related challenges family caregivers experienced by family caregivers (n=21) experience in
managing medications of their family care recipients (red colour means a challenge emphasised by the caregivers, Uppercase
refers to challenges often appearing according to caregivers). ADD, automated dose dispensing.

that I get her medicine too, but they don't know that I'm
a caregiver. They've never even seen her. We have never
been there together. They just know that I'm getting my
wife’s medicine. Pharmacies could support family care
givers better, if they knew I'm a caregiver” (Family 14).
Availability issues caused extra visits to the pharmacy,
which were for some families difficult to organise due
to the condition of the care recipient. “The medicines
my husband needs have always not been in stock, but
then they have been ordered and a message has been
sent from there that the medicine is now available and

Adopt electronic heath
records communicate
(transfer information)
between primary and
secondary care, and
pharmacies and social
services.

Improve
access

Improve carers

identification as
family caregivers in
healthcare and
pharmacy

Ensure permanent /
familiar healthcare
professionals are
responsible of the care

/

Increase medicines
information

® o
— 'y —

NEEDS FOR THE DEVELOPMENT

that this is how it has worked. This causes this pointless
running” (Family 13). “I change the pharmacy because
they never had those medicines there when I rarely got
there — I don't even have taken out the trash because of
her” (Family 9).

Priority needs for development

The identified prioritised needs for development are
based on emphasising how common they were in the
whole data in the perspective of the overall public social
and healthcare (figure 6). (1) Family caregivers should

Review
medications

Increase

monitoring

Support medication
discontinuation

/

Update
medication list

AN

Enhance interaction and
communication

Enhance individuality

Figure 6 The priority needs for development in the perspective of family caregivers. (thicker framed development needs were

emphasised).
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be identified as family caregivers in the healthcare and
pharmacy in order to better support the medication
management in family caregiving. (2) Family caregivers
need easy access to a familiar physician and other social
and healthcare professionals and stronger integration to
social and healthcare system. (3) Personalised services
based on individual patient needs and sufficient support,
for example, medicines information should be developed
due to the fact that consistent and correct medication
information is the key to ensuring medication safety in
family caregiving. Sufficient medication and health moni-
toring and follow-ups should be developed, emphasising
the up-to-date medication list, medication reviews and
support when discontinuing medications. (4) The inter-
action and communication need to be clear, and social
and healthcare should more actively involve family care-
giving families in the care process. (5) Electronic health
records should be integrated for interoperability so as
to communicate among systems between primary and
secondary care, and pharmacies and social services.

DISCUSSION

Main results

The findings yield caregiver-centred evidence to develop
social and health services to meet family caregiving fami-
lies’ needs. Family caregivers were left alone with care
recipients’ health problems to manage their medicines.
When urgent treatmentrelated questions arose, it was
impossible to contact the familiar physician. The family
caregiving families’ shift from the centre of the medi-
cation use process to the corner alone was evident. The
social and healthcare professionals, particularly physi-
cians, were inaccessible when they had treatmentrelated
questions. The main needs for development identified
reflect weaknesses in the social and healthcare system.
By targeting these weaknesses, medication safety risks
in the family caregiving of the older adults could be
managed nationally. In Finland, social and healthcare
reform started in 2023, and development of the system
will continue. Changes also concern family caregiving
families. Development in family caregiving should be
done with family caregivers to shift them to the centre of
the medication use process. Attention should be paid to
the system failures, but solutions should be personalised
according to each family’s personal needs.

Law/legislation and the agreement of the family caregiving

The contract previously formed with the municipality,
and nowadays with the well-being services counties, posi-
tions family caregivers between formal and informal social
and healthcare systems without truly given them access to
services (eg, quick consultation with familiar healthcare
professionals) as the findings highlight. Caregivers are
left with responsibility without sufficient support. Respon-
sibility also concerns medication errors.” Caregivers do
not have liability insurance for errors happening at home

when administering medications, such as healthcare
professionals have.

At the time of the study, municipalities (nowadays,
well-being services counties) were obligated to give guid-
ance and advice according to the law to ensure caregiv-
er’s capability to take care of the care recipient.' Based
on our findings, education about the care of the recip-
ient should include medicines information, medication
management and how to actively co-operate with public
social and healthcare providers. Education and medi-
cines information also improve medication adherence,*
which is the base for safe medication use. Due to the
COVID-19 pandemic, many of the education courses have
been conducted remotely. Many of the social and health
services have also moved to web based. Older adults might
not be able to use web-based services or attend remote
courses. Alternative methods should be preferred.

Improving integration
Care pathways can be complex and involve multiple care
providers, leading to a not user-friendly social and health-
care system.”’ The fragmentation of the care process,
inconsistent quality, lack of continuity of care and the
inconvenience caused by the healthcare system are signif-
icant sources of the medication-related burden to chron-
ically ill patients. Fragmentation and access problems
were evident in our findings. Family caregivers identified
most challenges with primary care physician and commu-
nity pharmacy, which should be paid most attention to
when developing family caregiving families’ integration
into the healthcare. Family caregiving families should
be integrated into the social and healthcare system by
actively involving them. One way to improve it could be,
they could be provided with a checklist about the things
thatneed to be taken care of (eg, reminder of yearly medi-
cation review). Caregivers’ encouragement to collaborate
with healthcare is vital to improving medication safety.
Earlier research has also found that by strengthening
the healthcare integration in the seniors’ home care,
medication safety can be enhanced.”’ Gaps in the health-
care system integration identified were issues in transition
in care, lack of integrated electronic health records and
communication failures. The last two were also empha-
sised in our study. Integrated electronic health records
and an electronic up-to-date medication list could be keys
to solving some communication barriers. Communica-
tion between healthcare and family caregiver is vital. By
having the same physician and nurse and/or care team,
communication could be secured inside the organisation,
which could strengthen the interaction and communi-
cation, continuity of care and accessibility. In addition,
medication monitoring and medicines information could
be more complete and more consistent. The same care
team ensures information flow in one organisation. The
same electronic health record in primary and secondary
care guarantees information flows between different
organisations. Shared electronic health records enhance
medication safety and would save money and time.”!
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Family caregiving is a part of social service. It includes
activities related to healthcare, such as medications and
treatment of diseases. Family caregiving is the interface
between social care and healthcare. Integration between
social and healthcare is an ongoing project in Finland.
Nevertheless, electronic health records do not discuss with
each other. Client data in social services and patient data
in healthcare services are mostly handled with different
electronic health records.”® Transferring client and
patient data between various electronic health records
will be possible in 2026 through the Kanta Services.”” *®
At the time of the study, information was transferred by
phone or on paper. Family caregiving families use both
social and healthcare services, and information exchange
is crucial to manage medication-related risks. Strength-
ening the integration between families and healthcare,
but also between social and healthcare, and treating
family caregivers as a part of the system could narrow gaps
in the care system integration.

Pharmacists’ role
Pharmacies can provide medicines information for family
caregivers, help other healthcare professionals with the
identification of the family caregivers as family caregivers
and by providing tailored services (eg, repeat prescription
remainders, home deliveries and pharmacist advice).” **
Inadequate medicines information and lack of identi-
fication of the caregivers as family caregivers came out
in our findings. Pharmacists are an underused resource
in pharmacies but also in care units. Family caregivers
visit pharmacies at least every 3months to supply medi-
cines. Pharmacies should be integrated into the social
and healthcare system and accessed to electronic health
records in order to truly use this resource. At the moment,
pharmacists in the pharmacies give medicines informa-
tion, review, for example, doses, appropriateness of the
medications for older adults and interactions between
medications, food and alcohol. Medicines information
is the core competence of pharmacists and should be
prioritised and continuously developed to ensure quality.
The follow-up could be more strongly supported by phar-
macies with medicines information and by documenting
follow-up information for other healthcare professionals.
The political and economic climate may not encourage
pharmacies to offer targeted services to family care-
givers.” Pharmacies are under retrenchment by the
government,'® and economic pressure hinders the devel-
opment of clinical pharmacy services. Pharmacies do
not have incentives to develop clinical pharmacy services
such as medication review, since these services are not
financially supported by the government, although phar-
macies can charge patients for these services. The main
barriers to implementing services such as medication
reviews and recording the follow-up information are lack
of patient information and access to electronic health
records.” Despite these shortcomings, pharmacists can
update medications lists and review the interactions. In
addition, according to our findings and earlier research,

pharmacies could strongly promote services such as plan-
ning the simultaneous medication supplies for families,
home delivery,”* guidance and advice to improve medica-
tion management and assistance when renewing prescrip-
tions. Renewing all prescriptions at the same time would
enable simultaneous supplies and create a list of the used
medications.”

Multiple electronic health records that are unable to
communicate are medication safety hazards.”” Medica-
tion reconciliation is inevitable to ensure an up-to-date
medication list and safe care.”® Lack of an up-to-date
medication list was evident in our findings. Not even all
caregivers had an up-to-date list of care recipient’s medi-
cations. Pharmacists in the care units are in a good posi-
tion to do medication reconciliation, medication review
and record follow-up information due to the access to
the electronic health records.” Updating the medication
list in the electronic health records makes it accessible
for other healthcare professionals and patients. While
updating the medications list, pharmacists have the possi-
bility to document other information to patients and
other healthcare professionals. Pharmacists could iden-
tify family caregivers as family caregivers and document
it in the electronic health system. Documentation could
be done as risk information (alert) which is visible to all
professionals handling patient information. This could
guarantee that the care recipient is taken care of if the
caregiver is, for example, hospitalised and led stronger
involvement of the family caregiver to medicines infor-
mation process.

Family caregivers and care recipients feel unprepared
to manage medications after discharge.’ * Inadequate
and contradictory medicines information came up in
our findings. Consistent and correct medicines informa-
tion is the key for better medication management, which
also could prepare caregivers after hospitalisation medi-
cation management. Family caregivers as a lay person
have the responsibility of medication management of
someone else, since the medicines information is essen-
tial for them. Pharmacists in the care units should have
stronger involvement in the discharge process in order to
prepare family caregivers for new and changed medica-
tion regimes and medication management.

In Finland, caregivers’ associations and local organisa-
tions organise guidance for caregivers, for example, group
lectures. Pharmacists should be more actively involved at
these events. The same applies to municipalities/welfare
areas’ counselling for caregivers.

Strengths and weaknesses of the study

While the study was conducted in Finland, the informa-
tion can be worthy for policymakers in other countries
despite different public social and healthcare systems.
The study reflects the views of the family caregiving fami-
lies which bring out their voice explicitly, but the perspec-
tive of social and healthcare professionals is left out. The
study focused on the challenges and gaps in the public
social and healthcare system in the perspective of the
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family caregiving families when managing medications
of their care recipients, excluding the family caregiver or
care recipient related factors, which also have an impact
on medication management in the family caregiving
context.

Although the data were collected during the period of
October 2017 to September 2018, it is still relevant and
timely as the social and healthcare reform in Finland is
still ongoing with no big changes implemented in services
for family caregiving. The presented challenges remain in
healthcare from the family caregiving perspective.

The family caregiving families with an official contract
were selected as study participants. Amuch higher number
of caregivers take care of their family members without
official contract and payment from the public funding.
They might be even in a worse position according to the
achieved support for medication management. However,
the development suggestions could provide more support
for them also when managing medications of their care
recipient. Future research should focus on the family
caregivers without an official contract.

The recruited families may be active families due to
the recruiting technique. However, families were diverse
according to the demands of the treatment, medications
and social and healthcare services used.

Used rich qualitative data and narrative interviews
ensured the data supplemented from other material or
question, for example, if families were not able to name
any problems in the prescription phase, but later in the
interview these problems came up. The data collection
method was comprehensive and self-complementary but
was time-consuming due to two quite long consecutive
home visits.

The sample size of 21 families, in the light of the used
methods; the interview study with two home visits (lasting
2hours each) and medication reviews can be considered
sufficient™ ® ®! since in qualitative research the sample
size needs to be small enough for deep analysis. Data
saturated for the 18th family. Therefore, the data and
the sample size can be considered sufficient. Qualitative
analysis within the prospective risk management frame-
work was suitable for constructing conceptual models
crystallising the real-life medication management prac-
tices and challenges of family caregiving families. Future
research should focus on the medication errors, contrib-
uting factors and used safeguards in family caregiving to
improve medication safety at home. To improve medica-
tion adherence, attention should be paid to family care-
givers’ knowledge of medications and health literacy in
future research.

CONCLUSION

Development in family caregiving should be done with
family caregivers to shift them to the centre of the medi-
cation use process. The social and healthcare profes-
sionals, particularly physicians, were inaccessible when
they had treatmentrelated questions. The main needs

for development identified (access to familiar healthcare
professionals, integration to social and healthcare, lack
of individuality, carers’ identification as family caregivers
in healthcare and pharmacy, frequent turnover of the
professionals, inadequate medication monitoring, inter-
action and communication, inadequate medicines infor-
mation and lack of up-to-date medication list) reflect
weaknesses in the social and healthcare system. Attention
should be paid to the system failures, but solutions should
be personalised according to each family’s needs.

Strengthening the integration of family caregivers
to social and healthcare, for example, by allowing easy
access to family physicians is vital. Pharmacists should
be more actively involved in medication management.
Pharmacists in the care unit are in a key position when
reconciling medications to identify family caregivers as
family caregivers, give medicines information and record
follow-up information.
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