University of

Sheffield

Exploring Psychotropic Medication Use for Adults with Intellectual Disabilities and

Behaviours that Challenge

Stephanie Papoulias

A thesis submitted in partial fulfilment of the requirements for the award of Doctor of

Clinical Psychology

Clinical and Applied Psychology Unit
Department of Psychology

The University of Sheffield

June 2025



Declaration

This thesis has been submitted for the award of Doctorate in Clinical Psychology at the
University of Sheffield. It has not been submitted to any other institution, or for the purpose

of obtaining any other qualifications.



Structure and Word Count

Section One: Literature Review
I.  Word count excluding references and tables: 7,997

II.  Word count including references and tables: 11,566

Section Two: Empirical Study
I.  Word count excluding references and tables: 7,998

II.  Word count including references and tables: 10,563

Total word count:
I.  Word count excluding references and tables: 15,995

II.  Word count including references and tables: 22,129



Lay Summary

Literature Review

This review looked at how people with intellectual disabilities (PWID) and their
family carers (FCs) experience being given psychotropic medication, such as antipsychotics,
to manage behaviours that challenge (BtC). Although there are national efforts to reduce
these medications and instead promote less invasive ways of managing BtC, PWID are still
often given medication as a first response. To understand this experience, a thematic
synthesis was utilised and the findings from 10 studies were analysed, which revealed three
themes: ‘The Battle of Approaches’, wanting more person-centered interventions that did not
just rely on medication; ‘Perceived Efficacy and Effects’ weighing up the pros of medication,
with the cons such as, adverse side effects; and ‘The Power to Decide’, not being informed
and believing they had no choice but to take medication, as the doctor was the ‘expert’. This
research shows the need for clearer explanations, more involvement in decision-making, and
better access to alternative approaches for example, Positive Behavioural Support (PBS).
Empirical Study

This study explored how direct care staff decide when to give “as needed”
psychotropic medication (PRN) to PWID, who show BtC. Although this type of medication
1s meant to be a short-term solution, it can contribute to overmedication. Six care staff
working in private care services were interviewed. Using Interpretative Phenomenological
Analysis, the study found that making PRN decisions is emotionally difficult and often feels
like an “impossible dilemma”. Decisions were shaped by their close relationships with the
service users, feelings of responsibility, fear of being judged, and the need to balance safety
and their service user’s best interests. Staff often relied on their own judgement, which

sometimes caused self-doubt and stress. The study suggests that care staff would benefit from



more emotional support and multidisciplinary involvement, so they can make more

consistent, person-centered decisions about medication use.
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Section One: Literature Review

What are the Views and Experiences of Psychotropic Medication by Adults with Intellectual

Disabilities and their Family Carers: A Thematic Synthesis.



10

Abstract
Objectives

Research suggests that there is a longstanding overreliance on psychotropic
medication for managing behaviours that challenge (BtC) in people with intellectual
disabilities' (PWID).

Despite national initiatives (NHS England, 2017a) aimed at reducing the
overmedication of PWID, evidence suggests that psychotropic drugs are still frequently
overprescribed, used as a first-line intervention, and associated with significant adverse side
effects.

Additionally, PWID are often reported to have limited understanding of these
medications, experience adverse side effects and are frequently excluded from decision-
making processes. The effectiveness of psychotropic medication also remains unclear and is
widely debated.

In response to these concerns, this review aimed to synthesise existing research on the
experiences of PWID and their family carers? (FCs) regarding the use of psychotropic
medication for BtC.

Method

A systematic search of Medline, PsycINFO, Scopus, CINAHL and citation searches
found 10 relevant studies that met the inclusion criteria to explore the experiences of PWID
and their FCs of psychotropic medication.

Results
Thematic synthesis was utilised, and three superordinate themes emerged: ‘The Battle

of Approaches’, ‘Perceived Efficacy and Effects’ and ‘The Power to Decide’.

' PWID will refer to people or a person with an intellectual disability, who are over the age of 18.
2 Family carer (FC) will be the term used to describe any relative of an adult with an intellectual disability.
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Conclusion
This review explored the experiences of PWID and their FCs regarding psychotropic
medication. While some felt medication was necessary, many raised concerns about its
overuse and the lack of psychosocial alternatives. FCs often acted as advocates but reported
feeling excluded from decisions and were emotionally impacted from their advocate role.
PWID commonly lacked understanding of their medication, with compliance often driven by
trust in professionals rather than informed choice. These findings highlight the need for better
communication, accessible information, greater involvement of PWID and FCs in medication
decisions and a need for clearer considerations of alternatives to medication, such as
psychosocial assessments and interventions.
Practitioner points:
= Services to reduce over-reliance on psychotropic medication by involving clinical
psychologists to carry out psychosocial assessment and interventions, increasing
holistic care and following NICE guidance (2015).
» Improve access to clear, accessible information about medication and side effects to
support informed consent and choice
* Include PWID and their FCs in shared decision-making and acknowledge FCs as key
advocates.

» Ensure regular medication reviews take place to support ethical, person-centred care.

Keywords: intellectual disabilities, psychotropic medication, behaviours that challenge,

thematic synthesis.
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Introduction

An intellectual disability (ID) is defined as having impaired intelligence, with a
significantly reduced ability to understand new or complex information and reduced ability to
cope independently (World Health Organisation; WHO, 2024). People with intellectual
disabilities (PWID) are more likely to be prescribed psychotropic medication compared to the
general population (NHS Digital, 2022). It is estimated that up to 35,000 PWID are taking
psychotropic medication, without the correct clinical justification (NHS England, 2018). This
is due to these medications often being used ‘off-label’, to treat behaviours that challenge
(BtC), despite these individuals not having the mental health conditions that these
medications are designed and regulated to treat (Sheehan et al., 2015).

Psychotropic medications, such as anti-psychotics, are used to modify an individual’s
mental or emotional state (Usher et al., 2001). Using psychotropic medications in PWID is
problematic and it is often viewed as a ‘chemical restraint’, as it can sedate or restrict the
individuals movement (Care Quality Commission, 2020). There is a concern that medical
professionals are prescribing these medications to manage a behaviour, that is often a way of
communicating unmet needs (Mistry, 2021) and not resolving the source of distress.

NICE guidance (2015) recommends that medication should only be used after
psychological interventions, like functional assessments, have failed to reduce BtC. However,
research by Niven et al. (2017) shows that, despite these guidelines, PWID are often
prescribed psychotropic medication as a first-line response, without being offered
recommended psychosocial alternatives.

In addition to these issues, PWID are more likely to experience poorer health
compared to the general population (Heslop et al., 2014). One contributing factor may be the
high prevalence of polypharmacy, including the use of multiple psychotropic drugs at high

doses, which increases the risk of harmful drug interactions and adverse side effects (Deb et


https://onlinelibrary.wiley.com/doi/full/10.1111/jar.13283#jar13283-bib-0010
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al., 2022). These side effects, such as sedation, weight gain, diabetes, tremors, and seizures,
can often go unnoticed, as many PWID are unable to effectively communicate their
symptoms (Charlot et al., 2020). Moreover, many individuals are unaware that the
medications they are taking can cause adverse side effects and are not informed about
alternative treatment options (Fish et al., 2017; Smith et al., 2019). Despite this lack of
knowledge, PWID often remain compliant with medication (Crossley & Withers, 20093).

This limited understanding could be due to various communication barriers, including
inaccessible information formats, inadequate communication from healthcare professionals,
and the cognitive and adaptive difficulties associated with ID (Marks et al., 2008; Mastebroek
etal., 2014). Although the NHS and adult social care services are legally required to meet the
Accessible Information Standard (AIS), which, includes taking steps to ensure that PWID are
receiving accessible formats of information and being supported with communication in
discussions around medication (NHS England, 2017b), many individuals still lack basic
knowledge of their medications (Smith et al., 2019).

Family members and paid carers often report similar gaps in knowledge (Cavanagh et
al., 2024), despite PWID commonly believing that their carers are fully informed (Heslop et
al., 2005), which raises concerns about informed consent and shared decision making (SDM;
de Kuijper et al., 2024). Tools like easy read leaflets have been used to enhance
understanding and support SDM for both individuals and their families (de Kuijper et al.,
2025), however they are not often utilised.

The UK government has long advocated for the inclusion and autonomy of PWID,
particularly in healthcare (Department of Health, 2010). These efforts align closely with the
principles of SDM. However, in practice, many PWID are excluded from decisions about

their treatment and are often unaware that they have a right to be involved (Raghavan &

3 This paper is included within the thematic synthesis.
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Patel, 2010), with healthcare professionals often communicating only with carers or support
staff, bypassing the individual entirely (Fish et al., 2017).

Recent findings have highlighted that families can also feel excluded from decisions
around medication. Cavanagh et al. (2024) reported that family members are often left out of
discussions, despite NICE guidelines (2015) recommending their involvement. Furthermore,
caregivers may have vital information to help understand the causes of BtC, which may help
to reduce BtC and psychotropic medication need (Deb & Limbu, 2022). A survey by de
Kuijper et al. (2024) found that 75% of PWID and their carers desired greater involvement in
decisions about psychotropic medication.

Psychotropic medication use often triggers complex emotions in family members,
including anger, guilt, sadness, and frustration (Sheehan et al., 2019%). Many have expressed
concerns about the overprescription of these drugs, their side effects, the lack of Positive
Behaviour Support (PBS) plans and psychosocial alternatives, and the exclusion of family
input in treatment decisions (Sheehan et al., 2019).

Despite the above concerns, psychotropic medication used appropriately has been
viewed as necessary by some families and PWID to manage risk, especially when used
alongside other supportive strategies (Edwards et al., 2017°). However, the adverse side
effects of medications can have a negative impact on PWIDs quality of life, which is likely
violating their rights (Deb et al., 2023). Therefore, it is important that medication is used to
improve the lives of PWID and not just those around them (Edwards et al., 2017).

To conclude, there are ongoing concerns that medication is being used inappropriately for
PWID (Alexander et al., 2016), despite longstanding pressure to reduce its use (NHS

England, 2017a). There is limited research that has focused on prescribers and direct care

4 This paper is included within the thematic synthesis.
> This paper is included within the thematic synthesis.
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workers experiences of psychotropic medication for PWID (Limbu & Deb, 2022; Deb et al.,
2021), and even less research that has explored firsthand experiences of PWID and their
FCs, who are prescribed psychotropic medication for BtC (Cavanagh et al. 2024).

As NICE guidance (2015) states that family carers should be involved in their
relatives care and are often advocates (Zambrino & Hedderich, 2021), it is important to
capture their experiences also. Furthermore, due to the communication barriers that are
associated with ID, FCs have been used successfully as proxies for PWID (Wolkorte et al.,
2019%), which allows for a further in-depth understanding of the experiences of PWID.

There are many statistics highlighting the disparities of prescribed psychotropic
medication for PWID compared to the general population (NHS England, 2017a), but there is
very little understanding of the experiences around psychotropic medication taking for
PWID. Qualitative Evidence Syntheses (QES) are well situated to capture the complexities of
a subject by ‘going beyond’ the findings of any single primary study, resulting in a holistic, in
depth understanding of a phenomenon (WHO, 2021;).

Furthermore, QESs also play a key role in informing clinical decisions, policy, and
practice by assessing the quality of existing evidence and bringing together research focused
on lived experiences (Booth et al., 2016), therefore complementing quantitative research
(WHO, 2021).

To address the lack of understanding around psychotropic medication taking for
PWID and their families and carers, the present review aims to conduct a qualitative evidence
synthesis (QES) to review the attitudes, perceptions and experiences of PWID and their

families, around psychotropic medication for BtCs.

6 This paper is included within the thematic synthesis.
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Method

The review question was developed using the SPIDER framework (Cooke et al.,
2012; Appendix A). This review used primary qualitative research studies to answer the
question: what are the experiences, attitudes and perceptions of psychotropic medication by
adults with intellectual disabilities and their family carers?

Preliminary scoping searches related to the research question were carried out using
Google Scholar in December 2024 to review the existing literature in the field. The review
was registered in advance with PROSPERO (reference: CRD42025642788) on 07/02/2025
Search Strategy

Informed by the SPIDER framework (Cooke et al., 2012), detailed searches on four
electronic databases: Medline, Scopus, PsycINFO and CINAHL, were performed on 8™ April
2025.

Search terms were created in collaboration with a specialist librarian at the University
of Sheffield. Boolean operators were applied, and asterisks (*) were used for truncation.
Searches were conducted across titles, abstracts, and keywords. Individual construct terms
were combined with 'OR' to account for variations, followed by 'AND' to refine the search.
The ‘sample’ construct was not captured in the search strategy, due to this further restricting
the search in an already limited evidence base in this area. Table 1 shows the search syntaxes
used to achieve comprehensive retrieval.

Table 1

Search Syntaxes

Construct Search Term

Psychotropic Medication Psychotropic* OR “Pro Re Nata” OR PRN OR “Mood
Stabili*”” OR “Psychiatric Medication*” OR “Mental health

medication®*” OR Antipsychotic* OR Sedative* OR
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Neuroleptic* OR “Psychotherapeutic Drug*” OR Anxiolytic*
OR “Psychotropic Medication*”” OR “Psychotropic Drug*”
OR “Mental Health Drug*” OR “PRN Usage” OR
Antidepressant® OR “Mood Stabiliser®” OR Anxiolytic* OR
Antiepileptic* OR Stimulant® OR Benzodiazepine* OR

“Chemical Restraint*” AND

Intellectual Disability “Intellectual Disability” OR “Intellectual Impairment” OR
“Learning Disabilit*” OR LD OR “Mental Retardation” OR
“Cognitive Disabilit*” OR “Mentally Handicap*” OR
“Development® Disab*” OR “Multiple Disab*” OR “Down*
Syndrome” OR “Intellectua* Disab*” OR “Intellectua*®
Difficult*” OR “Intellectua* Handicap*” OR “Menta*
Disab*” OR “Global Development* Delay” OR “Learning

Difficult*” AND

Research Design Qualitative OR Interview OR “Focus Group” OR “Thematic
Analys*” OR “Grounded Theory” OR Interpretative
“Phenomenological Analys*” OR “Discourse Analys*” OR
View* OR Opinion* OR “Semi Structured” OR Experience*

OR “In Depth”

Study Selection

The studies identified through database searching were imported onto the systematic review
tool, Rayyan (Ouzzani et al., 2016) to help with the management and filtering processes.
Duplicates were then removed, and titles and abstracts of the remaining studies were screened

based on the inclusion and exclusion criteria (Table 2). Using the ‘blind mode’ in Rayyan, 80



papers (10%), were additionally screen by the research supervisor, to which no disagreements

were found. Full text reviews were then carried out on the remaining studies. Forwards and

backwards citation searching, also known as reference mining, identified one additional

study.
Table 2

Inclusion and Exclusion Criteria

Inclusion Criteria

Exclusion Criteria

Qualitative, peer-reviewed studies, written

in English that report on the experiences of

adults with intellectual disabilities and their

families carers, of psychotropic medication.

Systematic reviews, rapid reviews or
literature reviews, although they may be

used to direct to relevant papers

Worldwide studies

Paid carers or direct care staff

Adults over the age of 18 or family carers
reporting on adults’ experiences of

psychotropic medication.

Studies where the focus is skewed for
example, focus of experience is exclusively

mental health and not BtC.

No date restrictions will be applied

Studies that are not available in English

Participants with comorbidities

Studies where the full text does not exist

Adults with ID who live in either the
community, residential homes or inpatient

facility.

Studies that do not contain qualitative data

Focus on psychotropic medication for the

management of BtC

Exclusively child or adolescent participants

Data Extraction
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Data extraction occurred in two parts. Firstly, study characteristics such as, aims,
sample, methodology, relevant findings and critiques were organised onto a table (Table 3) to
provide the reader with context. Secondly, data capturing the experiences of PWIDs and FCs
around psychotropic medication were extracted verbatim, transferred to a Word document,
and printed as hard copies to facilitate analysis. As per Thomas and Harden’s (2008)
guidance for thematic synthesis, this included the whole of the results section, including
direct quotations, contextual details and analytical interpretations.

Positionality and Reflexivity

The researcher’s identity and positionality can impact on many areas of the study
(Wilson et al., 2022) therefore, it is important that the researcher states their position and
relationship to the research, whilst remaining reflexive, to further contribute to the
transparency and rigour of the findings (Canty & Kantrowitz-Gordon, 2024). Consequently,
reflective journal excepts can be found in Appendix B.

The researcher states that they are a neurotypical female adult, with younger autistic
relatives, who have experienced restrictive practices. The researcher has previously worked
as a direct care worker of PWID and in mental health inpatient units, where psychotropic
medication for BtC was often used.

The researcher is currently in her third year of clinical training to become a clinical
psychologist and whilst on training has supported teams and PWIDs with BtC through
positive behavioural support plans, which were used successfully to reduce BtCs.

Additionally, research supervision was used regularly: as a space to share reflections;
to consider other perspectives and to discuss any emotional responses that arose throughout
the research.

Quality Assessment
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All eligible studies were critically appraised using the Critical Appraisal Skills
Programme (CASP, 2024; Appendix C). The researcher awarded each CASP item: one point
for meeting the criteria; half a point for partially meeting the criteria and zero points for being
unclear or not meeting the criteria. The total scores for each criterion were combined, giving
a possible quality score of between 0 and 10, which represented low (£4), moderate (5-7) and
high (=8).

Four of the studies were chosen at random by the research supervisor, who
independently critically appraised them. Scores between the researchers were compared and
any disagreements were resolved through discussion. Overall, quality scores ranged from 7 to
9.5, with all studies being considered either moderate or high value. All studies were included
within the review, due to the possibility of excluding novel findings from the less robust
studies, thus hindering on overall understanding (Thomas & Harden, 2008).

Thematic Synthesis

Data were analysed using thematic synthesis as outlined by the principles of Thomas
and Harden (2008). Thematic synthesis was chosen due to its clear, structured integration of
qualitative findings across studies, which has previously been useful to inform healthcare
policy and practice by generating new insight that is grounded in lived experience (Thomas &
Harden, 2008).

Thematic synthesis can also be used for studies that have ‘thin data’ (Thomas &
Harden, 2008), where "thin" data can be used to generate broad, descriptive themes, while
"thick" data allows for the development of more detailed, analytical insights (Noyes et al.,
2019). This is particularly relevant to the current review, as the communication challenges
faced by some PWID may result in data that is considered "thin" in some of the research

papers. To address this, the perspectives of FCs, along with the original authors analytical
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interpretations, were integrated to provide a deeper understanding of the experiences related
to psychotropic medication use. This will be addressed further in the critique section.

Firstly, all ten studies were read multiple times to enhance familiarity with the data. A
line-by-line coding process was then conducted, generating 240 descriptive codes. These
codes were transcribed into a Word document for better organisation and colour-coded to
indicate their primary study. Data relevant to the research question were grouped into nine
descriptive themes (Appendix D), while continually being cross referenced with the original
studies, to maintain the participants voices. These descriptive themes then made up three
overarching analytical themes, each with related subthemes, which aimed to generate new
interpretations that extended beyond the original findings of the primary studies (Thomas &
Harden, 2008).

Results

Summary of Included Papers

As shown by the PRISMA diagram (Figure 1, Page et al., 2021) a total of 1177 papers
were identified from the following database: Medline (n = 534); Scopus (n = 101); PsycINFO
(n=1395) and CINAHL (n = 147). After removing 381 duplicates, 796 papers were eligible
for title and abstract screening, to which 750 were excluded, leaving 46 papers proceeding to
full text screening. Of these 46 papers, 37 were excluded resulting in 10 eligible studies
altogether included in the review.

All studies were published between 2005 and 2022. Of the studies included a total of 95
PWID and 132 FCs were represented from three different countries: The United Kingdom
(n=6), Australia (n=2) and The Netherlands (n=2). One of the studies included data from
other sources (Edwards, 2008), for example hospital notes, and two studies captured other
participants’ experiences (Sheehan et al., 2019; Heslop et al., 2005), for example paid carers,

whose data was separated and excluded from analysis.
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The focus of each study varied, with some prioritising experiences of medication
discontinuation; medication knowledge and understanding, and medication decision making.
All studies focused on the experiences of psychotropic medication use for the management of

BtC.



Figure 1
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Qualitative Appraisal Results

Overall, seven studies were rated as high quality and three as moderate quality. All but one clearly
stated their aims, and all appropriately employed qualitative methodology. While most studies justified their
research design, two did not. Similarly, all but one study used appropriate recruitment strategies, and all
demonstrated suitable methods of data collection.

Three studies did not mention ethical approval, which is concerning especially given the
vulnerability of the participant population, and only two briefly acknowledged the researcher’s positionality,
though not explicitly.

One study acknowledged that the main researcher was the participants’ psychiatrist, yet they did not
address its implications on the study, for example selection bias or participant’s feeling able to be fully
honest in interviews.

Six studies provided evidence of rigorous data analysis, however some studies lacked in-depth
analysis, possibly due to the communication difficulties that some participants may have had when trying to
communicate their experiences.

All but one clearly reported their findings. Clinical implications were explicitly stated in all but two
studies. Despite some limitations, all studies were considered to offer valuable contributions to the evidence

base and used within the current review. Table 4 gives an overview of the CASP results.



Table 3

Study Characteristics
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Study Aims Sample and Data Data Findings Critique and Quality
Characteristics Collection Analysis Trustworthiness Score
Method
de Kuijper et Tounderstand  The Netherlands.  Semi- IPA. Video  Facilitators of discontinuation: One researcher had a High
al. the barrierand 7 PWID structured recorded -Reliability and accessibility of conflict of interest.
(2022) facilitators of Aged 22 to 62. interviews and their doctors and being taken 7 participants, which
successful White ethnicity transcribed  seriously. could be deemed as a
withdrawal of 3 men and 4 verbatim -A clear explanation and small sample size, yet
antipsychotic women information researchers argue that
medication used about the discontinuation saturation was reached.
for BtC in trajectory All participants had mild
PWID -Support from peers, families and D so findings cannot be
care professionals. transferred to adults with
-Their own coping styles were moderate ID
important factors in successful
discontinuation.
Sheehan et To explore The UK. Semi- Thematic Stakeholder involvement is not Credibility checks done.  High
al. (2019) experiences of 14 people with structed analysis. consistently experienced in Did not list positionality
psychotropic ID, 12 family interviews,  Transcribed decisions regarding psychotropic  or bias.




Sheehan et
al. (2018)

medication, use
among PWID
and their carers,
with a focus on
decision

making

To provide a
platform for
family carers to
share their
experiences of
psychotropic
Medication,
used by their
relative with an
intellectual
disability.

members and 12
paid carers.
Recruited from
specialist
psychiatry
services,
community
groups, training
organisations and

care providers.

The UK.

99 family carers
of PWID (85%
were a parent)
provided through
the Challenging
Behaviour
Foundation

charity.

verbatim.

NVivo used

completed

face to face

An online Descriptive

structured Analysis
questionnair

e. Mixed

methods

Free text

questions

medication for PWID. Developing
models of shared decision-making
could enhance collaboration and
provide PWID and their carers
greater involvement in

medication-related decisions.

Many PWID do not receive
proper assessments or
interventions. Family carers are
concerned about the overuse of
psychotropic medication, and
many feel excluded and powerless

in medication decision making.

26
Large sample size.

Used lots of verbatim
quotations.
Good clinical

implications

Creditability checks Moderat
conducted. No detailed e
reflexology or

positionality of the

researching team but

highlights that the

developers of the online

survey were two experts

by experiences,
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Edwards et
al. (2017)

Crossley and

Withers
(2009)

To understand

family carers
views and
perceptions
around

psychotropic

medication to

manage BtC

and its impacts

on their relative

with ID.

To explore how
informed PWID
were about their

medication and

the decisions

involved with

it. Also how do

PWID feel
about taking

Australia

7 family members
of adults with ID
(3 brothers, 3
fathers, 1 mother)
Recruited through
the government
office of the

public guardian.

The UK

8 participants.
Aged 31-66, with
mild to moderate
ID. 5 males, 3
females, living in
community

houses.

Telephone
or face to
face
interviews
Data was
collected
during

2014-2015

Semi
structured
interviews
and
interviewed

twice

Thematic
analysis,
audio
recorded
and
transcribed

verbatim

Grounded
Theory

Medication can help manage BtC
in PWID, if used appropriately
and with other support strategies.
This research highlights the need
for PBS plans and ensuring
medication benefits the person,
not just those around them.
Involving families and support
staff can lead to better alternatives
and reduce medication use. Some
families feel medication is
necessary, despite the stress it

brings.

People with ID who take
psychotropic medication are very
compliant to take it regardless of
not knowing much about their
medication, such as its reason for

being prescribed or its effect.

Creditability checks done High
to maximise rigour.

Researchers do not state

their position within the

research

Credibility checks were ~ High
done on the codes/themes

by another researcher.
Participant with learning
disabilities could be

subjected to

acquiescence during

interview and researcher

do not state their position
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Hall and Deb

(2008)

Hassiotis et

al. (2017)

medication long

term.

To explore the
knowledge and

views of

PWID and their

carers

of medication

prescribed

for BtC.

To carry out a

wider

stakeholder

consultation to
inform future
research around
antipsychotic

medication for

PWID

The UK

20 PWID and
their carers who
attended with
them.

Recruited through
psychiatric

outpatient clinic.

The UK.

12 PWID 6 males,
6 females) focus
groups and 1:1

interviews

4 mothers 1:1
interviews and 8

family members

Mixed
methods.
Structured
and face to
face semi-
structured
interviews.
Interview
schedule
used
flexibly
Semi
structured
interviews
and open
ended easy

read topic

guides used.

Grounded
Theory.
Interviews
transcribed
verbatim
except one
interview

was

captured via

note making

Content and
Thematic

Analysis.

Transcribed

verbatim

Few PWID were fully informed
about their treatment. While many
viewed the prescribing of
medication as a positive
experience, some expressed
dissatisfaction due to feeling
excluded from decision-making,
experiencing side effects,
questioning the medication’s
effectiveness, or wanting to live a
‘normal life’.

The study highlighted gaps in
medication knowledge among
PWID. It stressed the need for
researchers to involve service
users in discussions about
medication experiences and
potential future research around

medication.

The researcher was
known to the
interviewees as their

psychiatrist.

The researchers mention
potential bias for
example prompts given
during interview but do

not state positionality.

High

High
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Heslop et al.

(2005)

Edwards
(2008)

To explore
what
knowledge
PWID and their
carers had
about their
psychotropic

medication

To explore
antipsychotic

medication use

took place in

focus groups

8 family members
suggested future

research ideas via

email.

The UK
21 PWID
20 paid carers

11 prescribers

Australia

Case report of

‘Jane’ PWID who

Semi
structured
face to face
interviews
with a carer
present.
Accessible
interview

schedule

Intensive
data

collection

Grounded
Theory
approach
and
Thematic
Analysis
MAXqda
qualitative
analysis
software

used.

Thematic
analysis of

over 400

Family carers often felt excluded
from decisions and wanted
alternatives to medication. Future
research is supported by
professionals and should consider
limited-service resources, with the

STOMP initiative held in mind.

PWID presumed that carers would
know everything about their
medication which was not always
the case. Need for more
information for carers and PWID
(why prescribed it/what side
effects it can have) information
regarding alternatives to

medication needed.

‘Jane’ reflects the ongoing
uncertainty that comes with

making decisions about

Not rigorous analysis. Moderat
Fails to mention the e
researcher’s
positionality/bias/saturati

on. Does not go into

detail of participants

characteristics. It does

consider ethics/consent

and PPI

No mention of Moderat

positionality or bias. e
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Wolkorte et
al. (2019)

of a PWID

“Jane”.

To provide an
overview of the
views and
preferences of

PWID on BtC

takes
antipsychotics
from birth to her
36™ birthday.
Information
gathered and put
in chronological

order.

The Netherlands
13 PWID

mild to moderate
ID 8 men, 5
women

7 proxies

5 men, 2 women.

from many
sources of
information
: case notes,
mothers
diary,
interviews,
professional

reports.

Semi-
structured

interviews.

17 face to
face
3 via

telephone.

pages of

written

information.

3
researchers
analysed

data

Interviews
transcribed
verbatim.
Thematic
analysis
used and
ATLAS
was used to
organise

information

psychotropic medication for
PWID. Although evidence-based
tools like the DSM- try to reduce
uncertainty, psychiatry involves
both scientific knowledge and
clinical judgment. Mental health
assessments are often subjective,
so it's important for clinicians to
work closely with patients and
their families.

The study highlighted that people
with ID have clear views on the
factors and consequences of
challenging behaviour which do
not always align with current
practices.

PWID believe a lack of structure
and staff placing too much
demand on them lead to

challenging behaviour

Janes parents were sent
the finished analysis to
check if it had captured

their experience.

7 of the 20 interviews
were with proxies who
provided their opinion on
what their family
members views would be
(due to profound
communications
difficulties). No conflicts
of interests raised. Had
two researchers coding —
increases credibility.
Positionality and

reflexivity not addressed.

High
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Table 4
CASP Results
Author Clear Qualitative | Research | Recruitment | Data Researcher | Ethics Rigorous Clear How Quality Quality
(year) statemen | methodolo | design strategy collection and data data statement | valuableis Score rating
tof aims | gy relationship analysis of findings | the
research?
Heslop et al. v v v v v X v ? ? ? 7.5 Moderate
(2005)
Edwards Vv v v ? v X X v v ? 7 Moderate
(2008)
(2019)
de Kuijper, et v v v v v X v v v v 9 High
al. (2022)
Sheehan et al. V V V V V ? V ? V V 9 ngh
(2019)
Sheehan et al. ? v ? v v X ? ? v v 7 Moderate
(2018)
Edwards et al. \/ \/ \/ \/ \/ x \/ \/ V \/ 9 ngh
(2017)
Crossley and v v V4 v V4 ) 4 v V4 v v 9 High
Withers (2009)
(2008)
Hassiotis et al. V V V J V x ? ? V V 8 ngh
(2017)

v = fully met; ? = partially met; X = not met.



32

Thematic Synthesis

Analysis revealed three analytical themes and nine associated subthemes (Table 5).
Each theme is summarised below, with participants voices being demonstrated through
verbatim quotes (see Appendix E for additional extracts) alongside the original authors’
interpretations. Although themes are arranged separately, overlap and interaction of the
themes can be observed.
Table 5

Themes and Subthemes

Themes Subthemes

Battle of Approaches Over Reliance on Medication

The Desire for Holistic Approaches

Family Carers are Advocates

Perceived Efficacy and Effects Questionable Effectiveness

Negative Consequences of Medication

The Importance of Supportive Relationships

The Power to Decide Limited Knowledge and Understanding

Power Imbalances and Compliance

Excluded From Decision Making

Battle of Approaches

This theme relates to the participants experience of a “bitter battle” (FC, Edwards et
al., 2017, p.213) between the medical staff who often prioritise psychotropic medication and
the participants who advocate for more holistic care by encapsulating psychosocial
interventions and assessments for the management of BtC.

Over Reliance of Medication. Analysis revealed that many participants, in particular

FCs, felt there was an overreliance on psychotropic medication for the management of BtC.
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Some FCs believed that this was a result of medication being an “economic, viable and
efficient management strategy” (FC, Edwards, 2008, p.53), with other participants feeling
concerned that medical professionals are “writing out prescriptions all the time” (FC,
Sheehan et al., 2019, p.5).

Although medication was often viewed as “necessary” (FC, Edwards et al., 2017,

p-211) to manage BtC by many participants, others were concerned that medication was often
framed as their ‘only solution’, (FC, Edwards, 2008, p.53) reinforced by receiving “no other
option or support” (FC, Sheehan et al., 2018, p.88) or plans to reduce it in the future.

“[the doctors are] very quick to put them on but very slow to take them off” (FC,

Sheehan et al., 2019, p.5)

Furthermore, participants shared that medication prescribing often feels rushed into
and used as a first line intervention without other options being considered.

“Not to reach straight for medication in the first place, but hold off using it” (FC,

Sheehan et al., 2018, p.89)

“Medication should not be automatic...proper assessment is very important” (FC,

Sheehan et al., 2018, p.89)

Analysis highlighted that psychotropic medication was widespread and used off
licence with participants for various reasons (de Kuijper et al., 2022, p.5). Most participants
had taken psychotropic medication for years and as a result, participants felt fearful of
withdrawing or reducing their medication, in case they became “a danger” (PWID, Sheehan
etal, 2019, p.3) again.

“I would not want to get ill again” (PWID, Hassiotis et al., 2017, p.7)

“I was afraid [that] it turned out to go wrong” (PWID, de Kuijper et al., 2022, p.5)
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The Desire for Holistic Approaches. Many participants felt that little consideration
was given to understand the reasons behind the BtC and voiced their frustration and desire for
more holistic, person-centred approaches and assessments.

“Felt it was necessary but that environmental factors were not addressed...
challenging behaviour was only happening at supported living, not weekends at home

with us” (FC, Sheehan et al., 2018, p.88)

“He was going through a lot of personal problems, my husband at the time, his father
and 1 split up, there was another baby born into the family. He went to boarding
school so a lot of what was happening was not looked into...” (FC, Hassiotis et al.,

2017, p.8)
“...why does the doctor offer you that? [Medication]...what about that specialist
assessment? Surely in the long term this is more helpful than giving my son tablets.”

(FC, Hassiotis et al., 2017, p.10).

Both FCs and PWIDs were able to suggest alternatives to medications that they
believed would reduce BtC, yet often other approaches were either not carried out or
considered.

“He’s got no other support around these issues ... it’s always just medication ... not
enough, err, not enough maybe talking therapy... I think there should be more done

than there is.” (FC, Sheehan et al., 2019, p.5)

“And they were going to promise all this psychological help [PBS plan] for her, but
nah ... it’s got whitewashed and pushed under, pushed aside.” (FC, Edwards et al.,

2017, p.211)

Family Carers are Advocates. Many FCs stressed the importance of their role in

advocating for their relative in relation to medication, which some described as “a long and

drawn-out bitter battle” (FC, Edwards et al., 2017, p.213). FCs highlighted how their
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irreplaceable knowledge of, and closeness to, their relative, meant they were the most
qualified to evaluate their wellbeing, whilst guaranteeing that practices are centred around
their relative and their interests are upheld (Sheehan et al., 2019).

“...after lots of talking with me and telling [name’s] stories, of knowing what his

triggers were, and what environment he needed to be in, you know, things started to

move in the right direction for him” (Edwards et al., 2017, p.213).

“I have had years of experience with him, so I realised they were hallucinations he

was having. It’s really unfair as he can’t communicate. Can you imagine? You know

you usually get people who are hallucinating shout out things like that, he can only

give it through physical behaviour.” (FC, Hassiotis et al., 2017, p.8).

FCs shared that without them ‘battling” for their relatives’ best interests and being
their voice, their relative would be “worse off” (FC, Sheehan et al., 2019, p.6) in many
aspects of their lives.

“l understand that sometimes I come across overbearing, nosey, and always getting

involved ... but I do believe... if [ was not behind [son] and asking for him,

demanding for him ...he would be in a worse place now, mentally (FC, Sheehan et al.,

2019, p.6).”

Analysis highlighted that advocating for their relative often involved FCs questioning
and criticising the use of psychotropic medication, with some FCs referring to medication as

‘institutions without walls” (FC, Edwards, 2008, p.53) and calling out for change from the
long-standing medical model.

“Sometimes I don’t think these tablets are for people with autism and learning

disabilities at all, you know? That’s not the answer ... if there’s no cure, why are you

giving all this medication?” (FC, Sheehan et al., 2019, p.5)
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“it’s just so inhuman to me... to me, you practice chemical restraint on an animal,
which I think is disgusting too. But you know, to me that’s how he’s been treated, like
an animal.” (FC, Edwards et al., 2017, p.213)
FCs spoke often of experiencing emotional distress in their role, especially in relation
to medication side effects.
“I feel very angry and that there is no explanation about the side effects” (FC,
Sheehan et al., 2018, p.88)
“In the beginning I was terrified about medication, the side- effects and everything.
And also, her [daughter’s] condition... It’s a really dangerous medication” (FC,
Sheehan et al., 2019, p.5)
Perceived Efficacy and Effects
This theme highlights participants experiences for and against the use of psychotropic
medication. There were divided opinions around the perceived efficacy of medication and
whether the effects of medication counteract the positives of it. Included in this theme is the
positive impact that supportive relationships have on participants experiences of medication.
Questionable Effectiveness. Throughout the analysis views on medication
effectiveness varied. When asked many PWID believed that their medication was helpful to
them in some sort of way.
“Helps me to feel calmer” (PWID, Hall & Deb, 2008, p.31)
“Helps me to get along with people better” (PWID, Hall & Deb, 2008, p.31)
“It’s helping me” (PWID, Crossley & Withers, 2009, p.81)
Furthermore, some FCs felt that medication had some positive effect on their relative,
however this was often in combination with, an individualised understanding of their

relatives’ needs, or psychosocial interventions (Edwards et al., 2017).
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“His mood is more stable and aggression and outbursts very reduced...this enables

our relative to go out in the community to activities he enjoys” (FC, Sheehan et al.

2018, p.89)

For one carer, the medication felt effective due to the reduction of harm to the support
staff.

Well I think [medications for BtC] are good, because, I don'’t like seeing the people

that look after him day after day, and some of them I’ve known for over twenty

years... I don’t want to see them get injured in the performance of their duties. (FC,

Edwards et al., 2017, p.211)

In contrast, some PWID did not feel that medication was beneficial and instead
wished to reduce or withdraw as they worried about its addictiveness and accompanying side
effects (Wolkorte et al., 2019).

Some FCs spoke of witnessing their relative go through many medication changes,
with it feeling like “potluck’ (FC, Sheehan et al., 2019, p.5) to find a medication that worked.
A common complaint was that medication was not a long-term solution, with its effects

‘wearing off” (FC, Sheehan et al., 2019, p.5) after a short space of time. Additionally, some
carers claimed that the medications were completely ineffective and not worth the adverse
side effects experienced by their relative.

“It made her so numb that she didn’t recognise family, no personality, sleepy all the
time, worse seizures” (FC, Sheehan et al., 2018, p.89)

Negative Consequences of Medication. A common theme throughout the analysis
was the high prevalence of side effects caused by psychotropic medication. Most PWID
experienced adverse side effects varying from, sleepiness and weight gain, to more severe

physical health problems, as well as overmedication.
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“I felt groggy ... like I feel like a cabbage sometimes” (PWID, Sheehan et al., 2019,

p4)

“[relative] was almost like a dead person ... the drugs [meant] she was moving away

from us ... becoming a non- person” (FC, Sheehan et al., 2019. p.5)

“He was just sitting in appalling conditions and was incoherent completely, couldn’t

speak at all, and was just drooling from the side of his mouth. I just was disgusted

with the way he was.” (FC, Edwards et al., 2017, p.212)

Some PWID referred to themselves as “lazy’ (PWID, Crossley & Withers, 2009, p.82)
because of their medication. Despite medication side effects being out of their control, it
appeared that side effects can be viewed upon critically and not accounted for.

Throughout some of the interviews it was highlighted that some PWID were unaware
that the serious physical health problems they were experiencing was a result of long-term
antipsychotic use (Crossley & Withers, 2009) and those that were aware of the negative
impact of their medication often could only briefly describe the side effects as “bad things”
or “bad feelings” (PWID, Crossley & Withers, 2009, p.82).

One PWID shared their frustration of having to take further medication to counteract
the side effects of the psychotropic medication.

“I got three actual medicines for things that were wrong with me. But if at a certain

moment you get pills to deal with the side-effects of the side-effect medicine of the

side-effect medicine, then I'm like; what on earth are we doing?” (PWID, Wolkorte et

al., 2019, p.1425)

FCs also shared the emotional impact of knowing that their relative is taking an
antipsychotic, including the feelings of ‘parental failure’ and ‘guilt’ (FC, Edwards, 2008,
p.53), with a mixture of anger, sadness, disappointment, and frustration (Sheehan et al.,

2018).
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Additionally, FCs shared that with the start of psychotropic medication, comes an
increase in professional involvement which felt like “exposure” (FC, Edwards, 2008, p.53)
into their private life, with the positives and negatives of family life being discussed by
medical professionals.

The Importance of Supportive Relationships. Analysis highlighted the positive
impact that supportive relationships with professionals can have on both PWIDs and FCs in
relation to medication use. Often FCs felt a sense of gratefulness and relief when
conversations with support staff were open, and they were informed of their relative’s care
(Edwards et al., 2017). Closeness was viewed as way of increasing support within the
relationship and FCs stressed the importance of having a “doctor who gets to know the
patient” (FC, Sheehan et al., 2018, p.89).

“Having a community nurse who comes and spends the time” (PWID, Heslop et al.,

2005, p.17)

Many PWIDs described BtC as a frightening experience (de Kuijper et al., 2022) and
valued a trusted and accessible relationship with professionals, during times of distress or
when withdrawing from psychotropic medication.

‘Good to talk about it with others around you, anyway I think this is important

because you won’t make it on your own’. (PWID, de Kuijper et al., 2022, p.5)

“When you are angry, go to your support professional” (PWID, de Kuijper et al.,

2022, p.6)

“All went well in agreement, I could always phone or come for consultation”, (PWID,

de Kuijper et al., 2022, p.5)
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Supportive relationships during medical appointments were also highlighted as a
necessity, as often PWIDs relied on both their FCs and support staff to communicate
information and give guidance (Crossley & Withers, 2009).

“[My relative] usually says [to the psychiatrist] ‘it’s best if you explain this to my

mum or sister because they’re good at explaining it to me’.” (FC, Sheehan et al.

2019, p.6)

Poor communication from support staff and medical professionals, and high staff
turnover negatively impacted on not just professionals and participants relationship, but the
continuity of care, whilst increasing FCs sense of being excluded from the care of their
relative and feeling deceived (Sheehan et al., 2018; Edwards et al., 2017).

The Power to Decide

This theme highlights participants’ experiences in relation to involvement, autonomy
and choice around medication. It highlights instances of feeling powerless and voiceless in
decisions making, increased through a lack of knowledge and poor communication by
medical professionals, while feeling purposely excluded from decision making. Often
participants reported feeling an imbalance of power, which further increased medication
compliance.

Limited Knowledge and Understanding. Analysis emphasised the lack of

information and understanding that both PWIDs and FCs have around psychotropic

medication. When asked, most PWID were unable to give detailed answers as to why
they had been prescribed psychotropic medication and many PWIDs simply did not
know. Brief responses such as, “my temper”, (PWID, Hall & Deb, 2008, p.31) and

“to calm me down” (PWID, Hall & Deb, 2008, p.31) were common, however several

PWID appeared confused and believed their medication was prescribed to treat their
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physical health problems. Only a limited number of PWID were able to give more

detailed answers about their medication.

“Some things have already been discontinued. But lorazepam has been taken
off now, and per Wednesday one Haldol will also be taken off in the evening,
then I'll only have one left in the evening. (PWID, Wolkorte et al., 2019,
p.-1425)

Analysis revealed that quite often PWIDs are not having important information
communicated to them by their medical staff, despite them wanting to be informed, stressing
it is their “right” (PWID, Crossley & Withers, 2009, p.81) to be informed.

‘I don’t think [the psychiatrist] talks about medication... I ain’t got a clue’ (PWID,

Sheehan et al., 2019, p.7).

Although PWIDs and FCs emphasised the importance of receiving clear,
understandable explanations about their treatment and the reasons for prescribing medication
(de Kuijper et al., 2022,) they often reported not receiving such explanations or accessible
information, which impacted on their decision making.

“Because I've got the learning difficulties, I'm not able to understand a lot... I'm not

very good with a lot of the terms and conditions on there. It’s really hard for me to

read one of those [medication information] leaflets... I don’t know much about it so 1

can’t say yes and I can’t say no.” (PWID, Sheehan et al., 2019, p.7 & 8)

“I'was involved...but I wasn’t provided with the information I needed to make an

informed decision” (FC, Sheehan et al., 2018 p.88)

Interestingly throughout analysis it was found that medical professionals often relied
upon carers to reinforce information and understanding to their relative, despite the carers

own lack of information and understanding (Heslop et al., 2005).
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“Me myself is not very good in asking questions or understanding everything, so I just
leave it... I can’t go on the internet... I'm not very good in reading and writing, |
don’t understand everything, so that’s why I don’t bother.” (FC, Sheehan et al., 2019,

p-8)

FCs often described relying on other sources to gain vital information about their relatives’

medication.

“I had to research, I did take the name of the medication and I had to research and

then I went to ‘MENCAP’ which we had a parent’s group and there I got a lot of

information there” (FC, Hassiotis et al., 2017, p.9).

Power Imbalances and Compliance. Analysis highlighted that PWID were often
extremely compliant with medication, influenced by their view of their doctor as the expert

and holding the power.

‘It’s up to you to decide what to do with my medication. You 're my doctor. It’s not up
to me’. (Hall & Deb, 2008, p.32)

“They said ‘you will be going on an anti-depressant’. I didn’t know the name, then it
all went cold .... The next thing I knew it was in my blister pack and I've been taking
it ever since.” (PWID, Sheehan et al., 2019, p.8)

Despite some PWIDs having a critical attitude towards their medication, they believed

they had “no choice’ (PWID, Crossley and Withers 2009, p.82) but to take it, due to the

power of the medical professional.

“I don’t want to take it... I don't like taking it, but I have to.” (PWID, Sheehan et al.,

2019, p.5)

“I have to take my medication, I ain’t got no choice...It’s the doctor’s orders to keep

on the medication ...there’s not a lot you can do about it.” (PWID, Sheehan et al.,

2019, p.6)
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Despite some FCs trying at times to assert their power in medical appointments, many
shared a sense of accepting their powerlessness in decision making, which was often
influenced by their lack of knowledge and expertise in medication.

“We had to accept we don’t know what is good or bad...we were helpless” (FC,

Sheehan et al. 2018, p.88)

Excluded From Decision Making. Although a minority of FCs and PWIDs felt
meaningfully involved in medication decision making, the majority felt that medical
professionals did not justify or communicate the decision they made, nor listen to their views
and wishes. With some PWIDs noy believing it was their right to be involved in the decision-
making process, with many being surprised that their opinion was asked by the interviewer
(Crossley & Withers, 2009).

“I don’t get heard out properly... [The doctor says] ‘Is [the medication] keeping you

right?’ and I just say ‘yeah’, but I don’t think it is. But I don’t want to argue. I don’t

want to argue with them so I just say ‘yeah, it works on me’... I've asked [the
psychiatrist] before to [change medication] but she wouldn’t let me so 1 just let [the

psychiatrist] get on with it.” (PWID, Sheehan et al., 2019, p.8)

“[Medical professionals are not] listening to and respecting and valuing the

knowledge and experience that the family has” (PWID, Sheehan et al,. 2018, p.89)

“I just get ignored, I feel like I'm getting ignored ...when I say something about

[medication], it’s basically ‘you just have to take the medication’.” (PWID, Sheehan

etal, 2019, p.8)

“Sometimes I do [talk to the doctor about medication] but they tend to, like, they say
‘we can’t really say nothing because you’'ve got to take it’ and they don’t really say

why.” (PWID, Sheehan et al., 2019, p.8).
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FCs reported that being excluded from decision making left them feeling powerless or
as though they had done something wrong.
“I’'m not invited to attend appointments even though I have made numerous requests”
(FC, Sheehan et al., 2018, p.88)
“[Itis] as though I'd ... grew up in the gutter ... I had no say in it ... they controlled
his life and they put him where they felt like it.” (FC, Edwards et al., 2017, p.212)
“...because the hospital can take over the decision. It’s like, you feel like you as a
parent you have done something wrong. You feel the pressure.” (FC, Hassiotis et al.,
2017, p.10).
On the occasions when FCs have attempted to have an input in their relative’s
medication care, it has often been disregarded by medical professionals.
“I suggested a medication which had been mentioned previously, and I had looked up
the research on it... and I thought it might be worth trying but umm ... there was a
small flicker and then, like, ‘no, I don’t think so, where did you hear about this?’ sort
of thing.” (FC, Sheehan et al., 2019, p.8)
As their relative’s advocate, FCs reported that not being involved or holding control
in medication decisions, has an emotional impact on them.
“It’s always a bad experience when you re not involved... I wasn’t in control of
anything really, and there was no-one out there I could turn to. (FC, Sheehan et al.,
2019, p.7)
“It’s been extremely stressful... when you find out somebody’s been fiddling [with

medication] behind your back and you haven’t known about it.” (FC, Sheehan et al.,

2019, p.7)
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Discussion

This review aimed to understand the experiences of PWID and their FCs of
psychotropic medication for BtC. Thematic synthesis identified three themes: Battle of
Approaches; Perceived Efficacy and Effects, and The Power to Decide.

This review highlighted the complex and often conflicting experiences of PWIDs and
their FCs regarding psychotropic medication use for BtC.

Many participants felt there was an overreliance on medication by medical
professionals, often at the expense of exploring holistic, person-centred alternatives. While
some acknowledged the necessity of medication in managing distressing behaviours, others
felt it was often presented as the only option, with little consideration given to psychosocial
interventions or plans for withdrawal or reduction. This finding supports Niven et al. (2017)
that psychotropic medication is often used as a first-line response and goes against the
guidance from NICE (2015), which states that psychotropic medication for BtC should only
be used in combination with psychosocial interventions and assessments for example,
positive behavioural support (PBS) plans.

Medication side effects were commonly reported, with both PWID and FCs
questioning the long-term effectiveness of treatment when weighed against adverse side
effects and desire to live a ‘normal’ life without medication. In support of Deb et al. (2023)
some FCs stated that adverse side effects, massively impacted on their relative’s quality of
life. This questions whether psychotropic medication is more beneficial for those around
PWID, rather than the individual themselves (Edwards et al., 2017). Often participants with
ID were unaware that their physical health problems, were an adverse effect of their
psychotropic medication. This supports previous literature (Fish et al., 2017; Smith et al.,
2019) highlighting that PWID are often unaware of adverse side effects from psychotropic

medication, which raises concerns around informed consent.
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FCs frequently acted as advocates for their relatives, drawing on their intimate
knowledge of their relatives’ needs and past experiences. However, some FCs described their
advocate role as a ‘bitter battle’, often marked by emotional distress, with limited influence in
decision-making. Importantly, supportive relationships with professionals were seen as an
important factor in shaping experiences of care, though many participants reported poor
communication and a persistent imbalance of power. In agreement with de Kuijper et al.
(2024) many FCs desired more involvement in their relatives care in regard to medication
decisions.

In agreement with both Smith et al. (2019) and Cavanagh et al. (2024), there appeared
to be limited understanding around medication among both PWID and FCs. This lack of
knowledge further amplified feelings of disesmpowerment and reinforced medication
compliance through authority and an ‘expert’ position, rather than informed choice, which
may be a factor as to why PWID are often compliant with medication (Crossley & Withers,
2009).

To conclude, this review highlights the need for more holistic, person-centred
interventions for PWID in response to BtC, which involve both PWIDs and their FCs as
decision makers (NICE, 2015; Deb and Limbu, 2022; Zambrino & Hedderich, 2021). Further
accessible information is needed for both PWID and their FCs, so that they are informed of
the possible adverse side effects of psychotropic medication and to improve autonomy and
power in decisions around medication (de Kuijper et al., 2025).

The review suggests that good communication from professionals with PWID and
their FCs should be prioritised, to facilitate collaborative relationships, which could improve
the overall level of care provided to PWID. This review highlighted that PWID are not often
aware of adverse side effects from their medication, which may be having a negative impact

on their quality of life.
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Critique of Studies

Of the 10 studies included, all participants were recruited from either the UK, the
Netherlands or Australia, with six studies recruiting from the UK, which limits the
transferability of the findings.

Concerningly, only two studies endeavoured to position the researcher within the
study, reducing the transparency and rigour of the findings. The majority of studies reported
obtaining ethical approval; however, one study failed to address ethical considerations
entirely, which is concerning given the vulnerability of the participant.

The data representing the experiences of PWID often appeared ‘thin’ (Thomas &
Harden, 2008), likely due to the cognitive and communication challenges faced by
participants, which may have limited the depth of their responses during data collection.
Consequently, this may have impacted on the richness of the analysis and the extent to which
findings could be interpreted in a more analytical and meaningful way. Using creative data
collection methods such as, ethnography or arts-based expression may have improved the
richness of data collected.

Strength, Limitations and Future Directions

This was the first systematic review that aimed to understand PWID and their FCs
experiences of psychotropic medication for BtC. This review adds new findings to a very
under researched area, with good clinical and future implications.

Furthermore, eight out of the ten included studies captured the first-hand experiences of
PWID. While it is likely that some participants faced challenges in communicating their
experiences in-depth, potentially affecting the richness of the data and, consequently its
rigour, it remains essential that their voices and experiences are represented within the

research.
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Despite a broad search strategy with no date restrictions, only 10 relevant studies were
identified. Just one study was published in the last five years, while four predate the 2015
NICE guidance and the 2016 STOMP campaign (NHS England, 2017a). As such, participant
experiences, and thus this review’s findings, may be somewhat outdated, as experiences may
have changed following the introduction of NICE guidance and initiatives. This is especially
relevant given recent evidence of improved adherence to psychotropic prescribing guidelines
(Carrol & Davies, 2023). These findings highlight the need for updated research reflecting
the current experiences of PWID and their family carers in today’s context.

A further limitation of the review is that grey literature was not searched, increasing the
risk of dissemination bias and reducing confidence in the findings that a complete
understanding of PWID and their FCs experiences around psychotropic medication has been
captured (Booth et al., 2018).

To address gaps in the evidence base, future research should explore the experiences of
care professionals around the management of psychotropic medication for PWID, including
barriers and facilitators of shared decision making (SDM).

Additional medication related information is needed, (Deb et al., 2013) alongside further
research that explores whether accessible co-produced leaflets can improve understanding
and SDM for PWID (de Kuijper et al., 2025).

Additionally, while quantitative studies have demonstrated the effectiveness of non-
pharmacological interventions in managing BtC (Bruinsma et al., 2020), there is a lack of
qualitative research capturing the lived experiences of PWIDs and their FCs. Such research is
essential to inform the development of person-centred, holistic approaches to care; reflecting
best practice as outlined by NICE guidance (2015) and reduce the overmedication of PWIDs.

Implications for Clinical Practice
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This review highlights several important clinical implications for the care and
treatment of PWID around psychotropic medication for BtC. Firstly, there is a pressing need
to reduce the over-reliance on medication and ensure adherence to national guidance (NICE,
2015; NHS England, 2017a), which advocates for the use of psychosocial interventions and
person-centred assessments as part of a holistic care approach. Every PWID who displays
BtC, should only be prescribed psychotropic medication in combination with a psychosocial
intervention or after a psychosocial intervention has not led to a reduction in BtC (NICE,
2015). This could be facilitated through support from a clinical psychologist and other
professionals that can provide psychosocial assessments and interventions prior to, or in
combination with, psychotropic medication. This will help to ensure that medication is used
appropriately and ethically for PWID.

Improving the accessibility of information about psychotropic medication, including
potential adverse side effects, should be a routine aspect of care to support informed consent
and autonomy, with care professionals actively promoting accessible, co-produced resources.

Clinical teams should prioritise the inclusion of PWIDs and their FCs in SDM
recognising FCs as key advocates with valuable insight into the needs and preferences of
their relatives, whilst ensuring regular medication reviews take place to reduce medication.
Conclusion

This current review aimed to explore the experiences of PWIDs and their FCs of
psychotropic medication. Thematic synthesis identified three themes: ‘Battle of Approaches’,
‘Perceived Efficacy and Effects’ and ‘The Power to Decide’.

Several PWID and FCs felt medication was necessary to manage risk however,
concerns around the over-reliance of medication and the lack of holistic, psychosocial

interventions were common throughout.
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Many FCs often acted as advocates for their relatives, however this role was often
emotionally challenging, and feelings of frustration, anger and sadness were a common
experience. Despite the FCs intimate knowledge of their relative, they often felt dismissed
from decisions around their relative’s care.

The effectiveness of medication was not always clear, and some participants
questioned whether the adverse side effects of medication outweighed the benefits,
particularly when these impacted daily functioning and quality of life.

The majority of PWID lacked essential understanding of their medication and the
reasons why it has been prescribed. Some participants felt they complied with taking
medication simply because they trusted the medical professional, as the ‘experts’, rather than
because they fully understood or agreed with the treatment. This lack of knowledge further
increased power imbalances and lack of involvement in decision making.

These findings show a clear need for better communication, more accessible
information, and greater involvement of PWIDs and FCs in care planning. Following NICE
(2015) guidance more closely could support the use of medication in more ethical and

person-centered ways.
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Appendices

The SPIDER Tool (Cooke et al., 2012)

SPIDER Tool

S Sample Family, Carers and People with ID
PI Phenomenon of Experiences of psychotropic medication for those with IDs
Interest
D Design Qualitative data: interviews, focus groups, case studies,
E Evaluation Views, thoughts, feelings, perceptions, attitudes, ideas,
knowledge and opinions
R Research Type Inductive/ bottom up, qualitative studies. Interpretive

Phenomenological Analysis, Thematic Analysis, Critical

Incident Theory, Grounded theory, Discourse analysis
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Appendix B: Reflective Journal Excerpts

I feel shocked that I have such a general research question and yet I can only find 10
papers that meet the criteria, which again is a very general criterion. Why is there such
a lack of research looking into this when it is so common and raises so many ethical
issues. It makes me feel sad for people with ID, who is their voice?

Some of these journal article titles are worded awfully. The words ‘retarded’ are
constant and written by professionals. It is eye opening how time and social
perceptions can change language and the importance that language has on
marginalised people. I wonder how language and practice will change in the future.
The interviewer noting that participants are completely unaware that the physical
health problems they are experiencing are due to adverse side effects from their
medication. How is this informed consent? We need to do better.

I feel I am doing it again, feeling good when I am coding things that are in line with
my preconceptions (Psychotropic medication is more harmful that beneficial maybe?).
Making a conscious effort to code the good views and experiences of medication too.
As anew mum, | cannot imagine the frustration and anger that parents feel when they
are not asked, or allowed, to be involved in decision making for their adult child. The
lack of power they have must cause them so much unhappiness and pain.

Despite clear guidance to have psychosocial interventions, [ know from working as a
support worker within this field that it is rarely utilised. I wonder if this is due to wait
times or lack of clarity in how to get this? Is psychological support accessible? How
can we improve this?

I feel there is a chance I am holding back on the reviews strongest criticism which is
that people are being over medicated, and services and professionals are not following
the guidance. I think I am holding back because I know that my own views (personal

and professional) are anti-medication, and I am possibly worried that I will come



across as bias by readers? I need to keep reflecting on this when thinking about

publication.
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Appendix C: Critical Appraisal Skills Programme (CASP)

CASP Checklist:
For Qualitative Research

C

SP
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Section A Are the results valid?

the research?

CONSIDER:

1. Was there a clear statementofthe aimsof | [_[Yes| | No[ | Cant Tell

e what was the goal of the research?
why was it thought important?
e tsrelevance

2. Is a qualitative methodology appropriate?

CONSIDER:

|_|Yes|_| No |_| Cant Tell

research participants

If the research seeks to interpret or illuminate the actions and/or subjective experiences of

Is qualitative research the right methodology for addressing the research goal?

3. Was the research design appropriate to
address the aims of the research?

CONSIDER:

| [Yes| [No[ | Cant Tell

which method to use)

if the researcher has justified the research design (e.g., have they discussed how they decided

4. Was the recruitment strategy appropriate to
the aims of the research?

[ JYes| [No[ [CantTell
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CONSIDER:

= [fthe researcher has explained how the participants were selected

= [fthey explained why the participants they selected were the most appropriate to provide access
to the type of knowledge sought by the study

= Ifthere are any discussions around recruitment (e.g. why some people chose not to take part)

5. Was the data collected in a way that [ [Yes[ JNo[ JCant Tell
addressed the research issue?

CONSIDER:

= [Ifthe setting for the data collection was justified

» Ifitis clear how data were collected (e.g. focus group, semi-structured interview etc.)

= [fthe researcher has justified the methods chosen

= [fthe researcher has made the methods explicit (e.qg. for interview method, is there an indication
of how interviews are conducted, or did they use a topic quide)

« If methods were modified during the study. If so, has the researcher explained how and why

» [fthe form of data is clear (e.g. tape recordings, video material, notes etc.)

= [Ifthe researcher has discussed saturation of data

6. Has the relationship between researcherand | [ ]Yes[ | No[ ] Can't Tell
participants been adequately considered?

CONSIDER:

- Ifthe researcher critically examined their own role, potential bias and influence during (a)
formulation of the research questions (b) data collection, including sample recruitment and
choice of location

- How the researcher responded to events during the study and whether they considered the
implications of any changes in the research design

Section B: What are the results?

7. Have ethical issues been taken into | [Yes| |[No[ ]Cant Tell
consideration?
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CONSIDER:

If there are sufficient details of how the research was explained to participants for the reader
fo assess whether ethical standards were maintained

e If the researcher has discussed issues raised by the study (e.g. issues around informed consent
or confidentiality or how they have handled the effects of the study on the participants during
and after the study)

= Ifapproval has been sought from the ethics committee

8. Was the data analysis sufficiently rigorous? [ [_[Yes[_|No[ [ Cant Tell

CONSIDER:

= [fthere is an in-depth description of the analysis process

- [fthematic analysis is used. If so, is it clear how the categories/themes were derived from the
data

«  Whether the researcher explains how the data presented were selected from the original
sample to demonstrate the analysis process

- [f sufficient data are presented to support the findings

= To what extent contradictory data are taken into account

-  Whether the researcher critically examined their own role, potential bias and influence during
analysis and selection of data for presentation

9. Is there a clear statement of findings? [ [Yes[ [No[ JCantTell

CONSIDER:
e Ifthe findings are explicit
= Ifthere is adequate discussion of the evidence both for and against the researcher’s arguments

e Ifthe researcher has discussed the credibility of their findings (e.qg. triangulation, respondent
validation, more than one analyst)

» Ifthe findings are discussed in relation to the original research question

Section C: Will the results help locally?

10. How valuable is the research? [ [Yes| [No[ ] Cant Tell
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CO

NSIDER:

If the researcher discusses the contribution the study makes to existing knowledge or
understanding (e.g., do they consider the findings in relation to current practice or policy, or
relevant research-based literature

Ifthey identify new areas where research is necessary

If the researchers have discussed whether or how the findings can be transferred to other
populations or considered other ways the research may be used




Appendix D: The Development of Descriptive Themes

Study

Colour Assigned

De Kuijper et al. (2022)

Blue

Sheehan et al. (2019)

Purple

Crossley and Withers (2009)

Dark green

Hall and Deb (2008)

Orange

Edwards (2008)

Pink

Wolkorte et al. (2019)

Navy

Heslop et al. (2005)

Red
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Descriptive Themes Made up of Descriptive Codes.

Over reliance
on
psychotropic
medication
(fear of
reducing or
withdrawing)

FC not
wanting to be
blamed stops
them from
making any
changes to
medication

FC - Fear of
deterioration
by reducing
medication

FC -
medication is
overused and
seems to be
the answer for
everything

The limited
knowledge
and
understandin
¢ PWID and
FC have
around
medication

PWID don’t
believe they
have a choice
in medication
decisions

PWID lack
information
about their
medication

FC -
Medication is
frightening for
families.

The
importance of
supportive
relationships
and
communicatio
n

When FC are
listened to if
feels like a
partnership and
it can work well

Desires for
Holistic/
person
centred
approaches

Most FC have
hope that in
the future
medication
will be
reduced

FC -No other
options/suppor
t are available
eg — talking
therapy

The negative
consequences
of
psychotropic
medication
(including
emotional
responses)

FC — its hard to
weigh up the
side effects
with the
benefits

FC -If there is
no cure to ID
then why are
they given
medication, it

Exclusion of
PWID and
FC from
medication
decision
making

FCs have
taken a step
back from
medication
discussions
due to feeling
powerless and
burntout.

PWID feel
ignored by
medical
professionals

Not being
heard by
medical
professionals
increases
burnout.

Family
carers are
advocates

FCs want to
be taken
seriously
and their
opinions
listened to

FC know the
PWIDs
needs best

FC believe
they know
the person
the best not
the
professionals

Perceived
efficacy and
effectiveness
of medication

Power
imbalances
and
compliance

FC own
research is
disregarded as
they are not the
expert

PWID feel like
they cant
disagree with
medical
professionals
because it they
don’t want to
argue

Most PWID are
satisfied with
the doctor
making all the
medication
decisions
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FC -
medication it
not right or
effective

FC believe
that doctors
are quick to
give meds and
slow to take
them off

FC feeling
like they have
no other
choice but to
give
medication

Some FC are
resistant to
reduce
medication in

FC find it
difficult to
make
confident
decisions
around
medication

Some PWID
were aware
that
medication
was for their
behaviour and
labelled this as
“naughty”’

1 out of 8
participants

said they
should be

outcome for
PWID

Some staff
members are
genuine,
competent and
compassionate

Some staff
members have
huge impacts
on the lives of
PWID

Emotional
challenges
when coming
off medication

You can’t
discontinue the
medication on
your own

Some FC
believe
medication for
PWID is not
the answer

Routine is
important to
help with
withdrawal of
medication

doesn’t feel
like the answer

Family
members feel
exhausted and
frustrated with
care systems

PWID are
being treated
liked animals
using chemical
restraint

FC -
Medication
feels
unpredictable

FC -
Antipsychotic
was stopping
relative

FC can feel
their concerns
are dismissed

PWID give up
trying to be
heard by the
psychiatrist

Despite trying
to assert
themselves
PWID were
unsuccessful
in having more
influence over
medication
decisions.

FC want to be
involved with
medication
decisions

FC are the
advocates
for PWID

PWID
would rather
their family
explain
medication
to them as
they explain
it best (more
clearly)

FC advocate
and demand
support for
PWID which
improves
their QOL

FC act as
translators
with PWID

Before
medication
there was
often police
nvolvement/
severe CB

Most family
members
believe that
medication
combines with
individualised
understanding
has a positive
effect on CB

FC believe
medication
only helps
short term as

benefits “wear
off”

Before
medication
there was
often police

The doctor’s
authority leaves
little room for a
PWIDs own
agency

FCand PWID
don’t feel like
they can
challenge
psychiatrist
because they
the expert/
know best

FC feel they
are respected
after being
assertive

FC -Being
assertive/havin
g a bust up
with
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case CB
comes back

PWID -
Fearing
withdrawal
and it “go
wrong”

FC feel unable
to be
responsible
for the
decision to
change/stop
medication

Inadequate
social services

more informed

about

medication

PWID and CBis

prescribers frightening for

relied upon those with ID

direct care

staff to

reinforce

medication

information.

Despite direct

care staff not

always being

well informed.

“I need it Physical FC believe

when I am challenges medication

angry” when coming does nothing
off medication to address

“why”
PWID had PWID tend to Unsatisfactory
more look to direct non-

behaving like a
human (acting
like a dead
person)

FC -Adverse
side effects
don’t make
medication
worth it

Antipsychotic
medication
allows
“Institutions
without walls”
to operate in
society.

Those with
milder ID want
more input
with
medication
decisions

FC -
Psychiatrists
are the ones
with all the
power in
decision
making

PWID —
psychiatrists

and mnvolvement/

professionals severe CB

FC know the Some FC

PWID better think

than anyone  medication is
beneficial
short term

Family

carers are

protective

Feels like a Most PWID

battle for saw their

psychiatrist can
be helpful as
resets
interaction and
families get a
greater role

PWID do not
feel confident
or
knowledgeable
to confront
doctor about
their
medication.

PWID felt
anxious then
talking to a
doctor about
medication

Despite strong
feelings
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and
community
support
increase
dependency
on
psychotropic
medication

FC-
Medication
changes that
often it feels
like an
experiment

Antipsychotic
s is a cheap
and easy
option

knowledge
about their
physical health
than mental
health

Some PWID
were unaware
why they had
been given
antipsychotic
medication
and its use

Most PWID
believe their
direct care
worker should
or would know
all about their
medication E.g
side effects,
but that is not
the case

Often PWID
are not given
information

care staff for
support and
guidance

Trust with
others is
important to
feel supported
with medication
withdrawal

Poor
communication
puts strain on
relationships
between
professionals
and families

PWID -When
withdrawing
from
medication

pharmaceutical
support

PWID voiced
alternatives to
medication
like seeing a
psychiatrist
regularly

PWID voiced
alternatives to
medication
like playing
their music

PWID voiced
alternatives to
medication
like “talking

Antipsychotics
have serious
physical health
consequences

PWID voiced
that medication
made them
“Lazy”

don’t give
PWID a choice
in medication

It is common
for PWID to
not be
consulted on
medication
changes

FC want to be
listened to and
have time to
talk in
discussions
with
Psychiatrists

Family

members feel
relieved when
communicatio

families to

advocate for

their family
member

FC see
medication
as toxic and
a threat

Mental
health crisis
impacts
family’s

medication as
helping them.

Antipsychotic
s are no
longer needed
when BtC
stop

PWID believe
medication
keeps them
well

“Took away
my anxiety
thoughts”

regarding
medication and
side effects
PWID
appeared to be
extremely
compliant with
their
psychotropic
medication.

PWID can feel
powerless to
change their
medication
situation

Decisions
relating to
medication
come from
others because
“others know
better”

physical
coercion had
made a PWID
reluctant to
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Antipsychotic
s suggested to
the family to
be the only
solution

Mental health
crisis
triggered
medication
being given in
first place

PWID tend to
be on multiple
medications

about their
medication

PWID were
unaware that
their
antipsychotic
medication
was making
them have
“bad feelings”,
although staff
were aware

PWID
explained the
doctors

getting support
from others it’s
very important
And telling
yourself “I can
make it”

PWID voiced
alternatives to
medication like
talking to staff

Team approach
when
withdrawing
from
antipsychotics

PWID -
Important to
know that you

about the
situation over
a cup of tea”

FC believe
service will
improve if
they give more
access to
information,
prevention
strategies and
careplans, use
informed
assessments
and offer
alternative
modes of
management.

PWID don’t
like taking
medication but
no other
choice or
options

The daily grind
of having to
take
medication
everyday was
voiced as a
negative of
medication

Family carers
have strong
emotions
around
psychotropic
medication

A desire to be
normal was
voiced

n is open and
they are
involved in
medication
decision
making

Medical
professionals
do not pay
careful
attention to
PWID

mental
health

FC take the
lead over the
PWID in
medication
appointment
S

FC speak on
behalf of the
PWID

Families feel
like they are

“Helps me to
chill out”

FCs believe
medication

had little or no
effect on CB.

Medication is
positive for
CB because it

challenge their
medication
regime

Families feel as
though the
professionals
have all the
control

FC feel like
they have no
other choice
but to allow
medication

FC feeling
powerless.
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PWID thought
they would
“be naughty
again” if they
stopped taking
their
medication.

Medication is
used often in
the absence of
other
interventions

PWID didn’t
feel Doctors
had a plan to
eventually
reduce
antipsychotic
medication

checked the
box and there
is no side
effects it is
safe to take

PWID don’t
have a good
understanding
of
psychotropic
medication

PWLD were
confused and
uncertain why
they had “bad
feelings” (side
effects)

have family,
staff and your
doctor to
support you

Several PWID
were aware
they could
discuss
stopping
medication with
physician

Several PWID
were in
discussion to
reduce or
discontinue
their
medication

Family member
relied upon by
PWID to break
down
information
from
prescribers to
make it
accessible

Families
believe other
non-
pharmaceutical
options are not
being explored

5 out of 7
families said
their family
member never
received a PBS
plan

negative of
medication

Lack of
efficacy was a
voiced
negative of
medication

Side effects
such as weight
gain, tremors,
sleepiness and
flattened affect
are experiences
with
medication.
Side effects
were voiced as
negatives of
psychotropic
medication

Family
members
views are
overlooked
and it
frustrating not
to be listened
to

1 out of 8
participants
voiced that
they had a
right to know
what was
being given to
them.

battling with
care systems

FC act as
gatekeepers
between
PWID and
medical
professionals

Family
members
have
indifferences
to care
systems

Family
members
and carers
can act as
gatekeepers
of
information
that they
think is
appropriate

reduced
aggression to
others which
was
prioritised

“helps me to
get along with
people”

Some PWID
were please
with current
medication
regime and
noticed its
benefits

Medication
invites medical
professionals
in, and therefor
loss of family’s
autonomy and
responsibility
as they are the
experts

PWID don’t
question
medication
despite not
liking it.

One PWID
stopped taking
medication
without
consulting
physician




73

PWID are
frightened of
their own CB
and of being
“a danger”, so
frightened to
not have
medication

Over reliance
on medication

Almost all
PWID had
some

knowledge
about their
medication

Some PWID
believe their
medication is
completely
safe to take.

Half of PWID
could give the
pharmaceutical
name for at
least one of
their
medications

Over half of
PWID could
not say why
they were

PWID -Support
from others is
very important
to discontinue
antipsychotics

Doctors being
accessible for
support is very
important for
PWID

Staff placing
too much
demand on
PWID
contributes to
CB

High staff
turnover creates
non
individualised
care

Giving PWID
clear rules,
consistency, a
limited of
choice options
and time to get
used to
changes could
contribute to
preventing CB

PBS plans was
promised on
several
occasions but
never
happened

PBS plans are
not common or
prioritised
with CB

Residential
homes are not
person centred
and can
blanket

FC feeling
guilty that their
child is taking
antipsychotics

PWID was
overmedication
and sat
drooling and
unable to speak

Those FC
reporting
negative
impacts of
medication
focussed
mainly on
adverse side
effects.

FC feeing like
they’ve failed
as parents as

their daughter

FC felt
completely
excluded from
medication
decision
making.

Families are
not consulted
with
medication
decisions

Families don’t
have their
opinions
listened to

for them to
know

FC -
Medication
not licensed
for BtC

15 out of 20
PWIDs
believed their

medication is
helpful

Numerious
CB despite
high
quantities of
antipsychotics

Most PWID
believe
medication is
necessary
despite
benefits being
vague

Lots of
different types
of
antipsychotics
and doses

PWID have a
strong sense of
faith in
medication and
the doctors

PWID are
compliant with
medication

FC use
Antipsychotics
“like asprin”
lowering and
increasing dose
as needed.

Power
imbalance
between
professionals
and FC was
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Being
discharged
from mental
health
inpatients
with high
doses of
antipsychotics

Nearly all of
the PWID had
sketchy
knowledge of
why they were
taking
medication e.g
to make
stomach feel
better

talking
medication

Very few
PWID were
aware of any
possible side
effects from
medication

Most PWID
could say how
many and what
time they took
tablets

Only 2 of 20
could recall
both dose and
frequency of
medication

PWID feeling
misunderstood

everyone with
same
medication

The “whole
system” needs
to be
improved.

If staff gave
PWID more
structure this
would

contribute to
reducing CB

Different
experiences of
withdrawing
antipsychotics

taking
antipsychotics

Families
digusted with
overmedication
of their family
member and
wanted to
remove from
home

Several PWID
and proxys
describe
medication as
not beneficial,
addictive, bad
side effects and
should only be
used if
necessary

FC -Most side
effects impact
on QOL

The decision to
use

PWID did not
expect to be
informed
about their
medication.

39% of FC felt
meaningfully
involved in
decision
making around
psychotropic
medication

PWID want to
be taken
seriously by
doctors

In some cases
no

tried yet CB
did not reduce

FC -Getting
the right
medication
feels like “pot
luck”

PWID -
Doctors not
getting it right
with
medication —
it was adhd,
antipsychotics
not helpful

Medication
not working
highlights the
limitations of
available
services

Psychotropic
medication

often felt and
increased
through lack of
info FC receive
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medication
they are
prescribed

A quarter of
PWID could
recall the name
of their
medication
prescribed

Most PWID
could explain
briefly what
the medication
was for

Not all PwID
knew there
would be side
effects with
withdrawal of
antipsychotics

psychotropic
mecication
evokes stong
feelings in FC
such as anger,
guilt, sadness,
disappointment
and frustration
Side effects
cause anxiety
in FC

Lose your
private life
when
doctors/medica
I professionals
discuss
positives and
negatives of
family life.

Other people’s
safety are often
prioritised over
the rights of
PWID

Experiencing
atypical

communicatio
n had occurred
with family
around
medication
decisions

Most fc felt
excluded from
medication
decisions

Several PWID
expressed
hope to reduce
or discontinue
medication

The perception
that staff think
they are better
qualified to
make
decisions
rather than
families
Medical
professionals

has varying
outcomes on
PWLD,
positive and
negative
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reactions to
sedative
becoming
hyper aroused

PWID: doesn’t
make sense to
take more
medicine to
treat the side
effects of the
other medicine

Side effects are
often
experienced

Side effects are
common from
antipsychotics

don’t engage
with PWID
well and blame
this on verbal
limitations
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Appendix E: Additional Extracts

Study

Colour Assigned

De Kuijper et al. (2022) Blue

Sheehan et al. (2019)

Purple

Crossley and Withers (2009) Dark green

Hall and Deb (2008) Orange

Edwards (2008) Pink

Edwards et al. (2017) Grey

Wolkorte et al. (2019) Navy

Heslop et al. (2005) Red

Subthemes Verbatim Quotations from Participants Lived Experiences

Over Reliance on “Finally, after many years, it was found that [ have ADHD, and then

Medication quetiapine won’t work very well, and Concerta will work better, you
might say.” (PWID, Page 5)

The Desire for “I’m not happy with medication... The prescription is easy to write

Holistic out ... but medication might not be for [son] at all, for what’s wrong

Approaches with him, and they’re writing out prescriptions all the time” (FC,

Page 5)

“Television, tucker and tablets” [remain the mainstay of modern
community care] “nothing much has changed”. (FC, Page 53)
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“Felt there was no other option or support” (FC, Page 88)

“I was told this was the only option for my son who has severe
challenging behaviour...you’ll do anything” (FC, Page 88)

[ What worked well] “Communication passport, social stories,
clinical psychologist” (FC, Page 89)

Family Carers are

[Medication was perceived as] ‘toxin and threat’, ‘a bitter pill to

Advocates swallow’ (FC, Page 53)
[Antipsychotic medication enables] “Institutions without walls™.
(FC, Page 53)
[Use of antipsychotic medication was a tool of] ‘re-
institutionalisation’ (FC, Page 53)
[Antipsychotic medication is] ‘institutionalisation by stealth’ in so
far as ‘chemical restraint’ had its origins in mental hospitals (FC,
Page 53)
[Advocating feels like] “time to attack™, “get past the first line of
defence”, and “a long and drawn-out bitter battle” (FCs, Page 213)
“It was important for me to know that there was someone else out
there going to bat for him.” (FC, Page 213)
The Importance of ~ “Support from my parents, brother, sister-in-law, grandmother and
Supportive grandfather” (PWID, Page 5)
Relationships
“High staff turnover is not helpful” (FC, Page 89)
“Being involved and knowing what was going on” (FC, Page 88)
[What FCs want] “One doctor who gets to know the patient” (FC,
Page 89)
Negative “I was like, this is just part of it, and then I went reading or doing
Consequences of something else and then it disappeared.” [Withdrawal symptoms]
Medication (PWID, Page 5)

“They have to know I may react differently.” [Withdrawal
symptoms] (PWID, Page 5)

“My speech got slurred ... really terrible and slurred. I just couldn’t
get the words out.” (PWID, Page 4)
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“She started to have seizures and dribble and tremble” (FC, Page 89)

Questionable [Witnessing multiple medication changes and had come to view
Effectiveness medication as] “an experiment” (FC, Page 5).
(How do you feel about your medication?):
‘Helps me to chill out’
‘It stops my anger’
‘Took away my anxiety thoughts’
‘Helps with my mood swings’
‘Helps me to feel better in myself... I can cope better’
‘Stops me getting so stressed out’
‘I need it when I’'m angry’
‘Stops my obsessions’ (PWIDs, Page 31)
“Positive, especially now my son is under the care of an excellent,
patient- centred psychiatrist in the CLDT, the meds are a
Support.” (FC, Page 88)
“Our son is much more himself...we’re happy” (FC, Page 89)
Limited Knowledge ‘I take [the tablets] at nighttime, the little mauve ones, my big yellow
and Understanding  ones, and my little white sleeping tablet” (PWID, Page 4),
(Focussing on tangible aspects of psychotropic medication)
[Explain what the medication] “is supposed to do... Tell me what’s
going on!” (PWID, Page 6)
“Information which would allow me to consider benefits against
side- effects and alternatives”. (FC, Page 89)
“They checked the tablets. There is no side-effects on the tablets.
They say it is safe, it is OK, it is safe. Guarantee it is safe to take”.
(PWID, Page 13)
“The doctor gave me a lot of information, and then my mum
explained it”. (PWID, Page 15)
Power Imbalances I don’t like taking medication at the best of times, but I know I’ve

and Compliance

got to take it.” (PWID, Page 5)
[The psychiatrist has the] “ultimate power” (FC, Page 6)

[No desire to challenge the psychiatrist as they] “the expert” (FC,
Page 6) [who] “knows best” (PWID, Page 6)
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“I wouldn’t [change medication] because then if anything happened
I’d be the one to blame. It says in the leaflet ‘do not stop medication
unless you speak to your doctor’ ... sometimes I feel like doing it
and I think to myself, ‘no, I’ll leave it and talk to [the psychiatrist]
first’ ... they know better than we do”. (FC, Page 6)

“It’s the doctor’s decision [about medication] ... it’s up to them.”
(PWID, Page 6)

“Doctors should make the decisions about medicine ... they have
more experience ... [I prefer to] leave it to the doctor.” (PWID, Page
6)

“I always have to be chasing. I’m still chasing now... It shouldn’t be
like that, but that’s the way it works... I think [the doctors] respect
me more after, [ kind of, put my foot down.” (FC, Page 8)

“I was involved...but I wasn’t provided with the information I
needed to make an informed decision” (FC, Page 88)

Excluded From
Decision Making

“I’ve always had to deal with [son] not being verbal and not being
able to tell me, so I had to read him by body language all through his
life. I'm aware of the signs... I know if he has an infection in his
nose, in his ears. I know if he has a headache ... if he’s not OK....

I already know. (FC, Page 5)”

[Family carers described feeling] “annoyed”, “frustrated” and
“angry” (FCs, Page 7).

99 ¢

[FC valued] “open discussion”, “given time to talk”. (FC, Page 7)

[Some carers reported that their concerns had been] “not believed”
(FC, Page 8)

“I suggested a medication which had been mentioned previously and
I had looked up the research on it. It’s something that’s very useful
for people with high levels of anxiety and I thought it might be worth
trying but umm ... there was a small flicker and then, like, ‘no, I
don’t think so, where did you hear about this?’ sort of thing.” (FC,
Page 8)

[A FC reluctantly stepping back from care] “we’re [now] leaving it
to them, I think that’s the best way” (FC, Page 8 & 9).

[Doctors] “they know better.” (FC, Page 82)

“One thing I’d love is to one day be off all medication. By Christmas
I’d like to be off my medication” (PWID, Page 32)
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“We had no voice. The [service] provider got diazepam prescribed
without my knowledge” (FC, Page 88)

“We were consulted but all our doubts [and] objections politely put
aside”. (FC, Page 88)

“I didn’t want my son on medication but...I felt pressured,
[medication] was the only way (FC, Page 88)

“I didn’t want his medications changed, because I thought that they
were doing it to everyone at one time, it was just a recipe for
disaster, and that’s exactly what happened. There were police called
out, there was violence that was so distressing..”. (FC, Page 212)

“as though I’d ... grew up in the gutter ... [ had no say in it ...they
controlled his life and they put him where they felt like it.” (FC,
Page 212)

“Yeah, well we’re consulted through the whole process and [name of
disability service] put this plan through and then they’ll get us to
[...] look at it, and if we’re happy with it, if we want any changes
made to it, so we’re consulted all the way along, which is, you know,
we’re grateful for, yeah, no. It works well.” (FC, Page 213)




Section Two: Empirical Study

The Experience of Pro Re Nata Medication Decision Making Amongst Direct Care Staff of People with

Intellectual Disabilities.
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Abstract

Objectives

It is reported that people with intellectual disabilities” (PWID) are being over
medicated with psychotropic medication to manage behaviours that challenge (BtC; NHS
England, 2017). Pro Re Nata (PRN) “as needed” psychotropic medication contributes
towards this over medication, yet very little is known about how direct care staff make PRN
decisions for the people they care for. Therefore, this study aimed to generate a better
understanding of direct care staff’s PRN decision making experiences for PWID, in the hope
that stakeholders, including clinical psychologists, are better informed to support them.
Design and Method

Purposeful sampling was utilised to identify direct care staff in private intellectual
disability services who make decisions about PRN. Six direct care staff took part in semi-
structured interviews, which were analysed using Interpretative Phenomenological Analysis.
Results

Five group experiential themes emerged from the data: “Journeys to the Best
Decision”, “Closeness is Preventative”, “Being Mindful of Difference and Variability”, “The
Weight of Responsibility” and “Feeling Judged” with an overarching theme of “Impossible
Dilemmas”. The findings are presented in a conceptual map and illustrated with verbatim
quotes.
Conclusion

This study found that PRN decision making among direct care staff supporting PWID
is complex, relational, and often emotionally challenging. Staff navigate "impossible
dilemmas" influenced by risk, self-doubt, individual differences, trust, and knowledge of

Service users.

7 PWID will refer to people/person with an intellectual disability who are over the age of 18.



&3

While PRN offers a safety net for risk management, decisions are rarely
straightforward and often involve emotional burden. Enhancing emotion-focused coping,
such as reflective practice and multidisciplinary support, may help reduce psychological
burden and PRN use and promote more person-centred care.

Keywords:

Intellectual disabilities, PRN, Decision making, Interpretative Phenomenological
Analysis, Qualitative research.

Practitioner points:

» Reflective practice should be offered to support staff with emotion-focused coping,
including the psychological burden of ‘impossible dilemmas’.

* Involve families and service users where possible in discussions about PRN decision
making, to promote autonomy, advocacy, and shared decision making.

* While individual approaches can be a strength, variability in staff responses may
impact on predictability and trust for service users (SUs). Services should promote
clearer guidance and responsive interdisciplinary collaboration to help ensure
medication decisions are person-centered and used as a last resort.

» Direct care staff should build close relationships with SUs, as good, shared knowledge
of their SU can reduce reliance on PRN medication, improve PBS interventions and

support alternative strategies that alleviate distress through trust and closeness.
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Introduction

A report by Public Health England found that every day about 30,000 to 35,000 adults
with an intellectual disability (ID) are taking psychotropic medications, when they do not
have the mental health conditions that the medicines are intended to treat (Glover et al, 2015).

Psychotropic medications such as, anti-depressants and anti-psychotics are used to try
and alter a person’s mental state (Usher et al., 2001) and although psychotropics have be
shown to alleviate distress in the short term, they can also have a negative impact on quality
of life, for example making people feel ‘drugged up’ and causing serious physical health
problems (NHS England, 2017).

An ID is defined as having impaired intelligence, with a significantly reduced ability
to understand new or complex information and reduced ability to cope independently (World
Health Organisation, 2024). PWID are amongst the most vulnerable and social excluded
groups in the UK, with poorer health and reduced life expectancy in comparison to their peers
(Emerson & Baines, 2011). They are also more likely to be given psychotropic medication
than any other group of people (Sheehan et al., 2015; NHS England, 2017).

For PWID, there is a risk that medical professionals are prescribing psychotropic
medication to treat behaviour that is an expression of distress or a method of communication,
rather than a mental health disorder (Hagopian & Gregory 2016; Mistry, 2021). Psychotropic
medication is often used to reduce BtC by sedating or restricting the individual’s movement
(Care Quality Commission, 2020), however this does not treat the source of the distress
(Sheehan et al., 2015). Furthermore, PWID are poorly informed about their medication and
for those who have capacity, they lack access to accessible information to make informed
decisions (Sheehan et al., 2019).

In 2012 the Department of Health published concerns of the overuse of psychotropic

medication for PWID and emphasised the need for services to reduce restrictive practices
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(Department of Health, 2012a). In 2015, NHS England addressed all NHS trusts, raising
concerns that psychotropic medication was being prioritised to manage BtC for PWID in the
absence of unrestrictive practices such as, psychosocial interventions. In 2016, NHS England
launched the ‘Stopping Over-Medication of People with a Learning Disability, Autism or
Both’ (STOMP) national campaign, to reduce the over-medication of individuals in this
vulnerable group (NHS England, 2017).

NICE guidance (2015) states that medication should only be considered after a
psychological intervention, such as functional assessments, has failed to reduce BtC.
Unfortunately, research has shown that although these guidelines are in place, it is still
common practice for PWID to be given psychotropic medications in the first instance, rather
than following clinical guidelines and being offered psychosocial alternatives for unmet
needs (Niven et al., 2017). Despite these guidelines and growing concerns, a longitudinal
study found that little progress has been made in deprescribing antipsychotics medication for
PWID between 2010 to 2020 (Henderson et al., 2020). This may be a result of pressure from
direct care staff to continue to prescribe psychotropic medication to manage BtC (Branford &
Shankar, 2022; Cavanagh et al., 2024; Deb et al., 2023), which may be due to the lack of
alternatives such as, psychological support or training around positive behaviour support
(PBS; Adams, 2019; De Kuijper et al., 2022), as well as inadequate staffing levels (Hall &
Deb, 2008).

Psychotropic medication use induces difficult emotions in family members, such as
anger, guilt and frustration (Sheehan et al., 2018; 2019). Family members have previously
raised concerns regarding the overuse of medication, adverse side effects, failure to use PBS
plans instead of medication, lack of psychosocial interventions and not taking their views into
account (Sheenan et al., 2019). Furthermore, research has found that direct care staff are also

emotionally impacted by the side effects of psychotropic medication (Lalor & Poulson,
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2013). Although many support workers in a study by Donley et al. (2011) felt that they were
provided with good support from supervisors and co-workers, they voiced a need for more
specific information regarding adverse side effects and alternatives to medication. Donley et
al., (2011) stress the importance of supporting direct care staff in order to reduce restrictive
practices.

“Pro re nata” or PRN? as it is more commonly referred to, is medication that is not
for scheduled use, but rather administered as needed, depending upon service user needs
(Vaismoradi et al., 2020; Martin et al., 2016). PRN contributes to exposing patients to high
doses of psychotropic medication and despite the frequent use of it, there is limited evidence
of its overall effectiveness (Baker et al., 2008). Similarly to scheduled psychotropic
medication, PRN is widespread, overused and often given as a first line intervention in
mental health services (McDougall et al., 2021).

To aid PRN decision making, PRN protocols® or care plans, which offer guidance and
considerations for administering PRN, are utilised. However, a recent audit found that almost
half of PRN protocols for PWID are not meeting medication protocol standards, which could
be impacting on SU care (Dhandapani et al., 2021). Furthermore, shared decision making
(SDM) is a popular model used within healthcare settings to promote service use choice and
inclusion in treatment decisions (Elwyn et al. 2021). Although some research has looked at
SDM in PWID in their end-of-life care treatment (Noorlandt et al., 2020), SDM in PWID
around psychotropic medication, requires improvement (de Kuijper et al., 2024).

Given the complexity of decision-making, qualitative research has effectively
explored care staff’s experiences of PRN use in mental health settings. Factors such as, staff

shortages, client distress, safety concerns, time pressures and limited skills have been found

8 For the purpose of this study, ‘PRN’ and ‘medication’ will be used interchangeably or together to describe
psychotropic medication that is given ‘as needed’.

? Protocol or care plan will be the term used to describe written guidance, often involving step by step
instructions that consider when, why and how to offer PRN to a SU.
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to influence PRN decisions (Baker et al., 2007), as well as care staff’s personal characteristics
and own tolerances (Aman et al., 1987; University of Bristol, 2021).

Although there is limited research that looks at staff PRN decision making for those
with mental health illnesses, very little research has focused on direct care staffs PRN
decision making experiences for PWID. A recent rapid review regarding psychotropic
medication knowledge (Cavangh et al., 2024) highlighted that out of the 21 studies examined,
only one study (Sawyer et al., 2019) related to PRN medication, despite BtC being a
significant factor in prescribed psychotropic medication.

In conclusion, there are ongoing concerns that medication is being used
inappropriately for PWID (Alexander et al., 2016). PRN is an important and under researched
clinical intervention used in mental health wards (Baker et al., 2008), yet little is still known
about the clinical decision making behind the administration of PRN (Usher et al., 2010) and
in the context of ID services, even less is known.

As direct care staff, such as support workers generally spend the most time with SUs
(Oliver et al., 2005) and are often responsible for making psychological and psychiatric
referrals (Costello et al., 2006) and influence psychotropic prescribing and decision making
(Donley et al., 2011), it is important that their decision-making experiences and views of
PRN are known within the research. As NICE guidance (2015) states that psychotropic
medication should only be given in combination with a psychosocial intervention, such as
PBS plans, it is important to consider how clinical psychologists can incorporate care staff’s
decision-making experiences of PRN into their PBS plans and interventions. Furthermore, as
burnout in direct care staff in ID services is high, due to the nature of the work (Klaver et al.,
2020), support from clinical psychologists could be beneficial by improving their emotional
wellbeing thus improving the care they provide (Kozack et al., 2013; Baker et al., 2024).

Research Aims
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» To generate a better understanding of direct care staff’s PRN decision making
experiences for PWID.
o To understand the influences that affect direct care staff’s PRN decision
making.
o To understand how services can be better supported to meet staff needs so that
they can meet service user needs.
Research Questions
= What are direct care staff’s experiences of PRN decision making for PWID?

» How are direct care staff supported to make PRN decisions for PWID?

Method
Design

Holding in mind the research aims, this study utilised a qualitative design, in
particular Interpretative Phenomenological Analysis (IPA; Smith et al., 2022), to enable the
researcher to gather a rich, in-depth understanding of direct care staff’s experiences relating
to PRN decision making (Noor, 2008).

This study adopted a contextual constructivist epistemology, viewing knowledge as
socially constructed and shaped by cultural and historical contexts (Cobern, 1993). A
qualitative approach was chosen to enable participants to share their views and perspectives
based on their own lived, idiographic experiences (Hammarberg et al., 2016).

Interpretative Phenomenological Analysis (IPA) was selected as the methodological
approach because of its emphasis on exploring how individuals make sense of their personal
experiences, rather than testing pre-existing theories or models (Smith et al., 2022).
Although the researcher was aware of existing decision-making theories, IPA was preferred
as it prioritises the participant's subjective experience over theoretical imposition.

Philosophically, IPA draws from phenomenology, which explores conscious

experience (Husserl, 1927; Gallagher, 2012), and hermeneutics, which focuses on
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interpretation (Heidegger, 1962). This results in a double hermeneutic process, where the
researcher interprets the participant’s interpretation of their own experience (Smith, 2011).
Alternative qualitative methods, such as Grounded Theory (Glaser & Strauss, 1967), were
considered. However, given the limited existing research on PRN decision-making for
PWID, IPA was deemed most suitable for capturing the richness of individual perspectives
within specific contexts (Larkin & Thompson, 2012; Braun & Clarke, 2020).

Reflexivity

Heidegger theory of phenomenology emphasises the key role that the researcher plays
in interpreting one’s lived experiences in view of their own preconceptions (Horrigan-Kelly
et al., 2016). These preconceptions will be explored throughout the study using reflexivity.

Willig (2001) suggests that personal reflexivity involves the researcher reflecting on
how their own beliefs and experiences may create a degree of subjectivity in the research.

Due to the researcher’s prior experience of supporting PWIDs and working on
inpatient wards where PRN has often been used, the researcher kept a reflective journal
(Appendix A) to note their own preconceptions and ensure a true reflection of the
participant’s voice (Babbie & Mouton, 2001). The reflective journey was discussed
throughout the research during supervision.
Service User and Stakeholder Involvement

A SU, in this case a PWID and an active interest and involvement in reducing
restrictive practices, supported the research by providing their views on the topic guide and
current wording of the topic guide.

Stakeholders, in this case service managers of separate private ID services, were

consulted and encouraged the need for the research. They provided the researcher with
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further information regarding decision making in their service and feasibility in terms of

recruitment.

Ethical Considerations

As the participants were recruited from independent and private health care settings
rather than the NHS, this study did not require NHS ethical approval. Instead, ethical
approval was obtained from the University of Sheffield Research Ethics Committee
(Reference Number 051634; Appendix B) and the university’s research ethics policy (The
University of Sheffield, 2019) was adhered to throughout.

Recruitment and Participants

IPA encourages recruiting a smaller and somewhat homogeneous sample to allow for
an in depth understanding of their shared experience (Smith et al., 2009; 2022). In this
context, homogeneity does not imply that all participants will have identical experiences,
rather that participants will have a shared experience of the research topic, as it is important
to note divergence, as well as convergence within the data (Smith et al., 2022).

Purposeful sampling was used to ensure that the sample was made up of support
workers and senior support workers of different ages, from five different services, with
varying experience, to capture the variation that can be found in typical services. This was to
provide multiple perspectives on decision making, which can be beneficial in research
(Larkin et al., 2018).

Two NHS collaborating clinicians, who were not involved in prescribing medication,
helped with the promotion of the research by identifying potential services and participants
for the research, due to their knowledge of ID services within the area. The collaborating
clinicians distributed research adverts (Appendix C) to various services, which contained
information of the study and the inclusion and exclusion criteria (Table 1).

Table 1
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Inclusion and Exclusion Criteria

Inclusion Exclusion
Participants must support PWID Participants working in an NHS setting.
Participants must be over the age of 18. Participants who are unable to provide fully

informed consent.
Participants must have made a PRN Participants who are unable to communicate
medication decision (to give or not to give)  their ideas in English.
within the last 6 months or if over 6 months
ago, participant’s must have made over 10
separate PRN medication decisions for

PWID.

The researcher’s email address was included in the research advertisement, which
potential participants used to express an interest in the study. After expressing an interest,
they were emailed the participant information sheet (Appendix D) by the main researcher and
were given a minimum of seven days to ask any questions before arranging an interview date.
Data collection

Six semi-structured interviews were conducted by the main researcher. Two
interviews were conducted face-to-face and four interviews via Google Meet for participant
ease. Consent forms (Appendix E) were completed at the start of the interview, which
included the participant’s right to withdraw from the study. Participant demographics were
also collected.

A topic guide (Appendix F) was developed through consultation with relevant
stakeholders, the research supervisor and informed by Smith et al., (2022). The topic guide
was used to offer some structure to the interviews, whilst also allowing for flexibility (Smith
et al., 2022). Participants were asked to choose a pseudonym at the start of the interview,

which the interviewer used throughout. The face-to-face interviews were recorded using a
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secure Dictaphone, obtained by the University of Sheffield, whilst the virtual interviews were
recorded using the Google Meet recording facility. Interviews lasted between 42 and 68
minutes (average = 54 minutes).

Participants were verbally debriefed after the interview and emailed a debrief form
(Appendix G). Interviews were transcribed verbatim by a single transcriber who had been
approved by the University of Sheffield. Instructions were provided to the transcriber, and a
confidentiality agreement was signed (Appendix H). Data were stored as per the university’s
guidance.

The transcribed interviews were checked by the researcher against the audio files. All
data were stored and managed under the General Data Protection Regulation (GDPR), under
the Data Protection Act, 2018. A data management plan (Appendix I) was utilised to ensure
data security. For confidentially purposes, only the main researcher and the research
supervisor had access to participant data.

Quality
Validity and Quality Control

Validity and quality control is an important aspect of IPA and should be considered
flexibly to each individual study, as opposed to following a rigid checklist (Smith et al., 2022;
Yardley, 2016). Holding this in mind the researcher considered Yardley’s (2000; 2008) four
key principles as a guideline throughout this study for assessing its quality (Table 2).

Table 2

Validity and Quality Control

Guideline Relevance to current study

Sensitivity to context Theoretical literature has been evidenced
and an in-depth history of the context,
including current campaigns (STOMP) and
ethical issues have been considered.
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Commitment and rigour

Transparency and coherence

The researcher reassured participants that
they would not be judged at any point
during the interview and shared that they
themselves had previously worked as a
support worker and recognise the
complexities that comes with making these
decisions.

Demographics of the participants have been
included to help situate the findings whilst
maintaining confidentiality.

The researcher has previously worked as a
support worker in an ID service and has
some experience of PRN decision making.
As such the researcher was aware of the
sensitivities surrounding PRN decision
making and endeavoured to increase
understanding of this. This personal insight
meant that not only did the researcher take
time to empathically analyse the data in-
depth, but they also used a reflective log to
recognise potential personal bias and
remained open to seeking experiences that
contrasted with their own.

Rigour was further considered through
discussions and audit at every stage of the
study with the research supervisor who is an
experienced IPA researcher (Appendix A, L
and J).

Theory to methods have been outlined and
adhered to.

The research process and results have been
fully and clearly disclosed, including the
development of PETs to GETs, which has
been clearly shown (Appendix J), with
further verbatim quotations provided
(Appendix K) so that the reader can judge
their ‘correctness’ themselves (Walters,
1995).
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Impact and importance

To ensure credibility and coherence, at each
stage of analysis the researcher discussed
the development and interpretation of the
themes with the research supervisor.
Reflexivity was used throughout to
acknowledge the researchers’
preconceptions and the impacts that this
may have on the findings.

The lack of current research on PRN
decisions making for PWID gives rational
for the importance of this current study.
Enriching understanding in this field gives
good future implications and may contribute
to meaningful change within ID residential
services and improve the lives of PWID and
the direct care workers who support them.
Purposeful sampling was used to ensure that
the sample was representative of different
ID residential organisations and should
therefore strengthen transferability.

Analysis

Interpretative Phenomenological Analysis (IPA) was used to analyse the data. Not

only was IPA chosen due to its idiographic and collaborative nature, but it was also chosen as

it allowed the researcher to provide an in-depth account of the individual, prior to looking for

patterns of similarities and differences between participants (Smith, 2004). This allowed the

researcher to consider the uniqueness of each participant (Wadeley et al., 1992; Smith, 2011;

Nizza et al., 2021), which felt important due to very little being known about how services

differ in relation to PRN medication decision making.

The data were analysed using the key principles of Smith et al. (2022). The researcher

started firstly by listening to a transcript to familiarise themselves with what and how things

were said. Then the researcher began reading physical copies of the transcript and noting

down first impressions and reflections, whilst highlighting sections that convey experience.
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The researcher then constructed experiential statements, to highlight what matters to the
participant and how they make sense of their experience, before looking for connections
between different experiential statements. Next the researcher named personal experiential
themes (PETs) and organised them into patterns, before repeating these steps with the other
participants. Each participant was colour coded to allow for identification after the visual
development of group experiential themes (GETs) (Appendix L). The researcher found
themself often going back to experiential statements and PETs during the development of
GETs to ensure that each participants experience fit well into the emerging patterns and their
experience was captured.
Results

Analysis revealed one overarching theme and five group experiential themes,
including 12 subthemes. Each theme is introduced and summarised below, with participants’
voices being illustrated through verbatim quotes. Table 3 highlights participants’
demographics, whilst Table 4 gives an overview of each participant’s contribution to each
theme and subtheme. Although the themes are organised separately it should be appreciated
that many of the themes and subthemes interact and overlap (see Figure 1), with some
participants finding some subthemes more significant than others.
Table 3

Participant Information and Demographics

Participant Gender Position Years of experience
Ada Female Support worker 4
Lola Female Senior Support worker 14
Luna Female Senior Support worker 14
Molly Female Senior Support worker 26

Amy Female Senior Support worker 10
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Charlotte

Female

Support Worker

4.5




Table 4

Participant Contributions to Themes and Subthemes

97

Group Experiential Subthemes Interview
Themes Ada Lola Luna Molly Amy Charlotte
Journeys to the Best Weighing Up V4 v V4 V4 V4
Decisions

Working Together V4 v4

Closeness is
Preventative

Being Mindful of
Difference and

Variability

The Weight of
Responsibility

Feeling Judged

Decentering and Advocating
PRN is Security

Knowing Your Service User
Trust and Friendships

Staff Variability

Service User Individuality
The Fear of Getting it Wrong
Achievement

The Easy Route

PRN Reduction Over Time
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Table 4 shows the contribution that each participant has made to each subtheme and
theme. ‘Weighing up’, ‘PRN is Security’, ‘Service User Individuality’ and ‘The Fear of
Getting it Wrong’ were the most supported, with all participants contributing to these
subthemes. ‘Feeling Judged’ was the least supported theme, interestingly with the three most
experienced participants contributing to this theme.

Figure 1

Visual Diagram of the Relationship Between Subthemes and Themes

{ Trust and

Friendships

Closeness is
Preventative

Working
Together

Staff
Variability

3eing Mindful
ifference
Variability

Weighing
up

Service
User
Individuality

Advocating

The Fear
of Getting
it Wrong

Achievement

Figure 1 emphasises the connectedness of subthemes and themes, whilst highlighting

an overarching theme of ‘Impossible Dilemmas’.
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A journey to the best decision involves weighing up, decentering and advocating,
working together and having PRN to fall back on as security. This decision journey is often
positively impacted by trust and friendships, with closeness and knowing the SU being
described as preventing PRN need. SU and staff individuality and variability at that given
time must be considered and its impacts on decision making. Variability can be impacted by
the weight of responsibility, which can be impacted by feeling judged. An overarching theme
of ‘impossible dilemmas’ refers to the decision-making experience feeling imperfect and
causing self-doubt, due to the many individual elements and consequences to consider. This
overarching theme will be elaborated on further at the end of this section.

Journey to the Best Decision

This theme relates to the various steps and considerations participants go through to
reach “the best decision, in the best interest of the resident we re (they re) dealing with at
that given time” (Molly). The decision-making process is a journey of weighing up options
and time, considering other people’s views and PRN protocols, decentering to the client and
trying to find the source of their distress, and in some cases administering PRN as a last resort
to support safety and reduce risk.

Weighing Up

All of the participants spoke of continuously “weighing up” (Amy), when making a
PRN decision. This includes weighing up risk and the SU’s best interests, with alternative
options to PRN that are available, alongside weighing up the right time.

“We have people here with hypertension and heart conditions, if these people are

screaming, shouting, throwing and they ve been continually doing it for however

long, it’s in their best interest to have that PRN...” (Lola)

Participants shared that they often felt a lot of pressure to give PRN not too early and

not too late that the medication would no longer take effect.
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“If somebody is past a certain level of behaviours, one you might not be able to give it
them anyway because theyve passed that and not gonna accept it and at a certain
level it will do nothing, so you've also got to get the timing right ... " (Lola)

Working Together

Participants shared that working as a team and “meshing ideas together” (Molly)
improves the PRN protocol and SU’s quality of life. This includes receiving support from
other professionals whose interventions can help to reduce PRN need.

“Someone else’s opinion can make a difference... they might even come up with a

different idea that might work to help to calm somebody down without using

medication.” (Molly)

Working together also increases staff confidence and feelings of support, as
well as sharing the responsibility of PRN decision making.

“Yeah it makes you feel that you can make that decision because you've got people

supporting you, leading you and helping you.” (Luna)

Some participants highlighted that because support from community-based teams can
take a while to receive, and PRN guidance is often quite broad, a lot of the PRN decisions can
fall solely to their own judgement.

“Sometimes it takes a while to get all these things in place (LAUGH) which that is the

bug bear, especially if you 're going through a crisis...” (Molly)
Decentering and Advocating

Some participants highlighted that PRN decision making not only involves deciding
on the right time to give PRN but deciding when not to give PRN. Some participants strongly
believe that socially unacceptable behaviours should not warrant PRN and shared their

experience of advocating for their SU and their right to show frustration.
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“...somebody has actually said “oh I think he needs PRN” and I've actually turned
round and said “well, you haven’t even tried verbally or the protocol first before you
actually make that decision” ... I've kind of gone in and said to the person “let’s go
and play pool”, and it’s instantly stopped ..." (Luna)

For some participants, decentering to the individual and “put(ting) yourselfin their
shoes” (Molly), feels the right thing to do.

“If it was me that was feeling erm you know, upset or anxious, I wouldn't like to not

have control... so kind of putting myself into their position.” (Amy)

Furthermore, participants shared that SUs deserve to have a good “quality of life just
like ours” (Molly) and if the side effects of PRN are impacting on their quality of life, then
they feel it is their duty to advocate for them.

“...you know they need to change it cos it’s affecting something in their body and it’s

not fair, so it’s got to be dealt with.” (Luna)
PRN is Security

All participants felt that in most circumstances, PRN was a last resort that was to be
used after “we’ve (they’ve) burnt out every other option and that’s the only one left.” (Amy).
For most participants, administering PRN often felt like they were ‘giving in’ to something
that they did not want to do, yet they must do, to increase control and create safety and
security.

“... either a change of face, erm change of subject, change of environment, erm

everything possible before we even offered it (PRN) to him.” (Ada)

Even in some services when PRN was not used as often, some participants appeared

to feel uneasy at the thought of not having PRN available as an option to fall back on.
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“I think it plays a big factor in having it, I think if we didn’t have it, it would be very
big trouble for the staff and the residents... but it does help so it is important thing
that I think we do need.” (Charlotte)
Closeness is Preventative
This theme highlights important elements that participants felt helped to reduce SU’s
distress and in turn, reduce PRN need. Closeness refers to the participants experiences of
attunement, empathy and emotional attachment with their SUs. These relational qualities
were seen as vital for strengthening staff and SUs therapeutic relationships and reducing
PRN reliance. Closeness also provided valuable insights that informed and improved non-
pharmaceutical interventions including, PBS plans.
Knowing Your Service User
Most of the participants emphasised the importance of knowing their SUs to reduce
PRN need. Not only did participants feel that getting to know a SUs likes and dislikes, helped
to prevent and reduce distress, but knowing them meant their behaviour felt more predictable,
which made them feel more in control and confident to make the decision at the ‘right’ time.
“like I say we know the people that we look after really well, we know their likes and
dislikes so I suppose, you know the whole reason we’re here is avoiding getting to
that in the first place and making sure they are always happy, and if they re always
happy then you’re gonna reduce the chance of them needing the PRN.” (Amy)
“It could be the slightest little thing that somebody’s changed something in their
bedroom ... and if you know that person you will click straight away that that’s what
it is so you'll say “it’s alright, don’t worry about it, it will be going in a minute”, and
it kind of calms them straight down.” (Luna)
“I don’t think you ever trust your confidence straight away, but I was confident a lot
faster with him than I was anyone else because his signs ... [ worked with him quite a
lot it was very obvious.” (Ada)

Trust and Friendships
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Participants shared the importance of trust and friendships between themselves, their

SUs and other professionals. Some participants described how trust develops over time, after

getting to know the SU and establishing a friendship, with some participants highlighting the
importance of humour within this. Participants acknowledged that they adjust to meet SU’s
preference of staff, which highlighted that friendships alone can dramatically reduce PRN
need.

“... they like it when you make yourself look a fool, I've lost count how many

times I’ve pretended to walk into doors and pretended to trip myself up because

they enjoy it.” (Amy)

“When she first came in we were PRNing her daily, her behaviour was bad but we

learnt to work with her, she learnt to trust us which was a massive thing.” (Molly)

“...he just wanted someone else that day, he wanted me, he wanted me to talk to

him and then when we went back he was absolutely fine because he then had the

person he wanted..” (Ada)

In order for participants to advocate for their SUs, they shared that it felt
important to build up trust with other professionals, which enables their views and concerns
to be acknowledged and acted upon.

“I could be doing it to meet my own ends, they are not too sure, so until they get

to know me as that clients advocate... you’ve built up that trust and the rapport

with who you 're dealing with I think it makes a massive difference.” (Molly)
Being Mindful of Difference and Variability
Most participants were mindful that difference between and variability within staff
and SUs impacts PRN decision making. This means it is difficult to capture all elements of
PRN decision making on paper alone, as you are unable to account for variability and
difference within staff and SUs.

Staff Variability
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Analysis highlighted the impact that variability within staff members and variability
between staff members has on medication. Different views on medication and different staff
tolerances and mood states, may impact how soon and often PRN is given. Differences in
personality means that PRN protocols do not work for everyone in the same way. Because of
these variabilities there is more reliance on participant’s own judgement.

“I second guess myself sometimes and maybe I haven’t given it as quick as I should

have done because I think well am I just going to do that because it was really bad

day yesterday and so I've had enough today kind of thing.” (Molly)

“I’'m kind of like against the medication ... me I don’t take my medications for the

sake of, I don’t take a medication... it’s not fair you are giving someone medication

that can shorten their life span for what reason, for just in case.” (Charlotte)

On the other hand, different views and opinions can positively impact PRN decision
by generating additional ideas and options to support the SU.

“Sometimes all it takes is a fresh pair of eyes to say “well have you tried that, have

you tried this” and you never know, that might be the one thing that’s the difference

the next time.” (Amy)
Service User Individuality

All participants recognised the impacts that SU individuality and variability has on
PRN decision making. Similarly with staff, SU’s mood can vary on different days, which
means it cannot always be predicted or captured on a PRN protocol.

“Because they change all the time, what works today is not necessarily gonna work

tomorrow for them... you can put this well built-up plan in place and you think ‘oh it

worked yesterday, it’s gonna work again tomorrow’, and it doesn’t.” (Molly)

Furthermore, participants highlighted how different communication needs and

capacity can increase and decrease PRN need and acceptance.
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“If he says he doesn’t want it, that’s his choice... if he’s got capacity, it’s his full-on
decision if he wants to have it.” (Ada)
Furthermore, PRN is not suitable for everyone as some SU’s distress is over too
quickly for PRN to have time to take effect.
“the outbursts would happen so quickly but by the time it’s happened it’s finished and
it usually doesn’t continue, so sometimes you don’t get the time to offer it him and it
definitely weren’t obvious when it were gonna come.” (Amy)
The Weight of Responsibility
All participants spoke of the emotional impact that PRN decision making had on
them, including a fear of getting the decision wrong and conversely feeling a sense of
achievement.
The Fear of Getting it Wrong
Participants shared that making a PRN decision can be anxiety provoking, due to the
pressure of making the right decision and prevent harm. After making their decision
participants shared that they often felt guilty and doubtful about their decision and worried if
they had harmed the SU or be blamed for their decision.
“... Istill second guess, well should I have waited a bit longer, could I have calmed
him down if I'd have just waited a bit...” (Molly)
“I think when I go to make my decision, I'm like my anxiety kind of goes from like
here, and then once the decisions been made and I feel that’s the right decision, my
anxiety comes back down and it also comes back down even more when I know it’s
actually worked and erm that person’s happy.” (Luna)
For many participants, sharing the decision with other professionals

and co-workers relieved some of the decision-making pressure and fear of being blamed.
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“...we involve them, all the psychologists, psychiatrist, physio, whatever it is we think

may help, we will get them involved as well because sometimes we need the decision

to be theirs not ours, that’s why they do that job.” (Lola)

However, for some participants the unfamiliarity of psychotropic medication causes
further anxiety.

“I have paracetamol myself, so I totally understand like paracetamol for headache or
knee pain... but when it comes to other tablets it’s like whoa. I don’t take them...”
(Luna)

Achievement

For some participants seeing the PRN have a positive effect and experiencing

rewarding moments in their work, made the emotional burden worthwhile.
“...once they are feeling better you can tell they are feeling better, looking better then
it’s nice to see that, they become more chatty and laughing, sitting around with
people, it’s nice to know that it’s had a good effect on them.” (Ada)
“Some days I've walked out of here nearly in tears but then she’d kiss you as you
walked out of the door and wave you goodbye and it’s like ‘ah’, do you know what 1
mean, it’s like I can come back and do this again tomorrow.” (Molly)
Feeling Judged

This theme relates to an awareness, that half of the participants highlighted, of the
stigma attached to using PRN medication for BtC for PWID. Interestingly the participants
who shared this awareness also have the most experience in this field over a long period of
time.
The Easy Route

Three participants felt strongly that in the past PRN medication has been used “as an

easy option” (Lola), and for some participants, at times it can still feel that way in the present
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day. This narrative meant that participants felt a sense of failing or “not working hard
enough” if they choose to administer PRN, meaning that PRN does not feel like the easy
route for them.
“Back in the day, I can only speak from back in the day, not now, not at all now, 1
think a lot of it was to erm (SIGH) save a lot of hassle, save a lot of problems, save a
lot of effort I feel, erm like I say that’s not now, that’s not been for years and years
but 1 feel back in the day it was." (Lola)
There was also a sense that PRN does not get to the source of the SU’s distress and should
not be relied upon to solve the problem.
“It’s an easy option to say “right, give them some medication, yeah they’ll
settle down”, but that’s not gonna solve the problem for the next time is it,
were just gonna keep on giving them another tablet and how long until they
get immune to that tablet.” (Molly)
PRN Reduction Over Time
Some participants highlighted that PRN use has reduced over the years, due to
changes in societal attitudes, improved inter-professional working, guidance and
support and the introduction of the STOMP campaign.
“Societies changed a lot, they were looking at more ways to manage behaviours
without just using medications, .... there were different techniques that we could bring
in, what distractions we could use.” (Molly)
“It’s a lot better than it was.... mmm, I think the stomp bit has come into it.”’ (Lola)
Participants also highlighted that with these changes comes challenges, due to care

workers often being “... set in their ways.” (Lola)
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“It was quite hard for at least six months on here doing things like that (trying to

reduce medication) and putting my input in, changes and things, very hard, very hard,

it got to the point where people didn’t particularly speak to me.” (Lola)
Impossible Dilemmas

Analysis revealed that PRN decision making consistently requires staff members to
consider many different dilemmas, which often feels impossible to make a ‘perfect’ decision.
The phrase “can’t do right for doing wrong”, captures this experience, due to every decision
having both positive and negative consequences, that staff must weigh up, which can have an
emotional impact and leave staff ‘second guessing’ their decision. Each subtheme has an
influence on the impossible dilemmas that direct care staff face, with there being many pros

and cons when giving PRN.

Discussion

This study aimed to explore direct care staff’s experiences of PRN decision making
for PWID. Five themes emerged: ‘Journeys to The Best Decision’, ‘Closeness is
Preventative’, ‘Being Mindful of Difference and Variability’ ‘The Weight of Responsibility’
and ‘Feeling Judged’, with an overarching theme of ‘Impossible Dilemmas’.

For participants, decision making is a dynamic process that involves a constant
weighing up of risk, SU’s best interests and other options available. Participants shared that
weighing up helped them give PRN at the ‘right’ time, which was not too early, before trying
alternatives, and not too late, when it might lose effectiveness. Pressure to find the right time,
often came with self-doubt. However, working together with co-workers and other
professionals alleviated some of this doubt by sharing the responsibility with other members
of the multi-disciplinary team, as well as improving the PRN protocol with alternative

options, ideas and interventions being suggested and tried, thus reducing PRN need.
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Participants voiced that the ‘best” PRN decision should be person centred and
described how they often decentred themselves and focused on their SU. Many felt that their
close relationships with their SUs enabled them to act as advocates, particularly when
highlighting adverse side effects to the medical team. While some elements of SDM were
evident, it was rarely fully implemented with communication challenges and SU capacity,
playing a factor in this. As a result, staff often relied on their in-depth knowledge of the SU to
make decisions they felt were in the person’s best interests. Although SDM with PWID is not
straightforward, de Kuijper et al. (2024) argues that SDM around psychotropic medication
needs improving, which could be enhanced by actively involving family members in care-
planning and having accessible information leaflets.

Although involvement from other professionals, such as psychology, was seen as
helpful and supportive for managing BtC, participants voiced that support could take a while
to get. Therefore, to have PRN available to use as a last resort, gave participants a sense of
security and control. This lends support to other studies that have found that there is pressure
from direct care staff to continue prescribing psychotropic medication (Branford & Shankar,
2022) for behavioural management and the idea of withdrawing psychotropic medication
causes discomfort (Cavanagh et al., 2024; Deb et al., 2023). This study too has highlighted
the important role that direct care staff feel PRN plays in ID residential services.

Participants provided valuable insight relating to closeness and its ability to reduce the
need for PRN. Participants felt that being close to their SUs and knowing them in depth,
prevented distress and made them more aware of other non-pharmaceutical options that are
effective for managing their distress. Closeness increases staff’s confidence, feelings of
control and creates friendships and trust.

Trust was viewed as an important factor in reducing PRN need, with many SUs in

times of distress asking for certain staff members who they felt safe with and trusted.
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Participants also felt it was important to build up trust with other professionals so that their
views around PRN and alternatives to PRN were listened to and acted upon.

Although PRN protocols are often used during decision making, this study has
highlighted the difficulty in capturing a step-by-step guide for PRN decision making, due to
the difference between staff making the decision and variability within staff and SUs on that
given day.

Participants provided a valuable insight highlighting that different tolerances of risk
and different views on medication mean some staff may wait longer to give PRN than others.
SU variability means decision making is often a personal judgement call, and care plans are
therefore considered rather than followed. This supports Aman et al., (1987) and The
Learning Disability Mortality review (University of Bristol, 2021) that care staff’s personal
characteristics and own tolerances impact on PRN giving. Although difference and variability
can often cause disruption to PRN care planning, having different views and opinions may
create alternative ideas of managing distress without using PRN, which positively can reduce
PRN need.

In relation to difference, participants felt that some SU’s lack of ability to
communicate verbally can increase PRN need, due to being unable to voice their distress so
that PRN could be prevented. Interestingly this study has found that SU capacity can increase
PRN use, due to SUs often asking for PRN and staff finding it difficult to redirect them to
other non-pharmaceutical options. SUs having capacity was also found to decrease care
staff’s feelings of control, especially when a SU refused PRN, despite staff believing it is the
right option for them at that time.

In agreement with Sheehan et al. (2019) this study highlights the need for those with

capacity to have access to accessible information so that they can make an informed choice
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around PRN with careful considerations being highlighted and discussed with direct care
staff.

Participants described the emotional toll of PRN decisions, including fear of blame,
harming service users, and failing to prevent distress. As with family members (Sheehan et
al., 2018; 2019), psychotropic medication use in PWID evoked guilt and sadness among staff,
potentially contributing to burnout (Klaver et al., 2020). In line with Lalor and Poulson
(2013), care staff are emotionally affected by witnessing psychotropic medication side effects
and further support and information around side effects is needed (Donley et al., 2011).

Participants felt that sharing the decision with co-workers and other professionals
helped to relieve some of the pressure of responsibility and reduced self-doubt. Seeing PRN
having a positive impact and being able to reduce PRN and improve SU quality of life gave
participants a sense of achievement, which made the emotional burden worthwhile.

For those participants who have worked in this sector for many years, there was an
awareness of stigma around PRN being an ‘easy option’. Participants revealed that giving
PRN no longer feels like the easy option, due to experiencing feelings of failing or not
working hard enough after administering it.

In agreement with many initiatives and reports (NHS England, 2017; Department of
Health, 2012a), participants showed an awareness that PRN has been overused in the past,
with one participant believing that occasionally it can still be used too readily. In agreement
with Adams (2019), some participants felt that improved interprofessional working,
psychosocial alternatives to PRN and improved guidance and support are all factors that have
helped to reduce PRN over recent years, along with attitude changes in society.

The PRN decision-making experience is not straight forward, nor can it be fully
captured in prescribing guidance and protocols. Instead, this study has highlighted the many

impossible dilemmas that direct care staff experience when making a PRN decision. Analysis
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revealed that for all participants a fear of getting the decision wrong, including self-doubt
after the decision was made, made these decisions feel impossible to be sure it was the ‘right’
one, including whether they could have waited longer or given PRN sooner.

Analysis highlighted that in agreement with the work of Lazarus and Folkman
(1984) staff often employ both problem-focused coping and emotion-focused coping to
manage these impossible dilemmas. Emotion-focused coping relates to participants regulating
their emotions in relation to decision making, for example sharing the weight of
responsibility with other staff members and problem-focused coping relates to the
management of the stress or threat that is experienced during PRN decision making, for
example knowing the SU’s likes and dislikes to reduce distress and risky behaviour.

Lazarus and Folkman (1984) suggest that problem-focused coping is often prioritised,
however emotion-focused coping plays a vital role in managing the experience of stress. This
is especially true when the situation is not in one’s complete control.

PBS plans support direct care staff with problem focused coping, yet little
recommendations are aimed are supporting direct care staff to cope emotionally, for example

reflective practice, which could reduce staff burnout (Kozack et al., 2013; Baker et al., 2024)

Strengths, Limitations and Future Directions

This study adds new findings to a very under researched area, with good future
clinical implications. The interviews conducted produced rich data that allowed for an in-
depth analysis, increasing rigour. Although the sample was small and all participants
identified as female from only five services, the consistency in their experiences, despite
some service differences, suggests the findings may still be transferable to other ID settings.

While the researcher shared with the participants that she had previously worked as a
support worker for PWID and found PRN decision making multifaceted, participants were

aware that the researcher was training to be a clinical psychologist who generally use



113

non-pharmaceutical approaches to manage distress. This may have resulted in the participants
feeling judged and unable to be honest during the interview.

Although the research sought out a PPI contributor in the hope of aligning the
research with the needs and preference of those directly affected by the research topic, the
researcher acknowledges that this was not its truest use (Jennings et al., 2018), as they did not
develop the research from the start, instead their opinion was only sought on the topic guide.

In agreement with (Cavanagh et al., 2024), further research is needed to explore SUs
and their families’ experiences of PRN decision making, so that gaps in practice are
highlighted.

Clinical Implications

This research has brought awareness and understanding of the dilemmas that direct
care staff face when making decisions around PRN. It is hoped that with this understanding,
multi-stakeholders are in better position to support direct care staff to minimise the use of
psychotropic medication (Donley et al., 2011).

This study has emphasised the difficulty with fully capturing PRN decision making in
a written protocol, due to difference and variability in both staff and SUs. This highlights that
although difference between staff members was often viewed as a strength, staff within
variability may be problematic for SU predictability, which is not often acknowledged within
the literature.

This study has also highlighted that although guidance emphasises the need for PBS
plans to reduce psychotropic medication use, which supports problem-focused coping, there
is a lack of clear guidance to support emotion-focused coping, which is key for direct care

staff to navigate the impossible dilemmas of PRN decision making and reduce staff burnout.

In agreement with NICE (2015), staff supporting PWID who display BtC should
receive emotional support to help manage the stressful and demanding elements of their
role, ultimately improving the care they provide. Clinical psychologists are well placed to

deliver this support through approaches such as, reflective practice to enhance client and



114

staff relationships and improve staff members emotional capacity and reflection
(Association of Clinical Psychologist, UK, 2022). Balint groups (Balint, 1957) are a type of
reflective practice, which have been used effectively to improve healthcare professionals’
emotional well-being (Kannai et al., 2024). This study has highlighted that care
organisations should encourage their staff to engage in this support to improve emotion-

focused coping through reflection, which may also help with staff consistency.

Conclusion

This study explored the complex experience of PRN decision making amongst direct
care staff of PWID. Across the five themes: ‘Journeys to The Best Decision’, ‘Closeness is
Preventative’, ‘Being Mindful of Difference and Variability’, ‘The Weight of Responsibility’,
and Feeling Judged’, an overarching sense of navigating Tmpossible Dilemmas’ emerged.

Analysis revealed that PRN decision-making is a dynamic and relational process,
grounded in deep knowledge of SUs, teamwork, decentering and weighing up risk with the
right time. PRN decision making is also impacted by individual differences and variability in
staff and SUs.

While PRN offers direct care staff a crucial safety net for risk management, deciding
whether to give PRN is rarely straightforward and is often accompanied by uncertainty, self-
doubt, and emotional burden. Staff emphasised the importance of trust, familiarity, and
alternative strategies, while also expressing a need for quicker access to professional support
and better tools to help manage both practical and emotional challenges.

Ultimately, this study highlights that while PBS frameworks offer structured
approaches to managing BtC and problem-focused coping, more emphasis is needed on
emotion-focused coping for direct care staff. Supporting the mental wellbeing of direct care
staff through reflective practice, peer support, and trauma informed care could help alleviate
some of the psychological burden of PRN decision making and reduce staff burnout.

Acknowledging the complexity of these decisions and validating PRN decision as often
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feeling like an impossible dilemma is vital in fostering a more supportive and person-centred

care environment for both care staff and SUs.
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Appendices

Appendix A: Reflective Journal Excepts

“I feel like I am smiling and nodding more when the participants are talking about the
negative side of PRN or criticising it, it is like I am encouraging them to say more
negative things about it. Am I doing this because I see PRN as negative and feel like it
aligns with my beliefs and experiences? Either way I have become more aware that I
am doing this, and [ am really trying to balance it out by nodding and encouraging
discussion about positive things too.”

“It is awful that people with ID get given medication to restrain them. The awful side
effects/the reduced QOL and it’s because they are trying to express distress. I love
how a participant said that their job is to keep them happy and if they are happy then
they don’t need PRN.”

“Feels like 2 participants were spoken to by management prior to the interview about
ways to answer the questions such as “we only use it as a last resort”, “least restrictive
practice”. I feel like they settled down and I was able to put their minds at ease soon
into the interview, which was good and then their experiences came through. Does my
northern accent and working-class background help participants feel more at ease?
I’ve been told this before, I wonder if it somehow makes me appear less threatening?”
“Wow I remember similar experiences when I work in inpatient mental health wards.
Being a part of the discussion to give someone psychotropic PRN and it didn’t feel
always the right thing to do then and even less so thinking now thinking of it for
people with ID. I wonder if in 50 years from now it will be seen as barbaric?”

“Does a SU having capacity feel more like a burden for participants due to the lack of

control they feel they have when a SU disagrees to taking medication or wants
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medication when the staff member disagrees? Seems that it feels easier to decline
giving PRN to someone with capacity (going against their wishes) but they follow the
SUs wishes when they refuse PRN because “they have capacity”. A piece of work for
the future I think?”

“What else is there for direct care staff to use? I came into this research very much
against using PRN, and I still feel like that in some sense but I also ‘get it’, like what
other options are there for the staff? More input from other professionals is needed.
There must be a lot of frustration from both SU and staff, due to lack of
resources/options.”

“IPA — focusing on the experience and not trying to be too descriptive. It feels tricky
to balance out my sense making with their sense making and making sure I am
capturing their truth and voice in the PETs/GETs. Will speak in supervision about
whether I am being experiential enough.”

“Naming themes is so hard. Trying to capture all PETs by keeping them general but
then that doesn’t focus on the experience as much and then the reader might struggle
to make sense of them. Trying the find the balance is tricky.”

“Wow so much data, saturation of data appears to have been met thankfully as I don’t
think I could physically get more data on my table. I wonder if Nvivo would help with
the systematic review, or would I not feel as emerged/close to the raw data?”
“Nobody really speaks of families and their views. Maybe that is because the
interview schedule doesn’t include it, but I also wonder if families’ voices aren’t heard
or do many SUs not have families due to their age? It makes me feel sad the lack of
involvement.”

“Never considered working in ID, due to the lack of autonomy clients have I often

remember feeling frustrated on placement, as I did not like the unfairness of peoples
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live being decided by others for convenience. However, since doing this research I
can see the need for more psychological interventions and support in residential

homes and it is nice to think that you can make a difference.”
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Appendix C: The Research Advert

Would you be interested in this research?

I'm Steph, a Trainee Clinical Psychologist working for SHSC and studying at the University
of Sheffield. | am looking for individuals who work in learning disability settings and who are
responsible for making decisions around psychotropic PRN medication for the people they

care for.

I myself, have previously been a support worker in various mental health settings, including
learning disability settings, and | am interested in understanding staff members’ experiences

of decision making around PRN.
| would appreciate an hour of your time, to ask you some questions in regard to your
decision-making experience of PRN, which we hope will help learning disability services in

the future with things such as, improving staff support and best practice care.

If you would like to partake in this research, please email me at spapoulias1@sheffield.ac.uk

and | will send you over some more information. Your information will be kept confidential.

Many thanks!



131

Appendix D: Participant Information Sheet

The
University
y Of
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Stephanie Papoulias

Trainee Clinical Psychologist Email: spapoulias1@sheffield.ac.uk
University of Sheffield

Department of Psychology

Floor F, Cathedral Court

1 Vicar Lane

Sheffield S1 2LT

UK

PARTICPANT INFORMATION SHEET
You are being invited to take part in a research project. Before you decide, it is important to
understand why the research is being done and what it will involve. Please read the following
information carefully and ask me any questions you have.

Why have I been invited?

You have been invited to take part in this research project because you are a direct care staff
for people with learning disabilities and you make decisions around giving PRN (as needed)
medication.

Do I have to take part?

No, it is up to you whether you would like to take part. Participation in this study is
voluntary. If you decide to take part, you can keep this information sheet and will be asked to
sign a consent form.

What will happen if I take part?

You will be contacted via telephone or email (please indicate which is your preferred
method) by the lead researcher within 4 weeks. You will be asked to take part in an hour-long
interview where you will be asked some questions about your experience of PRN decision
making for people with learning disabilities.

The interview will take place at your place of work or at the University of Sheffield,
depending upon space and your preference. If neither of these options are suitable, an
alternative arrangement of an online interview could be arranged.

This interview will be recorded and then transcribed using an approved University of
Sheffield transcriber. Following this it will be analysed, focussing on each person’s
individual experiences, as well as shared experiences between staff members.
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You can withdraw from the research without giving a reason, up to two week after the
interview, by emailing the researcher: spapouliasl@sheffield.ac.uk

What are the benefits of taking part?

You have the opportunity to share your experience of making decisions around PRN
medication for those with a learning disability. A written report of the findings may be
published, which we hope will be helpful for learning disability services such as, increased
staff support and understanding.

What if there is a problem?

If you feel that there is a problem at any time, you can let the researcher know. This may be a
topic that is difficult to talk about or could feel distressing. If you experience any distress
whilst sharing your experience, the researcher will be able to discuss this with you and
discuss what further support might be of help.

Will all the information be kept confidential?

All the information we collect about you will be kept strictly confidential. You will not be
identifiable in any reports or publications, and you will be asked to give yourself another
name (pseudonym).

The only exception to this would be if during the interview the researcher became concerned
about a risk of harm to yourself (e.g. suicidal risk), or someone (e.g. a person with a learning
disability) you talk about (e.g. risk of harm). In such a situation the researcher would discuss
the need to breach confidentiality with you; the aim of this would always be in order to
support yourself and those you mention and ensure safety (for example, it may involve letting
relevant services know about the situation in order to help provide those involved with
support, for example safeguarding processes).

Will I receive any reimbursement of expenses for taking part in this research?

There will be reimbursement of relevant travel expenses incurred by participating in this
research (subject to providing receipts of travel), if you are asked to travel to the university.

What will happen to the results of the study?

The results will be submitted as part of the researcher’s doctoral thesis in May 2025, then
prepared for publication in 2025. You can let the researcher know at the start of the study if
you would like a copy of this and this can be sent to you.

The University of Sheffield is organising and funding this research. This project has been
ethically approved via the University of Sheffield Clinical Psychology department.

How will my information be kept?

The University of Sheffield will act as the Data Controller for this study. This means that the
University is responsible for looking after your information and using it properly.

In order to collect and use your personal information as part of this research project, we must
have a basis in law to do so. The basis that we are using is that the research is ‘a task in the
public interest’.
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Further information, including details about how and why the University processes your
personal information, how we keep your information secure, and your legal rights (including
how to complain if you feel that your personal information has not been handled correctly),
can be found in the University’s Privacy Notice https://www.sheffield.ac.uk/govern/data-
protection/privacy/general.

What if I wish to complain about the way the study has been carried out?

In the first instance you can contact the lead researcher, Stephanie Papoulias on
spapoulias1(@sheffield.ac.uk. Alternatively, you can contact the other researchers involved in
the project; Dr Tom Isherwood, Lecturer and Clinical Psychologist on
t.isherwood@sheffield.ac.uk, Dr Suzie Beart, Clinical Psychologist on
suzie.beart@shsc.nhs.uk or Dr Zara Clarke, Clinical Psychologist on
zara.clarke@shsc.nhs.uk

If you feel that your complaint has not been handled to your satisfaction following this, you
can contact Dr Liz Milne, Head of Department on E.milne@sheffield.ac.uk

Contact Information

This research is being conducted by Stephanie Papoulias, Trainee Clinical Psychologist.
This research will be used to write a thesis which fulfils part of their doctoral training. If you
have any questions about the research, you can leave a telephone message with the Research
Support Officer on 0114 222 6650 and he will ask Stephanie Papoulias to contact you.

Additional Information about your data

New data protection legislation came into effect across the EU, including the UK on 25 May
2018; this means that we need to provide you with some further information relating to how
your personal information will be used and managed within this research project.

The University of Sheffield will act as the Data Controller for this study. This means that the
University is responsible for looking after your information and using it properly. In order to
collect and use your personal information as part of this research project, we must have a
basis in law to do so. The basis that we are using is that the research is ‘a task in the public
interest’.

Further information, including details about how and why the University processes your
personal information, how we keep your information secure, and your legal rights (including
how to complain if you feel that your personal information has not been handled correctly),
can be found in the University’s Privacy Notice https://www.sheffield.ac.uk/govern/data-
protection/privacy/general.
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Appendix E: Participant Consent Form

The
University
y Of
Sheffield.

Stephanie Papoulias Email: spapoulias1@sheffield.ac.uk
Trainee Clinical Psychologist

University of Sheffield

Department of Psychology

Floor F, Cathedral Court

1 Vicar Lane

Sheffield S1 2L.T

UK

Title of Research Project: The Experience of Pro Re Nata Medication Decision Making
Amongst Direct Care Staff of People with Learning Disabilities.

An Interpretative Phenomenological Analysis

Name of Researcher: Stephanie Papoulias

Participant Identification Number for this project: (pseudonym)

Please tick the appropriate boxes Yes

1. TIhave read and understood the project information sheet, or the project has been fully |
explained to me.
N.B. If you answer No to this question please do not proceed with this consent form
until you are fully aware of what your participation in the project will mean.

2. Thave been given the opportunity to ask questions about the project.

3 I agree to take part in the project. I understand that taking part in the project will
include participating in an interview that will be audio recorded.

O 0o

4 I understand that my participation is voluntary and that I am free to withdraw
for up to two weeks after the interview by emailing the researcher:
spapoulias1@sheffield.ac.uk, without there being any negative consequences. In
addition, should I not wish to answer any particular question or questions, I am free to
decline.

6 I understand that my identity will be anonymous, meaning that I will not be identified
or identifiable in the report or reports that result from the research. I understand that

No

O 0O


mailto:spapoulias1@sheffield.ac.uk
mailto:spapoulias1@sheffield.ac.uk
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confidentiality may be broken if a safeguarding concern is reported, as normal
safeguarding practices will be followed.

7 I understand and agree that my words may be quoted in publications, reports, web
pages, and other research outputs. I understand that I will not be named in these
outputs unless I specifically request this.

8 I understand and agree that other authorised researchers may use my data in
publications, reports, web pages, and other research outputs, only if they agree to
preserve the confidentiality of the information as requested in this form.

9 I agree for the data collected from me to be stored anonymously and potential used in
future research.

10  Tagree to take part in the above research project.

12 Tagree to assign the copyright I hold in any materials generated as part of this project
to The University of Sheffield.

Name of Participant Date Signature

Lead Researcher Date Signature

To be signed and dated in presence of the participant

Copies:

Once this has been signed by all parties the participant should receive a copy of the signed
and dated participant consent form and the information sheet. A copy of the signed and dated
consent form should be placed in the project’s main record (e.g. a site file), which must be
kept in a secure location.

Doctorate in Clinical Psychology, University of Sheffield

oo O 0O
OO o0 O O
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Appendix F: Topic Guide
Introduction
Thank you for taking part in this research. As you will know I’'m interested in exploring the
experiences of PRN decision making of direct care staff for individuals with learning
disabilities. Just so you know when I say PRN, I mean the medication that is prescribed for
mental health and challenging behaviour, not the medication for pain. I will be asking you some
questions about your experiences of making PRN decisions. I sent you some information about
the research. Do you have any questions you would like to ask me?
[Complete consent form together]
If at any time you want to stop the interview, or take a break, please just let me know. If you
have any questions or want me to say the questions in a different way, please let me know.
Your name will not be used in this research, nor will any other identifying information, such
as the service you work in. Could you think of a pretend name for yourself that I could use
instead? Don’t worry if you can’t, I can choose one for you. Everything you say today will be
confidential, the only exception to this would be if I felt concerned about you or someone you
talk about today, then, I may have to escalate this further for example, by following normal
safeguarding processes, but [ would discuss this with you first.
As I have previously said, I used to be a support worker in many different types of services,
including learning disabilities and I know there are many different factors and dilemmas to
consider. I also know that people have lots of different views and opinions so I’ll be asking you
a lot of questions to see how it is for you in your service. You will not be judged by myself at
any point in this interview. I really appreciate you taking the time to have an open conversation
with me today.

Demographic Information

Age:
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Gender:

Ethnicity:

What role do you have in the service?

How long have you been in this role for?

Just out of interest in the last month approximately how many times would you say that you’ve

had to make a decision whether to give someone PRN or not?

Main topic guide

1.

4.

Can you talk me through a time when you have made the decision to give someone
PRN? If you can start from the beginning that would be great.

Prompt: What was happening that led to PRN being a possible option that day? Was
there a build up? Why do you think the service user did this? What support did you have
when making this decision? Was it just you alone that made this decision? Did you
consider any other options to PRN and how was it weighing up these options? How did
you feel making this decision? Are there times you reflect on the decision you ’'ve made,

such as with other staff (a debrief in handover?)?

Can you talk me through a time when you have chosen not to give somebody PRN?

Prompt: What was going on in your mind? How did you feel making this decision??

What influenced this decision? What support did you have when making this decision?

Can you tell me how you feel after making a PRN decision? Prompt: do these feelings

change over time?

In hindsight can you tell me about a time when you thought you should have made a
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different PRN decision (if applicable)? Prompt: is that because of the effects of it to the

service user and how they felt? In what way did their reaction impact you?

5. Were there times when the opinion of the service user has affected your decision?

6. What is it like for you making these decisions?

Prompt: What thoughts, feelings, emotions did you have?

7. Can you tell me about the support system you have when making these decisions?
Prompt: is. there a team decision? What is the guidance from the prescribers and how

does this influence your decision?

8. Can you tell me about a time or times when other team members haven’t agreed with

your decision?

9. Can you tell me about a time when you’ve opted for something else other that PRN?

Can you tell me more about these other approaches?

10. Can you think of any factors that you believe increase or decrease the likelihood of
service users being given PRN.

11. Is there anything else that you have not had the chance to tell me about today that you
feel would be important for me to know about your experience of making these

decisions?

Follow ups:

12. Would you say PRN is important within your service? Is PRN something you talk about
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in your team?
13. Where do people get their ideas from?
14. Support with PRN — psychiatrist- support with decision making?

15. Peoples different views/judgements

End of Interview

Thank you for taking part in this research today. This research has aimed to better understand
the experiences of PRN decision making of care staff for people with learning disabilities. I
am going to analyse all the interviews I have conducted in order to look at some of the
similarities and differences in people’s experiences, which will hopefully help us to understand
this process better. I will then write a report of my findings.

I am aware this could be a difficult topic to talk about. Do you feel that you need to talk about
anything further? Here is a sheet with some information on it in case you do feel you need to

talk to someone and get support. Would you like a summary of the findings of this study?
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Appendix G: Debrief Form

The
University

Debrief Sheet " Sheffield.

The experience of Pro Re Nata medication decision making amongst direct care staff of
people with learning disabilities.

Thank you for participating in this study. The overall purpose of this research was to explore
direct care staff experiences of PRN medication decision making for those with learning
disabilities.

Those who work in a learning disability service and make PRN medication decisions were
invited to partake in the study. You were asked a number of different questions that focused
around your experiences of making PRN decisions for those with learning disabilities. The
results from this research will be used to gain a better understanding of staff experiences
and hopefully a greater insight to the experiences that influence decisions around PRN

giving.

If you have any concerns or would like to withdraw your information, please email me:

Stephanie Papoulias, spapoulias1@sheffield.ac.uk or otherwise my supervisor, Dr Tom
Isherwood, Lisherwood@sheffield.ac.uk

Alternatively, if you have been emotionally affected by this research interview, | would
encourage you to email myself or speak with your manager. If you need to gain further
support, please contact the following resources:

Samaritans Crisis Response Hotline
When You Need Someone to Talk To
(212) 673-3000j
Free, immediately accessible 24-hour emotional support
24 hours a day, 7 days a week. Anonymous. Confidential.

Beyond Blue
Telephone if you are feeling down, stressed or suffering with anxiety. Go to the
website to chat online as well as accessing supportive resources.

www.vouthbevondblue.com
Tel: 1300224636

Thank you again for your participation in this research. If you have any further questions in
relation to this research, please do not hesitate to contact myself through emailing
lias1@sheffield.ac.uk


mailto:spapoulias1@sheffield.ac.uk
mailto:t.isherwood@sheffield.ac.uk
http://www.youthbeyondblue.com/
mailto:spapoulias1@sheffield.ac.uk
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Appendix H: Transcriber Confidentiality Agreement

Type of project: Research Thesis

Project title: The experience of Pro Re Nata medication decision making amongst direct care
staff of people with learning disabilities.

Researcher’s name: Stephanie Papoulias

The recording you are transcribing has been collected as part of a research project.
Recordings may contain information of a very personal nature, which should be kept
confidential and not disclosed to others. Maintaining this confidentiality is of utmost
importance to the University.

We would like you to agree:

1.

2.

Not to disclose any information you may hear on the recording to others,

If transcribing digital recordings — only to accept files provided on an encrypted
memory stick OR stored on a secure drive,

To keep the tapes and/or encrypted memory stick in a secure locked place when not in
use,

When transcribing a recording ensure it cannot be heard by other people,

To adhere to the Guidelines for Transcribers (appended to this document) in relation
to the use of computers and encrypted digital recorders.

To show your transcription only to the relevant individual who is involved in the
research project.

If you find that anyone speaking on a recording is known to you, we would like you to

stop transcription work on that recording immediately and inform the person who has
commissioned the work.

Declaration

I have read the above information, as well as the Guidelines for Transcribers, and I
understand that:

I will discuss the content of the recording only with the individual involved in the
research project

If transcribing digital recordings — I will only accept files provided on an encrypted
memory stick or secure drive

I will keep the tapes and/or encrypted memory stick in a secure place when not in use
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4. T will not use external storage programmes or website, such as Dropbox, for
transferring recordings as it does not meet any of the University's data security
guidelines

5. When transcribing a recording I will ensure it cannot be heard by others

6. I will treat the transcription of the recording as confidential information

7. Twill adhere to the requirements detailed in the Guidelines for transcribers in relation
to transcribing recordings onto a computer and transcribing digital audio files

8. If'the person being interviewed on the recordings is known to me, I will undertake no
further transcription work on the recording

I agree to act according to the above constraints

Y our name

Signature

Date

Occasionally, the conversations on recordings can be distressing to hear. If you should find it
upsetting, please stop the transcription and raise this with the researcher as soon as possible.
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Appendix I: Data Management Plan

The Experience of Pro Re Nata Medication Decision Making Amongst Direct Care Staff of

People with Learning Disabilities.

Defining your data What digital data (and physical data if applicable) will you collect or
create during the project? How will the data be collected or created, and over what time
period? What formats will your digital data be in? (E.g. .doc, .txt, .jpeg) Approximately how
much digital data (in GB, MB, etc) will be generated during the project? Are you using pre-

existing datasets? Give details if possible, including conditions of use.

I will be collecting signed consent forms that will be paper copies (physical data) that will be
uploaded to a secure sever (university Google drive) and physical copies shredded. I will also
be collecting recordings of interviews during the interview stage of the project, via a secure
University of Sheffield Dictaphone, which will be stored on a secure google drive. University
approved transcribers will transcribed the interviews to text and save as a word doc, with
strict guidance for university approved transcribers to follow: transcribers will password
protect the word documents prior to starting the transcribing; anonymise any personal
information contained in the data; delete any files from their computer once they have
completed the transcription. Approximately each interview will be around 30mb of data and

there will be a maximum of 10 interviews. No pre-existing data sets will be used.

Looking after data during your research Where will you store digital data during the project
to ensure it is secure and backed up regularly? (E.gU. niversity research data storage, or
University Google drive) How will you name and organise your data files? (An example
filename can help to illustrate this) If you collect or create physical data, where will you
store these securely? How will you make data easier to understand and use? (E.g. include file
structure and methodology in a README file) Will you use extra security precautions for
any of your digital or physical data? (E.g. for sensitive and/or personal data)

I will be storing digital data on the Universities google drive, which the transcribers will have
access to. Once data has been transcribed and I have verified its correctness, the digital data

will be deleted. I will name the filename by using the pseudonym of the participant, followed
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by the interview number for example: Michael2. All data will be password protected. I will

not need a ' README ' file.

Storing data after your research Which parts of your data will be stored on a long-term basis
after the end of the project? Where will the data be stored after the project? (E.g. University
of Sheffield repositoryORDA, or a subject-specific repository) How long will the data be
stored for? (E.g. standard TUoS retention period of 10 years after the project) Who will
place the data in a repository or other long-term storage? (E.g. you, or your supervisor) If
you plan to use long-term data storage other than a repository, who will be responsible for

the data?

The data will be deposited in the University of Sheffield repository ORDA for a period of 10

years either by myself or my supervisor.

Sharing data after your research How will you make data available outside of the research
group after the project? (E.g. openly available through a repository, or on request through
your department) Will you make all of your data available, or are there reasons you can’t do
this? (E.g. personal data, commercial or legal restrictions, very large datasets) If there are
reasons you can’t share all of your data, how might you make as much of it available as
possible? (E.g. anonymisation, participant consent, sharing analysed data only) How will
you make your data as widely accessible as possible? (E.g. include a data availability
statement in publications, ensure published data has a DOI) What licence will you apply to
your data to say how it can be reused and shared? (E.g. one of the Creative Commons

licences)

Personal data will not be made available. I hope to publish this research and if so, it will have

a DOL.

Putting your plan into practice Who is responsible for making sure your data management
plan is followed? (E.g. you with the support of your supervisor) How often will your data
management plan be reviewed and updated? (E.g. yearly and if the project changes) Are
there any actions you need to take in order to put your data management plan into practice?

(E.g. requesting University research data storage)



145

I and my supervisor will be responsible for making sure the data management plan is

followed. The plan will be reviewed if the project changes.
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Appendix J: Development of Personal Experiential Themes (PETs)
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Participant Personal Experiential Statements

(Colour Experiential

representation)  Themes

Ada Closeness is Awareness that PRN needs change depending on
(Purple) preventative what staff are on shift, as good relationships

decrease PRN need, due to decreasing distress.

Changing staff to a person the SU
prefers/trusts/feels comfortable with to decrease
PRN need.

Distress is caused by not having good
relationships with staff increasing PRN need.

The longer you have worked with and know the
client the more confident you are at making the
PRN decision at the right time.

Feeling like you Dose not feel nice to have no other choice but to
have no other give PRN

choice but to give

PRN as a final PRN is given reluctantly because there are no
solution other options to help the SU.

PRN should only be offered as a last solution to
manage risk.

Closeness increases  Trust in yourself and your decisions comes in

trust all round time as you get to know the SU and they start to
trust you.
PRN success Feeling like you’ve done the right thing after

giving PRN because the SU is now happy and you
have made that difference

The emotional Giving the SU PRN to supress their emotions
impact of feeling feels cruel and makes the staff member feel guilty
like youaredoing  as though they are doing something wrong.

harm

Giving PRN feels like failing as you are not
getting to the source of distress.

Medicating the SU feels like you are doing
something wrong to them, it does not feel nice.

PRN decisions involve self-doubt when weighing
up risk
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Communicating The location of the medication in the office allows
with supervisors the staff member to share the decision with

offers reassurance.  qualified staff which is helpful.

The impact of It feels important to give a SU a choice with PRN
capacity and get their consent.

When the client has capacity to make the decision
this helps the staff member to feel less like they
are doing something wrong

Feels less pressure and responsibility when the
SU has capacity to choose.

Speaking to the SU families alleviates some
pressure of making a decision for those who lack

capacity.

The decision can be taken out of your hand if they
have capacity to the decision themselves.

When the SU has capacity, it is their choice even
if staff disagree.

Always trying to The longer you have worked with and know the
find therighttime  client the more confident you are at making the
PRN decision at the right time.

PRN only feels effective when you have time,
because it takes times to have an effect.

Important to find the right time to offer PRN and
feels like a ‘perfect balance’.

Lola PRN is used as Giving PRN to prevent harm, not cause harm
(Red) security to benefit
SU PRN is used to benefit the SU not the staff

PRN can positively impact SU health when there
are no other options that are working.

The SU’s best interest force you to use PRN as
there is no other option left.

Weighing up the The right decision means giving PRN at the right
right time time.

PRN giving is trying to get the timing right.

PRN decision making involves a lot of weighing
up of the SU’s best interests.
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PRN decisions are made after a lot of observing
and weighing up.

For SU with capacity, they may be more likely to
receive PRN sooner/more often as they ask for it.

Feeling judgedby =~ Moving away from past stigma that PRN is used
stigma to make staff’s lives easier.

Feeling judged if their PRN decisions are
questioned.

Feeling as though they need to validate their
reason for giving PRN so that they don’t feel
judged.

PRN feels more acceptable when risk increases.
Awareness of a narrative that giving PRN is the
‘easy option’, so needing to prove to others how
hard you have worked and that it was the very last

option, so you are not judged.

Giving PRN often feels like you are not working
hard enough.

Working hard to avoid PRN shows you care and
want to improve SU life.

Believing that we are a good team as we don’t
give PRN as often.

It feels good not to give PRN, it feels successful.

An awareness of Experiencing hostility for wanting to reduce PRN
PRN reduction from staff that were from the ‘PRN accepting
overtime generation’.

A feeling that PRN is no longer given to alleviate
staff pressures, which is no longer the case.

Justifying that staff no longer give PRN out
straight away, there has been a paradigm shift.

Sometimes you can find yourself giving PRN just
because that is the way it has always been done.

A belief that PRN was given more often so that
staff did not have to work as hard but not staff
work hard to not give it.
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PRN is not given as loosely; this has changed
over time.

The pandemic seemed to reduce PRN need as SU
needs were being met with more staff inside the
home.

Change feels The care industry can feel ‘set in its ways’, which
difficult can feel like a battle.
Can feel intimidating to change PRN routines as
they have been done for a long time.
Doubt when After following a protocol, PRN decisions are a

making decision
due to being a
personal judgment
call

personal judgement, which aren’t always right
100% of the time.

Figuring out the
source of distress

Reducing PRN needs involves stepping back and
looking at the bigger picture.

PRN feels like it just often covers up the real
reason of distress. The staff members job role
includes figuring out the real reason.

The weight of
responsibility

Feels a relief when the PRN has worked, and you
know you made the right decision.

The more PRN decisions you make the more
predictable side effect are, which reduces anxiety.

Feeling as though the job is worthwhile as the
positive aspects of the work (improving SU lives)
out way the negative aspects of the job (making
PRN decisions).

Worry around being blamed for SU harm.

Giving PRN can make staff feel like they have
failed but this feeling is tolerated if it has helped
the SU and been in their best interest.

Luna
(Green)

Advocating for the
SU

Being the SU’s voice
Advocating for the SU feels important

Considering what the SU would want when you
are making the decision

Distress in SUs can often be reduced without the
need for PRN

Staff individuality
affects decision
making

Your own tolerance impacts on how quickly PRN
is given.
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Different staff tolerances can cause PRN
disagreements.

Your own personal views of medication and
health can cause disagreements in decision
making.

PRN doesn’t feel as safe and familiar if your own
views around medication is negative.

Pressure can
impact on your
decision making
negatively

PRN giving might increase when stressed as you
are unable to think properly.

You can get things wrong if you need to make
more than one decision at once.

Societal views and
unfamiliarity cause
doubt with
psychotropic
medication

PRN does not feel simple like paracetamol as it is
not as socially accepted or common.

Psychotropic PRN feels very different than
normal medication because it is not as common or
accepted in society.

Pain medication feels easier to give due to it
feeling more certain so needs less consideration.

PRN hasn’t always been used in the best ways
from wanting an easy life.

Importance of
knowing the SU
and them knowing
you

Knowing your client decreases PRN need

Very important to know the SU as this means
you’ll make the right decision.

Need to know the service user well to make the
decision at the right time.

Not knowing the SU decreases your confidence of
the PRN decision.

New staff increase triggers of distress and therefor
PRN need.

The weight of
responsibility

Constant weighing up and over thinking.

PRN decision making is anxiety provoking in
case you get it wrong.

Psychotropic medication side effects make
decision making frightening of getting it wrong.

Having a fear of being blamed
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Often feeling self-doubt in my PRN decisions
Feeling guilty around PRN side effects
Uncertainty of PRN side effects causes anxiety.

Feeling anxious after giving PRN until you know
the SU is ok.

PRN feels needed
for preventing
harm

PRN feels an important and helpful resource for
risk management.

PRN works to minimise risk.
PRN is the right decision at a certain level of risk.

When the risk is high there’s a higher chance of
PRN being given.

PRN should only be given when risk is high.

Feeling the benefits
of MDT care
planning

It does not feel nice to have you PRN decision
questioned but it is good as it improves decisions.

Difference in opinions and collaboration improves
PRN decisions.

Working through a collaborative PBS plan helps
to not give the PRN too soon as you use other
ways and ideas.

Following a collaborative PRN protocol gives
structure, which feels supportive.

You should regularly update the PRN protocol
with new information, so it works.

Formulation and understanding of distress will
decrease PRN need.

You can follow the PRN protocols more closely if
you don’t know the SU

Responsive professional who support quickly,
help staff to feel supported

Support from other professionals gives you a
clear, holistic protocol for PRN which gives you
more confidence such as a PBS plan.
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PBS plans are very helpful to reduce PRN need
and get timing right.

Constant doubt that you are giving PRN too early,
but PBS plans reduce this doubt.

SU consent and
capacity impacts

Feels better when the SU is able to consent to
PRN and deceitful when not.

decisions.
For SU with capacity, they may be more likely to
receive PRN sooner/more often as they ask for it.
Weighing up Weighing up risk to self/others to decide the right
options time to give PRN.

Thinking of your other options and weighing
them up

Molly
(Blue)

Closeness 1s
preventative

Considering SU’s past experiences is more
effective.

The less you know the SU the more PRN you will
use to avoid risk, as behaviour can’t be predicted.

When you know your client, your resources for
helping them increase and PRN is not given as
often.

As you know the client more, confidence in your
decisions increase.

It is very hard to feel confident in a PRN decision
if you do not know your SU.

You feel less in control when you do not know
the client and more likely to use PRN as a way of
increasing control.

The weight of
responsibility

When giving PRN covertly you doubt your
judgement more.

The job can be exhausting but rewarding.

A sense of pride when you do not resort to PRN.
Side effects of PRN can be difficult to predict.
Covert PRN feels deceitful.

Worries about the blame of getting a decision
wrong.




154

Feelings of guilt do not often get discussed
because you are not supposed to have feelings
when making decisions.

Pride when improving QOL by reducing PRN.
Second guessing your decision is common.

PRN giving comes with difficult feelings

Giving PRN makes you feel bad.

Doubt around the Confidence in when you give PRN is massively
right time. reduced if you do not know the SU.

PRN decisions come with doubt about the right
time.

Often doubting whether you have waited longer to
give PRN

Very important to the SU so PRN can be given at
the right time.

PRN is the last resort after trying everything else

Distinguishing the right time to give PRN is

difficult.

Constantly weighing up the right time.
Impact of societal ~ An awareness that over time societal views have
changes and time  changed and recognise people with ID as being
on PRN individuals, PRN decision making should reflect

this.

Awareness of societal changes and how people
with ID are viewed now has helped to decrease
PRN use.

Care has become more person centred over time.

The importance of  Trust is very important and comes from knowing
trust your SU and them knowing you.

Behaviours of concern can be reduced by
increasing staff trust, which reduces PRN.

Trust in all relationships involved effects PRN
decision making.

Trust with SU can take a while to build.
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Creating trust with other professionals so that they
trust your judgement, as you know the SU best.

Advocating for the
SU

PRN use stops SUs from living a normal life
Positive risk management is very important
Not ethical to use PRN all the time.
Advocating for the SU and for their QOL
PRN doesn’t get to route cause

Socially unacceptable behaviours do not warrant
PRN.

QOL can be increased by reducing PRN and “that
is a battle worth fighting for”

Clients’best interests are prioritised.

SU individuality

Not all behaviours of concerns should have PRN
it’s their personality.

When responding to frustration you should be
person centred and individual — getting down to
their level.

SUs have their own way of getting out frustration,
which doesn’t mean they need PRN because they
agitated.

Decentring is the
right thing to do.

When responding to frustration you should be
person centred and individual — getting down to
their level.

Logical thinking Vs emotional thinking and
getting the balance.

Views of the SU impact your decision.

Deciding on what is a client’s best interest isn’t
always straight forward.

Putting yourself in your clients’ shoes.
SUs have their own way of getting out frustration,

which doesn’t mean they need PRN because they
agitated.

PRN supports
safety

Safety trumps everything
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PRN can be helpful

PRN is likely to be given sooner when in
communities due to possible risk to others.

Collaborations and ~ Majority rules with a PRN decision

it’s limitations
Input from other professionals helps to reduce
PRN
You work as a team to decide when to give PRN

When SU can’t use their judgement, it is more
reassuring to get others’ opinions.

Doctors who prescribe don’t always listen to
those who know them best.

Guidance doesn’t feel specific enough.

Support from other professionals is appreciated

but can be delayed.

PRN plans should often get updated
Being aware of You can question whether your bad mood can be
own toleranceand ~ making you give PRN more.
individuality

Your own judgement plays a bigger part in PRN
decision making that the protocol.

Your personal thoughts of medication can impact
the PRN decision.

PRN decision making is a personal judgement
call.

An awareness that feelings are not supposed to
come into the decision making process but they
do, because I am human.

Different staff can tolerate different
risk/behaviours, which effects how soon PRN is
given.

The actual staff on shift can reduce/increase PRN
need and distribution.

With age and experience has come with more
acknowledgement of consequences




157

Awareness of
stigma around PRN

PRN has an ‘easy’ stigma.
PRN is seen as a bad thing and this causes guilt
PRN/medication is the easy route.

Work hard for the client — the easy way (PRN)
isn’t the right way.

PRN is an easy option that should not be used
regularly.

PRN giving can feel like failure.

Amy
(Pink)

PRN can’t be used with everyone E.g — if
distress/risk is over quickly doesn’t have time to
work.

Friendships and alliances reduce PRN need

Care plans are not enough to reduce distress, the
strength of the relationships with staff are very
important.

The staff on shift can increase/decrease PRN need
due to them being a favourite — SU preference of
staff.

Personalities of staff impact PRN decisions.

Although staff believe they act the same as each
other, PRN is given more with one staff team than
the other due to the SU friendships struck with
staff.

Getting to know SU really well will help avoid
PRN need as you know their likes and dislikes.

Helpful to use PBS plan to capture individuality
when making PRN decisions

I don’t like making PRN decisions, I question
whether I have made the right decision after.

PRN decisions can feel overwhelming

Sharing the decision with other seniors helps to
feel like you are making the right decision.

Feel well listened to by other professionals,
because we know the SU best.

Reflecting on decisions often happens to improve
next time.
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Not always agreeing with PRN being the right
decision but having no other options.

Staffs own views on medication impacts PRN
decisions

Decentring to what the SU would want.

Considering SU opinions feels more morally
right.

Getting to know the SU is important so you might
have an idea of what is distressing them,
especially if they are unable to communicate
verbally.

Lack of verbal communication in Sus increases
PRN need as not able to voice what will help
them/unable to reassure them.

The SUs not being able to verbally communicate
distress increases PRN likelihood.

De-escalation can be more effective than PRN for
managing distress.

PRN is a last resort when everything else has
failed.

Formulations and PBS plans help to reduce
distress which reduces PRN need.

Having an awareness of the SU’s protocol to try
all other options before having to give PRN.

Charlotte PBS plans feel supportive and help staff to realise
(Orange) the right time for PRN

Making a PRN decision involves judging when
the right time is

You are trying to predict the future when
weighing up when to give PRN.

Constant monitoring of behaviour and risk

Considering family members and other
professional expertise allows you to feel more
confident following the PRN protocol that was
created together with them.




159

Running your decision by supervisors takes the
pressure of responsibility and blame off you.

Running out of
options

Can feel inevitable giving PRN as all options
have been exhausted.

When deciding to give PRN all other options that
can help SU have already been considered.

Questioning what else can be tried prior to giving
PRN makes you feel confident in your decision.

The impacts of
capacity and SU
choice

It feels frustrating when the SU has capacity and
is refusing PRN, they have the control and not
you.

Easier to refuse PRN to a SU with capacity but
harder to give PRN when they are refusing.

SU choice effects PRN decision and how often it
is offered.

Offering PRN to someone with capacity takes
pressure off your own judgement.

Reluctancy to give
PRN

Worrying about negative PRN side-effects makes
staff wait longer to give.

Avoiding giving PRN can be a daily battle with
the SU.

Using PRN
preventatively
doesn’t feel right

Feels unfair to give someone PRN when there is
no obvious risk present.

PRN feels extreme and should be used in extreme
distress, so does not feel right to give as a
preventative.

Individual views
impact decision

You own personal views around medication
affects how often you give PRN

The weight of
responsibility

Trying to trust you own judgment doesn’t always
come easy.

Having the power to prevent harm with PRN and
not doing so causes guilt.

You can feel guilty giving PRN, but you can feel
guilty not giving it when needed.

The pressure to make the right decision is anxiety
provoking.

PRN feels an
important option

PRN feels an important option of managing risk
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Appendix K: Additional Quotation Extracts

Group Subthemes Additional Extracts

Experiential

Themes

Journeys to Weighing up “Yeah, you have to weigh up what’s best for them if you feel like it is gonna be best for them but it’s not a

Elhe P?St decision to take lightly really.... but if I’d left it any further until he had fully stopped communicating, I knew
ecisions

that then it would be too late” - Ada

“So weighing up, you know, giving him the PRN so that we could successfully have bloods, the, the, it was in his
best interest to do that” — Amy

I think sometimes maybe I let her behaviour escalate a little bit because I doubted myself when I was giving it
her, do you know what I mean. Erm not because I didn’t want her to have it, I just wanted to give her that
opportunity to maybe calm down without having to use medication which I knew then would send her a bit sleepy
— Molly

Problem is, is it the right one. Nobody is ever right a hundred percent of the time, is it the right one for this right
person at this right time. — Lola

Generally, it’s got to be you know a behaviour where they’re gonna harm themselves or hurt themselves or
someone else, err or a health issue, when I’m giving it them for you know, like medical intervention I’m fine with
that, it’s got to be done, - Lola

Can you go for a walk or say a drive, music or watch tv, play a game, like do something silly, make something
fun out of nothing, consider other things before offering PRN - Charlotte
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Working together

“what support you have behind it too, if it’s a psychologist, your psychiatrist and your GP, it’s support around
you to help you make those decisions and learn who they (the SUs) are” - Luna

“This is why protocols are in place and stuff like that, so and like I say Psychologists, GP’s they put all these in
place, we just type it up, make sure it’s there for when somebody does come down and do a medication and
doesn’t know that person, they follow that protocol.” — Luna

“You get different opinions off other people, different ideas, you come together with them and I think that’s what
works with the PRN when it comes to like your behaviours and stuff like that because you come together with
people and your professionals to help this person” — Luna

We have reviews with Psychiatrists, Psychology, you know GP’s, they only know them so much but the people
on the floor are the people that really know them, so we are very listened to. — Amy

With the help with Psychology and Psychiatry and that, it made a massive difference building up that rapport and
the trust, - Molly

I would mention it beforehand to see if they think it’s a good idea or to see if there is any other ideas that they
think they could try — Ada

“... that’s a step that we planned with him to just do that but there is a plan in place with his dad, with his family,
other professionals” — Charlotte

Generally, if we see someone dip in mood or like we see a trigger then we’ll talk, like “is this the best option to
do”, then we’ll also talk to management - Charlotte

Before we administer the PRN were unsure, we have people that we can kind of ask, you know “how would you
handle this situation, do you think this is right”, because obviously when it comes to looking after people that
have got erm you know challenging behaviour like the service users that I support, it’s, we, we like to try and de-
escalate things as much as we can by distracting and you know, alternative methods, we don’t like having to give
PRN, do you know what I mean, they’re already on you know quite a lot of medication, - Amy
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I said very much a judgement call but when it’s with somebody you hardly know it’s a very hard judgement so
it’s having that second and even third opinion does make a difference. — Molly

It’s just taking their point of view into consideration and them taking mine in and us trying to mesh it together to
make the best decision in the best interest of the resident were dealing with at that given time. — Molly

We are lucky, there is a pretty good team that are involved that we are and they are brilliant, you

know we have like meetings; they will do like unit meetings for the whole staff team so that

everybody is signing from the same hymn sheet kind of thing, a proper plan in place and when

we do these erm like meetings kind of thing everybody gets an opinion.... we’ve just not thought of it or it had
not occurred to somebody, do you know what I mean erm so yeah I think in that respect - Molly

Erm somebody has actually said “oh I think he needs PRN” and I’ve actually turned round and said “well, you
haven’t even tried verbally or the protocol first before you actually make that decision”..... - Luna

we had a plan put in place, we had a big erm unit meeting with the Psychiatry and the
Psychology and we put a plan in place... she is out of her bedroom 24/7 now, ..... she is in the
lounge with everybody else — Molly

GUIDANCE IS TOO BROAD - the guidance for PRN I don’t think is fantastic, I really don’t erm
think depending what PRN you are giving and what you’re giving it for, there is not enough
guidance out there all the time — Molly

my big thing again is people do need to listen to the people who work with them every day, do you know what I
mean, I do think that makes a massive difference and as I said I think it’s a lot better now that we are getting
listened to and we say that there is an issue or, you know, this isn’t working kind of thing erm but or it’s “well
you need to try it for a bit longer”, well if it’s not worked for the last few months how is trying it for a bit longer
gonna change things kind of things — Molly
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Decentering and
Advocating

...she’s not hurting anybody and as long as she is not hurting anybody if she wants to sit on the floor outside then
sit on the floor outside — Molly

One person’s opinion can say “we need to PRN her, she is throwing things and that”, well no, she is throwing
things in her own bedroom, she is not hurting anybody, she is absolutely fine, - molly

Let him throw things out of his bedroom if he wants to, as long as nobody is in the corridor and he is happy, he is
not hurting himself, let him throw it, it’s his stuff, let him throw it out. — Molly

He throws things out, he tips chairs over .... If that’s what he wants to do to get his frustration out, let him do it,
do you know what I mean, as long as he can’t harm anybody and he is not harming himself. — Molly

At the end of the day you want them to have a quality of life just like ours, do you know what I mean, you don’t
want, just because they have got a behaviour you need to manage you don’t want to stop them having the general
daily life that you know get to go to the shops, get to walk down the street or go to the park or whatever just
because they’ve got a different need. — Molly

This is why somebody behaves this way cos there’s a reason, and I have to work that reason out before I can go
any further - Lola

PRN is a safety net

“PRN is quite important around that because then it helps support them to bring their level down to then able for
us to support them for what they need because they are that high in behaviour, you cant really support somebody
when they are going like this, you’re trying to get away because you are trying to do safety of you, safety of
others, safety of them” — Luna

“I think it’s, I think it’s important to have it as an option but always a last resort, we always use it as a last resort.”
— Amy

If there’s other ways round things then I will do that, but at that time there was no other way or anything that was
making this guy, you know, come down to a level where he wasn’t going to hurt himself or he would have a
proper sleep. — Lola
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I think the PRN is last resort of if everything else doesn’t work. - Lola

Closeness is
preventative

Knowing your
service user
(confidence)

“Because I know, I know the individual very, very well and I see the signs and I know the signs and I make care
plans, I do the protocols, I deal with all the appointments, Psychology and stuff like that so when I see that I know
it’s not PRN time, I know it’s “would you like this, would you like that”, and it’s I just know straight away, as
with somebody else, you didn’t know that person and came down, Id feel that they would probably PRN the
person but I feel also then that they should speak to the support staff what have worked round with them a long
time.” — Luna

“It’s really important that you know the resident as well that you’re administering it to and I know that cant
always be the case because obviously there’s agency, there is new staff, but I do think in a lot of cases if you
don’t have that experience with that client it makes a massive difference to when you are going to PRN them” —
Molly

“Where somebody from outside could say “no this is really bad”, I’m like “no this isn’t, this is quite mild at the
moment, he is totally fine, leave him alone”, do you know what I mean because I know him” - molly

“It’s very much a judgement call, the more you get to know your resident and that person the better you will be
able to make that judgement” — Molly

“I think you do use your PRN a bit more frequently than you would if you got to know them because you don’t
know if they are already at their peak or not but when you get to know them you get to find their peak or whether
they are just showing off or they are just playing you for a fool” — Molly

“We have reviews with Psychiatrists, Psychology, you know GP’s, they only know them so much but the people
on the floor are the people that really know them, so we are very listened to” — Amy

Trust and
friendships

“...they need some, how do I put it, some sort of friendship, some sort of love, some sort of interaction from

somebody because they feel a little bit low in their self, they don’t understand why, especially when you’re
working with learning disabilities because they can’t always tell you what’s wrong” — Luna
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“Sometimes he felt more comfortable with others than he did with the person that he was on with, so he would
ask “can I have a chat with someone else”. Which is absolutely fine, it doesn’t matter if you are supporting

someone else, if he feels like he needed a chat with you and making him more comfortable, then we do that.” —
Ada

“...he is all for that person, so possibly, maybe it’s just “you’re not my favourite person today, I want them
back”, maybe it’s that, I don’t know, but we all, we all sing from same hymn sheet, we all do, you know we
follow care plan, we do everything in the same sort of way whether it’s just a service user preference that they
prefer a different member of staff” - Amy

“We have certain service users that listen better to certain staff than they do other staff, erm so I feel like if there
is a certain situation where you know service user X is becoming anxious and you can see it building up, if you
have one member of staff that they’re, you know not comfortable with but a favoured member of staff to them, if
they were to de-escalate their anxiety, maybe you’re not going to get the same result as if their favourite member
of staff were to try and de-escalate that anxiety. — Amy

“They say you don’t get attached, you do to your clients because they’re, you are part of their family in a way
because they see you every day and you become important, they trust you so that person’s trusting me to be able
to give that medication when I think he actually needs it” - Molly

Being
mindful of
difference
and

variability

Staff variability
(within and
between)

“... it can cos if you’re panicking you’re like “do I need to really give him this PRN or you can, you can question
yourself even double because that’s it, you’re thinking ‘oh my god, do they really need it” when you’re in a sort
of situation like that, yeah I think it kind of, it redirects you round your head again,” — Luna

“....s0it’s good that they are questioning things as well because they are questioning things to learn and every
time, everyday you’re learning something” — Luna

“...this works for me, it doesn’t work for everyone” — Ada

“So we have two sides of our team on the unit, so we have certain individuals that might play up a certain way to
one side of the team to what they do the other” — Amy
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“What I see as normal behaviour for him, somebody else who comes in wouldn’t, do you know what I mean, so
then you have to PRN it a bit quicker because “oh he is tipping tables up, he is throwing chairs”, yeah he does
that on a daily basis, it’s in his report every day kind of thing, that is what he does best, I just don’t PRN it, do
you know what I mean” — Molly

“What works for me as that clients advocate might not work for the next member of staff who because he knows
me differently from that person because we work, even though we have the same kind of ethics, you respond to
different people in different ways” — Molly

“Why give it him if you can see he is settled and is calm, what’s the point and like just in case but like I don’t like
a just in case, it’s not fair you giving someone medication that can shorten their life span for what reason, for just
in case” — Charlotte

Service user
individuality

“But then if they have capacity and don’t want to, that’s the only thing that they want we can’t, we literally can’t
turn round and say “no you’re not having it”, so that’s the only reason.” — Ada

“if someone tried to resolve my anxiety by just giving me medication, that’s not, it’s not what you need at that
time is it, but obviously for somebody that cant communicate that across, were really restricted to how we can,
you know if they cant tell us “this is what the problem is, this is what’s making me anxious”, were really
restricted to how we can handle that.” - Amy

“...they opportunistic, in that moment where he is unsettled we physically would not be able to administer him
PRN because once he’s in that mode and that, you know it’s like he gets tunnel vision and he’s out to destruct” —
Amy

“...hard to judge whether it’s the medication what’s calmed him down or whether he’s calmed down on his own
because he’s got it out of his system”. — Molly

“It is quite frustrating because we know that he can choose to prevent it but he’s choosing not to, so in that way
yeah that can be quite not frustrating, yeah frustrating” — Charlotte
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“...erm it’s quite difficult because all these people obviously individual and got individual things going on.” -
Lola

The weight The fear of getting
of it wrong
responsibility  (blame/harm/doubt)

“...at that point they’ve got to have needed it for me to justify to give it in the first place, do you know what I
mean, but it doesn’t stop me feeling bad that I’ve had to” — Molly

“I question myself all the time because when it comes to medication, it’s a big thing, it’s a big thing, anything
could go wrong, so it’s, you’re just there you’ve got to make sure you are doing the right thing, you’ve got to
make sure you’re giving the right tablets, make sure it’s the right person, you’re making sure you do it because
you could do one error, it could cause hell,” — Luna

“I think there are some occasions, you know, especially if I’ve had to give a second lot of PRN in one shift, I do,
it does make me feel sick sometimes inside because I’'m like you always have these doubts whether ‘did I really
need to give it” — Molly

“It made me feel a little bit sad that the effect was he didn’t look very well even though it helped him with the
behaviour but it made him look unwell but he wasn’t unwell, it were just too strong for the person so you act
straight on it, you act to it straight away, but yeah, yeah I’d be same, I’d want somebody to change it straight
away if that’s how I felt every time [ had a PRN.” — Luna

“I feel like it is an anxious kind of thing err because you’re making decisions, you’re questioning yourself and
your brains going all over place.” - Luna

“...a bit upsetting just to supress all those emotions and it’s, I don’t know how to explain it properly erm but I
think it is upsetting to have to do that, and for people to feel like they need to do that” — Ada

“As much as we were trying to be honest we were hiding the tablet in a banana for her because it was in her best
interest to take this medication kind of thing so it didn’t feel honest I suppose and I think it’s a judgement call
anyway and I think it’s a hard decision sometimes,” — Molly
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“I think it’s a massive thing deciding to give somebody a medication that could send them to sleep, that couldn’t
quieten them down” — Molly

(for not giving it) “I felt guilty” — Charlotte

“... now we go through management because I feel like erm it’s the best thing to do so if anything does happen
it’s on like them rather than us because if it’s on us” - Charlotte

“Who can foresee the future, who can foresee this, like yeah there’s guilt but I know there is nothing I could have
done about it at the time so.” — Charlotte

“It was quite hard for at least six months on here doing things like that and putting my input in changes and
things, very hard, very hard, it got to the point where people didn’t particularly speak to me” — Lola

“...am I giving them this and am I going to knock them out completely cold, are they gonna sleep, don’t know
what it’s gonna do, is it going to work™ — Lola

Achievement

“...for myself it’s a very, very special place to work at, it’s so rewarding it’s unreal” - Luna

“... saying it were absolutely amazing because he had done and seen things he had never done with her before so
it makes you proud of what you’ve done” — Molly

“Yeah it’s not for me, I’m here to do a job and you know for support, you’re not here for the money cos it’s pants,
you’re here for the love of it” - Lola

Feeling
judged

The easy route

“It’s for their benefit, it’s not cos (because) we don’t wanna (want to) hear them shouting of ~ whatever...”
- Lola

“I think PRN can work really, really well when you need it but I also think that there’s times that we overuse it or
it’s an easy option instead of finding the cause or maybe a way of managing it without using the PRN all the
time.” — Molly
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“You’re trying to fight for that individual’s right to have a better quality of life, because that’s what were fighting
for at the end of the day, do you know what I mean, the easy option is medication, it is, especially if we get a
medication which is working for that person. They would sit in the chair dozing all day, (LAUGH), it’s a quiet
life but it’s no quality of life for them, do you know what I mean and to me that’s not right, you want them to be
able to enjoy their life and you want them to have the best quality that they possibly can.” — Molly

“To me that were an easy option instead of trying “lets do this, lets go for a walk, lets go and have a cup of tea,
lets go and visit some friends”, you know making a bit of effort, I like to make effort, I don’t, life’s not easy and
it’s not an easy life for these guys either so I like to make the effort for them and with them.” — Lola

“...“oh they might need PRN”, no not necessarily, you can actually talk them down and work hard to prevent
giving them PRN, so trying not to give them PRN is the best way to me because I feel you’re not medicating

them as much then.” - Luna

PRN reduction over
time

“When I first started years ago that seemed to be the answer for everybody, you know, we’ll give them a bit of
medication and it will calm them down, do you know what [ mean, it wasn’t always, we’ve got a lot more
options now and a lot more plans in place, we use them options before we revert to the medication” - Molly

“I think the supports a lot better than it used to be, don’t get me wrong sometimes it’s harder to get but the
support is a lot better, you know Psychologists, Psychiatrists, they are a lot more involved than they ever used to
be when [ first started in care thirty odd years ago” - Molly

“We are looking outside the box not just in this one square little box anymore, do you know what I mean, and it’s
not just one thing that fits all, which it used to be, we do this one plan that basically comes, anybody with this
kind of behaviour. Everybody’s individual and that’s how they need to be treated” — Molly

“I’d say society has changed, so you know our guidance over the years has changed you know massively even
over the last ten years” - Molly

“A lot of people as you know in care are set in their ways, it’s always been that way so it always must be this
way, erm but it in’t, you have to try things”- Lola
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“Back in the day, I can only speak from back in the day, not now, not at all now, I think a lot of it was to erm
(SIGH) save a lot of hassle, save a lot of problems, save a lot of effort I feel, erm like I say that’s not now, that’s
not been for years and years but I feel back in the day it was. — Lola

At first people were not happy about it because that was just the way it was and I’d come on here as a new person
and had different views so probably met with a bit of harshness maybe if that’s the word, of why are you coming
on here and changing things” - Lola
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Appendix L: Development of Group Experiential Themes (GETs)

Closeness is
preventative

PRN is used as
security to benefit SU

Advocating for the
SuU

Closeness is
preventative

PRN isn’t for everyone

Figuring out the
righttime

Feeling like you have
no other choice but
to give PRN as a final
solution

Weighing up the right
time

Staff individuality
affects decision
making

The weight of
responsibility

Closeness is
preventative

Sharing the load

Closeness increases | Feeling judged by Pressure can impact | Doubt around the Emotional impact of Running out of

trust all round stigma on your decision right time. PRN decision making options
making negatively

The emotional An awareness of PRN | Societal views and Impact of societal Collaboration and The impacts of

impact of feeling like
you are doing harm

reduction overtime

unfamiliarity cause
doubt with
psychotropic
medication

changes and time on
PRN

limitations of this

capacity and SU
choice

Communicating with
supervisors offers

Change feels difficult

Importance of
knowing the SU and

The importance of
trust

Staff individuality
effects PRN decisions

Reluctancy to give
PRN

reassurance. them knowing you
The impact of Doubt when making | The weight of Advocating for the Decentring is the right Using PRN
capacity decision due to being | responsibility SuU thing to do preventatively

a personal judgment
call

doesn’t feel right

Always trying to find
the right time

Figuring out the
source of distress

PRN feels needed for
preventing harm

Decentring is the
right thing to do

Lack of verbal
communication can
increase PRN need

Individual views
impact decision

PRNsuccess

The weight of
responsibility

Feeling the benefits
of MDT care planning

PRN supports safety

Using other ways to
manage distress before
PRN is needed

The weight of
responsibility

SU consent and
capacity impacts

Collaborations and
it's limitations

PRN feels an
important option

decisions.
Stigma and Being aware of own
unfamiliarity of PRN tolerance and
causes doubt individuality
Weighing up options | Awareness of stigma
around PRN
SU Individuality

Journeys to the Best Decision
-Weighing Up

Figuring out the right time

Doubt around the right time.
Weighing up the right time

Always trying to find the right time
Using other ways to manage distress
Running out of options

Weighing up options

-Working Together

Collaboration and limitations of this
Collaborations and it’s limitations
Feeling the benefits of MDT care planning

Communicating with supervisors offers reassurance.



Sharing the load

-Decentering and Advocating
Decentring is the right thing to do
Figuring out the source of distress
Advocating for the SU

Decentring is the right thing to do
Advocating for the SU

Using PRN preventatively doesn’t feel right
-PRN is Security

PRN feels an important option

PRN supports safety

PRN feels needed for preventing harm

Feeling like you have no other choice but to give PRN as a final solution
PRN is used as security to benefit SU

Using other ways to manage distress before PRN is needed

Closeness is Preventative

-Knowing your Service User

Closeness is preventative

Closeness is preventative

Importance of knowing the SU and them knowing you
Closeness is preventative

-Trusts and Friendships

Closeness increases trust all round

Importance of knowing the SU and them knowing you
The importance of trust

Closeness is preventative

Being Mindful of Difference and Variability
-Staff Variability

Individual views impact decision

Staff individuality effects PRN decisions

Being aware of own tolerance and individuality
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Staff individuality affects decision making

-Service User Individuality

The impacts of capacity and SU choice

SU consent and capacity impacts decisions.

The impact of capacity

Lack of verbal communication can increase PRN need
PRN isn’t for everyone

Figuring out the source of distress

SU Individuality

The Weight of Responsibility

-The Fear of Getting it Wrong

Reluctancy to give PRN

The weight of responsibility

Pressure can impact on your decision making negatively.
The weight of responsibility

The emotional impact of feeling like you are doing harm
Doubt when making decision due to being a personal judgment call
Emotional impact of PRN decision making
-Achievement

The weight of responsibility

The weight of responsibility

The weight of responsibility

PRN success

Feeling Judged

-The Easy Route

Awareness of stigma around PRN
Feeling judged by stigma
Justifying PRN use

Societal views and unfamiliarity cause doubt with psychotropic medication

-PRN Reduction Over Time
An awareness of PRN reduction overtime

Impact of societal changes and time on PRN
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Change feels difficult
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