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Abstract

There is a high level of medication usage among people with intellectual disability due to the
presence of significant morbidity and co-morbidities. This review sought to explore medication
management and administration in intellectual disability settings, identifying frameworks for
practice, analysing whether collaborative practice led to better outcomes, identifying key pro-
cesses associated with practice, locating tools to support practice and describing metrics for
outcome measurement. A systematic review was conducted with analysis of 64 sources which
remained following screening and appraisal. Limited evidence was identified with some insight into
the processes underpinning medication management and administration. No assessment tools
were found, but two potential outcome measures, adherence and errors, were noted. The paucity
of guidelines and frameworks is concerning as this is a complex area of practice. There is a need for
further practice development and research to be undertaken that takes note of the unique issues
that can present in intellectual disability settings.
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Background

Individuals who have an intellectual disability have a high burden of illness (Baxter et al., 2006;
Krahn et al., 2006; Sohler et al., 2009) often requiring the person to take multiple medications
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(Doan et al., 2013; Erickson et al., 2016). Medication use can vary from approximately 88% of
people with an intellectual disability between 18 years and 39 years to over 94% of people over the
age of 60 (Erickson et al., 2016). Types of medications prescribed are varied and complex but the
most commonly prescribed medications to this group of individuals are anti-constipation agents,
medications for peptic ulcer disease and gastro-oesophageal reflux disease, bronchodilators,
antiepileptics, spasmolytics, hypnotics, stimulants, antipsychotics or anxiolytics and benzodiaze-
pines (O’Dwyer et al., 2016; Zijlstra and Vlaskamp, 2005). The prevalence of polypharmacy
increases with age and, within the Intellectual Disability Supplement of the Irish Longitudinal
Study on Ageing, polypharmacy (use of 5 to 9 medications) was observed in 31.5% of participants
and excessive polypharmacy (use of 10 or more medications) in 20.1% (O’Dwyer et al., 2016).
The safety of medication use within disability services is one that is a concern, not only for
caregivers but also for practitioners. Medication management guidance has been developed to
enable service providers to safely meet the medication needs of children, adults and older people
with a disability living in residential care, thus minimising risk (Health Information and Quality
Authority (HIQA), 2015; National Institute for Health and Care Excellence (NIHCE), 2014). This
guidance ensures safe and effective care for individuals in keeping with legislative requirements.
The medication management process is complex (Erickson et al., 2016) and requires various
interactions with the interdisciplinary team and division of roles within the medication process.
Firstly, the person with an intellectual disability, along with the caregiver, usually interacts with
the general practitioner (GP) or other consultant. Secondly, following this and the decision-making
of treatment processes, a prescription may be completed and then medication is obtained from a
pharmacy. The third step is then the taking of the medication and should include the individual’s
and caregiver’s understanding of what the medication is for, how to take the medication and what
to expect from the medication. Such information is suggested to enhance medication adherence
(Erickson et al., 2016; Huneke et al., 2012). The fourth step in the medication process is ensuring
monitoring to assess for the effectiveness of the medication as well as observing for side effects.
The final step of the process is the re-evaluation of the medication by the person who prescribed it
and encompasses feedback from the individual with an intellectual disability and the caregiver.
Medication management processes have been studied within acute hospital settings (Pham
et al., 2012), nursing homes (Loganathan et al., 2011) and mental health settings (Maidment et al.,
2006), but little or no attention has been given to intellectual disability settings. Furthermore,
medication management processes are clearly outlined within policies and generally available for
acute settings and nursing homes. In intellectual disability settings, however, it may differ as the
nurse is only one of a number of individuals responsible for administering medications, and sig-
nificant variability may be seen in different facilities’ procedures and policies (Joos et al., 2014).
With regard to legislative requirements, standards and the rights of the individual with an
intellectual disability, it is imperative that support staff employed by healthcare and social care
providers (HSCPs) possess the requisite skills, knowledge and education in order to ensure a
quality medication management process. There are a variety of assessment tools in operation to
identify the supports individuals may require in the administration and management of medica-
tions, but these are primarily used in hospital and nursing home settings. Thus, for example, the
Medication Management Ability Assessment (M1V1AA) and the Drug Regimen Unassisted
Grading Scale (DRUGS) are standardised tools to assess medication management skills (Hutch-
ison et al., 2006). A number of instruments were identified by Elliott and Marriott (2009) some of
which may be useful in identifying physical and cognitive barriers to successful medication
management.
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While models of medication management are varied, many healthcare and social care settings adopt
those set out in the NICE guidelines (NIHCE, 2014). This aims to ensure that medications provide the
greatest possible benefit to people by encouraging medication reconciliation, review and use of
decision aids. Despite the existence of broad, generic guidelines, there is a need for these to be further
developed to find application in the complexity and uniqueness of intellectual disability settings. In
such settings, medication management and administration may take place across diverse living
situations (individual or group), formal and informal environments (service and family), differing
locations (including residence, day centre, workplace and school), and will typically involve a people
with varying levels of competency training, if any. Finally, there may be significant polypharmacy.

Aim and objectives

The aim of this systematic review is to explore the literature regarding medication management
and medication administration in intellectual disability settings. In particular, it seeks to

e identify national and international models and frameworks that support medication man-
agement and administration for people with an intellectual disability in any setting;

e analyse whether collaborative practice between nurses, pharmacists, GPs and other HSCPs,
in the administration of medications, achieves safe outcomes in populations with specific
needs;

o identify key processes within medication management in intellectual disability services that
require written guidance and/or protocols;

e identify whether assessment tools are available to support the person with an intellectual
disability in the self-administration and self-management of medication; and

e describe potential metrics, outcome measures and performance indicators pertaining to
medication management in intellectual disability settings.

Methods

Inclusion and exclusion criteria

This systematic review was designed and conducted based on the Cochrane handbook guidance for
conducting systematic reviews (Higgins and Green, 2011). The selection criteria for each of the
five research objectives are outlined in Tables 1 to 5, using the PEOS (Participants, Exposure,
Outcomes and Study types) and the PICOS (Population, Intervention, Comparison, Outcomes and
Study types) format as appropriate.

Search strategy

Initial scoping searches using the database thesauri were run in Medline, Embase, CINAHL and
PsycINFO. These searches provided index terms, and a list of synonyms using MeSH terms and
CINAHL subject headings, PsycINFO descriptors and Emtree terms.

Further scoping searches were run to select appropriate keywords contained in the title and
abstract, author keywords and of index-terms used to describe the articles retrieved during the
search. A keyword string was created for the two key concepts, ‘Intellectual Disability OR
Learning Disability’ and ‘Medication Administration/Management’. A double-strand search
strategy was applied running the thesauri terms first and then keywords. These two searches were
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Table I. Study selection criteria for Research Objective |.

Objective I: To identify national and international models and frameworks that support medication
management and administration for people with an intellectual disability in any setting, across the lifespan
(e.g. campus, community group home, independent living and person’s home)?
Participants People with an intellectual disability of any age
Intellectual disability means ‘a significantly reduced ability to understand new or complex
information and to learn and apply new skills (impaired intelligence). This results in a reduced
ability to cope independently (impaired social functioning), and begins before adulthood, with a
lasting effect on development’ (World Health Organization, 2019)

Exposure ~ Medication management and administration frameworks
Medication management is defined as ‘facilitation of safe and effective use of prescription and
over-the-counter drugs’ (Bulechek et al., 2013)
Medication administration is defined as ‘preparing, giving, and evaluating the effectiveness of
prescription and non-prescription drugs’ (Bulechek et al., 2013)

Outcomes  N/A (this question is descriptive in nature)

Study types Descriptive studies, guidelines

Table 2. Study selection criteria for Research Objective 2.

Objective 2: To analyse whether or not collaborative practice between nurses, pharmacists, GPs, other
HSCPs, PAs, keyworkers and informal carers in the administration of medications achieves safe and
supportive outcomes in populations with specific needs.

Participants  People with an intellectual disability of any age

Interventions Collaborative medication management and administration between nurses, pharmacists, GPs

and HSCPs, HCAs, PAs, keyworkers and informal carers

Comparators Different collaborative and non-collaborative models

Outcomes  Safety, reduced risk and support

Study types  Effectiveness studies; descriptive and other observational studies

GP: general practitioner; HCA: healthcare assistant; HSCP: healthcare and social care providers; PA: personal assistant.

Table 3. Study selection criteria for Research Objective 3.

Objective 3: To identify key processes within medication management in intellectual disability services require
written guidance and/or protocols

Participants Nurses, pharmacists, GPs, HSCPs, HCAs, PAs, keyworkers and informal carers
Exposure Medication management and administration

Outcomes Guidance and protocols

Study types Descriptive studies; guidelines and protocols

GP: general practitioner; HCA: healthcare assistant; HSCP: healthcare and social care providers; PA: personal assistant.

then combined using the OR operator. This method was repeated for each concept and finally, the
concepts were combined using the AND operand. The proximity operand of NEAR was also
applied across the databases to increase precision of the search for medication management.
This strategy was initially created within Medline and then adapted for all other databases
searched using keywords and database-specific subject headings where applicable. The reference
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Table 4. Study selection criteria for Research Objective 4.

Objective 4: To identify what assessment tools are available to support the person with an intellectual
disability in the self-administration and self-management of medication

Participants People with an intellectual disability

Exposure Self-management and self-administration of medications
Comparators Assessment tools

Outcomes Safe self-management and self-administration of medications
Study types Descriptive and observational studies

Table 5. Study selection criteria for Research Objective 5.

Objective 5: To describe potential metrics, outcome measures and performance indicators pertaining to
medication management in intellectual disability settings

Participants Settings for people with an intellectual disability
Exposure Medication management

Comparators Performance models

Outcomes Key performance indicators

Study types Descriptive studies; effectiveness studies

lists of all included studies were reviewed for additional relevant studies. The searches were
conducted during the week of the 12th—14th April 2018.

Six databases were selected for searching, Medline (1965—), CINAHL Complete (1937-),
Embase (1990-), PsycINFO (1990-), IBECs and SciELO. This database spectrum ensured wide
coverage of the literature ranging from journal articles to conference proceedings and monographs.

A comprehensive search methodology was undertaken for unpublished (grey) literature through
extensive grey literature retrieval mechanisms. The search for unpublished or grey literature
included ProQuest Dissertations and Theses (up to 14 April 2018), relevant key journals which
report on conference proceedings, Internet searches/websites of relevant intellectual disability
organisations (up to 2 May 2018) and service policy documents (up to 6 June 2018).

Language restrictions were not applied to the search strategy; however, given the timeframe
available and challenges with securing translations, selection of relevant papers was restricted to
English language. This enabled identification of the extent of potentially eligible additional papers,
which, if not initially included, may be considered to have presented a source of possible language
bias. Furthermore, study design delimiters were not employed, thus increasing the likelihood of
finding relevant studies irrespective of design.

Study selection and risk of bias assessment

Selection of relevant studies and other documents was conducted independently by two reviewers.
This involved initial screening of titles and abstracts. Full text versions of search results that
remained were further independently examined by two reviewers and decisions reached regarding
their inclusion/exclusion. Discrepancies were resolved through discussion. Two reviewers carried
out independent assessment of risk of bias/methodological quality on all included reports using the
tools listed in Table 6. If there were any discrepancies, consensus was reached by involving a third
reviewer.
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Table 6. Risk of bias/quality assessment tools.

Evidence category Risk of bias/quality assessment tool
Descriptive and other Adapted from the National Institute of Health checklist (National
observational studies Institute of Health, 2013)
Protocols and guidelines AGREE Il tool (AGREE Collaboration, 2003)
Randomised controlled trials Cochrane Risk of Bias (ROB) tool for intervention studies (Higgins and
Green, 201 1)

Data extraction and analysis

Data extraction from the included reports was undertaken by two reviewers, with one reviewer
focusing on two of the research questions and the other reviewer on the remaining three. A third
reviewer undertook independent random checking for accuracy of 25% of the data. No meta-analysis
could be conducted due to methodological and clinical heterogeneity. Subsequently, extracted data
were synthesised in research-objective specific evidence tables, and narrative accounts were
developed in relation to the aspects of medication management and administration under question:
frameworks, collaborative practice, processes, assessment tools; and metrics/outcomes.

Reporting this review adheres to, in as far as possible, the Preferred Reporting Items in Sys-
tematic Reviews and Meta-Analysis (Moher et al., 2009).

Results

The search (database and grey literature) yielded 4582 records. Following removal of duplicates
(n = 2), screening for title and abstract resulted in 4452 records being excluded with 128 remaining
for full-text assessment. Of these, 64 were excluded, leaving 64 records. The main reason for
exclusion is related to the study/record outcome (r = 31) not being specifically focused on
medication management and/or administration (Figure 1).

Research objective |

The review sought to identify any models and frameworks for supporting medication management
and administration for people with an intellectual disability across settings and lifespan. Seven
studies were identified that were relevant to the research objective (Table 7).

Of these, only one, from Tasmania, explicitly described a framework (Department of Health
and Human Services (DHHS), 2017), with two national guidance documents, from Ireland and
the United Kingdom, respectively, addressing similar structural issues (HIQA, 2015; NIHCE,
2014). One further Irish report (National Federation of Voluntary Bodies (NFVB), 2009)
highlighted areas to be addressed in the development of medication management policy and
guidelines. There was significant cross-over in these documents with the following content
included across two or more documents: statement of a clear purpose and scope (DHHS, 2017,
NIHCE, 2014); delineation of roles and responsibilities (DHHS, 2017; NFVB, 2009); setting out
of guiding principles (DHHS, 2017; HIQA, 2015; NFVB, 2009; NIHCE, 2014), such as person-
centeredness, consent, choice, preference for self-management, quality and safety and sys-
tematic identification of how medications will be managed from prescription to disposal
(including recording) (DHHS, 2017; HIQA, 2015; NFVB, 2009; NIHCE, 2014); addressing
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PRISMA

4582 references imported for screening 2 duplicates removed

4580 references screened

4452 references irrelevant

128 full-text references assessed for

64 references excluded
31 Wrong outcomes

eligibility |

13 Wrong population

5 Not within criteria

9 Wrong intervention

3 Wong outcomes and interventions
3 Wrong study design

64 references included

Figure |. PRISMA diagram.

self-administration policy and application (DHHS, 2017; HIQA, 2015; NFVB, 2009; NIHCE,
2014); management of refusal of medication (including covert administration) and of medica-
tion incidents/problems (DHHS, 2017; HIQA, 2015; NFVB, 2009; NIHCE, 2014); policy on
administration of medications by non-health professionals (DHHS, 2017; NIHCE, 2014);
training for staff in this regard (DHHS, 2017; HIQA, 2015; NIHCE, 2014); undertaking of
medication reviews at six-monthly (DHHS, 2017; NFVB, 2009) or yearly (NIHCE, 2014)
intervals; guidance on the use of pro re nata (as required) and stat. (emergency) medication use
(DHHS, 2017; HIQA, 2015; NFVB, 2009); management of non-prescribed product usage
(DHHS, 2017; HIQA, 2015; NFVB, 2009; NIHCE, 2014;); adherence to controlled medications
legislation (DHHS, 2017; HIQA, 2015; NFVB, 2009); and protection of the person’s infor-
mation (DHHS, 2017; NIHCE, 2014).

Halder et al. (2012), following the undertaking of their clinical audit, identified the need for
clear policies and guidelines to be developed, particularly in relation to the assessment of a per-
son’s capacity to make decisions regarding their medication management. This was in the context
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of covert medication administration. This requirement for guidance is supported by the efforts of
service (NFVB, 2009), state (DHHS, 2017; HIQA, 2015) and clinical practice (NIHCE, 2014)
agencies to set out comprehensive guidance for their users and staff. Whereas three research
sources were identified in respect of frameworks (Crossley and Withers, 2009; Erickson et al.,
2016; Halder et al., 2012), none of these directly addressed the development or, indeed, the content
of such frameworks. One grounded theory study (Crossley and Withers, 2009) provided a model of
how people with an intellectual disability experience medication management and these findings
provide an important insight into the provision of accessible information to inform choice and
decision-making on their part; an issue that was identified as central to the ‘framework’ documents
presented. In their qualitative descriptive study of caregivers’ perspectives, Erickson et al. (2016)
similarly identified the importance of good and clear communication but also highlighted other
concerns that may need to be addressed to ensure success of a framework. These included diffi-
culties interacting with the medication prescriber; lack of continuity of care due to poor com-
munication between clinicians, carers, agencies and people with an intellectual disability;
problems administering medications; inadequate knowledge on the part of the caregivers; and
fragmentation of clinical records leading to inadequate presence in the actual health system. Other
potential components of a framework may address medication management away from home and
how this might be planned for (DHHS, 2017).

Research objective 2

The concept of whether collaborative practice between nurses, pharmacists, GPs and other health
care and social care professionals (HSCPs), in the administration of medications, achieves safe
outcomes in populations with specific needs was considered. Eleven relevant studies provided
evidence on collaborative practice specifically between nurses, pharmacists, GPs, other HSCPs,
health care assistants (HCAs), personal assistants (PAs), keyworkers and informal carers in the
administration of medications (Table 8).

Whether collaborative practice achieves safe and supportive outcomes in populations with
specific needs was also contemplated. No effectiveness studies were located which specifically
examined the outcome of collaboration between the various parties responsible for medication
management. However, several sources referred to it, while focusing on other parameters and
variables. The information extracted from these sources largely clustered on themes of complexity
(Branford et al., 1997; Burrow and Rimmer, 1997), risks (Hom et al., 2015; Rasaratnam et al.,
2004; Tan et al., 2015; Van Den Bemt et al., 2007) and team makeup (Ellenor and Frisk, 1977; Van
Den Bemt et al., 2007; Venables et al., 2015) with repeated emphasis on education and training
(Abbott et al., 2014; Bosner and Belfiore, 2001; Buelow and Shore, 2010; Rasaratnam et al., 2004).

In a descriptive mixed-methods study, Branford et al. (1997) identified the complexity of
medication management, especially when it occurred across a number of locations (Burrow and
Rimmer, 1997) as can be typical in intellectual disability settings. Describing the preparation,
transport, storage, oversight and administration of this process, they highlighted the importance of
collaboration and communication in minimising risk of medication errors. Such collaboration was
not just between healthcare professionals but involved parents, bus drivers, reception staff and
others. Burrow and Rimmer (1997) in an audit of medication records of 90 people with an
intellectual disability noted inconsistencies across 30% of individuals’ records. These variances
were seen between the records of GPs, consultants and home care services, again highlighting the
risks associated with there being several parties to medication management. Although risks
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associated with disparate documentation (Burrow and Rimmer, 1997) and complexity of processes
(Branford et al., 1997; Van Den Bemt et al., 2007) have been noted, the problems of non-adherence
were also identified in the literature (Hom et al., 2015; Rasaratnam et al., 2004; Tan et al., 2015).
Interestingly, Hom et al. (2015) noted that, where there was adequate supervision, non-adherence
rates reduced. In all of these sources, though, the importance of good communication between
professional themselves, between professionals and carers and between professionals and people
with an intellectual disability was repeated (Branford et al., 1997; Burrow and Rimmer, 1997,
Ellenor and Frisk, 1977; Venables et al., 2015).

Potential solutions included that the use of a transportable medication chart (Burrow and
Rimmer, 1997) would travel with the person with an intellectual disability and increased inter-
action between professionals, carers and people with an intellectual disability, perhaps mediated
through an enhanced role for pharmacists (Ellenor and Frisk, 1977; Van Den Bemt et al., 2007,
Venables et al., 2015) both within service settings and between the various parties. This more
visible role for the pharmacist within the medication management team was allied with an
acceptance that this ‘team’ is much wider than just the healthcare professionals and includes family
(Bosner and Belfiore, 2001; Branford et al., 1997; Buelow and Shore, 2010; Hom et al., 2015;
Rasaratnam et al., 2004), direct support staff (social care) (Auberry et al., 2017; Rasaratnam et al.,
2004) and people with an intellectual disability themselves (Bosner and Belfiore, 2001; Ellenor
and Frisk, 1977; Hom et al., 2015). The importance of education and training on medication
management, across the members of this team, was a common theme (Bosner and Belfiore, 2001;
Buelow and Shore, 2010; Rasaratnam et al., 2004) with the pharmacist (Ellenor and Frisk, 1977;
Van Den Bemt et al., 2007; Venables et al., 2015) and clinical nurse specialist (Buelow and Shore,
2010) singled out as having important educational and training roles.

Research objective 3

In identifying key processes within medication management in intellectual disability services that
require written guidance and/or protocols, 29 studies were sourced and 7 policy and procedural
guidelines (Table 9).

A significant number of sources were located which provided an insight into the medication man-
agement protocols that may require written guidelines and/or protocols. The need for such guidelines
was stated in a number of sources (Davis, 2016; Gadow and Kane, 1983; Halder et al., 2012; Heslop
etal., 2005; Joos et al., 2014, 2015, 2016a, 2016b) with some acknowledging the need for guidelines to
take account of the uniqueness of specific situations (Doyle and Cronin, 2017; Joos et al., 2016b) and the
complexity of many intellectual disability settings (Branford et al., 1997) with transportation, receipt,
storage, delivery and administration of medications often involving many people in many places
(Branford et al., 1997). There was also a concern that irrespective of the generic nature of guidelines and
protocols, there was also a requirement for person-centred and individualised planning (Davis et al.,
2016; Donnelly, 2013; Doyle and Cronin, 2017; Epitropakis and DiPietro, 2015).

A review of the seven policy and procedural guidelines revealed 30 distinct medication-related
processes. These have been collated into three process groupings: medication management pro-
cesses, medication administrative processes and administrative processes.

Medication management processes. Medication management processes include those processes
which are directly related to the procurement, safekeeping and disposal of pharmaceutical products
(primarily medications). The identified processes are prescribing (Deb et al., 2006; DHHS, 2017;
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HIQA, 2015; NFVB, 2009; NIHCE, 2014); ordering (DHHS, 2017; HIQA, 2015; NFVB, 2009;
NIHCE, 2014); transcription of orders (HIQA, 2015); verbal and emergency orders (HIQA, 2015;
NFVB, 2009); packaging and labelling (NFVB, 2009); dispensing and supplying (NIHCE, 2014);
collecting and transporting (NFVB, 2009); receiving (NIHCE, 2014); storage (DHHS, 2017,
HIQA, 2015; NFVB, 2009; NIHCE, 2014); reconciliation (HIQA, 2015; NIHCE, 2014); and
disposal (Department of Social and Health Services (DSHS), 2017; DHHS, 2017; HIQA, 2015;
NFVB, 2009; NIHCE, 2014).

Medication administration processes. Twelve medication administration processes were identified in
the policy and procedural guideline sources. These encompassed administration of medications to
people with an intellectual disability either by staff members, informal carers or by the persons
themselves. Many documents referred to basic administration principles, such as the rights of
administration (Dickens et al., 2006; HIQA, 2015; NIHCE, 2014). The identified processes are
administration (via various routes) (DHHS, 2017; HIQA, 2015; NFVB, 2009); administration of ‘as
required’ and emergency medication (DHHS, 2017; HIQA, 2015; NFVB, 2009); administration of
schedule and high-alert medication (HIQA, 2015; NFVB, 2009); self-administration (DSHS, 2017,
HIQA, 2015; NFVB, 2009; NIHCE, 2014); medication refusal (DHHS, 2017; DSHS, 2017; HIQA,
2015); covert administration of medication (HIQA, 2015; National Health Service (NHS) Trafford,
2013; NFVB, 2009; NIHCE, 2014); altering delivery form (crushing tablets etc.) (DHHS, 2017,
NFVB, 2009); administration of over-the-counter and non-prescription medications (DHHS, 2017;
HIQA, 2015; NFVB, 2009; NIHCE, 2014); off-site administration of medications (DHHS, 2017);
complex care and polypharmacy (Deb et al., 2006; DHHS, 2017; NFVB, 2009); safeguarding and
monitoring for adverse reactions (Deb et al., 2006; DHHS, 2017; NFVB, 2009; NIHCE, 2014).

Administrative processes. Eight administrative processes were described. These pertained to actions,
which either underpinned or met regulatory requirements related to medication management and/
or administration. Some published sources noted the importance of these in the safe and smooth
conduct of other medication processes. Thus, Burrow and Rimmer (1997) highlighted that poor
communication can result in fragmentation of care while others (Brasi¢ et al., 2000; Davis, 2014;
Donnelly, 2013; Shaw and Hodson, 2016) identified the need for medication reviews to be
undertaken at specified intervals. Many authors, though, recommended the provision of education
and training to staff (Burrow and Rimmer, 1997; Dam et al., 2015; Davis, 2014; Davis et al., 2015;
Deepak et al., 2012; Erickson et al., 2016; Halder et al., 2012; Heslop et al., 2005; Joos et al., 2015,
2016a), informal carers (Burrow and Rimmer, 1997; Doyle and Cronin, 2017; Erickson et al.,
2016; Halder et al., 2012; Heslop et al., 2005) and people with an intellectual disability (Buckley,
2013; Burrow and Rimmer, 1997; Davis et al., 2016; Donnelly, 2013; Erickson et al., 2016; Heslop
et al., 2005; Rasaratnam et al., 2004), with Rasaratnam et al. (2004) noting that lack of the same
can lead to uninformed negative perspectives on medications among people with an intellectual
disability and their carers. The administrative processes that were identified are undertaking
medication review (Deb et al., 2006; DHHS, 2017; HIQA, 2015; NIHCE, 2014); recording keeping
(DHHS, 2017; DSHS, 2017; HIQA, 2015; NFVB, 2009; NIHCE, 2014); communicating (DHHS,
2017); managing medication incidents/errors (DHHS, 2017; HIQA, 2015; NFVB, 2009; NIHCE,
2014); safeguarding and monitoring for adverse reactions (Deb et al., 2006; DHHS, 2017; NFVB,
2009; NIHCE, 2014); obtaining consent (Deb et al., 2006, DHHS, 2017; DSHS, 2017; NHS
Trafford, 2013; NIHCE, 2014); assessing capacity (Deb et al., 2006; DHHS, 2017; NHS Trafford,
2013) education and training (Deb et al., 2006; NFVB, 2009; NIHCE, 2014).
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Research objective 4

The review also considered assessment tools that are available to support the person with an
intellectual disability in the self-administration and self-management of medication. Six sources
were located, providing information on assessment tools to support the person with an intellectual
disability in the self-administration and self-management of medication (Table 10).

While no sources were identified that definitively showed a link between support and successful
self-management, several approaches were described (Bosner and Belfiore, 2001; Brickey, 1978;
Davis et al., 2016). Two studies (Bosner and Belfiore, 2001; Brickey, 1978) focused on the
employment of behavioural approaches to support skills teaching. Thus, specific medication
management tasks were analysed and broken into steps, rewards provided to reinforce completion
of a step, and fading to achieve maintenance. The medication management skills for example
included self-administration of insulin (Bosner and Belfiore, 2001). Such approaches are useful in
the learning and undertaking of specific behavioural tasks, but medication management, as noted
in the previous section, encompasses more than discrete tasks; it also involves knowledge,
reflection and judgement (Crossley and Withers, 2009; Davis et al., 2016). Davis et al. (2016) in
their study of knowledge in relation to asthma medications noted the complex nature of self-
managing medications (storage, administration, monitoring and reporting back) and proposed
that written asthma action plans might be devised and used to support people with an intellectual
disability to manage their own medications. Crossley and Withers (2009) in seeking to understand
how people with an intellectual disability experience medication management identified the
challenges they often have communicating issues, such as side effects, back to the prescribing
clinicians. This may affect them taking ownership of the process and lead to poor compliance with
the medication regimen.

It has been noted that self-management of medications requires judgement or decision-making
(Crossley and Withers, 2009). While this issue did not emerge significantly from the published
literature, one source specifically examined the use of information-giving on ability to provide
consent to medications (Ferguson and Murphy, 2014), suggesting that the use of formatted
information with associated training, build capacity in this regard (Brickey, 1978). The issues of
capacity and consent are important as the Assisted Decision-Making (Capacity) Act 2015 (Gov-
ernment of Ireland, 2015) requires a starting point of capacity in relation to decisions.

Research objective 5

Five studies were sourced which addressed metrics, outcome measures and key performance
indicators which pertained to medication management and administration. These are presented in
Table 11.

No evidence was found which explicitly identified metrics or outcome measures in respect of
medication management in intellectual disability settings, but two potential metrics of quality were
noted. The concept of adherence was discussed in Dharmapuri et al.’s (2015) quantitative
descriptive study and Tan et al.’s (2015) retrospective cohort study. Dharmapuri et al. (2015)
identify the reasons for non-adherence to be multifarious in nature, though Tan et al. (2015), in
their study, noted that rates of non-adherence were lower in intellectual disability populations than
in the general population. They proposed that this pattern was due to the role of non-family
caregivers in their lives. There is no strong evidence to support this but, in the absence of other
outcome measures, adherence or compliance may be a useful proxy metric. It is noted that the
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contexts for adherence, as set out in aforementioned framework documents (DHHS, 2017; HIQA,
2015; NFVB, 2009; NIHCE, 2014), are capacity, consent, refusal and covert administration.

Several other sources examined medication errors (Stupalski and Russell, 1999; Thurtle, 2000;
Zaal et al., 2016). Two of these were descriptive studies while one piloted a tool to reduce such
errors (Zaal et al., 2016). The reasons for medication errors were noted to include polypharmacy
(Zaal et al., 2016), monitoring issues (e.g. serum levels of medications or blood pressure) (Zaal
et al., 2016), systemic issues (e.g. systems to monitor and improve supply, administration and
prevent medication errors) (Stupalski and Russell, 1999) and communication breakdown during
the processes of medication administration (Thurtle, 2000). Two sources proposed the collation of
medication error data for the purpose of reducing their occurrence (Stupalski and Russell, 1999;
Thurtle, 2000) while Zaal et al. (2016) recommended that such data should be collected system-
atically. While the literature does not provide evidence per se regarding the use of medication data
as an outcome metric, it is notable that one (Stupalski and Russell, 1999) does propose the use of
medication error data for the purpose of staff performance evaluation.

Limitations

This review has sought to set out the current status of knowledge on medication management and
administration in intellectual disability settings. The dearth of strong evidence suggests that there
is a need for research to be conducted to support practice. In particular, the lack of controlled trials
and the preponderance of qualitative (including single case) studies have made it difficult to assess
risk of bias. While the authors were aware of the existence of local guidelines and policies within
intellectual disability services, services contacted expressed concern that any assessment of these
could have negative consequences for their use. Thus, it was not possible to use these for the
purposes of the review. The absence overarching frameworks or models for self-administration by
people with an intellectual disability in the literature may be resulting in reactionary responses at
local levels which have not filtered down to academic papers. Alternatively, this may be a con-
sequence of self-administration not being considered for people with an intellectual disability.

Finally, it is acknowledged that sources in languages other than English may have been missed,
due to an English language limitation at full-text level.

Conclusion

This review has sought to systematically examine the literature in respect of medication man-
agement and medication administration in intellectual disability settings. Five review objectives
were put to the literature, examining frameworks for medication management, seeking evidence
for the effectiveness of collaborative practice, describing the key processes requiring guideline
development, identifying assessment tools to support self-management and administration and
considering potential metrics to evaluate efficacy of medication management.

It is clear that the evidence in respect of these questions is limited and of questionable quality.
Thus, even national guideline documentation fails to demonstrate a strong evidence base and
appears to be grounded in traditional knowing and practice. This review does not suggest that the
guidelines and proposed practices are unfounded, but rather that the absence of strong evidence
leaves them open to question and potential challenge. Despite this, the review did identify policies
and one framework that could form the basis for developing approaches that can be researched. A
similar situation was found in respect of collaboration practice, with propositions that such
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collaboration should be instigated within medication management practice. While this seems
intuitively to be the case, particularly in the light of the complex and numerous processes, the
efficacy of such propositions needs to be tested. Many processes were found to be associated with
medication management, medication administration and ancillary activities. These may provide
direction for policy and framework developers as to what processes need to be enacted in their
services. Again, there is no clear evidence to support their use and if they are included, they should
be subjected to audit.

In the light of greater emphasis on self-determination and human rights (Government of Ireland,
2015; NIHCE, 2014; United Nations, 2006), there has been increased attention given to self-
administration of medication, with studies exploring skill development and service policies
assessing capacity of people with an intellectual disability to manage their own medications. The
evidence regarding assessment tools for supporting self-medication is scant and lacking quality.
There is a need for research in this regard, both examining the effectiveness of education and
training, while also considering the place, and indeed role, of consent in relation to the medication
regimen.

Finally, no clear metrics were identified which have been used to demonstrate the outcomes of
medication management. The only concepts that could be useful relate to adherence/compliance
and medication errors. These, however, take no account of the experience of the people who are
taking the medications.
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