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Overview

This thesis examines the problem of pain under-treatment in older adults, particularly
those with dementia, and explores the role of staff training in improving pain care
practices. Part 1 is a literature review of educational interventions to improve pain
management in residential care settings. This review explores the impact of educational
interventions on pain care at three levels: staff competence; clinical practice; and patient
outcomes. There is also consideration of the relevant barriers to implementation of staff

training interventions.

The main body of the thesis is Part 2, which is an empirical study examining the
feasibility of a training intervention for care staff. The training focuses on enhancing
beliefs of personhood in dementia alongside education in current best practice for
assessing pain. The effects of the intervention on pain care practices and residents’ pain
are examined, in addition to evaluating the influence on staff knowledge and beliefs.
Acceptability of the intervention design and feasibility of study processes are also

explored.

The empirical paper is followed by Part 3, which is a critical appraisal of the
work undertaken. A reflection on the process of delivering the training intervention is
provided, with further consideration given to the barriers to change in pain care practices
and wider challenges to conducting research in care homes. Successful strategies for

mitigating barriers are discussed, and recommendations for future research are provided.
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Part 1: Literature Review
Can Educational Interventions for Care Home Staff Improve Pain Management in

Older Adults? A Systematic Review.



Abstract

Background: Pain is under-recognised and under-treated among older adults living in
care homes. Knowledge, beliefs and attitudes of caregivers can significantly affect pain
care provision. Therefore, educating care staff on pain assessment and treatment is
potentially valuable. This review aimed to establish the effectiveness of educational
interventions on pain management for staff in care settings, and any barriers to

implementation.

Method: A systematic literature search identified 1069 potentially relevant publications.
Ten studies, published between 2000 and 2014, met the inclusion criteria and were

included in the final review. Quality of studies was rated using pre-specified criteria.

Results: Overall the quality of studies was found to be poor. Nine studies reported a
significant change in at least one domain, with the main focus on increasing staff
knowledge or change in pain care practice. Only two studies reported a significant
decrease in resident pain. No clear pattern between intensity and content was observed,
but multifaceted studies may be more successful in achieving change in clinical practice.
Four categories of barriers to implementation were observed: 1) resource constraints, 2)

organisational culture, 3) communication, and 4) attitudes and beliefs.

Conclusions: Staff education can improve aspects of pain care for older adults in
residential care settings, although effects of interventions were variable and
methodological limitations negated clear conclusions. A greater emphasis should be

placed on obtaining outcomes of residents’ pain in future research.



Pain in Older Adults

Pain is common among older adults, with between 20-46% of older people in the
community estimated to be experiencing pain at any one time (Abdulla et al., 2013).
Among older adults in care settings the prevalence estimates are much higher, ranging
from 28-73% for current pain (McClean & Higginbotham, 2002; Tsai, Lai, & Chu,
2004; Asghari, Ghaderi, & Ashory, 2006; Boerlage, van Dijk, Stronks, de Wit, & van
der Rijt, 2008; Reis, Torres, & Reis, 2008; Achterberg et al., 2010) and 83-93% for
chronic (i.e. persistent) pain (Weiner, Peterson, Ladd, McConnell, & Keefe, 1999;
Boerlage et al., 2008; Zanocchi et al., 2008).

It is widely acknowledged that pain is under-recognised and under-treated in
older adults, particularly those living with dementia (Hadjistavropoulos et al., 2014;
Horgas & Tsai, 1998; Sengstaken & King, 1993). The degree of under treatment can be
substantial, with one survey of over 13,000 nursing home residents finding that over a
quarter of those with daily pain received no analgesics (Bernabei et al., 1998). Another
study in a hospital setting found that most elderly patients received inadequate pain
treatment, and even in a postoperative context where pain is a predictable outcome, a
quarter had no standing prescription for analgesia (Morrison & Siu, 2000).

The consequences of untreated pain in older adults are wide-reaching and include
greater limitations in activities of daily living (Cadogan et al., 2008; van Herk et al.,
2009), poorer appetite (Bosley, Weiner, Rudy, & Granieri, 2004), sleep disturbance
(Giron et al., 2002) and reduced quality of life (Asghari et al., 2006; Zanocchi et al.,
2008; Torvik, Kaasa, Kirkevold, & Rustgen, 2010). Pain has also been found to be

strongly associated with depression and anxiety (Bartels et al., 2003; Jongenelis et al.,



2004; Smalbrugge, Jongenelis, Pot, Beekman, & Eefsting, 2007), and with behavioural
disturbances in older adults with dementia (Husebo, Ballard, Sandvik, Nilsen, &
Aarsland, 2011); Sampson et al., 2015).

Although the problem of under-detection of pain in this population has been
widely documented and discussed, the Care Quality Commission (CQC), which is the
government regulatory body for care homes, currently has no standards for pain care and
it is not part of their current inspection. Therefore, pain care can vary greatly across care

homes in the UK, the majority of which are independently owned (Napp, 2014).

Challenges of assessing and treating pain in residential settings

There are numerous reasons why effective pain management is a problem in care
settings. Self-report is held up as the gold standard of pain assessment, but relying on
self-report can be problematic when assessing pain in older adults due to the high
prevalence of sensory and cognitive impairments, and pervasive attitudes that may lead
to under-reporting. Other barriers to adequate pain care in these settings include
caregivers’ inability to perceive and accurately assess pain due to inadequate staffing,

gaps in knowledge, and unhelpful beliefs about pain and aging.

Under-report by residents

There is evidence that older adults are often reluctant to report or discuss their
pain due to stoicism and beliefs that pain is a natural and inevitable part of aging (Hess,
2004; Schofield, 2006; Boerlage et al., 2008). Other barriers to self-report cited by older
adults include concerns that reporting pain may result in admission to hospital

(Brockopp, Warden, Colclough, & Brockopp, 1996), and not wanting to take medication
4



for fear of addiction (Hadjistavropoulos & Craig, 2004;  Martin, Williams,
Hadjistavropoulos, Hadjistavropoulos, & MacLean, 2005). Societal attitudes can also
influence decisions not to report pain, as pervasive beliefs about pain being part of old
age lead to perceptions that older people are expected to simply endure pain and that
expressions of pain are seen as analogous to ‘whining” (Martin et al., 2005).

One study of over 2000 nursing home residents found that more than half of
those reporting pain had not requested medication (Jones et al., 2006); residents reported
not requesting medication due to concerns about how staff may respond, or perceptions
that they were too busy. Qualitative research into attitudinal barriers has also shown that
residents may not report pain for fear of being labelled a ‘bad patient’, and highlights the
role of specific pain beliefs, for example that chronic pain has little potential to change
(Cairncross, Magee, & Askham, 2007; Weiner & Rudy, 2002; Higgins, Madjar, &
Walton, 2004). In a recent collaborative project between the British Pain Society and
Help the Aged these sorts of beliefs, as well as evidence of internalised ageism, were
highly apparent in older people’s accounts of their experiences of pain (Kumar &

Allcock, 2008).

Influence of caregiver attitudes and beliefs

Inaccurate beliefs of caregivers may be one reason for under-detection and
under-treatment of pain. One study found a large proportion of nurses in residential
homes thought that it was more appropriate for residents to be prescribed analgesics on
an as-needed basis, rather than a fixed schedule (Cramer, 2000). This approach is likely
to lead to under-treatment, especially in dementia, if people are less able to report pain

or request medication. Similarly, another study reported evidence of key deficits in
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nurses’ knowledge of effective pain care, despite staff reporting being satisfied that pain
was accurately assessed and treated in their nursing home (Zwakhalen, Hamers,
Peijnenburg, & Berger, 2007).

Health care professional attitudes about pain can significantly influence their
provision of care (Darlow et al., 2012). Myths about pain and aging are prevalent
among care staff (Martin et al., 2005; Sloman, Ahern, Wright, & Brown, 2001). In one
study 26% of nurses said they did not think residents should necessarily be in a pain free
state (Mrozek & Werner, 2001). Such attitudes, which are in line with older adult’s
beliefs that pain is an unavoidable part of aging, are likely to greatly increase the risk of
under-detection of pain.

Another important factor is that caregivers’ ratings of residents’ pain do not
always correlate significantly with administration of pain medications (Kaasalainen et
al.,, 1998). An experimental study (Katsma & Souza, 2000) using unambiguous
vignettes of pain found that less than half of long-term care staff indicated that they
would advocate increasing analgesic dosage, even though most assessed pain correctly.
Possible reasons for under-treatment of pain include a lack of confidence in the
reliability of the pain assessment (Clark, Fink, Pennington, & Jones, 2006), reluctance to
administer medications due to concerns about side-effects, overdose or addiction
(Kaasalainen et al., 2007; Tarzian & Hoffmann, 2005) and empathy burnout (Katsma &

Souza, 2000).



Organisational factors
Poor pain management practices may also be due to the environment and culture of

residential care settings. Homes rarely have a standardised organisational approach to
pain management (Allcock, McGarry, & Elkan, 2002; Tarzian & Hoffmann, 2005), and
there is often poor communication across disciplines (Martin et al., 2005). Most
residential facilities do not have a dedicated physician, and residents report that they see
their GP infrequently and often do not feel involved in decisions about their pain care
(Cairncross, et al., 2007).

Inconsistent care due to high staff turnover and staff shortages are cited by staff
as a key barrier to effective pain care in this setting (Kaasalainen et al., 2007; Weiner &
Rudy, 2002). Lack of time and staff shortages may mean that reports of pain can often
go undocumented or residents are not asked about pain (Cairncross, et al., 2007; Cohen-
Mansfield & Lipson, 2002). One UK study in 24 nursing homes found that less than
half of residents reported staff asking about their pain and perceived time pressures on
care assistants to be the main cause (Cairncross, et al., 2007).

The majority of direct resident care is conducted by care or nursing assistants,
who have little or no training in pain management (Allcock, et al., 2002; Mozley et al.,
2004). One of the few UK based studies found that 44% of nurses and 85% of care
assistants had received no training on pain management in older people and, despite
there being several observational pain assessment tools available, 75% of homes
reported that they did not utilise any (Allcock et al., 2002). Managers in care homes are
often unaware of current evidence-base practice in pain care, and their decisions and
policies may be influenced by outdated or inaccurate beliefs (Barry, Parsons, Peter

Passmore, & Hughes, 2012).



Educational programmes to improve pain care

Given the evidence that gaps in knowledge and caregiver attitudes and beliefs act
as a barrier to effective pain care in residential homes there have been many calls for
focused educational interventions for staff (Katsma & Souza, 2000; Tsai, Lai, & Chu,
2004; McConigley, Toye, Goucke, & Kristjanson, 2008; Alexus, Talusan, & Chen,
2009; Tse, Leung, & Ho, 2012). Improved education is identified by caregivers as key
to improving pain care practices (Martin et al., 2005), and even health care professionals
who have significant experience working in care settings identify pain assessment as a
significant educational need (Tousignant-Laflamme et al., 2012).

Educational programmes have the potential to challenge ageist notions (Cowan,
Roberts, Fitzpatrick, & While, 2003) and modify attitudinal barriers (Dobbs, Baker,
Carrion, Vongxaiburana, & Hyer, 2014). They can also correct misinformed beliefs,
target gaps in knowledge, and promote use of the available pain assessment tools
(Achterberg et al., 2013). However, formats of educational interventions can differ
greatly, from the provision of written information to long-term individually tailored
programmes, and have varying degrees of effectiveness on behaviour change (Grimshaw
et al., 2001). A recent Cochrane review, which examined 81 educational training
interventions for healthcare professionals, found mixed interactive and didactic methods
were more effective in improving both clinical practice and patient outcomes, compared
with interventions that used either alone (Forsetlund et al., 2009).

It is also useful to distinguish between the different levels at which interventions
can be implemented in order to effect change: staff competence; clinical practice; and

patient outcomes, such as pain (Forsetlund et al., 2009). Multifaceted interventions,



which act at different levels, have been shown to be the most effective (Grimshaw et al.,

2001).

Existing literature reviews

Two existing reviews have examined the effectiveness of pain interventions in
residential care settings. Herman, Johnson, Ritchie and Parmelee (2009) examined the
literature on pain management interventions delivered in nursing homes, including
therapeutic interventions for residents and staff programmes. The review of 21 studies
reported that fourteen targeted staff and twelve involved an educational component. The
heterogeneity of interventions and outcomes measures, alongside widespread
methodological weaknesses, made it difficult to draw clear conclusions regarding
effectiveness. It was noted that many studies measured process endpoints, such as
improved documentation of pain assessment or staff knowledge. Whilst these outcomes
can be useful indicators of effective pain care they should ideally be used in addition to
direct measures of residents’ pain levels and not as a substitute.

Similarly, Swafford, Miller, Tsai, Herr & Ersek (2009) reviewed many of the
same studies as Herman et al. (2009), but focused on the improvement of pain care
processes, such as implementing new frameworks or decision support tools. Of 10
studies reviewed, the majority were classified as quality improvement (QI) initiatives,
which are usually smaller-scale projects using a research-audit cycle design. All studies
had an educational component, but these varied considerably in terms of format,

intensity and target audience and were generally one part of a multicomponent



intervention. Findings suggested that implementation of organisational changes and
decision-support algorithms can be effective, particularly in the context of continuous
evaluation and feedback of the targeted outcomes.

Both existing reviews highlighted the difficultly in establishing the effectiveness
of individual components such as education and raised methodological concerns. Also,
while the existing reviews provide useful information about interventions targeting care
staff, neither examined the barriers or facilitators to implementation of interventions in

residential settings.

Current literature review

There has been no review to date which has specifically investigated educational
training programmes for increasing the skills of care staff in providing effective pain
care in residential settings, and potential barriers. The current review aims to update the
previous reviews, which only included studies published up until 2007, but will focus

specifically on educational interventions targeting care staff.

Literature review questions

This review addresses the following research questions:
(1) Can staff education improve pain care for older adults in care settings?
(2) Do the effects of interventions vary according to the content, intensity, or format of

the educational programme?
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(3) What are the barriers and facilitators to implementation of staff education

interventions focusing on pain management in care settings?

Method

Search strategy’

A systematic literature search was conducted using PsychINFO, PubMed (MEDLINE),
the Cumulative Index to Nursing and Allied Health Literature (CINAHL), and the
Cochrane Library in February 2015. In addition, citation searching was conducted using
Web of Science. Text words (or ‘keywords’) and Subject Headings (i.e. MeSH terms)
for the following were combined:

Pain: (“Pain”’[mesh:exp] OR pain[tw] OR pain*[tw] OR discomfort[tw] OR analgesic
OR analgesic*)

Educational interventions: (“Training”[mesh:exp] OR “Education”[mesh:exp] OR
intervention*[tw] OR training[tw] OR education[tw] OR program?[tw] OR ‘quality
improvement’[tw])

In residential care homes: (nursing home*[tw] OR care home*[tw] OR assisted living
residence[tw] OR residential care[tw] OR residential home[tw] OR long-term care[tw]

OR skilled nursing facility[tw])

! [tw] indicates text word; [mesh:exp] denotes subject heading where search exploded (i.e. inclusion of all
subsidiary heading terms); * denotes truncation and ? wildcard usage to detect alternate spellings.

11



Titles, abstracts and excerpts were reviewed according to the inclusion and exclusion

criteria. Reference lists were also reviewed to identify additional publications.

Inclusion- and exclusion criteria

Studies were included if they met the following criteria:

Interventions focused on education designed to help care staff assess or treat pain
in older adults

The setting was a nursing or residential care home

Studies published in English, in peer-reviewed journals

Pain care (i.e. staff or resident endpoints) was evaluated as a primary outcome
measure

Randomised controlled trials (RCTs), quasi-experimental or interrupted time-

series designs and Quality Improvement (QI) projects

Studies were excluded if:

they involved informal or non-paid carers

interventions targeted residents (i.e. provision of pharmacological or non-
pharmacological treatments)

interventions targeted pain as part of the provision of palliative care, as this is a
specific context where awareness of pain would be expected to be much higher
the main focus of the intervention was on the introduction of new protocols
(including decision-support algorithms) or organisational policies, rather than

staff education

12



e they used qualitative or case study designs

Quality analysis

The most relevant quality indicators and risks of bias in educational/staff training
interventions were identified a priori through consultation of the guidelines produced by
The York Centre for Systematic Reviews (University of York, 2009) and PRISMA
(Liberati et al., 2009), and are discussed as part of the results. A component approach,
where risks of bias are considered individually without calculation of a composite score,
allows consideration of context and the relative importance of the various dimensions of
quality (Juni, Altman, & Egger, 2001).

The key components of quality considered to potentially have a bearing on the
results of this review were: (a) choice of outcomes measures (i.e. appropriateness,
reliability and validity); (b) method of data analysis (i.e. sampling informed by power
analysis, significance testing or analysis of clinical significance if appropriate or
Intention-to-treat (ITT) analysis in cluster randomised controlled trials (CRCTS)); ()
attrition (i.e. dropout rate low or not likely to have introduced bias); (d) Follow-up
period (i.e. long enough to identify changes in outcomes and demonstration of
maintained benefits beyond intervention period); and (e) appropriate blinding of
assessors (i.e. outcome assessment blind to treatment changes, or in CRCTs appropriate

blinding to treatment status).
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Results

Overview of results

As illustrated in Figure 1., the initial literature searches yielded 1439 hits: 1407
from database searches and 32 from citation searching, either by hand or using the
Citation Index of Web of Science. After duplicates were removed, careful analysis of
the 1069 unique hits by title and abstract identified 63 full-text papers that were screened
for inclusion. Twelve papers describing 10 interventions met the inclusion criteria and
were included in the final review (see Figure 1. and Table 1); one paper described data
from the same study and another was a pilot of the intervention, the data from which was
analysed as part of the main study. Sixteen full-text articles were not published as
primary empirical data and the remaining full-text articles were excluded if the
intervention focused on the introduction of new protocols or organisational policies (12),
targeted residents (11), targeted pain as part of palliative care (7), or involved the
development or evaluation of a specific pain assessment tool (5).

The majority of studies were conducted in the US (70%), with two from Canada
(20%) and one from China (10%). Six studies were conducted in nursing homes and
four described the setting as long-term care, which is generally used to describe
residential settings without round-the-clock nursing input, but terms are often used
interchangeably. Although no limits were applied to the searches, all studies included
were published in 2000 or later.

Half of the studies included (Baier et al., 2004; Horner, Hanson, Wood, Silver, &

Reynolds, 2005; Jones, Fink, Pepper, et al., 2004; Jones, Fink, Vojir, et al., 2004;
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Stevenson, Dahl, Berry, Beck, & Griffie, 2006; Weissman, Griffie, Muchka, & Matson,
2000) were also included in both previous reviews (Herman et al., 2009; Swafford et al.,

2009).

Design and methodological quality

There was wide heterogeneity of study designs. Only one RCT was included
(Ghandehari et al., 2013), with the majority of studies using quasi-experimental designs.
Two studies included non-randomised control groups: one was comparative (Jones,
Fink, Pepper, et al., 2004; Jones, Fink, Vojir, et al., 2004), and the other was a non-
equivalent natural control group (Baier et al., 2004). Seven studies were non-controlled:
two used a pre-test/post-test design (Gagnon, Hadjistavropoulos, & Williams, 2013; Tse
& Ho, 2014); and the remaining five studies were QI projects, three of which used an
interrupted time series design (Fine et al., 2014; Long, 2013; Long et al., 2010;
Weissman, et al., 2000), and two pre-test/post-test (Horner, et al., 2005; Stevenson, et
al., 2006).

Overall methodological quality appeared weak, although this was often difficult
to differentiate from poor quality reporting, particularly in QI projects. None of the
studies used a power analysis to inform sample size, only one study employed
appropriate blinding of assessors, out of six where it would have been appropriate. Also,
many studies did not report or account for possible bias due to attrition, and few used

validated outcome measures.
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= final review Duplicates (2)
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Figure 1: Flow chart of study selection process
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Table 1

Summary of included studies

Author, Design, setting N Intervention, format, duration Results Quality components
year, and intensity
country
Baieret  Quasi-experimental  Sites Six bi-monthly workshops for Process outcomes Strengths:  Appropriate  outcome
al., 2004  Quality 17 MDTs; audit and feedback; Sig. increase in assessment of pain measures used; large sample size;
Improvement (QI) Staff consultation; resources for and use of non-pharmacological process outcomes well
us project with non- Not staff; between-site information treatments operationalised
equivalent control specified sharing No change in prescription of any pain
group design Residents meds Weaknesses: Only sampled
(natural control 284 at Target audience: MDT residents with pain; sampling not
group, 72 sites) baseline, Format: Mixed Resident outcomes informed by power analysis; no
276 at Duration: 15 months Sig. reduction in prevalence of pain blinding of assessors; no follow-up
Setting: Nursing  follow-up Intensity: 12hrs
homes
Fine et Quasi-experimental Sites Nominated ‘pain  team’ Process outcomes Strengths:  Appropriate  outcome
al,, 2014 (QI project using 8 conducted audit of pain care Random selection of charts showed: measure used; process outcomes
interrupted time Staff practices followed by one-off non-sig. improvements in 3/5 well operationalised; 6wk follow-
us series design) 51 3hr  workshop  targeting performance indicators up; low attrition
Residents specific needs; resources for Sig. increase in the percentage of
50 charts staff; consultation. residents with documented care plan Weaknesses: Sampling not
Setting: Long-term (25 at for acute or chronic pain informed by power analysis; no
care facilities baseline Target audience: All staff blinding of assessors;
and 25 at Format: Mixed
follow-up)  Duration: 8 weeks

Intensity: 3hrs
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Gagnon  Quasi-experimental  Sites

One 45 min video training

Staff outcomes

Outcome measures

Strengths:

et al., (one-group pre- 2  health Sig. increase  in  staff appropriate to intervention aim;
2013 test/post-test care session knowledge of pain assessment ~ Appropriate statistical analysis  of
design) regions Process outcomes guantitative data; some reliable and
Canada Staff No change in clinical practice valid outcome measures; 4 week
Setting: Long-term 148 Target audience: Direct care staff evident from self-report follow-up
care facilities Residents Format: Didactic
n/a Duration: Follow-up at 4weeks Weaknesses: Level of attrition not
post-intervention reported; sampling not informed by
power analysis; some unvalidatied
Intensity: 45mins outcome measures; possible biased
reporting of outcomes”
Ghande- RCT Sites Three weekly educational Staff outcomes Strengths: Outcome measures
hari et Constructivist 2  health Sig. larger gains in pain appropriate to intervention aim;
al., 2013 education Vs, care sessions led by experts, focussing knowledge and  positive Appropriate statistical analysis  of
attention control  regions changes in some pain beliefs quantitative data; reliable and valid
Canada group Staff on pain assessment and in intervention group outcome measures
131 compared to control.
Setting: Long-term  Residents management. No sig. differences in organic Weaknesses: Level of attrition not
care facilities n/a beliefs about pain. reported; sampling not informed by

Target audience: Direct care staff
Format: Mixed

Duration: 5 weeks

Intensity: 9hrs

power analysis; method of
randomisation not specified

® Table 3 refers to a measure not reported
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Horner et  Quasi-experimental  Sites Two  workshops and two Process outcomes Strengths: Outcome measures
al., 2005 (QI project with 9 teleconferences; conference call Sig. increase in no. of appropriate to intervention aim;
pre-test/post-test Staff to agree action plans; audit and residents being assessed for Appropriate statistical analysis; process
us design) Not feedback; between-site  pain outcome  assessors  blinded and
specified information sharing Sig. increase in  non- reliability established
Setting: Nursing Residents pharmacological treatment
homes 265 Target audience: All staff (role No change in pharmacological Weaknesses: Only sampled residents
specific content) treatments with pain; level of attrition not
Format: Mixed reported; sampling not informed by
Duration: 5 months power analysis; no follow-up
Intensity: ~ 12hrs
Jones, Quasi-experimental  Sites Four 30min educational sessions, Staff outcomes Strengths: Outcome measures
Fink, (non-randomised 12 (6 case, one every 5weeks; separate No sig. increase in staff appropriate to intervention aim;
Vojir et controlled trail) 6 control)  seminar for prescribers; staff knowledge appropriate statistical analysis;
al., 2004 Staff training  video; educational No sig. improvements in
& Jones, Setting: Nursing 378 resources for staff and residents; attitudes and beliefs Weaknesses: some attrition and no
Fink, homes Residents pain team; consultation Process outcomes comparison between completers and
Pepper et 2033 No diff. between treatment drop-outs; sampling not informed by
al., 2004 Target audience: Direct care staff and control in pain power analysis; no follow-up; no
Format: Mixed assessments and reassessments  blinding of assessors
us Duration: 9 months (both showed sig.
Intensity: 2.5hrs improvement)

Resident outcomes
No sig. reduction in residents
reporting pain

19



Long et Quasi-experimental  Sites 5 didactic training modules Staff outcomes Strengths: Outcome measures
al., 2010 (QI project using 2 Sig improvement in staff appropriate to intervention aim;
& Long, interrupted time Staff delivered over 6 months; pain knowledge and attitudes no attrition
2013 series design) 91 Process outcomes
(convenien team oversaw changes in Staff reported barriers (e.g. Weaknesses: Sampling not informed by
us ce sample reluctance to  administer power analysis and small n in some
Setting: Nursing 24 policies; consultation analgesics) mitigated after groups; convenience sample used; no
completed training follow-up; some unvlaidated outcome
homes in a measures) Resident outcomes measures;  inappropriate  statistical
Residents Target audience: All staff MDS data showed reduction analysis "; poor quality reporting of
continuing care Not Format: Didactic in chronic and acute pain, method/results
specified Duration: 6 months maintained at 1lyr (no
retirement Intensity: 8.5hrs significance testing
conducted)
community
Stevens-  Quasi-experimental  Sites Two educational conferences, Staff outcomes Strengths: Large sample size; process
on et al., (QI project using 49 LTCFs Sig. increase in  pain outcomes well operationalised; diff’s
2006 pre-test/post-test (113 total 3-days over 5months; knowledge between completers and drop-outs examined
design) sites) Process outcomes
us Staff consultation; pain  team Sig. increase in structural Weaknesses: High attrition in resident data;
Setting: Long-term 94 pre, 45 elements indicating quality use of unvalidated measure of pain; sampling
care facilities post oversaw changes in policies; of pain assessment not informed by power analysis; no blinding
(LTCFs) Residents Resident outcomes of assessors
260  pre, auditand feedback Sig. decrease in prevalence
of pain according to self-
254 post report

Target audience: Pain team
Format: Mixed

Duration: 10 months
Intensity: ~ 21hrs

® t-tests performed on individual scale items and

no correction for Type | error
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Tse & Quasi-experimental  Sites Eight weekly educational Staff outcomes Strengths: Outcome measures appropriate to
Ho 2014 (One group pre- 4 sessions Sig. increase in knowledge intervention aim;
test/post-test Staff and attitudes re: pain appropriate analysis of data; reliable/valid
China design) 88 Target audience: Direct care management outcome measures
Residents staff Weaknesses: Attrition not reported; sampling
Setting: Nursing n/a Format: Mixed not informed by power analysis; follow-up
homes Duration: 8 weeks period not specified; possible selective
Intensity: 8hrs reporting of outcomes® ; internal pilot data
included in analysis unacknowledged
Weissm-  Quasi-experimental  Sites Four education Process outcomes Strengths: Outcome measures appropriate to
an et al. (Ql project using 87 workshops, one every 3 Sig. increase in facility pain intervention aim; appropriate analysis of
2000 interrupted time Staff months; pain team oversaw process indicators and data; 2 month follow-up
series design) Not changes in policies; adequate  resident  pain
us specified educational  resources for documentation Weaknesses: Level of attrition not reported,;
Setting: Nursing Residents  staff; audit and feedback sampling not informed by power analysis; no
homes =~ 5 charts blinding of assessors
per site Target audience: MDT

Format: Mixed
Duration: 1 year

Intensity: 20hrs

¢ Qualitative themes not presented
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Outcomes

Staff knowledge and attitudes
Four studies primarily evaluated the effect of educational training on staff knowledge
and beliefs (Gagnon et al., 2013; Ghandehari et al., 2013; Long, 2013; Tse & Ho,
2014), and two included it as one aspect of the evaluation (Jones, Fink, Pepper, et al.,
2004; Stevenson et al., 2006). Most studies used a standardised questionnaire
measure, such as the Pain Beliefs Questionnaire or Pain Knowledge and Beliefs
Questionnaire (Gagnon et al., 2013; Ghandehari et al., 2013; Tse & Ho, 2014), and
some also developed an intervention specific measure of knowledge (Gagnon et al.,
2013; Ghandehari et al., 2013; Stevenson et al., 2006).

One study developed surveys based on pain management guidelines (Jones,
Fink, Pepper, et al., 2004; Jones, Fink, Vojir, et al., 2004) and another utilised these
newly developed survey scales (Long, 2013; Long et al., 2010). Whilst the
knowledge scales developed by Jones, Fink, Pepper, et al. (2004) have the advantage
of being in line with guidelines, and specific to the care environment, they are
unvalidated and the internal reliability of the nurses’ survey was marginal (.61).

Studies which focused on knowledge enhancement all employed appropriate
paired statistical analyses (Gagnon et al., 2013; Ghandehari et al., 2013; Long, 2013;
Tse & Ho, 2014) to assess pre-post change, and two also included detailed qualitative
analysis of intervention acceptability and changes in clinical practice (Gagnon et al.,
2013; Ghandehari et al., 2013). Both multifaceted studies which included knowledge
change as an adjunct were unable to conduct paired analyses, as participants varied

across time-points (Jones, Fink, Pepper, et al., 2004; Stevenson et al., 2006).
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Assessment and treatment practices

The most common type of outcome assessed was change in pain assessment and
treatment practices, which was measured by eight studies (Baier et al., 2004; Fine et
al., 2014; Gagnon et al., 2013; Horner et al., 2005; Jones, Fink, Vojir, et al., 2004;
Long, 2013; Long et al., 2010; Stevenson et al., 2006; Weissman et al., 2000). These
process outcomes were most commonly measured through identification of key
indicators of good pain care practice, based on national guidelines (Baier et al., 2004;
Fine et al., 2014; Horner et al., 2005; Stevenson et al., 2006; Weissman et al., 2000).
One study operationalised good practice indicators, but no rationale was given for
inclusion/choice (Jones, Fink, Pepper, et al., 2004; Jones, Fink, Vojir, et al., 2004)
and the remaining two used self-report of staff obtained through questionnaire or
interview (Gagnon et al., 2013; Long, 2013).

Of the six studies which identified quality indicators, five measured
adherence through reviewing documented practice in residents’ charts, referred to as
chart abstraction (Baier et al., 2004; Fine et al., 2014; Horner et al., 2005; Jones,
Fink, Vojir, et al., 2004; Weissman et al., 2000), but only one study employed
appropriate blinding of assessors (Horner et al., 2005). There was a lack of
standardisation of good practice indicators as, even though many studies
operationalised the same guidelines, there were subtle differences in content and
emphasis (Baier et al., 2004; Fine et al., 2014; Horner et al., 2005; Stevenson et al.,

2006; Weissman et al., 2000).

Residents’ pain levels
Only three studies included a direct measure of residents’ pain levels (Baier et al.,

2004; Jones, Fink, Vojir, et al., 2004; Stevenson et al., 2006), all of which were
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multi-component interventions. Three types of pain measurements were used, the
Minimum Data Set (Centers for Medicare and Medicaid Services, 2013), self-report,
and observation. Baier et al. (2004) used the Minimum Data Set (MDS) to calculate
pain prevalence pre- and post-intervention, but only sampled residents already
identified as having pain. The MDS is a questionnaire measure of residents’ pain,
which is regularly collected as part of the US healthcare insurance system.

Stevenson et al. (2006) developed a self-report measure called the One
Minute Pain Questionnaire which assessed the presence of pain in the last 24 hours
in a random sample of 10 residents in each home pre- and post-intervention. It was
not stated, but presumably non-verbal residents were excluded, as no information
was given about alternative methods of assessment.

The third study (Jones, Fink, Vojir, et al., 2004) used a combination of data
from the MDS, self-report and observation. A 20% sample of residents was
interviewed at each time point, but no information was provided on how residents
were selected. Also, the authors state that residents unable to self-report were
observed for signs of pain, but formal observational tools were not employed and no

information is provided on the behavioural signs of pain assessed.

Description and evaluation of educational programmes

Educational intervention alone

Three studies purely provided education to a target audience of direct care staff, all
of which primarily aimed to modify staff knowledge and beliefs (Gagnon et al.,
2013; Ghandehari et al., 2013; Tse & Ho, 2014). Gagnon et al. (2013) reported that a

one-off video training session significantly increased knowledge of pain assessment
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among a sample of 148 care staff, but effects were not maintained at four week
follow-up. Despite an increase in knowledge, thematic content analysis of focus
group data indicated no changes in clinical practice. Also, although a validated
measure of pain beliefs (PBQ: Edwards, Pearce, Turner-Stokes, & Jones, 1992) was
included, this was used in an analysis of possible contributors to evaluation of the
training, rather than a measure of pre-post change. The authors propose
implementation of a model of practice change with pervasive managerial support to
achieve sustained change. Findings from this well designed study indicate that a
short video intervention can increase staff knowledge, but the absence of a control
group means findings are not necessarily attributable to the intervention.

In the only RCT included, Ghandehari et al. (2013) compared expert-led
training, taking a constructivist approach to education, with an attention control
group. Nine hours of training delivered in three weekly sessions was found to
significantly increase knowledge and beliefs on standardized measures and staff in
the intervention group were four times more likely to report implementing pain
management strategies than those in the control group.

A quasi-experimental pre-post design study examined the effectiveness of an
8-week educational programme using mixed interactive and didactic methods (Tse &
Ho, 2014). Study outcomes showed significant improvement in staff knowledge and
attitudes post-interventions. However, poor quality reporting of methodology and

lack of control group undermine confidence in these findings.
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Education with additional interventions

Target audience of direct care staff

A non-randomised controlled study explored the benefits of a multifaceted
intervention, with education based on national guidelines, delivered over nine
months (Jones, Fink, Pepper, et al., 2004; Jones, Fink, Vojir, et al., 2004). In addition
to educational sessions, the intervention included formation of a pain team to drive
forward practice change, expert consultation, and a separate seminar targeting
prescribers. The educational component was relatively low intensity, with four
30min sessions delivered over six months, and authors report lack of prioritisation
and high staff turnover resulted in low attendance. Overall outcomes were poor, with
no significant improvement in staff knowledge or attitudes and no difference in
process or resident outcomes between intervention and control sites. However,
considerable attention was given to what could be learnt from the challenges

encountered.

Education targeting all staff

Similarly to Jones, Fink, Pepper, et al. (2004) and Jones, Fink, Vojir, et al. (2004),
another multifaceted study (Long, 2013; Long et al., 2010) provided consultation and
nominated teams of staff to form working groups alongside an educational
programme. However, this intervention had more of a focus on changing pain
policies, educational content was longer and training targeted all care and ancillary
staff. A significant improvement in staff knowledge and attitudes was seen from
8.5hr of didactic education. Pain prevalence also showed a reduction according to
MDS data, which was maintained at one-year follow-up. However, no significance

testing was conducted and there was no control group.
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Another non-controlled QI project also involved consultation, but instead of
nominating a team, a single pain champion volunteered to oversee the project at each
home (Fine et al., 2014). Pain champions also conducted an audit which informed the
educational component. Education consisted of a one-off 3hr workshop targeting
direct care staff, physicians, and administrative staff, using a mixed interactive and
didactic method. Staff were also provided with written educational resources. The
intervention showed promising results, with a significant increase in pain care
indicators across eight homes, but this was based on self-report of clinicians so
should be interpreted cautiously.

A third QI project used a multifaceted approach, with audit and feedback
(Horner et al., 2005). Approximately 12hrs of education was provided through two
workshops and two teleconferences, with content targeted to professional roles.
Findings showed an increase in number of residents being assessed for pain and in
non-pharmacological treatments, but no overall increase in analgesic use. Authors
suggested the lack of change in pharmacological treatment may have been due to

poor attendance of prescribers.

Education provided to nominated pain team only

Three studies used a different approach, similar to the popular train-the-trainer
model (Levine et al., 2007), choosing to deliver training to a designated team of
representatives from each home. Baier et al. (2004) recruited staff from various
disciplines, including some in leadership positions, to attend six educational
workshops on pain management and receive training in QI methods. The intervention
also employed audit and feedback, but this was conducted subsequent to receiving

the educational intervention. Assessment and non-pharmacological treatment of pain

27



increased and there was reduction in residents’ pain, but no change in prescribing
practices.

A similar QI project also reported increased knowledge and better pain care
practices, leading to lower prevalence of pain according to residents’ self-report
(Stevenson et al., 2006). A small group of staff from 49 care homes attended two
educational conferences and oversaw policy changes directed by audit findings.
Weissman et al. (2000) also reported an increase in pain care quality indicators using
an intervention of similar design and length, but the educational component was not
specifically tailored to facilities’ needs. However, neither study included a control

group, and bias may have been introduced by a lack of blinding of assessors.

Impact of intensity, format and content

Intensity of education varied greatly from one 45min video to 20hr over the period of
one year. No clear relationship was observed between intensity and impact on
outcome. However, less intense interventions were mostly targeted at the level of
competence and did not aim to change pain care practices.

It is not possible to draw firm conclusions from a sample of ten studies, but it
did appear that multifaceted interventions were more successful in achieving change
in clinical practice. However, this may be because single interventions did not target
change at this level. Most studies (80%) used a mixture of didactic (e.g. lectures) and
interactive (e.g. role play, discussions) methods, which is likely to reflect an
awareness of evidence that this format is most effective (Grimshaw et al., 2001).
However, both studies using mainly didactic methods showed some positive impact

(Gagnon et al., 2013; Long, 2013; Long et al., 2010).
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Educational content was mainly derived from national guidelines in pain
management for older adults (Baier et al., 2004; Fine et al., 2014; Jones, Fink,
Pepper, et al., 2004; Jones, Fink, Vojir, et al., 2004), or developed by experts in the
research team (Horner et al., 2005; Tse & Ho, 2014; Weissman, et al., 2000). One
study based the content of their intervention on expert consensus guidelines (Gagnon
et al., 2013), one derived content from previous research (Ghandehari et al., 2013),
and two modified existing training programmes (Long, 2013; Long et al., 2010;
Stevenson et al., 2006). There appeared to be no impact of content on study

outcomes.

Barriers and facilitators to educational programmes

All studies made some reference to the challenges encountered when delivering an
intervention in care homes. Three studies included a dedicated section on the barriers
and/or facilitators (Baier et al., 2004; Gagnon, et al., 2013; Ghandehari et al., 2013)
and one research group published a separate paper covering the topic in detail (Jones,
Fink, Pepper, et al., 2004; Jones, Fink, Vojir, et al., 2004). Barriers fell in four broad
categories: 1) resource constraints, 2) organisational culture, 3) communication, and
4) attitudes and beliefs.

Constraints on resources due to high staff turnover, high workload, staff
shortages and poor attendance were the most common barriers reported (Baier et al.,
2004; Gagnon et al., 2013; Ghandehari et al., 2013; Jones, Fink, Pepper, et al., 2004;
Long, 2013; Tse & Ho, 2014). Attempted solutions included videotaping sessions,
running training more than once, and offering make-up sessions (Jones, Fink, Vojir,

et al., 2004; Tse & Ho, 2014). Stable staffing and high motivation among staff were
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highlighted as particularly helpful. Some studies mentioned the use of incentives
(Jones, Fink, Vojir, et al.,, 2004) but these were not effective in encouraging
attendance.

In terms of organisational barriers, some studies suggested the hierarchical
culture in these settings resulted in the least qualified staff feeling ignored (Gagnon
et al., 2013; Ghandehari et al., 2013; Jones, Fink, Pepper, et al., 2004), and no
strategies for improvement were suggested. Staff feeling empowered by the training
was listed as a facilitator (Ghandehari et al., 2013; Weissman et al., 2000), but again
no direct link was drawn to any aspects of the training which may have achieved this.
Staff in one study (Fine et al., 2014) reported that improved documentation of pain
assessments gave them the confidence to proactively discuss treatment options.

Reports of difficulties in communication between carers and physicians were
common (Baier et al., 2004; Fine et al., 2014; Ghandehari et al., 2013; Jones, Fink,
Pepper, et al., 2004), and some studies that included physicians in the training
reported poor attendance (Fine et al., 2014; Horner et al., 2005; Jones, Fink, Vojir,
2004). One study included targeted outreach for physicians, but found this
unsuccessful (Horner et al., 2005). Poor communication with prescribers can result in
under-treatment if there are delays in speaking with prescribers or caregivers’ reports
are insufficient to inform prescription changes (Baier et al., 2004; Jones, Fink,
Pepper, et al., 2004).

Finally, three studies reported staff attitudes and beliefs as a barrier to
change. Baier et al. (2004) found that staff hesitated to make pharmacological
changes due to feared potential side effects of pain medications. Other studies
reported that some staff were resistant to changing ways of working (Gagnon et al.,

2013) and that unhelpful attitudes were difficult to shift, particularly in less
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qualified staff (Long, 2013). Only one study reported a facilitator in this area, which
was staff directly observing the benefits of implementation of the training (Gagnon et

al., 2013).

Summary of findings

A total of nine studies reported a significant change in at least one domain. Four
studies reported an increase in staff knowledge following training as the primary
finding (Gagnon et al., 2013; Ghandehari et al., 2013; Long, 2013; Tse & Ho, 2014),
five reported it to be process changes (Baier et al., 2004; Fine et al., 2014; Horner et
al., 2005; Stevenson et al., 2006; Weissman et al., 2000), and only two reported a
significant decrease in residents’ levels of pain (Baier et al., 2004; Stevenson et al.,
2006).

Educational interventions appear to be effective in increasing the knowledge
and attitudes of staff, but this effect may not be maintained with less intense
interventions. Also, education alone is unlikely to influence the clinical practice of
staff. Overall, multifaceted interventions were more successful in achieving
behaviour change, and the main process changes observed were in improved pain
assessment and documentation, whereas pharmacological treatment behaviours
appeared more difficult to shift. Few studies used direct measures of residents’ pain
and those which saw an improvement were higher intensity interventions which

targeted nominated pain teams.
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Discussion

The current review provides a comprehensive summary of educational interventions
designed to improve pain management in care homes. Although no time limits were
applied, all of the studies included were published from 2000 onwards,
demonstrating that research in this area has developed relatively recently and is slow
to progress, with only ten studies being published in this time. Overall, results
indicate that pain care education can enhance staff knowledge and modify unhelpful
attitudes. It also appears that multifaceted interventions and those targeting all
disciplines may have greater capacity to mitigate barriers in this setting and show
promising results in improving pain care practices. However, few interventions were
effective in shifting pharmacological treatment behaviours and only two studies saw
a statistically significant reduction in actual pain levels for residents.

Findings are in line with previous reviews, as may be expected given the
significant overlap in the included studies. Swafford et al. (2009) reported that
multifaceted interventions which targeted organisational change were more effective
at changing clinical practice. Also, in line with the findings of Herman et al. (2009),
it was found that process measures were often used as a proxy measure of residents’

pain.

Methodological limitations

A number of common methodological limitations were identified. There was a high
prevalence of factors likely to introduce bias, such as high attrition or lack of
attention to drop-outs, and lack of blinding of assessors. There was no use of power

analysis to inform sample size, which is problematic as overpowered studies make it
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more difficult to maintain intervention fidelity, whereas underpowered studies
increase the risk of Type Il error. Also, 60% of studies obtained post-intervention
data immediately after the end of the programme, and those that included follow-up
periods were typically short. Change in clinical practice may not be immediate and
therefore null findings could be the results of inadequate follow-up.

Many studies developed outcome measures specifically for the intervention
and reliability or validity were rarely assessed. This may introduce bias through
factors such as low test-retest reliability, poor sensitivity to change, or ceiling effects.
Also, the non-standardised nature and heterogeneity of measures makes direct
comparison difficult. Four studies used the MDS, presumably as it is readily
available as regular data reporting is mandated as part of the US healthcare insurance
system. A recent review of pain prevalence in nursing homes found that studies
using the MDS showed the most variation and reported the lowest prevalence,
suggesting that it reflects assessment error (Takai, Yamamoto-Mitani, Okamoto,
Koyama, & Honda, 2010). Research has suggested the MDS is not as sensitive as
proxy report by carers (Fisher et al., 2002) or self-report (Lin, Lum, Mehr, & Kane,
2006), and others have questioned its suitability for use in research (Wang, Kane,
Eberly, Virnig, & Chang, 2009). Although some authors acknowledge the
limitations (Baier et al., 2004), use of measures which are inherently biased by
observer factors highlights the relative lack of importance placed on this significant

factor in pain under-treatment (Hadjistavropoulos et al., 2014).

Recommendations for research

Due to substantial challenges in conducting research in care home settings, small

clinically driven research projects are much more common than experimental studies
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(Maas, Kelley, Park, & Specht, 2002; Murfield, Cooke, Moyle, Shum, & Harrison,
2011), meaning that overall, the available evidence is weak due to poor
methodological quality. Higher quality CRCTSs are obviously needed, but it is also
useful to consider how the methodological rigour of clinically-driven research could
be improved. QI projects are highly valuable, but there is often confusion between QI
or audit and formal research, and the presentation of these projects as research leads
to poor designs and misinterpretation of results (Newhouse, Pettit, Poe, & Rocco,
2006). Clearer differentiation and improvements in quality of reporting would aid
development of practice-based evidence. This could be achieved through better
engagement with ethical review boards or research and development departments (or
equivalents), and through adherence to guidelines designed to improve quality of
reporting of primary research such as TREND and CONSORT (Armstrong et al.,
2008).

This review also highlights that ongoing managerial support and commitment
from those in leadership positions is key to overcoming some of the barriers
encountered during research in these settings. None of the studies included a measure
of organisational support and a lack of attention to this important factor in care home
research has been raised previously (Elliott, Scott, Stirling, Martin, & Robinson,
2012).  Development of empirical measures for known barriers, such as
organisational support, would enable development of an evidence base in this area
and facilitate more effective interventions.

Another important development would be the introduction of theory-
informed interventions, as only 20% of studies in the current review provided any
theoretical rationale for their intervention (Ghandehari et al., 2013; Tse & Ho, 2014).

There are many psychological theories of health behaviour change, and experts in
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implementation science have put forward a theoretical framework designed for use in
research (Cane, O’Connor, & Michie, 2012; Michie et al., 2005).

Finally, none of the included studies were conducted in the UK,
demonstrating a need for investigation of promising interventions in UK care homes,
which have important differences in organisation and financing to care settings in

other countries (Ribbe et al., 1997).

Clinical implications

It is important that behaviour change is not assumed following education or training
and that the impact on residents’ pain is assessed in several different ways. The
current review highlights the many barriers to effective pain care that are present in
care homes, and this information can inform policies and clinical practice guidelines.

Although increased staff knowledge alone is unlikely to be sufficient in
bringing about changes in clinical practice, it may have positive impact on staff
outcomes such as competence and indirect effects on resident care. Previous
research has shown that levels of knowledge are closely associated with job
satisfaction and wellbeing in care staff (Elliott et al., 2012), and that improvements in
knowledge can positively impact upon attitudes and behaviour (Elliott et al., 2012;
Zimmerman et al., 2010).

Using a model where a small number of staff are trained, and both transfer
this learning to other staff and implement practice change, is more cost effective than
providing training for all staff and may have similar results. However, audit cycles
should be implemented to ensure effectiveness, and resident outcomes should be the

main target of change.
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Strengths and limitations of the current review

Some limitations of the current review should be considered. Although the databases
employed were carefully considered, due to the scope of the current review a limited
number were chosen, which could have resulted in some studies being overlooked.
Publication bias should also be considered when interpreting the results, as one
consequence of the underreporting of non-significant results is that reviews can
report overly positive findings (Petticrew & Roberts, 2006).

One of the main strengths of this review was the consideration of barriers and
facilitators reported in this research and specific recommendations for how clinically
driven research might contribute meaningfully to the evidence base through
addressing current weaknesses. When overall methodological quality is poor,
reviews should aim to clearly identify gaps in the research and provide concrete
suggestions for improvements, rather than merely concluding that findings were
inconclusive (Petticrew & Roberts, 2006).

Another strength was the use of a component approach to quality rating.
Quality rating tools can be problematic as many are not based on empirical evidence
(Katrak, Bialocerkowski, Massy-Westropp, Kumar, & Grimmer, 2004), and
summary scores can vary significantly depending on the tool employed and often
weight risks of bias equally (Brouwers et al., 2005). A component approach allows
consideration of context and the relative importance of the various dimensions of
quality in different research settings and overcomes many of these limitations (Jtni

etal., 2001).
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Conclusion

Overall, it appears that staff education can improve aspects of pain care for older
adults in residential care settings. However, there are few high quality studies
examining effectiveness at all three levels (i.e. staff competence, clinical practice and
patient outcomes), and due to the methodological limitations of the current studies
findings should be interpreted cautiously. Also, many studies excluded non-verbal
residents and those with cognitive impairments, often for the reason that it poses
additional challenges, and therefore findings may not be applicable to pain care for
these populations. Higher quality clinically-driven research, and well-designed
controlled studies (e.g. CRCTs), are needed to determine effectiveness of promising
educational interventions for care staff, and greater emphasis should be placed on

obtaining outcomes of residents’ pain.
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Abstract

Background: Pain is under-recognised and under-treated in people with dementia.
Recent research (Hunter et al., 2013) has shown a relationship between care staff’s
beliefs about personhood and increased willingness to provide an appropriate pain
intervention.

Aims: To develop a training intervention for dementia care staff focusing on
enhancing beliefs of personhood alongside education in current best practice for
assessing pain in dementia. This feasibility study tested the acceptability of the
intervention design, examined recruitment and drop out, and can be used to establish
a sample size for future more complex hypothesis-testing studies.

Design: A within-subjects pre/post design was used to evaluate the impact of the
intervention on the assessment and management of pain in two UK care homes.
Primary outcome variables were behavioural observation of residents’ pain levels,
and analgesic administration. Staff beliefs about personhood, and knowledge and
beliefs about pain in dementia were also measured.

Results: Changes in pharmacological treatment practice were classified as
‘improved’ for 53% of residents, and residents with no analgesic prescription at
baseline were signifcanlty more likely to have an ‘as needed’ prescritpion at follow-
up, but there were no significant differences in residents’ overall pain levels. Care
staff knowledge and beliefs about pain in dementia increased significantly following
training, and a small but non-significant improvement was seen in staff beliefs about
personhood in dementia.

Conclusion: Training was found to be acceptable to staff and proved feasible to
implement. The promising findings should now be assessed further in a quasi-
experimental controlled study.
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Pain management in dementia

Although pain is increasingly common with age, it is not an inevitable part of the
aging process. In the UK more than half of those over 65 years old report pain or
discomfort (Office for National Statistics, 1997), and among older adults in
institutional care the prevalence estimates range from 45-83% of respondents
reporting at least one current pain problem (Ferrell, Ferrell, & Osterweil, 1990;
Helme & Gibson, 2001). It is widely recognised that pain is under-recognised and
under-treated in older adults and to the largest degree in people living with dementia
(PwD) (Bernabei et al., 1998; Hadjistavropoulos et al., 2014; Horgas & Tsai, 1998;
Sampson et al., 2015).

Self-report ratings of pain appear to be negatively correlated with degree of
cognitive impairment (Cohen-Mansfield & Lipson, 2002), and nursing home
residents with dementia often receive significantly less pain medication than
cognitively intact residents with similar disorders (Feldt, Ryden, & Miles, 1998;
Husebo et al., 2008; Kaasalainen et al., 1998; Morrison & Siu, 2000). In hospital
settings patients with dementia who had surgery following hip fracture received one
third of the pain medication of those without dementia (Morrison & Siu, 2000).
Also, despite equal prevalence of potentially painful conditions, cognitively impaired
residents are less likely to have fixed-schedule (FSC) prescriptions for analgesics,
instead being given medications on an as-needed (PRN) basis, which increases the
risk of under-treatment (Reynolds, Hanson, DeVellis, Henderson, & Steinhauser,
2008).

Untreated pain leads to reduced quality of life (QoL) (Asghari, Ghaderi, &
Ashory, 2006; Torvik et al., 2010; Zanocchi et al., 2008), poorer appetite (Bosley,

Weiner, Rudy, & Granieri, 2004), sleep disturbance (Giron et al., 2002) and greater
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limitations in activities of daily living (Cadogan et al., 2008; van Herk et al., 2009;
Won et al.,, 1999). Pain in dementia is strongly associated with depression and
anxiety (Bartels et al., 2003; Jongenelis et al., 2004; Smalbrugge, Jongenelis, Pot,
Beekman, & Eefsting, 2007), and with increased behavioural disturbances (Husebo,
Ballard, Sandvik, Nilsen, & Aarsland, 2011; Sampson et al., 2015). In addition, the
behavioural signs associated with pain are often interpreted as a psychological
symptom of dementia and inappropriately treated with psychotropic medications
(Haasum, Fastbom, Fratiglioni, Kareholt, & Johnell, 2011), leading to a cycle of
unmet need and inadequate pain care.

Although the problem of under-detection of pain in this population has been
widely documented, there is little national emphasis on improving pain care, and
only recently has the issue been raised by campaigns such as the ‘See Change: Think
Pain’ campaign (Down, Wikstrém, & Siddorns, 2014). The most recent NICE
guidelines (NICE, 2006) only discuss pain in the context of palliative care, and the
issue of best practice in pain care for people with dementia is not addressed. Also,
the Care Quality Commission (2014), the regulatory body for care homes, currently

has no standards for pain care.

Pain assessment in dementia

Pain is a largely subjective experience, therefore the task of judging another’s pain is
a complex process. Self-report is seen as the gold standard of pain assessment, which
presents an obvious problem for assessing pain in patients with a limited ability to
communicate. Clinicians rely heavily on people’s verbal reports when judging pain
severity and when this is lacking there is a greater degree of underestimation

(Kappesser, Williams, & Prkachin, 2006). Difficulties with abstract thought and lack
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of language associated with cognitive impairment makes self-report of pain
problematic, and presents a substantial barrier to pain assessment (Ferrell, Ferrell, &
Rivera, 1995).

Although recommendations encourage the use of self-report scales, especially
during mild stages of dementia (Corbett et al., 2012), cognitively impaired residents
have much greater difficulty using these instruments accurately, and many are unable
to do so at all (Pautex et al., 2006; Wynne, Ling, & Remsburg, 2000). There is also
evidence that PwD report pain less often than those without (Parmelee, Smith, &
Katz, 1993). Therefore, much research has focussed on the development of
observational measures of pain for use in this population, but although a plethora of
tools have been developed, many require further validation in people with dementia
and are unsuitable or impractical for clinical use due to length or extensive training
requirements (Achterberg et al., 2013; Herr, Bjoro, & Decker, 2006; Qi, Brammer, &
Creedy, 2012). A recent meta-review emphasised that despite several systematic
reviews examining the psychometric properties and clinical utility of the 28 available

tools, clear recommendations cannot be drawn (Lichtner et al., 2014).

Pain management in residential care settings

In the UK there are over 750,000 people living with dementia and approximately one
third live in residential care homes (Alzheimer’s Society, 2007) where there are
numerous barriers to effective pain care. Direct resident care is provided
predominantly by care or nursing assistants with little or no training in pain
management (Allcock, McGarry, & Elkan, 2002; Mozley et al., 2004). In the UK, up
to 85% of care assistants receive no training on pain management in older adults

(Allcock et al., 2002), and more than two thirds of all care staff feel more training on
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pain in dementia is needed (Napp, 2014). Also, care home managers are often
unaware of current evidence-based practice in pain care (Barry, Parsons, Passmore,
& Hughes, 2012), and homes rarely have a standardised organisational approach to
pain management (Allcock et al., 2002; Tarzian & Hoffmann, 2005).

Lack of training and gaps in knowledge result in a lack of competence and
confidence in pain assessments (Clark, Fink, Pennington, & Jones, 2006), and
reluctance to administer medications due to concerns about side-effects, overdose, or
addiction (Kaasalainen et al., 2007; Tarzian & Hoffmann, 2005). Unhelpful attitudes
and inaccurate beliefs, such as that pain is a natural or inevitable part of aging, or
dementia causes people to be insensitive to pain, are common and contribute to
under-treatment (Hadjistavropoulos, Fitzgerald, & Marchildon, 2010). Staff may be
highly uncertain about pain in dementia (Gilmore-Bykovskyi & Bowers, 2013) and
concerned about the authenticity or reliability of reports of pain in people with
dementia (Sengstaken & King, 1993).

Staff cite high turnover and staff shortages as key barriers to effective pain
care in this setting (Kaasalainen et al., 2007; Weiner & Rudy, 2002). Lack of time
and staff shortages may mean that pain is not assessed or reports of pain go
undocumented (Cairncross, Magee, & Askham, 2007; Cohen-Mansfield & Lipson,
2002), and residents who can self-report are reluctant to, as they believe staff are too

busy (Cairncross, et al., 2007).

Interventions to improve pain management in dementia

Whilst there has been much written about the challenges of pain assessment in older

adults with cognitive impairments and the problem of pain under-treatment, there is
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a dearth of research into strategies for improvement, and published guidelines and
recommendations cite limited evidence (Royal College of Physicians, British
Geriatrics Society, & British Pain Society, 2007; Hadjistavropoulos et al., 2007). A
number of interventional studies have focussed on improving pain care in residential
settings (see Part 1. Literature review) (Herman, Johnson, Ritchie, & Parmelee,
2009; Swafford, Miller, Tsai, Herr, & Ersek, 2009). However, few studies have
focused on dementia populations and many exclude residents with cognitive
impairment, often for the reason that it poses additional challenges (Tse & Ho, 2013;

Tse, Vong, & Ho, 2012; Weissman, Griffie, Muchka, & Matson, 2000).

Some interventions have shown promising results in reducing residents’
observable pain behaviours, either through systematic use of observational tools
(Fuchs-Lacelle, Hadjistavropoulos, & Lix, 2008), or algorithms advocating pain
intervention use (Kovach et al., 2006; Kovach, Weissman, Griffie, Matson, &
Muchka, 1999). However, when such interventions are not part of a rigorously
implemented RCT they may fail to be as effective. For example, Cohen-Mansfield
(2014) reported that in one study (Zwakhalen, van’t Hof, & Hamers, 2012), even
with 90% adherence to an observation protocol, pain-relieving interventions were

still not adequately implemented.

Personhood and pain

Tom Kitwood (1997) defined personhood as “a standing or status that is bestowed
upon one human being, by others, in the context of relationship and social being...

impl[ying] recognition, respect, and trust” (p. 8). This idea of personhood-as-status
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builds upon the philosopher Buber’s (1970) interpersonal theory which posits that
personhood is established by the way in which people relate to one another. Buber
(1970) described two distinct ways of relating to others, depicted using the word
pairs ‘I-It” and ‘I-Thou’. The I-It mode of relating implies a detached way of being
which does not seek to acknowledge the individuality of the other, and instead the
other is objectified. In contrast, the I-Thou mode involves engaging the other and
relating to them in a genuine way.

The idea that perceptions of personhood influence approaches to pain
management has been put forward several times. Kitwood (1997) talked about
paying attention to pain as an integral part of the provision of person-centred care,
and more recently a model of person-centred care which highlights the importance of
paying attention to pain was proposed (Buron, 2008). The strongest case for the
hypothesis that beliefs about personhood play a key role in pain under-treatment in
dementia was provided by Malloy and Hadjistavropoulos (2004), who asserted that
perceptions of personhood in PwD, regardless of the degree of cognitive impairment,
would increase caregivers’ awareness of pain and willingness to address it.

Recent research (Hunter et al., 2013) has shown that there is a relationship
between beliefs about personhood and intended approaches to pain care among
dementia care staff. This study found that staff who held stronger beliefs about the
personhood of PwD were more likely to respond to vignettes in ways which
indicated greater awareness of pain and increased willingness to provide an
appropriate intervention.

One way in which personhood beliefs may influence approaches to pain
management in PwD could be through influencing the amount of empathy caregivers

feel for the patient. Decety and Lamm (2006) present a model of empathy as a
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complex interplay of both bottom-up (emotional reactions) and top-down (executive
control) information processing. When applied to the perception of pain in others
(Craig, Versloot, Goubert, Vervoort, & Crombez, 2010; Goubert et al., 2005), this
model explains empathy as the product of automatic reactions to the painful reactions
of others (bottom-up information), to which meaning is attached through use of top-
down information (i.e. application of the prior knowledge, experience, beliefs,
attitudes and biases of the observer).

Empathy plays an important role in pain treatment biases. For example,
Drwecki, Moore, Ward, & Prkachin (2011) found empathy biases predicted
disparities in pain treatment, and participants who engaged in an brief exercise
designed to enhance empathy, showed at least a 55% reduction in pain treatment bias
compared to controls. Qualitative research with care staff found that empathy was
related to greater realisation of the importance of appropriate pain care, such as the
advantages of fixed schedule prescriptions over prn schedules (Dobbs, Baker,
Carrion, Vongxaiburana, & Hyer, 2014), and that empathy achieved through role-
taking was associated with descriptions of good clinical practice in palliative care

(Schell & Kayser-Jones, 2007).

Communication of pain as a social transaction

Currently, the emphasis on development of behavioural observation tools reflects the
fact that the problem of pain under-treatment is conceptualised as one of inability to
identify pain in those with cognitive impairments. Therefore, the approach taken is
facilitation of a more accurate or systematic assessment of pain. This
conceptualisation neglects to pay sufficient attention to the pain assessment as a

judgement, and the complexities involved. Measuring and assessing pain accurately
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is of great importance. However, the observer must first be aware of, and willing to
treat pain, in order to be motivated to assess it.

Experts in the field have advocated that pain assessment should be
understood as social transaction rather than an objective process (Schiavenato &
Craig, 2010; Tait, 2013). The communications model (Hadjistavropoulos & Craig,
2002) states that expressions of pain are messages which need to be decoded by
observers. Non-verbal behaviours are more difficult to decode than verbal, so the
transaction is vulnerable to all the complexities of interpersonal judgements that
influence observers’ decisions, such as attitudes and beliefs. Even the most objective
and reliable observational assessment tool could not eradicate all of the subjective
elements of this social transaction. Therefore, an approach which seeks to enhance
providers’ empathy and willingness to make positive pain judgements could also

play a valuable role in bringing about behaviour change in dementia care staff.

Current study

There are currently no pain management interventions focusing on personhood or
empathy reported in the literature. The current project aims to design a intervention
for dementia care staff, building on the work of Hunter et al. (2013), by aiming to
enhance beliefs of personhood through assisting dementia care staff to develop what
Malloy and Hadjistavropoulos (2004) refer to as authentic relationships with PwD. It
is proposed that this will be as effective in reducing residents’ pain as the existing
interventions which focus on systematic assessment, either through use of

observational tools use or algorithms advocating analgesic use.
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Aims

a) To develop a brief staff intervention which aims to:

i.  train dementia care staff in the application of guidelines on current best-
practice (based on expert consensus) for assessing pain in older adults with
cognitive impairment

ii.  increase awareness of pain in PwD, especially those with limited capacity to
communicate, as evident in improved pain assessment and treatment
strategies

iii.  increase perceptions of personhood in dementia
b) To examine its feasibility in a small pilot study and generate data to enable

calculation of effect size to inform a larger trial

Hypotheses

The staff training intervention will:
i.  Increase perceptions of personhood in dementia among care staff
ii.  Improve dementia care staff’s knowledge of pain in dementia

iii.  Improve pain assessment and treatment strategies.
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Method

Design

A quasi-experimental one group pre/post design was used to examine the feasibility
of implementing a person-centred pain management programme in UK care homes
and the impact on the assessment and management of pain in PwD.

In line with the Medical Research Council Guidance (MRC, 2008), the study
was designed as a feasibility (pilot) study to test out the acceptability of the
intervention design, examine recruitment and drop out, and establish sample size for
future more complex hypothesis-testing studies. It also aimed to examine whether the
intervention was associated with improvements in pain assessment and treatment

practices and/or a reduction in residents’ pain levels.

Setting

Recruitment of Care Homes

Using the Care Quality Commission (2014) care directory, a specified geographical
area within acceptable travel distance of the researcher was screened to identify
suitable care homes. To increase the likelihood of recruiting enough participants,
only those homes with more than 35 residents and those that specified provision of
dementia care were contacted. Also, from previous research overseen by her
supervisor, the researcher was provided with the details of two care home contacts
who had expressed an interest in participating in further research. Sixty eight homes
were invited to participate (see Appendix A), of which six replied expressing

interest. Managers of the six care homes were contacted to provide more detailed
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information; one manager did not reply to contact attempts and this was assumed to
indicate insufficient commitment. Of the remaining five homes, three declined to
take part as the study time-line did not suit them; they had thought the research
offered a pharmacological intervention for residents (1), or were unable to provide
cover for staff to participate (1). The researcher visited the remaining two homes,

which were selected to take part.

Description of sites
Care home A was an independent privately-owned home that provided residential
care for up to 39 residents, overseen by one full time manager and a deputy
manager. The majority of residents had a diagnosis of dementia, although they also
provided care for people with physical health problems. The home had a total of 37
residents, with 7 staff on each day shift, providing an overall staff/resident ratio of
1:5. All staff, including ancillary staff, had received training in dementia care as part
of their induction.

Care home B was also privately-owned and accommodated 48 residents in
one unit providing residential care, overseen by one general manager. There were 9
care staff working each day shift, so the staff/resident ratio was also 1:5. Most
residents were diagnosed with dementia, although the home also provided
intermediate and long-term care for people with severe and enduring mental health
problems and brain injury.

Quality of care provision was assessed through consulting the most recent
inspection reports published by the Care Quality Commission (2014), an independent
regulatory body for health and social care services. Both homes were reported to be

compliant with the five quality rating standards: 1) Treating people with respect and
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involving them in their care, 2) Providing care, treatment and support that meets
people's needs 3) Caring for people safely and protecting them from harm, 4)
Staffing, 5) Quality and suitability of management. In addition to meeting the
minimum inclusion criteria in terms of care quality, both homes had also been
awarded a Gold Standard Framework (GSF) in Care Homes Quality Hallmark

Award, which is a national training programme and award for palliative care.

Ethics

Ethical approval was obtained from Camberwell St Giles National Research Ethics
Service (NRES) Committee London (Appendix B), which is a flagged NHS
Research Ethics Committee (REC) for approving research carried out under the
Mental Capacity Act (2005).

Research involving staff can raise ethical issues around risk of undue
influence from employers to participate. To reduce the risk of this, the researcher
ensured managers were aware that participation must be voluntary and asked them to
disseminate information sheets to staff who were asked to opt in to the research.
Also, the participant information sheet stated that there would be no adverse effects
on their employment should staff decline to participate, and this message was
reinforced by the researcher during the consent process.

All prospective participants in the resident sample were assessed for their
capacity to consent to take part in the study. Procedures for assessing capacity
adhered to the Mental Capacity Act Code of Practice (2007) and followed the
guidelines published by the British Psychological Society for conducting research

with participants who lack capacity to consent (BPS: Dobson, 2008). If the
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assessment indicated that a resident did not have the capacity to consent, the research
team identified a personal consultee (usually the person’s next of kin) in line with the
MCA (2005), who was asked to consider the wishes and interests of the person who
lacks capacity and advise the researcher about their participation. Full details of the
consent procedure for residents is provided in Appendix C and copies of the

information sheets and consent form in Appendix D.

Participants

Inclusion criteria
Site:
e within Greater London
o sufficient cover to allow at least 50% of fulltime day staff to attend training
e compliance with all 5 Care Quality Commission (CQC) quality rating
standards
e managerial assurance of adequate resources allowing staff participation
e at least 21 residents who meet DSM-IV criteria for dementia
Residents:
e Meet diagnostic criteria for dementia according to the Diagnostic and
Statistical Manual of Mental Disorders IV (DSM-IV; APA, 2000)
e Residents who have a painful disorder, PRN prescription for analgesia or
other breakthrough pain medication documented in their medical notes or

care plan
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Staff:
e Working as a nurse (registered nurses of any grade including student nurse)
or care assistant (health care assistants and nursing assistants)

e Working at least 4 shifts per week

Exclusion criteria
Site:
e Participation in any other pain management or quality improvement
intervention
e Use of an existing pain assessment/management protocol (as this would be
unrepresentative of UK care homes)
Residents:
e None
Staff:

e Lack of availability on training or assessment dates

Power analysis

Residents

The study was powered on resident outcomes, as these were identified as the primary
outcome variables. As a feasibility study, reaching statistical power was not
necessary. However, a power analysis was carried out using G*Power 3.1.7 software
(Faul, Erdfelder, Lang, & Buchner, 2007) to inform sampling procedures. Estimating

an effect size of 0.56 (obtained by Kovach, Weissman, Griffie, Matson, & Muchka,
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1999) and specifying alpha = 5% and desired power = 80%, the minimally desired
resident sample size was 28.

Staff

Due to lack of research looking at changes in scores across time on either staff
outcome measure, it was difficult to determine the size of effect that might be
expected, and therefore to estimate a minimum desired sample size for staff.
However, the aim was to recruit 30 staff, which would enable the detection of
medium (d=0.5) effect sizes, according to a sensitivity power analysis specifying

alpha (p< .05) and desired power (80%).

Measures

Resident outcome measures

Analgesic use

Administration of medications for pain was measured through analysis of the
Medication Administration Records (MAR charts). MAR charts are a list of the
person’s current prescriptions for all medications, and are provided on a monthly
basis by the pharmacist. Staff record each dose of medication administered on this
form, including any non-prescription medication which are used for short-term
management (i.e. less than 48hrs) of minor ailments, for example use of paracetamol

to treat a headache.

Treatment changes
It is difficult to assess changes in dosage or analgesic class in a relatively small
sample, as wide heterogeneity in medications prevents direct comparison. Therefore,

changes in pharmacological treatment practice were classified as either ‘improved’,
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‘no change’ or ‘deteriorated’. Improvement in treatment was defined as either a) an
increase in prescribed dose b) an increase in the number of doses administered c)
prescription of a stronger class of analgesic® d) a change from no prescription (NIL)
to an ‘as-needed’ prescription (PRN), or from PRN to a fixed-schedule (FSC)
prescription (provided dose and class of analgesic remain the same or increase), or €)

a combination of any of the previous criteria.

Residents’ pain levels

The primary outcome of residents’ pain levels was measured using the Pain
Assessment in Advanced Dementia (PAINAD) scale (Warden, Hurley, & Volicer,
2003), which is a behavioural observation tool developed for the measurement of
pain in people with dementia who cannot verbalise their experience. Staff received
brief training in administration of the PAINAD from the researcher.

Observations on the PAINAD are made across five domains of pain-related
behaviour; change in breathing, negative vocalisations, facial expression, change in
body language, and consolability. Each domain is rated by severity from 0 to 2
according to specific descriptions of behaviours for each level of pain. Total scores
range from 0 to 10 and provide an overall assessment of pain intensity. A cut-off
score of >2 on the PAINAD was used to indicate possible pain (Jordan, Hughes,
Pakresi, Hepburn, & O’Brien, 2011; Zwakhalen, van der Steen, & Najim, 2012).

The PAINAD tool was developed through adaptation of two existing longer
scales, the discomfort scale for patients with dementia of the Alzheimer type
(DSDAT; Hurley, Volicer, Hanrahan, Houde, & Volicer, 1992) and the face, legs,

activity, cry, consolability, infant pain scale (FLACC; Merkel, Voepel-Lewis,

® Medications such as anti-epileptics (i.e. Gabapentin and Carbamazepine) were also included in the
analysis if the GP confirmed that they were prescribed for the treatment of pain.
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Shayevitz, & Malviya, 1997), alongside review of the literature and expert
consensus. The psychometric properties of the PAINAD have been shown to be
comparable with other available tools designed to assess pain in older people (Herr et
al., 2006; Zwakhalen, Hamers, Abu-Saad, & Berger, 2006). Warden et al., (2003)
reported high levels of inter-rater reliability (Pearson r = .82—.97), but only moderate
internal consistency (a < .70). However, further research using a sample more similar
to that in the current study (Schuler et al., 2007) showed good internal consistency
(Cronbach’s a = 0.85). It also has good content and construct validity (Warden et al.,
2003; Zwakhalen et al., 2006), and shows the ability to detect decreased pain after
treatment with analgesics (Jordan et al., 2011; Warden et al., 2003).

There are multiple behavioural observational tools available, each with
strengths and limitations (Herr et al., 2006), and no consensus on which is the best
(Hadjistavropoulos et al., 2007). This measure was chosen as it is quick and easy to
use, requires minimal training (Lane et al., 2003), and is recommended by various
bodies, such as The American Medical Directors Association (Warden et al., 2003)
and The National Nursing Home Pain Collaborative (Herr, Bursch, Ersek, Miller, &

Swafford, 2010), as clinically useful .

Staff outcome measures

Staff perceptions of Personhood in Dementia

Staff perceptions of personhood were measured using the Personhood in Dementia
Questionnaire (PDQ: Hunter et al., 2013). The PDQ is a measure of beliefs about the
personhood status of people living with dementia. It was developed through
operationalisation of Kitwood's (1997) definition of personhood, as a tool to explore

whether beliefs about patient status influence care provision. It contains 20 items,
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formatted as brief statements e.g. ‘Most residents with dementia feel the same range
of emotions as I do’; ‘Residents with very advanced dementia are so low-functioning
that they are no longer persons’. Agreement with statements is measured on a 7-
point response scale ranging from ‘disagree strongly’ to ‘agree strongly’, with higher
scores indicating more person-centred attitudes towards people with dementia. The
PDQ shows good reliability (Internal consistency a = 0.81), good discriminant
validity against another physician attitude scale, and resistance to socially desirable
responding (as shown by non-significant correlation with the Balanced Inventory of

Social Desirability Responding; Paulhus, 1991).

Staff knowledge and beliefs about pain

The Pain Knowledge and Belief Questionnaire (Zwakhalen, Hamers, Peijnenburg, &
Berger, 2007) was used to evaluate staff knowledge and beliefs about pain in care
home residents with dementia. The PKBQ was developed through review of the
literature, identifying which gaps in knowledge and inaccurate beliefs act as a barrier
to effective pain care in dementia. It is a 17-item questionnaire, containing
statements about pain and residents’ experience of pain e.g. ‘Dementia patients
experience less pain than non-dementia patients’; ‘A dementia patient should first
report pain before receiving the next dose of pain medication’. Iltems are rated on a
5-point scale (1 = completely disagree, 5 = completely agree), with lower scores
indicating more accurate knowledge and beliefs. Face validity was established
through review by pain experts and nurses. It was found to have satisfactory internal
consistency (Cronbach’s alpha >0.7) and clear underlying factor structure, but as a

newly developed scale its validity has not yet been established.
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Changes in clinical practice

Following completion of training, staff took part in a semi-structured interview (see
Appendix E for schedule), designed by the researcher to:

1) provide further information about the acceptability of the training intervention;
and

2) to examine changes in the clinical practice of pain care, in particular increased
frequency and/or scope of pain assessment practices, such as regular pain assessment
and use of appropriate assessment practices (i.e. use of observation methods,

involving familiar carers, attempts at facilitating self-report wherever possible).

Dementia screening tool

The Clinical Dementia Rating scale (CDR; Hughes, Berg, Danziger, & Martin, 1982)
was used to screen for probable dementia as part of assessment of eligibility, and to
ascertain the severity of participants’ level of cognitive impairment. This global
measure of dementia (Hughes et al., 1982; Morris, 1993) is usually completed by a
professional with detailed knowledge of the individual. The CDR uses a semi-
structured interview protocol with six domains of cognitive and functional
performance; memory, orientation, judgment and problem solving, community
affairs, home functions, and personal care rated on a five-point scale. Global scores,
which range from 0 to 3 and indicate the degree of cognitive impairment; none (0),
questionable/very mild (0.5.), mild (1), moderate (2) or severe (3), are calculated
using an algorithm weighted towards the memory domain (Morris, 1993). It has
been shown to be a reliable and valid diagnostic and staging tool in dementia

(Morris, 1997).
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Procedure

Pre-intervention site visit

Following recruitment of the sites, the researcher visited both care homes to discuss
how training could be supported and whether any organisational changes could be
implemented to facilitate this. This discussion was informed by a review of the

barriers and facilitators to implementing research in care homes, as detailed below.

Staff
Care home managers disseminated information sheets to the staff, who were invited
to meet the principal researcher to ascertain whether they were eligible and obtain
informed consent. Written informed consent was obtained from the individual staff
within the teams participating in the research, and from their managers.

Staff completed a set of questionnaires and some brief demographic details.
The PDQ and the PKBQ were completed at baseline (two week period prior to
delivery of the training intervention) and repeated at follow-up. The follow-up period
differed slightly across homes, with care home B completing post-intervention
measures at week 8 and care home A at week 9, due to the Christmas holiday period.

Following completion of training, the researcher conducted semi-structured
interviews with staff, focusing on changes in clinical practice, specifically pain
assessment and treatment. Staff were provided with refreshments during the
workshops and a £5 gift certificate upon study completion as incentives to

participate.
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Residents

The direct care team identified potential participants from the residents of their care
homes using the inclusion and exclusion criteria. They also completed the Clinical
Dementia Rating scale (CDR; Hughes et al, 1982) for all residents identified as
potential participants. Most residents (93%) had a formal diagnosis of dementia, but
for those without (n=2) the CDR was used to ensure they met the DSM-IV (APA,
2000) diagnostic criteria.

Staff were asked to observe residents for approximately five minutes and to
complete the PAINAD (Warden et al., 2003) on four occasions (two at rest and two
during movement). For the movement condition, staff were asked to identify a
standard care procedure, during which movement is necessary (e.g. washing,
dressing, etc.), when pain assessment can be carried out and to observe during the
same procedure at baseline and post-intervention.

The principal researcher reviewed residents” MAR charts to obtain a measure

of administration of pain medications at baseline and during the follow-up periods.

Intervention development

Phase one: Collation and review of existing guidelines

Key guidelines and consensus recommendations for pain assessment and treatment in
older adults with dementia were identified, through an informal review of the
literature. The main points of agreement were identified and formed the basis of the

educational component of the intervention.
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Key guidelines and consensus recommendations reviewed included:

Royal College of Physicians, British Geriatrics Society and British Pain Society.
National guidelines in the assessment of pain in older people (BGS & BPS, 2007)
An interdisciplinary expert consensus statement on assessment of pain in older
persons (Hadjistavropoulos et al., 2007)

American Geriatrics Society Panel on Persistent Pain in Older Persons (AGS,
2002) and American Geriatrics Society Panel on the Pharmacological
Management of Persistent Pain in Older Persons (AGS, 2009)

Pain in residential aged care facilities (Australian Pain Society, 2005)

American Medical Directors’ Association Pain Management Guidelines (AMDA,
2012)

National Council for Palliative Care information guide on pain in dementia
(NCPC, 2012)

National Nursing Home Pain Collaborative: expert consensus recommendations
for use of pain-behavioural assessment tools in the nursing home (Herr et al.,
2010)

Pain assessment in the patient unable to self-report: position statement with
clinical practice recommendations (Herr, Coyne, McCaffery, Manworren, &
Merkel, 2011)

Under guidance of expert consultants, clinical implications and recommendations

were also drawn from the most recent research, which has given more weight to the

importance of facial expressions of pain as part of effective observational assessment

(Kunz, Scharmann, Hemmeter, Schepelmann, & Lautenbacher, 2007; Prkachin,

2009).

Phase two: Addition and integration of personhood component

The limited literature on personhood and pain was used to inform the content of the

intervention. Malloy & Hadjistavropoulos (2004) claim that perspective taking aids

the development of authentic relationships where personhood is respected. There is
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also evidence that perspective taking increases empathy (Drwecki et al., 2011; Schell
& Kayser-Jones, 2007). Therefore, several exercises were developed with the aim of
encouraging staff to take the perspective of residents with dementia. Second, Malloy
& Hadjistavropoulos (2004) suggest that caregivers should conduct a self-audit
considering the ontological variables that influence the nature and quality of
relationships with residents. A list of possible self-audit questions is provided in the
article (Malloy & Hadjistavropoulos, 2004), and these were modified for use with
care staff as part of group discussions (e.g. What is a person/personhood? Does a
human ever cease to be a person worthy of respect, dignity and authenticity?).

In line with Kitwood’s (1997) definition of personhood, group discussions
were designed to invite staff to consider how they could foster relationships with
residents which involve recognition, respect, and trust, and the particular applications
of these values to pain care. Also, Hunter et al. (2013) suggest that sensitivity to
residents’ personhood can be enhanced through teaching person-centred approaches.
Therefore, the researcher sought to promote the principles of person-centred care
throughout all training activities. As there is no universally accepted model of
person-centred care, the VIPS framework (Resvik, Brooker, Mjorud, & Kirkevold,
2013) was employed as a useful heuristic. The VIPS model aims to summarise
Kitwood’s (1997) key ideas: recognising and respecting the value (V) of each person
as an individual; providing individualised care (I); paying attention to the
perspectives (P) of residents; and promoting positive social psychology (S). Also,
the unmet needs model of challenging behaviour (James & Stephenson, 2007) was
chosen as a framework for case discussions, as it allows for consideration of the

various individual factors which influence pain expression.
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Phase three: Consideration of barriers and facilitators

Key barriers and facilitators in care home research implementation were identified
through review of the literature (for full details see Part 1: Literature Review). Six
additional papers were also reviewed which were not included in Part 1, as they were
not specific to educational interventions, but were relevant to research in this setting
(Clark et al., 2006; Corazzini et al., 2010; Maas, Kelley, Park, & Specht, 2002;
Mentes & Tripp-Reimer, 2002; Murfield, Cooke, Moyle, Shum, & Harrison, 2011;

Tarzian & Hoffmann, 2005).

The four categories of barriers identified in Part 1: 1) resource constraints, 2)
organisational culture, 3) communication, and 4) attitudes and beliefs, were also the
most prevalent in the additional papers reviewed, with a particular emphasis on the
first two. The predominant facilitating factor identified was managerial support. As
such, the pre-intervention site visit was focused upon obtaining a clear commitment

from managers and identifying ways of demonstrating support to staff.

Strategies designed to overcome barriers due to resource constraints included
running the training twice in each home, and problem-solving challenges, such as
lack of time and high workload, as part of intervention (i.e. action plan formation).
The intervention also specifically targeted staff beliefs and attitudes most commonly
reported to be barriers to change. Finally, a GP was asked to act as an expert
consultant during intervention development to advise on effective communication

with prescribers.
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Phase four: Expert consultation and piloting

A multidisciplinary group of seven experts provided consultation during
development of the intervention. Experts included four clinical psychologists (three
with expertise in dementia and one with expertise in pain), a consultant nurse
specialist in dementia, an old age psychiatrist, and a general practitioner. The
psychiatrist and GP also held positions as senior clinical lecturer, and senior research
associate respectively, at the Marie Curie Palliative Care Research Unit and had a
special interest in pain in dementia. Experts provided input during development
meetings and made comments and suggestions on successive drafts of intervention
materials.

Training materials were piloted with nine direct care staff who provided
written feedback and took part in informal focus groups. The group consisted of four
nurses (44.4%), three health care assistants (33.3%), one nursing assistant (11.1%)
and one student nurse (11.1%), with a mean experience of 7.25 (3.97) years in
dementia care. Most staff (n=5, 55%) also had several years’ experience of working
in care homes (M = 3.12, SD = 1.92), and were able to advise on the amount of
general dementia training needed and the appropriate level to pitch this. Feedback
was then integrated and an overview of the finalised training programme is presented

in Table 1. (see Appendix F for training materials).

Intervention delivery

The training intervention was delivered at both care homes over a period of five

weeks as two half-day workshops and a group case discussion lasting one hour. In
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order to allow for different staff shifts, the training workshops were run twice in both
homes, with three case discussion sessions offered, at least one of which was at the
beginning or end of a night shift.

Both the workshop and case discussion sessions were delivered by the
researcher, under the supervision of an experienced clinical psychologist working in
dementia care (Dr Aimee Spector). As far as possible, staff attended the training
during their normal working hours, but where this was not possible they were paid

for their attendance outside these hours.
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Table 1

Overview of the staff training programme

Main Topics

Format

Workshop 1 (4hrs)

Personal experiences of pain

Group discussion

The problem of pain in dementia

Quiz, video, didactic education, small
group discussion (brainstorm)

‘Myth busting’: addressing
erroneous beliefs

Small group exercise, group discussion

Pain assessment in dementia,
behavioural signs

Didactic education, case/vignette based
discussion, quiz, role-play

Pain treatment and the roles of
care staff

Didactic education, group discussion

Non-verbal communication of pain

Role-play, group discussion

Workshop 2 (4hrs)

Communication of pain

Vignette, group discussion, didactic
education

Attitudes and beliefs as barriers to
effective pain management

Self-audit exercise, group discussion
(brainstorm)

Person-centred pain assessment

Role-play, demonstration/modelling,
vignette, case discussion

Personhood in dementia

Individual exercises, small-group
discussion, didactic education, group
discussion

Applying principles of person-
centred care to pain assessment

Case discussion

Implementing the training

Action plan formation

Case discussion session (1hr)

Staff members led discussions on their
assigned resident
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Data Analysis

Data were analysed using The Statistical Package for the Social Sciences (SPSS)

version 21.0.

Treatment of missing data

Individual values of missing data on staff measures data were pro-rated (i.e. the scale
mean was used). Pro-rating was considered inappropriate if more than 10% of items
were missing and case-wise deletion was performed.

Staff were asked to observe residents using the PAINAD under two
conditions, at rest and during movement, on two separate days, to generate a baseline
mean and follow-up mean of pain level. However, a high percentage of missing Day
2 data (16% overall, >33% at baseline), and obtained observations often of
questionable reliability (e.g. no date and identical scores to Day 1) or collected after
the allotted measurement period, led to the decision to use only Day 1 PAINAD
scores in the analysis. The PAINAD showed high test-retest reliability (r = .90) in a
similar sample (Schuler et al., 2007), therefore it is hoped that this decision will have

little impact on the results.

Significance testing

Staff data from the PKBQ and PDQ were found to be normally distributed and paired
t-tests were carried out to evaluate the change in scores over time. Resident data on
the PAINAD violated assumptions of normality, therefore the Wilcoxon signed ranks
test was used. Categorical data was analysed using the Related Samples Marginal
Homogeneity test, which is an extension of the McNemar test. Where statistical
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significance was achieved, effect sizes were calculated for the magnitude of change.
To control for the risk of Type I error, due to multiple testing, a Bonferroni corrected

alpha was used where appropriate.

Reliable and clinically significant change

Reliable Change Indices (RCI)® were calculated for each resident’s PAINAD score.
Change is considered reliable when it is greater than might be expected by chance,
given the reliability (Cronbach’s a) of the measure. If the RCI ratio was greater than
+1.96, change is considered to be reliable at the p = 0.05 level (Jacobson & Truax,
1991).

Clinical significance of change in pain ratings was also calculated. Criterion
C of Jacobson and Truax (1991) was used, which defines clinical significance as a
score moving from the clinical range pre-treatment to below the clinical cut-off post-
treatment. A cut-off score of >2 was used to indicate potential pain on the PAINAD

(Jordan et al., 2011; Zwakhalen, van der Steen, & Najim, 2012).

Analysis of staff interview data

Due to the scope of the current project it was not possible to undertake
qualitative analysis of data from semi-structured feedback interviews with staff.
Instead, a brief quantitative analysis of content was conducted (Berelson, 1952;

Weber, 1990). The manifest content of staffs’ answers was examined and explicit

® RCI ratio is caclualated as the difference between pre- and post-test scores [X; — X,], divided by the
= V2(5)’
standard error (SE) [X1 — Xo/Fa; 5 Saiff = W 1.
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categories were identified and tallied. This basic deductive approach was judged to
be appropriate as an adjunct the main analysis, and sufficient to address research
questions about change in clinical practice and acceptability of the intervention to

staff.

Results

Participants

Staff sample

Twenty eight care staff took part in the training and demographic information is
presented in Table 2. All staff were female, and the majority were from countries
outside the UK and spoke English as a second language (71%). Twenty three
members of staff (82%) had a qualification relevant to care work, such as an NVQ or
non-UK nursing qualification. One member of staff dropped out as she left her post;
it was not possible to obtain follow-up measures for two staff due to sickness and
unplanned leave. No staff reported receiving any training in pain in dementia

previously.
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Table 2

Demographic characteristics of staff participants

Characteristic (n = 28) N % Mean (SD) Range
Gender: Female 28 100

Language:

English as first language 8 29

English as second language 20 71

Time working at Care Home 4.6 (6.2) 0.1-23yrs
(years)

Total experience in Care (years) 7.7 (7.0) 0.1-25yrs

Quialifications:

No relevant qualification 5 18
NVQ2 4 14
NVQ3 7 25
NVQ4 2 7
Non-UK Nursing qualification 8 29
Other (managerial) 2 7
Currently studying:

NVQ2 3 11
NVQ3 1 4
NVQ4 1 4
Other (not stated) 1 4
Not currently studying 22 79
Job title:

Care Assistant 15 54
Senior Care Assistant 8 28
Care Team Leader 3 11
Deputy Manager 1 4
Manager 1 4




Staff outcomes

Knowledge and beliefs

At baseline, staff showed good overall knowledge about pain in dementia, with
scores clustered towards the lower end of the scale on the PKBQ (M = 31.3, SD =
9.7), indicating more accurate knowledge and beliefs. An increase in knowledge was
observed at follow-up (M = 27.1, SD = 9.3), which was significant using a corrected

alpha of p<0.025, t (24) =2.64, p =.014, with a small effect size (d = 0.4).

Perceptions of personhood in dementia
Care staff reported strong positive beliefs about personhood on the PDQ at baseline
(M =95.5, SD = 17.4). There was a small increase in scores at follow up (M = 100.4,

SD = 17.2), but this was not statistically significant t (24) = -1.89, p = .072.

Self-report of change in clinical practice

Staff were interviewed about changes in their clinical practice at follow-up. In total,
90% (n=18) of staff were able to provide at least one example of how the training
had influenced their practice. The dominant themes, shown in Table 3, indicated
increased frequency and scope of pain assessment practices, in particular observing
for behavioural signs of pain during care tasks. Staff reports also suggested an

increase in effort to facilitate self-report when possible.

A bias towards pharmacological treatment for pain was found, as all staff
who spoke about changes in treatment referred to analgesic use, whereas only six
staff members mentioned the use of non-pharmacological treatments for pain: four
mentioned repositioning, one spoke about the use of massage, and one gave an

idiosyncratic example. Six members of staff (30%) spoke about re-assessment being
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an important part of good pain management, but this was lacking from most
accounts. Also, there was no mention of involvement of family members or informal

carers.

Several staff spoke about barriers to implementing changes in clinical
practice, which are presented in Table 4. Care assistants (i.e. junior staff) spoke about
being uncertain about their role in pain management, resulting in a poor uptake of the
available pain assessment tools. Reports of major changes in pain treatment plans
(i.e. a change in prescription type) were mostly provided by senior staff. Managers
and senior staff spoke about difficulties organising case discussions and lack of time
making pain assessment difficult to prioritise. Some staff thought the fact that new
practices were not yet routine made implementing them more challenging. Another
perceived barrier to implementing change was difficulties with communication, and
most staff appeared unaware of what had been discussed in the other case discussion

groups.
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Table 3

Feedback from staff (n = 20): Reported change in clinical practice

Themes N Quotations’ (participant identifier)

Increased frequency of pain assessment 13 “...we need to come back a couple of times, come again to ask about pain and some
of them might start to show or tell you if you keep asking’ (109)

Increased effort to obtain self-report 13 “...he didn’t tell me [about pain] until I and sat down with him on the same level,
make eye contact and make him understand that I am here for him’ (110)

Use of informal observation during care 11 If we have to move a resident from one position to another it gives me the

tasks opportunity of knowing if the person is in pain or not, because you can know from
the kind of utterances coming out, probably moaning, groaning or that kind of
reaction tells you something is wrong’ (118)

Scope of pain assessment increased 10 ‘I look in different ways, it might be body language, facial expression or if they

beyond self-report withdraw [...] clues they might be in pain’ (100)

Heightened awareness leading to greater 8 ‘We had a lady with a chest infection and normally they [care assistants] don’t pick

detection of pain

up on things like that, but because they re now more aware, that was picked up
on...because of her facial expression and body language’ (112)

" An ellipsis in parenthesis indicates the quotation has been edited.
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Increased persistence to treat

Increase in frequency of re-assessment
following treatment

Use of non-pharmacological treatments

Asking the GP to review residents’

medications

Use of perspective taking to aid pain
assessment

Consideration of pain as a possible
explanation for agitation or confusion

Increase in use of pain treatment plans

~

‘...some of our ladies with their medication they can be very difficult [...] instead of
going over and giving it to them and if they refuse just leaving it [...] it’s just
actually sitting down with them and taking your time with them’ (135)

‘I know we are too busy, but we can find ample time to re-assess, if not we ask
someone else or ask the person in charge to give ample time for this person because
1 think she is in pain’ (123)

‘[ knew she had the arthritis, but we didn’t realise the extent [...]so she should be
being massaged in the Namaste room now’ (105)

‘we were talking about it [possibility of review by GP] last week and when I said it
they’d already asked the doctor’(126)

‘Let’s say I have a headache and I can’t verbalise, I think ‘ok, what would I do to
show people around me I'm in pain?’...that helps, and I wouldn’t do that if I didn’t
have the training’ (135)

‘...before this training I never thought it [agitation] could be a sign of pain’ (124)

‘I leaned more strategies or systems, we have action plans now for those we think
they are in pain’ (121)
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Table 4

Feedback from staff (n = 20): Barriers to change

Themes N Quotations® (participant identifier)

Uncertainty about role in terms of 5 ‘I think they 're done by seniors [...] I need to find out whether or not we would do it or
pain management (Junior staff) whether I would need to refer it to a senior’ (106)

Communication between staff 4 “...you can quite easily slip under the loop if you're off for a day or something’ (105)

difficult in busy environment

New practices not part of routine 3 ‘If we were told we would, if not then we come and do the routine things and the time is
going and then the shift is finished’ (117)

Organisation difficult due to lack of ‘Time is of the essence really here [...] trying to find enough time when you’ve got the
time (Managers/senior staff) maximum amount of people available when you 're doing it is hard’ (120)

w

8 An ellipsis in parenthesis indicates the quotation has been edited.



Resident sample

Thirty six residents were identified as eligible to participate. Consent was obtained
for 30 residents, with four having capacity to consent themselves and next of kin
acting as a personal consultee for the remaining residents. Reasons for non-
participation included personal consultees stating that they did not think their relative
would wish to take part (3), not being able to contact a suitable personal consultee

(2) and resident declining to take part (1).

Characteristics of the resident sample are described in Table 5 below. The
majority had dementia at the moderate or severe stage. Most residents (n = 28) had
been given a formal diagnosis of dementia and two were included on the basis that
carers considered them to have probable dementia and they were rated as having a
moderate level of cognitive impairment on the CDR. No residents dropped out or
were withdrawn from the study, but there was some missing data for one resident due

to being hospitalised during the follow-up period.
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Table 5

Demographic characteristics of resident participants

Mean (SD)
Characteristic (n=30) Range N %
Age 88.7 (5.1)

78.0-98.1
Gender:
Female 27 90
Male 3 10
Cognitive impairment:
Mild 5 17
Moderate 13 43
Severe 12 40

Pain-related conditions:

Anrthritis 13 43
Back/joint pain (inc. scoliosos, sciatica) 7 23
Previous fractures 3 10
Urinary tract infections 2 7
Gallstones 1 3
Neuralgia 1 3
Contractures 1 3
Cancer 1 3
Angina 1 3

Resident outcomes

Analgesic use

Prescription type

Analgesic prescription rates at baseline were 37% NIL, 23% PRN and 40% FSC,
whereas at follow-up rates were 10% NIL, 50% PRN and 40% FSC. Of those
without any analgesic prescription at baseline, 72% (n=8) were prescribed analgesic
at least PRN post-intervention. The Marginal Homogeniety test revealed that this
difference was significant X3(2) = 11.0, p= 0.021, with a medium effect size (r =

42). As shown in Figure 2, residents with no prescription for analgesic (NIL) at
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baseline were signifcanlty more likely to have a PRN or ‘as needed’ prescription at

follow-up.

16
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Analgesic prescription

Frequency

Figure 2. Frequency of analgesic prescriptions at baseline and at follow-up

Improvement in pharmacological treatment

Overall, changes in pharmacological treatment were classified as either
improved, no change or deteriorated. More than half of the participants (53%) had
an improvement in their treatment. Forty three percent (n = 13) of residents had no
changes in their pharmacological treatment and one resident’s treatment was

classified as deteriorated (3.3%), as his/her PRN paracetamol dose was reduced.

Of the changes categorised as improvements, nine represented change in
prescription type (n = 9), as shown in Figure 2. Frequency of analgesic prescriptions

at baseline and at follow-up However, this category also included residents whose
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prescription dosage was increased (n = 2) or who were administered more doses on a
PRN prescription (n = 5). In the latter case, these residents were described as often
being offered but refusing medication during case discussions. The increase in
number of doses taken corresponded with staff reports of better treatment practices,
such as a change from solid to soluble tablets, which are easier to take, and more
time spent identifying the individual needs of residents in order to enhance the
likelihood of them taking medications: “She would take them [tablets] and just leave
them in her mouth or sometimes spit them out [...] I gave her a bottle to drink out of

instead of glass and she was able to take the water better” (P126)

Staff observations of residents’ pain

Prevalence of pain
Pain was found to be highly prevalent at baseline. Forty percent of residents (n=12)
had a PAINAD score indicating a clinically significant level of pain (above cut-off

>2) at rest, and 73% (n=22) on movement.

Changes in pain levels

There were no significant differences in residents’ overall pain levels between
baseline and follow-up. PAINAD scores at rest were clustered at the lower end of the
scale (M = 1.4, SD = 1.7), and although there was a small decrease in scores between
baseline (Mdn = 1.0) and follow up (Mdn = 0) this was not significant, z = -.739, p =
.460. Scores during movement were also within the lower range of the scale, but the
mean baseline score was within the clinically significant range (M = 3.6, SD = 2.2).
Again, there was a small but non-significant decrease between scores at baseline

(Mdn = 3.0) and follow-up (Mdn = 2.5), z=-1.724, p = .085.
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Individual level analyses of changes in pain

Reliable change in pain levels

As shown in Table 6, none of the residents identified as having probable pain from
baseline scores at rest showed a deterioration in their pain levels; the majority
showed no change (58%), and 42% (n = 5) showed reliable improvement. Pain
during movement was more prevalent, and 16 of the 22 residents whose scores
indicated likely pain at baseline showed no improvement at follow-up. There was a
reliable improvement for five residents (23%) and deterioration in one resident who
sustained a fractured pelvis during a fall that was misdiagnosed in hospital leading to
untreated pain. The pain scores for this resident showed reliable deterioration in both

conditions.

For most of the residents whose scores indicated no pain at baseline, this was
also true at follow-up across both rest and movement conditions. However, for three
residents (10%), they developed pain at rest. For one of these residents the
development of pain at rest was due to a misdiagnosed fracture, as discussed above,
and staff reported being aware of pain but unable to provide treatment as pain was
not being recognised by prescribers. The two other residents both had a change in
treatment, classified as an improvement; one received more analgesic and the other

went from no analgesic to a PRN prescription.
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Table 6

Reliable change in residents' pain scores on the PAINAD

Baseline scores Deterioration No change Improvement
At rest

No pain <Cut-off of 2 (n=18) 3 15 0
Probable pain >2 (n=12) 0 7 5

Total (n=30) 3 (10%) 22 (73.3%) 5 (16.7%)
During movement

No pain <Cut-off of 2 (n=7) 0 7 0
Probable pain >2 (n=22) 1 16 5

Total (n=29) 1(3.4%) 23 (79.4%) 5 (17.2%)

Clinical significance of change in pain levels

Further analyses were carried out to determine what percentage of reliably
improved scores could also be considered clinically significant. All five residents
whose pain showed reliable improvement at rest were also below the clinical cut-off
at follow-up (17%). However, for pain during movement, only 7% (n = 2) showed

improved levels of pain which were both reliable and clinically significant.

Acceptability of the training programme

Acceptability of the intervention was assessed as part of the semi-structured
interview at follow-up. To reduce potential bias, all staff were invited to take part,
including those who only partially completed the training, 25% (n = 5) of

respondents.

Overall, the training programme was well received by staff. As shown in
Table 7, staff reported that training heightened their awareness of pain and increased
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their confidence in their assessment skills. Reports also indicated that the training
enhanced knowledge, dispelled unhelpful myths, and helped staff develop more

positive attitudes towards PwD.

Staff thought the most helpful aspect of training was education around the
behavioural signs of pain, as shown by the themes presented in Table 8. They also
reported that the exercises requiring more active participation (i.e. case discussions
and role play) were useful. Senior staff in particular said they valued the introduction
of new tools, mostly referring to the self-report scales, as opposed to behavioural

observational tools, for which uptake appeared limited.

Workshops were well received, but some staff needed significant
encouragement to take part in the role play, and the exercise was modified in one
group to support less confident members. Also, during case discussions, frequent
requests were made for direct advice from the researcher, implying that the
supervisory style employed was unfamiliar to staff. However, staff responded well
when asked to think about how they might use certain aspects of the training and

were able to generate appropriate suggestions.

As shown in Table 9, around half of the staff stated there were no aspects of
the training which they thought could be improved. Of those who suggested
improvements, the most common feedback was that the training was too long. When
prompted further there were no suggestions for material which could be removed,;
some suggested that didactic content could be condensed and most thought that the
training should be provided in more frequent but shorter sessions. Others suggested

making the training more active.
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Table 7

Feedback from staff (n = 20): Experience of training in general

Themes N  Quotations® (participant identifier)

Training heightened awareness of pain 14 ‘It makes you think more [about pain], because you do get complacent’ (105)

Training increased confidence in pain 5 ‘My confidence has grown [...] with the course it teaches you the facial signs and

assessment skills things...gives you more confidence in what you re looking for’ (113)

Learning that people may hide pain was a 5 ‘We usually think they will express that they are in pain, but | found out some

new and useful idea interesting things ...some people don’t express pain and we need to find out’ (110)

Training dispelled myths about pain in 4 ‘People used to think ‘people with dementia they don't feel pain’, and that was my

dementia concept’ (124)

Training helped staff develop a more positive 4 ‘It changes stereotypes that old people they just moan all the time’ (100)

attitude towards people with dementia

Training developed greater understanding of 4 ‘After the case discussion I know why she feels like that...sometimes she’s very

residents agitated with me, so I know now [...] I understand her [...] you feel it, you really feel it
for her’ (117)

Training increased perception of reliability 3 ‘Instead of dismissing it, you know that a lot of it might be attention seeking, you 've

of self-report/ reduced suspicion

still got to be very aware’ (105)

% An ellipsis in parenthesis indicates the quotation has been edited.
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Table 8

Feedback from staff (n = 20): Aspects of the training that were helpful

Themes N Quotations

‘I found it very useful to know if people are in pain who can’t speak [..] we can recognise by facial
16 expressions, physical movements, or gesture, posture [...] it’s useful...like people will be wandering or
crying not just because of the mental illness but here could be pain’ (125)

Knowing behavioural signs
to look out for

‘I enjoyed discussing about different persons [...] I know more information about the residents, so it’s

Case discussions 1 really helpful so I can communicate with them differently’ (109)
Role-pla 7 ‘I could put myself into their shoes and see how difficult it is [...] it must be horrible. Now I look at them
play from a different point of view’ (135)
Introduction of new tools 7 ...the new tools for se.lf-assessment [...] we re inclined toforgefjjorpeople with dementia ... if we have a
nurse or doctor come in we can show them we 've been doing this’ (111)
Table 9

Feedback from staff (n = 20): Aspects of the training that could have been improved

Themes N Quotations

No aspects needed 9 ‘Not'hzng. It was different than I e,xpected, it was better. I didn’t expect that we’d be involved so much in
improvement it. I just found it all really helpful’ (126)

Session were too long 8 ‘Instead of two four hours, it could’ve been split into three two hours’ (106)

Training could have been

more active 3 1 would get people up and moving about a bit more’ (120)




Feasibility of the current study

Study processes

The recruitment strategy proved to be feasible, as although the recruitment rate for
sites seems low at 3% (2/68 sites), the recruitment process of a mailshot was low cost
and the recruitment phase was short (<2 months). Recruitment rates for residents
were high, with 83% of all eligible participants recruited and the desired sample size
exceeded. As expected, rates for the staff sample were lower, with 50% of eligible
participants recruited, and sample size falling just short of the desired number

(28/30).

The overall time-frame of training was feasible in both homes, with training
taking place over five weeks. However, as both homes required sessions to fit around
other training commitments, the interval between workshops differed across homes
(Home A: 3 weeks vs. Home B: 1 week). Overall there was good retention (100%

residents; 96% staff) and follow-up rates (97% residents; 89% staff).

Training intervention

Workshop sessions

The overall attendance rate was 93% (n=26) for both workshops; absences were due
to illness and child care difficulties. Each workshop was run twice, to suit different
shift patterns and allow staff to make-up missed sessions. Staff mostly engaged well
in the workshop sessions, making active contributions. However, staff who attended

after working a full shift, especially night staff, were noticeably less engaged.
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Case discussion sessions

Attendance at case discussions was 71% (n=20), which was much lower than
workshops. Lack of attendance was partly attributable to poor organisation and
communication, but may have been due to a belief that this was an optional adjunct
to the training and therefore not as highly prioritised. Some staff also mentioned

during informal feedback that they felt anxious about presenting a case in a small

group.

The usefulness of case discussions was sometimes limited by staff’s lack of
knowledge of residents’ social and medical histories, and current pain treatment
plans. This was more often the case when the group did not include a senior member
of staff. In some instances staff were able to obtain this information, but this

sacrificed discussion time.

Resource and management considerations

As shown in Table 4, there was some feedback that the logistical aspect of organising
the training was challenging, as staff work different shift patterns and adequate cover
is required. This feedback was congruent with the researcher’s observations, as some
staff who expressed an interest were unable to take part as they were needed to cover
shifts and it was necessary to offer four case discussion sessions to accommodate all

participants.

Although it was possible to deliver the training within the project timeline, in
Home B there was a two month delay after the original commitment as the home

needed to undertake an inspection to maintain their GSF accreditation and this was
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prioritised. Delays and organisational issues were also encountered in both homes

during the follow-up period due to managers taking leave.

In terms of resources, one home had all of the required technology for
delivering training, but additional equipment (e.g. projector, laptop) needed to be
brought to the second home. Training space was adequate, but off-site training might
have been preferable as there were frequent interruptions from residents, and senior
staff sometimes got called away for short periods to deal with clinical issues.

However, offsite training might be less accessible to some staff.

During the pre-intervention site visits, both managers readily engaged with
discussions around avoiding potential barriers to change and implementing training
principles. However, during the final stage of the training where action plans were
discussed, one manager was unable to attend and the other appeared disengaged and
eager to end the session. All the barriers to change presented in Table 4 were
anticipated and discussed as part of this action planning stage, but there were no

reports of the possible solutions being attempted.

Feasibility of outcome measures

There were low rates of missing data and multiple answers (<3%), and no qualified
answers on completed questionnaires, indicating that these measures were well

understood and acceptable to staff.

Data regarding residents’ medication was readily available and easily
obtained. However, the quality of record keeping was not sufficient for detailed

analysis (e.g. average daily dose). For example, it was often unclear whether one or
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two paracetamol were administered where the prescription was ‘one or two tablets,
as needed’. Also, when assessing pain care practice it is useful to know whether
medication was not taken because it was refused, or because it was not offered, and
this information is often not recorded for PRN prescriptions as it is not a

requirement.

The amount of missing and unreliable data on the PAINAD suggests that the
burden of data collection procedures for resident data was too great for staff to
manage. Also, the same members of staff were asked to complete the measure at
both baseline and post-intervention for each resident. This consistency was achieved
in the majority of cases (n= 26, 87%), but was not possible for four residents (13%,

n=2 in each care home), due to staff drop-out and sickness.

Non-pharmacological treatment is an important aspect of effective pain care
and it was originally planned to collect data on this. However, although both
managers indicated this data was available during the pre-intervention visit, it
transpired that records at both homes were incomplete and inconsistent, and therefore

unusable.

Discussion

Summary of findings

As hypothesised, the results indicate that the training significantly increased the
accuracy of care staff’s knowledge and beliefs about pain in dementia. Staff also
demonstrated stronger beliefs about personhood in dementia post-intervention, but
this did not reach statistical significance. Training was successful in improving
aspects of pain assessment and treatment strategies, but this only translated into
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clinically meaning reduction of pain for a minority of residents, suggesting further
improvements in pain care were needed. Overall, the staff training intervention was
found to be feasible to implement in care homes, but key challenges and threats to
validity were identified, which are discussed when considering implications for

future research.

Interpretation of findings

The high prevalence of pain in this sample is broadly consistent with estimates in this
setting (Ferrell et al., 1990; Helme & Gibson, 2001), and illustrates the need for
effective pain care. Self-report of staff was consistent with previous research which
has found that many care staff hold inaccurate beliefs and unhelpful attitudes, and
can be suspicious about reports of pain when residents have a dementia diagnosis

(Kaasalainen et al., 2007; Sengstaken & King, 1993; Tarzian & Hoffmann, 2005).

Changes in staff knowledge and beliefs

Self-report of staff was congruent with a reduction in inaccurate beliefs and
development of understanding in this area, and attempts were made to correct for
Type | error which increases confidence in this finding. Although unsurprising that
training increased knowledge, it is clinically meaningful given that gaps in
knowledge contribute to reluctance to administer analgesics (Kaasalainen et al.,

2007; Tarzian & Hoffmann, 2005).

Reviews of staff training highlight that there is often a short-term increase in
knowledge, but this is not always accompanied by changes in practice and effects
may dissipate over time (Aylward, Stolee, Keat, & Johncox, 2003). Previous
research has also found that educational interventions can increase knowledge but,
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unlike the current study, have not examined implementation of knowledge or
resident end points (Gagnon, Hadjistavropoulos, & Williams, 2013; Ghandehari et

al., 2013; Tse & Ho, 2014), as discussed in Part 1.

The finding that beliefs about personhood did not increase significantly is
surprising, given that this was a key aim of the training. As Hunter et al. (2013)
found that stronger beliefs about personhood were predictive of increased
willingness to treat pain, it was expected that with an increase in pain assessment and
treatment practices we would see an associated increase in perceptions of

personhood.

It is possible that the null finding regarding beliefs about personhood
represents Type Il error, due to a lack of sufficient statistical power. A lack of
research on change across time on the PDQ complicated estimation of possible effect
size. The study was powered to enable the detection of medium (d=0.5) effect sizes,
but a smaller effect would not have been detected. Null findings should be
interpreted cautiously in small pilot studies due to small sample sizes (Thabane et al.,
2010) and viewed as inconclusive as opposed to evidence of an absence of effect
(Altman & Bland, 1995). Also, it is likely that there were ceiling effects on the PDQ,
as staff scores were clustered towards the upper end of the range at baseline leaving

little room for improvement.

The concept of personhood is difficult to define and is likely to be
multidimensional, which poses a challenge to measurement. A measure of beliefs
about personhood as status was chosen in the current study as this had the strongest
evidence for association with pain care practices (Hunter et al.,, 2013). An

observational measure, such as Dementia Care Mapping (Innes & Surr, 2001), would
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be an alternative way of measuring personhood through assessing the care

environment (Kitwood, (1997) .

It could also be that the content of the training was not adequate to change
beliefs about personhood. Despite the popularity of models of person-centred care,
there is little empirical evidence (Dewing, 2004), and an absence of research into
methods for enhancing beliefs about personhood in dementia. Therefore, the training
components designed to enhance personhood beliefs were based on expert
recommendations (Malloy & Hadjistavropoulos, 2004) and related theory, as

opposed to direct evidence.

Another possibility is that the follow-up period was too short to detect change
in personhood. Beliefs about personhood are likely to be developed through person-
centred interactions where carers create an environment characterized by respect and
support (Kitwood, 1997). Kitwood used the term person-centred in reference to the
Rogerian psychotherapeutic approach which emphasises authentic contact and
communication (Brooker, 2007). There were several accounts from staff which were
characteristic of this, but the formation or further development of authentic
relationships with people with dementia may be a process that occurs over a longer

period of time.

Finally, it should be considered that lack of change indicates that beliefs
about personhood may not be an important factor in pain care. The positive changes
in clinical practice could have been due to others factors, such as increased sense of
competency or a shift in more general attitudes about people with dementia or the
nature of pain. However, due to the multi-faceted nature of the intervention, the

study design did not allow for the association between beliefs about personhood and
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outcomes to be directly tested. This has been noted to be a common problem in
person-centred interventions (Edvardsson & Innes, 2010) and should be investigated

further in future research.

Changes in pain care and residents’ pain levels

Staff reported increased awareness and changes in clinical practice, which was
reflected in the fact that residents with no analgesic prescription at baseline were
significantly more likely to have at least a PRN prescription at follow-up, and
improvements in pain treatment were observed in 53% of residents. However,
improved treatment practices did not translate into an improvement in residents’ pain

levels as might be expected.

It is possible that using a crude measure of improvements in treatment might
have led to an inflation in estimate of effect. Effective pain care is much more
complex than an increase in analgesics; it should balance the risks associated with
side-effects and polypharmacy against those of under-treated pain (BGS & BPS,
2007; AGS, 2002). Although classification of changes is sufficient in a feasibility
study, cautious interpretation is warranted and any further research should use a
measure which is able to take this complexity into account. Ideally, to assess whether
pain care is effective, the interference of pain on function and activities of daily

living should also be measured.

Although there was a small decrease in overall pain levels this was non-
significant. Also, individual level analyses revealed that change in scores on the

PAINAD were only likely to represent a clinically meaningful reduction in pain for a
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small percentage of residents (7-17%), and a small number showed reliable
deterioration on the measure whilst at rest (10%). This could reflect either
development of pain, or alternatively, it could be that staff were more aware of and
sensitive to pain and the increase represented detection of existing pain. In this way,

it is possible that increased assessment of pain could resemble an increase in pain.

Lack of change in residents’ pain levels could be due to insufficient changes
in pain treatment. Although there was positive change in analgesic use, PRN
prescriptions are likely to lead to under-treatment in dementia, as this type of
prescription relies on the person being able to report pain and request medication, or
being regularly assessed and re-assed for behavioural signs of pain (Reynolds et al.,
2008). Therefore, the lack of increase in fixed-schedule (FSC) prescriptions might

mean many residents had under-treated pain.

Limited information was collected about the type and nature of pain, meaning
it was not possible to determine what proportion of residents might have had
difficult-to-treat or intractable pain. However, this is unlikely to be a large factor, as
it would have been expected to be indicated in staff reports. More likely is that the
improvements seen were due to increased awareness and willingness to treat, but
greater consistency and systematic use of assessment tools, better communication,
and more re-assessment was needed for pain care to be effective. Assessment over
time, and especially before and after analgesic treatment, is integral to effective pain
assessment in dementia (Hadjistavropoulos et al., 2014). Therefore, with staff reports
suggesting a general lack of re-assessment, it is unlikely staff would have able to
detect when the first line treatment (i.e. paracetamol) was ineffective and stronger

analgesia was needed.
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Alternatively, lack of change could have been due to measurement error, as
behavioural observation measures of pain have associated conceptual and
methodological issues (Jordan, Regnard, & Hughes, 2007). The PAINAD has poor
specificity of 61% (Jordan et al., 2011), meaning it generates a high proportion of
false positive results. It is notoriously difficult to differentiate pain from
psychological distress in dementia as, apart from facial expression, there are no
behaviours which are specific to pain (Regnard et al., 2007), and behaviours resulting
from untreated pain can be identical to those resulting from other unmet needs or
psychological symptoms (Snow & Shuster, 2006). This difficulty was often
mentioned in case discussions, so it is possible that some of the scores indicating

pain reflected false positives.

Methodological limitations

A number of methodological limitations should be considered when interpreting the
findings of this study. As a feasibility study, the aim was not to investigate
effectiveness and therefore the study did not include a control group. However, this
clearly reduces the certainty with which any effects can be ascribed to the

intervention.

Several aspects of study design could have introduced bias, for example, it is
possible that the researcher’s frequent presence at the home raised awareness of pain
or that changes are due to the effect of being observed as part of a study, known as
the Hawthorne effect (McCarney et al., 2007). Also, there may have been selection
bias in the recruitment of staff participants, as staff who already held strong beliefs
about personhood in dementia and were sensitive to residents’ pain may have been

more likely to see the training as worthwhile and volunteer to take part. A key
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threat to the internal validity of the study was the lack of blinding of assessors.
Observational measures of residents’ pain were conducted by staff, and ratings could
have been biased by either a motivation to show reductions in pain to demonstrate
implementation of training, or alternatively to minimise any change to evidence that
the home was providing good pain care pre-training. Using an independent assessor
or obtaining several ratings from different staff and calculating inter-rater reliability
would have reduced risk of bias, but was beyond the resources of the current study
and care homes. Also, ideally self-report should be used for all residents who have
the ability and inclusion of this would have improved validity of pain assessments

(Hadjistavropoulos et al., 2014).

Bias might also have been a problem in the semi-structured interviews with
staff, as feedback was gathered by the same researcher who delivered the training.
Therefore, it is likely to have introduced some degree of social desirability bias.
Using a questionnaire to gather feedback might have reduced the risk of bias, but on
the other hand it would not have allowed the flexibility to explore barriers as they

emerged.

Clinical implications

The current study demonstrates that staff training interventions informed by
psychological theory can be acceptable to, and valued by, care home staff. Aside
from the educational component, staff found the case discussions particularly useful.
These sessions provided space for reflection in contrast to the heavily task-oriented
environment of care homes (Brooker, 1995). Understanding and decoding
behaviours in dementia can be challenging as people often have multiple complex

needs (Chenoweth et al., 2009). Application of psychological models can aid more
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accurate assessment of pain and help carers choose the most appropriate treatments
through a focus on formulation and individual needs-led interventions. This can be
achieved through the provision of training, supervision, or staff consultation by

clinical psychologists.

The National Dementia Strategy (Department of Health, 2009) recommends
specialist dementia care training for all care staff, and reduction in inappropriate use
of anti-psychotic medication. Clinical psychologists are well placed to deliver
training to care staff as they can utilise skills in supervision, staff consultation, inter-
disciplinary working and cultural competency. Successful psychological intervention
can challenge the dominance of the medical model in dementia care (Finnema,
Droes, Ribbe, & van Tilburg, 2000), and could reduce inappropriate use of anti-
psychotic medication (Margallo-Lana et al., 2001) through provision of effective
alternative approaches. Training in person-centred care and psychological
management of challenging behaviour has shown ability to reduce anti-psychotic use
in nursing homes (Fossey et al., 2006), and approaches tackling pain could have

similar effects.

Implications for future research

The current study has demonstrated the feasibility and acceptability of the staff
training intervention and shown promising results in terms of improvements in pain
care. Effectiveness should now be explored across a larger number of care homes
using a quasi-experimental design with a control arm, and, if appropriate, proceed to
a well-designed CRCT including three arms (control, intervention with educational
content only, and intervention with educational and personhood components) in

order to tease apart whether the personhood component has additional benefits.
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Any future study should ideally include additional measures of residents’
pain, including self-report where possible, and independent blind assessors for
observational scales to reduce bias. Examination of results over a longer follow-up
period would allow assessment of whether benefits are maintained. Also, more
detailed qualitative analyses would allow exploration of mechanisms of change and

factors associated with implementation of knowledge.

Future research should also explore possible additional benefits of the
intervention, such as a reduction in the use of anti-psychotics for residents, and staff
factors such as sense of competence. It would also be beneficial if the research
design allowed the association between personhood and approaches to dementia care
to be tested further, for example through obtaining data on the behaviour change of

individual staff and determining predictors through use of a regression model.

The current study demonstrates that even with an awareness of probable
barriers and a concerted effort to develop individualised solutions, research in this
environment is challenging. Future research should include more directive strategies
to overcome barriers, such as an inclusion of pain as an agenda item in handovers,

and obtain firm commitments from management about their application.

Conclusions

The current study was the first staff training intervention based on integrating the
principles of person-centred care with best practice in pain management. As a
feasibility study the main objectives of considering requirements for successful

implementation and possible threats to validity for a full trial were achieved, and
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effectiveness should now be assessed across several sites. The intervention was
successful in increasing the knowledge of care staff and showed promising
improvements in pain care practices. However, it was indicated that further
improvements were needed to achieve meaningful reductions in residents’ pain
levels. Surprisingly, the intervention did not significantly increase staff beliefs about
personhood in dementia, but due to the methodological limitations inherent in small
pilot studies it was not possible to draw clear conclusions about the meaning of this

finding.
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Overview

Attention to the barriers and facilitators to research in care home settings has been an
overarching theme in this thesis, as it is an important area to address if research is to
progress (Maas, Kelley, Park, & Specht, 2002; Mentes & Tripp-Reimer, 2002;
Murfield, Cooke, Moyle, Shum, & Harrison, 2011). Perceptions of barriers to
research results in an avoidance of research in this area, leading to the problems

facing older adults in care homes being understudied (Maas et al., 2002).

Using the four categories of barriers identified in Part 1: 1) organisational
culture, 2) resource constraints, 3) communication, and 4) attitudes and beliefs, 1 will
reflect upon the degree of impact of each on implementation of changes in pain care
practice and on study processes. | will also discuss how these barriers influenced
methodological considerations and my reflections on these decisions following

completion of the project.

Organisational culture

Organisational culture will be discussed firstly, as this exerts a significant influence
on all other types of barriers. Organisational culture is defined as “A pattern of
shared assumptions learned by a group as it solved its problems of external
adaptation and internal integration which has worked well enough to be considered
valid and, therefore to be taught to new members as the correct way to perceive,

think and feel in relation to those problems.” (Schein, 1985, p. 36).

In line with previous research (Brooker, 1995), the culture of the care homes
was observed to be heavily task-focused, with the assumption that the primary role of

carers is to take care of the physical and practical needs of residents. Also, there was
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a clear hierarchical power structure in homes, where management assumed all
responsibility and senior staff assigned tasks to care assistants (CAs), who had very
little autonomy. Observations germane to these two key aspects of the organisational

culture of care homes will be discussed in this paper.

Hierarchical power structure

Coercion of staff

Protecting staff against coercion can be challenging in care home settings, due the
inherent power imbalance in staff relationships and lack of control over the actions of
managerial or senior staff, and is an important responsibility of the researcher
(Lingler, Jablonski, Bourbonniere, & Kolanowski, 2009).  Although it was
emphasised to managers that consent must be completely voluntary, with no
repercussions for staff declining to take part, there were some instances of coercion
witnessed in one home. For example, on one occasion a staff member said she was
too tired to attend the training after working a night shift and the deputy manager
expressed disapproval and asked her to stay. Also, coercion was suspected in the
other home, as when staff were unable to attend a session they appeared anxious

about potential repercussions.

Due to these concerns, it was necessary to intervene on some occasions and
to regularly reiterate the following: the importance of consent being freely and
voluntarily given; staffs’ right to withdraw at any time; and managerial assurance
that non-participation would not compromise employment in any way. It is possible
that senior staff, who are used to training being mandatory, held an assumption that if

staff were being paid for their time they could be instructed to attend. As staff were
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being paid to attend by their employer, training could be seen to assume a dual role,

as both a research and an employment activity, which further complicated the issue.

This serious ethical issue has been noted to be a challenge in previous
research in this setting (Lingler et al., 2009; Nelson & Merz, 2002). Attempts to
protect against coercion have included staff being allowed to attend training sessions
without participating in the study, but researchers reported that even with safeguards
in place there were attempts to mandate attendance (Nelson & Merz, 2002). With
hindsight, it would have been useful to have explicitly addressed this issue during the
pre-intervention site visit. Advance discussion would have allowed clarification of
these complex issues, and enabled provision of information on what constitutes

coercion and how it can be avoided.

Disempowerment of care assistants

During my time at the homes | observed that CAs (i.e. the most junior staff) would
regularly state the limitations of their role, for example, ‘/ can’t do an assessment,
my job is to report any observations to someone more senior’. CAS also tended to be
less vocal during workshop discussions and | often needed to specifically invite their
feedback to ensure active participation. Also, during case discussions senior staff
tended to answer questions posed to CAs, and sometimes attempted to take over case

presentations.

Disempowerment of care staff in junior positions occurs due to factors such
as low pay, lack of training and support, and a lack of recognition of the demands of
their role and it can have a significant impact on dementia care (Beck, Ortigara,

Mercer, & Shue, 1999). For example, one study found that staff empowerment,
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through structures such as access to training and recognition, was significantly

associated with the provision of individualised care (Caspar & O’Rourke, 2008).

It is possible that the lack of report of re-assessment of pain, as detailed in
Part 2, could be due to disempowerment. For example, if a CA notices behavioural
signs of pain in a resident, according to them they must inform a senior staff
member, who would verify their assessment and make a decision about appropriate
treatment. However, if in this time the care assistant is needed elsewhere they may be
unaware of the treatment plan. It is easy to see how the hierarchical structure and
rigid practices have the potential to lead to confusion over whose responsibility it is
to assess the effectiveness of the treatment. Unfortunately, |1 was unable to explore
this idea during the feedback interviews, as | was only aware that lack of re-
assessment was a pervasive issue afterwards, but it could be important to explore in

further research.

In order to avoid potential barriers due to diffusion of responsibility the
training included discussions about the various roles of staff in providing effective
pain care and managers were asked to endorse the message that assessing pain is the
responsibility of all staff. During workshop discussions managers were asked
whether use of observational assessment tools was appropriate for all staff, and both
managers agreed that it was. However, it was clear from staff feedback that this did
not occur, as uptake of observational measures was limited to a few senior members
of staff. It was perhaps naive to presume that merely discussing these principles
would be enough to bring about change in this area, especially considering that any

increase in CA’s responsibility would be incongruent to other care processes.
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The rationale for assigning the responsibility of re-assessment to CAs was to
show respect for their skills in pain assessment, as previous research has suggested
that training can have a powerful role in empowering staff (Beck, et al., 1999; Caspar
& O’Rourke, 2008). However, it is likely that this approach did not fit with the
existing organisational culture. Many homes have a culture which is more status-
oriented where recognition and reward is based on status afforded by job title, rather
than merit (Corazzini et al., 2010). Upon reflection this approach was too alien to the
organisational culture and conflicted with the entrenched ways of working. In terms
of achieving effective pain care practices it might have been more useful to have

established clearly defined roles which fit with the current culture.

Managerial style and subcultures

In reflecting on my observations of CA disempowerment | considered the impact of
management style. There were key differences across homes: in one home the
manager invested a lot of time in training and often reminded staff who described
themselves as ‘only’ a CA, that all staff roles were important and valued, whereas the
other manager took a much more hands-off approach and their behaviour maintained
the hierarchical power structure, for example holding meetings with only senior staff.
Despite these different management styles, the issue of disempowerment of CAs
appeared to be just as prevalent across both homes. This was somewhat surprising,
as previous research has found that management practices directly influence staff
relationships and can contribute to disempowerment (Beck et al., 1999; Corazzini et

al., 2010)

Some research has suggested that the culture in care homes is best understood

in terms of subcultures, with administrative and managerial staff forming one
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subculture and direct care staff another (Maas et al., 2002). This fits with some of
my observations of senior staff adopting a more blaming leadership style, often using
an accusatory tone and seeking to locate blame rather than establish an understanding
in response to problems. For example, in one case discussion session a carer
reported that she might have overlooked a resident’s report of pain due to her own
attitudes towards pain. My praise of her reflective capacity and ability to recognise
how attitudes can act as barriers to pain care was quickly undercut by a senior
member of staff, who reprimanded her for not reporting the resident’s pain
immediately. Therefore, it could be that even a supportive and person-oriented
managerial style may not be enough to overcome a blaming leadership style in the

care staff subculture.

Culture of blame and scrutiny

Care homes are highly scrutinised environments, with regular inspections by the
CQC who can conduct impromptu visits and have the power to issue fines, mandate
changes, or prosecute facilities (Care Quality Commission, 2015), which could be
one reason why a punitive and blaming response to errors is common (Hughes &
Lapane, 2006; Scott-Cawiezell et al., 2006). A blaming leadership style is likely to
result in care staff feeling under scrutiny, and it is possible that participating in a
research study increased this effect. Some research has suggested that staff may be
suspicious about whether the true intent of a study is to allow their managers to

evaluate their job performance (Lingler et al., 2009).

Fear of blame or scrutiny may be one reason that some staff were initially
reluctant to take part in role-play activities. The role-play exercise was modified in

one group, due to some staff expressing discomfort at being observed by senior staff
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and asking to opt out. The modification agreed upon was that instead of each pair
taking it in turns to role-play in front of the group, all pairs would do the exercise
simultaneously and then feed back to the wider group. Although this format still
allowed for sharing of learning points, the opportunity for positive feedback from,

and in front of, other staff was lost.

During the planning stage, | discussed the different aspects of the training
with managers, who assured me role-play was a usual format for training and would
be acceptable to staff. This is an example of how there may be two different cultures
in care homes which both need to be understood in order to maximize study
processes. Care staff appreciate being involved in the planning of interventions and
this can maximise chances of successful implementation (Kaasalainen et al., 2010).
Although some direct care staff were consulted as part of piloting the training
materials, they may have been working in a different organisational culture.
Therefore, future developments of the training programme should include

consultation specifically with care assistants.

Influence of organisational culture on self-report of clinical practice

Staff often appeared quite anxious during the feedback interviews and this may have
been due to feeling their performance was being scrutinised. Staff were more
forthcoming with examples of clinical practice change during informal conversations
and case discussion sessions. For example, one member of staff gave an account of
how attending the training had given her the confidence to advocate for a resident,
which ultimately resulted in diagnosis of a fracture which had been missed by the

hospital on two occasions.
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I considered whether to report on these observations as part of the results. As
a researcher it is important to reflect upon personal investment in a project and,
having spent considerable time developing and running the training programme, |
was very invested in the outcome. Also, | was aware that both authorship of an
intervention and not having an active control are also seen to increase the risk of bias
due to allegiance, which can impact study outcomes (Gaffan, Tsaousis, & Kemp-
Wheeler, 1995; Leykin & DeRubeis, 2009). Employing reflexivity helped me to
realise that any reports would be at high risk of confirmation bias (Nickerson, 1998),
as | was likely to have paid specific attention to conversations where staff gave
examples | interpreted as supporting my hypothesis (i.e. that the training positively
impacted pain care practices). Therefore, | decided against making any additions to

the results.

Task-focused culture

Although staff clearly appreciated the value of good relationships with
residents, the focus of caregiving was still primarily on the completion of care tasks.
This was summarised well by one carer who said: “If we were told [to do something]
we would, if not then we come and do the routine things and the time is going and
then the shift is finished” (P117). One of the managers also spoke about it being
challenging to find the time for reflective practice. She described the amount of time
spent on the case discussions as ‘luxurious’ and stated that she appreciated the value
of reflection and was thinking about ways that this could be incorporated into routine

practice.

The task-focused approach to care in residential settings has been posited to

be the result of an under-appreciation of the challenging nature of caring for people
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with dementia, demonstrated by the inadequate levels of training, support and

supervision, alongside a high workload (Mentes & Tripp-Reimer, 2002).

Implementation of principles of person-centred care

As discussed in Part 2, the usefulness of case discussions was sometimes limited by
staffs’ lack of knowledge of residents’ social and medical histories, and current pain
treatment plans. One possible reason for this lack of knowledge could be the task-
focused culture, which left little time for implementation of person-oriented
approaches, such as familiarisation with the information kept in residents’ notes. For
example, it was particularly evident in the accounts of new staff that they knew
where they could find this information, but they had not read the notes due to lack of

time, prioritisation, or both.

My observations from discussions around person-centred care (PCC) were
that, although many staff had prior training in this area, most had only really engaged
with PCC principles at a superficial level. For example, the most common
definitions of PPC were ‘treating people as individuals’ and ‘recognising that
everyone is unique’, and it was often equated with respecting and accommodating
individual preferences, rather than developing a full understanding of people through

an awareness of their social history or promoting independence and autonomy.

Using the VIPS framework of PCC (Rasvik, Brooker, Mjorud, & Kirkevold,
2013), which aims to summarise Kitwood’s (1997) key ideas, staff demonstrated
good awareness and competence in the first two areas; recognising the value (V) of
each person as an individual, and providing individualised care (I). However, there
was a lack of attention to the perspectives (P) of residents with dementia or to the

importance of positive social psychology (S). This observations fits with qualitative
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research showing that although many CAs describe good clinical practice which is
implicitly in line with some of the principles of PCC, many lack a clear
understanding and further training is needed to ensure full adherence to these

principles in practice (Colomer & de Vries, 2014).

Communication

Communication can be difficult in busy care environments as there are constant
demands on carers’ time and opportunities for team discussions are limited. |
observed that handovers are generally very short, and there is little time for
discussion. Also, staff meetings were held relatively infrequently (<1 per week) and
other channels of communication appeared to be very limited. There were some
small bulletin boards in staff areas, but these did not seem to be in regular use, no
email circulation lists in use and there were no pigeon holes. The main channel of

communication was face-to-face at handovers and staff meetings.

Problems in communication with and between staff had two main impacts on
the study. Firstly, a lack of communication between staff limited the usefulness of
the case discussion sessions. When conducting the feedback interviews with staff it
became clear that most staff were unaware of what had been discussed in other
groups. Also, CAs were uncertain about whether or not they should be using pain
assessment tools, and attributed this to a lack of clear guidance. This lack of sharing
of ideas from discussions is likely to be largely due to the task-focused working

culture.

Communication difficulties also impacted upon data collection. Although a

clear data collection plan was agreed with managers and senior staff, outcome
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measures were often not complete by the deadlines set. This ultimately resulted in a
large amount of missing data on the observational measure of residents’ pain
(PAINAD). Care staff stated that they had not been informed about deadlines or had
been given unclear instructions. However, it should also be considered that not
completing outcome measures could be communicating to the researcher or
management that the study demands were too great, or that staff did not consider it to
be a priority. It has been observed that managers may agree to taking part in a study
without consulting care staff or providing them with adequate support (Maas et al.,
2002). It would have been useful to explore the barriers to data collection as part of
the staff feedback process, as both managers assured me that staff would be

supported in completing study processes during the pre-intervention site visit.

In order to facilitate communication, particularly when coordinating data
collection processes | used several strategies. Those that proved unsuccessful
included: sending emails with minutes of meetings and designated action points;
creating checklists or summary sheets to post on bulletin boards or in the study
folder; and putting contact details on all study documents and actively encouraging
staff to contact me with any queries or should they need any help. The most
successful strategies were direct face-to-face meetings with managers and senior
staff, attending handovers and staff meetings and regular phone calls. Successful
strategies were also the most time-consuming, so researchers may want to consider
allowing extra time in order to maintain effective communication in this setting,

which is key to maintaining fidelity and ensuring internal validity of a study.
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Resource constraints

Constraints on resources due to high staff turnover, high workload, staff shortages
and poor attendance were the most common barriers to educational interventions
found in Part 1. In the current study, small incentives of food / gift certificates were
offered to staff participants. This strategy has been suggested to facilitate attendance
by some authors (Maas et al., 2002), but others have reported it to be largely
ineffective (Jones, Fink, Vojir, et al., 2004; Robinson, Dennison, Wayman,
Pronovost, & Needham, 2007). In the current study it was difficult to tell whether
the incentives provided had any impact upon attendance, but staffs’ comments
suggested they served to acknowledge the sacrifice of time and conveyed a sense of

respect and value for their time.

It was decided to run the training twice in both homes and to vary the dates
and times of case discussion sessions. This approach definitely facilitated attendance,
as it allowed staff to attend the most convenient sessions and some opportunities to
make up missed sessions. Other strategies such as videotaping workshops or
offering 1:1 catch-up sessions were considered, but decided against as they could
negatively impact upon intervention fidelity and might have discouraged attendance

at workshops.

As detailed in Part 2, staff who attended workshops after their shifts were
noticeably less engaged during discussions. Also, recruitment was hindered by the
need to provide adequate staff cover and managers reported that the logistical aspect
of organising the training sessions was difficult. The need for provision of 24-hour
care is a challenge to research in this area as managers can find it difficult to release

staff (Maas, et al.,, 2002; Mentes & Tripp-Reimer, 2002). It would be worth
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exploring the feasibility of holding the training over one day somewhere off-site on

several occasions.

Constraints on managers’ time also had an impact on study processes. On
several occasions | arranged meetings with managers and team leaders in order to
build relationships and ensure there was a clear understanding of the research
commitment. However, meetings were often cancelled or interrupted by unexpected
demands on managers’ time, such as urgent matters relating to resident care.
Therefore, | adopted a different approach and wherever possible | spent the whole
day at the home, which allowed to me to eat meals and spend time with staff

informally and fit conversations around the demands of their workload.

Beliefs and attitudes of staff

As beliefs and attitudes of staff are known barriers to effective pain care
(Hadjistavropoulos, Fitzgerald, & Marchildon, 2010), the training was designed to
help staff develop awareness of their own attitudes, encourage self-reflexivity and
modify inaccurate beliefs. Exercises designed to meet these objectives included
group discussions of beliefs about and attitudes towards pain and their origins (e.g.
through familial, cultural and societal influences). Also, a small group exercise was
designed for staff to rate their agreement with common unhelpful and erroneous

beliefs about pain in dementia.

An awareness of the importance of creating a safe space for discussion
influenced my decisions about the design of these exercises. Holding a large group
discussion beforehand allowed me to model a curious and non-judgemental stance

towards attitudes and beliefs, drawing on my training on creating a good therapeutic
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alliance (Beck, 2005). Also, the rationale for asking staff to rate beliefs was to draw
attention to the fact that beliefs do not fall into a dichotomy of right or wrong.
Finally, the aim of doing the exercise in small groups was so that if any less helpful
beliefs were shared they were not attributable to any one individual which, given the
organisational culture discussed above, was an important factor in encouraging open

discussion.

Although not explicit in the training design, | found myself drawing on my
own teaching and experience of self-reflexivity when facilitating discussions. Also, |
found it very helpful to draw upon the skills in cultural competency developed
through training, particularly drawing upon the of Co-ordinated Management of
Meaning model (CMM: Pearce, 2004). Staff came from a variety of different
cultural backgrounds and it was important to explore their cultural values and beliefs
in a sensitive and respectful manner, especially where they could potentially
contribute to pain under-treatment (e.g. religious or cultural beliefs that suffering

pain builds personal strength).

Staff commented during these sessions that talking about their beliefs and
attitudes and the relative influences on practice was a novel task, and that they found
it helpful and enjoyable. One reason this might not have been reflected in staff
feedback is that they did not conceptualise these discussions as part of the formal
training, which was more associated with the learning of new information. This
would be congruent with one manager’s report of a general lack of reflective

practice.
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Implications for future research

Given the significant impact of organisational culture on research implementation it
would be useful to develop an evidence-base in this area. There are several existing
measures of organisational culture (Scott, Mannion, Davies, & Marshall, 2003) that
could be implemented, and qualitative research is especially needed to develop an
more in-depth understanding (Maas et al., 2002). In pain care, the impact of
organisational culture on prescribing practices has been little studied (Hughes,

Lapane, Watson, & Davies, 2012) and could potentially have a significant effect.

It has been suggested that in order to overcome some of barriers in this
research setting it is useful for researchers to spend considerable time in care homes
(Maas et al., 2002). Spending entire days at the home was useful in understanding the
culture of the care homes, but it would have been useful to explore potential barriers

with managers in more detail prior to implementing the training.

It may be useful to use a community consent model in care homes research
(Lingler et al., 2009), where residents and staff are involved in the agreement to act
as a research site along with managers, to ensure full commitment to participation.
Also involving care assistants in the planning and directly addressing cultures of

blame may enhance success of interventions and empower staff.

Being flexible with study processes and running the training twice were
found to be key facilitators in the current study. Future research should include more
directive strategies to overcome barriers (e.g. inclusion of pain as an agenda item in
handovers), and obtain firm commitments from management about their application.
It is important to ensure that any suggested strategies fit with the organisation

culture, or are significant enough to alter it.
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Methodological considerations

The methodological decision to further investigate the influence of beliefs about
personhood on pain care through staff training was largely based on considerations
of potential barriers to research in care settings. Hunter et al. (2013) found that
stronger beliefs about personhood were predictive of increased willingness to treat
pain. However, it is well known that intentions only account for a relatively small
amount of variance in behaviour change (i.e. the intention-behaviour gap: Sheeran,
2002). Therefore, given the early stage of this area of research it would have been
preferable to conduct a further experimental study to explore the relationship
between staff perceptions of personhood and pain management in dementia, focusing

on actual clinical practice.

Employing a quasi-experiential staff training design, as opposed to a more
experimental approach, was mainly based upon the rationale that this would be more
attractive to care homes. Anecdotal reports from experienced researchers in this
field, suggested that recruitment of care homes can be extremely challenging, unless
there is a clear benefit to the care home. Also, | drew on my previous experience
working on research trials, which taught me that recruitment is often the most
challenging aspect of research and given the limited time frame for conducting

doctoral research projects | was motivated to avoid potential pitfalls.

Reflecting on this decision with the benefit of hindsight, I still consider it to
be appropriate, given the scope of DCIlinPsy projects and my observations in care
homes. Based on my experience, | think it would have been incredibly challenging to
have recruited to and conducted research with a similar level of demand on staff, but

with less incentive for participation.
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Conclusion

The current study demonstrates that even with an awareness of probable
barriers and a concerted effort to develop individualised solutions, research in this
environment is extremely challenging. In order for research to progress researchers
should continue to reflect on learning points, and it would be useful for publications

to cite facilitators to change and successful strategies to mitigate barriers.
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Appendix A

Care home invitation letter

RESEARCH DEPARTMENT OF CLINICAL,
EDUCATIONAL AND HEALTH PSYCHOLOGY

Care Home Manager
Address

Dear Care Home Manager,
Re: Staff Training for Pain Management in Dementia: A Pilot Study (Student Study)

You are invited to take part in a research studyv being conducted at University College
London. This research involves piloting a staff training programme designed to help improve
the skills of care home staff in recognising and managing the pain of people with dementia.
We will be selecting two suitable care homes in which to deliver this training programme and
would like to give vou the opportunity to take part.

What is the staff training programme?

The training will give staff the chance to improve their Imowledge and skills about pain
assessment and management in patients with dementia. We hope that it will also enhance
resident’s quality of life bv leading to better detection and treatment of pain.

The training will run for approximately 6-8 weeks and will involve staff attending 2 half-day
workshops, with some group supervision/case discussion sessions in between. The training
programme will be open to all care home staff.

As a small token of appreciation for their time commitment we will also give each member of
staff who participates a £3 gift voucher.

What will taking part invelve?

We would ask for 10-15 members of care staff from each home to take part in the training
programme and to fill out some questionnaires about themselves and their patients (this will
take approximately 6-8 hours in total).

In order to study the effects of the staff training on pain in residents, we would ask that
approximately 10-15 residents with dementia are also involved (residents will not have direct
involvement with the research team, but we would ask to get some details from staff and to
look at records of their pain medication).

If vou think that the care home vou manage may like to take part in this research or vou
would like to find out more please contact me by telephone or email on the details below.

Yours faithfully,

Fave Sweeney
Trainee Clinical Psvchologist
Tel: I

Email: fsweenevi@uclacuk

Care Home Invitation Letter, version 1.2 (08/05/14) Page 1 of 1
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Appendix B

Letter confirming favourable ethical opinion

NHS

Health Research Authority

NRES Committee London - Camberwell St Giles
Level 3, Block B

Whitefriars

Lewins Mead

Bristol

BS12NT

Telephone: 0117 3421391
07 August 2014
Amended 08 August 2014 (SSA exemption)

Dr Aimee Spector

Senior Lecturer in Clinical Psychology

University College Londaon

Research Department of Clinical, Educational and Health Psychology
University College London

1-19 Torrington Place

WC1E 7HB

Dear Dr Spector

Study title: Staff Training Intervention for Pain Management in
Dementia: A Pilot Study in Residential Care Homes

REC reference: 14/LO/1084

Protocol number: nia

IRAS project ID: 150893

Thank you far your letter of 30™ July 2014, responding to the Committee’s request for further
information on the above research and submitting revised documentation.

The further information was considered in correspondence by a Sub-Committee of the REC. A
list of the Sub-Committee members is attached.

We plan to publish your research summary wording for the above study on the HRA website,
together with your contact details. Publication will be no earlier than three months from the
date of this opinion letter. Should you wish to provide a substituie contact point, require
further information, or wish to make a request to postpone publication, please contact the
REC Assistant, Miss Elizabeth Hearn, nrescommittee_london-camberwellstgiles@nhs.net.

Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the above
research on the basis described in the application form, protocol and supporting documentation
as revised, subject to the conditions specified below.

Mental Capacity Act 2005

| confirm that the committee has approved this research project for the purposes of the Mental
Capacity Act 2005. The committee is satisfied that the requirements of section 31 of the Act will
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NHS!

Health Research Authority

be met in relaticn o research camied out  as part of this project on, or in relation to, a person
who lacks capacity to consent to taking part in the project.

Conditions of the favourable opinion

The favourable opinicn is subject to the following conditions being met prior 1o the start of the
study.

Management permission or approval must be obtained from each host organisation prior to the
start of the study at the site concemed.

Management permission ("R&D approval”) shouwld be sought from all NHS organizations
involved in the sfudy in accaordance with NHS research govemance amangements.

Guidance on applying for NHS permission for research is available in the Integrated Research
Application System or at hitp2/fwww. rdforum.nhs uk.

Where a NHS organisation’s rale in the study is imited fo identifying and referring pofential
parficipants to research sites ("participant idenfificafion centre"), guidance should be sought
fram the R&D office on the information it requires fo give permission for this activity.

For non-NHS sifes, site management permission showld be obtained in accordance with the
procedures of the relevant host organisation.

Sponsors are nof required to notify the Commifiee of approvals from host organisations

Reqgistration of Clinical Trials

All clinical frialz (defined as the first four categories on the IRAS filter page) must be registered
on a publically accessible database within & weeks of recruitment of the first participant {for
medical device studies, within the timeline determined by the curment registration and publication
trees).

There i= no requirement to separately notify the REC but you should do 2o at the earliest
opportunity e.g when submitting an amendment. We will audit the registration details as part of
the annual progress reporting process.

To ensure transparency in research, we strongly recommend that all research is registerad but
for non clinical trials this is not currently mandatory.

If a sponsor wishes to contest the need for registration they should contact Catherine Blewett
(catherineblewst@mnhs.net), the HRA does not, however, expect exceptions to be made.
Guidance on where to register is provided within IRAS.

It iz the responsibility of the sponsor to ensure that all the conditions are complied with
before the start of the study or its initiation at a particular site (as applicable).
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Ethical review of research sites

MHS sites

The favourable opinion applies to all MHS sites taking part in the study, subject to management

NHS

Health Research Authority

permission being obtained from the NHS/HSC R&D office prior to the start of the study (see

"Conditions of the favourable opinion™ below).

Mon-MHS sites

The committee noted your request for S5A exemption for non-NHS sites and have agreed to

grant it.

Approved documents

The final list of documents reviewed and approved by the Committes is as follows:

Dacumernt Verzion Diafe
Cowvering letter on headed paper [Cover letier] 1.1 04 July 2014
Covering letter on headed paper [Further cover letter] 30 July 2014
Cowvering letter on headed paper [Cover letier] 1 28 May 2014
Evidence of Sponsor insurance or indemnity (non MHS Sponsors wl 28 July 2013
only) [Cerificate of confirmation of Insurance from Sponsor ]

GP/consultant informnation sheets or letiers [Letter to Mominated wl.2 08 May 2014
Consultes (GP])

GPlconsultant information sheets or letiers [GP Infermation Letter] |wv1.2 03 May 2014
Interview schedules or topic guides for participants [Semi-structured |[v1.2 08 May 2014
interview with care staff]

IRAS Checklist XML [Checklist_02082014] 02 June 2014
IRAS Checklist XML [Checklist_24072014] 24 July 2014
Letter from funder [Funding Confimnation Farm] wl.2 14 March 2014
Lefters of invitation to participant [Care Home Invitation Letter] wl.2 03 May 2014
Mon-validated questionnaire [Personal &amp; Demographic w11 23 Aprl 2014
guestionnaire for staff)

Participant consent form [Personal Consultee Declaration] 1.1 04 July 2014
Participant consent form [Mominated Consultee declaration form] 1.3 04 July 2014
Participant consent form [Personal Consultes Invitation] 1.1 04 July 2014
Participant consent form [Consent form for staff] wl.2 03 May 2014
Participant consent form [Mominated Consultes invitation] w1.2 03 May 2014
Participant consent form [Consent form for residents] 1.3 04 July 2014
Participant information sheet (PI5) [Information sheet for residents] [1.3 04 July 2014
Participant information sheet (PI3) [Information sheet for staff] wl.2 03 May 2014
Participant information sheet (PI3) [Information sheet for Mominated 1.3 04 July 2014
Caonsultes]

Participant information sheet (PI3) [Information &amp; assent form  [w1.1 22 Aprl 2014
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NHS!

Health Research Authority
for residents]
Participant information sheet (F15) [Personal Consuliee Information [1.1 04 July 2014
Sheet]
REC Application Form [REC_Form_02082014] 02 June 2014
Referee's report or other scientific critigue report [Research wl 30 January 2014
Proposal Review Form]
Research protocol or project proposal [Protooeol] 1.3 04 July 2014
Summary CV for Chief Imwestigator (Cl) [Aimee Spector V] wl 30 September 2010
Summary CV for student [Faye Sweeney CV) v 08 March 2014
Summary CV for supervisor (student research) [Amanda Williams w1 23 Apnl 2014
cvl
Summary, symopsis or diagram (flowchart) of protocol in non wl.2 08 May 2014
technical language [Summary Protocol]
‘alidated questionnaire [PAINAL] wid 23 April 2014
Validated guestionnaire [FDG] w1 23 Apnl 2014
‘VValidated guestionnaire [Fain Knowledge &amp; Beliefs w1 23 Apnl 2014
Questionnaire]

Statement of compliance

The Commities iz constituted in accordance with the Govemance Arrangements for Ressarch
Ethics Committees and complies fully with the Standard Operating Procedures for Research
Ethics Committees in the UK.

After ethical review

Reporting requirements

The attached document “Affer ethical review — guidance for researchers™ gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

Motifying substantial amendments

Adding new sites and investigators
Motification of serious breaches of the protocol
Progress and safety reports

Motifying the end of the study

The HRA website also provides guidance on these topics, which is updatad in the light of
changes in reporting requirements or procedures.

User Feedback

The Health Research Authority is continually striving to provide a high quality service to all
applicants and sponsors. You are invited to give your view of the service you have received and
the application procedure. If you wish to make your views known please use the feedback form
available on the HRA website:

hittp:ffwrarw hra.nhs uk/about-the-hrafgovemance/guality-assurance/
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HRA Training

NHS

Health Research Authority

We are pleased to welcome researchers and R&D staff at our training days — see details at
hitp-ifwww hra.nhe uk/hra-training/

[ 14/LOM 084

Pleaze quote this number on all correspondence

With the Commitize’s best wishes for the success of this project.

Yours sincerely

Mr John Richardson

Chair

Email-nrezscommitiee london-camberwelistgilesi@nhs _net

Enclosures:

Copy to:

List of names and professions of members

who were present at the meeting and those who submitted written

comments
“After ethical review — guidance for
researchers”

Mz Suzanne Emerfon

MRES Committes London - Camberwell S5t Giles

Attendance at Sub-Committee of the REC meeting on 01 August 2014

Committee Members:

MName Profezzion Prezent

Mr John Richardson Retired Director of COREC; Ecumenical Officer for fes
Churches Tegether in South London

Mr Jonathan Watkins Independent Social Worker fas

MName

Also in attendance:

Pazition jor rea=zon for aftending)

Miss Elizabeth Heam

REC Assistant
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Appendix C

Consent procedure for residents

The following process for obtaining consent adheres to the Mental Capacity Act
(2005), and the guidelines outlined in the document ‘Conducting research with people not
having the capacity to consent to their participation: a practical guide’ (British Psychological
Society, 2008).

Process for obtaining consent for residents

Throughout all interactions with potential participants the researcher used simple
language, spoke slowly and clearly, repeated information where necessary and asked open-
ended questions.

Potential participants received the Participant Information Sheet at least 24 hours
prior to a discussion with the researcher. The researcher was introduced to residents by a
member of staff and met with them to explain the project in more detail. The quality of the
person’s decision to participate in the study was judged by asking the person about: the
purpose of the study; the reason they arrived at their decision; and the reasons for and against
participating in the study. If the person was able to reach a decision about agreeing or
refusing to participate in the study this was accepted.

If a resident was not able to reach a decision about participating or refusing to
participate in the study the researcher attempted to enhance the person’s decisional capacity
by providing further information about the nature of research and providing more specific
and accessible information. If the person was then able to make a decision about agreeing or
refusing to participate in the study (as described above) the researcher accepted this decision.

If a resident decided to participate in the research and were judged as having the
capacity to make this decision they were asked to sign the participant consent form. A

caregiver was asked to witness the informed consent process whenever possible.

Procedure for assessing capacity to consent

If a resident was still unable to reach a decision after all efforts to increase their
decisional capacity, the researcher assessed their capacity to consent. A potential participant
was judged as not having the capacity to consent if they were unable to: understand the
purpose of the study; recall information about the research (although if the person has
memory difficulties this will not be sufficient to indicate a lack of capacity); and/or use or
weigh up the information and communicate their decision. The researcher documented all
decisions regarding whether or not a resident was judged to have capacity and the reasons for

this judgement.
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Procedure for decisions regarding participation for residents lacking capacity to consent

Where potential participants were not judged to have capacity to consent, the
researcher used the additional safeguards provided by the Mental Capacity Act to inform
decision making about whether to still include them in the study despite their inability to
consent. In these instances assent was always sought from the potential participant, either
verbally or in writing.

The researcher identified a personal consultee, such as a friend or relative, to advise
on the person’s participation. Consultees were asked to carefully consider the wishes of the
person with dementia and any opinions they may hold about participating in research.
Information sheets were provided and the researcher ensured all consultees demonstrated a
good understanding of the project. The following information and advice was sought from

consultees:

* Whether they have any personal or professional connections with the project or an interest
in its outcome.

» What knowledge of they have of potential participant.

* Whether they have discussed involvement in this or any other research project with the
person at any point.

* Their views about whether the participant may benefit from taking part.

* Their views about whether the person may object, be upset in any way or want to stop
being involved, and if so, how this would be shown.

* Their views about whether participation may cause any problems or inconvenience for the
potential participant.

* Whether, from their understanding of the person and the project, on balance the person

should or should not take part.

Using the information provided by the consultee and the resident, the researcher appraised

the benefits, burdens and risks of participating in the study for each prospective participant.
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Appendix D

Resident information and consent forms
Resident information sheet

Resident information and assent forms
Resident consent form

Personal consultee letter

Personal consultee invitation

Personal consultee information sheet

Personal consultee declaration form

Staff information and consent forms
Staff information sheet

Staff consent form
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|RESEARCH DEPARTMENT OF CLINICAL, EDUCATIONAL AND HEALTH PSYCHOLOGY

University College London Gower Street London
WC1EBBT

General Enquiries Tel: +44 (0)20 7879 1857
Fax: +44 (0)20 7916 1989
http:/henerw ucl ac ukiclinical-psy chology!

PARTICIPANT INFORMATION SHEET

Study Title: Staff Training for Pain Management for People with
Memory and/or Communication Problems: A Pilot Study (Student
Study)

Invitation to participate in a research study

You are being invited to take part in a research study. The study will
be conducted by Faye Sweeney, and will form part of a postgraduate
degree in Clinical Psychology at University College London.

Before you decide, it is important for you to understand why the
research is being done and what it will involve. Please take time to
read the following information carefully and discuss it with others if
you wish.

What is the purpose of the study?

This study is testing out new training for the staff who provide your
care. The training is designed to help improve the skills of care home
staff in recognising and managing pain for people with memory and
communication problems.

Why have | been chosen?
You have been invited to take part because you are considered to be
experiencing memory problems and/or communication difficulties.

Do | have to take part?

It is up to you to decide whether or not to take part. If you do decide to
take part you will be given this information sheet to keep and be
asked to sign a consent form. If you decide to take part you can
change your mind and withdraw at any time without giving a reason. If
you decide not to take part, at any time, this will not affect the
standard of care you receive.
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What will happen to me if | take part?
You will not have to do anything differently and you will receive your
usual care.

A member of staff will observe you several times, for between 2-5
minutes, to see if you are in any pain. A researcher will also speak to
a member of staff who knows you well and look through your medical
notes to get information about you and your care.

What are the possible disadvantages and risks of taking part?
We believe that the risks involved in taking part in the research are
minimal. However, you may find being observed, as part of staff
assessing your pain, upsetting or distressing. If you do find any part of
being in the research distressing, you are free to withdraw at any
point.

What are the possible benefits of taking part?

If you do decide to take part in the study, we hope that staff will be
more likely to detect and provide the treatment you need for any pain
you have. Research has shown that when people get better
treatment for their pain it can improve their overall quality of life,
although we cannot promise this.

For all participants, the information we get from this study may help us
to treat the pain of people with memory problems and/or
communication difficulties better in the future.

Will my taking part in the study be kept confidential?

All information collected about you will be kept private unless there is
a concern about risk; if we are concerned about your or another
person’s safety we may need to break confidentiality and share any
relevant information.

All documents that leave the care home will have your name
removed, with the exception of a consent form, which will be keptin a
locked cabinet. Once the study has finished University College
London will keep the study data in a secure location.

What happens when the study stops?
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We hope that the staff who provide care for you will continue to
assess and treat any pain you may have using the skills and
knowledge they have learned from the training they get.

What will happen if | don’t want to carry on with the study?

You will be free to withdraw from the study at any time, without giving
a reason. Withdrawing from the study will not affect the standard of
care you receive. We will need to use all data collected in the study,
up to the point of withdrawal.

What if something goes wrong?

Every care will be taken in the course of this study. However, in
the unlikely event that you are harmed by taking par,
compensation may be available. If you are harmed and you think
that this was caused through negligence by University College
London, you should talk to the researcher and then contact Dr
Aimee Spector. Dr Spector is the Chief Investigator for the
research and is based at UCL, she will support you to make any
claims in writing and pass it on to UCL’s Insurers (if you take legal
action you may have to pay the costs of this initially, and you
should consult a lawyer about this).

If you wish to make a complaint about any aspect of the way you
have been approached or treated during the course of this study or
if you are unhappy with anything about your participation, you can
make a complaint through UCL. Please ask the researcher if you
would like more information about making a complaint.

Who is organising and funding the research?

The research is being organised and funded by University College
London. The study will be conducted by Faye Sweeney, a Trainee
Clinical Psychologist who is being supervised by Dr. Aimee Spector,
who is a Clinical Psychologist.

What will happen to the results of the research?

The results will be published in journals for health care professionals
and other scientists. No-one who takes part will be identified in any
publication. Once the study has ended you will be invited to hear the
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researcher present the study findings at your care home. If you would
prefer to have a written report this is also be possible.

Who has reviewed the study?

All NHS research is looked at by a group of people, called a Research
Ethics Committee to protect your safety, rights, and dignity. This study
has been cleared by the Camberwell St. Giles Ethics Committee.

Who can | contact for further information?

For more information about this research, please contact:
Faye Sweeney

Department of Clinical, Educational and Health Psychology
UCL

Gower Street

WCI1E 6BT

Email: f.sweeney@ucl.ac.uk

Or if you have any complaints about this study please contact:
Dr Aimee Spector

Department of Clinical, Educational and Health Psychology

UCL

Gower Street

WCA1E 6BT

Email: a.spector@ucl.ac.uk

Tel: 0207 6791844

Thank you for thinking about taking part in this research study

Yours

Faye Sweeney
Trainee Clinical Psychologist

Dr Aimee Spector Dr Amanda Williams
Senior Lecturer in Clinical Psychology Reader in Clinical Health Psychology
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Participant information and assent formVersion 1.1 22.04.2014

PARTICIPANT INFORMATION AND ASSENT FORM

Study Title: Pain Management for People with Memory and/or
Communication Problems in Care Homes: Developing and testing a
new staff training programme

Invitation to participate in a research study
You are being invited to take part in a research study.

What is the purpose of the study?
This study is testing out new training for the staff who provide your
care. The training is designed to help improve the skills of carle home

staff in recognising and managing pain for people with memory and
communication problems.

What will happen if | take part?

You will not have to do anything differently and you will receive your
usual care. A member of staff will observe you several times, for a
short while, to see if you are in any pain. A researcher will also speak
to a member of staff who knows you well and look through your
medical notes to get information about you and your care.

Do | have to take part?

You do not have to take part in this study. If you do decide to take part
you will be free to stop the study at any time, without giving a reason.
Stopping the study will not affect the care you receive.
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Will my taking part in the study be kept confidential?

The researcher will not tell other people (i.e. people not involved in
your care) that you are taking part in the study or share any
information about you unless we are concerned about your or another

person’s safety. We will keep some written information about you but
this will be kept securely.

If you sign below, this means that you have read this form, or have
had it read to you, and that you are willing to be in this study. A
researcher will then speak to someone who will think about your best

interests and advise whether they think it is ok for you to take part in
this study.

Name of participant Date Signature

Name of person who has | Date Signature
discussed the study and
provided me with
information

If you are unable to sign your name, a member of staff can witness
you telling the researcher that you are willing to be in this study.

Name of siait O51= [Rave winessad [halihe parcpant has
mem ber witness told the researcher they are willing to be in
this study

Signatuwre to confirm the sbove

You will keep a copy of this form. One copy with also be kept in
your care records and one copy will be kept by the researcher.
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PARTICIPANT CONSENT FORM

Study Title: Staff Training for Pain Management for People with
Memory and/or Communication Problems: A Pilot Study (Student
Study)

Name of Researcher: Faye Sweeney
Participant Number:

Please initial
boxes

1. | confimnthat | have read and understand the
information sheet dated 0407/ 2014, version 1.3 for
the above study and have had the opportunity to
ask questions and have had these answered
acceptabhy.

2. | understand that my participation is voluntary and
that | am free to withdraw at any time, without
giving any reason, without ry medical care or legal
nghts being affected.

3. | understand that relevantsections of my medical
notes (including my Medication Administration
Records) and data collected dunng the study, may
be looked st by individuals from University College
London, from regulatory authonties orfrom the
MHE Trust, where it is relevant to my taking partin
this research. | give my permission farthese
individuals to hawve access to my records.

4. | understand that my paricipation invohles being
obsarved by staff, as part of an assessmeant of pain

and give my pemission forthis.
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5. | understand that sllinformation given by me or
about me will be treated as confidential by the
research team.

6. | agree to take partin the abowve study.

Mame of Liate oKgnature
participant

Mame of person Liate sgnature
taking consent (if
different from the
principal
researcher)

Fnncapal Liate oKgnature
researcher
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University College London G ower Street London WC1EEBT
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Dept of Clinical, Educational and Health Psychology
University College London
Gower Street

London
WC1EGBBT

DATE
LETTER TO PERSONAL CONSULTEE

Study Title: Staff Training for Pain Management in Dementia: A Pilot Study (Student Study)

Dear Mame

The XXXX care home is collaborating with University College London (UCL) in a student research
project.

| (Faye Sweeney) am a Trainee Clinical Psychologist. | am completing this project as part of a
doctoral course in Clinical Psychology at University College London. The project is called “Staff
Training for Pain Managementin Dementia’.

An important aspect of the research project is that all participants have the choice about whether to
volunteer or to refuse to take part. However some of the residents may not have the capacity to
consent because of particular difficulties they are experiencing that affect how they make some
decisions.

You have been approached as you are a partner, relative or friend of a resident of the X0XX care
home. The researchers would like to discuss with you your views about whether X232X may wish to
participate in the research project. | attach some information about the project, who the
researchers are, and in what ways you can help.

We would be grateful if you could have a look at the enclosed information and return the ‘Invitation
to Act as Personal Consultee’ to me within two weeks of the date of this lefter (my contact details
are provided on enclosed the information sheet). A stamped addressed envelope is also provided.
If you have any queries, please feel free to contact me to discuss this.

Thank you for your interest in the project and taking time to read the information.

(Signed)
Faye Sweeney
Researcher/Trainee Clinical Psychologist

Letter to Personal Consuliee, versiont 1, 04/07/2014 10of1
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Uliell

INVITATION TO ACT AS PERSONAL CONSULTEE

Study Title: Staff Training for Pain Management in Dementia: A Pilot Study (Student Study)

Patient Number:
Researcher: Faye Sweeney

| think that my partner, friend or relative may
NOT like to take part in the project.

| agree with this statement

Signed

| think that my partner, friend or relative may be
interested in taking part and | would like to
discuss this with the researcher. | have provided
a contact number and the times | can be
confacted below.

| agree to being contacted further about the
study

Signed

| think that my partner, friend or relative may like
to take part in the project — but | do not wish to

be consulted. | have provided information about
an alternative contact person below (if possible).

| do not agree to being contacted further about
the study

Signed

Contact details:

MName:

Contact number:

Maost convenient time(s) to be contacted:

Thank you for completing the form. Please return it in the stamped addressed envelope
or leave it F.A.O Faye Sweeney at XXX care home.

10f1
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PERSONAL CONSULTEE INFORMATION SHEET

Study Title: Staff Training for Pain Management in Dementia: A Pilot Study (Student Study)

What is the purpose of the study?

Research shows that pain is under-recognised and under-treated in older adults and that this problem
is worst for people with dementia. It can be very difficult to know whether a person with dementia is in
pain because they may be unable to tell anyone even when asked. This study is developing and
testing a new training programme for care home staff to help them improve their skills in recognising
and managing pain in people with dementia.

The project has been approved by Camberwell 5t. Giles Research Ethics Committee. We shall make
sure that the project is safe for each participant and does not cause them undue distress. To help
with this, the researchers need information from people who have known the paricipant for some
time or those who have agreed to be consulted on such matters.

Why have | been contacted?

We are intending to recruit participants to this project who may not have the capacity to consent to
their participation. This means that they may not be able to judge for themselves whether they would
like to take part or refuse. The project includes such participants because we are studying the impact
of an intervention for people with dementia, an illness which limits a person’s ability to give consent.

Researcher/s in the project would like to discuss with you whether you think that your partner, friend
or relative would like to take part. We would ask you to consider what you know of their wishes and
feelings, and to consider their interests. As you have known them for some time, you may be aware
of any views they may have about taking part in such a project or whether they have made an
‘Advance Decision’. If your partner, friend or relative has made an ‘Advance Decision’ this is
important as it shows that they have ready made decisions for themselves. The researchers would
like to respect the person’'s wishes.

Secondly, if you think that your partner, friend or relative may be interested in taking part in the
project, you may be able to tell us about any possible difficulties they may have. You also may be
able to tell us how they may communicate that they wanted to stop being involved.

What is required of each participant?

The intervention provided in this study is for dementia care staff and so residents of care homes will
not be directly involved with the research team. However, in order to study the effects of the staff
training on pain in residents, we would do the following:

1) The principal researcher will look at participant's medical records to obtain details about any
relevant diagnoses and their pain medication.

2) Staff will be asked to observe residents in order to assess any behavioural signs of pain. They
will be asked to do on several occasions, for around 2-5minutes, using a standardised
observational measure.

This will help the researchers to assess whether any change has occurred over time.

Information sheet for Personal Consultees, Version 1.1, 04 072014
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Taking part in the study does not involve any lifestyle restrictions or changes. Participants will carry
on with their everyday activities as normal while participating in the study.

What are the possible disadvantages and risks of taking part?

As pain assessment should be carried out as part of routine clinical practice the risk is seen to be
minimal and equivalent to that encountered as part of daily care. However if participants find
observations significantly distressing they may be withdrawn from the study. A decision to withdraw
will be made where the participation is no longer judged to be in the person’'s best interests.
Decisions will be made by the principal researcher through discussion with the Chief Investigator and
th_ehgersor?‘s direct care team. We will need to use all data collected in the study, up to the point of
withdrawal.

We will keep you fully informed during the study so you can let us know if you have any concerns or
you think your partner, friend or relative should be withdrawn.

What are the possible benefits of taking part?

We hope that participating in this research will lead to a direct benefit to participants through
improved detection and treatment of pain, although this cannot be guaranteed. If pain is a problem
for people the reduction or relief of pain is likely to enhance their quality of life. Also, previous
research has found that when people with dementia receive effective pain treatment it is associated
with a reduction in agitation and distress.

There is a lack of evidence-based intervention for pain management in dementia; therefore this study
may also lead to changes in the way that care is provided in this population.

Who is organising and funding the research?

The research is being organised and funded by the Research Department of Clinical, Educational
and Health Psychology, part of University College London. This project will be submitted by the
researcher as a thesis in partial fulfilment of the requirements for the postgraduate degree of Doctor
of Clinical Psychology.

Who has reviewed the study?

The study was reviewed in detail by the UCL Doctorate in Clinical Psychology. All research in the
MHS is looked at by independent groups of people called a Research Ethics Committee to protect the
safety, rights, wellbeing and dignity of participants. The X Research Ethics Committee has checked
and approved this study.

Will participant's information be kept confidential?

All information collected about participants over the course of the study will be kept private unless
there is a concern about risk. All documents that leave the care home will have participant's name
removed with the exception of a consent form. This form will be kept securely. After the study has
finished study data will be kept by UCL in a secure location.

Mo participants will be identified in any publication arising from the study. The results of the research
study will be published in a report that will be available to you and in journals for medical
professionals and other scientists. The researchers will also present the study findings to staff and
interested parties at each care home. You are welcome to attend this presentation.

Will information that | give be kept confidential?

Information about yourself (name, address and telephone number) will be held by the Care
organisation. Information that you disclose about the prospective participant will be held by the
researcher.

What do | have to do now?

If you think that your partner, friend or relative would be interested and you are able to discuss this
with the researcher, please fill in the attached ‘Invitation to Act as Personal Consultee’ form and
include your name, contact number and a convenient time when the researcher can contact you. We
would be grateful if you could return the ‘Invitation to Act as Personal Consultee” within two weeks of
the date of our letter. Please also retain the 'Personal Consultee Declaration’ form and the spare

Information sheet for Personal Consultees, Version 1.1, 04.07.2014
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stamped addressed envelope as we may ask you to complete this once you have spoken fo the
researcher.

If you think that your partner, friend or relative would be interested but you are not sure about
whether you would like to talk about this with the researcher, then please suggest who else could be
approached.

If you think that they would not be interested in taking part, then it is important that you still complete
the accompanying form entitled ‘Invitation to Act as Personal Consultee’. A stamped addressed
envelope is provided. We would be grateful if you could return the ‘Invitation to Act as Personal
Consultee’ form no later than two weeks from the date of our letter.

Making a complaint

Any complaint about the way you have been dealt with during the study will be addressed. If you have
any comments or concerns you may discuss these with the researchers. If you wish to go further and
complain about any aspect of the way you have been approached or treated during the course of the
study, you should email the Joint Research Office at research-incidents@ucl ac.uk or alternatively
you may contact the Chief Investigator and they will forward you complaint on.

For more information about this research, please contact:

If you would like to know more, please contact the Researcher, Faye Sweeney on 07877834847 or
f sweeney@uc ac uk Alternatively you can contact the Chief Investigator Dr. Aimee Spector, on 020
7679 1897, or by writing to the address on the letterhead.

If you are unsure about taking the role of consultee and would like seek advice from an
independent person who is not associated with the project, please contact:

Dr Chris Barker

Department of Clinical, Educational and Health Psychology

UCL

Gower Street
WCI1E 6BT
Email: c_barker@uclac uk

Thank you for thinking about helping us with this research study

Faye Sweeney
Researcher/Trainee Clinical Psychologist

Dr Aimee Spector
Chief Investigator/Senior Lecturer in Clinical Psychology

Dr Amanda Williams
Academic Supervisor/Reader in Clinical Health Psychology

—
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PERSONAL CONSULTEE DECLARATION

Study Title: Staff Training for Pain Management in Dementia: A Pilot Study (Student Study)

Patient Number:
Researcher: Faye Sweeney

Please initial

1. I confirmthat | have read and understood the Information for

Personal Consultees (version 1.1, dated 04.07.14) for the study
2 | confirmthat | have had time and opportunity to ask questions

about the study or my role as a Personal Consultee
3. | understand the purpose of the project and what the

participant's (my partner, friend or relative’s) involvement would

be. In my opinion, they would not object to taking part in the

study
4 | understand that participation in the project is voluntary and

that the participant would be withdrawn if they do not wish to

continue participating and the participant would not have to

give a reason.
5 | understand that if the participant were withdrawn from the

praject, this would not affect in any way the care or treatment

they receive, or affect their legal rights.
MName of Consultee Date Signature
Mame of person who has discussed the | Date Signature
study and provided me with information
{(usually principal researcher)
Principal Researcher Date Signature

Please complete both copies of this form and keep one for yourself. Please send the other
copy in the stamped addressed envelope provided, thank you.

Personal Consulfee Declaration, version1. {, 04/07/2014 10of1
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Staff Training for Pain Management in Dementia: A Pilot Study
(Student Study)

Information for staff about the research

You are invited to participate in a research project to help improve the skills of care home staff in
recognising and managing the pain of people with dementia. The study will be conducted by Faye
Sweeney, as part of her training at University College London and will be submitted as a thesis in
partial fulfilment of the requirements for the postgraduate degree of Doctor of Clinical Psychology.
Before you decide if you want to join, it's important to understand why the research is being done and

what it would involve for you. So please consider this leaflet carefully and ask the researcher any
questions you may have.

Why are we doing this research?

Research shows that pain is under-recognised and under-treated in older adults and that this problem
is worst for people with dementia. It can be very difficult to know whether a person with dementia is
in pain because they may be unable to tell anyone even when asked.

This study is developing and testing a new training programme for care home staff to help them
improve their skills in recognising and managing pain in people with dementia.

Why have | been invited to take part?

Y ou have been invited to join the study because you currently work at one ofthe care homes that
has agreed to take part. Your manager has given permission for you fo attend the training and to
take part in other activities related to the research if you choose to do so.

Do | have to take part?

Mo: it's up to you. Please read through this information sheet and think carefully about whether you
want to take part. We invite youto attend a meeting with a researcher at your workplace about the
study. If you have any questions about the study, you can ask the researcher then. If you are willing
to take part in the study, we will ask you to sign a consent form to show you have agreed to take part.

If you decide that you do not want to take part or you decide to withdraw from the study you do not
have to tell us why, and any reason you do give will not be shared with your manager.

What will happen if | take part?
If you agree to take part you will be asked to do the following:
1. Complete some questionnaires about yourself (demographic information, qualifications, job
details efc.) and your knowledge and attitudes towards dementia and pain in dementia. These
will take approximately 20 minutes and will be paper and pen based.

Information sheet for Staff, Version 1.2 (08.05.2014)
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2. Assess pain for some of the patients you care forwho havle dementia. These patients may be
identified by you or by your manager. You will be asked to observe the patient at rest and
during movement. You will be asked to assess pain both before and after taking part in the
fraining programme. Each assessment should take around 5 minutes to complete.

3. Attend the fraining programme, whichwill be held at the care home where youwork and
invalve two training workshops of approximately half a day in length each, over a 6-8 week
period. Between workshops you will be asked to attend one or two group supervision sessions
of approximately an hour, to support you in applying what was learned at the workshops to
your clinical work with patients.

There will not be any test or quiz at the end of the training programme.

4 At the end of the training programme we will invite you to discuss your thoughts and ideas
about the workshops you attended and how helpful they were for your day-to-day work. This
will involve you taking part in a face-to-face interview lasting approximately 15minutes. This
will also be held at the care home where you work and will take place within a month of
completing the fraining programme.

What are the possible benefits of taking part?

The potential benefits for you are improvement of skills and/or knowledge about pain assessment
and management in patients with dementia. Also, we hope that undergoing the training will help you
to provide the best care possible for your patients, potentially leading to better detection and
treatment of pain, which may enhance their quality of life.

It is also hoped that this study will help us to improve pain management for people with dementia in
general.

What are the risks of taking part?

We do not expect there to be any risks of taking part in this study over and above those which would
be part of your normal job. However if being involved in this research really does not suit you, for
example if you find it distressing, you are free to withdraw at any point.

Although it is not anticipated that the questionnaires or face-to-face will cause any stress or distress,
this is a possibility_ If, for any reason you do become distressed the researcher, who is a clinician with
appropriate training, will be available to help you manage this in the most appropriate way (i.e.
accompanying you to a private room).

Participating in the research involves a time commitment and you may experience some minimal
inconvenience from attending training and answering questionnaire/completing observational
measures. As a small token of appreciation for the time and effort involved in taking part we will
provide you with a £5 high-street voucher.

What happens if | don’t want to carry on with the study?
You can withdraw from the study at any time, without giving a reason. If you choose to withdraw from
the study this will not affect your employment in any way.

What happens if | don’t want to carry on with the study?
Y ou can withdraw from the study at any time, without giving a reason. If you choose to withdraw from
the study this will not affect your employment in any way.

Will our taking part in this study be kept confidential?

Allinfarmation which is collected about you during the course of the research will be kept strictly
confidential. It will be shared with associated university researchers who have a duty to you as
research participants. However, if you or another member of staff were to disclose issues related to
protection of vulnerable adults during the research, we might have to share this information with an
appropriate person. We would discuss this with you before we notified anyone else.

We will let your manager know that you are taking part in the study so that s/lhe can authorise your
attendance at the training days and provide any other time away from your clinical duties as needed.

Information sheet for Staff, Version 1.2 (08.05 2014)
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What will happen to the information | give?

One of the requirements fortaking part in the study is that you plan to be working at the care home
throughout the study (until [date]). If you plan to leave your job before this date and so decide not to
take part in the study we will not share this information with your manager.

The results of the research study will be published in a report that will be available to youand your
workplace and in journals for medical professionals and other scientists. Your name or the name or
your workplace will not appear in any report or publication.

Whe is organising and funding the research?
The research is being organised and funded by the Research Department of Clinical, Educational
and Health Psychology, part of University College London.

Who has reviewed this study?
The study was reviewed in detail by the UCL Daoctorate in Clinical Psychology. All research in the
MHS is looked at by independent groups of people called a Research Ethics Committee to protect

your safety, rights, wellbeing and dignity. The Camberwell 5t,Giles Research Ethics Committee has
checked and approved this study.

What if there is a problem?

If youwish to complain, or have any concerns about any aspect of the way you have been
approached or treated by members of staff you may have experienced due to your participation in the
research, UCL complaints mechanisms are available to you. Please ask the researcher if you would
like more information on this.

In the unlikely event that you are harmed by taking part in this study, compensation may be available.
If you suspect that the harm s the result of the Sponsor's (University College London) negligence
then you may be able to claim compensation. After discussing with the researcher, please make the
claim in writing to Or Aimee Spector who is the Chief Investigator for the research and is based at
University College London. The Chief Investigator will then pass the claimto the Sponsor's Insurers,
via the Sponsor's office. You may have to bear the costs of the legal action intially, and you should
consult a lawyer about this.

Contact details
If youwould like to know more, please contact the Researcher, Faye Sweeney or the Chief
Investigator Dr Aimee Spector, on 020 7679 1897, or by writing to the address on the letterhead.

Thank you for reading this — please ask any questions you may have.

Yours

Faye Sweeney
Trainee Clinical Psychologist

Dr Aimee Spector Dr Amanda Williams
Senior Lecturer in Clinical Psychology Reader in Clinical Health Psychology

Information sheet for Staff, Version 1.2 (08.05.2014)
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RESEARCH DEPARTMENT OF CLINICAL, EDUCATIONAL AND HEALTH PSYCHOLOGY

University College London G ower Street London
WC1EGBT

General Enquiries Tel: +44 ()20 7679 1897
Fax: +44 (0)20 7916 1989
httpifwww. ud.ac.uk/clinical-psy chology/

Participant identification Mumber:

Mame of Researcher:

Title of project : Staff Training for Pain Management in Dementia: A Pilot Study (Student
Study)

CONSENT FORM

Please initial box

1. I confirmthat | have read and understand the information sheet dated 08/05/14
{version 1.2) forthe above study. | have had the opportunity to consider the
information, ask questions and have had these answered satisfactorily.

2. | confirm that | have had sufficient time to consider whether or not want to be
included in the study

3. lunderstand that my participation is voluntary and that | am free to withdraw at any
time, without giving any reason, without my occupational status or legal rights being
affected.

4. lunderstand that data collected during the study may be looked at by members of
the research team from University College London, from regulatory authorities or
fromthe NHS Trust, where it is relevant to my taking part in this research. | give
permission forthese individuals to have access to my data.

5. |agree totake partin the above sthdy.

MName of Participant Date Signature

MName of Person Date Signature
taking consent

When completed, 1 for patient; 1 forresearcher as part of the study documentation; 1 (original) for researcher

site file

Staff consent form, Version 1.2 (08.05.2014) Page 1 of 1
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Appendix E

Staff feedback interview schedule

RESEARCH DEPARTMENT OF CLINICAL,
EDUCATIONAL AND HEALTH PSYCHOLOGY

Semi-structured interview with care staff

Study title: Staff Training for Pain Managementin Dementia: A Pilot Study (Student Study)

Interview length: 15-20mins

Introduction: Thank you foragreeing to take part in an interview about the ‘pain in dementia’ training
programme. lwould like to ask you about your experience of the training and any effects you feelit has had on
your clinical practice. | would like to assure you that your answers will remain completely anonymous and no
records of the interview will be kept with your name on them. | also wantto remind you that you do not have
to take part and you are free to withdraw at any time, without giving a reason. Do you have any questions
before we begin?

Questions

Interviewer instructions: Use open ended gquestions and neutral prompts to avoid asking leading questions.
The researcher should focus on identifying change, thereforeitis important to check whetherexamples are
‘different or the same as before the training’.

1. What was your experience of attending the 'pain in dementia' training?’ {Prompts: ‘How helpfulwas it?’,
‘Inwhat ways was it helpful/unhelpful?’)

2. ‘Do youfeelthe training hasincreased your knowledge about pain in people with dementia?”
If yes, ‘Inwhat ways?’

‘Has your clinical practice changed since taking part in the 'pain in dementia' training?
If yes, ‘Inwhat ways?’
(Neutral prompts, such as 'has anything else changed?', ‘Is there anything else you are doing differently’)

3. ‘Canyoutell me aboutone or more examples where you have put something you learned from the "pain in
dementia'training into practice’. {Use neutral prompts to elicit as much detail as possible foreach example
given)

If the staff member does not give examples after neutral prompts ask specifically about the following:

a) Assessment: ‘How have you assessed painin people?

(prompt: ‘Have you used an observational tool?'}

b) Treatment: ‘Since receiving the training do you feelyourtreatment of pain in residents with dementia
has changed?

(prompts: ‘Have you provided any pain medication on an 'as needed' or PRN basis?’, ‘Have you provided

any non-medical treatment for pain, such as heat/cold pads or massage?’)

‘How do you assesswhether any treatments have been effective?”

MN.B. The researchershould clearly record ‘(p)’ to denote when prompts have been provided.

Semi-structured interview with care staff, version 1.2 (08.05.14) Page 1 of 1
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Appendix F

Staff training workshop presentations

Plan for today

Pain Management for people
with Dementia

Dr Aimee Spector, UCL, Chief Investigator
Dr Amanda C de C Williams, UCL. Academic Supervisor
Faye Sweeney, UCL, Principal Researcher

UL, RESEARCH DEFSATMENT OF CLIMCAL, EDUCKTIONAL AND HILALTH PSTCHOLOUT

Focus:

Today's session will focus on an introduction to “Pain in Dementia’
and ‘Assessing Pain in Dementia”

Marning workshop:

*  Training will run from &.00am- 11.30am
* 15 min breaks at 9:00am and 10:15am

Werkshop 2 : Tuesday 3™ March (TBC)

Pain experiences

Think about a personal experience of pain that you feel
comfortable discussing

* Did you express this pain? If yes why and how?
* How did other people respond to your pain?
* How did you manage or cope with the pain?

* Where do your beliefs about how or when you

should express pain come from?

What is dementia?

Dementia is a progressive deterioration in cognitive function (i.e.
the ability to process thought) beyond what might be expected
from normal ageing.

Preblems with thinking or memaory, indude:

* day-to-day memory

* concentrating, planning or organising — e.g. difficulties making
decisions

* language —e_g. difficulties finding the right word for something
= visual and spatial skills— e.g_ problems judging distances

* orientation —e.g. becoming confused about where they are

* changes in mood or behaviour

How big is the problem of pain?

1) What percentage of elderly people have chronic pain?
10% 25% 0% B5% 80%

2) How many peocple living in residential care are
thought to be in pain at any one time?
10% 25% 50% 75%

Why is pain such a problem in
dementia?

* Pain is under-recognised and under-treated in
older adults and to the largest degree in people
with dementia

Dr Liz sampson talks about pain in dementia
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Problems pain can cause in
dementia

* Reduced guality of life and disability

* Increased behavioural symptoms, such as
Agitation

* Worsening of psychological symptoms e.g.
confusion and depression

What are the difficulties in
assessing pain in residents with
dementia?

Brainstorm together as a group

What are the difficulties in
assessing pain in residents with
dementia?
* Language deteriorates in dementia

* Dementia affects people’s understanding

* Behaviours seen as symptoms of ‘the
dementia’

* People with dementia may be reluctant to tell
you about their pain

Common causes of pain in
dementia
Constipation
Urinary tract infections (UTIs)

Undiagnosed fractures from falls which no-one
witnessed

Sore mouth, toothache (less able to clean teeth
properly) or ill-fitting dentures (often due to
weight loss)

Earache

Being lifted or moved in an uncomfortable or
painful way

Beliefs about pain and dementia

In groups of two consider the following statements.

Rate each statement from ‘0’ (not at all true) to '10"
(definitely trus).

Please maks a note of any previous knowledge,
experiences or evidence that you consider in
your decision.

Myth busting

= Which myths had you already become aware of?

= What sources do you most trust to learn about such things?

= what did you find mast surprising in your discussions about these myths?

= What's the best way to address other people’s mistaken ideas about

dementia?

= What implications do these myths have for how you work?
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‘Challenging Behaviour’:
Communication of an ‘unmet need’

» People’s basic needs can go unmet in dementia:
— people are less able to meet or communicate their own
needs
— it's difficult to meet needs in the care environment (i.e.

Triggers

freedom may be restricted to ensure their safety)
* ‘Challenging Behaviour’ can be seen as an attempt to either BE'hd:a'iDLII'
meet or communicate these unmet needs.
Unmet needs, e.g. Pain
» The approach places the person with dementia at the Viocalisstions Fecli
centre of the assessment and intervention process 4 > ==
‘Challenging Behaviour’ due to Pain Beryl

Beryl

- Resident at Rose view Care Home for six years
- Diagnosis of Alzheimer’s
- Well liked by staff and other residents- usually ‘chirpy”

- Good mobility and requires minimal help with parsonal
hygiene/care.

Recent changes in Beryl's behaviour:

= Her mood seems low and she is not talking or singing
as much as she used to

= Poor appetite and refusal to eat (particularly meat)

+ Increased restlessness and moaning

= Disturbed sleep

= Refusal to take part in daily activities

= Aggressive behaviour

“Unmet needs” model: Case of Beryl
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PAIN
ASSESSMENT

If you see change or challenging behaviour think ‘could it be pain?”
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ASSESS, TREAT, RE-ASSESS

ASSESS

+ Ask the parson what the matter is

= Listen to them

+ Observe their behaviour and what’s going on

TREAT
= Act on what you've seen and heard

RE-ASSESS
+ Chack if the treatment is working

ASSESS

« Simple language
‘how are you feeling?’ or “what's troubling you?”

+ Use different phrases or expressions

‘Are you feeling sad?’, ‘Are you cold?, ‘Do you feel
sick?”

= Try non-verbal ways to communicate
(i.e. gestures or facial expression)

ASSESS: Self-report
scales

Simple Descriptive Pam Intensity Scals

i

r 1
Ho ] MAgorare Severs Vary
pan pan i sevore
e

ASSESS: Self-report where possible

= Ask person if they have pain at rest or during
movement

Use alternative descriptors such as ‘does it hurt?, ‘is it
sore?, ‘do you have any aches?’

If people seem to struggle with a numerical scale (0-
10), you can ask them on a verbal scale ('no pain’,
‘mild pain’, moderate pain’ etc.)

= If you know the person well try and use their
language, some older people may refer to a part of

Ho Worst
- 3 their body ‘giving them gip or bother’, or ‘playing or
acting up”
ASSESS ASSESS: Observe

s Spend time with the person

« If they are confusad listen for clues as to how you can
reassure them

s Allow enough time for the person to do whatever it is
they are trying to do

s Ask if they need help, without crowding them

» Avoid showing impatience

Record a description of the behavior (e.g. what and how
oftan)

Consider doing/requesting a physical examination

Notice how they react to the environment (2.g. sights
and sounds)

Could it be something simple? E.g. do they have
appropriate clothing on
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ASSESS: Facial expressions

e Nose wrinkles

e Eyelids tighten/close
e Lips tighten/parted

e Eye brow lowers

e Cheek area raised

Picture

quiz

Picture

quiz

ASSESS: Observe Behaviour

Look out for:

* Grimacing or grinding or clenching their teeth?

* Rubbing, pointing or pulling at a particular part
of their body?

* Mood change, irritability or tearfulness

* Groaning, shouting or screaming?

ASSESS: Observe Behaviour cont.

* Movement- Are they less mobile, or moving
differently? Are they pacing, unable to settle
for long, restless or fidgeting?

* Body language - stiff, rocking or perhaps
guarding part of their body?

* Physical changes- do they have a temperature,
has their appetite or breathing pattern
changed?

ASSESS- Gather more
information

* |s there something that they like doing that will
lift their mood or reassure them? Does this
help?

* Are there familiar people, places, or objects
that can help reassure them?

* If symptoms persist, who the best personis to
ask for help and advice? E.g. a family member,
GP or dentist.
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TREAT: Pain treatment — the
“analgesic ladder”

The “analgesic ladder” is the progression from weaker to stronger
types of pain relisf.

Giving painkillers such as paracetamel on an ‘as needed’ or priv basis
can be very effective.

Evidence supports the use of paracetamol as a first-line treatment
for pain in dementia

If the person is obvieusly already in significant discomfort you don’t
need to start on the first rung of the “ladder™! Don't get stuck
there either if the problem is continuing.

TREAT: Pain treatment

Important things to bear in mind:

If medication is frequently given prn seek advice
about a ‘fixed-schedule’ prescription.

Reassess and Monitor the person to see if the
medicine is working.

How can | best communicate
results of pain assessments to
GPs

+ Give a brief summary of the resident’s information
* Why are staff concerned?
= What do you think it might be and why?

* Physical observations

Treatments already tried

= What madication is the resident on?

TREAT: Non-pharmacological treatments

What can | do other than talk to the GP about medication ?
* Changing their position

*  Touch or massage

* Cool compress, or heat pad

* Non-pharmacological treatments can be gffective but should only be
provided where approprigte and you many need to consult with o
nurse, dochor or physiotheropists to ensure this.

Act as an advocate or supporter for the person with dementia to maks
sure other pain treatments are considered or tried.

Role- play (hand-out 1)

Please get into pairs

- One person to take the role of a resident who is
unable to communicate verbally

- One person to be staff and try to assess their pain

- [Each ‘resident’ will be given some information about a
painful condition and they will have to act this out and
try and communicate pain

Cont. Role-play

Feedback the results of your pain assessments to
the wider group. ‘Residents’ read out the
information you had.

- How close were you to the information the
resident was trying to communicate?

- How easy was it assessing this? What made it
difficult?
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Key steps in pain assessment and
treatment process

. Be always on the look out for pain
. Assess pain- verbally if possible and/or use

observations of behaviour

. Assess pain at rest and during movement
. Use the knowledge you have about the patient or ask

familiar caregivers for more information

. Do a physical exam and check medical notes

6. Choose an appropriate treatment for the pain

{pharmacological, non-pharmacological or both)

. Check the effectivenass of the treatment- has it

worked or do you need to do more?

Preparation for Workshop 2

= Spend 5-10 minutes thinking together about a
resident with dementia whose care you think it
would be useful to discuss next session.

= They may be new to the home or perhaps have lots
of behaviours that are challenging and not fully
understood.

+ Please only choose one of the residents who is
involved in the research.

WORKSHOP 2

Person-centred pain

assessment

Plan for today

Focus:

Today's session will focus on implementing the
principles of ‘Person-centred Care’ when
assessing Pain in Dementia

Timings:
- Training will run from 1.30pm- 5.30pm
- 15 min breaks at 2:45pm and 3:45pm

Recap from previous workshop

IMAGINE . . .

You are in a room you don't recognise, the people around you seem
waguely familiar but you're niot sure who they are or how you know them.
Most other people in the room are ‘old people’, but there are also women
the same age as you, they are wearing blue uniforms and rushing around,
they look busy. You decide you showld investigate where you are and
maybe ask someone, so you start to get up but notice a sharp pain in your
leg, 50 you stay put. You wonder what could be wrong with your leg, have
wou had an accident? Is that why you're here? Has somebody hurt you?
Where are your family? You start to feel very afraid and confused.

One of the women in uniforms come up and says “Eve it's time for your
bath”, gently taking hold of your arm and gesturing for you to get up. What
do you do?
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Communicating pain

What can get in the way of us
recognising pain in residents with

recognising pain in residents with
dementia?

Brainstorm together as a group

dementia?
/ Persan’s -H\"- -'/t-.- Person's helisf as to
experience of [ —— }
S pan S . behave i the simation "
";ii-'al;eﬁemhm‘ the pem;u. 7
TEQOITS OF EXPIEsses pain
What can get in the way of us ] )
Pain Beliefs

Think about all the sorts of beliefs people have
about pain

* What beliefs might older people hold about
pain that might get in the way of them
expressing pain?

* What beliefs might we have that might get in
the way of us recognising the pain of others?

Pain Beliefs

Some examples:

- Pain is a necessary part of life

- Pain makes people stronger

- Painis a punishment from God or God will
only give me pain that | can handle

- Admitting | have Pain means people will think
I'm weak/tolerating Pain shows strength of
character

Person-centred pain management

What questions can you ask family and
friends to help you understand how
someone might cope with or express
pain?
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Person-centred pain management

“Life story” information is vital:

= What have they done in the past?

= What is important to them?

= How have they coped in difficult situations in the
past?

= What might reassure, comfort or frighten them?

Is thers anything they can normally do for themselves
that they can't do at the moment?

s

Talk to other people involved in their care, record their
life story and use it to help support their care.

The example of Mr Jones

In small groups consider the case of Mr Jones, thinking about
how the following factors might influence his experience
and/or exprassion of pain

* Biological (e.g. his health, disabilities)

* Sociocultural (e.g. ethnicity, gender, culture)

= Psychological (e.g. fear/stress/anxiety, mood)

= Previous Experience (of pain or reporting pain)

= Situational (e.g. the effect of his current enwironment)

= What are the next steps you would take to assess his pain?
= What could you ask his sans?

Mr Jones

Mr Jones is a 79 year-old white British man with dementia and a
history of falls. He has been living at Oak View care home for
Jyears and is a widower. He has two sons who live quite far away,
but visit him on his birthday and at Christmas. You know that Mr
Jones used to be in the Army, but he has never spoken about this.
In the past few months Mr Jenes’ communication has deteriorated
and he is often no longer able to finish his sentences, but he often
shouts phrases or single words and swears when he becomes
frustrated. He used to pace around the home but has recently
stopped doing this, preferring to stay in his room. He has started o
hit out and shout at staff when he is bathed, but has no cbvious
physical injuries.
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What next steps could you take
to assess for pain?

= Stop bathing and see if reacts differently during washing?
= |f possible see if bathing by male staff helps

* Dbserve during movement particularly or when sitting at
different times

* Look for any guarding, bracing or rubbing of body parts

= Bath using a support se his weight is on a different area

= Try pm paracetamel before bathing

= Look in medical notes for any reasons for falls

= Ask another member of staff to observe his facial expressions
= Ask him about pain (use his language if possible)

What could you ask his
sons?

What was his previous personality?
Any previous aggressive behaviour?
Did he show pain in the past? If so, how?

How would he cope in difficult or anxiety-provoking
situations before?

* How was he with going to the Doctors previously?

+ What might be the best way to help him save face’
or to feel in control?

= Full medical history if possible
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rersonhood and person-centred
care
Group discussion

Topic 1: Personhood

What does the term ‘person-centred’ care mean
to people?

What is a person?

What is it to be a person?

Group discussion continued...
Topic 2: Quality of Life

What constitutes a high quality of life/what makes life
worth living?

Who and what decides quality of life? Is the most
important voice the carers, the family, or the patient?

Does quality of life change cnce a person is admitted to
a care home?

Personhood and person-centred
care

‘Self-audit’ exercise

= What are my ideas about getting older? How do | feel
about frail older people?

= How do | perceive patients with demantia?

= Do | react differently when | believe that a patient
with dementia has pain as compared to a patient
without dementia?

Person-centred care

Initially developed by Tom Kitwood, who argued:

+ viewing people with dementia in medical terms leads
them to be se=n as objects instead of people

= the approach highlights the importance of the person
with demeantia rather than the disease process itsalf

How can people’s sense of
‘personhood’ be undermined?

Kitwood identified17 different factors in how we relate
to people with dementia which he argued can
exacerbate tha symptoms of dementia, such as:

Disempow&rment: Mot sllowing a person to wse their shilities
Infantalisation. Treating = person like 2 child

OUtPACing: Acting 7 sensving at 3 rate too fast for 2 person to follow or
understznd

Can you think of examples of when you might have seen
this in pain management?

Demonstration- person-centred
pain assessment

What's wrong with this assessment?
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Person-centred communication

A relationship which promotes viewing people with
dementia as ‘people first and foremost’ involves
thres key things:

- Recognition
- Respect
- Trust

How do we show thase things in our relationships with
patients?

Person-centred communication
during pain assessment

Recognition
+ Seeking the attention of the person with dementia
» Speak to them face-to-face and establish eye contact

= Making an attempt to know about their history, beliefs
and preferences can help you recognise their individual
pain behaviours or ways of communicating

Person-centred communication
during pain assessment

Respect

.

Give the person your full attention and allow them
enough time to respond

Make it as likely as possible they will understand you;
Use ‘yas/no’ questions, repeat or rephrase things,
use appropriate gestures

.

+ Show them that you are listening and paying
attention to their responses

.

Use simple language but not a patronising tone or
‘infantilising” language

Person-centred communication
during pain assessment

Trust

= Show them you are taking what they say seriously
and act on any information they give you

= Be honest with them “1 can see you are
upset/distressed but I'm struggling to understand- |
will do my best to try and help you”

= Provide reassurance by appropriate use of gentle
touch or using a calm tone of voice

Case discussion
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Summary of key points

ASSESS

- Gather more information and consider life history
- Do behavioural observations

- Do a physical examination

TREAT

- Provide pharmocalogical, non-pharmacalogical treatment or
bath

RE-ASSESS
- Is the treatment warking? If not, escalate!

Reflections and Action Points

In small groups discuss:

* What changes could be made in your care
home to support best practice for pain
assessment and treatment in dementia? (i.e.
using different forms or deciding to do things
in a different way)

* What one thing will you try and focus on
doing differently as a result of attending this
training?
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