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Summary

Literature review

Increased use of medical-technology has led to the creation of a group of individua
who are dependent on, but not cured by technology and who report high levels of
iatrogenic side-effects, morbidity and mortality. The experiences of suctidualis
were explored using a transparent and systematic literature searchs $teiie
appraised for quality and narrative synthesis used to describe common themes
identified by thematic analysis. Themes identified were: comingastevith the

need for medical-technology, issues of power and control, reactions to medical-
technology, accepting the impacts of medical-technology and continuing to live wit
technology. Denial and ambivalence prevailed across all themes and individuals
struggled to express the conflicting feelings they experienced. The klinica
implications of the findings are discussed and possible areas for reseatitedle

Research Report

Individuals with end-stage renal failure rely on dialysis to replicateutetibn of the
kidneys to stay alive. Dialysis-users report high levels of psychologmddidity,
significant detrimental impacts in all areas of life and there is pg@® suggest they
experience body-image changes. Psychological morbidity is associated with poore
guality of life and increased mortality and body-image changes areatssowsith
elevated psychological morbidity in other chronically-ill populations. The Self-
regulatory Executive Function (S-REF) model offers an explanation for tinesegs
with specific reference to cognitive-schemas and self-focus. Mixed methgdoisg
used to identify the prevalence of body-image disturbance in 97 adult haemodialysis
and peritoneal dialysis patients and investigate any association betweembgey-
and psychological morbidity. Aspects of appearance-schemas and self-camsssous
were also investigated with regard possible influence on both psychologicadityorbi
and body-image disturbance. Participants described wide-ranging impacik/sisdi
related body changes and high levels of psychological morbidity and body-image
disturbance were reported which were significantly associated sk#cgppearance-
schematisation and self-focus were significantly associated with psyatadlogi
morbidity and body-image disturbance. Implications for clinical practee&iscussed
and future areas for research identified.

Critical Appraisal

Reflections are made on the research process with particular considefrétien o
impact of participant narratives on the Researcher and of the Researtipaics on
the project. Barriers and facilitating factors are discussed andrigamicomes
described.
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Section 1

Literature Review

The psychological impact of life-maintaining medical-technology on adult

patients — a narrative synthesis of qualitative research.



Abstract

Background: In recent years increased use of medical-technology hashed to
creation of a novel group of individuals who are dependent on, but not cured by such
technologies and who report high levels of iatrogenic side-effects, morbidity and
mortality. Whilst health professionals and families of patients report negative
reactions to medical-technology, studies with patients are largely tesjlec

Aims: The current literature review aimed to explore the experiencesieffsausing
life-sustaining medical technologies.

Method: A transparent, systematic approach to literature searching aysisanals
used. Studies were appraised for quality and thematic analysis deployed fg identi
common themes.

Results: Although some participants reported improvements in health and quality of
life, significant negative impacts were also reported. The following theveee
commonly described: coming to terms with the need for medical-technologys afsue
power and control, reactions to medical-technology, accepting the impacts odlmedic
technology and continuing to live with technology. Denial and ambivalence prevailed
across all other themes and individuals struggled to express the confliefingde

they experienced.

Conclusions: Health professionals may be able to support individuals using medical-
technology by acknowledging the psychosocial impacts, offering appropriate
information and promoting person-centred care which focuses attention on the
individual rather than technology.



1. Introduction
‘Health technology’ describes a range of methods used to promote health, prevent and
treat disease and improve rehabilitation and long term care and includes drugs,
devicesprocedures, settings of care and scree(HigA, 2008). This review
concerns two types of mediadvices prostheticwhich simulate body functions or
replace organs, for example renal dialysis and mechanical ventilatidgheaxageutic
which interrupt, stimulate, alter, and/or regulate body processes, fopkexersulin
injections and implantable cardioverter defibrillators (Sandelowski, 1993)stWWhi
medical-technology can prolong life, it has also been found to be associated with
morbidity, iatrogenic side-effects and mortality (Sandelowski, 1993). Tdnefus
medical-technology has created new chronic illnesses, most notably endestalg
failure (ESRF) (Keller, 1992; Plough, 1981). Once a stage patients passed through
before dying, people with ESRF can now live for decades using dialysis. This
dependence on, rather than cure by, medical-technology is an interesting and

relatively new phenomenon that will comprise the focus of this review.

Studies suggest that people commonly anthropomorphise technological objects they
use by talking to, touching and ascribing them with purposive decisions and attitudes
(Epley et al., 2007; Luczak et al., 2003). Anthropomorphism is thought to reduce
uncertainty and increase effective interaction with technology and is odseore in
individuals who are socially isolated, desire more control or are likely tatexgtig

interact with the technology in the future.

Physically disabled individuals report that using assistive technology aaasec

autonomy, independence, communication, mobility and socialisation, yet respondents



felt that the same technologies marked them out as different and creates tbarri
their self-presentation (Lupton & Seymour, 2000). Particularly concerning were
others’ negative assumptions about them on seeing the technology and their

interactions with the technology rather than the individual.

In health-care settings, large amounts of medical-technology are ofteedautdt
high-quality care (Stroud, 1997). Such environments have also been described as
controlling, dehumanising and dignity-destroying to patients, resulting ithheal
professionals focusing on the technology rather than the patients (Wikstrom, et al
2007; Walters, 1995; Wichowski, 1994; Keller, 1992) Staff working in intensive care
units (ICUs) report ambivalence towards technology, recognising thedtadlihealth

benefits whilst being distrustful of it (Wikstrom et al., 2007; Wichowski, 1994).

Families of ICU patients initially respond to technology with fear, améned and
curiosity, describing technology as inhuman, controlling and potentially dangerous
(Stroud, 1997; McConnell & Murphy, 1990). Families assess the severity of an
individual’s illness by the number of machines involved in their care and over time
the machines become synonymous with the person’s illness eliciting negative

attitudes and emotions towards them (Stroud, 1997).

The incidence of PTSD in patients leaving ICUs is thought to be high and these
individuals report that the wires and machines of the ICU compromised their body-
boundary and distorted their body-image and self-concept (Bennun, 2003; Mello &
Batista, 2001). Individuals using home-care technology report low self-esteem

stemming from using the technology (Arras & Dubler, 1994) and implantable



cardioverter-defibrillator (ICD) patients report high levels of psychokdglistress,
negative body-image and reduced quality of life subsequent to implantation gLadwi

et al., 2005; Duru et al., 2001; Herrmann et al., 1997).

A number of theories have been advanced related to this field of erguibpdiment
theory argues that one’s view of the body is important when threatened by.illnes
Whilst theideal bodyis healthy, allowing independence and control over
physiological functioning, a dysfunctional body implicates a deficiendyarperson

and must be separated from the self in order to protect one’s identity (Ga8agher
MacLachlan, 2001; Krakauer, 1998). Theories of chronic illness suggest that whilst
physical discomfort may be a natural primary focus for health practitipiaess
destroys an individual’s self-image and they must develop compensatory vdfued se
images to avoid losing self-esteem and hope (Charmaz, 1983). The Components of
User Experience (CUE) model of human-technological interaction suggedsas tha
user’s knowledge and skills of an object combine with its functionality and design to
create a representation of technology-use (Thuring & Mahilke, 2008). At the same
time, an emotional reaction is formed from the aesthetic, ease of use anyefitea
two aspects combine into an overall appraisal of the technology which influences

whether an individual continues to use it.

To date, responses of health professionals and patients’ families to medical-
technology have been explored, yet recipients far less so. Previous studiesunave f
that staff and families fear and mistrust technology and that machine-depgrsdenc
associated with difficulties in body-image and self-representation. Thewseeks

to examine the experiences of patients using medical-technology. As theffiel



medical-technology is wide, the scope of this review was narrowed to theifaglow
life-sustaining medical-technology; artificial pacemakers, ICDsysl& insulin

pumps and mechanical ventilation (see Appendix B for descriptions).

2. Aims
This review aims to systematically review studies investigatingsbeof life-
sustaining medical-technology to:
* Provide an overview of the research quality
» Synthesise research findings of the psychological impacts on individuals
» Discuss the relevance and impact of findings on clinical care

» Consider further research needs in this area

3 Methodology

3.1Selection of Studies for Inclusion

Using the MeSH keywords ‘psychosocial’ and ‘technology’ the following dagsbas

were searched in October 2007 and March 2008; MEDLINE, EMBASE, PsycINFO,

ISI Web of Science, AMED, World Cat Dissertations, National Library fealth,
Kings Fund, CINAHL(R), The Cochrane Library and the Healthcare Commission
(Appendix C details timeframes of databases). As the topic was inadgqumateted
by the available MeSH terms, additional terms relating to specifisfeseand
medical treatments were also used to ensure comprehensive initial papealret
(kidney/renal failure, cancer, diabetes, heart failure, dialysis, paegmmakiotherapy,
insulin pump, ventilator and life support). Only English language documents were

retrieved. Key and current researchers (from the National ReseayisteRewere



contacted for information and unpublished materials, Grey literature and ca&ere

proceedings were explored using Open SIGLE.

3.2Search Selection

The initial search yielded 2078 papers of which 342 were duplicates. The mgmaini
1736 abstracts were examined using the following inclusion criteria:

* Population —-Studies with adults (over 18 years) who were using medical-
technology without which they would die or which prevented life-threatening
events. Technology was excluded if designed to be curative e.g. chemotherapy.

» Aims —Studies addressing the psychosocial impacts or experiences of using

medical-technology.

3.3Paper Retrieval

77 potentially relevant abstracts were identified and full papers retriekede Tvere
assessed against the inclusion criteria and the following excluded: 14 studies
addressing medical-technology ethics; one studying non-medical-techneévgyt
concerning medical-technology not addressed in this review; twelve studiies tiai
consider psychosocial factors and 34 studies not addressing the specific impact of
medical-technology on participants. The Social Science Citation Indexearshed

for papers referencing the nine studies and the papers’ reference lisexamiaed

for further relevant studies. This yielded two additional papers resultingvere
papers appropriate for the review. Of these ten used qualitative and one guantitat
methodologies. The sole quantitative study identified was excluded as whilst it

compared two types of medical-technology, the study did not provide sufficient



information regarding participants’ experiences and the psychosocialtgr{pacu et

al., 2001). The review subsequently focussed solely on qualitative studies.

3.4Review Methodology

The emphasis on evidence-based practice in health and clinical practicenin rec

years has relied heavily on the use of systematic reviews, almost ealglusi

examining quantitative research. However, there has been increasiggitiecathat

data from qualitative studies offers additional important information. A raihge o
methods for reviewing or synthesising such evidence has been identified but rsot yet a
extensively applied. Reviews of qualitative research have been criticrdedKmg

rigour, transparency and replicability and being prone to bias (Higgins & Green,
2005), however weighty recommendations for disciplined, systematic approaches
have been advanced (Bradbury-Jones, 2007; Dixon-Woods et al., 2006; Popay et al.,

2006).

As the current review addresses a research question incorporating angedef

clinical populations, a narrative synthesis using a systematic approach to dat
searching and analysis was used. Narrative synthesis is an “approach ta thfed par
systematic review process concerned with combining findings of multyslesst
(Popay et al., 2006, p. 5) which presents evidence in the form of a story. In order to
increase rigour and replicability, detailed explanations of methodology, enahys
reflection have been included (Bradbury-Jones, 2007; Dixon-Woods et al., 2006;

Popay et al., 2006).



3.5Quality Issues

Quality appraisal is arguably an integral part of narrative syntffésy et al.,

2006) and was considered important in the current review to contextualise findings.
Studies were quality-critiqued using standards described by Meyrick (2006)
addressing methodology, epistemological and theoretical position, refyesndt

transferability (shown in Table 1).

3.6 Data Extraction and Synthesis

For each paper a brief summary was written comprising methodologicahation,
findings and clinical implications or recommendations (shown in Table 2). Tleemati
analysis was used to ‘translate data’, an important process to assinfdataaition

from different studies that have existing identified themes and concepts astdafypar
similar concepts in different studies may actually be referring terdiit

phenomena (Popay et al., 2006, pp77). Themes were checked for consistency by NR

(supervisor) before being collated and organised into higher-order themes.

This review used an inductive approach to provide a descriptive account of the
experience of living with medical-technology rather than attemptiqpgdve a

particular theoretical model (Dixon-Woods et al., 2006; Popay et al., 2006).

4 Findings

4.1 Qverview of Studies

Three studies related to cardiac technology (pacemakers or ICDs), five to
haemodialysis, one to implantable insulin pumps and one studied various technologies

comprising ventilators, oxygen pumps, intravenous antibiotics and parenteral



nutrition. One study comprised only female participants, two all male panits,

whilst all other populations were mixed.

4.2 Quality Issues
The methodological critical appraisal is summarised in Table 1 and detaibed bel

42.1 Sampling and Recruitment

Two studies selected their samples from specific populations; male vetefanzale
pacemaker recipients (Anderson, 2004; Beery et al., 2002). Many used purposive
sampling which can be problematic because the resulting sample is unlikely to be
representative of the relevant population (Giles, 2005; Lehoux et al., 2004; Beery et
al., 2002; Rittman et al., 1993). Furthermore, selecting participants perceived as
especially forthcoming or to recommend others to participate may skew ¢ghe dat
towards extreme or homogenous viewpoints (Beery et al., 2002; Curtin et al., 2002;
Nagle, 1998). Three studies failed to detail how participant recruitment edcurr
(Anderson, 2004; Lehoux et al., 2004; Burke, 1996) and only four specifically
described inclusion and exclusion criteria making study replication diffieittiolz

et al., 2007; Anderson, 2004, Beery et al., 2002; Gregory et al., 1998).

4.3 Data Collection
Six studies used semi-structured interviews (Giles, 2005; Beery et al., 2008;e€urt

al., 2002; Gregory et al., 1998; Burke, 1996; Rittman et al., 1993) and three carried
out unstructured interviews (Anderson, 2004; Lehoux et al., 2004; Nagle, 1998). Most
interview studies involved only one interview with participants, however some

conducted second and successive interviews either to gain information antiffere

10



time points (Giles, 2005; Burke, 1996) or validation of interpretations by respondents
(Beery et al., 2002; Curtin et al., 2002; Gregory et al., 1998; Nagle, 1998; Burke,

1996).

43.1 Data Analysis

The following types of analysis were used; content (Ritholz et al., 2007; Cualin et
2002), content and thematic (Anderson, 2004), constant comparative (Lehoux et al.,
2004; Gregory et al., 1998; Burke, 1996), hermeneutic (Nagle, 1998; Rittman et al.,
1993) and interpretive phenomenological (Giles, 2005) with all aiming to identify
common themes between participants. Beery (2002) failed to describe encefénre

type of analysis used.

Attempts were made by several authors to increase the validity of tlysiarsi

using several or independent coders or consultants (Ritholz et al., 2007; Beery et al.,
2002; Gregory et al., 1998; Rittman et al., 1993) or by confirming interpretations with
participants or other technology-users not involved in the study (Beery et al., 2002;
Curtin et al., 2002; Gregory et al., 1998; Nagle, 1998; Burke, 1996; Rittman et al.,

1993).

4.3.2 Transparency

Papers reviewed often lacked methodological transparency, calling int@guest
replicability and systematicity and the extent to which reported findegesented

data collected.

11



4.3.3 Epistemological and Theoretical Standpoints and Reflexivity

Seven authors described their epistemological standpoint (Giles, 2005; Anderson,
2004; Beery et al., 2002; Gregory et al., 1998; Burke, 1996; Rittman et al., 1993)
however, how this influenced the focus and methodology of the research was rarely
described explicitly. However, three authors reflected on how their position as a
researcher or the research process may have affected the study focndiagd fi

(Giles, 2005; Lehoux et al., 2004; Gregory et al., 1998).

Most studies conducted exploratory research with no predetermined theoretical sta
with only embodiment and chronic illness (Curtin et al., 2002) and the sociology of
technology and iliness (Lehoux, 2004) investigated. Gregory (1998) aimed to develop

a model from the findings.

434 Ethical Issues
Anderson (2004) alone considered ethical issues; ensuring participants werednform

of their rights regarding the research process and confidentiality of fsxdDiger
issues it may have been important to consider were the researchers’ positionrof powe

and the possible impacts of research on participants who are ill.

4.3.5 Transferability
Of the minority of studies that explored issues of transferability, some wweted by

their sample whilst others suggested findings would be relevant to other patient
groups (Giles, 2005; Ritholtz et al., 2001; Burke, 1996; Rittman et al., 1993).

However, the review identified some commonality of themes across the samples.

12



Table 1. Summary grid of papers reviewed: Process issues

Key

Sample

Quality Issues

Transferability

R = Recruitment issues
not identified

C = Credibility ignored
T = Transparency lacking in presentation [of

| = Transferability ignored

E = Ethnicity analysis
unreported U = Ethical issues not addressed
Reflexivity
Author, year, Method of Coherent : (re: self as a .
country and Method of data : , Theoretical Quality -
Sample data . epistemological : researcher Transferability
technology . analysis " perspective Issues
: collection position and research
studied
as a process)

Anderson n=8 (8M) Unstructured | Thematic and Interpretive None given | Neither C I
(2004) War individual content analysis | Interactionism
(Australia) veterans. interviews as specified by

Purposive Interactive
Pacemakers | sampling Interactionism

from veteran

unit

E,R
Beery et al. n=11 (11F) | 3 semi- Unspecified Hall's ‘Focused | None given | Neither U I
(2002) Purposive structured coding using life stories’
(N. America) | sampling interviews; 1 | NUD*IST.

Participants | primary Participant
Pacemakers | enrolled until| interview, 1 | verification to

13




theoretical | clarification | support data
saturation interview, 1 | dependability
achieved to feedback
interpretation
and elicit
participants
feedback
Burke n=24 (14M | 4 Interviews | Constant Grounded theory | None given | Neither Possible
(1996) 10F) using comparative relevance to
(N. America) | Sample from| interview analysis other
all patients | guide; 1-8 Nurse-researcher technology
Implantable | admitted to 2| days, 10-15 | reviewed coding users
cardioverter | medical weeks, 6-7 and challenged
defibrillators | centres months after | interpretations
implantation.
4th interview
R with 3
participants to
confirm
interpretations
Curtin et al. n=18 (10M | Semi- Content analysis.| None given EmbodimentNeither
(2002) 8F) structured Codes verified by
(Location interviews independent Chronic
unclear) ‘Information- researcher. Theme illness
rich’ long- verification with 3 model

Haemodialysis

term
dialysis-users

study participants
and 4 non-study

14




selected who
suggested
other
participants

haemodialysers.

Giles n=3 (3M) Two semi- Interpretive Qualitative None given | Researcher | U Study scope
(2005) Purposive structured phenomenological phenomenological may have limits
(Canada) sampling interviews analysis. framework influenced transferability

over 1-2 Participants interpretations
Home weeks. clarified
Haemodialysis Qualitative interpretation.

exploratory

descriptive

design.
Gregory et al. | n=36 (18M | 1 semi- Constant Grounded theory | None given Impactof |U I
(1998) 18F) structured comparative interviewer’s
(N. America) | From interview, 2° | method. presence and

dialysis unit | interview at | Transcription style on

Haemodialysis 6-8 weeks to | accuracy and responses.

confirm classification

interpretive | system examined

summaries by independent

consultants
Lehoux et al. | n=16 Open-ended | Constant None given Sociology of Researcher's | T, U
(2004) patients, 6 | biographical | comparative technology | possible bias
(Canada) caregivers, | interviews, analysis using in research
16 home- direct NUD*IST Sociology of| focus.

15




Mechanical care nurses | observation illness
ventilation, Purposive
portable sampling
oxygen tanks, | from primary
parenteral care
nutrition, organisations
intravenous
antibiotic
therapy R
Nagle n=11 (6M Open-ended | Hermeneutic Gadamer's None given | Neither C,u
(1998) 5F) interviews interpretive philosophical
(Canada) Purposive analysis. hermeneutics
sampling Participant
Haemodialysig from out- validation of
patients. themes.
Ritholz et al. | n=30 Type-I | 5 focus Content analysis | None given None given| Neither U Transferable
(2007) diabetics. groups split | using NVivo2. similar
(N. America) | Purposive by Coded populations but
sampling individuals’ independently to not to different
Implanted from level of blood | achieve ethnic and
insulin pumps | diabetes unit| glucose triangulation socioeconomic
control. groups.
Questions
derived from
researchers’
clinical

experiences.

[0

16



Rittman et al.
(1993)
(N. America)

Haemodialysis

n=6 (5M 1F)
Purposive
sampling

Semi-
structured
interviews

Hermeneutical
analysis

interpreted by 5

researchers.
Validated by
participants.

Heideggerian

phenomenology

None given

Neither

Transferability
limited as
sample not
demographically
representative of
wider illness
population
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Table 2. Summary grid of papers reviewed: Content issues

e of

Author Stated aim Themes Outcomes
and year
Anderson | War veterans Ambivalence, powerlessness, suffering and inner conflictNurses not an extension of technology but a sourg
(2004) experience of across themes of the body interacting with: education and counselling and should focus on
their bodies in 1. Emotional knowing — physical abilities limited, face| humanistic not technological aspects.
relation to mortality 2. Tailoring technology to the individual.
invasive 2. Belief of biotech as a miracle — technology postpones
cardiac health decline
technology 3. Medical encounter - powerlessness
4. Technological constraints — realise technology may
fail
5. Altered heart — increased awareness of body
Beery et | Exploring 1. Relinquishing care — losing control over one’s care| 1. Enabling women to familiarise themselves with
al. women’s 2. Owning the device — describing the device technology to reduce distress of initial exposure
(2002) experiences of | 3. Experiencing fears — worries pacemaker will fail | 2. Promote control by offering realistic options for
living with 4. Imaging the body — seeing one’s body differently | healthcare.
permanent 5. Normalising — attempts to be seen as normal, 3. Facilitate support from other women with
cardiac adjusting to changed life pacemakers.
pacemakers 6. Positioning as caregivers — responsibilities limited | 4. Psychosocial interventions available for adjustmer

time available to worry

7. Finding innate resilience — coping with setbacks

8. Sensing omnipotence — pacemaker providing sens
personal power

Cross-thematic aspect of internal contradictions in

problems.

e of

accepting/rejecting pacemaker

it
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ng,
5 for
ses

to

nd

Burke Exploring the 1. Choosing life with technology — ensure survival, | 1. Three new aspects of chronic illness identified — tf
(1996) experience of recognise vulnerability, plan resources use and change of support networks, uncertainty
living with an 2. Integrating technology into life — negative and becoming normal, long-term focus is resumption of
ICD during 6 positive aspects and feelings normal life not problem management.
months post- 3. Living life through technology — accept the need foy 2. Introduce individualised assessment and counsell
implantation. ICD, focus away from ICD, accept as normal life adequate information to prepare patients and familie
emergencies and health professionals available in cr
Curtin et | Exploring the 1. Transformation: comprehensive, active self- 1. Transformation phenomena of adapting/adjusting
al. processes management kidney failure.
(2002) involved in living | 2. Adapting to changed self: self-affirmations 2. Process of acceptance of change is not passive a
long-term on a)Self-preservation requires many activities.
dialysis. b) Self-identification 3. Possible identification of predictors for successful
c) Self-worth transformation
d)Self-efficacy
3. Adapting to changed circumstances: coming to terms
with permanent kidney failure
a)Risk of death/uncertainties
b)Life constraints
c)Dialysis itself
d)Repeated setbacks
Giles To understand thé Three cases described separately: 1. Paradox of lived-body and dialysis machine.
(2005) lived-body in 1. I don’t worship the machine 2. Emotional support to acknowledge machine’s
relation to 2. Hooked up — a solitary act of attaching to machine| dehumanising tendencies.

haemodialysis.

3. Getting close to the machine

Overarching central theme of individual’'s struggles

3. Individual social assessment to address who wiill
work with machine at home.

4. Empower to recover sense of independence.

19



between the body and the machine

Gregory et
al.
(1998)

To explore
patients’
experiences of
ESRD and
haemodialysis.

1. Redefining the self

a) Health

b) Adapting to new normal

2. Quality of supports

a) Informal support roles

b) Nursing care effectiveness
c) Medical care effectiveness
3. Meanings of illness and treatment
a) Appraisal of disease

b) Appraisal of treatment

c) Ambivalence

1. Battle between illness uncertainty and effects of
treatment whilst hope for improved health and return
normal life

2. Quality of support is redefined following illness an
treatment

3. Critical events impact on the meanings of illness g
treatment

==

nd

Lehoux et
al.
(2004)

Why and how
people use health
technology at
home and in
society.

Similarities and differences considered in the followin
features:

. Ability to use technology

. Skills and knowledge

. Safety measures

. Perceived autonomy

. Nature of responsibilities

. Fit with home environment

. Maintenance of professional and social life

~NOoO o~ WNBRE

Technology forced people to become more
knowledgeable about iliness - seen as beneficial.

Technology provided spatially-defined autonomy whig

was partially dependent upon others’ participation.

gl. People are ambivalent about benefits and drawba
of technology. This was shaped by where technology
used.
2. There is a contrast between idealised technology
shown in manuals and actual use

technology
4. Professionals should provide thorough informatior

about technology-use.

h
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alternative options so patients make informed choices
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LISe

3. People are either passive recipients or active-users of

on




er

NS or
e

Nagle To understand the 1. Coming to terms with loss and limitations 1. Continuing struggle against objectification in the

(1998) meaning of the | 2. Realising the realities of lost renal function context of illness care - dialysis sustains life but
healthcare 3. Resigning to a different life fractures wholeness.
experience in 4. Abiding with technology 2. Patients’ views should be incorporated into the
chronic renal 5. Being transformed by the need for dialysis technological environment
failure 6. Watching one’s body deteriorate 3. Dialysis environment should facilitate patient

7. Vigilance about oneself and one’s care socialisation

8. Surviving amid uncertainty 4. Nurses must seek to understand meaning of
9. Enduring the treatment environment technology and maintain humanism

10. Wanting to have a say

11. Being part of a community

Ritholz et | To identify 1. Passive-recipient or active engagement 1. Different experiences of those with higher and low

al. psychosocial 2. Emotional reactions to the insulin pump - allowing | blood glucose control.

(2007) issues related to | freedom or frightening and problematic 1. Active-users view pump as a tool and have good
diabetes and self; 3. Body-image and social acceptance glucose control. Passive recipients were initially
care in type 1 unrealistic and have poorer glucose control
diabetics using 2. Before technology-use address any misconceptiof
insulin pumps concerns, give realistic information on instructions, th

limits of treatment and their required interaction.

Rittman et | Exploration of 1. Taking on a new understanding of being Nurses must use caring relationships to counterbalar

al. lived experiences| 2. Maintaining hope problems with technology, maintain human connectig

(1993) of patients with | 3. Dwelling in dialysis and focus on lived experiences not technology.

chronic renal

failure.

Constitutive pattern of control

nce
N
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Themes

A number of themes were identified using thematic analysis which clusteoefdur

higher-order themes (shown in Figure 1). These are described below analtdtlistr

using participants’ quotes where possible.

Figure A. Thematic hierarchy.

ACCEPTING
THE NEED FOR
MEDICAL-
TECHNOLOGY

* Becomingill

» Facing mortality

* Making the
decision to live
or die

BARRIERS TO ACCEPTING TECHNOLOGY

Power and
control

Loss of
control to the
illness

Loss of
control to
health
professionals
Loss of
control to the
technology
Regaining
control

Reacting to
medical-
technology

Emotional
reactions
Reactions to a
‘machine’
Technology as
fallible
Technology as
a miracle

Accepting the
impacts of
technology

* Treatment
effects and
medical
regimen

* Role changes

» Self-esteem
and body-
image

» Dependence
on technology

CONTINUING
TO LIVE WITH
TECHNOLOGY

* Living with
mortality

* Integrating
technology into
the self

* Integrating
technology into
a new ‘normal
life’

» Sources of
support

DENIAL AND AMBIVALENCE

A. Accepting the need for medical-technology

Participants discussed experiences culminating in recognising and donénms

with their need for life-maintaining medical-technology.
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A.1.Becoming ill

Respondents described realising that their body was no longer functioning as
previously, with associated limitations on their capabilities and actiyBesgory et
al., 1998). The trajectory of this differed with varying health problems, some acute
and some longer-term onset (Nagle, 1998).

The diagnosis was very quick. It was just like being hit in the face with a

wet sponge. That was a bit of a shd@aderson, 2004, p.256)
Some participants had been warned that without certain health-behaviour changes
they would require technical intervention, expressing regret if they had been tmable
make such changes.

| would have done some things differently that I'm paying the price for

now Curtin et al., 2002, p.619)

A.2.Facing mortality

As individuals recognised the deterioration in physical health, they began todace th
mortality.

| am close to death. | just take the wrong step one way or the other off

that line and | could be going the wrong directi@urtin et al., 2002,

p.618).
This was often dependent on the onset of the individual’s condition, such that cardiac
participants felt close to death having had a cardiac event, whilst remeaitpati
generally experienced a slower process. Participants awaitirigkahtyi of
technology experienced a period of time of increasing insecurity and vuligrabil
especially if symptoms increased (Gregory et al., 1998; Burke, 1996). Once they had

considered their mortality, some individuals no longer thought about it.
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Having...... met that enemy, to have thought about it ...and then it's done

...... now you don’t have to deal with(iEurtin et al., 2002, p.618).

A.3.Making the decision to live

After facing imminent death, participants became aware that theiyléemust

change if they were to live (Anderson, 2004; Curtin et al., 2002; Gregory et al., 1998).
Whilst a tenuous hold on life made people anxious it also appeared to initiate a
decision either to accept death or to make the necessary changes. Dasaipitie
decision-making process were varied: some reflected on their life andfliketg

with or without technology (Anderson, 2004; Burke, 1996), some refused to let the
iliness beat them (Lehoux et al., 2004; Curtin et al., 2002), some were scared of dying
(Anderson, 2004; Gregory et al., 1998) and others made a list of reasons to live

(Anderson, 2004; Curtin et al., 2002; Burke, 1996; Rittman et al., 1993).

B. Barriers to accepting technoloqgy

B.1.Power and control

Participants’ experiences of power and control were extremely sigriifita
accepting and coping with their need for technology as they often felt disenggiowe
using a number of ways to try and regain control.

Control? Well, it's too late for that nowAnderson, 2004, p.257).

B.1.1. Loss of control to the illness

Initially people felt their health problem had robbed them of power over their bodies

leaving them with unreliable bodies (Nagle, 1998; Burke, 1996).
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B.1.2. Loss of control to health professionals

Participants often described being forced to relinquish power and decisions about
medical treatment to medical professionals (Anderson, 2004; Nagle, 1998).

As a patient..... you have no rights or say so, you just pretty well put

yourself in their handBeery et al., 2002, p.14)
This disempowerment was augmented by participants’ lack of knowledge, having
their knowledge overlooked or experiences of professionals withholding information
(Curtin et al., 2002; Gregory et al., 1998; Nagle, 1998). Participants who physically
interacted with the technology, for example dialysis-users, stated thiit hea
professionals expected them to be passive and allow staff to control suchiorisrac
(Giles, 2005). As individuals became experienced using the technology, or for those
with their own equipment at home encountering this attitude in hospital, this was

especially difficult and frustrating (Lehoux et al., 2004).

Whilst most people disliked lacking control, others felt more comfortable divelsc

discouraged professionals from giving them information or involving them in

decision-making (Lehoux et al., 2004).

B.1.3. Loss of control to the technology

Most participants described that technology had power over them as using it
determined their movements (needing to maintain proximity to the technology), the
timing and type of their activities and resulted in side-effects (Rithak,e2007;
Lehoux et al., 2004).

You don’t control it. You can’t control it, it controls y¢Adnderson,

2004, p.258)
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Some participants described the technology as omnipotent.
I've heard of pacemakers that could ....... just kill you all at ¢Beery

et al., 2002, p.18).

Some individuals were unaware of the influence of their behaviour on the technology
efficacy, for example, insulin pump users ignorant of dietary monitoring felt
disempowered and suffered deleterious health impacts (Ritholz et al., 2007; Lehoux e

al., 2004).

B.1.4. Regaining control

Most people described that regaining even small amounts of control was very
important. Information was often seen as key with participants informingstiiees
about their condition and the technology to facilitate decisions about health and
treatment and monitor the activity and effects of the technology (Rithdlz 2087;

Curtin et al., 2002; Gregory et al., 1998; Nagle, 1998).

Control was also articulated by territoriality over the area of technalegyfor
example by insisting on the same dialysis bed every session (Ritholz et al., 2007;

Nagle, 1998).

At times participants offered staff advice about their normal reactioadbent, or
did small tasks related to the technology, although staff did not always regietehos
to this (Giles, 2005). Some negotiated compromises with staff, for example, a woman

who needed a replacement ICD asked that the ICD charge be lowered to postpone the

26



operation until she could attend an important family function (Giles, 2005; Beery et
al., 2002). Alternatively, others exerted control by avoiding information and nggisti
that professionals take responsibility for all technology-relatedites (Lehoux et

al., 2004).

B.2.Reacting to medical-technology

B.2.1. Emotional reactions

Emotional reactions to technology were uniformly negative with few exceptions.
Some participants articulated relief and gratitude for a maintained ligsomption
of activities (Ritholz et al., 2007; Nagle, 1998), however more typically technology
engendered feelings of intimidation, sadness, anxiety and fear (Ritholz et al., 2007;
Giles, 2005; Lehoux et al., 2004; Gregory et al., 1998; Nagle, 1998; Burke, 1996).
Negative feelings did not diminish with familiarity; rather they evolved i
frustration, irritation, degradation and humiliation (Anderson, 2004; Lehoux et al.,
2004; Nagle, 1998). Some patrticipants talked of being tired of the technology but that
they must continue with the “necessary evil” (Ritholz et al., 2007).

It's just something | live with every day. I'm never going to get rid of it.

It's always going to be theréBeery et al., 2002, p.16).

B.2.2. Reactions to a machine

Participants described initial concerns over the appearance of medicablogy and
their constructions of technology as mechanical created barriers to acee{daagle,
1998).

| was wondering if they were going to ship me out to outer space

(Gregory et al., 1998, p.775).
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It's just like a pile driver Anderson, 200257)
The sense of the ‘alien’, to have a machine inside one’s body was difficult to
overcome and technology worn on the outside of the body was also problematic
(Ritholz et al., 2007).

| fought it off for a long time. The thought of having some kind of

mechanical thing in my body turned me(&8ery et al., 2002, p.16).
At times, technology interacted with other devices and reminded individuals of the
machinery inside them, for example, an ICD discharges when close to ait electr
microphone (Anderson, 2004). Some respondents were able to accept this as intrinsic
to the technology.

You're going to have setbacks in this thing. The thing is.... getting on

your feet and keep goir{@urtin et al., 2002, p.622)
However, the mechanical nature of technology also encouraged the hope that new and
better (and perhaps even curative) technology might be developed in the future

(Anderson, 2004, Beery et al., 2002).

B.2.3. Technoloqy as fallible

Many respondents considered that medical-technology would ultimately wear out or
fail them because it was a machine (Anderson, 2004; Beery et al., 2002) and cardiac-
technology users lived with a high likelihood of the device misfiring thereby
reinforcing these concerns (Burke, 1996). By using mechanical language, individuals
were able to describe the unthinkable possibility of technology failure oumatitin
without relating this to themselves or the likely fatal reGttderson, 2004).

| guess, sometimes like cars, they get called ba{Beery et al., 2002,

p.19)
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Interestingly, the actual occurrence of technological problems in I@izipants did
not increase their mistrust of the technology over time but decreased theiauntge

(Beery et al., 2002).

B.2.4. Technology as a miracle

Some individuals framed the technology as miraculous, considering it to haveemiracl
properties bestowing them with special protection to do tasks they couldn’t do before
(including behaviours which risked their health) (Anderson, 2004; Lehoux et al.,
2004; Beery et al., 2002).

(it's a) miracle ...you can do anything you want n@itholz et al., 2007,

p.550)

B.3.Accepting the impacts of technology

B.3.1. Treatment effects and medical regimen

As well as their illness an individual’'s treatment often had detrimentahheglacts
(Gregory et al., 1998; Nagle, 1998; Burke, 1996).
The things that go along witthe treatment).. makes it really lzh
(Curtin et al., 2002, p.622).
Where individuals felt that the technology was delivering health benefitsiaheg
the impacts easier to accept and vice versa.
| was so sick.... an@lialysis)brought me around 100% ...... | feel like a
brand new womafGregory et al., 1998, p.774).
...l don’t feel that ... dialysis has improved my health. ...If anything it

has made me a lot worg&regory et al., 1998, p.769).
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Many people were expected to adhere to dietary, fluid and activity restsa¢o

facilitate technology efficacy and described as time-consuming amdfeffearning

about and adhering to these limitations (Lehoux et al., 2004; Rittman et al., 1993)
You must be alert... you can'’t just be careless and not watch things
(Gregory et al., 1998, p.776)

Some people actively ignored the suggested regime, relying on technolegtifio r

their overindulgence despite the resulting pain and side-effects or thattthelogyy

may not be able to compensate (Ritholz et al., 2007; Rittman et al., 1993).

Negative impacts pushed individuals to the limits of their coping abilitieseaht |
reflections on life with technology.
Some days | don't feel like coming in... but | know that if I do that too
often it will kill me... so that is why | just keep doing it, coming here and

doing it all the time...l don’t want to die y&dgle, 1998, p.7)

B.3.2. Role changes

Participants often described that their roles had dramatically charayealgehem
dependent on others to fulfil these roles or for practical or emotional support (Lehoux
et al., 2004; Gregory et al., 1998; Nagle, 1998; Rittman et al., 1993). Socially
participants were often excluded due to the ignorance or fear of others.
Friends and family.... leave me out....Yes | don’t eat but I'm not a leper.
(Lehoux et al., 2004, p.634)
These changes impacted detrimentally on participants’ selfrestieé maintaining
and feeling valued within important relationships was extremely impoaagory

et al., 1998; Burke, 1996).
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B.3.3. Self-esteem and body-image

Many participants felt that society viewed them as an ‘ill-persohératan a ‘person
who was ill'. They resisted this wanting to be valued for being themselvegai@ret
al., 1998; Nagle, 1998).

('m like) a bestseller.... my dust jacket is really tattered and torn, but

the book is still a book that has valleuftin et al., 2002, p.616)

Public and intimate relationships suffered as a consequence of changes iaraggpea
or when others saw the technology (Ritholz et al., 2007; Lehoux et al., 2004; Beery et
al., 2002).

People started looking at me differently and reacting to me differently

and it wasn'’t pleasaniNagle, 1998, p.5)
Women particularly disclosed a sense of difference and disfigurement; hobetrer
women and men described negative feelings about themselves as a result of body
changes (Ritholz et al., 2007; Anderson, 2004; Lehoux et al., 2004; Burke, 1996).

| really felt less than a womgBeery et al., 2002, p.17)

B.3.4. Dependence on technology

The slow and unpredictable nature of an illness sometimes exposed unpreparedness
for drastic intervention and the realisation that intervention would be life-longwas
shock (Gregory et al., 1998; Nagle, 1998). Being dependent on medical-technology
was particularly difficult with even those describing positive outcomesfgeli
humiliated, worthless, helpless, inadequate and infantilised (Curtin et al., 2002,

Gregory et al., 1998; Nagle, 1998).

31



C. Continuing to live with technology

Participants expressed a variety of viewpoints which enabled them to continge livi
with technology. Some saw technology as a buffer delaying death (Lehoux et al.,
2004), others as a way of coping itself (Gregory et al., 1998) whilst some felt it
represented a stark choice (Anderson, 2004; Curtin et al., 2002).

If you were sick, dialysis is the most comforting thing that you could ever

do (Gregory et al., 1998, p.769)

It's either this or the boneyardne of the twdGregory et al., 1998,

p.775)
A key challenge was incorporating technology into their life and view of theessel

without being subsumed by it.

C.1.Living with mortality

Participants continued to live with a sense of mortality.
| just take the wrong step one way or the other off that line and | could be
going the wrong directiofCurtin et al., 2002, p.618)
Feelings of vulnerability intensified when other people in the same ‘illness
community’ died.

my life flashed before my eyes (Gregory et al., 1998, p.772)

C.2.Integrating technology into the self

Often participants anthropomorphised technology in their attempts to ité&gread

their lives and bodies. Medical-technology was described as having its own needs and
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wants which took priority over the participant’s (Giles, 2005). Whilst some
individuals felt they had a relationship with the technology;
...it becomes like a | would say more or less like a family mef{Giles,
2005, p.25)
or that using it was just another task,
Just like breathingNagle, 1998, p.5)
some felt it had become part of their self
as my kidney.. a part of mgRitholz et al., 2007, p.330)
and others described the technology as part of their body but not part of their self.
It's a part of my body because it's something | n@skry et al., 2002
16).
Commonly, respondents struggled with integration of the technology as it was also
important that the failed body part or technology didn’t define them as a person
(Giles, 2005).
| don’t even think of it as separate. | don’t want to say it's part of me, but

it is. (Ritholz et al., 2007, p.552).

C.3.Integrating technology into a new ‘normal life’

Participants described that their illness or technology-use meant thegaueky
excluded, couldn’t work, travel or plan long-term (Lehoux et al., 2004; Curtin et al.,
2002; Nagle, 1998; Burke, 1996; Rittman et al., 1993). They described adjusting to
the illness and the technology and often talked of starting a new life which had
different roles and priorities (Ritholz et al., 2007; Burke, 1996; Rittman et al., 1993).
Adjustment was aided by a perceived continuity with the person they previously were

(Curtin et al., 2002; Nagle, 1998).
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| cannot go back to the way it used to be....It's like | have — I've lived two
lives. One life when | was healthy and then this life with this illness

(Curtin et al., 2002, p.620

Over time some participants described that the ‘new life’ became ‘ridvatadthers
either never adjusted or felt their ‘new life’ wasn’t worth living (Curtimlet2002;
Gregory et al., 1998; Burke, 1996; Rittman et al., 1993).

It's keeping me alive, but I'm not livigehoux et al., 2004, p.635)

C.4.Sources of support

Family and friends were important in offering support but respondents worried about
burdening them (Giles, 2005; Gregory et al., 1998).
They helped me survive! There was no way | could have managed alone

(Burke, 1996, p.369)

Whilst the technical competence of professionals was important, of higheglypri

was their availability and whether they listened (Gregory et al., 1998¢ NEGPS).
There was a tension between the support participants gained from others wih simil
health problems and their need for individuality within the ‘iliness group’ (Curtin et

al., 2002; Nagle, 1998; Burke, 1996).

D. Denial and ambivalence

Cutting across all of the themes was participants’ ambivalence and denialisingut
medical-technology and its impacts. When participants described woeaes o

distaste at medical-technology they concurrently denied they existed/(&eal.,
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2002). This was achieved by distancing; describing problems as those other people
experience or by using mechanical language allowing them to describe ubkhinka
events as technological rather than human events (Beery et al., 2002) or by denial,
describing negative emotions or life changes yet simultaneously dehging
occurrence or importance of these (Beery et al., 2002).

(Describing life initially)It’s like being a pianist and having your hands

cut off at the wristgDescribing life after 5 years of dialysisly life is

not much differentRittman et al., 1993, p.329)
Participants often used negative and positive terms together in the same dentence
describe medical-technology, illustrating their ambivalence over thadrfoeand
acceptance of the technology, with their distrust of it as a machine (Rithalz et al

2007; Beery et al., 2002; Nagle, 1998; Rittman et al., 1993).

5 Conclusion
Despite different clinical populations examined, common themes weree@!itim
the papers reviewed describing the experience of users of life-sustaeuingam
technology. These technologies do not cure, rather they keep individuals alive but

with irrevocably altered, and often significantly reduced, quality of life.

Respondents described accepting the need for technology; coming to terms with being
ill, facing mortality and deciding to live. They lost power over their bodies, to
technology and health professionals and described diverse attempts to regain control.
Participants’ initial reactions to the technology tended to be one of distress and
mistrust and whilst it's mechanical nature suggested a miracle cure (furtaire

prospect of one), it also engendered worries of failure and was a particular toa
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acceptance. The substantial changes in roles, body-image, activities, eerglayth
relationships significantly reduced individuals’ self-esteem with depeedam
technology being considered negatively. Over time individuals described inmtggrat

technology into their life or accepting that it would be an ongoing need.

During these changes individuals tried to maintain a sense of individualitymauacke
that their need for technology did not define them. These processes appeairtgimil
the task described by Charmaz (1983) of preserving valued self-images or awyelopi

compensatory ones to maintain self-esteem and reduce distress.

Individuals’ negative emotions regarding technology and worries of failere w
coped with either by minimising or distancing themselves from the difiesulti
Telford et al. (2006) discuss that this use of defences (as described by psgrhicdy

theory) appears to be functional rather than pathological in chronicalhghiViduals.

As predicted, many individuals anthropomorphised the technology as they were often
experiencing all three of the risk factors for anthropomorphism; soclatien,

desire for control and need to interact with technology in the future. This may have
tempered an individual’'s concerns over the relationship they had developed with the
technology by humanising or demechanising it. Anthropomorphism may have helped
people to regain control and certainty but it did not indicate adjustment to technology-
use or integration of technology into the self. Respondents used both negative and
positive language concurrently which illustrated their ambivalence and denial of

acceptance of medical-technology.
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Difficulties accepting medical-technology can be viewed in the contekedCUE-

model (Thuring & Mahilke, 2008). Originally the aesthetic aspect (mechgnadit

the technology and users’ limited knowledge were barriers and resulted irvaegati
appraisals. As an individual’'s knowledge and skills increased, their appragsal m
become positive were health benefits were apparent, or remain negative where side
effects compromised the technology functionality or health benefits. Wiel€SWE-
model predicts that individuals developing negative appraisals would choose not to
use the technology in the future, as participants’ options were so limited ke e

must simply cope with the negative feelings during repeated use.

Living with life-sustaining medical-technology is not an easy task wattiogenic
complications potentially compounding underlying physical problems. People live
with mortality and a drastically altered life whilst trying not todmae a ‘different
person’. For most people their new life became normal after some timegyas the
adjusted to its limitations and opportunities, however, others described never
adjusting and wished that they had not started using technology in the first place.
Participants did not always appear able to accept and express the corféieliimgs
and reactions they experienced which often resulted in denial and an ambivalent
attitude that may be hard for others to understand, especially if they expectsg®

be grateful for being alive.

6 Implications for Clinical Practice
Although many individuals expressed gratitude for their continuing life, they also
described a substantial number of detrimental impacts to their lives. Whitst hea

professionals are naturally primarily concerned with health problems, the
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psychosocial impacts of depending on medical-technology should not be overlooked.
Most patients disliked feeling disempowered and were often keen to have
technological information. Health professionals could aid this by giving apatepri
information, encouraging patients to be involved in their health decisions (if they wish
to) and utilise other individuals with the same condition for information and support.
The Expert Patient Programme is a Department of Health initiativergffgeneric
courses to help individuals cope with chronic-illnesses and these findings suggest

programmes may be improved by making them illness-specific (DOH, 2006).

Individuals also wanted to preserve their individualism so any assessments must be
individualised ensuring that the focus of their attention is on the person rather than the
technology. As part of such person-centred care, consideration should be made of how
the technology can fit into their existing life and how to enable individuals to airaint
valued activities, roles and relationships. Individuals struggled with ambivalent
responses to technology which may make it difficult to talk about adjustment

difficulties or result in certain health-related behaviours, for example dhetiag to
required diets. If health professionals are aware of this they can subsggqifentl

support rather than censure.

Future research addressing the impacts of medical-technology use on body-image
psychological morbidity and quality of life is warranted, along with explomanto
the influence of patients’ experiences on their adjustment and adherencedal medi

regimen as well as possible biomedical markers.
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7 Critique of the Literature Review

A difficulty prevalent to qualitative literature reviews is that seasc¢tientify too few

or too many studies, thus either overlooking important studies or requiring exclusi
of large swathes of studies (Dixon-woods et al., 2006). The current review search
terms were expanded due to wide variety of terminology used by previous studies,
resulting in a high number of potentially relevant abstracts but ultimatetivedy

few relevant papers.

The Researcher’s background is in psychology with a particular interestlin rena
failure. Although every effort was made to ensure that this did not influencedtowa

theme identification or interpretation, this may have contributed bias to thevrevie

Because of the paucity of research in this area, this review includes aasmb#r of
papers investigating patients’ experiences of a range of technololgeeReEearcher
could describe only themes reported by the study authors and it is possible that if the
raw data from all studies were amassed, a number of additional themeserae

that were not expressed by sufficient participants to be reported in individdisst

but were common to participants across the studies. Despite this, common themes

with significant clinical implications were identified.
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Section 2

Research Report

An investigation into body-image disturbance in adult end-stage renal faite

patients undergoing dialysis.
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Abstract

Background: An increasing number of individuals in the UK develop end-stage renal
failure and receive dialysis which replicates the function of the kidneyshther
maintaining their lives. Dialysis-users report high levels of psychologicabidity
and significant detrimental impacts in all areas of life and elevatathplegical
morbidity is associated with poorer quality of life, adherence to mediiahea,
adjustment to illness and increased mortality. More circumscribed evidence has
identified body-image changes occurring in dialysis-users and such claaages
known to be associated with psychological morbidity in other chronically-ill
populations. The Self-regulatory Executive Function (S-REF) model offers an
explanation for these findings with specific reference to cognitiversaband self-
focus (focus on one’s thoughts and emotions).

Method: The association between appearance-schemas and self-conscioitisness w
psychological morbidity and body-image disturbance were investigated in 97 adult
haemodialysis and peritoneal dialysis patients using mixed methods.

Results: Dialysis-users reported levels of psychological morbidity andibaye
disturbance above those found in community and other chronically-ill populations and
psychological morbidity and body-image disturbance were significantlyiyelgi
associated. Participants also described wide-ranging impacts of shiadizsted body
changes. Facets of appearance-schematisation and self-focusgniieasitly

associated with psychological morbidity and body-image disturbance.

Conclusions: Results supported the S-REF model, providing a tentative explanation
for the levels of psychological morbidity in dialysis-users and suggestinipl@oss
markers in identifying individuals likely to struggle to adjust to dialysié widssible
clinical relevance.
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1. Introduction

1.1.Renal Failure and Dialysis

There are approximately 43 901 adult patients with end-stage renal fREIRRE)
receiving dialysis in the UK (The Renal Association, 2007) and these individilials w
die unless they receive a transplanted kidney or undergo dialysis. Diaplaiseethe
function of the kidney by using diffusion and ultrafiltration to remove body wastes
and water from the blood, and comprises two types: haemodialysis (HD) and

peritoneal dialysis (PD).

In PD a catheter is permanently inserted into the abdomen and fluid from a bag is
drained through a catheter into the peritoneal cavity where the abdominakbloténg
as a membrane for dialysis. The fluid is left in situ until dialysis has taleee and is
then drained out. Patients usually carry this out themselves approximatelyrtiage t
a day. Patients often gain weight due to the levels of glucose in the diklykishie
additional fluid can make an individual appear bloated and some people have

concerns over the appearance of the catheter used (Higgins, 2005; Beer, 1995).

In HD blood is removed from the body and cleansed in a dialysis machine before
being returned to the body. This is usually done three times a week in sessings last
between three and five hours with most patients attending a hospital to use the
machine. Access to the blood stream is either by a dialysis cathetezdnsts a

large vein or by a fistula which is made by joining a vein to an artery. Patients
sometimes find the fistula or catheter unsightly or may have scars fromyse

attempts at creating fistulas (Higgins, 2005).
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Both types of dialysis require patients to monitor their fluid and dietary intakela
as being vigilant to prevent infection and other problems at the site of dialyss. Thi
often limits their activities, as lifting heavy objects can damage adiand

participating part in certain sports may lead to a catheter being dislodged.

1.2. Psychosocial Impacts of Dialysis

Several research studies indicate that people with ESRF experiencelévglseof
depression and anxiety than community and other chronically-ill samples. Up to 40%
of individuals with ESRF report mild anxiety and 23% mild depression (Christensen
& Ehlers, 2002; Finkelstein & Finkelstein, 1993) with a notably high suicide rate
(McGee & Bradley, 1994). Individuals also report impaired quality of life asoci
vocational and sexual difficulties (Beer, 1995; Kaplan de-Nour, 1994; Finkelstein &
Finkelstein, 1993) and dialysis itself can cause pain and pruritus (Higgins, 2005;

Wight et al., 1998).

Such distress is associated with poorer adjustment to iliness, adherence i® dialys
regime and quality of life in both the short and long-term (McKee et al., 2005; Franke
et al., 2003; Vasquez et al., 2003) as well as higher mortality (Valdes et al,. 2006;
Mapes et al., 2004; Lopes et al., 2003; Mapes et al., 2003; Christensen & Ehlers,
2002). Non-adherence to diet and fluid regimens has adverse consequences for the

trajectory of ESRF.

Several qualitative studies have also identified difficulties relating to-bodge in

dialysis patients. Body-image ithe combination of an individual’'s psychological

experiences, feelings and attitudes that relate to the form, function, appearance and
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desirability of one’s body(Taleporos & McCabe, 2002, p. 971). Societal, cultural and
individual expectations of an ‘ideal body’ influence whether an individual’'s body-
image is negative or positive and the extent to which this affects their view of
themselves. Physical changes following injury or iliness result in bodgermhanges
which can challenge an individual’s beliefs about body-image and impact on their

feelings of self-worth and self-esteem.

Dialysis-users have described a number difficulties related to body-imegding

poor self-esteem and sexual difficulties, disliking being attached to ameadieling
changes in their appearance made them less attractive and increasad&emgss

and individual body part dissatisfaction which influenced their choice of dress and
activities (Beer, 1995; Sorter et al., 1994; Finkelstein & Finkelstein, 1993; Beyeri
1980). Body-image changes also appear to act as high stressors in felysie dia
users (Aoki & Muraoka, 1993). Individuals given a choice of dialysis modality
partially based their decision on their expectation of the subsequent body changes,
choosing which was most acceptable given their own body-image and self-concept
(Tweed & Ceaser, 2005; Whittaker & Aibee, 1996). Importantly, although a large
proportion of dialysis-users reported body-image concerns, the majorityltif hea
professionals working with these patients did not consider this to be an issue (Bass et

al., 1999).

Body-image changes in dialysis-users have been found to be associated with
metabolic imbalance (Foster et al., 1973) and decreased body satisfacimateds
with poorer social support and increased depression (Gusman, 1998). Studies with

nonclinical and chronically-ill populations have found increased body-image
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dissatisfaction predictive of elevated anxiety and depression levelsr(Sirirch,

2006; Cash & Fleming 2002; Beer, 1995; Noles et al., 1985) and in chronically-ill
individuals, body-image negatively influenced psychosocial recovery, adaptation t
illness and quality of life (Beer, 1995). Given the previous findings and the number of
physiological and overt anatomical changes resulting from dialysidjkely that
body-image is influenced by dialysis and that this contributes to levels odistre
experienced. However, no systematic evaluation of body-image status, <hadge
impacts have been undertaken with this population as previous research has been

limited by inadequate sample size or incidental focus on body-image.

1.3. Factors that Exasperate or Ameliorate the Impact of Dialysis

The effects of dialysis are profound, affecting almost every aspect of ardunaligi

life from confronting mortality, adjusting to chronic illness to lifestgmices and
iatrogenic effects. Adverse psychological reactions are therefore umndiatsiaand
studies have investigated how religious beliefs (Ko et al., 2007), coping style (Mok &
Tam, 2001), locus of control (Christensen & Ehlers, 2002; Martin & Thompson,
2000; Poll & Kaplan de-Nour, 1990), health status (Martin & Thompson, 2000; Steele
et al., 1996), lifestyle disruption (Devins et al., 2001), physiological stressorkli€s

& Menke, 1998) and social support (Cukor et al., 2007) influence psychological
distress in dialysis-users. Some of these factors were found to exacerbate o
ameliorate psychological well-being but none adequately and comprehensively
account for the high levels of psychological distress experienced by diabgsis-
Notably absent from previous investigations have been studies of cognitive schema.
Cognitive schemas facilitate, and can distort, perception, cognition, inferemaagira

or interpretation of new information in relation to existing knowledge and mesnorie
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Schemas are modified and adapted by the incorporation of new experiences. Each
person has several self-schemas which represent their beliefs and vievits of the
personality, appearance and role. These enable an individual to cognitiveligteval
self-related information arising from personal and social experiendesinas

become dysfunctional and result in distress if they are rigid or extnetneaanot be
modified to incorporate recent experiences. Any major life-eventwihct upon

and be influenced by one’s schema, thus becoming dependent on dialysis and the
accompanying lifestyle and physical changes are likely to clyalpatients’
currently-held schemas and require significant adaptation in order to incerfieesg
experiences. An individual’s illness self-schema are the positive or negatarengs

they hold about being ill and have been found to partially predict levels of depression
in haemodialysis patients (Gusman, 1998). However, little attention has been paid to
the potentially profound impacts of altered body-image changes consequent to
dialysis nor to body-distortion from invasive interventions and the impact of machine
dependence. These are prominent factors for psychological morbidity which are

worthy of study.

Given the previous findings of body-image changes in chronically-ill populations and
dialysis-users, appearance-schemas are implicated in this population.akgeear
schemas are activated and influenced by appearance-related intenattiatbers.
Negative appearance-schemas have been found to be associated with body-
dissatisfaction and depression (Sinton & Birch, 2006) and are believed to influence
body-image dissatisfaction by heightening focus on, recall of, and incoguocdti
appearance-relevant messages. If a person is appearance-schematiacéha high

value on their appearance determining their worth as a person and are mote likely
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be disturbed if their appearance does not match up to the images approved of by

themselves or society.

1.4The Self-Requlatory Executive Function model

Wells and Mathews (1994) combine information processing and schema theory in the
Self-Regulatory Executive Function model (S-REF model), arguing that emotional
dysfunction and the subsequent distress arise from chronic and intense self-focus
Self-focus has two main components: private and public. Private self-foces rtelat
aspects of one’s self that are hidden from the view of others such as thoughts,
feelings, attitudes and wishes. Public self-focus is the general avadraspects of
one’s self that are observable by others such as physical appearande, speec
behaviour and expression of emotions (Fenigstein et al., 1975). During self-focus an
individual compares their current state against their ideal state focificspspect

that is important to them, for example physical appearance, and then tadade r

any negative discrepancy between these. If they feel that they higveudcess in
achieving this they become distressed. Some people have a tendency to engage in
self-focus frequently and therefore have a heightened awareness ofgossibl
discrepancies. If an individual is also appearance-schematic, identiiyaligrable
discrepancies will lead to more distress as more of their self-waiseciated with

their appearance. Wells and Mathews (1994) propose that chronic and intense self-
focus further promotes distress because it limits attentional resourcestprg\the
information-processing necessary to modify dysfunctional schema. Consgguentl
people who are highly self-focused can experience difficulties in chatigirgzalue

system with resultant distress.
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Applying the S-REF model to dialysis-users suggests that an individual prone to sel
focus is more likely to evaluate their physical appearance adversely reahwath

the ideal they hold and therefore more likely to report body-image disturbaiite (B
Equally, an individual who is more invested in their appearance is also more likely to
report BID as any discrepancy regarding this is highly salient for themiaAsis-

related physical changes are unalterable and the discrepancy betwdseddeal

actual appearance cannot be reduced, an individual is likely to become distressed. If
they are able to incorporate the experience by adapting schema thssdislire

reduce, however this will be more difficult if they are prone to self-focusallimits

on their attentional capacity. This is illustrated in Figure 2.

1.5Clinical Relevance of the Research

Increased levels of psychological morbidity found in dialysis-userass@ciated
with decreased adherence to medical regimen and increased levels éfynorta
Qualitative studies have found evidence for body-image related difficulties in
dialysis-users and many studies with other chronically-ill populations havel linke
such difficulties with increased levels of psychological morbidity. Given the
pervasive impacts of the physical changes resulting from dialysis amatitbgenic
side-effects this appears to be a likely cause of distress in this populatiorne Despi
body-image in dialysis-users has largely been ignored by both researuhéesaith
professionals. Investigating the prevalence and impacts of body-imaged¢bang
valuable to identify the extent of this problem, educate clinicians and help ydentif

possible interventions or support that may be of benefit to dialysis-users.
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Figure B. Chain of events following dialysis proposed by S-REF model.
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The S-REF model offers an explanation of how body-image changes might influence

distress in dialysis-users and other individuals. BID and negative appeachereas

have previously been found to be associated with elevated levels of distress in other

populations (Sinton & Birch, 2006; Cash & Fleming 2002; Beer, 1995; Gusman,

1998; Noles et al., 1985). Whilst previous studies have attempted to explain the

causes of elevated distress levels in dialysis-users, despite beirgategin other



chronically-ill populations, there is a paucity of research examining theide of
cognitive schemas on dialysis-users. Further investigation of thesesfaty allow
identification of any relationships between body-image changes, schema and

psychological morbidity in addition to testing the S-REF model.

Should appearance-related schema contribute to elevated psychological patbidit

identification may enable preventative or strategic interventions theambntially

enhancing the quality of life and mortality rates amongst dialysis patient

1.6 Research Questions and Hypotheses

Despite evidence that body-image difficulties are commonly reported lygidia
patients, there have been no previous studies exploring these phenomena within a
relevant theoretical framework. The present study investigated the ¢dévels
psychological morbidity and BID reported in adult dialysis patients witheeée to

the S-REF model. The following four research questions and resulting hypotheses

were addressed.

1.6.1 What levels of psychological morbidity are reported by dialysis patients?

16.1.1 Hypothesis

Levels of psychological morbidity will be higher than those reported by healthy

individuals and by individuals with other chronic illnesses.
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1.6.2 What levels of body-image disturbance are reported by dialysis patients?

1.6.2.1 Hypothesis

Body-image disturbance levels reported by dialysis patients will be higher than those

reported by healthy populations.

1.6.31s there a relationship between an individual’s level of body-image

disturbance and their reported levels of psychological morbidity?

1.6.3.1 Hypothesis

As an individual’s reported level of body-image disturbance increases, their level of

psychological morbidity will also significantly increase.

1.6.41s there a relationship between a person’s level of self-focus and axt¢o

which they are appearance-schematic and their reported levels of

psychological distress and body-image disturbance?

1.6.4.1 Hypothesis (a):

As an individual’s level of self-focus and extent to which they are appearance-
schematic increases, the levels of psychological morbidity they report will als
significantly increase.

1.6.4.2 Hypothesis (b):

As an individual’s level of self-focus and extent to which they are appearance-
schematic increases, the levels of body-image disturbance they report will also

significantly increase.
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2 Methodology
2.1Design

This study firstly addressed levels of morbidity and BID in the entirgoksaamd
subsequently used a between-subjects design to investigate the impact of aafumber
different variables on this sample. Self-completion questionnaires cogecti
guantitative and qualitative data were utilised over a period of four months. Whilst it
could be argued that individuals awaiting dialysis could have been used as controls,
the present study did not use a control group. This was because obtaining access to
these individuals between identification of their dialysis need and commencing
dialysis would have been difficult and would not yield a sufficient sampleize t
allow appropriate statistical comparison. In addition, the levels of psychdlogica
morbidity reported by such individuals might be distorted by their adjustmestiae

to ESRF thus preventing a true comparison.

Demographic information and data on psychological morbidity, BID and cognitive
schemas associated with appearance and self-focus were collected using
guestionnaires completed by participants. Questionnaires were sekettechaost
appropriate research method for this study as they could be completed at the
participant’s convenience and enabled a large amount of data to be collected with
minimal distress, time and effort from participants. These factors iveugltt to

increase the likelihood of participants completing the questionnaires.

Following study completion, results were disseminated to dialysis patrehtstaf at

the renal units where the research was undertaken.
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2.2 Participants

The present study obtained its sample from the population of patients receiving
dialysis services from a regional specialist centre in the Midlands. Ar@nadysis

was completed prior to the study to determine the necessary sample si@requi
using tabulated values for multiple regressions calculated by Cohen (1992). A power
value of 0.8 was used as this has been identified as a suitable power for psychological
studies in order to reduce Type Il errors (Cohen, 1992). A significance criterion of
0.05 was used as this is the conventional significance level at which it is agreed to
reject a null hypothesis (Coolican, 2004). Using these assumptions, the number of
required participants identified for small, medium and large effect sias 34, 76

and 547 respectively. As there had been no previous studies with this or a similar
population that could be used to predict the likely effect size, a medium effect was
adopted as this corresponds to the average size of observed effects in a variety of

fields investigated (Cohen, 1992). The intended sample size was thus 76 participants.

2.3Inclusion and Exclusion Criteria

Participants were excluded if they had been undergoing dialysis for less than six
months.

This was to allow time for normal adjustment reactions to dialysis to take wlach
might otherwise influence the data collected. The timeframe of six maaths

chosen in accordance with previous studies with this population (Polaschek, 2007;

Mok & Tam, 2001).
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Participants were excluded if they were unable to comprehend English.
Some of the measures used in the study have not been standardised in non-English

languages therefore it was not possible to use translated measures.

Participants with severe visual problems were excluded.

The dialysis population is an aging one with high levels of co-morbid diabetes, thus a
high level of visual problems was anticipated amongst the population sampled.
Therefore all questionnaires, invitation letters and information sheetspriated in

large print to enable participation of as many individuals with limited vision as
possible. Those unable to read and complete the questionnaire pack were excluded

from the study.

2.4Research Procedure

2.4.1 Ethical Approval

Ethical approval was sought and obtained from the relevant local ethics teenmit
(Appendix E) and NHS Trust (Appendix F). Although it was not anticipated that
completion of the questionnaires would cause distress to participants, if required,
provision was made for consenting participants to be referred to local Health

Psychology services by the renal staff or Researcher.

2.4.2 Obtaining the Sample

All patients over the age of 18 who were receiving any type of dialysis under ¢he car
of the regional specialist centre were invited to take part in the study. Quesgsnna
were distributed to individuals either at out-patient appointments or haemodialysis

sessions and individuals identified as not meeting the inclusion criteria did eiverec
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guestionnaire packs at this juncture. To maximise participant uptake in the limited
time available, each participant was given the opportunity to enter into a f@ize dr
for a nominal amount of vouchers. The procedure for obtaining the sample is shown

in Figure 3 below.

2.4.3 Data Collection

Home-haemodialysis and peritoneal dialysis participants were given gacksising

an Invitation letter, Information Sheet, Demographic Sheet, Questionnairesizsnd P
draw sheet (Appendices G, H, K to P) by the clinic administrator at out-patient
appointments over the course of four months. Hospital haemodialysis participants
were given the study packs by an administrator at haemodialysisrsessi

(Appendices I to P). Once issued with a pack, participants could address any
guestions they had about the research to the Consultant or Specialist Ragiktriar
appointment or by the Researcher over the telephone. If they opted to participate,
individuals completed and returned the questionnaires to the Researcher in pre-paid
envelopes. Consent to take part was implicit in participants’ completion of the

guestionnaire.

The sampling frame comprised the summer period of May to August 2007 to reduce

the influence of seasonal variance on participants’ mood.
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2.4.4 Measures
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The Researcher created a structured data collection sheet (Appendpe&)rib

relevant demographic data comprising participant age, gender, ethnatitypenand

duration of dialysis.

2.4.4.2 Psychological morbidity
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Hospital Anxiety and Depression Scale (HADS; Snaith, & Zigmond, 1994)

The HADS (Appendix L) was used in the present study as it has been widely used to
measure psychological morbidity in non-clinical, renal and chronic illness populations
and is designed to measure psychological distress without being influenkedlthy

factors which are likely to be present in the study population.

The HADS is a 14-item self-report questionnaire measuring levels aftgraxd
depression (Zigmond & Snaith, 1983). The HADS has two subscales, Anxiety and
Depression, each consisting of seven items. Questions are rated on a hikdrosc

0-3, and scores for each subscale summed with a maximum of 21. The higher the
subscale score, the greater the level of morbidity and the authors recommendf a cut-

score of 8 to indicate clinical levels of anxiety or depression (Bjelland €082).

The HADS has been reported to have satisfactory internal consistencytdsist-re
reliability (Crawford et al., 2001; Snaith & Zigmond, 1994; Clark & Fallowfield,

1986) and face, construct and concurrent validity (Snaith & Zigmond, 1994; Zigmond
& Snaith, 1983). In recent investigations using the HADS with ESRF patients, the

HADS showed satisfactory internal reliability (Martin & Thompson, 1999).

2.4.4.3 Body-image disturbance

Body Image Disturbance Questionnaire (BIDQ; Cash, Melnyk, & Hrabosky,
2004)

The BIDQ (Appendix M) was selected for the present study as it has beey widel
used with adults of both gender and offers norms for comparison with the study

sample. It also enables specific qualitative information to be collestgdding the
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experiences of participants which was considered extremely behigfithés

exploratory study.

The BIDQ is a seven-item scale measuring the extent to which an individual is
preoccupied with appearance-related concerns and the resultant emotional, social,
occupational and behavioural impacts of this. Questions are rated on a Likert scal
from 1-5, responses for all items are summed and a mean obtained with a maximum
mean of 5. Higher scores on the BIDQ indicate higher levels of BID. Five items als

ask for open-ended clarification of some of the responses

The BIDQ has been reported to be internally consistent and free from impression-

management response bias (Cash, Phillips et al., 2004). It has a testlrabeigyre

of .80 to .92 and converges with other body-image indices (Cash & Grasso, 2005).

2.4.4.4 Measures of cognitive schemas and self-focus

To allow investigation of the S-REF model, measures of appearance-relategd/eogni

schemas and self-consciousness were included in the data collection.

a) Appearance Schemas Inventory — Revised (ASI-R; Cash, 2003)
The ASI-R (Appendix N) was selected for the present study as it allowstigatgon
into an individual's psychological investment in their physical appearance and

provides norms for levels of such investment.

The ASI-R is a 20-item self-report measuring an individual’s beliefssomagtions

about the importance, meaning, and influence of appearance on one’s life (Cash,

64



2003). The scale comprises of two subscales: Self-evaluative Salience (twelve
guestions) measuring the extent to which individuals’ beliefs about their physica
appearance influence their personal or social sense of self and Motivatioeat&al
(eight questions) measuring the extent to which individuals attend to their apy@eara
and engage in appearance-management behaviours. Items are rated on a five-point
Likert scale which are summed and mean scores obtained for individual subsdales a

for both together.

The ASI-R has been found to have high internal consistency (Cash, Melnyk et al.,

2004) and be internally reliable (Cash et al., 2005; Rusticus & Hubley, 2005).

b) Self-consciousness Scale (SCS; Fenigstein, Scheier, & Buss, 1975)
The SCS (Appendix O) was selected for the present study as it allows further
exploration of the S-REF model by measuring an individual’'s level of self-focus and

has norms for adults.

The SCS is a 23-item scale measuring three components of self-consciousness
Private Self-Consciousness (ten items) assesses an individual's teralatiend to

their inner thoughts and feelings; Public Self-Consciousness (seven itsesyessan
individual’'s awareness of themselves as a social object having an influence over
others; and Social Anxiety (six items) assesses the degree of discexpierienced

in the presence of other people (Fenigstein et al., 1975). Questions are rated on a
Likert scale from 1 to 4 and items are summed to provide scores for each subscale and

a total score.
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The SCS has been reported to have satisfactory levels of internal religbystedt
& Ljungberg, 2002; Turner et al., 1978; Fenigstein, Scheier & Buss, 1975), the
concurrent and discriminant validity have been demonstrated by Carver & Glas
(1976) and the construct validity and discriminate validity of subscalessare al

supported (Turner et al., 1978).

3 Results
3.1 Data Analysis
Thematic analysis was used to identify themes from the qualitative dataitgtivant
data were analysed using the Statistics for the Social Sciences (SP&3) ¥4.0.
Data was first interrogated to investigate the demographic chiésticteof the

population and then to address specific research hypotheses.

3.2 Procedures for Statistical Analysis

The distribution of the data was checked for skewness and kurtosis and the findings
satisfied criteria for parametric tests. Cronbach’s alpha was cadgtetthe BIDQ,
ASI-R and SCS and all had satisfactory internal reliability for this sktt0.944,

0.873 and 0.840 respectively). The level of p<0.05 was used throughout to identify

whether a result was statistically significant.

Levels of psychological morbidity were identified using scores obtained dthADS
and independent sample t-tests used to compare the scores for HD and PD
participants. Linear and multiple regressions were carried out to ideritdther the

following variables were associated with the levels of psychologicaésssteported;
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BID, levels of self-focus (scores on the SCS) and importance of appeacheceas

(scores on the ASI-R).

Levels of BID were identified using the BIDQ scores and one-sampséstiised to
compare against community norms. Independent-samples t-test used to compare
scores for females and males both using entire samples and splitting big-dialys
modality. Linear and multiple regressions were carried out to identifyjhehietvels

of self-focus (scores on the SCS) and importance of appearance-scheemdadbe

ASI-R) were associated with the levels of BID reported.

These statistical methods were selected as they were appropridte homber of
participants and it was felt that they would allow the maximum possible infiormat

to be obtained from the data without increasing the likelihood of Type 1 and Type 2
errors. As this is an under-studied subiject, it was important to capitalise on the data

collected and support future research possibilities.

3.3 Missing Data

Study methodology precluded participant attrition; however, a small number of
participants submitted questionnaires with missing data. When planning the study it
was predicted that any data would be ‘missing at random’ therefore multiple
imputation could be used to allow analysis of any incomplete data (Carpenter &
Kenward, 2005; Raghnuthan, 2004). However, when the study was undertaken one
guestionnaire in particular was returned with fewer completions whilst othewdata
missing at random rendering multiple imputation inappropriate. To ensure that

missing data did not adversely influence statistical analyses, caseemeexcluded
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if they were missing the data for a specific analysis (cases egghailevise) and

included for analyses for which they had the necessary information.

3.4 Research Findings

3.4.1 Description of Participants

204 people on haemodialysis were approached and 151 packs were issued. Fifty-
seven potential respondents either did not meet the inclusion criteria or declined to
participate. Fifty-three individuals meeting inclusion criteria conepleind returned

the questionnaire, giving a response rate for useable questionnaires of 35.1%.

101 packs were issued to patients going through the peritoneal dialysis out-patient
clinics. Forty-four individuals meeting inclusion criteria completed andnetuthe

guestionnaire, giving a response rate for useable questionnaires of 43.6%.

Table 3 shows the demographic characteristics for the study sample. Tgle sam

PD patrticipants was older and had a higher proportion of individuals from a White
ethnic background than HD participants.

Table 4 shows the demographic characteristics of the sample population compared
with the dialysis populations recorded by the Renal Registry (2007) for thmmarea
which the research was carried out, England and the UK (Renal Registry, PO87).
study sample contained a higher proportion of peritoneal dialysis patients than the
general dialysis population with the gender mix and ages of individuals simitetto t
of the wider dialysis populations. PD participants in the study had a higher median
treatment time than HD individuals contrary to the trend in the UK’s dialysis

population. The proportion of patients from an Asian/Asian British background in the
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study is representative of the city the research was conducted in, but isthaghe

seen in English and UK populations whilst the proportion of people from a

Black/Black British background was higher than found in the general population of

the city but similar to that found in the wider dialysis population. The study sample

had no individuals from Chinese or Other Ethnic backgrounds, differing from the

comparison dialysis populations.

Table 3. Demographic characteristics of participants.

Variable Haemodialysis Peritoneal Total sample

sample dialysis sample

(n=53) (n=44) (n=97)
Age (years)
Mean 57.57 62.29 59.72
Standard deviation 17.016 12.956 15.401
Median 59 64 63
Range 19-87 (68) 24-83 (59) 19-87 (68)
Gender (%)
Male 50.9 61.4 55.7
Female 37.7 34.1 36.1
Missing data 11.4 4.5 8.2
Ethnicity (%)
White British 60.4 97.7 77.3
White any other background 19 0 1
White and Black Caribbean 1.9 0 1
White and Asian 3.8 0 2.1
Asian or Asian British 22.5 2.3 13.5
Black or Black British - Caribbean 5.7 0 3.1
Black or Black British - African 1.9 0 1
Black or Black British — any other 19 0 1
Chinese 0 0 0
Any other background 0 0 0
Time on dialysis (months)
Mean 31.76 37.05 34.23
Standard deviation 26.389 27.250 26.782
Median 23 26.5 24
Range 6-99 (93) 6-96 (90) 6-99 (93)
Type of dialysis (%)
HD 100 - 54.6
PD - 100 45.4
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Table 4. Comparison of study population with dialysis populations in UK.
Variable Study sample| Area where | England UK
research
carried out
Dialysis type (%)
Haemodialysis 55 75 81 80
Peritoneal dialysis 45 25 19 19
Median time treated (yrs)
Haemodialysis 2 - - 2.8
Peritoneal dialysis 2.2 - - 2
Median Age (years)
Haemodialysis 59 62.2 64.9 60.1
Peritoneal dialysis 64 63.1 65 59.9
Gender (%)
Haemodialysis  Male 51 68 63 63
Female| 38 32 37 37
Peritoneal Male 61 64 62 62
dialysis Female| 34 36 38 38
ALL Male 56 - 63 62
Female| 36 - 37 38
Ethnicity (%)
White 78.3 80 80.1 82.2
Black 6.1 2.6 6.1 5.5
Asian 15.6 16.3 10.1 9.1
Chinese 0 0.1 0.7 0.7
Other 0 0.9 2.9 2.6

3.4.2 Qualitative Data

Qualitative data describing participants’ experiences of the body chessydsng

from dialysis was collected from the following five open-ended questions on the

BIDQ:

» What specifically bothers you about the appearance of body parts which you
consider especially unattractive?

» What effect has your preoccupation with your appearance had on your life?
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» Has your physical “defect” significantly interfered with your sotifal If so,
how?

» How has your physical “defect” significantly interfered with your scivook, job,
or ability to function in your role?

* What do you avoid because of your physical “defect”?

The responses were collated and thematic analysis used to identify commes them

which are described below and illustrated, where possible, with anonymised quotes

3.4.2.1 General characteristics

75% of the total sample (37 peritoneal dialysis and 36 haemodialysis participants)
answered at least one open-ended question and all but one respondent described
feeling distressed by the changes. Haemodialysis and peritonealsdiaiients
reported many of the same problematic aspects of appearance, although a smal
number were specific to one type of dialysis. All problematic aspects ofrappea
reported are shown in Table 5. The problems resulting from aspects of appearance
reported were common to both groups of dialysis-users therefore the themes are
described together.

Table 5. Problematic aspects of appearance described by dialysis types.

Peritoneal dialysis Haemodialysis Both dialysis types

* Protruding stomach * Fistula and/or catheters (to * Weight loss or gain.
(from presence of the | connect person’s blood |« Swollen ankles
PD fluid) supply to the dialysis

machine) » Scars
. Cat_heter attached to the _ + Skin problems
peritoneum for « Scars of failed )
inserting the fluid. fistulas/catheter sites. * Stomac
» Hair loss

* Muscle loss
* Facial differences due to weight change
* ltching
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3.4.2.2 Body-image

Participants described feeling that they looked different to other peoplewEney
self-conscious or embarrassed about their bodies and doubted their physical and
sexual attractiveness to others. These feelings were present wheretbeayitl
strangers, family, friends and both potential and established partners. Many
participants reported that they avoided undressing or being partially urtbivesse
others were around and subsequently avoided certain activities where this was
required, e.g. swimming, other sports, saunas and visiting the beach.

“... as a single man, | am concerned about potential sexual partners’

reactions”

Participants stated that they changed the type of clothes they wore tortadte ce
aspects of their bodies or had been forced to make practical changes for example
wearing loose fitting tops and wearing braces instead of belts as the latte
compromised the dialysis access site. Clothes-shopping was often descabed as
distressing activity to be avoided where possible.

“I think that | look pregnant when going out”

3.4.2.3 Social impacts

Participants often stated that they felt more self-conscious and enskdrmasocial

situations. This impact was not limited to strangers but affected them \ettlal$ri

family and partners. Participants tried to avoid other people knowing that they we

using dialysis and many described being treated differently by other people.
“When people know/find out about “defect” they tend to treat me

differently (more tentatively etc)”
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“I have met with fearful and/or rejecting responses from others”
Participants’ low self-esteem meant that they actively avoided rgeetin people as
well as socialising with familiar people. Some described that they were na longe
invited to socialise by certain friends. Even if participants wanted to segittie
physical effects of dialysis meant they were tired or their diabghedule limited
their available time. As a result of these problems many participantsbaeisteeling
isolated.

“(I) don’t go out unless necessarydon’t feel normal”

3.4.2.4 Impacts on roles

Many participants described difficulties in employment or education negditbm
the dialysis-related body changes. Some described actively hidinglthessiat work
for fear of losing their job, others that the impacts of dialysis had led to them
changing roles with their employer, for example being unable to lift, exmeng
attention or concentration problems, tiredness and reduced confidence. Many others
had been forced to give up work or felt unable to get a job because of their
difficulties.

“Had to give up a job which | loved”

“I thought my life was over so | dropped dof college) | haven't felt

well enough or confident enough to find work”

Physical limitations also meant that participants were unable to cardyeautisual

roles. Commonly people described no longer being able to take part in DIY,

gardening, sports, cooking, cleaning and care-giving activities.
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“(I can no longer doganything over physical which | wouldn’t have

thought twice about prior to ‘defect”

These changes impacted on a person’s view of themselves and on the people around
them.

“My husband couldn’t cope with my illness and left”

3.4.2.5 Coping
Reduced confidence, social isolation, physical impacts and the enforced changes in
participants’ roles impacted on their self-esteem and they described vapiag
mechanisms to try and manage these issues. Some tried not to think about their
difficulties, others distracted themselves using other activities, vgoilete stated that
their age meant they no longer cared about their appearance.

“I don’t let these thoughts interfere with my daily routine”

“I try and get on with other important things such as my children.”

“At my age (83)....who cares?”

3.4.3 Addressing Research Questions

3.4.3.1 What levels of psychological morbidity are reported by dialysis

patients?
Previous studies have consistently reported elevated psychological marbidity
individuals with ESRF compared to community samples and those with other chronic
illnesses (Martin et al., 2004; Christensen & Ehlers, 2002; Crawford et al., 2001,
Martin & Thompson, 1999; Clark et al., 1998; Herrmann, 1997; Spinhoven et al.,

1997; Finkelstein & Finkelstein, 1993) giving rise to the hypothesis that

74



Levels of psychological morbidity (defined by indices of anxiety and depression) will

be higher than those reported by healthy individuals and individuals with other

chronic illnesses.

To address this hypothesis, HADS anxiety and depression scores were examined to

look at the proportion of study participants who scored above the cut-off points for

mild, moderate and severe levels of for anxiety or depression (8, 11 and 15

respectively). These are reported in Tables 6 and 7.

Table 6. Sample characteristics of anxiety scores and proportion of individusl
meeting criteria for varying anxiety levels.

SAMPLE
Total HD PD Community | Renal?® | Chronically
HADS-Anxiety study ! il 3
sample
Characteristics | Mean 7.06 6.81 | 7.55 3.84-6.14 6.9 4.08-8.47
s.d. 5.179 5.001 5.398| - - -
Median 7 6 7 - - -
Range 0-21 0-21 | 0-20 - - -
Percentage of | Mild 41.2 36 47 21.6-40 39 -
individuals
meeting cut-off Moderate | 24.7 226 | 27.2 7-12.6 - 10-39
pointfor levels | geyere | 5.2 6 9 2.6 - -
of anxiety

Dialysis patients in the current study reported higher mean levels of aartety

depression than all community and renal samples and levels in the higher end of the

range reported by chronically-ill individuals.

Whilst the proportion of individuals in the current study reporting mild anxiety was

slightly higher than the community samples, the proportion reporting moderate or

! Crawford et al., 2001; Clark et al., 1998; Spinhoet¢al., 1997.

% Martin et al., 2004; Martin & Thompson, 1999.
% Clark et al., 1998; Herrmann, 1997.
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severe anxiety was double that found in community samples but similar to those
found previously in renal and other chronically-ill samples. The proportion of
individuals reporting all levels of depression were higher than community,aethal

chronically-ill populations.

Table 7. Sample characteristics of depression scores and proportion of
individuals meeting criteria for varying levels of depression.

SAMPLE
Total HD PD Community | Renal?® | Chronically
HADS-Depression study ! ill3
sample
Characteristics Mean 6.5 7.15 | 5.8 1.68-4.6 5.2 3.16-8.26
Standard | 4.094 4.448| 3.587| - - -
deviation
Median 6 7 5 - - -
Range 0-20 0-20 | 0-13 - - -
Percentage of Mild 38.1 415 | 34 5-7.8 23 -
individuals
meeting cut-off Moderate | 18.6 226 | 14 2.9 - 17.34
pointforlevels  gevere | 2.1 6 0 0.7 - -
of depression

When the study sample was split by dialysis type, PD participants repaytest hi
mean levels of anxiety and a higher proportion met the criteria for mild, atederd
severe levels of anxiety. HD participants reported higher mean levels esdigpr

and a higher proportion met the criteria for mild, moderate and severe levels of
depression. An independent samples t-test carried out showed that the differences
between mean levels of anxiety and depression reported by HD and PD pasticipant

were not significant (see Table 8).

These findings give partial support to the hypothesis.
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Table 8. Independent samples t-test comparing anxiety and depressi@vels
reported by HD and PD participants.

Mean Std. Error
Variable t df Sig. Difference Difference
HADS-Anxiety 732 89 466 .801 1.093
HADS-Depression 1 o4 90 114 -1.350 847

3.4.3.2 What levels of body-image disturbance are reported by dialysis

patients?
Previous studies have found that ESRF patients report increased body awareness and
dissatisfaction with individual body parts which may influence their choices of
dialysis, dress and activities (Tweed & Ceaser, 2005; Beer, 1995; Solted 894)
and limited anecdotal evidence describes body-image changes in patientyoa dial
(Beer, 1995; Severino, 1980). This led to the hypothesis that
Body-image disturbance rates (defined by scores on the BIDQ) reported by dialysis

patients will be higher than those reported by healthy populations.

To address this hypothesis, mean total BIDQ scores reported by individuals in the
study were examined, one-sample t-tests used to compare them with norms for
community samples and then independent-samples t-tests used to compare dialysis

modalities within gender groups. These analyses are shown in Tables 9 to 11.

Norms for the BIDQ are 1.55D0.6) for males and 1.885D0.67) for females. The

mean levels of BID reported by dialysis patients in this study werertigge those

reported in community samples (Cash & Grasso, 2005).
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Table 9. Descriptive statistics for scores obtained on the BIDQ.

HD PD Total study sample
Males Females | Males Females | Males Females
Mean 2.19 2.12 2.15 2.34 2.17 2.22
SD 1.07 1.09 0.96 1.18 1.01 1.12
Median 2.14 2.00 2.07 1.86 2.14 1.93
Range 1-5 1-5 1-5 1-5 1-5 1-5

The one-sample t-tests identified that male dialysis participants réigtaficantly
higher levels of BID than community populations both as a group and when divided
by dialysis type. Only when all female dialysis participants were deresil do their
elevated levels of BID reach a significant level, when divided by dialysisthgse

differences were not significant.

Table 10. One-sample t-tests comparing mean BIDQ scores with commupnit
norms.

Mean
Differen | Std error of
t df Sig. ce mean
Males Total sample 4.329 52 .000| .599811 0.197
Haemodialysis 3.010 26 .006| .620476 .206
Peritoneal dialysis 3.072 25 .005| .578352 1.88
Females Total sample 2.090 31 .045| .413214 0.138
Haemodialysis 1.166 16 .261| .307647 .264
Peritoneal dialysis 1.752 14 .102| .532857 0.304

When dialysis modalities were compared using independent-samples tetestie,
PD patrticipants reported marginally higher BID than HD participantsstumiale HD
participants reported marginally higher than PD patrticipants; however, these

differences were not statistically significant.

These findings support the hypothesis.
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Table 11. Independent samples t-test comparing BIDQ scores betwedialysis-
modality by gender.

Mean Std. Error

t df Sig. Difference Difference

MALES -151 51 525 -.042125 279780
FEMALES [ 562 30 289 225210  .400621

3.4.3.3 Is there a relationship between an individual’s level of body-image

disturbance and their reported levels of psychological morbidity?

Studies with nonclinical and chronically-ill populations have found that increased
body dissatisfaction predicts higher levels of anxiety and depression (SifBoohs
2006; Cash & Fleming 2002; Beer, 1995; Noles et al., 1985). The dialysis population
has not been studied with this factor in mind but consideration of previous findings
resulted in the hypothesis that

As an individual’s reported level of body-image disturbance increases, their level of

psychological morbidity will also significantly increase.

To address this hypothesis, linear regressions were carried out to inveshigdterw
there were significant relationships between BIDQ scores and HADS sibschl

total scores. The results of these analyses are shown in Table 12.

This analysis found that for anxiety and depression subscales and for total HADS

scores, as the BID of a dialysis patient increases the levels of psychbtogiidity

they report also increases significantly.

79



As an individual’s score on the BIDQ increases by 1 point, their total anxigty sco
increases by 2.875 points. Levels of BID reported were responsible for 34.4% of the

variance in anxiety reported.

As an individual's score on the BIDQ increases by 1 point, their total depressien scor
increases by 2.242 points. BID was responsible for 33.8% of the variance in

depression reported.

As an individual’s score on the BIDQ increases by 1 point, their total HADS score
increases by 5.169 points. BID was responsible for 40.4% of the variance in total

psychological morbidity reported.

These findings support the hypothesis.

Table 12. Linear regression of HADS scores against BIDQ scores.

Dependent variable | Unstandardised Standardised
coefficients coefficients
B Standard | Beta
error r2 t Significance
Total Anxiety 2.875 431 .586 344 6.676 | <0.000
Total Depression 2.242 .336 .582 338 6.671 | <0.000
Total HADS 5.169 .685 .635 404 7.543 | <0.000
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3.4.3.4 s there a relationship between a person’s level of self-focus and

extent to which they are appearance-schematic and their reported ldge

of psychological distress and body-image disturbance?

(a) Psychological morbidity
The S-REF model suggests that during self-focus an individual compares theit curr
state with regard important specific aspects, such as appearance, hgainst t
idealised state. An individual tries to reduce any negative discrepancy behgse
and becomes distressed if they feel that they have little success in doimgso. S
individuals on dialysis incur unalterable physical changes those individuals more
prone to self-focus are more likely to notice discrepancies between their bodieand t
ideal and experience subsequent distress. An individual whose sense of self is more
invested in their appearance is also more likely to be distressed by thesalphysi
changes as the differences they perceive impact more greatly oretiesred self and
self-worth. Therefore the hypothesis was that
As an individual’s level of self-focus and extent to which they are appearance-
schematic increases, the levels of psychological morbidity they report will als

significantly increase.

To address this hypothesis, linear regressions were carried out to invebigate t

extent to which anxiety, depression and total HADS scores were influenced by
aspects of self-focus and appearance-schematisation (using subscalal acoites

on the ASI-R and SCS). The results of the linear regressions are shown in Tables 13,
16 and 18. All variables found to significantly influence psychological morbidity from

the linear regressions were entered into a stepwise multiple regressivastigate
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which best predicted levels of psychological distress when the impact of other

variables were accounted for. Due to the relationship between subscalesland tota
scores for individual measures, regressions were carried out either withiswpsca

total scores only. Results of these secondary analyses are shown in Tables 14,15,17,19

and 20.

0] Anxiety
Participants’ levels of anxiety were significantly influenced byasflects of self-
focus (subscales of the SCS) but only self-evaluative salience and totabajgpea

schematisation from the ASI-R.

Table 13. Linear regression comparing self-focus and appearance-schensation
with HADS anxiety scores.

Unstandardised | Standardised
Subscale coefficients coefficients
B Standard | Beta
error r2 t Sig.
Private self-consciousness| .467 | .090 512 .2625.193| .000
sCS Public self-consciousness | .280 | .097 .306 .0942.873| .005
Social Anxiety 274 | 131 239 .05/2.086| .041
TOTAL 199 | .043 498 .2484.661| .000
Self-evaluative salience 3.381| .713 471 222 4.745| .000
QSI_ Motivational salience 132 | .780 .019 .000.169 | .866
TOTAL 3.047| .902 .355 126 3.376| .001

When all significant predictors were considered, self-evaluativensali@nd private
self-consciousness accounted for 41% of the variance of anxiety reported. When
scores on self-evaluative salience and private-self-consciousnesseéetthyy 1,

anxiety scores increased by 2.790 and .294 respectively.
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Table 14. Multiple regression of anxiety and relevant ASI-R and SCS subscale

Unstandardised Standardized
Coefficients Coefficients t Sig.
Std.
Subscale B Error Beta
Self-evaluative salience 2.790 779 410 3.581 |.001
Private self-consciousness 204 103 327 2858 | 006

With regard to total measure scores, only self-consciousness significatigted

the levels of anxiety reported and accounted for 25% of the variance seen in anxiety

scores. For every one-point increase on the total SCS score, an individual'g anxiet

score increased by 0.199 points.

Table 15. Multiple regression of anxiet

y and ASI-R and SCS totals.

Unstandardised d

Standardize

Coefficients Coefficients | t Sig.
Std.
B Error Beta
SCS total |.199 .043 504 4.628 .000
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(i) Depression

Participants’ reported levels of depression were significantly inflebgewo facets

of self-consciousness (private- and public- self-consciousness) as wedl dsviels

of self-consciousness but only one facet of appearance-schematisation, thit of se

evaluative salience.

Table 16. Linear regressions comparing self-focus and appearance-
schematisation with HADS depression scores.

Subscale Unstandardised | Standardised
coefficients coefficients
B Standard | Beta
error r2 t Sig.
Private self-consciousness| .261 | .071 .398 .15P3.685 | .000
scs Public self-consciousness | .167 | .074 247 .06012.264 | .026
Social Anxiety 143 | .105 .160 .0251.362 | .178
TOTAL .100 | .036 324 .1062.781 | .007
Self-evaluative salience 2.112| .560 .393 154 3.771 | .000
QSI' Motivational salience -.959 | .597 -177 .031-1.607 | .112
TOTAL 1.367| .711 213 .0451.922 | .058

When all significant predictors were added to the regression, self-evalsatience

and private self-consciousness accounted for 26.5% of the variance of depression

reported. When scores on self-evaluative salience and private-selfer@mass

increase by 1, depression scores increase by 1.762 and .165 respectively. No total

measure scores were significant when other variable impacts werentext for.

Table 17. Multiple regression of depression and relevant ASI-R and SCS

subscales.
Unstandardised Standardized
Coefficients Coefficients |t Sig.
Std.
B Error Beta
Self-evaluative salience| 1.762 .602 .340 2.926 .005
Private SC 165 .075 256 2.207 |.031
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(i)  Total psychological distress

Psychological morbidity was significantly influenced by private-, pulalicd total-

self-consciousness along with self-evaluative salience and total appear

schematisation.

Table 18. Linear regression comparing self-focus and appearance-schersation
with Total HADS scores.

Dependent variable Unstandardised | Standardised
coefficients coefficients
B Standard | Beta
error r2 t Sig.
Private self-consciousness .728 | .146 497 .24\74.990/| .000
scs Public self-consciousness| .450 | .158 .304 .0982.838| .006
Social Anxiety 417 | .218 221 .0491.913] .060
TOTAL 298 | .071 458 .2104.189| .000
Self-evaluative salience | 5.493| 1.133 471 .2214.710]| .000
/QS" Motivational salience -.825 | 1.289 -.071 .005-.640 | .524
TOTAL 4.416| 1.499 317 .1002.947| .004

When all significant predictors were added to the regression, private self-

consciousness and self-evaluative salience accounted for 34% of the varianale of tot

psychological distress reported. When scores on private self-consciousnesi$-and s

evaluative salience increased by 1, total psychological distress sumessed by

493 and 3.975 respectively.

Table 19. Multiple regression of HADS total and relevant ASI-R and SCS

subscales.
Unstandardised Standardised
Coefficients Coefficients t Sig.
B Std. Error | Beta
Private Self-consciousness | .493 .160 .339 3.081 |.003
Self-evaluative salience 3.975 |1.291 .339 3.080 |.003
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With regard total measure scores, only self-consciousness significantigtedethe
levels of total psychological distress reported, accounting for 22% of the arianc
seen in anxiety scores. For every one-point increase on the total SCS score, an

individual's anxiety score increased by 0.304 points.

Table 20. Multiple regression of HADS total and ASI-R and SCS totals.
Unstandardised Standardized
Coefficients Coefficients t Sig.
B Std. Error Beta
SCS total| .304 071 AT7 4.305 .000

The findings for HADS Anxiety, Depression and Total scores give paviidigce in
support for the hypothesis as almost all subsections of self-focus and appearance-
schematisation influenced the levels of anxiety, depression and overall psychiologi
distress reported. Only motivational salience and social anxiety did not cagtlifi
influence levels of anxiety, depression and psychological distress. THEsales
measure the extent to which individuals engage in appearance-management

behaviours and the degree of discomfort experienced in the presence of other people.

Self-evaluative salience (SES) and private self-consciousness (ReSChhe most
significant predictors and remained so when all other variables were acttamte

SES is the extent that an individual’s beliefs about their looks influence their personal
or social sense of self and PrSC is one’s tendency to attend to one’s inner thoughts

and feelings.
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When comparing total levels of self-consciousness and appearance-schiemaktiea
former was the biggest predictor of anxiety and psychological distress, however
neither were significant predictors for depression once the impacts ovatiedles

were accounted for.

The hypothesis was partially supported.

(b) Body-image disturbance
The S-REF model suggests that during self-focus an individual compares theit curr
state for a specific physical attribute. An individual on dialysis more proredf{o s
focus is more likely to report BID as they are more likely to have evaluated t
physical appearance compared with the ideal they hold. Equally, an individual who
invests more in their appearance is also more likely to report BID as chee to t
salience of any discrepancy for this domain. The hypothesis was thehefbore
As an individual’s level of self-focus and extent to which they are appearance-
schematic increases, the levels of body-image disturbance they report will also

significantly increase.

To address this hypothesis, linear regressions were carried out to invelgigate t
extent to which total BIDQ scores were influenced by aspects of seié-tnd
appearance-schematisation (using the ASI-R and SCS subscale and tesdl scor
These results are shown in Table 19. Following this, any aspects found to
significantly influence BID were entered into a stepwise multiple ssgra to
investigate which variables best predicted levels of BID when the impact of other

variables were accounted for. Due to the relation between subscales and the tota

87



scores for an individual measure, regressions were carried out either withlsubs
scores or total scores only. The results of these secondary analysesnaréns

Tables 22 and 23.

In the current study all aspects of self-consciousness and all aspectsavbapge
schematisation except motivational salience significantly influencelébés of BID

an individual reported.

Table 21. Results of linear regressions comparing self-focus and appeace-
schematisation with BIDQ scores.

Subscales Unstandardised | Standardised
coefficients coefficients
B Standard | Beta
error r2 t Sig.
Private self-consciousness .083]| .020 441 .195 4.259| .000
sCS Public self-consciousness .067 | .020 .359 129 3.413| .001
Social Anxiety .077|.028 .316 100 2.785| .007
TOTAL .043| .009 .505 .255% 4.713| .000
Self-evaluative salience .821|.136 567 .322 6.046| .000
é&_ Motivational salience .084| .161 .059 .003 .525 | .601
TOTAL J71.177 444 .197 4.343| .000

When the impact of all other variables were considered, self-evaluatierceabind
private self-consciousness accounted for 25% of the variance in BID reported. When
scores on self-evaluative salience and private-self-consciousnesseéttty 1, BID

scores increased by 0.683 and .046 respectively.
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Table 22. Multiple regression of BIDQ scores with relevant ASI-R and SCS
subscales.

Standardize
Unstandardised d
Coefficients Coefficients | t Sig.
Std.
B Error Beta
Total self-evaluative salience| .683 161 487 4,244 .000
Private Self-consciousness 046 021 252 2195 032

Only total self-consciousness predicted levels of BID when other variables
accounted for and accounted for 29% of the variance in BID reported. When scores

on total self-consciousness increased by 1, BID scores increased by 0.044.

Table 23. Regression of BIDQ scores and total ASI-R and SCS scores.

Standardize
Unstandardised d
Coefficients Coefficients | t Sig.
Std.
B Error Beta
SCS total |.044 .009 .539 5.034 .000

When all factors were considered, only self-evaluative salience andepselt
consciousness significantly predicted levels of BID. For totals, self-fwagsnore

important than appearance-schematisation in predicting BID.

These findings provide partial support for the hypothesis.

4  Discussion

4.1 Study Aims

The current study was designed to identify the levels of psychological myprddit

BID experienced by adult haemodialysis and peritoneal dialysis patBateswas
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interrogated to identify whether BID and psychological morbidity wese@ated,
and then to determine whether an individual's levels of self-focus and schemas
relating to appearance were associated with either of the investigdated.fac
Additional data enabled identification of the impacts of dialysis-induced physica

changes.

4.2 Research Questions

4.2.1 Impacts of Body Changes

A large proportion of participants completed questions specifying the physical
impacts of dialysis and subsequent consequences on their lives. This group was
demographically representative of the study sample and wider dialysis popslati
Whilst some body changes were specific to dialysis-type, succeetkotsefere the
same. Participants felt they looked different, were embarrassed cosstious

about their bodies and felt unattractive to intimates and strangers alikee#dta r

many altered the clothes they wore and avoided being undressed in the presence of
other people. Often respondents hid their dialysis-use and resulting body changes as
these were considered stigmatising. Individuals felt forced to give up work or
education and all described lifestyle change such as relinquishing agtiphesical
limitations and social isolation. A few described their coping mechanisnth whi
included distraction, avoidance of reflecting on changes and denial that changes wer

important to them.

It is clear from the responses that the physical consequences of dialyad greatly

on individuals’ self-esteem, activities, socialisation and relationships aredatesfar-

reaching consequences for them and their wider networks. The descriptisinatélu
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common issues that are likely to contribute to the high levels of BID and

psychological distress reported in dialysis patients.

4.2.2 Psychological Morbidity

Consistent with previous findings, mean levels of anxiety and depression and the
proportion of individuals in the study meeting criteria for mild, moderate and severe
levels of anxiety and depression were higher than found in community populations
and within the ranges found in other chronically-ill populations. However, whilst
levels of anxiety and number of individuals meeting cut-off levels for anxietg w
similar to those previously found in dialysis participants, corresponding résults

depression were higher.

Whilst previous studies have been equivocal regarding the influence of dialysis
modality on levels of anxiety and depression, in the current study there wad #otre
PD-users to report higher levels of anxiety and HD-users to report higher ¢ével
depression. Devins et al., (1983) found that PD-users experienced higher levels of
anxiety and depression than HD-users whilst Martin et al., (2004) report the opposite.
Zimmermann et al. (2001) found that HD patients experienced greater daptbssi

PD patients but there were no differences in anxiety levels, whilst Kilbrty &

Van den Akker (1996) and Morris & Jones, (1989) reported no difference between
individuals using different types of dialysis. The current study does not theefafigr
replicate any of the previous studies and of particular note is that the styalg sam

a whole reported elevated levels of depression than found previously. The reasons for
the trend observed in this study are unclear and further investigation into this would

be warranted if these results are replicated in future.
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Elevated levels of psychological distress experienced by dialysistussrbe
explained by the social, vocational and sexual impacts of dialysis. Anxiety and
depression levels have been previously found to negatively affect adherence to
dialysis regimes (Brownbridge & Fielding, 1994) and depression to be sigtijica
associated with reduced quality of life (Steele et al., 1996). Despite tleneei
available for the significant number of individuals affected and the efficlicy
psychological interventions on psychological morbidity, such distress is often

neglected and unremedied by health professionals working with this population.

4.2.3 Body-image Disturbance

Levels of BID experienced by both males and females in the study werfecaighy
higher than reported in community populations, confirming previous anecdotal
evidence. This was true for males on haemodialysis, peritoneal dialysis antirthe e
sample of male participants but only true for the entire sample of fematggzants.
When grouped by dialysis modality, female PD-users reported margingtigris D
than HD-users whilst the opposite was true for males. However, these diéferenc
were not statistically significant. Body-image has been found to negaiiNieignce
psychosocial recovery, adaptation to illness and quality of life in other chrgnitall

populations, therefore the increased levels seen across this sample amgmgncer

All individuals in the study reported elevated BID levels, which is perhaps
unsurprising given the body changes that occur following dialysis and the subsequent
effects on physical abilities, roles, work, education and relationships. As these
findings cannot be compared with those from other chronically-ill populations, the

possible impact of iliness itself on BID levels cannot be discounted. The impact on
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males found in this study is particularly striking and may be explained by faeim
of dialysis-related changes on the roles that are important to them, for example
working or being physically able. It is also possible that traditionallycoiae roles

reduce acceptability of male concern with body-image. Adherence to masculine
convention may also inhibit discussion of such difficulties with others, interfering

with adjustment.

It is possible that the small differences in BID between individuals usingetitfe
dialysis types are influenced by cultural expectations of gender; anphets of PD
often concern the bulky appearance of the catheter and an increase in weight which
may concern females more, whilst effects of HD often relate to theiggynsit the

fistula and decreased physical abilities which may concern males moréeAnot
explanation is that since individuals choose their dialysis modality partlyean t
prediction of the likely body-image changes (Tweed & Ceaser, 2005) it maytbe tha
individuals selecting of a specific treatment type did not anticipate thsegahpr
subsequent impacts with consequent BID. However, not all participants would have

actively chosen their dialysis modality.

4.2.4 Body-Image Disturbance and Psychological Morbidity

Consistent with previous studies with nonclinical and other chronically-ill individuals
BID was significantly associated with levels of anxiety, depression andlbver
psychological distress. This link may result from the life-altering otgoaf dialysis
which are likely to negatively alter an individual’s view of themselves. &jeeting

and distancing reactions of other people are also likely to make dialysssfesie

different to other people and to their pre-dialysis selves, and to magnify thegsslist
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over physical changes. The study findings support the S-REF model which suggests
that BID occurs when an individual identifies irreversible discrepaneigsien their
actual body and ideal body and distress results as they either cannot reduce the

discrepancy or reconcile this with their existing schemas relatirg tevarld.

The negative impacts associated with increased levels of psychologicdsliat

renal patients have been described previously and do not require reiteration lttere but
is important to recognise that any successful intervention addressingilD

individuals would also reduce psychological morbidity and the associated praiflems

quality of life and mortality.

4.2.5 The relationships between Self-Focus and Appearance-Schematien

and Psychological Morbidity and Body-image Disturbance

When considering participants’ total scale scores, only Total Self-@Cuss@ss
(TSC) significantly predicted levels of anxiety and total psycholognmabidity
suggesting that self-consciousness and self-focus are more influential than

appearance-schemas on the development of psychological distress in diakysts.pat

Placing this in context of the S-REF model, high TSC not only increases the
likelihood of identification of discrepancies between ideal and actual phgsites,

but also limits an individual’s attentional capacity to adapt to these changes by
amending schema. Subsequently, an individual’s inability to reduce discrepancies
results in distress. Findings suggest that salience of appearance igfloeasial as
self-focus and it may be that dialysis-users identify discrepanc@her more salient

aspects which are compromised, for example work or social roles, and that fRigh sel
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focus exacerbates the subsequent distress relating to these factotisamore

appearance-related factors.

When focusing on subscales of ASI-R and SCS, most significantly predicted anxiety
depression and total psychological morbidity. However, when all variables were
considered, only Self-evaluative Salience (SES) and Private Self-congsgsusn
(PrSC) remained significant. SES (an aspect of appearance-sch#iomgtis the

extent that beliefs about a person’s physical appearance influence thefrgbers
social sense of self and PrSC (an aspect of self-focus) is the tendencytt@whic
individual focuses on inner thoughts and feelings. In the context of S-REF,
individuals high in SES are more likely to compare physical aspects of themselves
against their ideal and deficiencies identified are more likely to negatmpact on
their sense of self and worth. Inability to reduce discrepancies rasditdress.

People reporting high PrSC scores are more likely to attend to their own enaottbns
thoughts related to physical changes (and other lifestyle impacts) and tsutiage

distress and their limited attentional capacity to adapt augments thezsslis

Public Self-consciousness and Social Anxiety (aspects of self-focus)weas
significant predictors of psychological morbidity contradicting the $Ri6del

which predicts that an individual’s difficulties will be especially actdaby social
cues. Despite participants reporting social stigma and isolation, what aidluradli
thought of themselves was more important than others’ thoughts and actions.
Although participants often described hiding changed aspects of their apgearanc
Motivational Salience (attending to appearance and engaging in appearance-

management behaviours) did not significantly predict psychological morbidsgy. |
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possible that Motivational Salience has less influence because, as supported by the
gualitative data, an individual’'s appearance is so obviously altered that all inthvidua
notice the impacts, the repetitive dialysis routine reconfirm these chamtjésea

impact of individual differences in this trait are negated.

PrSC and SES were more weakly associated with depression compared with anxie
and total psychological morbidity and neither total ASI-R or SCS scores wer
significantly associated with depression when all other variables weoersted for.

The S-REF model suggests that depression is related to the appraisal of loss and
failure, providing an explanation for the high depression levels reported. However, the
model would also predict a stronger association between depression and levels of SES
and PrSC. This may be explained by losses unrelated to appearance being more
influential, but one would still expect an influence of self-focus on these diféstiti

be present. In this way the findings give only partial support for the S-REF model.

When all predicting variables were considered, only SES, PrSC and TSC were
significantly associated with levels of BID. Individuals with higheelswf SES are

more likely to identify body changes and subsequently report BID as thesa impa
more on their sense of self. Increased levels of emotional reflection inrédpmséng

high levels of PrSC are again likely to increase reports of BID. Previousshalie

found that individuals using medical-technology begin to view the technology rather
than the illness as their main difficulty to be overcome (Curtin et al., 2002; Burke,
1996). This may heighten body-image dissatisfaction and disturbance in dialysis-use

by focussing dissatisfaction on the physical impacts of dialysis rathreEBRF.
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4.3 Clinical Implications

The levels of anxiety and depression reported in the current study weretheayher
reported previously in community and other renal samples. In addition, the high levels
of BID experienced and the significant impacts described by the participasts off

new insight into the experience of dialysis-users. The study identifietbtiedd of

BID and psychological morbidity were significantly associated.

The results suggest that a large number of dialysis-users experientieagigni
difficulties which are often neglected by health professionals. This maychadee
health professionals feel image is a secondary concern whilst patients$ fesbul
grateful to be alive. Alternatively, as previous studies report, technahiggr than

the individual often becomes the focus of health professionals’ attention which may
result in neglect of the wider issues impacting the dialysis-userdk&/alt995;

Wichowski, 1994).

The study findings should be noted by physical and mental health professionals alike
due to the negative implications for the disease, patients’ quality of life aeld t#
mortality. Screening for distress and body-image problems might be incegharto
routine medical follow-ups. As some of the risk factors predicting adjustment
difficulties were identified, pre-dialysis screening for these miggmtify those most

likely to develop difficulties. For this to be effective, suitable support must be

available, possibly by creating dedicated psychologist or therapist posts.

There is good evidence that cognitive-behavioural interventions are effiective

addressing anxiety, depression, dysfunctional schema and BID (NIHCE, 2007a,;
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NIHCE, 2007b; Cash & Lavallee, 1997; Butters & Cash, 1987) and any such
interventions would have subsequent positive impacts on psychological morbidity and
associated effects. As the dialysis population is predicted to rise in the future
successful interventions would impact an increasing number of individuals and
families as well as resulting in benefits for wider society, for exangplabling

individuals to work for longer. Knowledge of the specific difficulties that individuals
may face could be incorporated when educating individuals regarding their ohoice

dialysis and subsequently preparing them for commencing dialysis.

4.4 Theoretical and Research Implications

The current study extends previous research into psychological morbiditylin rena
populations and addresses under-researched cognitive-schemas in this population. It
identifies the relatively high levels of BID in the population and the qualitdave
illustrates the significant impacts of dialysis and BID which have prelyidaeen
unexplored. Corroboration of the current study findings with a larger population

would be extremely valuable and replication with other chronically-ill populations
warranted. Studies addressing BID and the possible impacts of an individual’'s gender,
ethnic origin and dialysis-modality and a longitudinal study addressing treeiraf

dialysis on BID would further inform the evidence base.

The study findings provide support for the S-REF model, offering an explanation for
the high levels of BID and psychological morbidity in the dialysis population and
some of the associated factors. Since certain interventions and risk factors of

developing difficulties are implicated, controlled trials examining whetheh
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interventions result in reduced levels of distress and BID in this population as well as

investigation into the impact of BID and schema on biomedical outcomes.

4.5 Methodological Critigue

4.5.1 Design

A pilot study, which was not used, may have identified the increased levelssaignis
data returned on the SCS measure enabling earlier rectification. The &ackmfol
group for comparison with individuals with the same chronic illness to identify the
impacts of each dialysis type is also a weakness, but this was deemed inaggpropr

for the reasons outlined previously.

4.5.2 Sample

The questionnaire response rates were 35.1% and 43.6% for HD and PD patrticipants
respectively. This was slightly below the average of previous questionnalresst

with UK renal patients who achieved between 33 and 78.8% (Murtagh et al., 2007,
Lee et al., 2005; Wight et al., 1998) by sending reminders or additional questionnaires
to those who failed to respond. NHS ethical constraints prohibited such methods in
the current study. However, the large proportion of individuals completing the open-
ended questions shows a high level of engagement with the topic. A large number of
Asian or Asian-British individuals who were unable to read English were exktlude
from the study sample but despite this, the demographic profile of the study sample
was generally representative of the city the research was carriedasuivell as the

wider English and UK dialysis populations. It was therefore appropriate to cempa

current study findings with those from previous studies.
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There are additional vulnerabilities that as questionnaires were completgdram

the research site it cannot be guaranteed who completed them. Due to the agtiology
ESRF, many individuals develop cognitive decline and whilst individuals issued with
packs were informally screened for this by those distributing them, it idpotsat

some individuals with mild cognitive decline affecting their understanding of the
guestions may have completed the questionnaire, introducing inconsistencies into the
data set. There may also have been a number of participants whose first lavagiage
not English who also completed the questionnaires with poor understanding which
again may have influenced the results. However, it is anticipated that most individual

who did not understand the questionnaire would not spend time completing it.

4.5.3 Measurement

Any missing data from the questionnaires was missing at random for al szatpt
the SCS which was returned with an increased level of missing data. Whilsaghis w
accommodated in the analysis this remains a weakness as the sample size for

calculations using this data were subsequently lower.

One question in the depression subscale of the HADS directly addresses an
individual’'s interest in their appearance which may also have introduced skew into the

reported levels given by individuals who are more invested in their appearance.

5 Conclusion
The participants in the current study had been dialysis-users for an avetiaige of
years but despite this significant length of time, they reported high level®of Bl

psychological morbidity and a wide range of subsequent difficulties which haxe be

100



largely neglected by health professionals. Since few of these individualkedyedi
receive a kidney transplant, they will be dialysis-users for the remahtiezir lives
experiencing reduced a quality of life but importantly many will die eatthan they
otherwise would either as a result of non-adherence to the dialysis regimeught
suicide. The study gives support for the S-REF model as an explanation for
psychological distress, identifying traits that may put an individualkabfis

developing problems once commencing dialysis and identifying possible areas for
intervention. Further study is warranted to corroborate and extend the findings of the
current study however this study illustrates to health professionals that whil
individuals’ lives are being maintained by dialysis, this intervention is noebntir
benign and results in individuals struggling to cope with changed bodies and altered

lives.
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Critical Appraisal
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1. Origins of the Study
As an undergraduate student of Neuroscience, | was fascinated by the interface
between mind and body and the long-standing debate over dualism. Subsequently |
became interested in body-image and especially the phenomena of phantom limbs and
phantom pain and investigated them as a dissertation project. When | began working
in Clinical Psychology, | was naturally drawn to the area of health psygholog
especially the impact of health and illness on one’s sense of self. | wasadthy
how individuals externalise illnesses as ‘other’ and not part of themselvespiag c
mechanism and the common refusal to accept the impact of illness on their lives as
unimportant. However, since an individual’s reaction to illness is also influenced by
the impact on their body, if the body is separate and ‘other’, how does this impact
upon an individual’s sense of self? As a woman and a feminist the cultural
expectations of certain ‘desired’ body types which are expected of warden a
increasingly men, is of interest to me and | felt that surely this mpstdnan
individual when the body fails or is altered through illness. These interests cathverg
toward the experiences of end-stage renal failure patients and édesgmitive that
they may experience difficulties as a result of the physical chaageking from
dialysis. A range of health professionals working with ESRF patients sdipplie
anecdotes that supported this prediction and whilst the published informative
literature for patients and the staff concurred, | could find no direct evideaice
backed up this ‘perceived wisdom’. The same professionals were dumbfounded when
| informed them that this area was understudied and unproven. However, as studies
with other populations had found these to be important aspects, | therefore felt that
such evidence could provide the foundations for future research in this area and this

augmented my enthusiasm. Identification of the scale of such difficultiesh\atsa
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add to the evidence-base for renal staff, and once identified, perhaps suitable support

or intervention might be available for patients.

Many health services across the country have Health Psychology departments
working solely with individuals with health problems and there are also specif& pos
for working with renal patients, however, body-image problems are underrepresented
in such work. | wondered if this was because the prevalent medical model is one of
‘fixing’ problems as the focus of the clinicians’ work with individuals, consequently,
the sense of a person often becomes lost. It is as if individuals should be dgnateful t
they are alive, and that their reduced quality of life or radically cluhlifgstyles

should not be of concern to them or those working with them.

2. The Research Process

2.1. Planning the Study

My previous research experience had been such that | had previously never required
ethical approval through the COREC. | found the combination of meeting the
requirements for approval by COREC, the NHS and the University bewildsring

times. Since commencement of the current study, these systems have betaraitere
improved but at the time that | progressed through the system the various tasks
involved appeared endless and incomprehensible. Each organisation had its own set of
rules, regulations, paperwork and ethical standards meaning that processes of peer
review were replicated, a myriad of individuals were required to read and sign
paperwork as well as requesting additional tasks. To my frustration, eachsatigani

had different timescales and all perceived that their requirements took prezede

over the others. Most exasperating and perplexing was the pervading sehsashat
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the first person to go through this process (because | was expected to itientify
required sequence often without advice and when | sought information it was often
difficult to obtain), although this was clearly not the case. It was time-congland
effortful enough to identify the ‘known unknowns’ let alone ascertaining the
‘unknown unknowns’. | chose to overcome these challenges by acquiring a full and
comprehensive knowledge of my proposal and by carrying everything of reteteanc

the project around with me in anticipation of unexpected eventualities.

Researching in a team and department in which | did not work brought practical
difficulties and | was reliant on nursing staff to help me iron out these details, for
example, the numbers of patients available, when and where to distribute
guestionnaires and other aspects whilst ensuring that | remained withongteimts

of the NHS Research and Development protocols. | found the clinical members of
staff to be very accommodating during the planning process and | was buoyed by thei
enthusiasm for the subject as this reiterated the clinical relevanceethtbnéhe

research.

2.2. Execution of the Study and Data Analysis

Although I considered the study to be extremely important to the evidencendase a
clinical work with ESRF patients, | had initial concerns about asking individoials
take part in the study when | was aware of the daily difficulties theg faemg but |

feel now that | also forgot that these were adults who could make informed choices
and just as easily throw a pack away as complete it. However, once the study was

underway | was heartened by their reactions to the study and many individuals
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appeared to be pleased with the opportunity to describe their experiences of an aspect

of their lives that had never or very rarely been addressed with them.

Maintaining Motivation

Planning, carrying out and writing-up the research and literature resovired me

to take the long-view of the project as a whole and to maintain motivation over an
extended period of time. Whilst | consider time-management and organisation to be
amongst my strengths, it was difficult at times to sustain momentum whendhe fi
deadline was many months away. At times it was possible, and indeed essential, to
impose smaller deadlines on the work by splitting the work into sections. However,
once these were achieved, the bulk of the remaining work required me to complete the

report and the deadline for this was distant enough to stifle my impetus to complete it.

| identified a number of periods where | felt lost in a ‘fog’ of data ordttee and

could not see in which direction the work was going or needed to go. It felt difbcult
see the meaning and structure of the information at my fingertips andndeca

anxious that no meaning would emerge or that | would never finish the work. After a
period of time of wading through the information, it was possible to see the meaning
and the ‘fog’ lifted to reveal the ‘path’ on which | needed to travel. This was both a
positive and a negative experience as | could see where | was going aha/dwaa/

get there but | was also suddenly able to recognise the large amount of work that
would be required to get to that point. When nearing completion of writing-up | began
to see a light at the end of the tunnel and found | wanted to concentrate on the thesis
at all times. Despite recognising that this was not feasible or desitaélpull to

finish the work during every waking moment was very strong. Following thie ca
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recognition that | would have to identify a point to stop or | would simply continue
amending the document forever. Knowing when the document was ‘good enough’

was extremely difficult.

2.4Managqging Research and Clinical Commitments

Whilst carrying out the research | was neither geographically closkeaewhe

research was occurring nor working in the field of Health Psychology. This had
subsequent practical implications but also meant that mentally | had to @mifofre
mindset to another when research days followed clinical workdays and vice versa.
This was a task in itself and proved more difficult than | had predicted as well as
partly limiting the productivity of my research days due to the initial tin@ok to
recognise what point in the process | was at and what tasks | should work on next. In
order to overcome this | made detailed lists and flowcharts of my progresstthineug

research tasks.

2.5Use of Supervision

Research supervision was offered regularly and | found that | used it to address
practical issues whilst capturing reflections and emotional responsesr@seaych

diary. | consider this to have been the most appropriate use of the supervision, perhaps
because the work was mainly quantitative | did not feel at any time that tdi®eah

impacts were impacting enough to require discussion in this forum. | receivédeosi
comments as well as constructive criticism from my research supeanidavas

interested to find that in the final stages of the research that although myisupe

had a great deal of expertise on writing reports, publications, researardshatid
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analysis, that | had become the expert on my research and that ultinfegtelfol trust

my own judgement regarding the focus of writing-up and knowing when to stop.

2.61ssues of Control

| found being reliant on other people who could delay or expedite the study to be a
particularly difficult aspect of the research process. Whilst | encounineddtual

delays and obstructions, the process of handing over my work was a challenge and it
felt uncomfortable to leave your project in the ‘care’ of another person who had no
vested interest in its success. | found that this feeling was evoked even when
considering participants of the study and found myself feeling personatintat

when people did not fully complete the questionnaires or made comments in the
margins or on the open-ended questions that they had no difficulties with dialysis. |
began looking to see if they had contradicted themselves by the responses on the rest
of the questionnaire (and often they had) but this appeared on reflection to be a
defensive response to a project | was extremely invested in and whictvaselt
worthwhile. | felt that these individuals were questioning the merits of my siudly

this reflected on my merits too. In this way, the project had become more than an
experiment but was something | felt | needed to protect and guide. On oefletti

these feelings, | attempted to take a step back and put some distance between the

project and me as a person or researcher.

2.7 The Impact of Contact with Participants

During the planning process, a large number of individuals using dialysis were ki
enough to describe their experiences of ESRF and dialysis to me. Throwgh thes

individuals | saw the significant impacts that dialysis has on individualsé sdreelf,
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lifestyle and support networks. These human stories shocked me more than | had
anticipated it would and | reflected that perhaps | had previously ascribeal to th
medical view that people would (or should?) be grateful for being alive and
subsequently tolerate any of the iatrogenic effects of dialysiscasé to realise,

dialysis itself was often a considerable and underestimated ordeal that toaek a gre
deal of energy and commitment to overcome before one could even think about living

a ‘normal’ life.

| had very little contact with participants during the execution of the study as the
guestionnaires were completed and returned anonymously. Subsequently felt that
there was a large amount of distance between the participants and mybkel, as t
became just a number on a spreadsheet. However, this feeling of distaneddesli

| compiled the qualitative data and read about the personal impacts of didhysis. T
data gave a richness to the study, as if the quantitative data formed anskal&the
comments put flesh on this to form a human being with a human existence. This
reminded me that these were real people, struggling with real and important
experiences and | felt | had a responsibility to tell their stories but@ido my

utmost to publish the study findings and show health professionals what was being

missed.

2.8 The Impact of Myself as a Researcher on the Research

Although I had little contact with participants during the actual study, mgestte
meant that | had focussed on the aspect of body-image. My personal styleused inf
throughout the participant invitation and information sheets but it will not be possible

to identify what impact this had on the individuals. A structured methodology was
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used to analyse the qualitative data to limit any bias being introduced, however, it
must be considered that my personal judgement and opinions may have influenced the
interpretations made of the respondents’ comments and the importance placed on

these.

3 Learning Outcomes
| have learnt a great deal about managing a research project, the ppasexdsy the
systems one researches and about my own strengths and weaknesses regarding
research. Perhaps the biggest learning curve for me was carrying oyt a trul
systematic literature review, which | feel not only gave me a thorougp gfahe
methodology but also taught me how to identify and overcome the inherent
difficulties. Qualitative literature reviews were relatively nioieeme, and narrative
reviews even more so, but | found that placing participants’ stories at thehter
review was extremely interesting and fleshed out the theories andclesearway
that made the field easier to understand as well as being more engagigqgir@riti
the quality of research was a revelation as through this | identified haWw hinave
learnt since doing similar exercises as an undergraduate. With an enhahtyetb abi
recognise good-quality research came recognition of poor quakgrosand | was
at times disillusioned with some of the work published in the field. This also brought
its own anxieties as | became aware that others may be critiquing rkynasor

similar manner in the future and | was keen not to be found wanting.

Before embarking on the research | was already aware that bappsork in an

organised manner and do not like to complete things at the last-minute and these

factors helped during the process. | was also aware that | am a felatitidy person
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and work with a number of piles of documents in addition to a more organised filing
system. Whilst initially attempting to change these latter methodsnitleéhat doing

so hindered rather than helped my work and | now fully accept that | will likedy be
individual who always works amongst ‘organised chaos’ and that embracing this

resulted in more time spent working and less time spent tidying.

4 General Reflections
At times | became distracted by the wealth of information available arstwhi
should have been concentrating on one thing, something else interesting and yet not
entirely (or at all) relevant would catch my interest and send me off ogentah
learnt to put research ‘blinkers’ on in order to curb this curiosity and maintain focus
during literature reviewing and doing background research. However, | agamtbega
slip back into this habit when analysing the study findings and was tempted to be
over-inclusive despite the weakly powered conclusions that would inevitablyemerg
if I were to ‘trawl’ the data. Once | identified these temptationsad able not to
succumb to them and to address solely the defined hypotheses. | feel that this process
offered me a glimpse of the obsession that individuals develop for a subject as |
fleetingly felt that whilst this research was valuable, the smafjtsiit offered were

not sufficient and that more would be needed.

| experienced a constant fear throughout the research process, but gspaeiall
writing-up, that someone would embark on a similar study before | could complete
mine; therefore rendering it pointless. Despite this, it was extrenulyating to be
undertaking ‘real research’ with ‘real people’ and building on existing evedertb

strong clinical relevance. This was especially so when analyses iglemitié high
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levels of difficulties reported by the sample. | was pleased to be part eftsomthat
clinicians might use one day, with other people building on the work, and more

importantly, may make a significant difference to someone’s life.
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JOURNAL OF ADVANCED NURSING

Guidelines for Authors

Review Pépers

Journal of Advanced Nursing publishes high quality traditional literature reviews, aggregative and
interpretive reviews, qualitative, quantitative and mixed method systematic reviews, meta-analyses, meta-
summaries and meta-syntheses.

Review papers should not exceed 5000 words for the main text, excluding the abstract, summary
statement, tables and references. |

The following headings should be used:

.

Title

Should end with a descriptor that best describes the type of review, such as: literature review,
qualitative, quantitative or mixed method systematic review, meta-summary, meta-synthesis or
meta-analysis.

Abstract .

The 250 werd abstract should use the following headings: Aims (of the paper), Background, Data
Sources, Review Methods, Results, Conclusion.

Summary Statement _
Please see the Summary Statement guidelines for further information.

Summary Statements

What do | need to include in my summary statement?

For all summary statements, please use the following guidelines:

Format

To be headed SUMMARY STATEMENT and put on a separate, but numbered, page after the abstract.
The two headings should be in bold:

What is already known about this topic
What this paper adds

Under each of the two headings, there should be 2-3 bullet points.

Each bullet point should be concise, with between 20 and 30 words in each point.

Each bullet point should stand alone as a meaningful statement (i.e. not rely on preceding
statements).

All bullet points should be derived from the content of the paper and be supported by the evidence
presented in the paper.

The summary statement should not contain abbreviations or references.

Colloquial terms and local details should not be included, and nor should the paper's country of
origin (unless that is essential, pertinent information). Instead the statements should be framed
globally.

For example Summary Statements, please see below:

What is already known about this topic

Severe visual impairment caused by macular degeneration is a health-related experience common
to many older adults worldwide.
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o Most existing guidelines for the ethical conduct of health research are for biomedical research and
cannot easily be applied to qualitative studies.

o The Roy Adaptation Model has been tested in various settings and with various populations but its
validity in the context of chronic pain has not been investigated.
Agoraphobia is a common and disabling mental health disorder.
The over-75 years age group, with its complex health needs, is likely to make up an increasing
proportion of the workload of accident and emergency staff in the coming years.

o Immigrants and refugees with diabetes are frequently described as at risk of poor metabolic control.

o Theterms care and caring are often used in the nursing literature as if the core attributes were
already known, but the terms remain ambiguous.

o Poststroke depression is potentially treatable, but is often missed.

What this paper adds

» Nurses can facilitate client self-management in mental health care for agoraphobia.

e Debriefing is a structured psychological intervention for which a clear and consistent framework or
model should be used to enhance the rigor of future research and evaluation of routine postnatal
debriefing.

e The literature reflects widespread interest in understanding the psycho-spiritual needs and
experiences of individuals with advanced cancer, as evidenced by investigations around the worid
and across disciplines.

* Minimum standards for applying an instrument developed in another language should include back-
translation and monolingual testing

¢ An alcohol-based surgical hand rub is more effective than a 6-minute surgical ahnd scrub using 4%
chlorhexidine gluconate in terms of microbial counts immediately after scrubbing.

e Pressure ulcers cause much pain, discomfort and distress that is not always recognised or
adequately treated by nursing staff.
The proportion of nurses dissatisfied with shift handovers varies considerably across Europe.

e Close relatives experience chaotic suffering when confronted with contradictory signs of life and
brain death is seen as a ‘living death’.

o Keywords
Should include 'literature review' and other MeSH headings appropriate for the specific review, such
as ‘'systematic review’, as well as subject-specific keywords.

Introduction

As for empirical papers - should include rationale, conceptual or theoretical context, international relevance
of topic.

The Review

Aim/s

Of the review

* Include research topic/ objectives / questlons [ hypotheSIS(es)
For example, "The aim of the (type) review was {o...

Design

Should identify type of review, methods used and sources of reference, such as the Cochrane Handbook,
Centre for Reviews and Dissemination Handbook, EPPI approach, Joanna Briggs Instatute approach, or
other rigorous systematic review methodological approach.

Should identify and adhere to relevant gold standards for the reportlng and conduct of systematic reviews
such as the QUOROM statement for meta-analyses of RCTs (see http:/iwww.consort.
statement.org/?0=1065 ) or, for example, ESRC guidance on Narrative Synthesis.

Search methods
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Should include: search strategy, inclusion/exclusion criteria, databases searched, keywords, languages and
inclusive dates of the literature searched.

Search outcome

Search outcome and audit trail if appropriate - application of inclusion/exclusion criteria, retrieval and
selection of references and handling. Summarise included and, if appropriate, excluded studies in separate
tables.

Quality appraisal

Should include approaches used and audit of discarded studies. For qualitative and traditional reviews,
include a statement as to whether included studies were quality appraised or not and a supporting rationale.

Data abstraction

Systematic reviews should include a description of the process(es).
Synthesis

Should include description of process(es) used.

Results

With appropriate subheadings and should adhere to the relevant standard(s) of reporting (¢g QUOROM
statement for systematic review of RCTSs). | |

Where appropriate, identify the conceptual or theoretical context of each definition or discussion of the
concept found in the literature.

Discussion

Start with limitations and strength of the evidence. |
Draw out the applicability, theoretical and practical implications of the findings.

Conclusion

Real conclusions, not just a summary/repetition of the findings. | o _
Recommendations for practice/research/education/management as appropriate, and consistent with the
limitations.

Where appropriate, consider whether one or more nursing conceptual or theoretical frameworks could guide
future research about the topic of the review.

Links to useful resources

e Moher D, Cook DJ, Eastwood S, Olkin I, Rennie D, Stroup DF, for the QUOROM Group.
Improving the quality of reports of meta-analyses of randomised controlled trials: the QUOROM
statement. Lancet 1999; 354:1896-1900. www.thelancet.com |

* PopayJ, Roen, K, Sowden A, Rodgers M, Roberts H, Arai L, Pettigrew M. Baldwin S. (2006)

Developing Methods for the Narrative Synthesis of Quantitative and Qualitative Data in Systematic

Reviews of Effectiveness. ESRC Research Methods Programme.

hitp://www.ccsr.ac.uk/methods/projects/posters/popay.shtmi

Centre for Reviews and Dissemination - http://iwww.york.ac.uk/insticrd/

Cochrane Collaboration -~ hitp:/iwww.cochrane.orqg/

EPPI Centre - hitp://eppi.ice.ac.uk/cms!
Joanna Briggs Institute - www.joannabriggs.edu.au

National Institute for health and Clinical Excellence - www.nice.org.uk/
Social Care Institute for Excellence - www.scie.orq.uk
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Appendix B. Descriptions of medical technology included in the review
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Avrtificial pacemakers

An artificial pacemaker uses electrical impulses to regulateliezdrin a person

whose natural pacemaker in the heart is not working. Electrodes providing the
electrical impulses are placed within a chamber, or chambers, of the hésirtie
pacemaker generator (comprising a battery, sensors to monitor the hegttim and
computer controller) is implanted below the subcutaneous fat of the chest wall, above

the muscles and bones of the chest.

Implantable cardioverter-defibrillator

An implantable cardioverter-defibrillat¢iCD) is a small battery-powered electrical
impulse generator is implanted in participants who have experienced oriakecdt r
sudden cardiac death due to heart rhythm defects. The device is programmed to detect
cardiac arrhythmia and correct it by delivering a jolt of elecyri@imilar to

pacemakers, these devices typically include electrode wire/s whisbspisough a

vein to the right chambers of the heart.

Dialysis

Dialysis removes body wastes and water from the blood via diffusion, usually
undertaken via healthy kidneys, comprises two types of Dialysis: haemaxl{#i®

and peritoneal dialysis (PD). In the latter, fluid from a bag is drained into the

peritoneal cavity in the abdomen via a catheter (which remains in situ pernganentl
where the abdominal lining acts as a membrane for dialysis. The fluidliis $&i

until dialysis is complete and then drained out. This is usually carried out by the
patient themselves about three times a day. In HD, a machine removes blood from the

body, pumps it through a dialysis machine where the blood is cleaned and pumped

130



back into the body. This is usually done three times a week and sessions last 3-5
hours. Access to the blood stream is by a dialysis catheter inserted into\gelarge

by a fistula (made by joining a vein to an artery).

Insulin pumps

An insulin pump administers insulin to treat diabetes mellitus as an alterrmative t
multiple daily injections of insulin by insulin syringe or an insulin pen. The pump
(including controls, processing module, batteries and insulin reservoir) is kept on the

skin surface whilst the cannula delivering the insulin is implanted subcutaneously.

Mechanical ventilation

Mechanical ventilation is a method to mechanically assist or replace spontaneous
breathing when participants cannot do so on their own. The main form of mechanical
ventilation currently is positive pressure ventilation, which works by incredseng t

pressure in the patient's airway forcing additional air into the lungs.
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Appendix C. Timeframes of databases searched.
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MEDLINE 1950 to 2008

EMBASE 1980 to 2008

PsycINFO 1984 to 2008

ISI Web of Science 1970 to 2008
AMED 1985 to 2008

World Cat Dissertations 1978 to 2008
National Library for Health

Kings Fund 1979 to 2008

CINAHL(R) 1982 to 2008

The Cochrane Library

Healthcare Commission
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About the Journal

PUBLICATION CHARGES (Do not apply to invited authors)

Page charges

Manuscripts accepted for publication in Kidney International will
incur page charges to cover, in part, the cost of publication. A

charge of $70 will be issued for each journal page.

Color charges

. All figures that are submitted as color artwork must be published in
color. The authors will be expected to contribute towards the cost
of color art .The cost for reproducing color artwork in print is $500
per page. Color figures will be set close to the citation and in the
best possible position. Figure re-ordering cannot be undertaken at
proof stage to reduce the number of pages featuring color artwork.

Upon acceptance authors must fill in the artwork form available at

htp://mc.manuscriptcentral.com/societyimages/kifKi%20Artwork%

BRERERRE

20Form.pdf
Offprints

Offprints may be ordered using the order form available for

download with the proofs.

IMPACT FACTOR
2006 impact factor 4.773
3/55 Urology and Nephrology

ISSN

ISSN: 0085-2538
EISSN: 1523-1755

FREQUENCY
Printed twice a month. Advance online Publication once a week

SCOPE

Kidney International aims to inform the rena! researcher and the

practicing nephrologist on ail aspects of renal research, including:

* The latest clinical studies on emerging developments in re-

nal medicine.

» The highest leve! of original research studies in clinical and

basic renal research.

* Ineach issue, some articles will be highlighted by commen-

taries that aim to put these studies in the appropriate

.

GUIDE TO AUTHORS

New Membership Category introduced for Members

in Training

Trainees in nephrology up to the age of 37 years are
now encouraged to apply to become ISN Members in
Training at a greatly reduced annual membership rate of
US$ 50 (all benefits included). Eligible individuals must
submit a copy of a valid form of identification stating
their date of birth as well as a proof of their current
training status to the ISN Global Headquarters together
with their completed application.
http./fwww.associationhg.com/isn/oqone/formNew.asp

context. These will form a research tool for clinical and ba-
sic investigators.

e Editorials that highlight important issues in international ne-
phrology

o Nephrology sans Frontieres - occasional short articles that
discuss matters of local interest to nephrologists around the
worid, but which we feel need to be known by nephrologists
world-wide

¢ Short reviews on hot topics and in depth reviews about ma-
jor issues in renal research.

e Controversial discussions on renal therapeutics or diagno-
sis written by two opposing authorities

o State of the Art teaching materials including Renal Consults
and clinico-pathological conferences where eminent clini-
cians discuss difficult or interesting cases lllustrated by mul-
tiple pathology, imaging studies and charts

¢ Images in Nephrology which are presentations of interest-
ing images in renal pathology, radiology chosen for their il-
justrative nature or simply for their esthetic qualities.

o |ssues of importance to the international renal community
including the politics of funding; of organ transplantation, of
adequacy of dialysis, of world-wide affordability of end
stage renal care and many other topical issues.

e Journal Club are synopses that bring you the latest re-
search highlights from across a wide spectrum of journals
in fields relevant to renal research

° Book Reviews

ABSTRACTED/ INDEXED IN

e Index Medicus/Medline
Science Citation Index
Current Contents/Life Sciences
Current Contents/Clinical Medicine
SciSearch
BIOSIS
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EMBASE/Excerpta Medica
Reference Update
CABS
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Global Health
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Preparation of manuscripts

Manuscripts that do not adhere to the following instructions
will be retumed to the corresponding author for technical
revision before undergoing peer review.

Content Types

Thg types of manuscripts accepted by Ki are: (1) Review, (2) Mini-
review, (3) Original Article, (4) Rapid Communication, (5) Com-
mentaries, (6) Technical Notes, (7) Letters to the Editors (8),
Editorial (9), Renal Consult, (10) Nephrology Images, (11) Make
Your Diagnosis, (12) Book Reviews, (13) ISN Forefronts in Ne-
phrology, ISN Nexus, Meeting Report, (14) Cover Image.

(1) Review

Word limit: 5,000 words including abstract but excluding refer-
ences, tables and figures.

Abstract: 1500 characters maximum

References: no maximum

Figuresitables: at least 1 image or figure

Disclosure statement required (see page 3 for details)

Reviews are comprehensive analyses of specific topics in nephrol-
ogy that are usually solicited by the Editors. Proposals for reviews
may be submitted; however, in this case authors should only send
an outline of the proposed paper for initial consideration. Both
solicited and unsolicited review articles will undergo peer review
prior to acceptance. Kidney International will cover charges for

color images invited by the Editors, and for images in which color
was added by the journal.

(2) Minireview

Word limit: 3000 words including abstract but excluding references,
tables and figures.

Abstract: 1500 characters maximum

References: up to 20

Figuresiables: at least 1 image or figure

Disclosure statement required (see page 3 for details)

Minireviews of topical and highly focused subjects are usually
solicited by the Editors. Proposals for minireviews may be submit-
ted; however, in this case authors should only send an outline of
the proposed paper for initial consideration. Both solicited and
unsolicited review articles will undergo peer review prior to accep-
tance. Kidney International will cover charges for color images

invited by the Editors, and for images in which color was added by
the journal.

(3) Original Article

Word limit: 4000 words including abstract but excluding references,
tables and figures.

Abstract: 1500 characters maximum

References: no limit

Disclosure statement required (see page 3 for details)

Full-length reports of current research in either basic or clinical
sclence.

(4) Rapid Communication
Word limit: 1500 words including abstract but excluding references,
tables and figures.

Abstract. 1500 characters maximum

References: up to 35

Fl_gures! tables: up to 4 in total

Disclosure statement required (see page 3 for details)

Methods or findings that will substantially and immediately affect
research or clinical practice will be considered for publication as a
Rapid Communication. The words "Rapid Communication™ and the
category chosen must appear at the top left corner of the title
page. Organization of Rapid Communications should be the same
as for regular manuscripts.

(5) Comrpentaries [only by invitation of Editors]
V\_Iord limit: 1500 words including abstract but excluding references
Title: up to 115 characters including spaces

kid '
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GUIDE TO AUTHORS

Abstract: 75 words maximum

References: up to 10 including the article discussed

Figures/tables: 1 figure (will be redrawn)

Disclosure statement required (see page 3 for details)
Commentaries discuss a paper published in a specific issue and
should set the problems addressed by the paper in the wider con-

text of the field.

(6) Technical Notes

Word limit; 1500 words including abstract but exciuding references,
tables and figures.

Abstract: 1500 characters maximum

References: up to 20

Disclosure statement required (see page 3 for detaiis)

Examples of appropriate subject matter include descriptions of new
laboratory or clinical methods, new apparatus, or critical modifica-
tions of established techniques. Organization of Technical Notes
should be the same as for regular manuscripts except that section

headings should be omitted.

(7) Letters to the Editor

Word limit: 250 words

Abstract: no abstract required for this manuscript type
References: Up to 4

Figures/ tables: Up to 1
Letters to the Editor will be considered for publication, subject to

editing. Letters must contain information critical to a certain area or
must be confirmatory of data recently published in Kidney Interna-
tional. A Letter must reference the original source, and a Response
to a Letter must reference the Letter in the first few paragraphs.
Letters can use an arbitrary title, but a Response must cite the title

of the Letter: e.g. Response to [title of Letter).

(8) Editorial [only by invitation of Editors]

Word Limit: 1600 words

Abstract: no abstract required for this manuscript type

References: up to

Proposals for Editorials may be submitted, however, in this case
authors should only send an outline of the proposed paper for initial

consideration.

(9) The Renal Consult
Word Limit: 2000 words including abstract but excluding refer-.

ences, tables and figures.
Abstract: no abstract required for this manuscript type
Figure/ Table: upto §

References: up to 20
This is designed to enhance the value of the journal for the practic-

ing nephrologist and nephropathologist. In this senes, focused
problems in the diagnosis and treatment of renal disease will be
published. A short case vignette wiil be followed by a discussion
and relevant references. The use of clinical illustrative materials,
such as x-ray films and biopsies is encouraged as are flow dia-
grams and tables.

(10) Nephrology Images

Word limit; Title: 70 characters; text: 300 words (1700 characters)
Figures: up to 2 single panel figures. No multi-part figures allowed.
References: none

Abstract: no abstract required for this manuscript type

Illustrative images that are unique or highly illustrative of specific

occurrences in Nephrology. They might include renal pathology,
radiology, specific skin lesions, etc. They will be reviewed by the

Editorial Board prior to acceptance. They should be accompanied
by a brief one-paragraph description of relevant clinical information.
Article must fit onto one page. You will be asked to cut text or part

of your figure in the proof if article is longer than one page.

(11) Make Your Diagnosis
Word limit: Title: 70 characters; The Case (page 1). 245 words

(1400 characters), The Diagnosis (page 2). 405 words (2300 char-
acters). Word limit excludes references, tables and figures.
Abstract: no abstract required for this manuscript type

References: up o §

Figures/tables: up to 2 per page

This column provides readers with an opportunity to make clinical
diagnoses based on an image accompanied by the history and
physical exam, all of which will be on the first page. The second
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page will include the answers, a brief discussion and any other
relevant follow up images and laboratory data.

(12) Book Reviews

Word limit: 500-1000 words excluding references

Abstract. no abstract required for this manuscript type

References: up to 3

B_ook Reviews are intended to alert readers to work that is poten-
tially important to the field of nephrology and to put a certain work
In context with the rest of the nephrology literature. Book Reviews
will follow this outline: (a) exact title of book, full name(s) of au-
thor(s) as listed on the cover, publisher's name, publication date,
number of pages and price, (b) summary of the content (general
discussion of what the book covers and its major topics; NOT a
chapter by chapter summary), (c) discussion of author(s) (for ex-
ample, background, experience, why they are qualified to write the
book and whether they present a certain view), (d) strong points of
the book, (e) weak points of the book, (f) identification of the audi-
ence of this book and the background needed for the reader to
understand its contents, (g) discussion of why one should or
should not buy the book, and if yes, for what purpose {(as a text, a
reference, etc.), (h) comparison to other books in the field, and (i) if
possible, a “quotable quote” or annotation regarding the book.

(13) ISN Forefronts in Nephrology, ISN Nexus, Meeting Report
[only by invitation of Editors)

Word limit: To be determined in consultation with Editors

Abstract. 1500 characters maximum

References: no maximum

Figures/tables: at least 1 image or figure

Disclosure statement required (see page 3 for details)

These are authoritative proceedings of specific topics in nephrol-
ogy that are usually solicited by the Editors. Proposals for these
articles may be submitted; however, in this case authors should
only send an outline of the proposed paper for initial consideration.
Both solicited and unsolicited articles will undergo peer review prior
!o acceptance.  Kidney International will cover charges for color
Images in articles invited by the Editors.

(14) Cover Image

Size: approximately 8.5"x5.5" (216x140mm)
Resolution: 300 dpi

File type: TIFF or JPEG

Color images: CMYK (no RGB)

Caption: 50 words maximum

Format of Manuscripts

GENERAL FORMAT

Manugcripts must be typed in English and double-spaced. All text
including legends, footnotes, tables and references are to be on

gge edside of the page only. All manuscript pages must be num-
red.

Title page

This should include (a) the complete manuscript title; (b) all au-
thors’ full names (listed as first name, middle initial, tast name),
highest academic degrees, and affiliations; (¢) the name and ad-
dress for correspondence, fax number, telephone number, and e-
mail address; and (d) the sources of support that require acknowl-
edgment. A running headline of no more than 50 characters (not
counting space) should be supplied.

Abstract and Keywords

The_ abstract should be no longer than 1500 characters, stating the
main problem, methods, results, and conclusions. There should be
no subheadings in the abstract. It must be factual and compre-
hensive. The use of abbreviations and acronyms should be limited
and general statements (e.g. “the significance of the results is
discussed") should be avoided.

GUIDE TO AUTHORS

Discussion
Methods
Disclosure
References
Acknowledgements

Abbreviations \
Abbreviations should be defined at the first mention in the text and

in each table and figure. For a list of standard abbreviations, please
consult the Council of Biology Editors Style Guide (available from
the Council of Science Editors, 9650 Rockyville Pike, Bethesda, MD
20814) or other standard sources. Write out the full term for each
abbreviation at its first use unless it is a standard unit of measure.

Disclosure
For original articles and reviews only, the submitting author must

include a disclosure statement in the body of the manuscript. The
statement will describe all of the authors’ relationships with compa-
nies that may have a financia! interest in the information contained
in the manuscript. This information should be provided under the
heading titled ‘Disclosure,’ which should appear after the ‘Methods’
section and before the 'References’ section. The absence of any
interest to disclose must also be stated. In addition, any financial
interests must be detailed in the Financial Disclosure form, which
will be provided to the corresponding author upon acceptance for

distribution to each author.

References
References should be listed in order of appearance (Vancouver

style). In the text, number references in order of appearance using
Arabic numerals (e.g. 1, 2, 3) in parentheses for citations. The
reference list (starting on a separate page) should contain the ref-
erences in the order in which they are cited in the text. Only pub-
lished works (as well as manuscripts salready accepted for
publication) which are referred to in the text should be listed in the
reference list. The reference list must not contain any unpublished
observations, personal communications, etc. Kindly cite such
sources solely within the text (in parentheses), not in the reference
list. Do not list more than three authors per reference. Should there
be four or more, please include only the first three followed by “ef

al”

The following examples demonstrate correct reference style:

Journal articles: |
Fan SL-S, Aimond MK, Ball E, et al. Pamidronate therapy as pre-

vention of bone loss foliowing renal transplantation. Kidney Int
2000; 57: 684-690.

Supplement articles:
Fogo AB. Glomerular hypertension abnormal glomerular growth,

and progression of renal diseases. Kidney Int 2000; 57 (Suppl 75).
S15-521.

Books: :
Lameire N, Mehta RL (eds.). Complications of Dialysis. Marcel

Dekker, inc.: New York, 2000.

Articles in books. "
Weidner N, Buckalew VM Jr. Sickle cell anemia, sickle cell tra,

and polycythemic states, in Renal Pathology (vol 2), eds. Tisher
CC, Brenner BM. JB Lippincott Company: Philadelphia, 1989, pp

1417-1436.

ORIGINALITY o
A submitted manuscript must be an original contribution not previ-

ously published (except as an abstract or preliminary report), must
not be under consideration for publication elsewhere, and, if ac-
cepted, must not be published elsewhere in a gimilar form, in any
language, without the consent of the ISN. Each person listed as an
author is expected to have participated in the study to a significant
extent and agrees with submission of the paper for publication.

Text , Although the editors and referees make every effort to ensure the
The manuscnpt should be organized under the following seven validity of published manuscripts, the final responsibility rests with
headings: | the authors, not with Kidney Intemational, its editors, the Intemna-
* Introduction tional Society of Nephrology or Nature Publishing Group.
. » Results
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INFORMED CONSENT AND ETHICS

When reporting experiments on human subjects, indicate whether
the procedures were in accordance with the ethical standards of
the responsible committee on human experimentation (institutional
or regional) or with the Helsinki Declaration of 1975 (and as re-
vised in 1983). Include any Institutiona! Review Board or Animal
Care and Use Committee protocol numbers as warranted by ex-
perimental design.

_ CLINICAL TRIALS REGISTRY

We require, as a condition of consideration for publication, registra-
tion in a public trials registry. Trials must register at or before the
onset of patient enroliment. This policy applies to any clinical trial
starting enroliment after January 1, 2006. For trials that began
enroliment before this date, we require registration by April 1,
2006, before considering the trial for publication. We define a clini-
cal trial as any research project that prospectively assigns human
subjects to intervention or comparison groups to, study the cause-
and-effect relationship between a medical intervention and a health
outcome. Studies designed for other purposes, such as to study
phartmacokinetics or major toxicity (e.g., phase 1 trials) are ex-
empt.

We do not advocate one particular registry, but registration must
be with a registry that meets the following minimum criteria; (1)
accessible to the public at no charge; (2) searchable by standard,
electronic (Internet-based) methods; (3) open to all prospective
registrants free of charge or at minimal cost; (4) validates regis-
!ered information; (5) identifies trials with a unique number; and (6)
Includes information on the investigator(s), research question or
hypothesis, methodology, intervention and comparisons, eligibility
Criteria, primary and secondary outcomes measured, date of regis-
tration, anticipated or actual start date, anticipated or actual date of
last follow-up, target number of subjects, status {anticipated, ongo-
ing or closed) and funding source(s). You will be asked to provide
the name of your trial’s registry upon submission.

Registries that currently meet these criteria include: (1) the registry
sponsored by the United States National Library of Medicine

(www clinicaltrials.gov); (2) the International Standard Randomized
Controtied Trial Number Registry (http://www.controlled-trials.com);
(3) the Australian Clinical Trials Registry (http:/Avww.actr.org.au);
(4) the Chinese Clinical Trials Register (http://www.chictr.orq); and
(9) the Clinical Triais Registry - India (http:.//www.ctri.in).

REPORTING RANDOMIZED CONTROLLED TRIALS

Beporting of randomized controlled triais should follow the guide-
lines of The CONSORT Statement (http://www.consort-

statement.org).

STYLE

The American Medical Association Manual of Style (Sth edition),
Stedman’s Medical Dictionary (27th edition) and Merriam Web-
ster's Collegiate Dictionary (10th edition) should be used as stan-
dard references. Refer to drugs and therapeutic agents by their
accepted generic or chemical name, and do not abbreviate them (a
proprietary name may be given only with the first use of the ge-
nernc name). Code numbers should be used only when a generic
name is not yet available (the chemical name and a figure giving
the chemical structure of the drug are required). Copyright or trade
names of drugs should be capitalized and placed in parentheses
after the name of the drug. Names and locations (city and state in
USA, city and country outside USA) of manufacturers of drugs,
SUDph_es, or equipment cited in a manuscript are required to com-
ply with trademark law and should be provided in parentheses.
Quantitative data may be reported in the units used in the original
measurement, but Sl units are preferred, including those applica-
ble to body weight, mass (weight) and temperature. |

Journal style
As the electronic submission will provide the basic material for
typesetting, & is important that papers are prepared in the general
editorial style of the journal.
1. For information on labeling of figures, see the artwork
guidelines: hitp://www.nature.com/ai/ rkquidelines.
2. Do not make rules thinner than 1 pt (0.36mm)
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3. Use a coarse hatching pattern rather than shading for tints
in graphs *

4. Color should be distinct when used as an identifying tool

5. Use S1 units throughout

6. Spaces, not commas, should be used to separate thou-
sands

7. Abbreviations should be preceded by the words for which
they stand in the first instance of use in the text

8. No abbreviations should be used in the title or the abstract
9. The abstract should be written as a single paragraph, do
not include headings

10. Text should be double spaced with a wide margin

11. At the first mention of a manufacturer, the town (state if

USA) and country should be provided

FILE FORMATS

Manuscripts
Use a common word-processing package (such as Microsoft Word)

for the text of your article Files in MS Office 2007 format cannot be
accepted for publication. For instructions on how to save MS Office
2007 files in a format acceptable for publication, please see the

Appendix.

Figures, Images and Tables
Figures and images should be labeled sequentially, numbered and

cited in the text. Figures should be referred to specifically in the text
of the paper but should not be embedded within the text. Each
table should be double-spaced on a separate sheet and numbered
consecutively in the order of first citation in the text. Make sure that
each table is cited in the text. Do not use internal horizontal and
vertical lines. The use of three-dimensional histograms is strongly
discouraged when the addition of the third dimension gives no
extra information. If a table or figure has been published before, the
authors must obtain written permission to reproduce the material in
both print and electronic formats from the copyright owner and
submit the permission with the manuscript. This rule applies for
quotes, illustrations and other materials taken from previously pub-
lished works not in the public domain. The original source should
be cited in the figure caption or table footnote.

Legends and Titles
Legends must be submitted for all figures and images, and titles for

all tables. They should be brief and specific, double spaced, and
placed on a separate sheet titled ‘Titles and legends’ after the Ref-

 erence section. Use scale markers in the image for electron micro-

graphs and indicate the type of stain used. Place explanatory
matter of tables in the footnotes rather than in the tiles.

ARTWORK GUIDELINES
Detailed guidelines for submitting artwork can be found by

downloading the guidelines PDF:

hitp://www nature com/ay/artworkquidelines.pdf. Using the guide-

lines, please submit production quality artwork with your submis-
sion. At submission, all figures must be high enough quality (no
less than 300 dpi) to be assessed in the peer review process. We
prefer artwork to be submitted as either .tif or .jpg files.- Do not
submit in .pdf format. If you have not followed the artwork guide-
lines, we will require artwork to be resubmitted if your paper is

accepted for publication.

Minimum Resolutions:
Halftone images 300 dpi (dots per inch)
Color images 300 dpi saved as CMYK

Images containing text 400 dpi
Line art 1000 dpi

Sizes: _
Figure Width - single image | #
g86mm (Should be able to fit into a single

journal) .

lumn of the printed

Figure Width — multi-part image
178mm (Should be able to fit into a double column of the

printed journal)

Text Size
8 point (Should be readable after reduction — avoid large type

or thick lines) Line Width Between 0.5 and 1 point

REVISED May 28, 2008 4
138




Color Artwork Charges

Artwork provided in color upon submission must be printed in
color, and the author must agree to pay for the cost of printing said
artwork in color. The cost to produce color artwork is $500 per
page. Color figures will be set close to the citation and in the best
possible position. Figure re-ordering cannot be undertaken at proof
stage to reduce the number of pages featuring color artwork.

Supplementary Information

Supplementary information is peer-reviewed material directly rele-
vant to the conclusion of an article that cannot be included in the
printed version owing to space or format constraints. It is posted on
the journal's web site and linked to the article when the article is
published and may consist of data files, graphics, movies or exten-
sive tables. The printed article must be complete and self-
explanatory without the supplementary information. Supplementary
information enhances a reader's understanding of the paper, but is
not essential to that understanding. Supplementary information
must be supplied to the editorial office in its final form for peer
review. On acceptance, the final version of the peer-reviewed sup-
plementary information should be submitted with the accepted
paper. To ensure that the contents of the supplementary informa-
tion files can be viewed by the editor(s), referees and readers,
please also submit a ‘read-me’ file containing brief instructions on
how to use the file.

If your manuscript or any significant part of it has been under con-
sideration for publication elsewhere, or has appeared elsewhere in
a manner that could be construed as a prior or duplication publica-
tion of the same, or very similar, work, the said material must be
included and marked appropriately as a supplemental file.

Supplying supplementary information files

Authors should ensure that supplementary information is supplied
in its FINAL format as it is not copy edited and will appear online
exactly as originally submitted. it cannot be altered, nor new sup-
plementary information added, after the paper has been accepted
for publication. Please supply the supplementary information via
the electronic manuscript submission and tracking system, in an
acceptable file format (see below). Authors should: include a text
summary (no more than 50 words) to describe the contents of
each file; identify the types of files (file formats) submitted and
include the text ‘Supplementary information is available at Kidney

International's website’ at the end of the article and before the
references.

Accepted file formats

Quick Time files (.mov), graphical image files (.gif), HTML files
(-html), MPEG movie files (.mpg), JPEG image files (.jpg), sound
files (.wav), plain ASCII text (.txt), MS Word documents {.doc),
Postscript files (.ps), MS Excel spreadsheet documents (.xis) and
PowerPoint files (.ppt). We cannot accept TeX and LaTeX.

File sizes must be as small as possibie so that they can be
downloaded quickly. Images should not exceed 640 x 480 pixels
but we would recommend 480 x 360 pixels as the maximum frame
size for movies. We would also recommend a frame rate of 15

frames per second. If applicable to the presentation of the supple-
mentary information, use a 256-color palette. Please consider the
use of lower specification for all of these points if the supplemen-
tary fnfon'nation can still be represented clearly. Our recommended
maximum data rate is 150 KB/s. '

The number of files should be limited to eight, and the total file size
should not exceed 8 MB. Individual files should not exceed 1 MB.
Please seek advice from the editorial office before sending files
larger than our maximum size to avoid delays in publication.
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Further questions about the submission or preparation of supple-
mentary information should be directed to the editorial office.
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LICENSE TO PUBLISH
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aged to archive their version of the manuscript in their Institution's
repositories (as well as on their personal web sites), also six
months after the original publication. Authors should cite the publi-
cation reference and doi number on any deposited version, and
provide a link from it to the published article on the NPG website.
This policy complements the policies of the US National Instiutes
of Health, the Wellcome Trust and other research funding bodies
around the world. NPG recognizes the efforts of funding bodies to
increase access to the research they fund, and strongly encour-
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NHS

National Research Ethics Service

Leicestershire, Northamptonshire & Rutland Research Ethics Committee 1
1 Standard Court

Park Row
Nottingham
NG1 6GN

Telephone: 0115 9123344
Facsimile: 0115 9123300

23 April 2007

Mrs Kate Partridge

Trainee Clinical Psychologist
Leicestershire Partnership Trust.
43 Saville Close

Hinckley

Leicestershire

LE10 1SZ

Dear Mrs Partridge

Full title of study: An investigation into body image changes in aduit end-
stage renal failure patients undergoing dialysis

REC reference number: 07/Q2501/68

The Research Ethics Committee reviewed the above application at the meeting held on 13
April 2007.

Ethical opinion

The members of the Committee present gave a favourable ethical opinion of the above
research on the basis described in the application form, protocol and supporting
documentation.

Ethical review-of research sites
The favourable opinion applies to the research sites listed on the attached form.
Conditions of approval

The favourable opinion is given provided that you comply with the conditions set out in the
attached document. You are advised to study the conditions carefully.

This Research Ethics Committee is an advisory comhfittee to East Midlands Strategic Health Authority

The National Research Ethics Service (NRES) represents the NRES Pirect?rate within
the National Patient Safety Agency and Research Ethics Committees in England
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Questionnaie: Concerns about Physical Appearance 102 February 2007 _
Questionnaie: Feelngs in the PastWeek |1 |02 February 2007 _
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Is Patients
Letter of invitation to participant

Dialysis

Patients
Participant Information Sheet: Peritoneal Dialysis Patients _
Participant Information Sheet: Haemodialysis Patients _
Prize Draw Information _
Letter from Funder _
Honorary Appointment —
CV - Dr Neolle Robertson
R&D approval

The study should not commence at any NHS site until the local Principal Investigator has
obtained final approval from the R&D office for the relevant NHS care organisation.

Membership of the Committee

The members of the Ethics Committee who were present at the meeting are listed on the
attached sheet.

Statement of compliance

The Committee is constituted in accordance with the Govemapce Arrangements for |
Research Ethics Committees (July 2001) and complies fully with the Standard Operating
Procedures for Research Ethics Committees in the UK.
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Leicestershire, Northamptonshire & Rutland Research Ethics Committee 1

LIST OF SITES WITH A FAVOURABLE ETHICAL OPINION
For all studies requiring site-specific assessment, this form is issued by the main REC to the Chief Investigator and sponsor with the favourable opinion letter and
following subsequent notifications from site assessors. For issue 2 onwards, all sites with a favourable opinion are listed, adding the new sites approved.

REC reference number: | 07/Q2501/68 EI Date of issue: 19 April 2007

Chief Investigator: Mrs Kate Partridge

Full title of study: An investigation into body image changes in adult end-stage renal failure patients undergoing dialysis

This study was given a favourable ethical opinion by Leicestershire, Northamptonshire & Rutland Research Ethics Committee 1 on 13 April 2007. The favourable

opinion is extended to each of the sites listed below. The research may commence at each NHS site when management approval from the relevant NHS care
organisation has been confirmed.
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07/Q2501/68 Please quote this number on all correspondence

With the Committee’s best wishes for the success of this project
Yours sincerely

.ﬂ""'ﬂ'-
-i'.f‘.

Dr Carl Edwards/Ms Linda Ellis
Chair/Co-ordinator

Email: linda.ellis@nottinghamshirecounty-tpct.nhs.uk

Enclosures: List of names and professions of members who were present at the
meeting and those who submitted written comments
Standard approval conditions SL-AC2 for other studies

Site approval form (SF1)
Copy to: R&D office for NHS care organisation at lead site €l
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Attendance at Committee meeting on 13 April 2007
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Dr Esther Waterhouse Consultant in Palliative
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University Hospitals of (D NHS

NHS Trust

DIRECTORATE OF RESEARCH AND DEVELOPMENT ——

Director: L —
Assistant Director: QgD .
Co-ordinator: oy FaxQE
Direct Dial: C Minicom:
Fax No: oNnnnE»
=Mall CEEReEstD

01 May 2007

Mrs kéte Partridge
Leicestershire Partnership Trust
43 Saville Close

Hinckley

Leicestershire

LE10 1SZ

Dear Mrs Partridge

ID: 10301 An investigation into body image changes in adult end-stage renal
failure patients undergoing dialysis

LREC Ref: 07/Q2501/68 MREC Ref:

Sponsor @ NHS Trust

Funder University of Leicester

Please note that Trust Indemnity ceases on: 01/05/2008

As youy are aware all research undertaken within the NHS requires both a favourable ethical opinion
from an independent ethics commiittee, and R&D Approval from each NHS Trust it is taking place
within. We have received confirmation that your study has gained a favourable opinion from the local
Ethics Committee. All papers submitted have also been reviewed by University Hospitals of Sy
NHS Trust R&D Office and | am pleased to confirm NHS R&D Approval from the Trust, on the following
conditions:

- All papers submitted to this office are followed to the letter; should any amendments or changes be

required these must be submitted to this office. _ :
- Only researchers detailed on the second page of this letter are to be involved in the study. If this

changes, the changes must be submitted to this office as a non-substantial amendment.

- Your study is now covered by NHS Indemnity, as required, and excluding aspects covered by

external indemnity, e.g. ABPI, University. This indemnity is in place to the abovg date - the end date

you supplied. Should you wish your study to extend past this date you must notify the R&D Ofﬁce.. as

not doing so would mean you are no longer covered to conduct your research. One method for this is
through Annual Reports, see over page. : :

- Ongoing Pharmacovigilance and safety reporting is essential in all research studies. Seqous

Adverse Events (SAE), Serious Adverse Reactions (SAR) and Suspected Unexpected Serious Adverse |
Events (SUSAR) must be reported appropriately and timely. Please ensure you are aware of our SOP
on Safety Reporting which is available on the @ R&D web pages: hitp://wwweml§ nhs.uk/our-
services/research—development

- Your application detailed resources to be used in this study, you must ensure the budget detailed is
followed as the Trust will not cover any additional costs associated to this research.

- If honorary researlch cantrc?cts have heen issued it&vour respgasibility to en
up to date. rus.tre'.ea SR Website: www nhs.ub

Chairman Lhief Executive

isfthese are kept

Fax

- =




Reporting Requirements _

Within University Hospitals of GElllllll~e are keen to encourage well structured, good quality
research; to ensure this high standard is achieved and maintained we are keen to make you aware of
national and local reporting requirements:

- Annual & Final Reports on the progress are required each year, or final on completion. These reports
are needed by both the R&D Office and local Ethics Committee. Templates for these reports are
available on the R&D & NRES website, and we look forward to the receipt of these on the anniversary

of your ethics approval, and-on the completion of your study. ‘ o

- Additionally Annual Safety Reports are required for CT-IMP (Clinical Trials of Investigational
Medicinal Products) studies and should be submitted to the MHRA annually 60 days prior to the
anniversary of MHRA Approval.

We are aware that undertaking research in the NHS comes with a range of regulatory responsibilities
and have attached to this letter, forming part of your R&D approval, an information sheet to ensure you
are aware of these responsibilities.

The R&D Office is keen to support research, researchers and facilitate approval. If you have any
questions regarding this or other research you wish to undertake in the Trust please feel welcome to
contact this office again. The Trust wishes you success with your research.

Below Is a list of the Researchers Approved to work on this Application within Gl
Dr Jenny Hainsworth

Mrs Kate Partridge

Dr N Robertson

Yours sincere

N2
JohnHempton

&
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NHS

NHS Trust

Hospital
<Address details>

Tel:
Fax:
Minicom:

Date:
Dear Sir/Madam,

Re: “An investigation into body image disturbanaesadult end-stage renal failure
patients undergoing dialysis”

You are invited to take part in a research studypaay image and dialysis, which is
being undertaken by a Trainee Clinical Psycholodrsim the University of
Leicester.

If you are interested in taking part, please réadenclosed information sheet, which
will tell you in more detail what the study is alb@nd answers some of the questions
you may have. Please take your time to decide vehgtbu wish to take part and feel
free to contact the researcher, Kate Partridgejgusne contact details on the
information sheet should you require any furthéonmation.

Also enclosed in this envelope is a questionnaaiek plf you decide that you would
like to participate in the study, complete the duwesaires, ensuring that all
guestions are answered and return the pack inréipad envelope provided. Please
also complete and return the prize draw slip if yosh to be entered into the prize
draw.

Thank you for your interest in this research.

Yours sincerely

Dr <NAME>

Renal and Urology Directorate
<TRUST HEADQUARTERS INFORMATION>

150



Appendix H. Information sheet for peritoneal dialysis patients.

151



NHS
NHS

Trust Hospital
<Address details>

Tel:
Fax:
Minicom:
Patient Information Sheet

An investigation into body image disturbances in adlt end-stage renal failure
patients undergoing dialysis.

You are being invited to take part in a research study. Itisimportant for you to
understand why the research is being done and what it will involve before you
decide whether or not to take part. Please take timeto read the following
information carefully. Talk to others about the study if you wish.

What is the purpose of the study?

This study is looking at the way people on dialyksiak and feel about their body,
and whether this is affected by having dialysistb& moment there is little known
about this subject. We hope that this researchimefyimprove the treatment of
people with renal failure in the future.

Why have | been chosen?

Everyone over the age of 18 and has been usingstiaervices at <NAME OF
HOSPITAL> for longer than 6 months is being askethke part.

What will happen if | take part?

The research involves completing this pack of qaestires. This should take about
10 to 15 minutes The questionnaires are anonymous — we do notymedcame on
them. The questionnaires look at:

* Your thoughts and feelings about your physical apgece

» Levels of everyday stress and anxiety

» Basic information about you (your age, gender, typaialysis etc.)

If possible please try and complete all of the tjoas but if you feel uncomfortable
about any of the questions you can leave them kdadkgo on to the next question.

<TRUST HEADQUARTERS INFORMATION>
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Prize Draw I

@ -

| .
Everybody who fills in the questionnaires will gaa a prize draw to win:
£50 of High Street Vouchers -

Do | have to take part?

No. It is up to you to decide whether or not teetplart. If you do not want to
take part this will not affect the treatment or edhat you receive.

What if there is a problem?

If filling in the questionnaires becomes distregsiyou can be referred to Medical
Psychology at <NAME OF HOSPITAL>. This can be dtweasking the Renal
staff, your GP or the researcher.

If you are unhappy and wish to complain formallguycan contact the Patient
Advisory Liaison Service (PALS) by telephone on MBER>, by email at
<EMAIL ADDRESS> or by writing to: PALS Office, <HOSTAL
INFORMATION>.

Will my taking part in the study be kept confidential?

Yes. All information which is collected about yourthg the course of the research
will be kept strictly confidential, the questionres will not ask for your name. The

prize draw information will be kept separately fréme questionnaires. Your GP will
not be informed about your involvement. The questares will be kept in a locked
filing cabinet and destroyed after five years.

Contact Details

If you want further information or have any coneeyou can ask the Doctor you see
In your appointment or the researcher Kate Parrmy07832 136599. Please do not
ask the administrator at reception questions.

Who is funding and organising the study?

This research is being carried out by the reseamhpart of their Doctorate in
Clinical Psychology at the University of Leicest€he Researcher is not being paid
to carry out the research but their administratiosts are funded by the University
of Leicester.

<TRUST HEADQUARTERS INFORMATION>
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What will happen to the results of the research stugP?

The results will be put together and reported ahale. Comments made on the
questionnaires may be used in the report but withibvonymised. This means that the
results can not be identified as being from anyiddal.

| hope to publish the results in a scientific jaalrn will be meeting with staff to let
them know the results. There will be a printedligdbr patients. These will be
available at outpatients’ appointments or on thendialysis ward for people to
take if they want to.

Who has reviewed the study?

All research that involves NHS patients or staffprmation from NHS medical
records or uses NHS premises or facilities mustgproved by an NHS Research
Ethics Committee before it goes ahead. Approvas ¢ guarantee that you will
not come to any harm if you take part. Howeverrapg means that the committee
Is satisfied that your rights will be respected@tthny risks have been reduced to a
minimum and balanced against possible benefitdlzatd/ou have been given
sufficient information on which to make an informgecision. Completing the
guestionnaires means that you have given informmedant to be included in the
study.

Thank you for taking time to read this sheet.

Kate Partridge
Trainee Clinical Psychologist

School of Psychology — Clinical Section
104 Regent Road
Leicester
LEL17LT
Tel: 07832 136599
Email: kapl2@le.ac.uk

<TRUST HEADQUARTERS INFORMATION>
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NHS Trust m

Hospital
<Address details>

Tel:
Fax:
Minicom:
Date:
Dear Sir/Madam,

Re: “An investigation into body image disturbanaesdult end-stage renal failure
patients undergoing dialysis”

You are invited to take part in a research studpaay image and dialysis, which is
being undertaken by a Trainee Clinical Psycholodrsim the University of
Leicester.

If you are interested in taking part, please réadenclosed information sheet, which
will tell you in more detail what the study is alb@nd answers some of the questions
you may have. Please take your time to decide wehgtbhu wish to take part and feel
free to contact the researcher, Kate Partridgajgusine contact details on the
information sheet should you require any furthéonmation.

Also enclosed in this envelope is a questionnaaek plf you decide that you would
like to participate in the study, complete the duesaires, ensuring that all
guestions are answered and return the pack inréipad envelope provided. Please
also complete and return the prize draw slip if yosh to be entered into the prize
draw.

Thank you for your interest in this research.

Yours sincerely

Dr <NAME>

Renal and Urology Directorate

Trust Headquarters, <INFORMATION ABOUT TRUST>
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NHS

NHS Trust

Hospital
<Address details>

Tel:
Fax:
Minicom:
Patient Information Sheet

An investigation into body image disturbances in adlt end-stage renal failure
patients undergoing dialysis.

You are being invited to take part in a research study. Itisimportant for you to
understand why the research is being done and what it will involve before you
decide whether or not to take part. Please take timeto read the following
information carefully. Talk to others about the study if you wish.

What is the purpose of the study?

This study is looking at the way people on dialykisk and feel about their body,
and whether this is affected by having dialysistb& moment there is little known
about this subject. We hope that this researchimefyimprove the treatment of
people with renal failure in the future.

Why have | been chosen?

Everyone over the age of 18 and has been usingstiaervices at <NAME OF
HOSPITAL> for longer than 6 months is being askethke part.

What will happen if | take part?

The research involves completing this pack of qaestires. This should take about
10 to 15 minutes The questionnaires are anonymous — we do notymadiame on
them. The questionnaires look at:

* Your thoughts and feelings about your physical apgece

» Levels of everyday stress and anxiety

» Basic information about you (your age, gender, typaialysis etc.)

If possible please try and complete all of the tjoas but if you feel uncomfortable
about any of the questions you can leave them kdadkgo on to the next question.

<TRUST HEADQUARTERS INFORMATION>
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Prize Draw =

Everybody who fills in the questionnaires will gdo a prize draw to win: [
£50 of High Street Vouchers

Do | have to take part?

No. It is up to you to decide whether or not teetphart. If you do not want to
take part this will not affect the treatment or edhat you receive.

What if there is a problem?

If filling in the questionnaires becomes distregsiyou can be referred to Medical
Psychology at <NAME OF HOSPITAL>. This can be dtweasking the Renal
staff, your GP or the researcher.

If you are unhappy and wish to complain formallguycan contact the Patient
Advisory Liaison Service (PALS) by telephone on MBER>, by email at
<EMAIL ADDRESS> or by writing to: PALS Office, <HOYTAL
INFORMATION>,

Will my taking part in the study be kept confidential?

Yes. All information which is collected about yourthg the course of the research
will be kept strictly confidential, the questionres will not ask for your name. The

prize draw information will be kept separately fréime questionnaires. Your GP will
not be informed about your involvement. The questares will be kept in a locked
filing cabinet and destroyed after five years.

Contact Details

If you would like further information or have anye&gtions or concerns you can ask
the researcher Kate Partridge on 07832 136599.

Who is funding and organising the study?

This research is being carried out by the reseaahpart of their Doctorate in
Clinical Psychology at the University of Leicest€he Researcher is not being paid
to carry out the research but their administratiosts are funded by the University
of Leicester.

<TRUST HEADQUARTERS INFORMATION>
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What will happen to the results of the research stugP?

The results will be put together and reported aha@e. Comments made on the
guestionnaires may be used in the report but wihibonymised. This means that the
results can not be identified as being from anyiddal.

| hope to publish the results in a scientific jaalrn will be meeting with staff to let
them know the results. There will be a printedligdbr patients. These will be
available at outpatients’ appointments or on thenfdialysis ward for people to
take if they want to.

Who has reviewed the study?

All research that involves NHS patients or staffprmation from NHS medical
records or uses NHS premises or facilities mustgproved by an NHS Research
Ethics Committee before it goes ahead. Approvas et guarantee that you will
not come to any harm if you take part. Howeverrapgl means that the committee
Is satisfied that your rights will be respectedtthny risks have been reduced to a
minimum and balanced against possible benefitdlzatd/ou have been given
sufficient information on which to make an informgecision. Completing the
guestionnaires means that you have given informmedent to be included in the
study.

Thank you for taking time to read this information.

Kate Partridge
Trainee Clinical Psychologist

School of Psychology — Clinical Section
104 Regent Road
Leicester
LE17LT
Tel: 07832 136599
Email: kapl2@le.ac.uk

<TRUST HEADQUARTERS INFORMATION>
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Appendix K. Demographic form
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Information about you:

Are you? MALE /FEMALE How old are you? __ years

How would you describe your ethnic background?

White Mixed Asian or Asian Black or Black
British British
[J  British [] White and ] Indian ] Caribbean

Black Caribbean

[] Irish [1 White and [] Pakistani [] African
Black African

1 Traveller of []  white and [] Bangladeshi 1  Any other

Irish Heritage Asian Black background
[ 1Gypsy/ Roma [ Any other [] Any other
mixed background Asian background
[] Any other
White background
] Chinese [] Any other [ 1 do not wish
ethnic an ethnic
background background
category to be
recorded
What type of dialysis are you on? Peritoneal Dialysis []

Haemodialysis in hospital [

Haemodialysis at home []

Approximately how long have you been on dialysis? ___months __years

Thank you for completing these
guestionnaires.

Don't forget to fill in tH& prize draw sheet.



Appendix L. Hospital Anxiety and Depression Scale
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Read each item and place a firm tick in the box opposite the reply which comes closest to how you
have been feeling in the past week . Don't take too long over your replies: your immediate reaction to
each item will probably be more accurate than a long thought out response.

| feel tense or 'wound up'
Most of the time

A lot of the time

Time to time, occasionally
Not at all

| still enjoy the things | used to enjoy:

Definitely as much
Not quite so much
Only a little

Not at all

| get a sort of frightened feeling like
something awful is about to happen:

Very definitely and quite badly
Yes, but not too badly

A little, but it doesn't worry me
Not at all

| can laugh and see the funny side of

things:

As much as | always could
Not quite so much now
Definitely not so much now
Not at all

Worrying thoughts go through my
mind:

A great deal of the time

A lot of the time

From time to time but not too often
Only occasionally

| feel cheerful:
Not at all

Not often
Sometimes
Most of the time

| can sit at ease and feel relaxed:

Definitely
Usually

Not often
Not at all
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| feel as if | am slowed down:
Nearly all of the time

Very often

Sometimes

Not at all

| get a sort of frightened feeling like
‘butterflies in the stomach':

Not at all
Occasionally
Quite often
Very often

| have lost interest in my appearance:

Definitely

| don't take as much care as | should
I may not take quite as much care

| take just as much care as ever

| feel restless as if | have to be on the
move:

Very much indeed
Quite a lot

Not very much
Not at all

| look forward with enjoyment to things:

A much as | ever did

Rather less than | used to
Definitely less than | used to
Hardly at all

| get sudden feelings of panic:
Very often indeed

Quite often

Not very often

Not at all

| can enjoy a good book or radio or TV
programme:

Often
Sometimes
Not often
Very seldom

N W, O O, N W oSO L N WO
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Appendix M. Body Image Disturbance Questionnaire
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This questionnaire assesses concerns about physical appearance. Please
read each question carefully and circle the answer that best describes your
experience. Also write in answers where indicated.

1. Are you concerned about the appearance of some part(s) of your body
which you consider especially unattractive? (Circle the best answer)

1 2 3 4 5
Not at all Somewhat Moderately Very Extremely
concerned concerned concerned concerned concerned

What are these concerns? What specifically bothers you about the
appearance of these body parts?

2. If you are at least somewhat concerned, do these concerns preoccupy
you? That is, you think about them a lot and they're hard to stop thinking
about? (Circle the best answer)

1 2 3 4 5
Not at all Somewhat Moderately Very Extremely
preoccupied preoccupied preoccupied preoccupied preoccupied

What effect has your preoccupation with your appearance had on your life?
(Please
describe):

3. Has your physical “defect” often caused you a lot of distress, torment, or
pain? How much?
(Circle the best answer)

1 2 3 4 5
No distress  Mild, and not Moderate Severe, and  Extreme, and
too and very disabling
disturbing disturbing disturbing
but still
manageable
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4. Has your physical “defect” caused you impairment in social, occupational
or other important areas of functioning? How much?
(Circle the best answer)

1 2 3 4 5
No Mild Moderate, Severe, Extreme,
limitation interference but definite causes Incapacitatin
overall interference but  substantial g
performance still impairment
not impaired manageable

5. Has your physical “defect” significantly interfered with your social life? How
much? (Circle the best answer)

1 2 3 4 5
Never Occasionally Moderately Often Very Often
Often
If so, how?

6. Has your physical “defect” significantly interfered with your schoolwork,
your job, or your ability to function in your role? How much? (Circle the
best answer)

1 2 3 4 5
Never Occasionally Moderately Often Very Often
Often
If so, how?

7. Do you ever avoid things because of your physical “defect”? How often?
(Circle the best answer)

1 2 3 4 5
Never Occasionally Moderately Often Very Often
Often

If so, what do you avoid?

167



Appendix N. Appearance Schemas Inventory — Revised
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The statements below are beliefs that people may or may not have about
their physical appearance and its influence on life. Decide on the extent to
which you personally disagree or agree with each statement and enter a
number from 1 to 5 in the space on the left. There are no right or wrong
answers. Just be truthful about your personal beliefs.

1 2 3 4 5
Strongly Mostly Neither Mostly Strongly
Disagree Disagree Agree Agree Agree

or Disagree

1.1 spend little time on my physical appearance.

____2.When | see good-looking people, | wonder about how my own looks
measure up.

3. Itryto be as physically attractive as | can be.

____ 4.1 have never paid much attention to what | look like.

5.1 seldom compare my appearance to that of other people | see.

____ 6.1 often check my appearance in a mirror just to make sure | look okay.

_____7.When something makes me feel good or bad about my looks, | tend to
dwell on it.

____8.If I 'like how I look on a given day, it's easy to feel happy about other
things.

____9.If somebody had a negative reaction to what I look like, it wouldn’t
bother me.

____10. When it comes to my physical appearance, | have high standards.
____11. My physical appearance has had little influence on my life.

____12. Dressing well is not a priority for me.
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1 2 3 4 5

Strongly Mostly Neither Mostly Strongly
Disagree Disagree Agree Agree Agree
or Disagree

13. When | meet people for the first time, | wonder what they think about
how | look.

____14.In my everyday life, lots of things happen that make me think about
what | look like.

15. If | dislike how | look on a given day, it's hard to feel happy about
other things.

16. | fantasize about what it would be like to be better looking than | am.

17. Before going out, | make sure that | look as good as | possibly can.

18. What | look like is an important part of who | am.

19. By controlling my appearance, | can control many of the social and
emotional events in my life.

20. My appearance is responsible for much of what's happened to me in
my life.
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Appendix O. Self-Consciousness Scale
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Using the scale below, please indicate how well or poorly each

description corresponds to your general personality style.
1 2 3 4
Extremely Slightly Slightly Extremely
Uncharacteristic Uncharacteristic Characteristic Characteristic

Please place your response in the space provided to the left of each
statement.

____I'm always trying to figure myself out.

____I'm concerned about my style of doing things.
____Generally, I'm not very aware of myself.

____ It takes me time to overcome my shyness in new situations.
____l reflect about myself a lot.

_____I'm concerned about the way | present myself.

____I'm often the subject of my own fantasies.

____| have trouble working when someone is watching me.
____ I never scrutinize myself.

____ |l get embarrassed very easily.

____lusually worry about making a good impression.
____ldon'tfind it hard to talk to strangers.

_____I'm generally attentive to my inner feelings.
____lusually worry about making a good impression.
_____I'm constantly examining my own motives.

____ | feel anxious when | speak in front of a group.

One of the last things | do before | leave my house is look in the mirror.
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Using the scale below, please indicate how well or poorly each

description corresponds to your general personality style.
1 2 3 4
Extremely Slightly Slightly Extremely
Uncharacteristic Uncharacteristic Characteristic Characteristic

Please place your response in the space provided to the left of each
statement.

_____ | sometimes have the feeling that I'm off somewhere watching myself.
____I'm concerned about what other people think of me.

____I'm alert to changes in my mood.

____I'm usually aware of my appearance.

____I'm aware of the way my mind works when | work through a problem.

Large groups make me nervous.
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Appendix P. Prize draw form
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Prize draw information — Only used for sending out the vouchers if you win.
Name:
Address:

Prize draw information — Only used for sending out the vouchers if you win.
Name:
Address:

Prize draw information — Only used for sending out the vouchers if you win.
Name:
Address:

Prize draw information — Only used for sending out the vouchers if you win.
Name:
Address:
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