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ABSTRACT

The permanent nature of chronic disease may impair patients’ psycho-social and physical
well being, may change their attitude towards life goals and influence major life changing
decisions (MLCDs) over time. Very little information is available in the literature about
the long term impact of chronic diseases, particularly their influence on MLCDs. The aim
of this study was to investigate the influence of chronic diseases on MLCDs and to
develop a standardised tool for use across all chronic conditions to assess the impact of
disease on MLCDs.

675 patients (100 from 6 specialties: cardiovascular, rheumatoid, diabetes, cystic fibrosis,
chronic obstructive pulmonary disease, nephrology and 75 from dermatology) from the
University Hospital of Wales, Cardiff and University Hospital Llandough, Llandough
were invited to take part. The data was obtained through surveys, interviews and focus
group discussions and this was reduced to core items through “content analysis”. In a
further study, 225 patients from the seven specialties were asked to complete the MLCDP
(version la) and, factor analysis was applied to confirm the breadth and depth of the
allocated domains and to determine construct validity of the MLCDP.

385 (57%) patients of 675 took part in the first phase of the study. Themes and statements
generated from 316 (82%) evaluable responses (postal survey=258, individual
interviews=50, focus group=8) were used for the development of the MLCD Profile. The
most frequently reported MLCDs concerned early retirement, having children, job, career
choice, relationships, housing, moving abroad and education. The correlation between the
patients’ age and the total number of reported MLCDs was significant (rs = -0.46,
p=<0.001, n=308) showing negative relationship. In total, 41 affected MLCD themes
were identified and grouped into 15 core MLCD categories. The working definition of
health-related “Major Life Changing Decision” was also developed. The 45-item draft
profile was grouped into six MLCD domains. 19 clinicians took part in the “content
validation” stage and there was good agreement among the panel members for their
ratings of language clarity, relevance, completeness and scaling. (Interclass correlation
coefficient=0.71, p=<0.0001, CI=0.61-0.78, kappa coefficient=0.81, p=<0.0001,
CI=0.69-0.93). This led to a new 41-item version of the MLCDP (version 1a), covering
five MLCD domains: education, job/career, family/relationships, social and physical. 210
patients (30 from each of the seven specialties) were recruited into the second phase
completed the MLCDP and data were analysed using factor analysis. The Cronbach’s
alpha value of 0.8 indicated good reliability. Several items were made redundant as a
result of factor analysis; this analysis supported the evidence of construct validity. Item
prevalence ranking helped to retain conceptually important items at this stage. This
profile was easy to complete for most patients (n=131, 97%) and mean completion time
was 5.7 minutes. A 32-item version of the MLCDP (version 2) was finally developed,
which requires future examination of its other psychometric properties.

The MLCDRP is potentially of benefit in alerting clinicians to the long term impact of a
chronic disease on patients, and as a tool to assess the true burden of chronic diseases on
individuals’ long term quality of life. Clinicians’ knowledge about the influence of
chronic diseases on MLCDs is important to provide better and timely guidance to
patients, to support better treatment decisions and eventually to lead to better health
outcomes. This study also proposed strategies for patients to consider when taking
MLCDs. Such support might result in more appropriate decision-taking and improved
health outcomes. '

IX



CHAPTER 1

General Introduction



BACKGROUND

Disease is one of the major factors that has a great effect on an individual’s QoL.
There has been a focus on the evaluation of disease impact and patients’ resulting
concerns in the area of HRQoL research. The medical world uses its own term
“Health-Related Quality of Life” (HRQoL) to describe the specific dimensions only
related to health status (Halioua et al. 2000). Knowledge about the concept of HRQoL
is vital (Flanagan 1982) for the scientific evaluation of disease impact on patients’

lives and response to treatment.

“Human life is our life, it is not an external but internal, not an impersonal but

personal, not an objective but subjective process” (Kroner 1936, p. 205).

Kroner’s quote is very simple and precise and also supports the view that QoL means
different things to different people according to their circumstances and needs. This
personal predilection is the key to individuals’ emotional well-being, their happiness
or sadness. Important priorities in life for some people might be career, family, job,
education, children and even the “small things” such as for example fishing, dancing,
travelling, driving, sports, eating out or going clubbing. For others, house keeping,
taking care of the family, gardening, charitable work, music and cooking might be
more important. The majority of these elements reflect life style and individuality, and
people try to find peace and happiness in these activities. A majority of people might
consider strong economy, financial stability, services (health, education, and
transport), high standard of living, good health, cultural activities, and quality time
with family as components of better QoL. Having a good balance between work and
leisure for a better life might be more important to the younger generation than to the
more elderly. Moral values and security based on observance of rules and regulations,

security, religion and spirituality might be more important to an older generation.

Therefore, individual perspectives and circumstances determine an individual’s QoL,
such as, health, education, job, financial status, and standard of living. However, there
is no fixed rule or universally accepted concept of QoL that could be applicable to all
people. For example, giving up a highly paid job for less stressful work might be the
most likely choice for the majority of people as a first reaction. However, giving up a

well paid but stressful job is not easy as there may be other benefits attached to it,



such as financial advantage to the family, children and their future. Therefore, the
decision is difficult; some might prefer less money to have better family relationships
but some might prefer to sacrifice quality in their personal life to provide a better
standard of living for their family members. Even for a single person, a change of job
means change and adaptation in life style. It is clear that what we value is most
important and having a good life style and being mentally healthy might be more
valuable than having financial stability. In all circumstances happiness seems relevant
to a good QoL. However, to achieve a good QoL it is necessary to take into account

that individual preferences are most important.

The concept of QoL consisting of both subjective (personal appraisal) and objective
(life conditions) dimensions (Felce 1997) has been seen by many as a “perceived”
(WHOQOL Group 1998), or “subjective” concept (Sullivan 1992; Revicki et al.
2000). Hunt (1988) stated that subjective or perceived health perception is based upon
an individual’s experience of mental, physical and social events as they impinge upon
feelings of wellbeing. Therefore, any factor outside traditional QoL dimensions
(physical, psychological and social) such as family effects or major life changing
decisions, which could impact on the quality of a patients’ life, should also be
considered for evaluation and targeted for improvement. This argument supports the
concept of “what things are important in people’s lives?” highlighted by Bowling in
her survey (Bowling 1995). The evaluation of fixed traditional psychological,
physical and social domains may not reflect overall subjective well-being. Certain
elements and influential factors in life can help develop the specific character of an
individual and create a unique human attitude towards life, such as health, education,
job, finance, religion, spirituality, family, parents/child relationship, divorce, daily
hard work and quality time, politics, social attitude, culture, language, war,
occupation, imprisonment, stress and the environment. Quality of life is therefore
influenced not only by what we do but the way in which we perform life activities and
take important decisions in different circumstances. This behaviour gives a specific
character to our life that is unique to each individual. HRQoL concerns the state of an
individual, affected by disease, illness or injury, and any change to their daily living,
choices/preferences, important life decision or their disease impact over time should
be evaluated from a broader health-related perspective. Knowledge about how

patients live their lives and take important life decisions under the influence of



different circumstances and life events is vital. In particular, knowledge about the
influence of chronic diseases on major life changing decisions is important to achieve
better patient health outcomes. Therefore the first step towards this investigation was
to carry out a detailed literature review particularly encompassing patients’ whole

lives.

REVIEW OF THE LITERATURE

The main purpose of this review was to see whether or not there is any relevant
information available in the literature regarding the influence of chronic disease on
MLCDs, to what extent this problem exists and how patients take their MLCDs while
suffering from long term health problems. Therefore, search terms (Table 1.1) were
carefully discussed and selected in order to make sure that the broader health
perspective of patients related to coping, social support and adaptation to chronic
illness should be included for initial conceptualisation of the research area. For
example, search terms “living with disease”, coping with disease”, “patient
adaptation” and “influence on quality of life” were specifically included. At the
review planning stage the area related to “clinical decision making” was also
discussed as a search term but this search term was not included because this area is
directly related to clinicians and their decisions for better management for patients
and nothing to do with the patients’ life decisions while suffering from chronic

diseases.

The search strategy was carefully formulated to retrieve appropriate publications and
to reduce the chances of missing important relevant information related to the
research area. The literature search involved three stages: Identification of key search
terms, selection of databases and searching parameters and evaluation of references
(Figure 1.1).

Figure 1.1: Searching strategy
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The key search terms were selected to gain a broad perspective and to ensure a wide
coverage of the literature. The terms included Quality of Life, life changing decision,
and long term impact. The Wolter Kulwar, OvidSP MEDLINE(R) (1950 to April
Week 4 2008) database (formerly known as Ovid) was selected for the initial
comprehensive literature search. A literature search using Google Scholar and the
Cardiff University Library Voyager and electronic journals portal was also carried
out. This portal includes Adis Online, Alpha Med Press, American Association for
Cancer Research, American Medical Association Journals and the JSTOR database
for old literature. Another Meta Search was carried out in Cardiff University
Electronic Resources-Metalib on 28 January 2010 for the term “life changing
decisions”. Metalib resources, in a medicine search, include Cochrane Library
(Wiely), Embase: Excerpta Medica (Ovid), PubMed, Web of Science and Zetoc. A
separate questionnaire and item search was also carried out in February and March
2010 of the “Compendium of Quality of Life instruments” (Salek 1998, 2007). This
compendium describes over 150 questionnaires, profiles and inventories and covers

general, disease specific, group specific and economic specific instruments.

A review of published studies and articles was conducted. The aim and methodology
given in the abstract of the articles of each study identified was read to determine its
relevance. Important and relevant articles were then retrieved from the main database.
From the OvidSP MEDLINE(R) database, 4251 articles were retrieved for close
inspection to identify any study with potential relevance to our research concept.
Articles were obtained with a number of combinations of different selected key terms
(Table 1.1). Those articles which cover areas close to our key search terms were
selected to be included in the review of the research topic “influence of chronic
diseases on major life changing decisions”. 3397 articles were identified from a
separate search using a combination of “Quality of Life” and other descriptors such as
“prospective study”, “long-term study”, “qualitative study”, “longitudinal study”,
“cohort study” and “follow-up study”. When the term “life changing decisions” was
entered in the Cardiff University Metalib (Medicine) resource (Figure 1.2) 1941
articles were retrieved. The instrument search revealed that the majority of the
selected instruments covered the core QoL domains of physical, psychological, social
and emotional aspects. Other identified domains were personal care, support, outlook,

symptoms’ status, level of independence, environment, spiritual/religious/personal



beliefs, pain, sleep and energy level. In a detailed review of widely used and well
validated questionnaires (Table 1.2) and within the vast variety of other health-related
instruments that were reviewed, we identified no domain, indicator or item

specifically covered the impact of disease on major life changing decisions.

Only two articles matched the term “major life changing decisions”. One article was
related to psychology (Bauer et al. 2005) and the second article was related to
neuroeconomics (Berns et al. 2007). The searching techniques used were also useful
for the retrieval of other articles relevant to different aspects of the review such as
Quality of Life and health assessment domains, Quality of Life indicators, chronic
diseases and patient perceptions, philosophical concepts and qualitative assessment

techniques. Studies were excluded if they were not published in the English language.

Table 1.1: Search results of different individual and combined terms

Single or combined terms used in searches Number of retrieved
references
Life changing decisions 2
Patient decisions 93
Personal decisions 45
Family decisions 52
Change in life style 115
Patient fear 95
Patient opinions 73
Patient suggestions 12
Patient views 133
Patient recommendations 39
Patient experiences 480
Patient account 249
Patient perceptions 711
Patient feelings 19
Patient adaptations 1
Patient diary 93
Influence on Quality of Life 368
Long illness 44
Living with disease : 95
Coping with disease 74
Quality of Life over time 70
Long term impact 1255
Quality of Life, long-term impact and disease: combined search 60
Disease, influence, impact, family and decisions: combined search 73
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CHRONIC DISEASES AND MAJOR LIFE CHANGING
DECISIONS

Influence of chronic diseases on patients’ lives

The impact of chronic diseases on patients’ lives can be considerable and the severity
of patients’ health directly influences their Health-related quality of life (HRQoL).
According to the WHO definition, “Health is the state of complete physical, mental
and social well-being and not merely the absence of disease and infirmity”(WHO
1946, p. 2, 1958, p. 495). This definition has been a subject of wide criticism and has
been scrutinised from positive and negative health and illness perspectives (Downie et
al. 1996). The definition of Sigerist (1941, p. 100) “Health is therefore, not simply the
absence of disease: it is something positive, a joyful attitude towards life, and a
cheerful acceptance of the responsibilities that life puts on the individual” seems
similar but has a clear subjective approach, including life satisfaction within a broader
perspective. Barnett (1991, p. 41C) described illness as a “subjective perception by a
patient of an unusual/unpleasant feeling that may lead to differential behaviour
patterns”. The WHO definition is very simple and has more positive elements of
health, yet it is very effective and provides an initial platform for the creation of a
more comprehensive definition. The earlier part of the WHO definition, that is
“complete physical, mental and social well being” has a direct association with
impairment, disability and handicap, but it is possible to argue about what constitutes
physical, mental and social well being, and that is why it has become a debatable
definition for many researchers. HRQoL is more than the evaluation of these
traditional dimensions. Patients’ behaviour, perceptions and experiences are equally

important for the complete assessment of HRQoL.

Chronic diseases can cause serious impairment, disability and handicap and affect the
lives of patients over considerable periods of time. The WHO first published the
International Classification of Impairment, Disability and handicap (ICIDH) in 1980.
In the ICIDH manual, these terms were described as consequences of disease (WHO
1980). The WHO described the concepts of these important terms in order to clarify

terminology and to use them in the ICIDH model:



Impairment: In the context of health experience impairment is any loss or
abnormality of psychological, physiological and anatomical structure or function.
Disability: In the context of health experience a disability is any restriction or lack
(resulting from an impairment) of ability to perform an activity in the manner or
within the range considered normal for a human being.

Handicap: In the context of health experience a handicap is a disadvantage for a
given individual, resulting from an impairment or a disability, that limits or prevents
the fulfilment of a role that is normal (depending on age, sex, and social and cultural

factors) for that individual.

In the light of the above classification if as an example we apply these terms to
patients who are suffering from severe psoriasis, scaling will be the impairment, palm
involvement (unable to use the hand) will be the disability and the effect of this on the
patient’s social setting will result in handicap (Chren and Weinstock 2004). These
terms are interconnected to each other and technically the assessment of disability
cannot be carried out without the assessment of disease impairment. Similarly,
handicap results from an impairment and disability. Therefore, the evaluation of

impairment and disability is necessary for the assessment of handicap.

Growing criticism lead to a process of revision of the ICIDH. The new classification
ICIDH-2 has been developed to eliminate the conceptual deficiencies within the
original ICIDH. Inclusion of activity, participation and contextual factors
(environmental and personal) in ICIDH-2 improved the classification (WHO 1999).
The ICIDH-2 has now been superseded by the new WHO International Classification
of Functioning, Disability and Health (ICF). This classification was approved by the
World Health Assembly on 22 May 2001 (WHO 2001). In September 2007, WHO
published the Children and Youth version of the International Classification of

Functioning, Disability and Health (ICF-CY) (WHO 2007).

The literature concerning HRQoL is mainly focused on the current impact of chronic
disease on patients’ QoL and the disease burden on health system. The following brief
review of chronic diseases and their impact on patients’ lives will provide us with an
initial platform for in-depth discussion and will be helpful for background

understanding of “the influence of chronic diseases on major life changing decisions”.



Rheumatoid Arthritis

Living with rheumatoid arthritis (RA) is a “tightrope between freedom and a life
sentence”(Ryan 2006, p. 193).

Rheumatoid arthritis is a serious disabling disease and the single largest cause of
disability in the UK (Badley and Tenant 1993). RA affects around 1% of the adult
population all over the world (WHO Technical Report Series 919 2003). Its financial
burden to healthcare systems and on patients is immense (Meenan et al. 1978; Stone
1984; Cooper 2000). The most obvious impact of RA is physical disability but
challenges with daily living also result in a psychological and social impact on
patients’ HRQoL (Yelin et al. 1987a). Similarly, loss of sexual satisfaction (Blake et
al. 1987) may result in the break up of a relationship. It has been reported (Yelin et al.
1987a; Yelin et al. 1987b) that patients with RA experience more losses in functional
ability than people without arthritis in every domain of life activities, such as work,
leisure and social activities. Loss of ability to work has been the worst affected area
among working people because of the obvious functional disability caused by RA
(Yelin et al. 1987a; Yelin et al. 1987b).

Cardiovascular Disorders

Cardiovascular diseases such as congestive heart failure (Juenger et al. 2002),
myocardial infarction (Roebuck et al. 2001), hypertension (Fletcher and Bulpitt 1993)
and angina (VandenBurg 1993) have significant impact on patients’ HRQoL.
Psychological distress caused by heart problems affects sexual activity. Impaired
sexual functioning limits the QoL of up to 75% of post-myocardial infarct patients.
Depression and anxiety among cardiac patients is also associated with poor health
(Javadi et al. 2004). In a study carried out by Juenger et al (2002) comparisons were
carried out between congestive heart failure and other chronic diseases (hepatitis C,
chronic haemodialysis and major depression). Levels of heart failure were evaluated
with the New York Heart Association (NYHA) Functional Classification and HRQoL
assessment with the SF-36 (German version). The congestive heart failure patients
showed a global reduction in QoL in all the SF-36 scales compared with the general
population. Physical and emotional role functioning were the most affected areas.
Patients with congestive heart failure showed the same pattern of reduced QoL as

patients on chronic haemodialysis. Patients with chronic hepatitis C had higher scores
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in physical functioning, role functioning physical and general health than the heart
failure population. Patients with more advanced congestive heart failure (NYHA class
IIT) had similar scores to patients with major depression on the mental health scales
(Juenger et al. 2002). Heart failure not only impaired patients’ physical, role and
social functioning (Carels 2004) but also affects the QoL of partners (Luttik et al.
2007). Health-related problems and difficult life issues faced by chronic heart failure
patients, such as debilitating physical symptoms, role changes, frequent
hospitalisations, forced retirement and financial stress can lead to depression and
ultimately reduction in the QoL of patients and their partners (Martensson et al.
2003).

Angina pectoris affects 2-3% of the population. It is one of the most common and
costly health problems in the UK and consumed over 1% of all NHS expenditure in
the year 2000 (Stewart et al. 2003). Patients with angina also experience reductions in
their functional role and poor QoL (Lyons et al. 1994; Gandjour and Lauterbach 1999;
Lewin 1999; Stewart et al. 2003). In patients with hypertension, antihypertensive
treatment and associated side effects may contribute towards poor QoL (Hill et al.
1985; Fletcher et al. 1989).

Diabetes

Diabetes significantly reduces the QoL of patients, in particular the burden of
psychosocial issues may have a major impact on self care behaviour. Diabetes
management demands many decisions being taken on a daily basis, making such self
management very challenging for patients. Evidence concerning a possible link
between increased disease duration and decreased QoL is conflicting and arguments
concerning such a relationship have not yet been resolved (Rubin and Peyrot 1999).
Due to the demanding nature of the disease and its sigpiﬁcant burden on the lives of
patients, Rubin (2000) described it as ‘“diabetes overwhelmus”. Diabetes can
significantly compromise physical, psychological and social functioning. Disease
complications and resulting change in life style significantly contribute towards
impaired physical functioning and hence impaired QoL. For example, advanced
systemic involvement, chronic pain, amputation and a complete change in routine
activities due to the diabetes regimen may all affect QoL. The chronic nature of the

disease, constant treatment demands and the onset of multiple complications may
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result in patients feeling hopeless and emotionally depressed. Even hypo and
hyperglycaemic episodes may contribute to a constant depressive mood. Patients have
to adopt a new life style to overcome their management problems and to improve
daily self care. Change in life style and daily habits can increase pressure on the
person and family which in turn may cause serious effects on relationships resulting
in patients feeling socially isolated (Polonsky 2000). Improved social support may
help patients with diabetes to manage metabolic control, to better self care and to

adjust to their altered psychosocial status (Goz et al. 2007).

The Diabetes Quality of Life Measure (DQOL) (Jacobson 1994), the Diabetes
Specific Quality of Life Scale (DSQOLS) (Bott et al. 1998), the Quality of Life
Clinical Trial Questionnaire-Revised (DQLCTQ-R) (Shen et al. 1999), the Appraisal
of Diabetes Scale (ADS) (Carey et al. 1991), the Questionnaire on Stress in Patients
with Diabetes-Revised (QSD-R) (Herschbach et al. 1997) and the Audit of Diabetes-
Dependent Quality of Life (ADDQoL) (Bradley et al. 1999) have all been used in
studies to assess different aspects and domains related to the QoL of patients with

diabetes.

Cystic Fibrosis

Cystic Fibrosis (CF) is one of the commonest life-threatening diseases affecting 8,000
children in the UK (Cystic Fibrosis Trust 2008) and 30,000 in the United States
(Cystic Fibrosis Foundation 2008). Each week in the UK, five children are born with
CF and three young people die due to CF (Cystic Fibrosis Trust 2008). In 1938, 80%
of babies born with CF died within the first week of life (Congleton et al. 1996). In
the 1950s, few babies lived to attend elementary school (Cystic Fibrosis Foundation
2008). Nowadays, due to advances in management and proper care, the majority of
CF patients survive into adulthood (Abbott et al. 1997). It was reported in 1998 on the
basis of epidemiological analysis that of children borﬂ in 1990 with CF, more then
90% will reach adulthood and have a life expectancy of 40 years (Staab et al. 1998).
Despite improved management techniques and longer life expectancey, progressive
lung involvement and chronic airway limitation have a major impact on the QoL of
patients with CF (de-Jong et al. 1997). Health-related quality of life perception and
behaviour (Brown et al. 1994; Gee et al. 2003), depression (Riekert et al. 2007),
clinical assessment trials (Abbott and Hart 2005) and impact of lung transplantation
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(Busschbach et al. 1994; Vermeulen et al. 2004) have been studied in CF patients to

determine the impacts of CF on patients’ lives.

Respiratory Disorders

Chronic obstructive pulmonary disease (COPD) is a common long-term chronic
condition. Nearly three million adults die each year of COPD. COPD causes a
substantial amount of financial burden to healthcare systems (Soriano et al. 2000). In
2004 in England and Wales 23,204 patients died due to COPD. In the United
Kingdom the cost of lost productivity due to COPD is estimated at between £600
million and £1.5 billion per year (Halpin and Miravitlles 2006). The burden of COPD
on HRQoL is immense (Guyatt et al. 1987). Severe disease symptoms and reduced
lung function (Fletcher and Peto 1977), frequent treatment and hospital admission
(Halpin and Miravitlles 2006) and reduced physical functioning can cause
considerable impact on patients’ QoL (Gosselink and Decramer 1998) and ultimately
may lead to social isolation and depression (van-Ede et al. 1999). In one study, it was
reported that even mild COPD can cause significant impairment in HRQoL (Ferrer et
al. 1997).

Asthma is another common chronic conditions; it affects approximately 4 to 11 % of
the population and its worldwide prevalence has risen during the last decade (Braido
et al. 2007). Asthma is associated with significant morbidity (Mannino et al. 2002)
whereby, chronicity, severity and sudden attacks can severely affect patients’ QoL
(Schier et al. 1998). Relief of symptoms and strategies to improve patients’ QoL may
help in successful management (Jones 1995). However, psychosocial factors can

influence health outcomes (Janson et al. 1994).

Chronic Kidney Disease

Chronic kidney disease (CKD) is an important causé of morbidity and mortality
worldwide. Very little information is available concerning impairment of QoL in
CKD patients (Perlman et al. 2005). Maintenance of QoL at different stages of CKD
is very important (Kalender et al. 2007). Chronic kidney disease with complications
caused by co-morbid conditions can affect the functioning and well-being of patients
significantly and those on dialysis may have more impairment of QoL which may

lead to an impact on the family (Fowler and Bass 2006).
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Psoriasis

Psoriasis is a chronic inflammatory skin disorder and around 2 to 3 % of the world
population are affected by this disabling condition (Finlay and Ortonne 2004;
Kormeili et al. 2004). The financial implications of psoriasis are very high and in the
USA alone approximately $1.6 billion to $3.2 billion is the amount estimated that is
required for out-patient treatment alone (Feldman et al. 1997). Jayaprakasam et al
(2002) concluded in one study comparing disease severity and QoL that the impact of
common skin diseases on HRQoL may not correlate with severity. In another study,
Heydendael et al (2004) suggested that there was no significant correlation between
disease severity and QoL. However, they found a significant correlation between

disease visibility and QoL impairment (Heydendael et al. 2004).

Mental stress has negative impacts on psoriasis. In the majority of cases, psoriasis
patients have noted stressful incidents before a recurrence or exacerbation of their
psoriasis, for example, family stress, death in the family, an accident, hospitalisation,
exams or sexual assault (Gupta and Gupta 2003). In the opinion of Sulzberger and
Zaidens (1948) there is a relationship between traumatic emotional events and early
outbreak of psoriasis; similarly, in a large number of patients, stress is associated with
exacerbation of psoriasis (Sulzberger and Zaidens 1948). A constantly stressful life
with high emotions, anxiety and embarrassment along with physical and social
impairment may lead to serious depression. In a few patients, the catalogue of
psychological stressors is serious enough to push patients towards suicidal thinking.
In severely disabling disorders, such as psoriasis, a complete assessment of the overall
disability is very important because psychiatric co-morbidity may correlate with the
risks of a psychiatric emergency such as suicide. Intervention may help reduce the
progression and recurrence of such psychological problems (Gupta and Gupta 2003).
Physical impacts are mainly related to signs, symptoms and daily activities. The most
common functional activity related problems which may be affected are walking,
carrying, climbing stairs and daily routine work (Korte et al. 2004). In a National
Psoriasis Foundation patient-membership survey (Krueger et al. 2001) a considerable
number of patients reported problems performing daily activities. In particular, older
patients faced more problems performing daily functional activities, such as using
hands (19%) and walking (14%) (Krueger et al. 2001). Finlay and Coles (1995) found
that out of 369 psoriasis patients, 46% patients were working and of these 59% lost
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time at work (20 days per annum) simply because of their psoriasis. 34% of patients,
among those not working or retired, reported psoriasis as one of the main factors
resulting in their inability to work. Concerning the impacts on the social lives of
patients, the main affected activities involve skin exposure (different choice of
clothes, beach and swimwear), sports, socialising in public, sexual behaviour and
going to the hairdresser. Psoriasis can cause serious damage to relationships with
family, friends, partner and neighbours and in terms of personal contact at work
(Korte et al. 2004). Furthermore, 30% to 70% of psoriatic patients encounter serious
sexual problems (Gupta and Gupta 1997) which in turn may lead to mental distress in
some patients. Gupta and Gupta (1997) noted that 49 out of 120 patients reported
reduced sexual activity regardless of age, sex, marital status or duration of psoriasis.
When measured, psychological problems scored high, in the range of clinical

depression, suggesting that psoriasis can have a devastating impact on QoL.

Atopic Eczema

Atopic eczema is a chronic skin disorder which affects 10% of children in early
childhood. It is more common in children under 5 years of age (Daud et al. 1993). In
adults, prevalence and incidence is not completely established but a life-time
prevalence of around 1% to 5.1% has been reported (Schafer 2006). Atopic eczema
severely affects the QoL of patients and their family members (Lawson et al. 1998).
The psychological impacts are very high in patients suffering from eczema. It has
been reported that approximately 70% of patients are living a stressful life (Gupta and
Gupta 2003). Atopic eczema in children could result in severe depression in the
mother which could harm the mother and child relationship, whereas in adults, atopic
eczema is related to anxiety and anger. Pruritus plays a major role in eczema and is
directly related to the mental distress (Gupta and Gupta 2003). In 1998, Lawson et al
(1998) prepared a 10-item Dermatitis Family Impact (DFI) questionnaire to assess the
QoL of families affected by childhood atopic dermatitis. In the initial study, 74%
parents felt a burden of extra care, 71% parents reported mental distress
(psychological pressure, feelings of guilt, frustration, resentment and helplessness),
66% reported a change in their normal life (no pets, diet, and restricted use of
household products), and 63% of siblings were losing sleep. Other negative impacts
on the families were because of an affected child facing bullying at school, a change

in child behaviour, reduced leisure activities and the financial burden. Foo and
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Schofield (2000) also used the DFI to assess the family impact and found that severity
of eczema in newly referred patients was related to family impact and that the family
impact was reduced by effective treatment. They also suggested that the family
impact might be higher in young children.

Acne

Acne is a very common skin disorder. It is so common that almost every person has
acne at some stage and most of the time it is easily ignored. Teenagers are the most
affected by acne with a recorded highest incidence of acne at the age of 16 to 18 years
(Finlay 1992). Goulden et al (1997) noticed an increasing number of acne cases in
adults over the age of 25 years. In a study in Leeds (Goulden et al. 1997) 300 adults
(129 men and 171 women) over the age of 25 were interviewed and the acne severity
grading with scaring was recorded. Fifty eight percent of women and 47% of men
were affected by acne and the highest incidence was between the ages of 25 and 34
years. Acne occurs on highly visible areas of the body and so can cause extremely
high psychological distress to sufferers (Finlay 1992). Mental distress is significantly
increased with exacerbation and scaring. It has been reported that the psychological
impacts of acne are similar to the psychological impacts of asthma, seizures, diabetes
and arthritis (Gupta and Gupta 2003). According to Cotterill and Cunliffe (1997),
continuous long term suffering may lead to a long term psychological impact such as
depression. Depressive syndromes, alcoholism and personality disorders in patients
with poor socio-economic status may lead to suicidal thoughts or actual suicide
(Cotterill and Cunliffe 1997). The most serious social impact of acne is on
employment and on patients’ careers. Application to join the army might be refused
because acne may be exacerbated in tropical areas. Employers may not offer a job to a
candidate because of his or her appearance due to acne. Acne can seriously damage
relationships and social activities, such as family life, sports, hobbies and leisure
activities. Because of its visibility, its appearance and the resulting lack of confidence,
acne patients may face difficulty making new friends and building relationships
(Finlay 1992).

Vitiligo

Vitiligo is one of the most visibly debilitating skin disorders, particularly in people

with darker skin. Approximately 1% to 4% of the world’s population is affected by
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vitiligo. In India, it has been ranked as the third major health problem after leprosy
and malaria and is regarded as “white leprosy” (Parsad et al. 2003). The estimated
prevalence of vitiligo in the United States is around 1% (Kovacs 1998). Vitiligo has
severe social consequences and patients feel embarrassed, depressed and stigmatized.
Women with vitiligo have less chance of getting married and married women might
even face divorce in India because of vitiligo (Parsad et al. 2003). Vitiligo has a
serious impact on patients’ QoL. One patient described vitiligo as “worse than having
diabetes” (Austin 2004).

Hair Loss

Hair loss and alopecia areata can have as severe as impact on QoL as psoriasis and
atopic eczema (Williamson et al. 1997). Williamson et al (1997) carried out a study to
assess the level of handicap in patients with hair loss. Seventy adult patients
completed the DLQI and a depression questionnaire (CESD-10) along with utility
questions. For the purpose of long term assessment, the time frame for questions in
the DLQI was modified from the “previous week” “to the previous year”. The
previous week mean DLQI was 8.3, whereas, the “previous year” DLQI mean score
was 12.5, which suggested a significant variation in disability over a one-year time
span. The main reported areas were self-consciousness and problems with social and
leisure activities. The CESD-10 score was 12.7 (range 0-25) suggesting considerable
mental distress (Williamson et al. 1997). Hay et al (2000) found that women with
alopecia areata rated their condition extremely embarrassing. They also concluded
that the range of impacts of alopecia areata on QoL is similar to other chronic skin

disorders.

Other Chronic Debilitating Skin Disorders

The visibility of any skin disorder can cause some degree of disability. However, in
some conditions, skin related disability is more severe than others. Chronic skin
disorders, such as Darier’s disease, Hailey-Hailey disease, port wine stains and
Behcet’s disease can also cause serious impairment of QoL. Harris et al (1995; 1996)
and Burge and Wilkinson (1992) reported that most patients with Darier’s disease and
Hailey-Hailey disease live normal lives. Lanigan and Cotterill (1989) found a
significant psychological morbidity in port wine stain patients. The majority of the

patients experienced stigmatisation, difficulty in relationships, embarrassment,
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anxiety and depression. Blackford et al (1997) conducted the first large survey (335
patients) to measure the QoL in patients with Behcet’s syndrome. They found a
significant level of disability with the most affected aspects being “symptoms and

feelings” and “personal relationships”.

Conceptualisation of Health-Related Major Life Changing Decisions

In the development of any new concept, initial psychological, social and philosophical
conceptualisation is necessary to understand and define the idea. Initial
conceptualisation not only provides the basis for the rationale but also unfolds the
complex and intricate nature of a subject, allowing for a more specific, realistic and
logical approach for future progress. There is a lack of understanding up to now about
“Major Life Changing Decisions” (MLCDs) in the area of health, including a lack of
knowledge about the influence of patients’ personality and attitude, what constitutes
long-term impact, and how chronic disease impacts on patients’ lives and behaviour.
A systematic approach to these areas will help in the understanding of the patients’
personality and attitude in different circumstances and situations, particularly at the
time of important life events and subsequently the nature of the major life decisions
that people make. Along with “human psychology” and “diseases long term impact”,
the exploration of some wider but interrelated concepts such as “life course, life
transitions and life goals concepts in the health realm” and “life events and illness
concept” will enhance understanding of the conceptualisation of disease influence on

major life changing decisions.

Life changing decisions and human psychology

Psychologists have gained considerable knowledge about human behaviour under
difficult conditions (Seligman 2000), but their understanding of illness related human
behaviour is at an early stage. Most literature on life change refers to life events and
related change, and psychologists find it hard to get reliable information on life
change (Heatherton and Nichols 1994). “Life changing decisions” has been studied in
psychology as “crystallization of desire and discontent” (Bauer et al. 2005) but very
limited information is available in the health realm. This concept might have a
different implication in a health and illness paradigm but may help the understanding

of the relationships between illness and life changing decisions.
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Life changing decisions are complex and may lead to a different life course. It is
obvious that the life decisions that people make are normally intended to gain the
desirable outcome of a better life. However, not every life decision turns out to be a
positive or a correct decision. It has been suggested that the reasons for making life
decisions are connected to the life path that a person is following and the broader
concepts of personality and well being (Bauer et al. 2005). “Crystallization of desire”
is a style of life changing decision making in which people give more emphasis to the
future rather than to the present or past. Whereas an escape from an undesirable past
is observed as a “crystallization of discontent”. It has been suggested that people have
to face crystallization of discontent before making any life changing decision (Bauer
et al. 2005). This means there is a realisation that the past was undesirable but a
desirable future is still possible. This seems very close to formulating a coping or
future strategy after any negative life event. For example, clinicians are aware that
after the diagnosis of a chronic or life threatening condition, acceptance is always a
great challenge for patients. They search all available avenues for a cure and may take
a considerable time to realise that they might have to live with the condition for the
rest of their lives. Subsequently patients go through a process of denial,
depression/anger, acceptance and adjustment (Lee 2005). A change in attitude to
acceptance may give a patient motivation for the future but life changing decisions
and related choices may remain very limited due to the constant illness and related
factors (severity, depression, treatment etc). Therefore, the desired future outcome
may not be as successful as for disease free individuals. In human psychology, it has
been recognised that people with a positive attitude and who are happy have many
goals and purposes in life (Emmons 1986). Therefore, it is possible that the specific
individual circumstances and personality of an individual may influence the nature
and approach to life changing decisions. This theory is supported by the factual
observation of Baumeister et al (2001) that “bad is stfongcr than good”. They
suggested that bad (negative) life events have a greater and more intense impact on
individuals than good (positive) life events. People always react strongly to negative
events. The intensity of response may differ due to the type of negative life events that
people face. For example, the response to imminent death will be immediate, whereas
the reaction to the diagnosis of a chronic disease will be long term and the response

may be reflected in subsequent life changing decisions. In psychology, task method,
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life narratives and memories were used to understand personal striving, personality
and behaviour in chance situations, adaptations to death or in crises (Langer and Roth
1975; Emmons 1986; Moffitt and Singer 1994; McAdams 1995; Bauer and Bonanno
2001a, b). Life change has also been studied as regret about early adult life choices as
motivation for life changes in later life (Stewart and Vandewater 1999). It is difficult
to understand what constitutes regret as people take their decisions according to their
own circumstances and available opportunities. It is very difficult to analyse the
contribution or regret as a motivation for future change when important life decisions

are based on health grounds.

Disease Long Term Impact

It is important to understand the long term impacts of chronic disease as these impacts
may change over a period of time. The first step towards this quest is to be able to
define chronicity or long term impact. Most dictionaries and websites do not specify a
particular time span to these terms. The reason is obvious, as diseases may have
different time frames for acuteness or chronicity. For example, in acute urticaria, an
urticarial reaction and recurrence may occur for a few hours to several weeks, but for
usually less than 30 days and in chronic urticaria hives appeared daily for more than
30 days (Wolff et al. 2005). The Japanese Respiratory Society published guidelines to
define “acute” and “chronic” cough to improve diagnosis and treatment. According to
this guideline, an acute cough lasts less than 3 weeks. A prolonged cough lasts 3 to 8
weeks and a chronic cough lasts more than 8 weeks (The Japanese Respiratory
Society 2006).

There is however no fixed definition of the duration of acute and chronic disease. The
definition of chronic disease by the U.S. National Centre for Health Statistics,
“chronic diseases generally cannot be prevented by vaccines or cured by medication,
nor do they just disappear” (U.S. Department of Health and Human Services 2004). It
is generally considered that diseases with a history of more than three months and
have no complete cure, or diseases that persist for a long period of time, fall under the
term of long term or chronic disease. Permanent impact or an impact which affects
patients for many years or throughout their lives due to illness could be described as a
long term impact. Several studies have assessed the QoL impact on patients who had

suffered from chronic diseases for a long period of time. These include: the
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assessment of the impacts of psoriasis on 369 patients by Finlay and Coles (1995), a
survey by Rapp et al (1999), The National Psoriasis Foundation Patients Membership
Survey (Krueger et al. 2001), the Nordic Psoriasis Association Survey (Zachariae et
al. 2004), the International Quality of Life Assessment Project in eight countries
(Alonso et al. 2004), the impact of asthma in the Australian population study (Ampon
et al. 2005), 29 chronic conditions general health population survey in Finland (Saarni
et al. 2006), chronic obstructive pulmonary disease patients’ experience (Barnett
2005), and maintenance haemodialysis: patients’ experience (Hagren et al. 2005).

However, these studies were not specifically designed to assess the long term impact.

Generally when a disease progresses, immediate or short term impacts may lead to
more serious impacts, which may affect patients throughout their lives. Therefore,
small frequent impacts caused by chronic diseases could be viewed as long term
impacts. For example, psychologically, anxiety may turn into depression or suicidal
thinking. Physically, impacts related to signs and symptoms (itch and pain) may lead
to constant sleep disturbance and hence lack of fitness and loss of days from work.
Socially, constant illness and reduced sexual drive may cause a break up of a
friendship or marriage; also, absence of leisure activities may lead to complete
isolation and serious mental distress. On the other hand, some initial impacts may
affect patients throughout their lives. Rudolph et al (2008) measured the long term
functional status in 42 patients with Guillain—-Barré syndrome at a median of six years
after disease onset and compared this group with 50 healthy individuals. There was
decreased physical functioning in patients and no difference between patients with < 6

years and >6 years follow up.

At the moment, we have more understanding of specific psychological, physical and
social impacts associated with chronic disorders. These impacts cause patients
impairment, disability and handicap, captured fortuitously thorough several similar
studies primarily evaluating current impact. Similarly, in follow up studies the
assessment of disease impact mainly concerns current impacts, and the changes which
have occurred in that over a period of time (Huurre and Aro 2002; Beattie et al. 2003;
Heald et al. 2004, Sillanpaa et al. 2004; Chen et al. 2006; Kuriya et al. 2008; Husser
and Roberto 2009; Saha et al. 2009). For example, if the impact of a disease were

measured at the time of diagnosis and then 20 years later patients are asked how their
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illness has affected their lives; this would be a record of two sets of current impact on
two different occasions. Even if patients are asked how the disease has affected them
over the previous year, this may not reflect the type of impact that the patient has
faced over the 20 years course of the disease. Patients might have experienced
different disease impacts after 5, 10 or 15 years. To more appropriately record the
long term impact, it might be better to ask patients how their illness has affected them
over the last 20 years. Such a holistic exploratory retrospective approach may provide
a completely new insight into the different nature of the long term impacts faced by

patients during different stages of their life and might reveal new domains in which
life is affected.

Unaeze et al (2006) published an 11-year prospective study in which they evaluated
the long term impacts of psoriasis on HRQoL. A total of 484 patients were
interviewed in 1993 and then again in 2004. The Impacts of Psoriasis questionnaire
(IPSO) was used for the assessment. This study showed that the impacts of psoriasis
on HRQoL decreased over time. Social impacts were stable or slightly improved
(social activity, travel and making new friends). Unattractiveness, embarrassment, and
the feeling of being outcast were the most affected areas. After 11 years, these areas
were improved considerably, particularly the feeling of unattractiveness. The question
concerning “Not enjoying activities” scored very low a decade ago, but the score
increased several fold by 2004. “Not feeling better after treatment” and “Causes
family friction” scored high, which indicates the increased severity of impact in these
areas (Unaeze et al. 2006).

This study (Unaeze et al. 2006) was designed to evaluate the long term impacts of
psoriasis and provides a foundation for future research. However, identification of
pitfalls may be helpful in future studies. For example, the sample size of 484 subjects
represents a high drop out rate. Initially, 867 patients entered the study and completed
the IPSO but by 2004, 221 patients had died (25%) and 171 patients were not able to
be followed up. This is a genuine problem in long-term follow-up studies.
Furthermore, most of the patients were between 45 and 55 years of age. This might be
an influential factor contributing to a decreased score in some impacts, as older people
might adjust to the situation more easily than younger people. Severity, intervention

and gender data in such studies could yield more information. The IPSO items mainly
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assess current impacts at the time of administration. The questionnaire asks patients to
report current impacts or disease impacts during the past month and assess the
psychosocial impact of psoriasis on a patient’s life (Nijsten et al. 2006). In this study
researchers recorded the change in known impact at a particular time (2004) after 11
years, but did not record the overall impact over the intervening 11 years and in what
ways the disease impacted on patients’ lives over that period. Therefore, along with a
follow up or prospective research strategy, a novel, refined holistic and exploratory
retrospective approach is necessary for the assessment of the true nature of the long

term impact of disease on patients’ lives.

The long-term influence of eczema on patients’ QoL over the past few years was
assessed in a study by Finlay (1996). Ninety-two eczema patients were evaluated and
80% of the patients reported effects on their family life. Working patients lost around
£5000 (estimated median) over the previous year. Other impacts identified were
effects on sexual relationships (57%), choice of career (51%) and 52% reported
effects on long term personal friendships/relationships (Finlay 1996).

Childhood disorders and level of long term impacts

The impacts of chronic disorders, particularly those of genetic disorders or of
childhood conditions, have two dimensions, one related to the child and the other
related to the parents. For example in atopic dermatitis, it is difficult to establish the
level of psychological, physical and social impacts in preschool children. Before
school age children have little understanding or ability to express how their skin
condition has affected them. Children begin to understand when they start school; and
over time, they try to understand what is wrong with their skin, why their skin is
different from others and why they have to use moisturisers or protective clothing.
This continuous thinking about their skin condition may cause a great deal of
confusion, distress and problems with learning. Confusion and lack of concentration
are clearly short term impacts. However, these problems may lead to long term
impacts of poor academic performance and hence inability of affected children to
reach their full potential in their life and career. This is because by high school age
children normally fully understand about their illnesses, and as children grow up, long
term impacts start appearing, such as they may feel depressed due to a lack of
physical and social activities, difficulty in making new friends, bullying at school,
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avoiding sports or swimming because of physical disability or due to their
appearance. Growth retardation and learning disability could be considered to be long

term impacts.

Treatment related long term impact

Chronic illnesses require continuous long term treatment in order to control the
disease and reduce the patients’ disability to a reasonable level so that patients are
able to perform normal day-to-day activities. To achieve this goal requires constant
active treatment, monitoring and follow up. However, long term treatment has its own
disadvantages, which may cause further adverse impacts on patients’ QoL. There
have been advances in pharmacological as well as surgical treatments in recent years.
It is possible to assess the long term impact of these new approaches on patients’
lives. It is even possible to measure the long term impact of cancer and the impact of
advanced therapy on functioning and the psychosocial aspects of patients’ lives (Redd
and Jacobsen 1988). A large amount of information is available about the long term
impact of management (medical/surgical) on patients HRQoL and its long term
impact on patients’ lives (Terrell et al. 1998; Svedlund et al. 1999; Sin et al. 2002;
Halonen et al. 2003; Engel et al. 2004; Vartanian et al. 2004; Constantinides et al.
2006; Dornhoffer et al. 2008; Koivunen and Lukkarinen 2008; Lundberg et al. 2008).

Life course, life transitions, life goals, life events and the concept of health

These concepts are widely discussed and studied in the fields of psychology,
sociology and in the epidemiology of personality and behaviour. Knowledge of these
concepts is also essential from a health perspective and may provide a better
understanding concerning the concept of health and life decisions. However, there is

very little information concerning these areas in the health-related literature.

Life course: The “Life course” concept is not a new concept in behavioural research.
It concerns different aspects of life studied in psychology, health, sociology and in
personality and attitude related subjects (Kuh et al. 2003). In the health sciences, this
concept has been studied in relation to chronic disease epidemiology, a discipline
which explores the relationship between the timing of disease exposure and outcome
within the life course of individuals (Lynch and Smith 2005). Ben-Shlome and Kuh
(2002, p. 258) defined life course approach to chronic disease related epidemiological
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approach as “the study of long term effects on chronic disease risk of physical and
social exposure during gestation, childhood, adolescence, young adulthood and later
adult life”. During the course of life, the risk of developing chronic diseases may
increase due to negative social circumstances (Mishra et al. 2009) and an
accumulation of disadvantages may have an influence on QoL in early old age (Blane
et al. 2004). A Course of Life (CoL) questionnaire (Brenninkmeijer et al. 2009) has
been described to assess the timing of developmental milestones in young adults
(aged=18-30 years) who have grown up with chronic or life threatening diseases and
the CoL has been used to compare this group with a control group of healthy
individuals. Items of questionnaires of such nature are largely grouped into three
scales (development of autonomy, psychosexual development and social
development) and two risk behaviour scales (antisocial behaviour, and substance use
and gambling). These questionnaire items have been used along with quality of life
questionnaires to assess the life development and achievement of patients suffering
from various conditions, such as atopic eczema (Brenninkmeijer et al. 2009),
phenylketonuria (Bosch et al. 2007), congenital hyperthyroidism (Veer et al. 2008),
and survivors of childhood cancer, patients with anorectal malformations,
Hirschsprung’s disease, patients with oesophageal atresia and patients with end-stage

renal disease (Stam et al. 2006) and childhood vitiligo (Homan et al. 2008).

Recently, Kimball et al (2010) reviewed the long term impact of psoriasis and
proposed the concept of “Cumulative Life Course Impairment” (CLCI). This
speciality specific modified concept of health and life course epidemiology results
from an interaction between “(a) the burden of stigmatization and physical and
psychological co-morbidities and (b) coping strategies and external factors” (Kimball
et al. 2010). The concept of CLCI appears to be relevant concerning long term impact
of psoriasis but may not be generalisable across other medical specialities. In
particular, stigmatisation which overlaps with psychological co-morbidities is more
relevant to skin conditions for aesthetic reasons. Stigmatisation may not be relevant to
patients who are suffering from non dermatological chronic conditions. The concept
of CLCI as described by Kimball et al (2010) does not specifically address the impact
of psoriasis on MLCDs. However, if a MLCD is influenced by psoriasis, this may
contribute to CLCI, and indeed it may be that influences on MLCD are of equal or
greater importance than stigmatisation and coping strategies in contributing to CLCL
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Life transition: People go through many transitions in their lifetime (Heatherton and
Nichols 1994). “Life transition” is a delicate concept of self-reflection and concerns
realising the potential and creative opportunity for development. It is not necessary
that all life transitions (voluntary or involuntary) guarantee any happiness or meaning
to life (Bauer and McAdams 2004b). A transition in life is the change from one stage
of life to another or a shift of life from one situation to another situation; either due to
a natural progression of life or due to consequences of life events or the important
decisions that people make. This change could be from a negative to a positive or
from a positive to a negative situation. Life stages and changes in role (son, daughter,
husband, wife, parents, grand-parents) are clearly example of life transition. However
in addition any major change in life due to an individual’s circumstances and life
events can be a part of life transition. When undergoing a life transition, it is often
difficult to forget about the previous stage or phase of life and both good and bad
memories may re-emerge time and time again. In particular, in a phase where
someone is having a bad time, that person normally finds it difficult to forget previous
happy memories. The life transition concept also provides insight in to the concept of
a new beginning. For example, the diagnosis of a chronic disease results in an
undesirable negative life transition from a disease free life stage to a life phase living
with disease, and long term illness can make it more difficult for patients to forget
about their previous good life and to move forward (Bridges 1980). Another area of
interest concerns the origin of a life transition, whether it is related to a specific life

event, circumstance or situation.

Life goals: Elliot and Sheldon (1998) defined personal goals as the “consciously
articulated, personally meaningful objectives that individuals pursue in their daily
lives and operationalise in terms of personal projects, personal strivings and life
tasks”. At an early stage of life people normally set different life goals, objectives and
priorities according to what they want to achieve in the future and setting out goals to
which a person aspires gives a sense of purpose to life (Elliot and Sheldon 1998).
Bauer and McAdams (2004a) reached a more or less similar understanding, and stated
that goals reveal what people want and how they want to achieve them in life, but
they more specifically linked goals to “personal growth” and coined the term “growth

goals”. This term describes life goals that are normally connected to life stages and
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roles and denote a positive attitude towards life and positive behaviour. Education,
career, relationships and family (marriage, having children), travelling, life style
change (weight loss, quit smoking and alcohol habits) and gaining financial stability
are examples of different aspects of life where people set personal life goals and
positive targets to achieve a better QoL in the future. It is a matter for each individual
what sort of objectives they want to set for their life. However, circumstances and life
events such as death of a partner, accidents, onset of chronic disease or financial
instability may change personal goals and individuals’ priorities. For example,
changes in a desirable career pathway or a decision not to move abroad due to
disability or ill health are undesirable deviations from pre-defined life goals. Whereas
job promotion may change life goals overnight and provide an opportunity to set new

life goals, directly linked to financial stability.

Life events and Illness concept

There has been much research to assess the impact of stressful life events and
depression, covering a vast array of social and psychological subjects. Life events and
associated stress may cause serious health problems (Graham and Stevenson 1963;
Rahe et al. 1964). The concept of “Life event” has a different conceptual meaning
from life stages, life transitions and life goals. Life events can occur at any stage of
life. The timing of life events, as suggested in the epidemiology literature concerning
life course (Lynch and Smith 2005), is also important and may have several
implications for individuals’ lives. Lief’s (1948) work, related to life events and

health, was probably the first in this area.

In 1967, Holmes and Rahe (1967) developed the Social Readjustment Rating Scale
(SRRS) to measure the association between stressful life events and the onset of
illness and their ground breaking work set the standard for future research (Lin et al.
1979; Tausig 1982). They described 43 important life events and established arbitrary
“Life Changing Units” as scoring units for each stressful life event that occurred. The
subjects were asked to assign an arbitrary scale value (weighting) to life events
according to an event occurrence and its severity. The highest value of 100 units was
given to “Death of a spouse”, 73 to “Divorce”, 65 to “Marital separation”, 63 to “Jail
term”, 53 to “Personal injury or illness” and to “Death of close family member”, 20 to

“Change in working hours” and “Change in residence”. Lower scores of 16, 13, 12
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and 11 were given to “Change in eating habits”, “Vocation”, “Christmas” and “Minor
violation of law”, respectively. In the SRRS not all events included are related to
negative aspects of life. For example, “Marital reconciliation” (45), “Gain of a new
family member” (39) and “Outstanding personal achievement” (28) are not stressful
events but may require some social readjustment. A score of <150 indicates a 30
percent chance or low probability of developing a stress-related illness, a score 150 to
299 indicates a 50 percent chance and a score of >300 indicates an 80 percent chance
of illness. This scale provides a list of important life events which may cause stress
related illness. Our study however is examining the reverse of this, whether illness

can result in major life events or influence major life changing decisions.

Psycho-social stressors are sources of life events and several aspects, such as the
relationship between life events and illness, life events and stressor, social support,
life adjustment and association with physical and mental symptomatology, have been
explored in detail (Paykel et al. 1969; Myers et al. 1972; Rahe 1975; Paykel 1979;
Brown and Harris 1987). Important life events can alter people’s lives forever in both
negative and positive ways and can be defined as “negative life events” (death,
divorce, separation, abortion, bankruptcy, prison sentence, chronic illness) and

“positive life events” (marriage, birth, job, higher education) (Table 1.3).

Life events and chronic strain such as barriers to achieving life goals, inequitable
rewards from roles, excessive or insufficient demands from the environment,
frustration of role expectation and economic deprivation are defined as stressors. Life
events can lead to chronic strain and vice versa (Kiecolt 1994). Some life events, such
as divorce or separation appear to be negative in nature but might turn out to be

positive events and may result in happiness in someone’s life.

Kiecolt (1994) explained that life events do not always produce psychological
distress, particularly if relief can be obtained from a negative life event such as
divorce after marital conflict. Conversely, apparently positive life events such as
moving house or moving to another country or change of employment might be
disastrous for some people. Therefore, the positive or negative natures of some life
events are also connected to the individual’s special circumstances and their perceived

value.
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Table 1.3: Important negative and positive life events

Negative Life Events Positive Life Events
Death Marriage
Chronic illness Birth
Limb amputation Cure (from disease, addiction)
Loss of an organ or part of a body Employment
(eye, tongue etc) Education

Lost job Moving house (to a better house)
Bankruptcy Moving to another country (for a better
Addiction future)

Crime

Prison sentence
Environmental disaster
War

Divorce

Separation
Miscarriage

The diagnosis of a chronic condition, such as cancer, is not only a life-changing event
for the patient but also for the family. Similarly, a life event can also have an affect
on an individual’s health and health behaviour (Clark et al. 2004; McFarland et al.
2006). Disease and the concept of “life event” has also been studied in relation to
disability in rheumatoid arthritis (Guillemin et al. 1995; Smedstad et al. 1995),
psoriasis (Poikolainen et al. 1994), chronic urticaria (Malhotra and Mehta 2008),
alopecia areata (Perini et al. 1984), hospital admissions for asthma (Wainwright et al.
2007) and schizophrenia (Norman and Malla 1993).

People always need support in their difficult times and because of life changing
events people may turn to spirituality for comfort, hope and relief. Activities such as
music therapy, touch, humour, guided imagery, story telling, aromatherapy and
prayer are regarded as part of spiritual care and are included in complementary and
alternative medicine (Elkins and Cavendish 2004). People’s behéviour after a life
event is a psycho-reactionary action but Paykel et al (1969) suggested that
personality, coping strategies and previous experience may influence this reactionary
action. Most studies in this area are related to understanding the role of life events as
triggering factors of illness and to exploring the long term influence of stressful life

events and associated illnesses.
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Minor life decisions

Minor or routine decisions are those decisions which people normally take on a daily
basis. The majority of these decisions are of little individual importance but they are
required on a day to day basis to allow life to run smoothly. The consequences and
implication of the majority of the minor decisions are generally short term and may
not alter life significantly. Minor decisions could be seen as decisions which might
lead to a short-term change in life. Routine daily decisions such as selection of
transport (bus, train or airplane), selection of coffee, sandwich or wine from a long list
of menu choices, decisions about which restaurant to go to or the venue selection for a
marriage or christening of a child could have an impact on daily life for a short period
of time and may have some financial and time implications. However, it is important
to understand that these decisions are subjective in nature and have perceived value.
Therefore some decisions which may be viewed as minor to some people, may be
more important and life changing to others, particularly for those who are facing a

negative life event such as suffering from a chronic condition.

Major life changing decisions

The diagnosis of a chronic disease is a life changing event in physical, psychological
and social terms (Nussbaum et al. 2003; Barnack and Chrisler 2007; Sawka et al.
2009) and the initial news of a life threatening condition is often devastating for
patients (Stevens and Hildebrandt 2006). Very little information is available over
what constitutes a major life changing decision or how chronic disease can influence
life changing decisions. King et al (2000, p. 509-10) suggested that “Major life
changes, by definition, require individuals to come to terms with a new set of life
circumstances. Some life changes involve irrevocable alterations in our lives,
requiring us to redefine the very meaning of our existence, to seek out new sources of
purpose, and to reassess our priorities”. From the perspective of life ‘events, life stage,
life course, life transition and life goals, a general idea can be formulated about the

importance of major life changing decisions.

Life is about choices where decisions play an important role. Life choices may
become limited and undesirable due to negative stressful life events, and in this
situation any decision could be life changing. In their daily routine people might flip a

coin to make some decisions because in both cases (head or tail) the impact of the
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decision may not alter their life significantly. However, this may not be an option for
people who are suffering from chronic illnesses for a very long period of time. People
do not make major life decisions on a daily basis. Major life decisions are directly
connected with life events, life stages, life goals and priorities and are so important
that they affect the whole course of a person’s life. For example, decisions to move
abroad or which career to select would have life long consequences and normally
determine an individuals’ future life. Therefore, people usually give thoughtful
consideration to every aspect of a life change which may have major implications,
because their choice, right or wrong, may potentially change their life forever.
Patients’ priorities in life change in different/difficult life situations, such as after
important life events, after the onset of chronic disease or after life threatening illness
(Heatherton and Nichols 1994; Carr and Higginson 2001). From a health perspective,
an individual’s behaviour, personality and choices might be influenced by long term
illness and illness may itself make it harder for patients to make appropriate life
changing decisions. Long term poor health may even drag patients towards the
ultimate life changing decision of suicide (Koivumaa-Honkanen et al. 2001). Making
a major life changing decision in itself seems a major event in life because any wrong
or right decision may change life for a considerable period of time and possibly the

impacts of the decision may persist forever.

Some life changing decisions are age and gender related and timing is crucial for
these decisions. For example, decisions at the right time about higher education and
early career development or having children are important as part of the natural
course of life and at different life stages, but the continuous long term impact of
chronic disease on patients’ lives may influence these decisions. Patients might either
decide differently or might delay their decision waiting for the right time or situation

(complete cure or disease at a manageable level).

It is important to understand that major life change may occur in both negative and
positive life events and/or as a result of decisions we make in important life situations.
However, the influence of negative impact may remain for a long time and may affect
the nature of subsequent life changing decisions. The diagnosis of a chronic disease or
of a long term health condition, such as physical or mental disability due to a traffic

accident, is a negative life event. The impact of a particular negative life event may
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remain with individuals for the rest of their lives and may change their life goals,
priorities amd role/identity at different life stages. Moreover, one negative life event,
such as onset of a chronic disease, limb amputation, death of a family member,
imprisonment, addiction or divorce may affect other forthcoming positive life events,
part of an expected normal life course, such as education, career choice, employment,
marriage, housing, having children and moving abroad. All of these positive events
are sources of happiness in life and of well-being, all of which could be affected by a

single previous negative life event.

Ballas and Dorling (2007) used life event and happiness data from the British
Household Survey. They identified that being married, having a new relationship,
employment-related gains, being parents, educational achievement and buying a
house were associated with individuals’ happiness. In contrast, the end of a
relationship, death of parents, poor health of parents and employment loss have
negative impacts on happiness. Younger people were concerned about education
related events whereas older people were more concerned about health. Ballas and
Dorling also noted that the end of a relationship may become a positive life event
(reason for celebration) for some people and “pregnancy and birth” are associated
with both happiness and unhappiness. This emphasises the subjective nature of
response to life events and supports the argument that the reactions to some life events
are associated with people’s individual circumstances which could lead to different

life decisions.

It appears obvious that negative and stressful life events may trigger unhappiness and
depression. The resulting persistently dejected attitude may turmn into severe
depression and may adversely influence people’s thinking and behaviour towards life
changing decision making. People may change their predefined life goals because of
ill health and set new priorities for the future, such as not to have a bhild, to change
career or retire. Decisions, taken at the time of any major life event should be
regarded as major life changing decisions. There is no specific definition of what
constitutes a major life changing decision particularly a health-related life changing
decision. In general, a major life changing decision (MLCD) could be defined as an
important decision which could change or alter life forever or an important decision

which has a long-term consequénce or implication in life. For the development of a
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preliminary carefully considered definition, an in-depth insight into and knowledge of

patients’ lives is crucial.

What can be learnt from the available literature?

In a literature search, only two articles matched the term “major life changing
decisions”. These were related to psychology (Bauer et al. 2005) and to
neuroeconomics (Berns et al. 2007). Other articles were not specific to disease impact
on life changing decisions but contained some information related to disease and its

influence on patients’ lives and were useful for conceptualisation.

Bauer et al (2005) examined the personal stories of life changing decisions in relation
to personality and well being and discussed the concepts of “crystallization of desire
(approaching to a desired future) and crystallization of discontent (escaping an
undesired past)”. People make major life changing decisions either in an unbearable
situation (crystallisation of discontent) or when they experience positivity in life and
are eager to make changes (crystallization of desire). These studies seem to be a
continuation of Baumeister’s (1994) work, in which he identified a phenomenon
called “crystallization of discontent”, a period of distress which leads to major life
change. To this effect, Bauer et al (2005) carried out two studies. In the first study, the
data came from a larger study of life stories. Adults were asked to write down one to
two pages about life changing decisions that they had made in their lives and were
asked to complete other measures related to well-being, striving and traits. They
tested two hypotheses: “Hypothesis 1: that crystallization of desire would be part of a
constellation of personality characteristics that corresponds to well-being. Hypothesis
2: that crystallization of desire would continue to predict well-being when controlling
for striving and traits”. In the second study adult participants who had recently
changed their career or religion were recruited and asked to write about their
decisions to change. They tested hypotheses one and two from the first study and
tested two new hypotheses. “Hypothesis 3: that participant emphasizing a
crystallization of desire rather than discontent would be more likely to report that their
decisions turned out well. Hypothesis 4: that crystallization of desire would be
independent of how well the decision turned out in predicting well-being”. In
summary, participants reported a higher level of life satisfaction and better decision

outcomes when they had made decisions based on desire. This study suggested that
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motivation for new ideas in life may bring better decisions and well being as an
outcome. However, more research is required to analyse how people take life
changing decisions in negative life events, particularly in health-related situations.
How to become motivated (internal or external) during a stressful negative life event

is another area of concern, particularly in health-related life situations.

The subject of neuroeconomics measures human behaviour and related brain
functioning. A combination of approaches from psychology, economics and
neurosciences are combined to study and evaluate the role of the brain when people
make decisions, decide preferences, take risks, seek rewards, learn, use their memory
and knowledge and make economic decisions. To aid this research, neuroscientific
tools such as electromagnetic recordings including electroencephalography (EEG),
magneto-encephalography (MEG) and methods measuring metabolic or
hemodynamic responses to neural activity such as positron emission tomography
(PET) and functional magnetic resonance tomography (fMRI) are used to compare
localised brain activities in different situations. Experiments normally use the
techniques of assessing response to different choices/preferences, risk, reward,

gambling and may use utility trade off methods (Kenning and Plassmann 2005).

In the second article Berns et al (2007) explained life changing decisions as an
example of intertemporal choice. Intertemporal choice is a study of preferences, value
allocation and decisions with consequences that play out over time. Life changing
decisions related to education, marriage, fertility and how much food to eat, spending,
investment, relationships and crime are some examples of intertemporal choices
which contain tradeoffs. Berns et al (2007) discussed these choices from the
perspective of neuroeconomics (psychology, economics and neurosciences) and
highlighted the Discounted Utility (DU) model which has been used in economics to
evaluate how people make decisions (intertemporal choices) and as a tool for public
policy (decisions related to spending, development, health and education in the public
domain). The DU model is based on weighing the positive and negative aspects of
decisions by means of a loss and gain ratio (Berns et al. 2007). This is another
approach to documenting and understanding life changing decisions. Detailed

knowledge is required to apply this concept in the context of stressful, undesirable
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negative life events and subsequent major life changing decisions making, particularly

in long term health-related situations.

Concerning broader aspects of the subject of life decision making, it is worth
mentioning here that neuroscientists have also studied brain chemicals and their
relationship to human behaviour. It is considered that neuromodulators (dopamine,
acetylcholine and noradrenaline) are not only involved in every mental function and
several psychiatric problems but also have more specific functions in learning, the
decision making process and in regulating the balance between exploitation and

exploration (Cohen and Jones 2005).

The extensive literature review of health, illness and patient centred issues, has not
revealed any specific research evaluating health-related life changing decisions.
Several studies (Robinson-Smith 2002; Smith 2002; Cassidy et al. 2004; Fisher et al.
2007a; Fisher et al. 2007b; Miller and Askew 2007) referred to disease as “life
changing” or as a “major life changing event or experience” but remained focused on
disease evaluation, treatment, patient education and QoL. Some level of
understanding can be obtained from the few available studies that show how chronic

disease might impact on important life decisions.

Breast cancer is a life threatening condition and deciding to have children after breast
cancer is an important life changing decision for mothers. Dow (1994) carried out a
study to identify the reasons why young women decided to become pregnant after
breast cancer, to describe helpful behaviours in decision-making and to explore the
meaning of having children after breast cancer. In this qualitative research, 16 women
took part in semi-structured interviews. The participants were asked to share their
experiences following an open ended question about breast cancer and subsequent
pregnancy. Three main themes were identified influencing having children after
breast cancer treatment: having children as a cherished goal; a desire for sense of
normalcy; and reconnection with others. In this study, the participants were
interviewed after breast cancer treatment. Even in this situation, participants did
mention concerns about pregnancy (having a normal pregnancy, having a healthy
infant, disease recurrence and concerns related to breast feeding) and having children
(recurrence and death, being hypervigilant, restructured living one day at a time,

maternal concern). This research also highlighted the point that a longstanding desire
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for having children was interrupted by the diagnosis of breast cancer. Before the
diagnosis, breast cancer participants were in control; however, after breast cancer,
they lost control of their lives. Experiences about specific behaviour of their spouse
and family, healthcare providers and other breast cancer survivors were identified as
critical factors in decision-making. Behaviours recorded resulting in the decision to

have a subsequent pregnancy are given in Table 1.4 (Dow 1994).

Dow’s research findings, particularly those given in Table 1.4, suggest that a
patient’s personal efforts, professional help and the process of sharing experiences
could be helpful to the person in making important decisions in life. This area was
also discussed in another study, where patients with HIV chose not to become

pregnant following learning about their diagnosis (Craft et al. 2007).

Anderson and Martin (2003) presented as a single case study the narratives of one
couple (a cancer survivor and her husband), who lived through the life-changing
events following a cancer diagnosis. The narratives are very moving and give insight
into how a chronic life threatening condition can change a patients’ life. It is also
evident that after the diagnosis, all of a sudden the patient’s priorities changed and the
patient was preparing herself for the future. It is not clear whether the patient took any
life changing decision, but words used by the patient in her story, such as, “I thought I
was dying”, “I had no control over what was happening to me”, “I was still worried
about my future” and “It was dehumanizing and very lonely” indicate that the disease
and its treatment have a physical impact and result in emotional fluctuation, fear and

uncertainty which may influence a patient’s priorities in life and may also change

their family and social role and identity.

Physical health and marital dissatisfaction have a direct effect on each other (Ganong
and Coleman 1991). Ill health, mental well-being and its associations with marriage,
relationships and family have been widely discussed in the literature, and any change
in circumstances due to health may impact on the QoL of family members and
relationships. For example, if poor health causes a breakup in a relationship then
divorce (as a stressful life event) may lead to poor health (Renne 1977; Albrecht et al.
1983; Gove et al. 1983; Ross et al. 1990). Wilson and Waddoups (2002) carried out a
study to investigate how poor health impacts on the breakup of marriages. The data

36



were used from the four waves of the Health and Retirement Study (1992, 1994, 1996
and 1998).

Table 1.4: Behavioural pattern in decision making to have a subsequent
pregnancy (Adopted from Dow 1994)

The individual and Developing a realistic view on disease and decisions
spouse about one’s future

Learning to live with uncertainty over time
Needing the love and support of one’s spouse

Finding an obstetrician who is sensitive to their cancer
history

The individual and the | Having frank discussion about the “worst case scenario”
healthcare team

Having an oncology team available to answer questions
about survivorship

Learning practical information on physiologic late effects
(e.g. infertility, breastfeeding, fatigue)

Delineating personal versus medical decision making
The individual and the | Knowing that family and friends may express

family apprehension and be less supportive
Individual and other Meeting other women or learning about others who made
Cancer survivors similar decisions

In 1992 4,241 couples aged 51-61 entered into this study. The health mismatch
hypothesis was tested by using different spousal health combinations and separation
used as an indicator of marital dissolution. They did not observe marital dissolution
from a life course perspective or from the perspective of influence of poor health on
separation. However, the study still suggests that the poor health of a spouse at a
young age may cause marriage dissolution over time. There is information concerning
the impact of disease on marriage, marital adjustment and marital quality (Burman
and Margolin 1992; Roth-Roemer and Kurpius 1996; Goodwin 1997; Cannon et al.
1998); however, it is not clear whether chronic disease influences patient’s decisions

to get married or prevents them becoming involved in any relationship.

Seidler and Kimball (2009) suggest that patients with chronic skin disease may learn
to cope over time but their important decisions early in life may have long-lasting
impact on their QoL. They used the Research Patient Data Repository (RPDR)

database and cross-sectional analysis to determine any link between key ages or age
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ranges and social disconnection. Religious non-affiliation (for loss of social network),
divorce (for loss of interpersonal connection) and use of Medicaid (for disconnection
in the work place) were used as surrogate evaluative measures for the assessment of
social connectivity among psoriasis patients. They found that divorce rates in
psoriasis patients compared to the general population were higher in the age groups
29-31 years (1.3% vs. 1.7; p < 0.05) and 32-34 years (2.3 vs. 1.1; p < 0.001). Seidler
and Kimball (2009) highlighted the importance of the association of disease and age
groups with the important life decision to divorce, but it is not clear whether psoriasis
specifically had an influence on the patients’ decision to get divorced or whether

psoriasis contributed to the partners’ decision to get divorced.

Chronic disease can also influence the major life changing decisions of other family
members. In a cross-sectional study Fine et al (2005) asked a series of questions to
parents of children suffering from inherited Epidermolysis Bullosa (EB) about the
long term impact of their child’s illness on their marital life. A total of 54-64%
parents of children with Dominant Dystrophic EB (DDEB) and Recessive Dystrophic
EB (RDEB) reported that they had decided not to have additional children. Eighty-
eight percent of divorced couples with children affected by Junctional EB (JEB), 50%
of divorced couples with children affected by DDEB and 67% of divorced couples
with children affected by RDEB reported that their child’s disease was a

major/primary factor leading to their decision to divorce.

In a 1-year follow-up study, Cvetkovski et al (2006) concluded that occupational hand
eczema in later life is associated with poor QoL and lower socioeconomic status and
results in patients taking prolonged sick leave, becoming unemployed or changing
their job. One year is a relatively short period for follow up to assess these changes,
but in this study 50% of patients had changed their jobs during the 12 months, which
suggests how chronic illness can change life significantly. The freqﬁency of job
change in their study due to hand eczema was higher than when previously assessed
by Meding et al (2005) in their 15 year follow-up study (1983-1998). They found that
20 (3%) out of 706 patients from different employment backgrounds (medical and
nursing work, cleaners, hairdressers, kitchen workers, painters and mechanics)
reported change in their occupations because of their hand eczema, and 15 patients

reported improvement after change in occupation. Eight percent of patients had

38



reported change in their occupation before the initial 1983 examination. In terms of
job change, both studies focused on occupational risk and did not discuss the nature or
the consequences of the decision involved in relation to change in employment. It is
obvious from both studies that chronic disease can influence a patient’s decision
related to selection of jobs or to change in occupation. Long term illness can make it
difficult for patients to remain in the same employment if their occupation is one of
the major reasons for health deterioration. Choices seem very limited for patients and
in some cases change of job might result in financial loss. Patients might remain in the
same employment and suffer because of socioeconomic reasons (family, better
housing and children’s education). Therefore, a change of occupation or the selection
of job taking into account a health perspective are clearly major life changing

decisions.

In another study, Malcomson et al (2008) conducted two qualitative focus group
discussions to explore the impact of multiple sclerosis (MS) (n=13, age=40-67 years,
mean disease duration=17 years) on patients’ lives. Several patients reported changes
to their employment circumstances along with other disease related impacts
(interpersonal and social life, stress, unpredictability, fear and impact on daily living).
Despite the resulting loss in socioeconomic status, one patient made a decision to
change from full time to part time employment and two patients gave up their paid
jobs because of the impact (fatigue, lack of energy, decreased mobility and stress) of
MS on their lives. The patients indicated that MS influenced their important decisions
regarding employment and made them compromise (an undesirable objective) in the
best way possible to accommodate their health needs and to take control of their

resulting life style changes.

Amold et al (2008) conducted six focus group (n=48) discussions with women
suffering from fibromyalgia to assess its impact on their lives. Participénts raised a
variety of disease related (cognitive impairment, emotional, functional and QoL
impact) and symptoms related (pain, fatigue and sleep) issues. Socially, fibromyalgia
patients feel that due to the unpredictable nature of the disease, they are unable to plan
any event and are judged by co-workers and friends as unreliable, resulting in loss of
friendship and their withdrawal from social engagements. The participants also

reported that they failed to properly look after their own children and families. For
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example, not being able to go for family trips was reported as life changing by
patients and lack of participation in household activities and decreased sexual
intimacy had caused great strain on their personal relationships. This indicates that not
to take part in simple things, such as social activities, could be a life changing
decision. Some people might still take part in different activities but embarrassment
and humiliation and the long term nature of the disease might drag them towards
complete isolation. Similarly, the constant strain of disease on personal relationships
may lead to taking more serious life decisions, such as separation or divorce. The
participants also reported that their disease not only made them change their job
frequently but also reduced their working hours. Half of the patients left their jobs
because of their illness, which ultimately resulted in financial instability. Some
patients reported that their conditions stopped them from pursuing higher education;
this seems to be a very tough life changing decision with resulting consequences of
low paid menial hard work and further health deterioration (Arnold et al. 2008). This
raised the question whether such patients need more support and appropriate advice at
those life stages when they have to take important life decisions regarding
employment and education. Indeed, this is another important area of concern and
increased patient understanding seems necessary to reduce disease impact on

decisions which determine the future course of life.

Choices concerning reproduction are also very important life decisions and disease
may influence an individuals’ choice to have children. Kadir et al (2000) suggested
that the decision to have children is a complex one, even in the absence of disease.
They conducted a survey to assess haemophilia women’s experiences in pregnancy
and their attitudes towards their reproductive choices. They found that age, emotional,
social and financial factors were the main influences in planning pregnancy. Twenty-
two percent of 160 women reported that their decision about their first pregnancy and
13 of 132 women reported that their decisions about subsequent pregnancies were
influenced by counselling and the results of parental diagnostic tests. The following
question was also asked to all women, whether they had “ever made a conscious
decision not to have children/any more children”. Fifty-four percent of the women
reported that having haemophilia was a major factor in this decision. Forty-four
percent did not want to transfer haemophilia to their child, 6% had previous

experience of haemophilia in the family and 27% reported personal, social, financial
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and medical reasons for this decision (Kadir et al. 2000). This survey indicated an
individual’s priorities in different life situations, such as the prime example of disease
influence on having children. Various studies suggest that the decision to have genetic
testing could be a life changing decision and may impact on family planning,
interpersonal relationships, social, financial and employment aspects (Lim et al. 2004;
Smith et al. 2004; Cameron and Muller 2009). Even the decision of parents about how
to proceed after the antenatal diagnosis of congenital problems seems to be important
and difficult to make, as the decision may change their lives forever (Rempel et al.
2004). Similarly, other health-related decisions such as the decision over choice of
treatment (whether surgery or medication) could be life changing for a patient
(Mastaglia and Kristjanson 2001; Warren and Griffiths 2008; McHugh and Luker
2009).

According to the Foreign and Commonwealth Office (FCO), around half of British
people (age >55) said they were thinking of moving to another country and to start a
new life. It has been emphasised that weather should not be the sole factor influencing
the decision to relocate and people should consider the practical aspects of relocating,
such as learning a new language, the political situation, currency fluctuations, the
availability of long term healthcare and pension issues (Foreign and Commonwealth
Office 2010). This FCO survey suggests that moving abroad seems a popular choice
later in life among the British population, but their advice clearly indicates that
relocating to another country is a life changing decision and any wrong or
uncalculated move could be disastrous for individuals and for their families. If this is
a big decision for healthy people, then it could be a daunting task for people suffering

with chronic conditions.

Life decisions are subjective in nature and have perceived value. Some decisions
seem very minor and more related to day to day activities/choices, but individuals’
circumstances such as onset of chronic disease could make these daily decisions and
choices more important for that individual and life changing. Huggins et al (2009)
surveyed young patients suffering from hydroa vacciniforme (HV) and suggested that
type of chronic condition and duration of disease (median age at onset 7 years) can
influence the quality of life impact. Concerning the Children’s Dermatology Life
Quality Index (CDLQI) responses: 63.6% patients (n=11, age range=9-17 years)
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reported impact on going out, playing and hobbies; 54.5% reported impact on choice
of clothing; and 36.4% reported impact on swimming and sports activities. On their
Dermatology Life Quality Index (DLQI) responses, 75% adult patients (n=4, age =18
and over) reported that their skin condition influenced their choice of clothing. It is
understandable that disease related aesthetic reasons and embarrassment (50%) could
play an important part in viewing simple decisions such as choice of clothing or
swimming as major decisions as they concern change of life style and image, which
they feel to be wrongly perceived by others. In another study Hon et al (2008) found
that young girls with atopic dermatitis had more problems concerning clothes or shoes
than boys, indicating the importance of the relationship between gender and disease
influence on specific aspects of patients’ lives. Similarly, decisions about life style
may have serious consequences on health. For example, smoking, drinking and over
eating can cause serious health problems (Wright et al. 2004). Any decision to alter
these habits may determine individuals’ future health, indicating the significance of

life style related decisions.

Conclusion

The nature of subjective directions, life events, life transitions, life course, life stages,
life goals and life changing decisions are very complex. Their meaning might be
different and hence confusing in sociology, philosophy, psychology and the realm of
health. Despite separate descriptors, these concepts seem inter-connected. For
example, in one complete course of life, individuals go through different life stages
and have to face different life events (negative/positive). They subsequently have to
make important life decisions which may change a person’s goals and life for ever. In
other words, these concepts direct our thoughts towards change in life stages
(childhood, adolescent, middle age and old age), identifying social roles/identities
(son, daughter, student, employer, employee, husband, wife, parents, grand-parents),
facing life events/circumstances (e.g. birth, marriage, separation, divorce, disease,
education, career choice, retirement, death) and defining life goals/priorities e.g. to
become an engineer, doctor, lawyer, artist, sports professional, traveller or politician).
Life priorities and goals may differ from one individual to another due to their
personal life circumstances, situations and the nature of the life event they face.

Individuals® priorities and goals may influence their attitude, perception of life, their
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behaviour and the important life decisions they make. The sequence of these concepts

encompasses the chronology of one complete course of life.

Important life events, circumstances, or other factors, such as poor health, death, birth,
divorce, and marriage can alter people’s lives for ever and subsequently may affect
their QoL in psychological, social, physical and emotional domain. Therefore, the
inclusion of the term “life changing events” and “life changing decisions” in the
definition of QoL might to help improve and better reflect the ambiguous broad

concept of QoL.

The medical and health sciences literature is replete with information predominantly
related to the current impact of different diseases on patients’ QoL and mainly
focused on traditional HRQoL domains (physical, social and psychological), therapy
evaluation, treatment decision-making, utility preferences, impact on families,
spirituality, and the implication of health economics, financial burden and healthcare
facilities. In contrast, very little is known about the long-term impact of chronic
disease on patients’ lives, for example the concept of influence of chronic diseases on
major life changing decisions has never been studied before. Answers to some
important specific questions need proper investigation, such as, what is the definition
of life changing decisions from a HRQoL perspective? How do or should patients
take their life changing decisions while suffering from long-term health problems? To
what extent do chronic diseases influence major life changing decisions? What sorts
of influential factors are involved in life changing decision? How capable are patients
to take appropriate life changing decisions in life? Are there any guidelines or
strategies available for patients and for healthcare providers to assist patients to take
appropriate decisions allowing them to maximise their control over their lives? Lastly,
does the exploration of major life changing decisions really matter to patients, their
families or health providers? Thus, how people take life changing decisions and what

factors influence their particular decisions, requires proper understanding.

The lack of knowledge in this area suggests a new research possibility. Along with
both follow up and prospective research techniques, exploratory retrospective
research methodology is essential to understand the magnitude of the influence of
chronic diseases on life changing decisions. This critical analysis of the literature

points to a completely new dimension to health-related outcome research and
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encompassing this concept might change the way researchers evaluate HRQoL. There
is clearly a need for a new multidisciplinary comprehensive research and measuring
techniques to capture fundamental information for further conceptualisation, to
determine the definition of health-related major life changing decisions, to assess the
feasibility of its measurement as a new dimension and to determine its possible

implications on patients’ lives and the healthcare resources.
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Aims

AIMS AND OBJECTIVES OF THE STUDY

To identify the influence of chronic diseases on major life changing decisions.

To develop a standardised questionnaire to capture information related to

health-related major life changing decisions.

Objectives

To create a standard definition of health-related “Major Life Changing
Decisions” for future research.

To investigate the level and the type of affected MLCDs between different
chronic disease areas.

To identify key factors influencing major life changing decisions and its
correlation with the disease.

To determine the link between gender and type of influenced MLCDs

To identify correlation between patients’ age and the number of MLCDs
affected.

To evaluate the psychometric properties of the newly developed instrument
such as content validity, factor analysis and practicality.

To define the possible use of this newly developed tool.

To develop strategies for patients to facilitate better life decision-making.

To record patients’ feedback about the study
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CHAPTER 2

Study rationale and methodological
framework
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INTRODUCTION

This was a cross-sectional prospective study and was carried out to investigate the
influence of chronic diseases on major life changing decisions. Data was generated by
asking patients to record the impact of their disease over the course of their life. This
chapter provides detailed information related to study rationale, objectives, ethical
considerations, inclusion and exclusion criteria, study design and data processing

techniques, and analysis.

STUDY RATIONALE

Chronic diseases such as psoriasis, eczema, heart failure, rheumatoid arthritis, chronic
obstructive pulmonary disease (COPD), chronic kidney disease (CKD), cystic fibrosis
(CF) and diabetes are very common chronic conditions which may affect patients
over many years and cause serious impacts on their HRQoL. Chronic skin conditions
not only affect a considerable portion of the population but also have strong financial
implications (Phillips and Dover 1991, Finlay 1992; Poon et al. 1999; Parsad et al.
2003; Stern et al. 2004; Schafer 2006). Psychologically, physically and socially, skin
disorders are very debilitating and may cause serious QoL impairment, disability and
handicap. Similarly, other common chronic diseases, such as rheumatoid arthritis
(Katz 1995), osteoarthritis (de-Bock et al. 1995), hypertension (Wei et al. 2005),
congestive heart failure (Carels 2004), angina (Melsop et al. 2003), asthma (Meszaros
et al. 2003) and COPD (Garrido et al. 2006), CKD (Perlman et al. 2005), CF (de-Jong
et al. 1997) and diabetes (Rubin 2000) also have a severe impact on patients’ lives.
The severity of impact related to different QoL domains may vary from disease to
disease. For example, in patients with arthritis physical functioning is the most
obviously affected area. Several research surveys have been carried out to assess the
impacts of chronic diseases on QoL. However, these studies have not addressed the

long term impact of chronic disorders on critical life decisions taken by patients.

The concept of life changing decisions has been discussed in the field of psychology
as “crystallisation of desire and crystallisation of discontent” (Bauer et al. 2005) and
in neuroeconomics as intertemporal choices (Berns et al. 2007). However, this
concept has never been studied from the perspective of health, illness and patients.

Despite the current impact of disease on patients’ lives being assessed in details, from
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several studies it is only possible to form a vague idea of how the resulting impaired

QoL might influence major life changing decisions.

Decisions about the most important issues in life, particularly, marriage or
relationships, divorce or separation, having a child, higher education, job and career,
change of profession or early retirement, relocating to another city or country, are not
easy. Even for a completely healthy person, such decisions are often difficult to make
and people often seek advice from relatives, friends and professionals. This common
human behaviour generates another important question: how do people with chronic
disease take such decisions? One could easily imagine that the nature and duration of
chronic disease may influence patients’ life changing decisions and prevent them
from achieving their desired objectives and goals. For example, occupational
limitations resulting from psoriasis may have a negative influence on choice of career
or profession; genetic concern about psoriasis may change a patient’s approach
towards having a child in the future. The visibility of psoriasis, acne and vitiligo may
prevent younger patients’ from pursuing higher education, relationships and the type
of work they might have wanted to select as a career. Rheumatoid arthritis and
osteoarthritis have severe impacts on patients’ physical activities. Patients might take
early retirement and some possibilities such as moving house or shifting to another
country may no longer be an option because of the disease. Asthma, chronic
obstructive pulmonary disease, hypertension and renal disease could restrict patients’
options of job opportunities. The effects of the disease on daily living and the need
for constant care might disturb a patient’s marriage or a patient might decide not to
engage in any relationship. Therefore, the long-term nature of debilitating disorders
and resulting psychological, physical, social and financial impacts may change
patients’ thinking and approach towards life and force them to adjust their life

objectives according to their health and resulting circumstances.

It is clear from the above that making decisions about important issues in life, while at
the same time living with chronic disorders, is a very difficult task. However, this
aspect of the lives of patients and the magnitude of the impact of chronic diseases on
life decisions has not yet been studied. But, from the practical experience in the
routine clinics, it has been observed on many occasions that patients had taken

different life decisions only because of their chronic skin condition. Based on
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observation a question posed: “can chronic diseases influence major life changing
decisions?”” Following an in-depth critical review of the literature, we have concluded
that there is an evident gap in research in this area. A comprehensive study will
therefore be carried out in order to identify the health-related life decisions issues that
affect patients over time to inform the development of a questionnaire for assessment
of such phenomenon. In addition, to develop strategies to meet patients’ decision

support needs and to contribute to a better health outcome.

METHODOLOGICAL FRAMEWORK

Study population

This study was a cross-sectional prospective study of patients who were treated at the
University Hospital of Wales (UHW), Cardiff and University Hospital Llandough,
Llandough (Cardiff and Vale NHS Trust) with chronic diseases (dermatology,
cardiology, rheumatology, nephrology, diabetes and respiratory disorders) aged 16
years or above for >1 year. Young patients (16 to 20 years) were specifically
recruited because at this age, young people normally try to set their life goals and
objectives for the future. For example, they might set their education targets and work

hard to achieve professional qualifications to enter into a specific career.

Inclusion criteria

e Patients suffering from chronic disease (dermatological, cardio-vascular,
rheumatologic, renal, diabetes or respiratory) for more than one year

e Patients aged 16 years or above

e Male or female

e Belong to any ethnic group

e Patients who can read and write in English

e Agree to protect the confidentiality of other focus group participants

e Are willing to share personal experiences in a tape recorded interview or
group discussion

Exclusion criteria

e Patients with comorbidity

e Patients under 16 years of age
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e Patients who have been suffering from chronic disease (dermatological,
cardio-vascular, rheumatologic, renal, diabetes or respiratory) for less than
one year

e Patients unable to read and/or write in English or who have special

communication needs

e Patients who have disability from any other cause (physical or mental)

Ethical considerations

Due to the large scale of this project, to optimise the study results, to aid the smooth
running of the project, to ensure good coordination among participating specialties
and to minimise the cost and time, long and thoughtful consideration were given to
the research plan before seeking ethical approval. Only one application for ethical
permission was filed covering all study stages in order to increase the efficiency of
the study and to aid its smooth running. Ethical permission to conduct this study was
obtained from the South East Wales Research Ethics Committee in 2 June 2008
(Appendix 1). Permission was also obtained from UHW Research and Development
(R&D) department on 18 June 2008 (Appendix 2). Appropriate information about the
study and patients rights was given to all identified patients using a ‘“Patient
Information Sheet”. Approved consent forms were used to record participants’
consent. Participants who took part in focus group discussions were specifically asked
to agree to protect the confidentiality of other focus group participants. Every patient
was allotted a “code number” for identification. Records of the digital recording of
individual interviews/focus groups and written postal replies were kept in a secure
place in the Department of Dermatology, University Hospital of Wales. Data were
transferred to a Cardiff University secured computer without any personal details for
analysis. Access to the Cardiff University computer is protected and only the

participating researchers have the access to the data collected from study participants:

Study Design

This cross-sectional prospective study was carefully designed before its
commencement in order to capture the most appropriate information to its maximum
capacity in the allocated time frame. This study was carried out in the following five

stages (Figure 2.1).
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Figure 2.1: Study Flow Chart
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Stage 1: Conceptualisation and item generation

Stage 2: Item reduction and development of the first version of a new tool
Stage 3: Content validity and development of a revised version of the tool
Stage 4: Factor analysis and development of the final version

Stage S: Formation of strategies for appropriate decision taking

Stage 1: Conceptualisation and item generation

Initial data was collected through (a) a postal questionnaire survey (b) individual
interviews and (c) focus groups discussion to identify the influence of chronic
diseases on major life changing decisions. A working definition of “Health-Related
Major Life Changing Decisions” (HRMLCDs) was formulated during this stage.
After collection of all the data from the postal survey, the individual interviews and
the focus group meetings, main themes and categories were identified using
qualitative analysis. This information was used for the development of a generic
major life changing decision questionnaire “Major Life Changing Decisions Profile”
(MLCDP).

Stage 2: Item reduction and development of the first version of a new tool

The items generated in Stage 1 were analysed using qualitative techniques to reduce
them to the core items identified by the participants and yet retain population and
gender specific items. After qualitative analysis, in three lengthy brain storming
sessions, appropriate taxonomy and rephrasing of items were used to fit categories or
domains. Standard scientific techniques in terms of language, reading age and item

length were applied for the developmental version of the new tool MLCDP (version
1).

Stage 3: Content validity and development of revised version of the tool

This stage was important to examine the new measure for its focus and emphasis for
the intended population using a panel of judges consisting of consultant physicians
and nurses from different disciplines. The panel rated each item for its language
clarity, completeness, relevance and scaling. Agreement among the panel members
was statistically measured using interclass correlation and kappa coefficient. The
suggested changes by the panel were implemented to produce the revised version of

the new tool MLCDP (version 1a).
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Stage 4: Factor analysis and development of the final version

The purpose of this exercise was further validation of the new tool seeking
confirmation of the breadth and depth of the allocated domains through the
application of the statistical technique of factor analysis. 210 patients (30 from each
of the 7 medical specialities) were recruited and were asked to complete the revised
(MLCDP- version 1a) tool. Internal consistency reliability of items within a factor
were also tested using the reliability coefficient, namely Cronbach’s coefficient alpha.
Face value and practicality of the new tool was also measured by using a separate
questions sheet, mainly recording patients’ views on different aspects of the new tool.
The end result of this phase was the final version of the new tool MLCDP (version 2)
which will be examined for its other psychometric properties such as clinical validity,

reliability and responsiveness in future work.

Stage 5: Formation of strategies for appropriate decision taking

Data collected from patients at stage 1 and stage 4 were meticulously scrutinized in
detail for the creation of strategies to help patients develop more appropriate long-
term decision taking, hopefully allowing patients to develop their full and appropriate
potentials in life. The information gathered through the newly developed tool may
further inform clinicians, care teams and policy makers in their planning over how to
deliver care, how to plan resources and how to develop strategies for patients to
minimise the impact of chronic disease on major life changing decisions. Correct
strategies would enable patients to make optimal decisions. Data collected during the
stage 4 was used to create a more universally acceptable definition of “Health-Related
Major Life Changing Decisions” (HRMLCDs).

Data collection techniques

At the study design stage, in addition to dermatology six other major specialities
(nephrology, cardiology, cystic fibrosis services, respiratory medicine, diabetes clinic
and rheumatology) were selected in order to capture a broad range of information
from patients who were suffering from different types of the most prevalent chronic

conditions. Specialities such as dermatology, cardiology and rheumatology cover a
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number of different chronic conditions. A consultant physician in each speciality was

contacted and invited to take part in this study.

The study protocol with speciality specific sections was presented to all collaborators
for their consideration and to seek their cooperation. After ethical approval was given
by the South East Wales Research Ethics Committee, participating consultant
physicians were invited for detailed briefing about the methods of each stage of the
study and the step by step role of each member. The name “MLCD-study group” was
given to this research collaboration. Several MLCD-study group meetings were
carried out for research updates, particularly about patient recruitment, publications,

study time frame and the smooth running of this large project in general.

Initial data was collected through (a) postal survey (b) individual interviews and (c)

focus group discussions.

Postal survey

A total of 600 patients suffering from chronic diseases (i.e. cardio-vascular,
rheumatology, cystic fibrosis, chronic obstructive pulmonary disease, diabetes and
chronic kidney disease) for more than one year and who fulfilled the study
inclusion/exclusion criteria, were invited to complete the postal survey (100 patients
from each medical speciality). Patients suffering from chronic obstructive pulmonary
disease (COPD), cystic fibrosis (CF) and diabetes were recruited from University
Hospital Llandough, Llandough (Cardiff and Vale NHS Trust). Patient selection for
each disease area was carried out by the responsible consultant physician and then a
list of eligible patients was compiled for assigning identification code. A proforma
was used (Appendix 3) to keep a record tracking all the posted survey packs and
reminder responses. For example, the date of posting, date of response received and
date of first reminder to non-responders. Survey packs were posted to patients who
fulfilled the study inclusion/exclusion criteria with a covering letter signed by the
responsible consultant physician caring for the patient. Patients were asked to read
and try to understand the participant information sheet, sign the consent form,
complete the requested sections and return them in the enclosed pre-paid self
addressed envelope (Appendix A). One follow up request (Appendix B) was carried

out to improve the response rate.
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The postal questionnaire survey pack consisted of four sections, and this was sent to
all identified patients accompanied by a covering letter from respective consultant
physician (Appendix C): each pack consisted of four sections: Section 1 consisted of
the general “Participant Information Sheet” (Appendix D), which provided
information about the purpose and the procedure of the study, recording, storage of
data, data protection and anonymity of personal information. Patients were informed
about their rights in this information sheet, emphasising that they had no obligation to
take part, and could withdraw at any stage. Contact details with a several telephone
numbers were specified in the participant’s information sheet for any queries. Section
2 consisted of the “Participant Consent Form” (for postal survey) (Appendix E).
Section 3 consisted of the “Participant Personal Details” sheet and was used for
demographic data collection (Appendix F), such as age, gender, education,
occupation, marital status and disease duration, Section 4 consisted of an
“Exploratory Qualitative Assessment Sheet” (Appendix G). In this section, patients
were asked to write down their experiences in response to one exploratory question
“Please write down any ways in which your long-term disease has had a major
influence on major life decisions”. In this section, examples of important life
decisions were given to participant’s such as marriage or relationship, divorce or
separation, having a child, higher education, job and career, change of profession or
early retirement, relocating to another city or country. Common themes were

identified from the returned responses and later were used for qualitative analysis.

Individual interviews

Fifty-five patients under the care of the Department of Dermatology, University
Hospital of Wales, were contacted for individual interviews. They all had been
suffering from chronic skin disease for more than one year and fulfilled the study
inclusion criteria. For individual interviews, patients were identified through the
hospital clinical record system (Patient Management System). The patients’ medical
records were thoroughly searched to ensure the eligibility of the selected patients.
Identified patients were contacted by the respective consultant physician directly in

the dermatology out-patient department or via post.
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Patients approached in the out-patient clinic were given an interview information
pack. Sufficient time was given to patients to read and understand the different
sections of the individual interview pack. A choice was given to patients who were
still interested in possibly participating either to take part in this study on the same
day or to later inform the researchers using the dedicated telephone numbers whether

or not they wished to participate.

For patients contacted by post, invitation letters with an information pack were sent
out to eligible patients two weeks prior to their expected out-patient appointment so
they would carefully read and understand the participant information sheet. The
patients were asked to inform the researchers using the dedicated telephone numbers
if they were willing to take part in the study or, alternatively, participants were asked
to complete and tear off the bottom part of the clinician’s invitation letter and send it
to the Department of Dermatology using a pre-paid self addressed envelope within

four working days.

Interviews were carried out in the Welsh Institute of Dermatology, in a dedicated
room either in the academic department or in the dermatology out-patient department.
Those who indicated their interest by telephone or post were later contacted to

schedule an interview at a convenient time for the patient.

Along with the clinicians’ invitation letter (Appendix H) each individual interview
pack consisted of 3 sections; Section 1, general “Participant Information Sheet”
(Appendix I), Section 2, “Patient Consent Form” (For individual interviews)
(Appendix J), Section 3, “Participant Personal Details” sheet (Appendix K). In-depth
one-to-one semi-structured interviews were carried out by Z U B and were recorded
using a digital recorder. A semi-structured checklist was designed for conducting the
individual interviews. After a brief introduction and obtaining informed written-
consent, the same open ended exploratory question which was used for the postal
survey was asked to the patients (i.e. Could you please share your experiences about
any ways in which your long-term disease has had a major influence on major life
decisions). Patients were given sufficient time to think about the life and reflect on
the ways they think their disease had influenced life decisions. Later, patients were
asked to consider more specific aspects of life such as marriage or relationship,

divorce or separation, having a child, higher education, job and career, change of
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profession or early retirement, relocating to another city or country and encouraged
by the interviewer to speak freely about their experiences. Patients were asked to give
examples in this more detailed discussion. Any new area reported by patients during
interview was later included in the remaining interviews. The same guideline was
used for all interviews. Digitally recorded interviews were downloaded later that day
to a secure dedicated computer. Verbatim word by word transcriptions of all the
interviews were carried out for in-depth qualitative analysis and to reduce interviewer
bias. At the end of the each interview two additional questions were asked in relation
to secondary objectives of this study: 1) How can we help patients to take appropriate
MLCD:s in a similar situation to you? 2) What do you think about this study?

Focus Groups

Twenty patients suffering from chronic skin disease for more than one year and
fulfilled the study inclusion/exclusion criteria were invited from the Department of
Dermatology, University Hospital of Wales to contribute to focus group discussions.
The patients were contacted by their respective consultant physician and the same
method for recruiting patients for individual interviews (described above) was used
for the focus groups. Patients were invited to attend focus group discussions in the
dermatology out-patient department either by post or at their visit to the dermatology
out-patient department. After confirmation, participants were informed at least two
weeks before about the venue (a specific allocated room in the Dermatology
Department, University Hospital of Wales), time and duration of a particular focus
group discussion. Dedicated telephone numbers were established so that participants
could inform the researchers directly if they were unable to attend a focus group

meeting.

Each focus group was organised in the same way and consisted of participants who .
were unknown to each other. A semi-structured checklist was used for each
discussion, which was developed from information revealed by the postal survey and
individual interviews experiences. Along with the clinicians’ invitation letter
(Appendix L) the patients’ focus group information pack consisted of four sections.
Section 1 consisted of the general “Participant Information Sheet” (Appendix M),
Section 2 consisted of a separate “Additional Information Sheet for Focus Groups”

(Appendix N). This section was completely different from the general participant
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information sheet and was created to provide more specific information about the
formation of focus groups and to explain the systematic procedure of conducting the
discussion. Section 3 consisted of “Participant Consent Form” (for focus group)
(Appendix P). Section 4 consisted of “Participant Personal Details” sheet (Appendix
Q). All focus groups discussions were moderated by Z U B and were recorded using a

digital recorder.

The initial plan was to contact 50 patients to form five focus groups with 10 patients
in each group. However, after completing two focus groups, it was clear that no new
information was being obtained and so further recruitment for the remaining three

focus groups was discontinued.

Researcher role as a moderator: The moderator’s role is crucial to the success of a
focus group meeting. It is important to understand that participants generate the data
and the moderator collects it. This basic understanding sets the tone of the role of a
moderator. During each focus group discussion, the moderator’s main role was
defined as follows (Krueger 1997):
e To create a relaxed environment
e To facilitate free and open discussion
e To maintain a focus on the topic areas (by skipping areas which have already
been covered and directing participants to new areas)
e To make sure all participants take part in the discussion
e To move things forward and provide a smooth transition from one topic area
to another
e To discourage direct conversation
e To demonstrate respect to every participant regardless of their social and

educational background

Discussion formation guide: The focus group discussions were structured (Morgan
1997). Participants were asked one question at a time, specific to the topic area
selected by the moderator. As part of a structured plan, the moderator directed
participants from general to more specific areas of the selected subject to facilitate
more appropriate and specific discussion. A similar structured plan was used for both

group discussions. During the discussion, participants were seated, facing each other
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around a round table to encourage all to freely take part in the discussion and respond
more easily to any comments from other participants. The “Funnelling question
technique” was used to direct discussion from general to more specific topics (Khan
and Manderson 1992; Morgan 1997). The following pattern suggested by Krueger
(1997) was used for opening the discussion: Welcome remarks; Overview of topic;

Guidelines or ground rules; and Opening question.

After a brief welcome and the moderator-participant’s self-introduction (Morgan
1997), the moderator opened the discussion by introducing a topic and by asking the
same open ended question used for the postal survey and for individual interviews.
The participants were asked “Could you please share your experiences about any
ways in which your long-term disease has had a major influence on major life
decisions”. After an initial response from all the participants, they were
systematically directed towards more specific aspects of life such as marriage or
relationship, divorce or separation, having a child, higher education, job and career,
change of profession or early retirement, relocating to another city or country. The
moderator did not ask any specific question to any participants. The moderator helped
participants to freely share their views, experiences, attitude, behaviour and any
influence of their skin condition on their lives. The patients were asked to share their
views one by one for recording purposes. All conversation was digitally recorded.
The moderator thanked all participants for their time and participation.

Setting: Focus group meetings were carried out in the Department of Dermatology,
University Hospital of Wales. The participants were reimbursed for their travel
expenses incurred attending a focus group meeting.

The complete lists of documents used in three qualitative methods are listed in Table
2.1.

Data processing and analysis

Verbatim transcriptions of the individual interviews and focus group meeting were
carried out from the digital recordings. These transcripts and those of the written
responses from the postal survey were saved on to a secure computer. NVivo 8
qualitative software was used for analysis. Data was examined line by line and

sentence by sentence.
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Table 2.1: List of sections related to each method used in this study

Method List of sections

Section 1: Participant Information Sheet

Postal questionnaire | Section 2: Participant Consent Form

survey pack Section 3: Participant Personal Details

Section 4: Exploratory Qualitative Assessment Sheet

Section 1: Participant Information Sheet
Individual interview | Section 2: Participant Consent Form
invitation pack Section 3: Participant Personal Details

Section 1: Participant Information Sheet

Focus group Section 2: Additional Information for Focus Groups
invitation pack Section 3: Participant Consent Form

Section 4: Participant Personal Details

The common themes were identified from the text, grouped into major life decisions
and later used to develop the first version of the new questionnaire MLCDP (version
1). Further confirmation of content validity of the initial version of MLCDP was
carried out by a group of experts (consultant physicians and nurses from different
disciplines). Agreement among the panel members was tested statistically using the
ICC and kappa coefficient technique. On the basis of this analysis and suggestions
from experts, changes were made to the MLCDP creating version la. Finally,
exploratory factor analysis was carried out. Internal consistency reliability of items
within a factor was also measured, using the Cronbach’s coefficient alpha to show the
relationship of each item within a factor. The applicability and practicality of the use
of this new tool was also assessed using a short 4-item questionnaire. The end result
of this phase was the creation of version 2 of the new tool MLCDP. SPSS 12 and 16

statistical software was used for all analysis.
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CHAPTER 3

Development of a new instrument for
measuring the impact of chronic
diseases on major life changing
decisions: Conceptualisation and
item generation

61



INTRODUCTION

Conceptualisation of MLCDs and item generation was the first stage of the study.
Due to lack of related information in the literature, detailed consideration was given
at this stage for better understanding. Several meetings of the research team were
carried out. The study question, methods, sample size, patient recruitment and data
processing were discussed with research collaborators in order to obtain maximum
information from patients. The detailed content analysis produced vital information
for the conceptualisation of a novel concept of health and MLCDs. On the basis of the
initial information, a working definition of “HRMLCDs” was formulated. Identified
themes from patients comments were later used for items generation in a way that

each item should represent each affected MLCD area reported by patients.

METHODS
Initial data collection

Initial data was gathered through (1) a postal questionnaire survey (2) individual
interviews and (3) focus groups discussion to identify the influence of chronic
diseases on major life changing decisions. The information obtained by these three
main qualitative techniques was qualitatively coded into nodes, major categories and
domains. Thereafter, it was analysed, summarised and quantified in the form of

numbers and percentages to provide statistical meaning to the data.

Data processing and analysis

After collecting the initial data using the above mentioned three main qualitative
techniques, the data were meticulously and systematically analysed word by word and
line by line using NVivo 8 qualitative software. Main emerging themes and categories
were carefully identified and grouped into main areas of patients’ reported and
affected life changing decisions. This information was later used for the development
of the initial version of a generic measure the “Major Life Changing Decisions
Profile” (MLCDP). At first, postal survey data were qualitatively analysed using
NVivo 8 qualitative software (described later in this chapter). In this “content
analysis” 38 affected “MLCDs themes” were identified and grouped into 14 “core
MLCDs categories”. These themes and core decision categories were later quantified

in terms of frequencies and percentages using SPSS 16 statistical software to ascertain
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the magnitude of the impact of chronic diseases on MLCDs. Initially, in-depth data
analysis was carried out separately for each individual speciality. The results were

then combined to produce overall collective survey results.

All interviews were recorded using a digital recorder (interviews (n=50) total
recording time=30 hours 52 min and 36 seconds, mean interviews duration=37.7
minutes, range=6.4 to 118.4 minutes). Word by word verbatim transcripts of the
individual interviews were carried out by Z U B. Data was qualitatively analysed
using the specific technique known as “content analysis” employing Nvivio8
qualitative software. Thirty-three affected “MLCDs themes” were identified and
grouped into 13 “core MLCD categories”. All identified themes and core categories
were quantified as frequencies and percentages using SPSS 16 statistical software to
determine the level of influence of chronic skin diseases on patients MLCDs. The
correlation between the patients’ age and the total number of influenced MLCDs

reported by patients was calculated using the Spearman correlation coefficient.

Both focus group discussions were recorded using a digital recorder (FG1=57
minutes, FG2=60 minutes. Word by word verbatim transcripts of the focus groups
were made from the digital recordings. Data were analysed using the specific
technique known as “content analysis” using NVivo 8 qualitative software. Nine
affected “MLCDs themes” were identified and grouped into 6 “core MLCD

categories”.

PROCEDURE

Postal survey: Participants were identified by the healthcare providers who were
taking part in this study as collaborating researchers (consultant physicians). A total
of 600 survey packs were posted or given to patients in the outpatient departments at
the University Hospital of Wales and the University Hospital Llandough, Cardiff
These patients were adult (age 16 and over) from six medical specialities (cardiology,
diabetes clinic, cystic fibrosis (CF) services, rheumatology, respiratory medicine and
nephrology) who had been suffering from a chronic disease for more than one year
(Table 3.1).
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Individual interviews: fifty-five patients suffering from chronic skin diseases were
identified through the hospital clinical record via the “Patient Management System
(PMS). Patients’ medical records were thoroughly searched to ensure that the strict
inclusion/exclusion criteria were met. Identified patients were contacted by the
clinician (dermatologist) either directly in the dermatology out-patient department or
via post. After obtaining informed written consent, one to one in-depth interviews

were carried out in the Welsh Institute of Dermatology, University Hospital of Wales,
Cardiff.

Table 3.1: Total number of survey packs (total=600) posted to patients from
each speciality

Participating medical speciality Number of survey
packs posted

Cardiovascular diseases 100
Rheumatology 100
Nephrology: Chronic Kidney Disease (CKD) 100
Diabetes 100

Cystic Fibrosis Services 100
Respiratory Medicine: Chronic Obstructive Pulmonary 100
Disease (COPD)

Focus groups: Twenty patients suffering from chronic skin diseases were identified
from the hospital clinical records via the “Patient Management System (PMS)”.
Patient’s medical records were thoroughly searched to ensure that the strict
inclusion/exclusion criteria were met. Identified patients were contacted either
directly in the dermatology out-patient department or via post. After obtaining
informed written consent, focus group discussions were carried out in the Welsh

Institute of Dermatology, University Hospital of Wales, Cardiff.

Sample size and response rate consideration: Postal surveys are normally received
as “cold” mail and because there has been no previous contact with the research team
people may not respond. This may ultimately result in a response rate as low as 20%
(Kelley et al. 2003). Similarly, the length, type and the nature of the survey may also
influence the response rate (Zelnio 1980). In this study, the response rate was >50 %
(n=310) (mean response rate= 51.6%, range= 36% to 61%), indicating a satisfactory

level of response from six participating medical specialities (n=600) (Table 3.2).

64



Reminders were sent out to non respondents with a personalised covering letter,

which also increased the response rate.

The general rule on sample size for interviews, for ensuring that all relevant
information is revealed, is that when no additional information is emerging from
subsequent interviews, then a sufficient sample size has been reached. Glaser and
Strauss (1967) discussed the concept of “data saturation point” in detail and refer

saturation as a point in data collection in which

“no additional data are being found whereby the (researcher) can develop
properties of the category. As he sees similar instances over and over again, the
researcher becomes empirically confident that a category is saturated...when one
category is saturated, nothing remains but to go on to new groups for data on other
categories, and attempt to saturate these categories also”. (p. 65)

This saturation point was reached at 28" interview when no new information was
emerging. Another 22 interviews were carried out which yielded no new information;

hence a satisfactory level of confidence had been achieved for initial data collection.

RESULTS

For the purpose of clarity the results will be presented in five parts: Part I, postal
survey; Part II, individual interviews; Part III, focus groups; Part IV, content analysis
and Part V, formation of definition of MLCD.

Part 1. Postal Survey
Demographic characteristics of the study participants

A total of 258 (83.2%) responses were evaluable. There were 145 (56.2%) male and
113 (43.8%) female participants with the mean age of 53.7 years (median=58 years;
range=18-92 years) (Table 3.3). of these 129 (50%) only had school education, 81
(31.4%) patients had college level and 48 (18.6%) had university education. More
than a half of the participants (n=145, 56.2%) were married, 53 (20.5%) were single
and 29 (11%) were divorced. In terms of employment status, 64 (24.8%) were
employed, 29 (11.2%) were unemployed, 50 (19.4 %) were retired and 105 (40.7%)
patients had retired early due to long term disease (Table 3.3).
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Patients had been suffering from one of 20 different chronic conditions. The overall
mean disease duration was 17 years (range 2 to 58 years). Participants from
cardiology had been suffering from heart failure (13), coronary artery diseases (11),
congenital heart problems (7), atrial fibrillation (3), cardiomyopathy (2), aortic
stenosis (2) and myocardial infarction (2). Participants from nephrology had been
suffering from chronic kidney diseases (CKD) (CKD Stage IV: 19, CKD Stage V: 3).
Participants from respiratory medicine had been suffering from COPD (38) and CF
(53). Forty participants were suffering from diabetes (diabetes type I: 12, diabetes
type 2: 38). In rheumatology there were 20 patients with rheumatoid arthritis, 15 with
ankylosing spondylitis, 7 with psoriatic arthritis, 4 with osteoarthritis, 3 with
polymaylgia rheumatica, 2 with systemic lupus erythematosus, 2 with Sjorgen's
syndrome, 1 with reflex sympathetic dystrophy and 1 with myositis (Table 3.4). The
mean age and mean disease duration of participants are listed by speciality in Table
3.5.

Results: 310 (51.6%) of 600 patients returned their survey packs. 46 (7.6%) patients
declined to take part and 6 (1%) patients had died (informed by relatives). 258
(83.2%) patients (male=145, female=113; mean age=53.7 years, range=18-92 years;
mean disease duration=17 years, range=2-58 years; Rheumatology=55, CF=53,
Diabetes=50, Cardiology=40, COPD=38, Chronic Kidney Disease=22) reported
whether their chronic disease had had any influence on MLCDs or not. 207 (80.2%)
patients reported their chronic disease had influenced at least one MLCD (core life
decisions areas affected=14; mean MLCDs affected=2.1, range=1-9) and 51 (19.7%)
patients reported no influence (Table 3.2).

The total numbers of affected core life decision areas with mean MLCDs are listed in
table 3.6 by individual medical specialty. The mean number (4.3) of affected MLCDs
was higher in CF patients then patients from any other speciality. As compared té
other specialities, nephrology patients reported influence on less core life decisions
areas (10) with a low mean (1.1) and a lower range of affected MLCDs (1-4).
Whereas, diabetes patients reported more affected core life decisions areas (13) than
patients from other specialities. A total of 119 patients reported influence on 1 to 2
MLCDs, 57 patients reported 3 to 4 and 13 patients reported influence on 6 MLCDs
(Figure 3.1). One patient reported influence on 9 MLCDs with an overall median of 2.
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Table 3.2: Postal survey response (%) by speciality

Participating Total survey Survey Declined Patients had Nature of responses and level of disease
medical speciality | packs posted or response died influence on MLCDs
given to patients rate (N=46, 7.6%) (informed by
relatives) Evaluable Influence on | No Influence
(N=600) (N=310, responses MLCDs on MLCDs
51.6%) (N=6, 1 %) (N=238, (N=207, (N=51,
83.2%) 80.2%) 19.7%)
Rheumatology 100 58 (58%) 3 (5%) - 55 (94.8%) 45 (82%) 10 (18%) 1
|
w
!
Cystic Fibrosis 100 61 (61%) 8 (13.1%) - 53 (86.8%) 50 (94.4%) 3 (5.6%) 1
Services (CF) ‘
Diabetes Clinic 100 60 (60%) 10 (16.6%) - 50 (83.3%) 37 (74%) 13 (26%)
Cardiology 100 46 (46%) 4 (8.6%) 2 (4.3%) 40 (86.9%) 28 (70%) 12 (30%)
Respiratory 100 49 (49%) 9(18.3%) 2 (4%) 38 (77.5%) 31 (81.5%) 7 (18.4%)
Medicine
(COPD)
Nephrology 100 36 (36%) 12 (33.3%) 2 (5.5%) 22 (61.1%) 16 (72.7%) 6 (27.3%)
(CKD)
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The MLCDs affected by chronic disease were related to early retirement (105,
40.6%), job (76, 29.4%), having children (64, 24.8%), career choice (58, 22.4%),
relationships (divorce, marriage, separation) (40, 15.5%), moving abroad (35, 13.5%),
education (32, 12.4%), housing (30, 11.6%), moving to another city (11, 4.2%), to
step down from professional body (3. 1.1%), to quit professional sports (3, 1.1%) and
major treatment decisions (dialysis, transplant, surgery) (3, 1.1%). Decisions related
to holidays and travelling abroad (39, 15.1%) and life style change (18, 6.9%) were
also regarded as life changing decisions by a considerable number of patients (Figure

3.2).

Table 3.3: Demographic characteristics of the study participants (n=258)

Variables Number (%)
Age (years)
Range 18-92
Median 58
Mean 53.7
Gender
Female 113 (43.8)
Male 145 (56.2)
Education
School 129 (50)
College 81 (31.4)
University 48 (18.6)
Marital status
Single 53 (20.5)
Married 145 (56.2)
Divorced 29 (11.2)
Separated 1(0.4)
Living with partner 8@3.1)
Widowed 22 (8.5)
Employment status
Employed 64 (24.8)
Unemployed 29 (11.2)
Retired 50 (19.4)
Early retirement 105 (40.7)
Part time employment 72.7)
Student 3(1.2)
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Table 3.4: Frequencies of disease states for the six study groups

Specialities/diseases N Percent
1. Cardiology

Heart Failure 13 5.0
Coronary Artery Disease (CAD) 11 43
Congenital Heart Problems 7 2.7
Atrial Fibrillation (AF) 3 1.2
Cardiomyopathy 2 8
Aortic Stenosis (AS) 2 8
Myocardial Infarction (MI) 2 .8
2. Nephrology

CKD IV 19 7.4
CKD V 3 1.2
3. Respiratory Medicine

COPD 38 14.7
4. Cystic Fibrosis (CF) 53 20.5
5. Diabetes

Diabetes Type 2 38 14.7
Diabetes Type 1 12 4.7
6. Rheumatology

Rheumatoid Arthritis 20 7.8
Ankylosing Spondylitis 15 5.8
Psoriatic Arthritis 7 2.7
Osteoarthritis 4 1.6
Polymyalgia Rheumatica 3 1.2
Systemic Lupus Erythematosus 2 8
Sjorgen's Syndrome 2 8
Reflex Sympathetic Dystrophy 1 A4
Myositis 1 4
Total 258 100.0

Table 3.5: Patients’ mean age and disease duration by medical speciality

Medical Speciality Number Patient Age Disease Duration
of (years) (years)
patients | Mean | Range | Mean | Range
Rheumatology 55 55.1 28-82 17.0 2-47
Diabetes Clinic 50 59.4 27-84 17.1 2-56
Cardiology 40 59.5 19-81 15.5 2-58
Respiratory CF 53 27.7 18-53 25.6 7-53
Medicine COPD 38 65.8 53-84 9.1 2-50
Nephrology 22 68.3 46-92 12.4 2-33
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range=2-47 years; Rheumatoid arthritis=20, Ankylosing spondylitis=15, Psoriatic
arthritis=7, Osteoarthritis=4, Polymyalgia rheumatica=3, Systemic lupus
erythematosus=2, Sjogren’s syndrome=2, Myositis=1, Reflex sympathetic
dystrophy=1) completed the study. 10 (18%) patients reported no influence while 45
(82%) patients reported influence on at least one MLCD (core life decisions areas
affected=12; mean MLCDs affected= 1.9, range=1-6). The reported MLCDs affected
by rheumatic disorders concerned early retirement (28, 50.9%), job (16, 29%), having
children (13, 23.6%), relationships (10, 18.1%), moving abroad (8, 14.5%), housing
(7, 12.7%), career choice (6, 10.9%), education (3, 5.4%), holidays and travelling
abroad (3, 5.4%), moving to another city (2, 3.6%) and life style change (1, 1.8). One
patient also described the decision to have surgery as a MLCD (Table 3.7).

Cystic Fibrosis (CF): Sixty-one (61%) patients returned the questionnaire of whom
53 (86.8%) (male=34, female=19) with mean age of 27.7 years (range=18-53 years)
and mean disease duration of 25.6 years (range= 7-53 years) reported influence of
their CF on MLCDs. Fifty (94.3%) patients reported influence on at least one MLCD
(core life decisions areas affected=12; mean MLCDs affected=4.3, range=1-9). Three
(5.6%) patients reported no influence and eight (13.1%) patients declined to take part
in the study. MLCDs affected by CF were having children (35, 66%), career choice
(31, 58.4%), job (31, 58.4%), education (24, 45.2%), relationships (19, 35.8%),
moving abroad (13, 24.5%), early retirement (12, 22.6%), housing (9, 16.9%), moving
to another city (3, 5.6%) and major treatment decisions (1, 1.8%) (Table 3.7).
Decisions related to holidays and travel abroad (12, 22.6%), and life style change (2,

3.7%) were also regarded as life changing.

Chronic Obstructive Pulmonary Disease (COPD): Forty-nine (49%) questionnaire
were returned of which 9 (18.3%) were not completed and 2 had deceased (informed
by relatives). The remaining 38 (77.5%) patients (male= 23, female= 15) with mean
age of 65.8 years (range= 53-84 years) and mean disease duration 9.1 years (range=2-
50 years) reported influence of their COPD on MLCD. Thirty-one (81.5%) patients
reported influence on at least one MLCD (core life decisions areas affected=11; mean
MLCD:s affected=1.3, range=1-6) and 7 (18.4%) patients reported no influence. The
MLCD:s affected by COPD were early retirement (20, 52.6%), job (8, 21%), housing
(3, 7.8%), career choice (2, 5.2%), moving abroad (2, 5.2%), to quit professional sport
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(2, 5.2%), decision to change life style (2, 5.2%), stand down from professional
bodies (1, 2.6%), moving to another city (1, 2.6%) and having children (1, 2.6%)
(Table 3.7). Nine (23.6%) patients reported decision about holidays and travelling
abroad as MLCD and this was the second most frequently reported area reported by
COPD patients.

Diabetes: Sixty (60%) patients returned their questionnaire of whom 10 (16.6%)
declined to take part, and therefore there were 50 (typel=12, type2=38; male=30,
female=20) with mean age of 59.4 years (range=27-84 years) and mean disease
duration of 17.1 years (range=2-56 years) evaluable patients. Thirty-seven (74%)
patients reported influence on at least one MLCD (core life decisions areas
affected=13; mean MLCDs affected=1.8, range=1-7) and 13 (26%) patients reported
no influence. The MLCDs affected by diabetes were early retirement (20, 40%),
career choice (13, 26%), job (12, 24%), decision to change life style (11, 22%),
having children (7, 14%), relationships (7, 14%), moving abroad (6, 12%), housing
(3, 6%), education (2, 4%), moving to another city (2, 4%), to stand down from
professional bodies (1, 2%) and to quite professional sports (1, 2%) (Table 3.7).
Decisions related to holidays and travelling abroad (7, 14%) were also regarded as life

changing.

Cardiovascular disorders: Forty-six (46%) patients returned their questionnaire of
whom 4 (8.6 %) declined to take part in the study and 2 (4.3%) had died as informed
by the relatives. Forty patients (male=27, female=13) with mean age of 59.5 years
(range=19-81 years) and mean disease duration of 15.5 years (range=2-58 years)
reported whether or not their disease had had any influence on MLCDs. Twenty-eight
(70%) patients reported that their disease influenced at least one MLCD (core life
decisions areas affected=12; mean MLCDs affected=1.6, range=1-8) and 12 (30%)
reported no influence. The reported MLCDs concerned early retirement (15, 37.5%);
having children (7, 17.5%), job (7, 17.5%), career choice (5, 12.5%), relationships (5,
12.5%), housing (4, 10%), moving abroad (4, 10%), education (3, 7.5%), moving to
another city (2, 5%), decision to change life style (2, 5%) and to stand down from a
professional body (1, 2.5%) (Table 3.7). Decisions related to holidays and travelling
abroad (6, 15%) were also regarded as MLCD:s.
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Chronic Kidney Disease (CKD): Thirty-six (36%) out of 100 patients returned their

questionnaire of whom 12 (33%) declined to take part in the study. The remaining 22

patients (male=13, female=9; mean age=68 years, range=46-92 years; CKD-IV=19,

CKD-V=3; mean disease duration=12 years, range=2-33 years) were evaluable.

Sixteen (78%) patients reported influence on at least one MLCD (core life decisions

areas affected=10, mean MLCDs affected=1.1, range=1-4) and 6 (27%) reported no
influence on MLCDs. The affected MLCDs were early retirement (10, 45.4%),
housing (4, 18.1%), job (2, 9%), moving abroad (2, 9%), relationships (1, 4.5%),
moving to another city (1, 4.5%), career choice (1, 4.5%), having children (1, 4.5%)
and major treatment decisions (1, 4.5%) (Table 3.7). 2 (9%) patients reported the

decisions to go for holiday and travelling abroad as MLCDs.

Table 3.7: Summary of MLCDs influenced by chronic diseases by the

six disease areas

MLCDs Rheum* | CF* | COPD* | DM* | Cardio* | CKD*
n=207 n=45 n=50 n=31 n=37 n=28 n=16

Early retirement v v v v v v
Job v v v v v
Having children v v v v v v
Career choice v v v v v v
Relationships v v x v v v
Holidays and travelling v v v v v v
abroad
Moving abroad v v v v v v
Education v v x v v x
Housing v v v v v v
Lifestyle change v v v v v x
Moving to another city v v v v v v
To stand down from
professional x x v v v x
body
To quit professional x x v v x x
sports
Major treatment decisions v v x x x v

*Rheum=Rheumatic disorders, CF=Cystic Fibrosis, COPD=Chronic Obstructive Pulmonary Disease,
DM=Diabetes Mellitus, Cardio=Cardiovascular disorders, CKD=Chronic Kidney Disease
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Table 3.8: Demographic characteristics of the study participants (n=50)

Variables Number (%)
Age (years)
Range 17-67
Median 44.5
Mean 423
Gender
Female 25 (50)
Male 25 (50)
Education
School 19 (38)
College 16 (32)
University 15 (30)
Marital status
Single 18 (36)
Married 17 (34)
Divorced 7(14)
Separated 2(4)
Living with partner 5(10)
Widowed 1(2)
Employment status
Employed 27 (54)
Unemployed 5(10)
Retired 1(2)
Early retirement 10 (20)
Part time employment 1(2)
Student 3(6)
Housewife 3(6)

MLCD:s influenced by skin disease

Of the 50, 45 (90%) patients reported the influence of their chronic skin disease on at
least one MLCD (core life decisions areas affected=13; mean MLCDs affected=5.5,
range=1-12) and 5 patients reported no influence. The affected MLCDs reported by
patients were related to career choice (33, 66%), job (29, 58%), relationships (26,
52%), education (22, 44%), moving abroad (16, 32%), having children (11, 22%),
early retirement (10, 20%), housing (7, 14%), moving to another city (6, 12%),
holidays and travelling abroad (5, 10%), decision to change life style (2, 4%) and to

quit professional sports (2, 4%). Several “lifestyle related decisions” were also
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Table 3.9: Demographic characteristics of the study participants

Patient demographics FG1 (n=4) FG2 (n=4)
Disease Psoriasis Eczema
Age

Range 34-65 26-54

Median 48 41.5

Mean 48.7 40.7
Gender

Male 3

Female 1 1
Education

School 3 2

College 1 -

University - 2
Marital status

Single 1 2

Married 3 2
Employment status

Employed 1 3

Unemployed 1 1

Retired 2 -

MLCDs influenced by skin diseases

Initially, five FGs (n=50, 10 patients in each group) were planned but due to
repetition and emergence of the same information, and difficulty in recruitment,
further recruitment was stopped after two FG meetings. The information obtained was
similar to the information gathered through the postal survey and the individual
interviews, and no new information was gained. The MLCDs reported as being
affected by patients during FG discussions were career choice, early retirement, job,
housing, holidays and travelling abroad and life style related decisions such as choice
of clothing, not to go swimming, and wearing make up. This provided reassurance
that no major themes were being overlooked and confirmed the rigour of the earlier

interview process.

Relationships between the patients’ age and their reported MLCDs

It was of interest to understand whether there was any link between the patients’ age
and their number of affected MLCDs. There was a wide scatter, but showed a trend

towards decreasing total number of influenced MLCDs with increasing age of the
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patients (Figure 3.6) and this was statistically significant (rs = -0.46, p=<0.001,
n=308). This suggests that younger patients need more help at an early stage of their
disease to take control over their MLCDs and lives. It is clear that most of the
MLCDs taken by patients are related to early life stages and many of these MLCDs
may not be relevant at a later stage of life, such as having children, career and job.

The total number of new MLCDs affected is therefore naturally less in older patients.

Figure 3.6: Scatter plot showing the relationship between patient age and the
total number of MLCDs affected as reported by patients (n=308)
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Patient age (17 to 92 years)

Comparison of MLCDs for gender

Postal survey: The percentage of male participants (145, 56.2%) was slightly higher
than females (113, 43.8%). Chronic disease influences on MLCDs related to career
choice and early retirement were reported more frequently by male patients and

influences on the decision to have children was reported more frequently by female
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also important practical considerations for selecting a specific information gathering
strategy. The reasons why only dermatology patients were recruited for individual

interviews and focus group discussions were as follows:

e Dermatology was the leading medical speciality for this study. Also,
dermatology patients often have chronic disease, allowing recruitment of
appropriate patients in whom MLCDs were likely to have been affected by

disease.
e Ready access to dermatology patients and hence easier recruitment.

e Availability of appropriate facilities for conducting interviews and group

discussions in the Department of Dermatology.

e The Dermatology Department agreed to share patient expenses with the
Centre for Socioeconomic Research, School of Pharmacy, as this study was

jointly supervised between these two units.

It was decided at the protocol stage that only dermatology patients would be recruited

for individual interviews and for focus group discussion.

Factors influencing MLCDs

Of the 258 evaluable replies, 207 (80.2%) patients reported an influence of their
chronic disease on various MLCDs. The patients also reported various “factors”
correlated to their chronic disease that had influenced their MLCDs and explained
why they took MLCDs differently.

Twenty-five factors influencing MLCDs were identified. Ill health and severity of
disease, reported by 71% of respondents, frequent hospital visits and treatment
(30.4%), physical disability (30.4%) and stress, fear and anxiety (29.9%) were the
most frequently reported factors (Figure 3.9). Life expectancy (1.4%), discrimination
(1.4%) and job insecurity (0.9%) were the least frequently reported disease associated
factors that influenced patients” MLCDs. Details of all factors influencing MLCDs

are shown in Table 3.10.
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