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MOTHERS’ COPING IN CHRONIC CHILDHOOD ILLNESS:THE EFFECT OF PRE OR POST SYMPTOMATIC DIAGNOSIS

Abstract

This study investigated views of two groups of mothers whose children had vesicoureteric reflux, to determine whether time of diagnosis influenced mothers’ coping.  Vesicoureteric reflux is a chronic, congenital, asymptomatic condition which combined with urinary tract infection can result in reflux nephropathy, contributing to 20% of kidney transplants.  Unfortunately, vesicoureteric reflux is not usually diagnosed until after proven urinary tract infection by which time reflux nephropathy has often developed.  However, recent research (the familial ureteric reflux study) identified for the first time, vesicoureteric reflux in a cohort of new-borns investigated because of family history.  Early detection and prompt treatment of urinary tract infection in the presence of vesicoureteric reflux may significantly reduce the development of reflux nephropathy.  Nevertheless, this requires extreme vigilance by mothers who are usually the primary carers.

Therefore, the study reported here grew out of the first author’s clinical practice and research experience on the familial ureteric reflux study.  The conceptual model was the Trajectory Framework.  As mothers’ experiences and perceptions were the focus, a qualitative design using semi-structured, in-depth interviews was used.  After obtaining ethical approval, mothers of fifteen children with vesicoureteric reflux diagnosed pre-symptomatically (i.e.after participation in the familial ureteric reflux study) and mothers of fourteen children with vesicoureteric reflux diagnosed post symptomatically were selected using a theoretical sampling matrix.  All mothers gave informed consent and interviews were taped, transcribed and analysed using the ‘Framework’ technique.  

Findings for both groups fall into three discrete phases: the pre-diagnostic, diagnostic and post-diagnostic.  Analysis showed that mothers in the post symptomatic diagnosis group experienced most problems in coping, particularly because of difficulty engaging medical intervention in the pre-diagnostic phase.  Generally, mothers in the pre-symptomatic group coped well apart from those who themselves had vesicoureteric reflux and/or reflux nephropathy who expressed guilt about their child inheriting the condition and consequently difficulty coping.
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BACKGROUND TO THE STUDY
The clinical problem

Vesicoureteric reflux (VUR), the retrograde flow of urine from the bladder into one or both ureters is congenital and asymptomatic.  In the presence of VUR a urinary tract infection (UTI) can induce reflux nephropathy (RN) accounting for approximately 20% of all renal transplants (Rolleston et.al. 1970, Scott & Stansfield 1968, Smellie et.al.1994).  Currently, the preferred investigation for VUR is a Micturating Cystogram (MCG) but because of its invasive nature this x-ray is only performed following a proven UTI which occurs in 9% of those under seven years (Scott, 1996).  However, UTI may be asymptomatic or present with non-specific symptoms (Royal College of Physicians, 1991) and therefore difficult to diagnose.  The reported prevalence of VUR in children is 1% (Scott et.al.1997) although it is found in 35% of children investigated following UTI and its optimum management includes early diagnosis combined with rigorous urinary surveillance and prompt treatment of UTI to minimise or prevent RN development (Verrier Jones 1997).  The primary responsibility for managing children with VUR lies with parents, in particular mothers.  They must be alert to the possibility of their child having a UTI and able to articulate concerns about early symptoms to their local doctor so that prompt detection and treatment of UTI can be initiated.

The psychosocial problem in chronic childhood illness

Thirty one percent of children are affected by chronic conditions (Newacheck & Taylor 1992) with families increasingly becoming the primary care givers (Stewart et.al.1994) although in practice mothers provide most care (Oakley1976, Finch & Groves 1983, Eiser1994).  Many psychological, sociological and nursing studies focus on the issue of living with chronic illness in the family, though we have identified none relating to parental coping with a child’s VUR or RN.  

Cohen & Lazarus (1979) suggest that coping is distinguished by mobilising effort and confronting resources while (Lazarus & Folkman 1984) define coping as the cognitive and behavioural effort that individuals use to manage specific external and/or internal demands in stressful situations.  Conrad (1990) identified a number of broad themes around which research into chronic illness experience has focused, including: uncertainty; the impact on life biography and the need for reconstitution of the self; the problem of managing the condition and its treatment and the impact of the condition on the family.  Below we briefly review these four areas.

The problem of uncertainty

Uncertainty, a cognitive state created when an event cannot be adequately defined or categorised, is a major factor influencing expectations about treatment and prognosis (Hilton 1992) and invades all stages of the condition.  Diagnosis of a chronic illness may take a long time, either because of the vagueness of early symptoms (Reid et.al.1991, Ray & Ritchie, 1993) or as a result of medical scepticism (Burton1975, Cohen 1997).  Prolonged diagnostic uncertainty may lead to ambiguity that is only resolved by receiving the diagnosis, which may consequently be welcomed rather than rejected. (Bury1982).  According to Mishel (1983), however, the diagnosis, by bringing to an end one set of uncertainties may at the same time create another; uncertainty may therefore become ‘a major perceptual variable’ that impedes those affected in their psychological management of the condition.  Cohen (1997) in developing Mishel’s work identified chronically ill children as a ‘medically fragile population’ whose future quality of life is unpredictable and whose parents experience the resulting uncertainty.

Reconstitution of self and life biography

Williams (1984) suggests that the sense of meaning and order which individuals normally experience is thrown into disarray by the onset of chronic illness.  This is only restored coherently by the individual reconstructing the ‘biographical narrative’.  Tavriger (1966) and Scambler & Hopkins (1990) reported that parents of children with epilepsy had attempted to recreate order in their lives by developing their own theories of its aetiology, for example that the convulsions had been triggered by trauma or prolonged stress.  Charmaz (1983) observed that self and identity are further demeaned by discrediting definitions of self from medical personnel while Burton (1975) investigating the problems faced by families coping with cystic fibrosis, found that general and especially medical-scepticism often undermined parents’ self confidence.

Managing the condition and its impact upon the family

The burden of care for families coping with chronic illness stretches over a long period of time which significantly affects quality of life (Jacoby 1992, Baker et. al. 1997) and a number of authors conclude that this places strain on the family’s physical, financial and emotional resources (Gallo 1991, Swallow & Thompson 1992, Williams et.al. 1993, Ray & Ritchie, 1993, Stewart et. al. 1994 & Gibson 1995).  Indeed, Ventners (1981) identified: increased communication problems; exacerbation of existing relationship problems; disorganisation of family routines with increased social isolation and suggested that these problems could be common to all chronic conditions.  More recently, Barlow et.al. (1998) found that parents were forced to divide their attention between disabled and non-disabled children so that maintaining balance in family life seemed to be a continual and significant source of stress.

‘Stage-based’ models of parental coping have been suggested (Kubler Ross 1969; Horowitz& Kaltreider 1980). however, Spinetta (1981) observed that coping is not a linear process but instead families face a series of ‘ups’ and ‘downs’, with many experiencing distress over a long period of time which is  exacerbated by unexpected events Wortman & Silver (1987).  Eiser, (1990; 1993) when considering the psychosocial impact of chronic disease on parents, welcomed the current emphasis on coping over traditional approaches focusing on families’ maladjustment.  She also emphasised the importance of integrating chronic illness research with clinical practice and welcomed the considerable progress in this area.  

Building on these findings, efforts to appreciate the variation in mothers’ adjustment to chronic illness uncovered some influential factors.  Among the risk factors identified were the child’s disease severity and functional status while stress perceptions, interpersonal factors and coping strategies were amongst the resistance factors linked to mothers’ functioning (Wallender et.al 1989).  Increasingly, researchers are seeking to understand how such factors can affect mothers’ health.  Many mothers display physical and psychological strain and an increased risk of health problems such as anxiety, depression, role-strain and loneliness (Havermanns & Eiser 1991, Patterson et.al.1992).  Wallender& Noojin (1995) using the disability-stress-coping model (Wallender et.al 1989) sought to increase insight into mothers’ situations by developing an ideographic understanding of maternal disability related stress.  This extensive study uncovered four general domains of concern for: the child; the family; the self and medical and legal issues.  

Gibson (1995) undertook a study to describe the process of empowerment in mothers and a major finding was how alone and isolated mothers were.  Consequently, empowerment was reconceptualised as a process in which frustration was a powerful force that permeated coping and was critical in helping the mother to discover reality.  Frustration was seen to evoke ongoing cycles of critical reflection which subsequently enabled mothers to take charge of the situation and then to hold on to their sense of power, even during changing circumstances.  The outcome of this process was participatory competence.  Gibson concluded that nursing interventions directed at facilitating a connection with others in similar circumstances will shed further light on the phenomenon of empowerment.
The familial ureteric reflux study and evolution of the current study.
The familial prevalence for VUR was first identified by Stephens et al. (1955).  Since then reports of sibling incidence have varied from 16% (Bredin et al. 1975) to 34% (Noe 1992) and those of offspring incidence up to 52%, but most studies involved highly selected populations where index cases have obvious RN.  Building upon such work, the familial ureteric reflux study (FURS) was conducted with the overall aim of identifying antenatally, from the mothers family medical history, an 'at risk' group of babies for new-born screening to exclude or diagnose VUR (Scott 1996, Scott et al. 1997).   24% of those screened were diagnosed with VUR and are currently being managed by careful urinary monitoring to minimise or prevent RN development.  An unexpected finding of FURS was that many mothers who already had a child with VUR/RN reported difficulty in coping with the consequences of the condition.  Many felt isolated in the carer’s role and were eager to gain more support and information about managing the condition.  This led to development of the study reported here.

THE STUDY

Aims of this study

To determine the effect of pre-symptomatic and post-symptomatic diagnosis of childhood VUR on mothers, in relation to their:

· Understanding of VUR

· Perceived needs for information and support

· Overall coping

The trajectory framework

The theoretical approach to the study was the trajectory framework, a conceptual model, built around the idea that chronic conditions have a variable course that changes over time, (Glaser & Strauss 1967} is inductively derived, and facilitates understanding of the problems associated with chronic illness.  Further refinement of the concept led to identification of several different phases through which chronic illnesses may pass and which could inform professional practice.  Each individual coming into contact with the condition: doctor; nurse; patient and relative has their own trajectory projection about how it should be shaped.  This is based on knowledge, experience, belief and hearsay (Thorne & Robinson 1988). Finally, Corbin & Strauss (1991) refer to the ‘trajectory scheme’ which is the plan designed to shape the illness course and control and manage symptoms; this can include medical, nursing and family caregiver management.

Selecting subjects using theoretical sampling

After obtaining ethical permission from the Local Research Ethics Committee, participants were selected from amongst mothers whose children with VUR were patients at one of four hospitals in the North of England.  A theoretical sampling matrix incorporating key variables including: pre and post symptomatic diagnosis; gender and birth order of the child and for the FURS group, the relationship of index case to the baby, was used.  Selected mothers were sent detailed written information about the study and offered further verbal information if required.  All mothers enrolled after giving informed consent.
The FURS group consisted of 14 mothers enrolled into the FURS study during early pregnancy because of a personal or family history of VUR and/or RN (the person in whom a positive history was confirmed was designated the ‘index case’) and whose new-born baby was diagnosed with VUR following an MCG.  The non-FURS group was made up of 15 mothers whose child’s VUR was detected in the normal way after symptom presentation.  

Data collection and analysis

The in-depth, semi structured interviews, based on a topic guide including issues such as mothers: knowledge of VUR; views and experiences of coping with VUR across the trajectory; perceived impact of the condition on family life and suggested improvements to the service, were conducted in mothers’ homes and lasted between one and two hours.  Each interview was tape recorded, transcribed and subjected to analysis using the Framework Technique (Ritchie & Spencer 1994) a manual content analytic method drawing on the constant comparative method proposed by Glaser and Strauss (1967).  This involved: familiarisation with the data; identification of recurrent themes to develop a framework for subsequent retrieval; systematic application of the framework to the data so that emergent patterns could be identified and placed in context; lifting the data from its original context and charting according to the thematic reference and finally, abstraction and interpretation which involved searching for patterns and connections and seeking explanations for these within the data.  At the abstraction stage the two data sets were compared to determine whether time of diagnosis influenced mother’s coping.  To ensure trustworthiness (Guba & Lincoln 1989, Koch 1994)), all data was first analysed independently by both authors and then compared before a consensus was reached.

FINDINGS

The most dominant emergent themes were: emotional coping; seeking understanding of the condition and the significance of relationships with health care professionals.  Below, we examine each of these themes as presented across the illness trajectory.
Pre diagnostic phase

When asked to recall their feelings in pregnancy about early testing of their babies for VUR, mothers’ responses were unreservedly positive:

“    brilliant idea to have the baby tested so early.”

However it emerged that most had not seriously considered the possibility that their baby might be found to have VUR:

“For all you put your child in the study...I’m sure at the back of your mind it sounds a very, very good idea, but positive diagnosis comes as a total surprise, I wasn’t prepared for that”

In contrast, the accounts of non-FURS mothers were usually characterised by initial anxiety about unexplained symptoms in their child and a period of uncertainty while they attempted to normalise the symptoms.  Eventually when symptoms no longer seemed plausible and perhaps because of the vague and confusing nature of early symptoms, mothers’ first approaches to health care professionals were often tentative.  It was notable that confidence in their personal parenting abilities was often undermined if health care professionals trivialised mothers’ early concerns about their child.  This often led to feelings of resentment and reduced confidence in the professional involved.

Mothers talked of ‘knowing instinctively something was wrong’ with their child, but poor support and their own failure to articulate early concerns, meant some, like this mother, making several approaches to professionals before being taken seriously:

“...I thought he had a problem for three or four years...  every time I took him to the doctor all I got was, ‘he’s got virus problems or sinus trouble’... I felt like a pest!”

“ In despair had a word with a third doctor...once again we were reassured that he was all right, I knew deep down he wasn’t”

Faced with such scepticism some, like this mother, resorted to pressure to engage medical intervention:

“ So I went in and made a scene to see Dr****, he could see how upset I was.  He said had anyone checked his urine so I said “no so he did and it was a urine infection... sent us to hospital where they said he’d got VUR and kidney damage”

Many non-FURS mothers attributed the severity of their child’s condition to their own failure to engage medical intervention sooner.  However, professionals who took mothers’ concerns seriously and communicated information at the appropriate level were highly valued.  This is not surprising, given that non-FURS mothers’ previous knowledge about UTI was fragmented and often gained from informal conversations or via the media.  information None of the FURS mothers knew that the condition could be inherited until approached about the FURS during pregnancy.  In fact, most index case mothers knew very little about their own medical history, other than that they had suffered a ‘kidney problem’ in childhood, several recalling a traumatic MCG or period of hospitalisation for surgical correction.

A good understanding of the investigative process was associated with the quality of written and verbal explanations.  Clear layout and relevant content of written material were highly valued, with particular significance attached to: a realistic estimate of the duration of tests; step-by-step information about the procedures using ‘non medical’ terms and a realistic estimate of the time they would wait for results.  Verbal explanations for the child (if appropriate) and themselves at the time of the MCG, were regarded as essential to understanding and coping.

Diagnostic phase

Feelings of shock and anxiety at the diagnosis were common, although for most FURS mothers these feelings were relatively short lived and quickly superseded by concerns about managing the condition.  Although disappointed at the result, all FURS mothers were at least pleased their baby’s VUR had been detected so early.

“ ...devastated, I cried and cried then was glad it was picked up and hopefully we can do something about it.” 

Nevertheless, some index case mothers described their feelings of guilt about their child having inherited VUR:

“…blamed myself…broke my heart... thought well it’s hereditary and I just felt so guilty.  I know it couldn’t be helped. I didn’t wish it on her but it still hurt me a lot.” 

Concern about the possibility of kidney dialysis or transplantation in the future was not an area we originally planned to investigate in this study, however, several comments arose incidentally in the interviews and revealed in non-FURS mothers deep-seated anxiety about this issue:

“I was devastated finding out you know, it’s a shock to hear that your child isn’t perfectly healthy...at the back of my mind I often worry about damage and dialysis.” 

While feeling vindicated by medical acknowledgement of the problem, most expressed feelings of shock, anger and fear at the diagnosis, often blaming themselves and/or health care professionals for failure to arrive at a diagnosis more quickly.  There was considerable tension expressed in their accounts:

“Worried to death about the scarring and where he got that from...we both talked about donating a kidney if necessary.” 

“Absolutely terrified he’d damage the remaining kidney...was horrified...we thought he’d die of kidney failure, you’ll think it stupid but we talked of selling the house to buy a dialysis machine.”
Even Non-FURS mothers whose children were diagnosed with unilateral VUR without RN recounted their feelings about this:

“I remember I  was devastated that he might damage his kidney...a major organ...I know he’s got two, but what if it’s [the one drained by a refluxing ureter] damaged badly, it will be my fault...what if something happens to the good kidney in an accident… worry about transplants and dialysis.” 

There was a general feeling amongst all the mothers that the way they were given the diagnosis had a direct influence on their ability to cope with its consequences.  FURS mothers either received the diagnosis at the time of the MCG and discussed the implications of this immediately, or received the diagnosis by telephone after the MCG and attended hospital several days later to see the paediatrician.  Those FURS mothers receiving the diagnosis on the day of the MCG appeared to have greater confidence in the professionals.  Although shocked by the news, they commented on the honesty and frankness of the doctor’s communication and believed that this helped them to gain trust in the health care team:

“He explained everything very well.  I was shocked but knew she [daughter] was going to get well cared for and felt reassured talking about everything straight away...talked to me as if I was a person not something from a conveyor belt...explained everything clearly and drew diagrams.  I could ask what I wanted.”

Those who received a diagnosis by telephone appeared less satisfied with the communication style, as this comment explains:

“I got to know by phone and didn’t understand much...it came over quite blasé, I don’t think they realise what a big thing it is for us…the waiting to hear was awful and I was so shocked by the news I couldn’t hear anything else said or think what to ask, so put the phone down with many questions still unanswered”

Some non-FURS mothers reported that they had never actually been given a diagnosis but had gradually acquired only a vague awareness of the nature of the problem which led some to suspect that they were being protected from something very serious:

“We didn’t actually know he had it until recently and he was tested three years ago.  The doctor kept telling us not to worry, he was very vague but we wanted to know the size of the problem wondering if they were protecting us from something terrible”

Several non-FURS mothers described the considerable effort they made to learn the result of the MCG, as this account describes explicitly:

“ They said I’d get the results in a week; after ten days I kept ringing, so worried, wanted to know when I could go in for the results, then I got a phone call telling me she had permanent damage to her kidneys and to make a hospital appointment for further information...I was very shocked... I certainly didn’t like being told by phone...most people aren’t told these things over the phone...they don’t ring up and say you’ve got cancer do they?”

Others reported receiving technical explanations of the diagnosis, which sometimes proved equally difficult to cope with:

“ ...Told me that he only had 62% function in one kidney and 22% in the other but not to worry.   He tried to explain but these figures kept coming in my mind, I couldn’t hear anything else!”

Mothers from both groups advocated being given a contact number of an experienced nurse, organisation or parent support group for further information at this worrying time.

Post-diagnostic phase

The theme of uncertainty emerging from the accounts of all non-FURS mothers and some FURS index case mothers during the first two phases became common to the accounts of all mothers in this phase.  Central to this theme were concerns about their own responsibility for preventing RN and uncertainty about their child’s future health.

All FURS mothers received initial information about the importance of urinary surveillance around the time of the diagnosis and initially were happy with this system although in practice surveillance proved quite difficult for some:

“ I don’t think I’d anticipated how often I’d end up taking samples and how twitched I was going to become about it.  I thought he would live his life without getting a UTI”

Most discussed the diagnosis with a close friend or relative, some finding that this mobilised a response from a wider network of acquaintances.  While some mothers found this support comforting, many found the information confusing, inaccurate and sometimes alarming.

One mother saw several doctors before receiving information she understood.

“He [the paediatrician] was brilliant, drew us a picture so we knew exactly where the problem was, it was a relief after he had done that drawing”

Some, like the mother quoted below, whose own VUR/RN went undetected until adulthood found the difficulties and uncertainty associated with regular surveillance so stressful that they eventually abandoned it:

“If there was only a way I could test the urine myself.  It’s like a sentence, I worry about it, get over one (sample ) then there’s another one to start worrying.”

Some mothers had with direct access to a hospital for emergency urine samples and found this extremely reassuring:

“I go straight to the hospital now with my samples, it cuts out so much of the stress and ‘not knowing’.”

In contrast, Non-FURS mothers received variable information about the importance of urinary surveillance.  Some received no explicit instructions at all about monitoring the child’s urine but as they achieved a greater understanding of the possibility risk of new scar development some decided for themselves to monitor samples regularly.

Limitations of the study

This study has presented a rich account of mothers’ views on coping with the diagnosis of VUR and/or RN, however, there are three main limitations to the study.  First, time constraints meant being unable to interview fathers and health care professionals.  Second, it was not possible to consider socio-economic variables such as mothers’ age, social class and educational background, all factors may have affected coping ability.  The third limitation relates to the status of the first author as ‘practitioner researcher’ which may have influenced participants’ responses.

Discussion of the main findings

Pre-diagnostic phase

Overall, FURS mothers appeared to cope well throughout this phase, in contrast, non-FURS mothers had considerable difficulty coping, those reporting the most difficulty being the ones who had little or no previous experience of communicating with health care professionals.  The recognition of early symptoms in their child led most mothers, initially, to try to normalise these symptoms, a finding consistent with previous studies (Bury 1982), Cohen1997, Gallo1991).  However, Canam (1993) reported that when symptoms persisted or recurred, the most common adaptive task was to seek support for their concerns from the GP or health visitor.  As reported by Burton (1975) and Cohen (1997), where mothers’ approaches to professionals were met with scepticism, as they often were, some were more likely to ‘withdraw’ from further contact with professionals until their child’s symptoms worsened considerably.  In the present study, however, as in Burton’s, mothers with previous experience of communicating with health care professionals were more likely to persist in their efforts to engage medical help.

Diagnostic phase

Receiving a positive diagnosis proved to be more distressing for FURS mothers than they had anticipated.  Several mothers reflected that although they believed themselves to be fully informed about the FURS, they had not seriously considered the possibility that their baby might actually have VUR on screening.  Index-case mothers were particularly distressed by the diagnosis, many experiencing feelings of guilt about the inherited nature of the condition.  Whether this is because screening during pregnancy and around the time of the birth is now widely accepted as routine and generally the outcome is normal so mothers expectations are that all screening will be normal (Clayton et al. 1995); because mother’s understanding of the risk of their baby inheriting VUR was not as good as they thought, or because the information given to FURS mothers was not explicit enough is uncertain.  In addition the problems associated with learning about an inherited disorder have been found to affect the way parents cope with a diagnosis of a chronic childhood illness (Wilson & Jungner 1968, Tizzano & Buchwald 1993, Olsen 1994) as the shock of the diagnosis may be compounded by feelings of guilt and anger, especially if one of the parents is implicated by a personal or family history of the condition.  This might help to explain why index-case mothers in the current study appeared to be especially distressed by the diagnosis

Non-FURS mothers were also distressed by the diagnosis although for some this was balanced by a certain relief at eventually having their early concerns vindicated.  This finding corresponds with those of Burton (1975) and Cohen (1997) who found that it could take a long time to arrive at a diagnosis although as observed by Cohen (1995) the resulting ‘biographical disruption’ often brought to an end one set of uncertainties while creating another.

The way the diagnosis was relayed was a source of much unsolicited comment from both groups, with a strong preference being stated for personal communication using a ‘lay person’s’ style and language.  Mothers, particularly non-FURS mothers, had difficulty assimilating all the information , the ability to understand the information appearing to influence the way they coped with the diagnosis.  This confirms the findings of a number of authors (Bartlett 1984, Freeling 1986; Hogbin & Fallowfield 1989) who also found that the way the information was relayed was an important factor in its acceptability to patients.  The diagnostic phase was the time when most mothers began to form trusting relationships with professionals.  Those inspiring most confidence being those who could explain the diagnosis in a way mothers understood.

Post-diagnostic phase

In line with Cohen’s observation (1995), a new set of problems was indeed created at diagnosis for non-FURS mothers who experienced considerable ‘biographical disruption’ associated with the difficulties of urinary surveillance, which many eventually abandoned.  Many identified a need for support from; other parents, a support organisation or a specialist nurse, believing that this would help them to cope better.  This is consistent with the findings of other authors (Walsh 1992, Hartman et al. 1992, Swallow & Thompson 1992) who identified the many benefits of parent support groups and specialist organisations in chronic conditions.  Mothers in the present study were also explicit about the type and form of information they required to help them to cope.  These findings confirm those of a number of authors with written information (Arthur 1995, Glasper & Burge 1992) being particularly advocated, but as a supplement, not a substitute, for verbal information (Hames et al. 1991).  

It is pertinent here to consider Cohen’s, hypothesis (1993) that the recent conceptualisation of the problem of uncertainty is an evolutionary process in response to biomedical advances in treatments.  Current VUR management is influenced by two biomedical advances: the shift from surgical to conservative management with its attendant need for urinary surveillance by parents; and the developing interest in the genetics of the condition with the associated problems of parental guilt.  In this study, the sustained uncertainty of coping with the condition was also evident in the accounts of mothers whose perception of the severity of their child’s condition was not consistent with that reported by the doctor, some holding irrational fears that the child’s condition would deteriorate and may lead to dialysis or transplantation.  This corresponds with the proposals by Lazarus & Folkman (1984) and Wallender (1989) that individuals’appraisal of the stress of the situation, rather than the objective measure of the stress, is important in determining response; and with Eiser’s hypothesis (1994) that mothers’ beliefs about the severity of the child’s condition will be more influential and predictive of their behaviour than medical indices of severity.

The issue of guilt about the child inheriting VUR was a major problem for index-case mothers and the one index case non-FURS mother..  They reported considerable difficulty in ‘coming to terms’ with the diagnosis as well as the practical problems of managing the condition.  This corresponds with findings from authors such as de Wet & Cywes (1985a; 1985b); Denayer et al. (1990) who identified guilt as a major cause of anxiety for affected mothers.

The development of the process of ‘participatory competence’ in mothers became evident during this phase.  The conceptualisation of empowerment that emerged from Gibson’s study of mothers of neurologically challenged children was distinct from that which was depicted in the previous literature, with Gibson observing how alone and isolated the mothers in her study were.  A pervasive finding of the current study and one entirely consistent with Gibson’s findings was the sense of frustration and isolation experienced initially by many mothers.

While non-FURS mothers continued to experience considerable practical difficulties over urinary surveillance, generally they came to terms with the diagnosis during this phase and no longer appeared to be particularly distressed by it.  However, some reported a long period of adjustment when they had adopted a range of coping strategies before accepting the diagnosis.  Some became more assertive in encounters with health care professionals and began to negotiate their child’s management.  This increasing self-confidence and assertiveness which they attributed to an improvement in their own understanding, often empowered mothers to ‘take charge’ and move towards ‘participatory competence’.

In conclusion, through the contrast between the needs of FURS and non-FURS mothers across the trajectory, the analysis highlights the particular difficulties non-FURS mothers encountered and that overall, FURS mothers appeared to cope better with the consequences of the condition than non-FURS mothers.  However, the issue of the guilt associated with children inheriting the disorder from mothers appeared to be a major factor impinging upon coping for mothers who were themselves affected.  Both groups identified a major need for improved information provision and support to assist coping with the sustained uncertainty of the condition.
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