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Figure 5.3  Age groups of the mothers of people with Angelman syndrome or
Prader-Willi syndrome at 31% December 2008

A majority of families (12/17) comprised a married/de facto couple and one or
more children. Two sets of parents were divorced and three people were single or
widowed. All but two of the respondents (one foster/adoptive mother, one group home

manager) were the natural parents of an individual with AS or PWS.

As can be seen in Table 5.3, there were a higher proportion of parents with a
tertiary qualification (59.4%) than was found in the general population of Western
Australia (49.8%) in the latter half of the 20" Century (Australian Bureau of Statistics,
2009b). In addition, the percentage of mothers in full-time or part-time employment
(76%) was greater than the numbers reported by others in mothers of people with IDD:
64% from Sweden (Olsson & Hwang, 2006), and 67% from Ireland (MacDonald, et al.,
2010).
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Table 5.4 Educational attainment and current employment of the parents of
people with AS or PWS

Mothers Fathers
n=17 n=15
Education:
Tertiary 9 10
Secondary 8 4
Primary 0
Employment:
Full-time 6 12
Part-time/casual 7 1
None 3
N/A or not recorded 1
54 Stressors (aA factors in the Double ABCX model)
54.1 Characteristics of people with AS or PWS (*a’ factor in the Double ABCX
model)
54.1.1 Care needs

The collated data indicated that individuals with AS required an average of 52.4
hours of direct care per week while people with PWS required an average of 19.4 hours
per week of direct care. The youngest children (<5 years: all with AS) were said to
require 70-97 hours care per week, and the slightly older children (5-10 years) 7.5-52.5
hours. Non-numerical answers to the direct care question included ‘constant vigilance’
and ‘nights/w’end, and if carers don’t attend’. On the other hand, some of the older
carers did not record any direct care information in the survey, yet referred in the
interview to changing nappies, feeding, showering, and dressing their offspring. These
discrepancies in the forms of answers provided made it impossible to obtain an
unambiguous general picture of the care needs of individuals with the disorders at
various life-stages. However, previous research has suggested that the time expended
caring for a child with IDD is considerably greater than that required for a typically-
developing child (Curran, et al., 2001), and the level of care needed by an older child or
adult with IDD is also high (McGrother, et al., 1996).

“Note: “24/7” was coded as 97 hours
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54.1.2 Clinical signs

Most of the diagnostic clinical features were exhibited by the majority of the
people with AS (Figure 5.4). However, very few could walk and many families
reported the absence of the typical Angelman facial features, or displayed tongue
thrusting behaviour. Among the nine persons for whom data were available, eight were
within a healthy weight range and one was overweight for their height.
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Figure 5.4  Frequency of clinical characteristics of Angelman syndrome (n = 11)

Specific features commonly exhibited by their offspring, such as an inability to
walk (8/11), a lack of speech (11/11), and the presence of epilepsy (7/11), are suggested
by other researchers as potential stressors for the family carers of individuals with AS
(Frey, et al., 1989; van den Borne, et al., 1999).

The major clinical features of PWS were reported to be present in most of the
five people within this group (Figure 5.5). One person was recorded as being treated
with growth hormone therapy, and was within the normal range of body weight for age
and height. The remaining three people with PWS for whom data were available were

either overweight or obese.
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Figure 5.5  Frequency of major clinical signs of Prader-Willi syndrome (n =5)

Among the minor clinical features of PWS, fat on trunk and thighs, and small
hands and feet were reported present in most of the participants. However, only one
person was considered to be short-statured compared with other members of the family,

and a single individual was reported to engage in skin-picking behaviour (Figure 5.6).

The specific features of PWS that have the potential to act as stressors for family
carers are: feeding difficulties and failure to thrive in infancy; weight gain leading to
obesity; the typical behavioural problems associated with the syndrome; and sleep
disturbances (Cotton & Richdale, 2006; Ho & Dimitropoulos, 2010). All of these traits
were reported to occur in three or more of the five people with PWS (Figure 5.5, Figure
5.6).
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Figure 5.6  Frequency of minor clinical signs of Prader-Willi syndrome (n =5)

54.1.3 Food-Related Problems Questionnaire

The total scores for the 11 people with AS (mean 29.3: range 12-40) were lower
on this scale compared to the total for the five people with PWS (mean 36.0: range 20-
53). The student t-test was not significant at the 0.01 level (t = -2.419, df (16), p =
0.028).

However, as can be seen in Figure 5.7, closer examination of the sub-scales
reveals that the relationships between the two groups are more complex than suggested

by a simple dichotomous comparison.
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Figure 5.7  Comparison of mean scores between the AS group (n = 11) and the
PWS group (n = 5) on sub-scales of the Food-Related Problems
Questionnaire

5.4.1.3.1 Preoccupation with food

This scale consists of three questions relating to a preoccupation with food with
a maximum possible score of 18. As the scale involves questions that depend largely
upon verbal ability, the mean score for the five people with PWS was higher (8.4: 1
N/A) than that of the AS (n = 11) group (2.6: 21 N/A), although it failed to reach
significance on the student t-test (p = 0.0414) when allowance was made for the non-

verbal individuals.

5.4.1.3.2 Impairment of satiety

The five questions in this scale refer to the lack of satiety, ‘feeling full’, often
found in people with PWS (maximum possible score = 30). Three of these questions
require verbal ability and two do not. The mean score for the PWS group was 14.8 and

that of the AS group was 9.6 (Figure 5.7), again non-significant (p = 0.075).
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5.4.1.3.3 Composite negative behaviour

This scale comprises three sub-scale scores, with a combined maximum possible
score of 48. The group of people with AS scored slightly higher on average than the
PWS group (18.0 and 12.8 respectively: p =319, n.s.). The biggest difference between
the two groups was on the ‘Eats inedible items’ sub-scale in which the AS mean was
more than double that of the people with PWS (Figure 5.7).

a) Takes/stores food
The first of the sub-scales consists of three questions relating to taking and storing food
and to the necessity of locking food away (maximum = 18). Although verbal ability is
not necessary, some degree of mobility and autonomy is required. Members of the AS
group scored slightly less than the PWS group (6.1 and 6.4 respectively: p = 0.931,
n.s.), possibly reflecting the reduced mobility of younger children with AS.

b) Eats inedible items
These two questions relate to eating non-food items and to eating unsuitable food such
as raw or frozen foodstuffs (maximum score = 12). It is possible that the difference in
the mean scores (AS = 4.9: PWS = 1.8: p = 0.120, n.s.) was due to the lower average
age of the AS group, as it is not unknown for younger children to eat inappropriate
substances.

c) Responds in inappropriate way
The final three questions involve negative responses to the denial of food, a delay at
mealtime and changes to the menu (maximum score = 18). As these are behavioural
responses, none of the items require verbal ability. On average the people with AS
scored slightly higher than those with PWS (7.5 and 4.6 respectively: p = 0.160, n.s.).
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5.4.2 Carer health (A factor in the Double ABCX model)

The three questions of this scale yield a maximum score of 12. Within the study
group the mean carer health score was 7.9. The data shown in Figure 5.9 suggest that
most respondents enjoyed good health (16/18) which had not deteriorated over the past
three years (15/18) and sometimes restricted their activities (17/18). Many (11/18)
considered that their health status was equivalent to or better than that of peers who

were not responsible for caring for a child or adult with an inherited disorder.
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Figure 5.8 Frequency of responses to individual Carer Health Items (n = 18)*

*Note: higher scores reflect poorer self-rated health status.

Although there was a slight trend towards better health ratings for the 11
mothers less than 50yr, the mean carer health scores did not differ significantly across
the age groups (Figure 5.10: t = -1.134, df (16), p = 0.274). The slight worsening of the
self-reported health among the seven older carers may be reflective of age-related

limitations, rather than indicative of physical strain caused by the caregiving role.
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Figure 5.9  Mean Carer Health scores compared by maternal age group (<50yr
=11: 50yr and over =7)

55 Resources and supports (bB factors of the Double ABCX model)

5.5.1 Services and activities utilized

Among the eight people with AS attending school, work, or a day centre, an
average of 17.1 hours per week was spent at that venue, compared to 25.9 hours for four
people with PWS. In addition, four people with PWS spent an average of 5.9 hours per
week engaged in leisure activities, and the equivalent time for those with AS (n = 5)
was 4.6 hours; possibly a reflection of the higher ages of the individuals with PWS.
Nine of fifteen families used respite care for periods ranging from one day outing per
week plus four nights per fortnight to two nights every six months. Use of respite
services for their affected offspring has been described previously as a ‘godsend’
(Caldwell, 2007), and many of the families in the present study were utilising the

services available in WA.
5.6 Perceptions (cC factors of the Double ABCX model)

5.6.1 Carer Satisfaction Survey

The mean satisfaction score across the six questions for the entire group of 18

respondents was 20.6 (maximum possible = 30), indicating that most parents felt
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satisfied in their role sometimes or often (Table 5.4). Almost all (17/18) carers reported
feeling pleasure when their offspring with AS or PWS felt pleasure, and that they
derived enjoyment from caring for their offspring (16/18), similar proportions to those
reported to feel positive about caring in a study from the Netherlands (Al-Janabi, et al.,
2010). There was less agreement on the item which asked if caring improved the
carer’s self-esteem: slightly more than half of the respondents (10/18) rated this item as

never or occasionally, while a third (6/18) replied often or always (Table 5.4).

Table 5.5 Number of responses to individual items of the Carer Satisfaction Scale

(n=18)
Never Occasionally Sometimes  Often  Always
(1 pt) (2 pts) (3 pts) (4pts) (5pts)
Gives a feeling of 1 2 5 4 6
satisfaction
Enjoy being with child 0 2 2 6 8
Feel closer to child 2 2 3 4
Improves self-esteem 6 4 2 5 1
Feel pleasure in child’s 0 1 0 5 12
pleasure
Adds meaning to life 4 3 4 3 4
5.7 Outcomes (xX factors of the Double ABCX model)
5.7.1 Family Stress and Coping Scale (quantitative)
57.1.1 Total scores

The scores on the Family Stress and Coping Interview were highly variable and
ranged from a low of 1 to a high of 64, with a mean of 38.2. Mothers caring for a
person with AS tended to report lower stress levels (mean 32.6 range 1-53) than those
caring for a person with PWS (mean 50.3: range 31-64). The student t-test was not
significant at the 0.01 level (t = -2.528, df (17), p = 0.022). It was not clear if this
tendency was related to the mean age difference between the individuals with AS and

those with PWS, or to real differences in the stress involved in the caring role.

There was a trend for stress ratings to be greater for the mothers caring for an
adult with AS or PWS when compared with the mothers of the other children’s age

groups (Figure 5.10). The very small number of individuals in each child age group
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meant that no statistical test could be conducted to test this trend. Mothers who were
50yr and greater (n = 7) scored higher overall stress ratings than mothers <50yr (n = 11)
(t =-3.302, df (16), p = 0.005). Among the older mothers and the mothers caring for an
adult, groups which largely overlap, transitions and future planning, including

guardianship issues, are hypothesised to be matters of importance both now and in the
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Figure 5.10 Mean scores on the Family Stress and Coping Interview compared
by child age group (<5yr = 3, 5-10yr = 4, 10-18yr = 4, 18yr’ = 5)

5.7.1.2 Individual item scores

A mean exceeding two was calculated for 12 items of the FSCI, as shown in
Figure 5.11. With the exception of the initial diagnosis, the carers of people with AS
reported lower mean stress levels for these items compared to the carers of people with
PWS. For many of the mothers of a child with AS, the relatively short time since

diagnosis may explain their higher stress levels with respect to this item.

There was a substantial differential between the mothers of the AS and PWS
groups regarding the issue of work placements or employment for their offspring: the
individuals with PWS were considerably older and had higher levels of intellectual
function than members of the AS group, and therefore were more likely to be looking

for supported or sheltered employment (Figure 5.11).
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Dealing with teachers and the education system was another area in which the
mothers of people with PWS experienced greater stress than the carers of people with
AS (Figure 5.11). Due to differences in cognitive functioning, individuals with PWS
tended to be integrated into the general education system, albeit with education support,
whereas those with AS mostly attended special schools and centres that could cater
more specifically for the child’s cognitive and verbal limitations, and behavioural

problems.
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Figure 5.11 Comparison between the mothers caring for a person with
Angelman syndrome (n = 11) and mothers caring for a person with Prader-
Willi syndrome (n = 8) for the high scoring FSCI items

The remaining 12 items from the FSCI garnered mean scores less than two
(Figure 5.12). Within this sub-set, the mothers of people with AS reported deciding on
the best level of integration for their child, and day-to-day assistance with care of their
child to be considerably more stressful than did the carers of individuals with PWS. By
comparison, dealing with their child’s sexuality was more stressful for the mothers of
people with PWS (Figure 5.12). These results appeared to principally reflect the

different life stages currently experienced by the participants.
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The least stressful situation for members of both groups was their feelings about
the cause of their child’s condition (Figure 5.12). Most of the mothers (12/17) were
fully aware of the genetic causality of these disorders, and were untroubled by any

feelings of guilt or distress.
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Figure 5.12 Comparison between the mothers caring for a person with
Angelman syndrome and mothers caring for a person with Prader-Willi
syndrome for the low scoring FSCI items

Very little mean stress was reported by the study group in dealing with legal
professionals. However, most carers (15/19) had not had this situation arise in relation

to their offspring with AS or PWS and therefore rated the stress as 0.

When the ratings were compared by mother’s age group, 11 items produced a
mean score of two or greater. In each of these 11 situations the eight mothers over 50
years old reported higher stress levels than their younger counterparts (n = 11). The
greatest discrepancies between the two age groups were shown in the areas of meeting
their spouse’s needs, maintaining personal friendships, and wills, trusts and
guardianship issues (Figure 5.13), all of which the mothers less than 50 years old found

either less difficult or irrelevant.
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Figure 5.13 Comparison between mothers <50yr (n = 11) and >50yr (n = 8) on
high scoring FSCI items

Within the 13 lower scoring items, the mothers less than 50yr reported slightly
higher stress levels in their feelings about the cause of the condition, dealing with the
medical profession, and in deciding on levels of integration (Figure 5.14). These issues
are likely to be more relevant among those with younger offspring. However, mothers
under the age of 50yr reported less stress than their older counterparts attached to
dealing with friends, family and neighbours, work placement and employment for their
offspring, and emotional and social support for their offspring with AS or PWS, all
issues more likely to arise as children make the transition into adulthood.
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Figure 5.14 Comparison between mothers <50yr (n = 11) and >50yr (n = 5) on
low scoring FSCI items

5.8 Support group membership

Thirteen of the 19 families involved in the interview were members of either the
Angelman Syndrome Association of WA (11/13), or the Prader-Willi Syndrome
Association (WA) (2/6). Another individual was a member of Carers Australia, an
umbrella organisation supporting family carers of all ages. Seven of the 13 family
carers who were members of the Angelman Syndrome Association of WA or the
Prader-Willi Syndrome Association (WA) felt that there were benefits in being a
member of such a group; four said they had not received any advantage; and the

remaining two persons anticipated benefit in the future.

Five of the six carers who were not members of a support group were mothers
over 50 years old with adult offspring with AS/PWS. Two of these carers had no
previous knowledge of the groups, but two others had been involved with them in the

past and felt that they no longer fitted in.

59 Chapter Summary

The individuals cared for by the participants in this study each showed many of
the typical signs of their particular disorder. They required substantial amounts of care

from both family carers and formal services, and many were in receipt of respite care.
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The family carers who participated were generally healthy and reasonably
content with their role. However, the majority reported considerable amounts of stress
associated with caring. In the next chapter, attention is given to the specific events that
cause stress, and the coping mechanisms engaged by the participants in an effort to

control or reduce that stress.
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Chapter 6 Family Stress and Coping Interviews

6.1 Brief orientation

The key concepts of stress and coping theory that underpin the study were
discussed in detail within Chapter 3. The assumptions are that various aspects of the
caring role will act as stressors (aA), that the effects of these stressors will be modified
to varying degrees by a variety of resources, supports (bB), perceptions and attitudes
(cC), and by the employment of various coping mechanisms (bB). Further, that family
carers will exhibit adaptation to stress (xX) along a continuum from *maladaptation’ to
‘bonadaptation’ (Kramer, 1993). Identification of these factors can be achieved by
using gquantitative survey methods (see Chapter 5) however much more information can
be obtained by utilisation of qualitative data collection and analysis. This can lead to a
fuller description of the various components of the Double ABCX model and be used as
a basis for assessing interactions between the factors.

The qualitative section of the research design was based on the directed content
analysis of text from the Family Stress and Coping Interview (Appendix VIII) with a
view to obtaining an understanding of the stress factors acting on the family carers of
the people with PWS and AS (Research question 2) and the of coping methods used to
combat these stressors (Research question 5). The chapter includes the methods, a
description of the study participants, the analytic approach used, and a question-by-

question report of the findings.

6.2 Methods

This sub-section of the study comprised the Family Stress and Coping interview
with some additional questions (Appendix VIII). All participants chose to be
interviewed in their own home, at a time suited to them. Prior to commencement of
each interview the participants were reminded that they could withdraw at any time and
they were asked for verbal confirmation of their consent to participate. Each of the
interview situations was read out and the participants were asked to rate the stress
related to that situation on a scale of 0 (no stress) to 4 (extreme stress). They were then
asked to elaborate on their reply, with the occasional interpolation of a probe question,
such as “What successes have you had in dealing with this issue?’ (see Appendix VIII).

Participants were asked at the conclusion to talk about any issues that had not been
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covered in the interview. Additional notes were made during and after each interview
concerning the conduct of the interview and the personal impressions of the interviewer

based on the interview content.

Each interview was tape-recorded and transcribed verbatim: three by the
candidate and 16 by a professional typist employed for this specific task. All
identifying names or places were removed at this time so that all transcripts were only
identified by the unique code number. Verbatim transcription assists with the
maintenance of both authenticity (does this represent what was actually said?) and
confirmability (can other researchers see or hear the same material?), two concepts that
have been associated with validity in qualitative data analysis (Dellinger & Leech,
2007; Koro-Ljungberg, 2010). As the texts were de-identified at this point, there was

no attempt to get participants to review the interview transcripts or the analysis.

Although the concept of data saturation, the point where no new information
arises from subsequent interviews, is considered to be an important check on data
completeness, it is more often connected with the grounded theory of data analysis
(Bowen, 2008). It depends mainly on a pattern of theoretical sampling and the constant
comparison method of data analysis, rather than the convenience sampling and directed
content analysis used for the current study.

6.3 Participants

All eligible carers consented to an interview and the interviews were conducted
by the candidate at a time and venue suited to each individual. Two families were not
interviewed owing to difficulties arranging a suitable time within the data collection
phase of the study, so that a total of 21 family carers (19 mothers only and two
mother/father dyads) were interviewed, all of them in their own home. No further
participants for the interviews were sought, partly owing to the confidentiality
conditions which prohibited the candidate from making direct contact with potential
participants and requesting their consent.

Most of the families interviewed (13/19) contained an individual with AS, and
generally the people with AS or PWS lived in the family home (14/16), similarly to the
proportions participating in the survey section of the study. More than half of the
mothers interviewed (10/18) were aged <50 yr, but there were four more mothers 50yr

or greater who took part in the interview when compared to the survey section of the
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study. All four of these additional participants cared for an adult with AS or PWS. The
educational profile and employment status of the interview participants was similar to

that of the survey participants.

6.4 Data analysis

Analysis of the interview transcripts was conducted as a directed content
analysis (CA). The aim of directed CA is to expand or refine extant theory (Hsieh &
Shannon, 2005).

“Existing theory or research can help focus the research question. It can
provide predictions about the variables of interest or about the relationships
among variables, thus helping to determine the initial coding scheme or relationships
between codes” (Hsieh & Shannon, 2005)

The Double ABCX model of stress and coping theory was used for the present
study, providing both an overarching coding plan and specific coding variables that
were tentatively formulated prior to data analysis. The decision to employ a deductive
rather than inductive analytical approach (Neuman, 2006) was in some measure forced
upon the candidate by the circumstance of presenting a comprehensive literature review
within the study research proposal. Some authorities advise that deduction is an
acceptable approach to content analysis (Potter & Levine-Donnerstein, 1999; Flick,
2009); in fact these authors suggest that the development of a coding scheme can be
faced with more confidence, especially by novice investigators, when there is a

theoretical basis for the codes.

Close correspondence between theory and the operationalization of the coding
scheme has been viewed as a test for the validity of qualitative data (Potter & Levine-
Donnerstein, 1999; Hsieh & Shannon, 2005). Potter and Levine-Donnerstein regard the
development of a quality coding scheme as one of the keys to face, predictive and
construct validity. Face validity relies on clearly defined, logical categories and can be
assessed by judging the coherence of the operationalization of the concepts as supplied
by theory. The same authors consider that theory helps to indicate relationships
between concepts which can then be tested to determine predictive validity (Potter &
Levine-Donnerstein, 1999). Construct validation can also be guided by theory to test
for convergence and discrimination, i.e., is the standard related to certain concepts
(convergence) and not related to others (discrimination) (Potter & Levine-Donnerstein,
1999).
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The literature on stress and coping was examined for common themes and
concepts that could be used as the initial coding categories. A number of concepts
drawn from the Coping Orientations to Problems Experienced Scale (Carver, et al.,
1989) and from the Family Crisis-Orientated Coping Scale (Woodford, 1998) were
defined and placed within either the problem-focused or emotion-focused top order
categories in order to aid identification of the common coping strategies used by

participants (Research question 5).

The text from each interview was read through once to verify the accuracy of the
transcription, and then at least once more to allow thorough immersion in the text. Then
each transcript was read slowly, phrase by phrase and line by line. Sections of text that
appeared to be related to a specific type of coping were assigned to one or more of the
previously-defined sub-categories. In the event of a seemingly important piece of text
failing to correspond to any of the codes, it was coded initially as a miscellaneous item.
Subsequent discussion between research colleagues helped to identify core concepts
behind the strategies and confirmed the appropriate placement of codes within the
coding matrix. Ultimately, one new coding item (Advocacy) was added to the original

list within the Perceptions and Attitudes higher order category: it appears in Table 6.1b.

Separate sub-coded items were identified that corresponded to specific types of
problems expressed by the carers (Research question 2). These emerged from the
interview data and are defined in Table 6.2. These items were helpful in indicating the
most common sources of stress in greater detail, regardless of the actual situation or
event that was being considered at that point of the interview. Stressors from this table
that were implied within an actual question, e.g., Planning in Question 18 *Planning for

wills, trusts and guardianships’, were not coded within that item.

After several of the interview transcripts had been coded by the candidate,
another colleague was enlisted to independently check the material for consistency and
reliability of coding. Two of the interview transcripts were analysed separately by
another researcher with a background in disability research and qualitative analyses.
Differences in the use of the coding model were discussed, and consensus agreements
were made. Minor changes were made to the coding sub-categories and the remaining
pre-analysed transcripts were revised to adhere to the same coding categories before all

of the other transcripts were coded.

98



Whilst undergoing coding of the remaining documents, some further difficulties
were encountered, suggesting the codes needed to be modified slightly. Following
consultation with an academic support worker at Edith Cowan University the existing
coding scheme was rearranged, and the major and minor categories redefined. These
rearrangements are summarised in Table 6.1a, 6.1b. The decision was made to divide
the coping strategies into “‘Perceptions and attitudes’ and ‘Resources and supports’, as it
was considered that these two categories were more applicable to the Double ABCX
model upon which the research was based than were the Problem-focus and Emotion-
focus categories more commonly used in stress and coping research. As mentioned
previously (Chapter 3.1.4.3), there are many variations in the definitions and the
placement of coping strategies within the problem/emotion dichotomy, and it appeared
that the allocation of the coping strategies into either perceptions or resources presented
a clearer and more useful interpretation of the data. Not only did this scheme better
represent the Double ABCX model on which the study was based, but it allowed greater
flexibility in placing specific codes within the major categories which would otherwise
have seemed ambiguous if fitted into the problem/emotion coping plan. For example,
Emotional support has been placed in both the Emotion-focused coping category
(Carver, et al., 1989), and in the Problem-focused coping category (Schnider, et al.,
2007; Glass, et al., 2009). For the present study, Emotional support formed part of the

Resources and supports section.
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Table 6.1a Definitions of coping strategies associated with Resources and Supports (bB Factor in the Double ABCX model))

Concept
(number of Definition Examples
references)
Effort Concentrate time and effort; put aside personal ~ “We just carry on, going and going...’
(116) and family needs; do what has to be done ‘...we couldn’t do it as a family because it was too stressful with
[offspring with PWS]’

Emotional Gain emotional support, talk about feelings of  “...we felt I think we needed to let out to others as well...’

(54) distress; gain sympathy and understanding ‘...bombarded with accolades or sympathy or whatever it is’

Instrumental  Tangible support from family, friends, paid ‘My Dad’s here, he helps me...’

(105) staff ofr pr(_)fesilﬁnlals; mobilization of agency *...since all the therapy services are in place, she goes to this group
or professional help and that group’

Knowledge  Find out more; talk to others in a similar ‘...passing on strategies, information, knowledge, whatever we can,

(82) situation to obtain information or knowledge; share with each other...’
seek ad_vlce from family, friends or ‘...my Local Co-ordinator is...giving me some information...’
professionals

Planning Work on a strategy; make a plan of action; ‘...we’ve got to choose which one’s more important ...’
think about what needs to be done; wait for the . . e ,

(82) right time to act ...preparing yourself for what’s going to happen

Practical Practical solutions; physical actions; day-to-day *...we have to put her on the toilet for quite some time before bed...’

(84) activities; routine and structure ‘Had...a giant-sized cot that fitted around her bed. | had that made’
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Table 6.1b Definitions of coping strategies associated with Perceptions and Attitudes (cC Factor in the Double ABCX model)

Concept

(number of Definition Examples

references)
Advocacy Work for policy, legislative or community ‘I like...explaining to people what he has so that more word gets out
(65) attitude change; stand up for the rights of  about the Syndrome’

the child; outreach ‘ . " - ,
We have put a lot of effort in writing and campaigning...

Detachment Give up trying; admit inability to deal ‘...Just go out and leave it, forget about it for a little while and enjoy
42) with the situation; take mind off the myself...’

Positive outlook
(58)

Reinterpretation
(133)

Spiritual
(4)

situation by use of distractions

Look for the good in a situation; learn
from a situation; personal growth; make
light of the situation

Adjust goals; redefine the problem;
acknowledge things cannot be changed;
accept the situation

Gain comfort or strength from spiritual or
religious belief

‘I go to work, ‘cause | have to work for my sanity’

*...she brings huge joys as well...’

‘...it’s given me great life lessons in choosing who | want in my
life...’

‘We decided against integration for everybody’s sake really’
‘I don’t think you ever fully accept it but you get used to it, don’t
you?’

‘When | start to focus on the Lord and what my daughter’s needs
are, then I cope and I can stay above it all’
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Table 6.2 Definitions of generalized stressors independent of the interview items (A Factor in the Double ABCX model)

Concept
(number of Definition Examples
references)

Anger Expressions of anger; frustration ‘...you’re very tired and you’re angry and it’s our kid’

(66) ‘...you do get frustrated with asking, being asked the same questions...’

Funding Issues of funding availability; ‘...especially the way funding is, it’s quite hard...to get the funding for

financial difficulties it’

(51)
‘...we keep putting in for the funding...’

Label Feeling stigmatized; labelling “They say labels don't matter, but they do; you feel like you've got a
direction’

(32)
‘I feel labelled largely...’

Paperwork Dealing with bureaucracy, forms, and  “...it’s all just a waste of paperwork and time and money for

paperwork everyone...’

(20)
‘...a duplicate addressed to me, in a separate envelope with separate
postage, what a waste...’

Time Time pressures; not having enough ‘...just not enough hours in the day...’

(57) time; taking too much time ‘...an hour and a half morning and an hour and a half afternoon...’
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6.5 Results by question

6.5.1 Method of reporting

Data from the Family Stress and Coping Interview are herein presented as
responses to each of the 24 items commencing with the most stressful and
progressing to the least stressful. Additional questions relating to membership of a
support group are also included. In the tables that precede the commentary,
responses to the 24 items (in the order in which they appear in the interview) have
been classified in there different ways: according to the five identified generalised
stressors (Table 6.3a & b); the six identified coping strategies associated with
resources and supports (Table 6.4); and the five identified coping strategies
associated with perceptions and attitudes (Table 6.5). Direct illustrative quotes from
the respondents have been included throughout to preclude misinterpretation.
Relevance to the results of the surveys and the implications of such links will be

discussed in depth in Chapter 7.

In reporting the findings the number of participant families giving a
particular score or coding item is stated as a fraction, e.g., 14/19. A number in
curved brackets after a coding category represents the number of references within
the relevant text for that item, e.g., Knowledge (18). This information is also
contained in Tables 6.3a & b, 6.4 and 6.5). The information in curved brackets after
each direct quotation is the stress score allocated by the respondent for that item

followed by the coding category/ies, e.g., (3: Planning).

Throughout this section a stress rating score of 0 (not stressful) or 1 (a little
stressful) is referred to as ‘not stressful’, and a score of 2 (somewhat stressful) or
more (considerably, extremely stressful) as ‘stressful’. Items that were not
applicable in any instance are scored as zero (0). While logic may dictate that each
category should retain its classification, in practical terms, and in light of the highly

non-normal distribution of the responses, this dichotomy seemed more appropriate.

Several formatting conventions have been followed when presenting direct
quotations from the interviews. The format “..." (three dots) is used when one or
more words have been omitted from the respondent’s quotation, and *...." (four dots)

is used to indicate an exclusion between sentences. Square brackets [ ] are used to
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signify that either the transcriber was uncertain of the word or words used by the
respondent, or had replaced a specific name, e.g., a hospital, school or individual,
with a generic term to ensure the anonymity of participants. Confidentiality was
protected by the use of “child’, ‘other child’ etc.

Table 6.3a References to Stressors and stress reactions (aA factor) from family
carers (n = 19) by individual interview item

Item description Anger Funding Label  Paperwork  Time

Initial diagnosis 6 14 2

Explaining to

others 2 10

Feelings about
cause

Dealing with
friends/family

Dealing with
health 12 2 3
professionals

Dealing with legal
professionals

Dealing with
teachers/education

Finding
opportunities for 1 1 1
friends/activities

Deciding on
integration level

Accommodation:

immediate 13 2 1

Meeting needs of
other children

Meeting personal
needs

Meeting needs of
spouse

Maintaining
personal 1 5
friendships
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Table 6.3b References to Stressors and stress reactions (aA factor) from family
carers (n = 19) by individual interview item

Item description Anger Funding Label  Paperwork Time
Dealing with
2 : 2
offspring's sexuality
Emplqyment for 5 5 3
offspring
Accommodation:
6
future
Planning for wills,
. : 3 2
guardianship
Dealing with service
or government 21 7 3 17 3
agencies
Planning emotional
> 1 1 1
and social support
Transportation 5 1 3
Day-to-day assistance
. 2 3
with care
Time gpart from 1 5 5
offspring
!:Il’lal’lCIa| and 17 3
insurance
Any other comments 3 3 3 1 2
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Table 6.4 References to Resources and supports (bB factor) from family carers (n = 19) by individual interview item

Item description Effort Emotional Instrumental Knowledge Planning Practical
Initial diagnosis 5 8 8 21 5 2
Explaining to others 1 1 1 6 5
Feelings about cause 2 6 1
Dealing with friends/family 6 10 4 2 3 4
Dealing with health professionals 7 7 13 4 5
Dealing with legal professionals 1 1 1
Dealing with teachers/education 7 1 7 2 4 10
Finding opportunities for friends/activities 7 3 6 2 4 4
Deciding on integration level 5 3 S)
Accommodation: immediate 3 2 1 3 10 3
Meeting needs of other children 8 1 4 4 4
Meeting personal needs 19 2 6 4 2
Meeting needs of spouse 6 2 6 4 1
Maintaining personal friendships 7 18 2 1

Dealing with offspring’s sexuality 4 1 4 3 2 3
Employment for offspring 4 1 4 1 8 2
Accommodation: future 1 2 1 12 2
Planning for wills, guardianship 4 4 3 13 4
Dealing with service or government agencies 4 1 9 4 1 7
Planning emotional and social support 1 1 1 2 6 2
Transportation 2 3 2 6 4
Day-to-day assistance with care 3 1 7 4 5
Time apart from offspring 4 15 8 5
Financial and insurance 6 5 4
Any other comments 8 23 28 3 10
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Table 6.5 References to Perceptions and attitudes (cC factor) from family carers (n = 19) by individual interview item

Item description Advocacy Detachment Positive outlook  Reinterpretation  Spiritual
Initial diagnosis 3 7 21 1
Explaining to others 7 4 16

Feelings about cause 1 1 1 7

Dealing with friends/family 5 7

Dealing with health professionals 9 1 4 5

Dealing with legal professionals 1

Dealing with teachers/education 7 5 8

Finding opportunities for friends/activities 2 6 15

Deciding on integration level

Accommodation: immediate 4 3 3 9

Meeting needs of other children 1 1 1
Meeting personal needs 4 1 3

Meeting needs of spouse 5 1 1
Maintaining personal friendships 1 1 3 4

Dealing with offspring's sexuality 3 1

Employment for offspring 3 3 2 3
Accommodation: future 4 2 1 3

Planning for wills, guardianship 6 4

Dealing with service or government agencies 15 5 1 6

Planning emotional and social support 2 2 1

Transportation 2 1

Day-to-day assistance with care 1 2 2 2

Time apart from offspring 2 4 4

Financial and insurance

Any other comments 11 2 6 5
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6.5.2 The initial diagnosis of your child as having Angelman/Prader-Willi
syndrome

6.5.2.1 Introduction

This was the single most stressful situation covered by the interview schedule
(mean = 3.00: maximum possible score = 4.00). Seven of the eight mothers 50yr and
greater, and six of the ten mothers <50yr found this item considerably or extremely
stressful.  Reinterpretation (24) and Knowledge (22) were the coping strategies

expressed most frequently by the family carers in this situation.
6.5.2.2 Generalised stressors

The main stress categories to appear in this item were Label (14) and Anger (8);
however some of the references to labelling were (partially) positive while others

expressed a more pejorative view of the term.

‘So the actually ‘having a label’ was good, um, but the actual label was fairly
devastating’ (4: Label)

‘...you feel labelled, you feel like you live in another world.” (4: Label)

Anger was typically expressed as dissatisfaction with the process of disclosure,
perceived lack of support, or the general lack of knowledge available at the time of
diagnosis. Interestingly, these references came in equal parts from family carers of all

ages, and therefore were unlikely to reflect changes in procedure across specific eras.

‘...when we got the diagnosis, the paediatrician was really off-hand and she
gave us no back-up support systems to speak to.” (4: Anger)

‘...the information that was out there was outdated and any documentation of
cases of Prader-Willi were of severe cases and so all of the documentation we
read was extremely negative.” (4: Anger)

6.5.2.3 Stressful

Most carers (15/19) found this situation stressful. It was apparent that feelings
of distress caused by the diagnosis persisted in many carers, often for years.
Respondents who reported improved perceptions of the diagnosis, although it did not
reduced their stress score, attributed this to a number of factors including time,

acceptance, and knowledge.
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‘...l guess...over time it just becomes easier...You become more accepting of it,
you get used to the idea. We’re talking to other people as well, in the same
situations.” (4: Reinterpretation, Knowledge)

‘...1 guess once we got some knowledge, that became...a bit of a weapon against
the stress...” (4: Knowledge)

Some carers recalled feelings of disappointment or changed expectations
encountered during the diagnostic process, while a few people viewed the diagnosis as a
relief from either uncertainty or a ‘worse’ possible scenario.

‘...just the realisation that what you perceive as normal is not or no longer will

apply, and that your dreams and hopes for your child’s future...have all been
turned upside down...” (4: Reinterpretation).

‘...initially we needed to know what the outcomes are going to be with regards
to [child’s] diagnosis and it was just such a relief to be able to know the

knowledge and the background of it, and that I think settles you a bit more.” (4:
Knowledge)

There was one reference to grief within this item and the same respondent
elaborated on this theme at the end of the interview. This concept was, however, not

categorised as there were insufficient carers who discussed the process.

‘...1 think like everybody you go through a grief process and whilst you deal
day-to-day...” (4: Effort)

‘...grief is a normal process and it is extremely stressful....it puts pressure on
your relationship because you both grieve differently and at different times
sometimes, and that can be difficult....grief affects everybody differently. Some
people grieve for life. Some people grieve and accept and move on quicker than
the other person....in our case it’s a pretty much of an ongoing grief
because...you feel labelled every day you walk into the school yourself...’

A few carers referred within this item to various positive aspects of caring for a
child with AS or PWS, even within the context of high stress levels. This was a
reflection of the moderately high scores given by respondents to the Carer Satisfaction
Scale (Chapter 5.5.1), and supportive of data from Wales (Hastings, et al., 2002;
Hastings, et al., 2005a; Kenny & McGilloway, 2007) indicating that reframing or

reinterpretation may be associated with positive perceptions of the child with IDD.

‘That’s something that’s so important to convey, especially to the new mums, is

the possibility of the joy and the good things that can come into it...” (4: Positive
outlook)
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6.5.2.4 Not stressful

The family carers who rated this item as not stressful (4/19) comprised a foster
parent and three carers under the age of 50. They mentioned similar coping strategies to

the people who had rated the stress as high.

‘It was a bit of a shock but basically I just got used to it, it’s all you could do
really, there’s not much else to do....1 had family around as well, so that helped.
Yeah, family was the main...” (0: Reinterpretation; Emotional support)

‘...a panel of experts...said...that he was going to do basically nothing at all.
That was devastating. And then we got a phone call...saying that [child] had
Angelman syndrome and we were over the moon....It was definitely a relief.” (0)

‘I use all my kids as a learning process so that’s how I cope....I looked into it, I
even got a book on it and tried to work out what it was and the doctors at
[hospital]...helped me to understand what it was and how to try to counteract it.”
(0: Positive outlook; Knowledge; Instrumental)

6.5.3 Meeting your own personal needs

6.5.3.1 Introduction

The mean score for this item was 2.84. Carers 50yr or greater (7/8) in the
current study were as likely as the carers <50yr (8/10) to score this item as stressful.
This was higher than the results of Minnes and Woodford (2004) who reported 55% of
older carers rated this item as stressful. It has been suggested that the stress experienced
by the older group corresponds to a lack of ‘normality’, in that they are still responsible
for the care of their child with IDD at an age when their own contemporaries are getting
time to themselves (Gill & Renwick, 2007).

Effort (19), in the form of putting aside one’s needs to concentrate on the child’s
needs, was the most common coping strategy. A dominant theme within this item was
the issue of babysitters or respite care. Similarly to reports from Canada and the UK
(Gill & Renwick, 2007; Wodehouse & McGill, 2009) most carers experienced
considerable difficulty accessing respite as, and when, needed.

‘So if you had a special event coming up, to get a sitter for it....And then we had
a sitter coming in. That was stressful in itself as well.” (4: Instrumental)

6.5.3.2 Generalised stressors

Time (14) was the general stressor most often mentioned in regard to this item.
A few family carers also talked about tiredness or exhaustion resulting from disrupted

and insufficient sleep.
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‘That’s right up there because there is no time. You’re just down at the bottom
when you can fit yourself in.” (4: Time, Effort)

‘I didn’t have time, didn’t have the energy. | was so tired. | mean, you know
what Angels are like — they don’t sleep.” (4: Time)

6.5.3.3 Stressful

This situation was scored as stressful by 16/19 respondents. The coding concept
of Effort was most often expressed here as putting aside personal and family needs in

order to concentrate on the needs of the child with AS or PWS.

‘...our life has basically revolved around [child], [husband] and I’s, so
everything’s just been put on hold and that’s it.” (4: Effort)

‘...1 didn’t have any personal needs until lately because...my whole life was
centred around the children.” (4: Effort)

However, there were individuals who spoke positively about this aspect of their

lives, despite rating the situation as highly stressful.

‘I’m pretty lucky in that I’ve got [husband], we will bounce off each other and
we can work in together.” (4: Positive outlook, Instrumental, Emotional)

Although some carers seemed to find time to meet their own needs, there was
still a measure of stress associated with finding and organising suitable care for their
child.

‘...[husband] and I go out together and do separate things, sometimes together,
4 hours a week....[however] it falls to me to organise it...” (2: Practical)

‘...we’re looking at respite, occasional respite. We’ve put our name down for
that at [respite centre].” (2: Instrumental, Planning)

‘...1 book in massages for myself, 1 go for walks...we have the [sitter service]
and at the moment we’ve increased the hours and we’re getting the maximum.’
(2: Planning, Instrumental)

6.5.3.4 Not stressful

For a minority (3/19) of carers there was little or no stress associated with this
situation. Within these families, members of the extended family, friends, or paid staff

would care for the individual with AS or PWS to allow the carer some personal time.

‘Mum or my sister-in-law will come into play, look after [child] for us, or if it
happens to coincide with one of his respite weekends.” (1: Instrumental)

One carer seemed to feel that meeting her own personal needs did not

necessitate time apart from her child.

111



‘...I’'m lucky — I’'m probably the perfect person to have her — I’ve never been a
social butterfly....if 1 had the choice of going out at night or staying home
reading my book, I would stay home and read a book. | like reading, I like the
garden, I like going to the beach...” (0: Positive outlook, Reinterpretation)

6.5.4 Dealing with service organisations/government agencies

6.5.4.1 Introduction

This situation was rated as stressful (mean = 2.63) by both younger (7/10) and
older (7/8) carers. The coping strategy used most often was Instrumental (8) even
though it was coded within this item only if the source of support was other than a

service organisation or government agency.

Several of the family carers expressed attitudes and described actions related to
the concept of Advocacy (14). Some of these references related to educating

professionals, while others referred to lending support to others in a similar situation.

‘I used to teach the foster parents, | also used to teach the LAC’s....I get
involved with the organisations and | become part of them so that’s my way of
coping because you see things from the inside’ (2: Advocacy)*

*Note: LAC = Local Area Co-ordinator, a DSC staff member.

‘...we felt so strongly about it that we started up our own body of care for
people...” (4: Advocacy)

6.5.4.2 Generalised stressors

The generalised stressor predominating within this item was Anger (21). A
number of people spoke of the needless duplication of letters, forms and assessments
‘...some of them are so bogged down in paperwork,’ (4), and the resultant cost “...what

a waste of money, sending out all this paperwork’ (3).

Another major issue was the lack of a specific category for permanent
intellectual disability in many official files. This topic was a source of frustration for a

number of carers.

‘...every election he gets a letter asking him why he hasn’t enrolled, and every
time | ring them up and say ‘because he’s disabled’ and they say, ‘oh, thank you
for letting us know.” And then the next election he’ll get another letter —
because they have no facility to mark that on the roll, so merely the fact that
he’s turned 18 and he hasn’t enrolled, we keep getting letters after
every...local...state ...federal government election.” (4: Anger)

‘...every 6 months sometimes, up to 3 years, you’ll get a letter from some

department saying about our son, and you say, ‘Well, he’s permanently
disabled.” ‘We don’t have that section. We’ll just mark it off and we’ll contact
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you when it comes up again.” And that’s frustrating. And it’s all just a waste of
paperwork and time and money for everyone.” (4: Anger, Time)

‘...the very strict criteria that you have to fit into a bracket for funding....aide
time at the school demands that a box is ticked....they ask for 1Q tests and I
don’t want him to have an 1Q test...it creates all these issues just to get a box
ticked....the way the services are structured, to have to fit into a box to get
funding, is extremely stressful and it labels you...I don’t get funding from DSC
because I refuse for him to have an I1Q test....it’s extremely stressful. 1’'m trying
to go the inclusive way and here’s an organisation that’s making you feel
labelled.” (4: Label, Funding, Anger, Advocacy)

A perceived lack of continuity in staffing and inconsistency of service provision
was also apparent in a number of interviews. This was similar to a report from the UK
(Wodehouse & McGill, 2009).

‘...they’re just inconsistent, the changeover in staff, you’re having to re-explain
everything continuously....it just makes you so angry because you’re having

these people in your home, they’re coming in for three times and then they’re
off’ (4: Anger)

‘...there’s one agency that just [unclear], our daughter has had 10 different

people...” (3)

‘...the high turnover of staff. There’s always somebody new, somebody leaving.
You just get to know someone and feel like you’re really progressing with the
therapy, and then they leave...there seems to be a lapse between the next one
starting...” (3)

6.5.4.3 Stressful

More than half of the respondents (15/19) rated this item as stressful. There was
a great deal of frustration and anger expressed by these carers. Advocacy and taking

practical steps to improve the situation were among the coping strategies utilised.

‘...when | went over to Canada | looked at the Prader-Willi Association over
there and their group homes.” (4: Advocacy, Planning)

‘...we looked after several intellectually disabled people ...over the period of
time...a lot of people came through our care....And our daughter [with AS]
benefited greatly from that...we had people who were right alongside to support
us and help us.” (4: Instrumental, Emotional, Advocacy)

‘I’ve printed off all this stuff, highlighted everything, and then you get new staff
in and it doesn’t get passed on...” (4: Practical, Planning)

‘But you do start getting resentful towards them. You do start thinking, ‘um,

I’m not going to do too much in case you are going to leave’...so you’re putting
yourself on guard...” (4: Reinterpretation, Anger)
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The carers also mentioned a number of other coping strategies, including
gaining knowledge: “...[I] got involved with [agency] and made sure | knew what was

going on.” (2: Knowledge, Advocacy); and maintaining a positive outlook.

‘Other people squawk and moan and | say nasty things about DSC but, they
have done well. We have been very fortunate. Again, it’s the way perhaps I’ve
gone about it.” (2: Positive outlook)

6.5.4.4 Not stressful

The four individuals who rated this item as minimally stressful all used
strategies from the Perceptions and attitudes category: three said they felt fortunate to
receive the services they did: ‘I think we’ve been very lucky in our relationship with all
agencies.” (0: Positive outlook), and two carers spoke of adjusting their expectations to

match the availability of services:

‘I have built a relationship with the occupational therapist and
physiotherapist....l don’t expect them to come over all the time, because they’ve
got a huge workload....I take what they can give me.” (0: Reinterpretation,
Positive outlook)

‘...it sort of happened without me insisting. Because she’s so high functioning
that 1 don’t...feel the need for her to access extra therapy groups outside
school.” (0: Detachment)

6.5.5 Meeting the needs of your (other) children

6.5.5.1 Introduction

This was another stressful situation (mean = 2.05) for both older (6/8) and
younger (5/10) carers. In three of the 19 families their offspring with AS or PWS had
been an only child and therefore this item did not apply. The coping strategy most often

described was concentrating one’s efforts (8).
6.5.5.2 Generalised stressors
Time pressures and constraints (4) were the major stressors within this item.

*Just lack of energy [mother upset] and lack of time.” (4: Time)

‘I really realise that 1’m not giving enough to [older daughter] but it’s hard to
get time with her alone.” (3: Time, Effort)
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6.5.5.3 Stressful

Many of the 12 carers in this category had difficulty in giving time and attention
to their other children, and experienced feelings of guilt at putting the needs of the other

children aside to care for their sibling.

‘Not being able to sort of take her where she wanted to go...or even when she
had things on at school, that | couldn’t get anybody to look after him...” (4:
Effort)

‘...the [other] children missed out, not a lot, they didn’t miss out a lot...” (3)

‘Just sort of balancing between doing extra therapy for him [child with AS] and
running around with the other ones.” (2: Effort, Planning)

Even having supports in place to allow time with the other children did not
necessarily mean that the associated stress was eliminated, and Planning was an

important strategy:

‘...[staff] would come in extra between 4 and 6 so that I have time with the
children coming home from school....I’ve always had that support....I couldn’t
have had any of the kids if God hadn’t supported me (4: Planning,
Instrumental, Spiritual)

‘...we just have to bear in mind what toys [other child] can play with and what
friends she can have over, if they might respond negatively. If [other child] has
a play-date, and [child with AS] comes in and bashes all the toys up or
shouts....It just limits what ways [other child] can play, what toys she can
have....if we borrow books from the library for [other child], we have to hang
them on a hook above arms reach for her sister...you’re constantly being a bit
of a prison warder.” (2: Planning, Practical)

6.5.5.4 Not stressful
The seven carers who rated this item as not stressful included the three single-

offspring families for whom it did not apply. There was no dominant coping strategy

evident in these particular responses, with a range of approaches described.
“They’d come in from school, wash their hands, change their clothes and they’d
take over and | wouldn’t have anything to do with their sister anymore.” (O:
Instrumental)

‘I always make a point of doing things with [other child] in that time...” (O:
Planning)

‘We’re lucky that we’ve actually got quite placid children, my older boy who’s
very placid, and [baby] who’s very, very good.” (0: Positive outlook)
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6.5.6 Long-term accommodation planning for your child

6.5.6.1 Introduction

The mean score for this item was 2.05. Within the current study, a greater
proportion of the carers 50yr and greater (5/8) found this stressful compared with the
carers <50yr (4/10). This is not as high a proportion as the 83% of carers 50yo and
greater reported in Minnes and Woodford (2004) who found this situation stressful.

Reinterpretation (6) was the dominant coping strategy.
6.5.6.2 General stressors

Funding (10) issues were the greatest concern expressed within this item. Many
people accepted that there would be delays in the availability of funding, and that their

child with AS or PWS was unlikely to be able to earn a living wage.

‘I’ve put money aside...they take most of the money off them in the homes, | did
find that out when | was secretary, so | want to make sure she’s got enough
money to do a holiday if she can.” (4: Planning, Funding)

‘...s0 it’s all...financially very stressful....he’s never going to have a good
income’ (3: Funding)

6.5.6.3 Stressful

Many of these ten carers expressed a wish to keep their child with AS or PWS in
the family home for as long as possible, because, as one mother put it “...no-one can
look after him like I can.” (3. Advocacy). People also recognised the general
insufficiency of supported accommodation, and the difficulty in gaining access to
funding.

‘...we want her at home for as long as possible. We’re looking for something
very unusual...We want to choose who the staff are, because she has so many
needs and we’re very particular about how her needs are met...” (4: Practical,
Effort)

‘Because, like all parents of people with disability, we know that there is ‘X’
amount of housing and *x’ plus thousands the number of people who need it.
And so we’ve, so far adopted the ‘head in the sand’ approach and not looked
into it at all.” (4: Detachment, Funding)
6.5.6.4 Not stressful
Two families with a young child with AS had not considered this issue at all.

Among the other seven carers who found the item less stressful, some families had
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discussed possibilities for the future with similar families, whilst another carer credited

inside knowledge of the system with helping her to manage more effectively.

‘We’ve...talked about it with another couple who have a child with Angelman
syndrome...a year younger than [child], and we’d like to eventually put them
into shared care, shared accommodation.” (0: Instrumental)

‘...it’s crisis-driven and you fill in extensive paperwork...you could wait several
years before you get something....I knew how to play the game. So when she
was 10, I put in the first funding submission for accommodation support...” (O:
Funding, Paperwork, Practical)

6.5.7 Dealing with financial and insurance issues

6.5.7.1 Introduction

There was a moderate amount of stress associated with financial matters (mean
= 2.05) with older carers (6/8) more likely than younger carers (5/10) to rate this item as
stressful. Effort (6), Positive outlook and Planning (5 each) were the most common

coping strategies.
6.5.7.2 General stressors

Family carers spoke of issues including accessing the funds, and the actual

amount of financial support.

*...the Centrelink forms and stuff like that...” (3: Paperwork)

‘...just the therapies and the medications and the nappies and the extra stuff that
he has, does not outweigh what you do get from the government...” (4)

6.5.7.3 Stressful

Almost half of the respondents (9/19) rated the stress for this item as
considerable or extreme, and a further two carers rated it as somewhat stressful. The
costs of supplying necessary items and facilities for their child were a matter of concern
for a number of families. Several carers referred to the expense of the nappies needed

for incontinent adults with AS (i.e., at 2008/9 prices, $A95 for two weeks supply).

‘Yeah, even nappies, the day-to-day living expenses...and trying to live off one
income...you can’t really go back to work. And then it’s all the other costs....you
feel bad because you’re putting pressure on your husband...” (4)

‘And...[day centre], even though he’s funded for 3 days, I still pay a dollar an

hour...that’s $80 or something a month....And realistically, his pension doesn’t
cover anywhere near the outlay for him....he’s on five types of medication...” (3)
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Some family carers oversaw financial matters on behalf of their offspring, even

though not all of them were legal guardians.

‘I asked for his monthly accounts...it took me a while...but they send me now
monthly accounts and I check off everything that is being spent. Anything that
looks a bit strange 1 will...ask the accountant what it is.” (3: Advocacy)

Other carers expended effort and planning in an attempt to establish stability in

their financial situation:

‘...we put in an application form which we thought can help us get some stability
with carers....it’s been a long time coming....We just carry on, going and going,
and make our changes as we go along...” (2: Paperwork, Planning, Effort,
Reinterpretation)

6.5.7.4 Not stressful

Seven of the 19 carers did not find financial matters particularly stressful. This
may be yet another reflection of the relatively high education and employment levels of
the study participants. They spoke generally of feeling fortunate and of utilising sound

money management practices.

‘Financially we’re pretty well set, so we’re fortunate. I’m sure it could be a lot
more stressful’ (1: Positive attitude)

‘I run a tight budget and I do all my own budgeting. We were doing very well...”
(O: Practical)

Another carer had a relaxed attitude:

‘If 1 pay a bill late, I pay a bill late, that’s basically it. Not a stress.” (O:
Reinterpretation)

The family carers of one high functioning child were looking toward a future

when their child would be living more independently.
‘..we need to teach him about money and so we have to put extra effort
into...we need to concentrate a bit more on teaching him about finances

because we need him to be independent and knowledgeable about that.” (1:
Effort, Planning)

6.5.8 Planning for wills, trusts and guardianships

6.5.8.1 Introduction

This was another slightly stressful situation (mean = 1.89) with all eight of the
older carers and 4/10 younger carers finding it stressful. The rate for the older carers
was much higher the 50% reported by Minnes and Woodford (2004).
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A number of different coping strategies were evident: Advocacy (8), Effort,
Practical, Detachment and Instrumental (4 each). Stress involved not only the processes
of applying for guardianship, but also being sure that the right person would be

available to take that responsibility:

‘...[name]...[applied for guardianship] and she said it was the most stressful
and invasive process that she had ever experienced...” (3: Knowledge)

‘We had looked into...our daughter being able to buy her own house so we had
to get an order for that, and that was much more involved and tedious than what
we thought....There was a lot of red tape...” (2: Advocacy, Paperwork)

*...just deciding who you think would do the best job and cope with our child and
who’s willing.” (2)

6.5.8.2 General stressors

Funding issues (3) and Paperwork (2) were the major stressors. There was also
some concern voiced regarding the adequacy of the Guardianship and Administration
Act 1990 (WA).

‘...you’re getting the guardianship law saying you don’t need it [guardianship]
until there’s a conflict, and I don’t want to wait until there’s a conflict...” (4).

6.5.8.3 Stressful

Some of the 13 carers who rated this item as stressful found the guardianship
and trust procedures to be incomprehensible. However, all carers expressed the desire

to be included in the decision-making process when it came to their child.

‘.Jjust explain it to people in layman’s terms and have them in
somewhere...preferably in their own home rather than having to go into an
office...” (4: Anger)

‘We thought it was something that we didn’t have to worry about. And now we
find out we do....you find out more from other parents....And most of them are
quite open in discussing what they’ve gone through and the shortcuts that can
help you out, which road not to go down.” (2: Knowledge)

‘I handle all her finances....it gets very, very complicated with family
trusts....just going onto the website...was confusing. | had to go back to our
solicitor and say, ‘I don’t know whether | have to apply for administration or
whether | have to apply for guardianship.” And she said, ‘Look, I’ll make some
enquiries and I’ll let you know what you have to do’.” (3: Advocacy,
Instrumental)

‘We did it [made a will] a long time ago...just recently...l had contact with a
gentleman that’s put a submission into some board over in Canberra in relation
to adjusting the [rules?] for trust funds for people with disabilities....it’s just
something that you feel compelled to support and have input into to
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enable...trust funds to be set up that aren’t taxed as heavily...” (2: Advocacy,
Effort)

One carer felt it necessary to apply for guardianship so that the staff in her

offspring’s group home would have to include her in the decision-making process.

‘...you’re getting the guardianship law saying you don’t need it until there’s a
conflict, and I don’t want to wait until there’s a conflict because it could be too
late. And because they have such adverse drug reactions....l don’t want them to
take him to a doctor and put him on medication because that’s what has caused
his respiratory arrest...” (4: Advocacy, Effort)

For other family carers the fact that they hadn’t prepared a will was stressful.

‘I haven’t done anything about it; it stresses me thinking that I do have to do
something.’ (3: Detachment)

‘No, no, we haven’t, go on, put huge stress! Am | the only person you’ve
interviewed that hasn’t got a will?” (4)

6.5.8.4 Not stressful

Three carers said that they had not considered these issues at all, and all six who

gave this a no-stress rating were <50yr. Two families in this group had completed a

will.
‘I did a will last year...l1 know | need to review it because when | did it, we didn’t
have the permanent accommodation.” (0)
‘We’ve done the wills and the guardianship in case my husband and I are both
killed....we did that before we knew of her diagnosis. Once we did know her
diagnosis we did go back and say ‘Are you still OK?’....But later on it will [be
stressful] when we have to look at power of attorney and that sort of thing.” (0:
Practical)

6.5.9 Meeting the needs of your spouse or partner

6.5.9.1 Introduction

Carers found this to be a mildly stressful item (mean = 1.79). More of the older
carers (2/8) rated this situation highly stressful than did their younger counterparts
(3/10). Instrumental and Effort (6 each) were the most frequently expressed coping

strategies.

‘I have always taken [husband] and myself away and got people in to look after
the kids....I’ve tried to sort it so that all the kids go at the same time and then |
have time with my husband....that’s very important time with your husband.” (4:
Planning, Instrumental)

120



‘I don’t think his needs ever factored into my reckoning at all. He had to get on
and look after himself; I didn’t have the energy to look after him as well.” (3:
Effort)

6.5.9.2 General stressors

As with meeting their own personal needs (Section 6.2.2), family carers reported

that Time (6) was the single biggest difficulty.

‘...it would be nice to have time for ‘us’ together as well. That is a huge thing.’
(2: Time).

6.5.9.3 Stressful

Slightly more than half of respondents (10/19) rated this item as stressful. A
variety of strategies were described, often by the same individual. Most people seemed

to recognise the importance of both parents feeling supported in the caring role.

‘...we try to make sure that we each get what we need...individually as well as
together.” (2: Planning, Effort)

‘...we bounce off each other pretty well....We quite often have separate
weekends away. We’ve got a holiday house...we’re able to just take off any time
we want to....He might go away with a group of boys...I can do the same thing,
just to get some time away....you come back with your batteries recharged.” (2:
Detachment, Positive outlook)

‘Just determination, | think...my husband understood that we couldn’t, |
couldn’t look after him totally on my own. And I realised that my husband
couldn’t look after him totally on his own, so it was really our son keeping us
together...his care needs...” (4: Reinterpretation, Effort)

‘...we’ve been to psychologists, both of us...we’re still having counselling...” (4:
Instrumental)

‘We have a routine with the children....we Ilove each other
unconditionally....My husband tends to do a lot of things around the house so
he keeps himself busy....We have a very strong spiritual belief as well...” (3:
Practical, Emotional, Detachment, Spiritual)

6.5.9.4 Not stressful

Four family carers did not find this question applicable. A common theme
voiced by the remaining five respondents was tiredness and lack of time, even though

the issue was only “a little’ stressful.
‘...we’ll get a sitter and go out....if we’re talking about intimacy, | guess you’re
too tired for it, so depends what you call his needs and my needs. 1’d rather he

played golf than had sex, because that doesn’t involve me having to do anything
(laugh).” (1: Instrumental, Positive outlook)
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‘...1 keep going, and the kids are in bed and that’s the only chance you get to do
extra things...for myself, and by the time you sit down to watch telly
together...you end up falling asleep on the lounge. Crash out. So it’s probably
not enough hours in the day.” (1: Time, Effort)

6.5.10 Dealing with your child’s teachers and the education system

6.5.10.1 Introduction

This was a slightly stressful situation (mean = 1.68), with higher scores being
given by both older (5/8) and younger (4/10) carers. No child attended a mainstream
school without either having an educational aide or being part of a Special Education
Unit.  Practical coping (10) was the most common strategy, followed by
Reinterpretation (8). Almost every carer made some positive remark about one or more

of their child’s teachers.

‘I love his teachers...because we sent him to special needs schools, they’re all
there because they want to be there, they enjoy working with children who are
disabled....I build quite good relationships with them.” (0: Positive outlook)

‘...they’re caring...they show a lot of love to those kids, which is so good.” (3:
Positive outlook)

6.5.10.2 General stressors

Anger and Time (5 each) were the most common stressors. Much of the anger
and frustration related to difficulties encountered when trying to get their child

integrated into the system.

‘...inclusion is something that is just not being done to fit the legislative act in
Western Australia...it’s a huge issue, huge, huge issue.” (4: Anger)

Time pressures related to the amount of preparation necessary before school, or
by the time required to get to a distant location.
‘It was stressful getting her ready because she had to...go on special transport,
she had a bus pick her up, and we had to be ready, and that was stressful.” (0:
Time)
6.5.10.3 Stressful

Most of these carers were keen advocates for inclusion, including in education.
Among the problems discussed were the options available given the child’s capabilities:
‘...she couldn’t go...into the actually learning class so | had to bring her full-

time back to the handicapped school, and I just don’t believe in handicapped
schools.” (4: Reinterpretation)
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‘...with the conductive education, they’re fantastic but they do have certain
expectations and they just don’t all apply...it’s just not always what’s relevant
for mine is relevant for another, and sometimes | think they really do make them
fit that mould to a certain extent...” (2: Reinterpretation)

Carers also discussed some practical issues related to rural living, and the

processes required to acquire funding for teaching aide time.

‘I used to travel...from [country town]...all the way to the [town] host family,
pick him up on Friday and have to drive all the way back to the farm for the
weekend, so he could be with his family. And then take him all the way back
again on Sunday.’ (4: Practical)

‘You [had] some teachers that were so caring and wonderful, that knew your
child and different behaviours, and how to handle them, then you’ve got others
phone you, ‘such and such is happening’ and ‘what do I do now?’, these are
professionals here, so that to me was quite stressful, having to be by the phone
all day when he was at school.” (2: Effort)

‘...dealing with the bureaucrats in the education department. Just trying to
have her go through...in the inclusion model...you had to get all sorts of letters
from doctors....we had to...tell them all the dreadful things about her...how
incontinent she was and how incompetent she was so that we could get the
minimum aide time...just to help her function within the environment.” (3:
Paperwork, Instrumental)

6.5.10.4 Not stressful

Of the nine carers who rated this item as low stress, eight had placed their child
into Special Education facilities. The other child was attending the Special Education

Centre at a mainstream school with aide support.

‘I think I was prepared to approach people if | was unhappy...if you’ve got the
right attitude, you can sort things through...” (0: Effort)

‘I’m very cut and dried and practical, | had no huge aspirations. 1 didn’t feel I
needed to be hounding them to be doing an inappropriate...program that was
never going to work.” (0: Reinterpretation)

However, there were some difficulties attributable to the limited availability of

suitable schools in WA at this time.
‘...his teachers are great...they run a programme called School for Parents, and
I go there one morning a week, and I stay with him. They’re teaching us how to

teach him, and that’s fantastic [but] it’s the only one in WA...it takes an hour to
get there...in the peak traffic. (0: Practical, Positive outlook, Time)
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6.5.11 Creating/finding opportunities for your child to make friends and

participate in activities

6.5.11.1 Introduction

This was a mildly stressful situation (mean = 1.58). Almost two-thirds of carers
aged 50yo and greater rated this as stressful, slightly higher than the 56% reported in a
Canadian study (Minnes & Woodford, 2004). The most prominent coping strategies
were Effort (7) followed by Reinterpretation, Positive, and Instrumental (6 each).
Interestingly, four carers spoke of birthday party invitations in relation to this item: two
‘stressful’ and two ‘not stressful’. This may relate to the reported difficulty many
children with IDD have in making friends either at school or in community settings
(Gray, 2002).

6.5.11.2  General stressors
There were no dominant stressors mentioned by respondents.

‘Even though you’re ringing somebody who’s doing a disabled program, just
getting on the phone and saying, ‘I’ve got this kid with a disability’...that’s
stressful. (2: Label)

6.5.11.3  Stressful

Eight of 19 carers rated this item as stressful. The level of integration and

inclusion did not appear to influence the carer stress rating.

‘...t is stressful because you can’t...send her anywhere by herself so you always
have to be there. I’ve tried going dancing...when she was younger. | did horse-
riding with her. Itis all hands-on and it is stressful.” (4: Practical, Effort)

‘He has no friends at school. He’s not had any invites [carer upset]. In the
street he has friends who play with him....He swims every Saturday but that’s
just one-on-one...he has Cubs every week...but he’s not making friends there.’
(4: Instrumental)

Some carers worked within the limitations of their child with regard to the type
of activities they promoted:

‘I tried so hard to get her into things. Not into generic programs, that was just
not going to be. 1 tried very hard to get her into a lot of programs.” (2: Effort,
Reinterpretation)

‘...we have to limit it to what works for her....l don’t try too hard to make her

new friends, she’s got her friends at school...we do family things on the
weekend...” (2: Reinterpretation)
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6.5.11

4 Not stressful

More than half of all respondents (11/19) felt this item was not stressful. A

majority of these (8/11) were <50yr. Carers appeared to feel under less pressure to

organise activities and friends for young children, especially in the years before school

age. Both formal and informal groups were mentioned as forming the basis of a child’s

network.

that th

6.5.12

‘...now that she’s in...more structured groups...since all the therapy services
are in place, she goes to this group and that group. But in the beginning it was
‘what do we do with her?’, but I’ve got plenty going on now.” (1: Instrumental)

‘...really lucky...we started at playgroup when he was about eight weeks so
they’ve grown up [together]...1 don’t think I would like to join a [new] group...1
would feel too odd. But because...they’ve seen him grow, and they’ve all been
so fantastic, it’s been easy.” (0: Positive outlook, Emotional)

Some carers felt that the extent of their child’s limitations made it very unlikely

ey would be able to make friends and participate in activities.

‘It just doesn’t happen. It’s pie in the sky. People who think it’s going to
happen are obviously not dealing with the situation....[service provider] making
themselves feel good...” (0: Reinterpretation)

Transportation

6.5.12.1 Introduction

Transportation was a slightly stressful item (mean = 1.58), with nine carers

rating it as stressful (5/8 older and 4/10 younger carers). Planning (6) and Practical (4)

were the two most common coping strategies.

6.5.12.2  General stressors

Funding (5) and Time (3) were the major sources of stress.

‘Just the logistics of getting her to school, her sister to day-care, and me to
work....It would take me an hour and a half morning and an hour and a half
afternoon to do the drop offs and get to work.” (0: Effort, Time)

‘...we have to fiddle and juggle with funds, and we’re allowed a little bit of
petrol in one lot of funding...but it doesn’t cover the week. If the carers use
their own car, they need to be compensated...we’ve got to pay them....that’s
stressful for me, because | do the paperwork....they specify it’s respite only but
don’t take into account that...for respite she needs a car...” (3: Funding,
Paperwork)
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6.5.12.3  Stressful

Among the nine carers who found this item stressful the problems included the
need for modifications to the car to accommodate a wheelchair, public transport issues,

and their own physical limitations.

‘...it cost me $100 to get her to [respite] and $100 to get her back....this
carer...said to me, ‘There’s an organisation,” which I didn’t know about....l
only pay $6 now — $6 for a maxi cab...life’s going to be a lot easier...even when
I get the car...l can’t drive that far...” (4: Funding, Knowledge, Instrumental)

‘She gets a school bus....We were lucky...we get the school bus to [supported
accommodation] as well, a different school bus. If...that stopped, then that
would become a problem...you’d just have to book, and she’d have to travel on a
taxi...” (2: Positive outlook, Planning)

There was also an element of disappointment that things were not ‘normal’

given their child’s lack of mobility.

‘...when I take [older child] to school and I’ve got two kids in the car, and just
for that five minute drop-off, 1’ve got to get two kids out, and he could be, he
should be walking, and other Mums that have got kids the same age as me are
carrying a baby and their three-year-old is walking behind them, and 1’ve got to
get a pram out.” (2: Effort)

‘It’s...having to get her in and out of the car...if we just go up to the shop,
we...put her in the car and then put her wheelchair in, we go to the shop, we
take that out, we take her out, get back in the car, do the exact same thing again.
Then come home and do the exact same thing and get her out of the car.” (4)

6.5.12.4  Not stressful

More than half of all respondents (10/19) experienced little or no stress when

dealing with transportation issues.

‘Mum gave us some money to put towards a car....l think it might have been [a
stress], if she hadn’t been so generous.” (0: Instrumental, Positive outlook)

A number of carers used wheelchairs, prams, or harness to suit the capabilities

of their child and the specific situation.

*Just beginning to think about having to deal with wheelchairs....But it’s not
really an issue yet.” (1: Planning)

‘lwhen] we go to...big outings...we will actually hire a wheelchair.” (O:
Practical)

*She’s mobile so that’s good, she’s helping. She helps a little bit...we’ve just got

a safety harness for her, because she’s wriggling around...and she’s outgrown
her seat, the seat she’s in for a while...” (1: Practical)
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‘...we have a four-wheel-drive, he has no problems getting in and out of that.
If we...go to a shopping centre or...into town...it’s more for our convenience
we put him in a wheelchair.” (0: Practical)

6.5.13 Day-to-day assistance with care of your child

6.5.13.1 Introduction

This was a slightly stressful item (mean = 1.58). Five older and two younger
carers received no assistance with day-to-day care, either because their child was not
living in the home or was capable of self-care, or because such assistance was not
available. Instrumental (7) and Practical (5) were the most common coping strategies.

6.5.13.2  General stressors
Time pressures (3) were the most frequent stressor.

‘... that’s all got to be done before [unclear] shower and work and do
breakfast...” (3: Time)

6.5.13.3  Stressful

More than one half of respondents (10/19) rated this item as stressful. Co-
ordination of care assistants, including arranging payment, was a source of considerable

stress for some carers.

‘We had Silver Chain...Monday to Friday...also...in-home respite from
[Association], [agency], [another agency], and we had out-of-home
respite....And then we had sitter services as well and...coordinating it, which
organisation’s coming, how...do you...pay, do you pay this one cash, do you pay
that one on account every month?’ (4: Instrumental, Effort)

‘...she leaves to go to school so early, trying to get everything organised....And
just not having the help....It’s...difficult finding the staff for that time of the
morning. She gets picked up by the school bus...by 7 o’clock...” (3: Effort)

Staff reliability issues were also a source of stress, especially for any carer who

was not physically able to undertake all of the care duties:

‘It seems like it’s harder on your back, physically it’s harder....I just hope she
becomes a bit more mobile, and she has...it’s not been as bad...as she’s getting
taller, it’s easier in you don’t have to bend over so much....she’s progressing
with being able to help with bits and pieces...dressing.” (2: Positive outlook)

‘...we’ve been very lucky to have had...good carers. A lot of them, I’ve gotten

from work...working in the disability sector has been a bonus in some ways....1
self-manage the funding money...” (2: Positive outlook, Funding)
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‘If they don’t come, I’m the one who does it all day...because I’ve got to do it.”
(4: Effort)

6.4.13.4  Not stressful

The carers experiencing little or no stress (9/19) may not have required much
assistance, especially with younger children. However, as the child grows larger and

stronger, there may be a need for increasing amounts of assistance.

‘...1 find that very easy. My Dad’s here, he helps me, and when he does go [on
holiday] then I've got a network of friends who can help me out as well.” (O:
Instrumental)

‘...when it comes to showering, because [child] has the fascination with water,
you would need to give some assistance....and maybe just putting her
nappy...because she moves so much, so the carers do find it a little difficult to
do on their own...” (1: Practical, Effort)

6.5.14 Dealing with doctors and other health professionals

6.5.14.1 Introduction

This was a slightly stressful situation (mean = 1.47). 37.5% of the carers 50yr
and greater in the present study rated this item as stressful, in contrast to two other
studies, both of which reported considerably higher percentages: 82% (Jones & Passey,
2004), and 50% (Minnes & Woodford, 2004). Knowledge was the predominant
strategy (15), followed by Advocacy (9).

‘...we’ve done a lot of research ourselves in the background...so we knew what
we would be dealing with. We’ve always gone into medical appointments very
knowledgeable.” (1: Knowledge, Planning)

‘Our first GP, we were the ones who told him what was happening, told him all
about it. The GP at the time used to open up his medical books in front of us.’
(1: Advocacy)

6.5.14.2  General stressors

Anger (12) was the most prevalent stressor for this item. Carers spoke of the
frustration of being more knowledgeable than the medical staff, and delays in getting

medical appointments.
‘...a lot of them either don’t know what it is or have very fixed ideas...and
there’s definitely more than the clinical notes tell you and they don’t all fit in the
box...it is frustrating when they don’t know...” (2: Anger)

‘...it’s frustrating to have to teach your doctor how to help your kid.” (1: Anger)

128



‘...you don’t always get the appointment on that day...he doesn’t like doctor’s
surgeries, he doesn’t like hospitals...he gets to a doctor’s surgery and he makes
a lot of noise because he doesn’t want to be there....I basically said, ‘If you get
me in to see the doctor and out of here, he’ll be quiet — he doesn’t like being
here’.” (3: Anger, Practical)

6.5.14.3  Stressful

Eight carers rated this item as stressful. The general problem seemed to be a
lack of knowledge on the part of medical practitioners. Some carers spoke of educating

the doctors and hospital staff.

‘Lack of understanding of Prader-Willi because...it’s quite rare. It’s getting
more common...but back when he was younger, it was so rare....I go armed
with my book of Prader-Willi Syndrome [laughs] and give them a copy of it.” (4:
Practical, Planning)

Several carers also referred to problems getting appointments, or dealing with

their child in a waiting room.

‘Definitely stressful, especially if you haven’t seen the doctor, or house
professional...having to wait for appointments that never seem to happen...” (3:
Time)

‘...our daughter doesn’t like to sit still. So you’re in this little confined room
with lots of interesting things to do. I...will always ring up and say, “So are you
running on time?” Because if they’re not | would rather have her [home] and
arrive at the last minute.” (3: Planning, Practical)

However, many carers were generally happy with their doctor or specialist:

‘I have pretty good experience; it helps working in the profession, doesn’t it?
You know the system.” (2: Knowledge)

‘Just sometimes it’s really hard to get appointments and things like that....the
doctors are great, bend over backwards to help.” (2: Positive outlook)

6.5.14.4  Not stressful

A majority of carers (11/19) rated this item as little or no stress. Many of them
emphasised the importance of educating medical staff, asking questions of practitioners,

and preparing prior to a medical appointment.

‘...junior residents...who have absolutely no idea about things...you soon get
into the education system...telling them what’s what....I’ve got all the new
mums doing this as well, the Angelman Syndrome brochure, | had attached to
the inside of her [hospital] file.” (1: Practical, Advocacy)

‘I write lists if we had a doctor’s appointment, a week prior everything | thought

of 1 would write it down. | would come in with my list and so I would ask the
questions, 1 would take notes.” (1: Planning, Knowledge)
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