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Since the Clinical Psychology Service at
Serennu Children’s Centre in Newport,
South Wales opened its doors 18 months

ago, over 100 parents and 14 siblings have
been seen on an individual basis or in a group
setting. The service forms part of a Big Lottery
Project and the four broad aims of the project,
as set out in the Sparkle Appeal: People and
Places project are:
(i) Utilising an holistic approach by taking

care of the whole family’s mental health
needs.

(ii) Considering the family unit  – providing
more leisure opportunities for the whole
family unit.

(iii) Providing young people and their
parents with better access to
information, professionals and the
voluntary sector organisations.

(iv) Engaging children with disabilities and
their siblings in a wide range of
appropriate play activities.

The model that is being developed is very
much based on the needs of the client group
receiving the care and can be described as a
model of ‘prudent healthcare’ (Bradley &
Willson, 2014). It has been shared and
reflected upon with my colleagues in my sys-
temic consultation group, my supervisor and
my manager. Feedback was received and it has
been further developed. These cycles of
reflection form part of reflexive feedback
loops and at the time of writing the next steps

are to share it with the various staff groups at
Serennu Children’s Centre by presenting this
paper and inviting feedback, to facilitate the
ongoing development of the model.

How my helping hands were constrained
Through a process of consultation with a
focus group of parents using the Serennu
centre, the service aims were to increase the
well-being of families whose emotional
needs were not being met within the current
NHS system. Part of the premise that also set
the service apart from statutory services, and
contributed to it meeting the criteria for lot-
tery funding, was that parents could self
refer to a clinical psychologist for consulta-
tion/counselling, as and when they felt that
they needed it. However, this idea is sugges-
tive of empowered parents able to articulate
their needs and to know that what they
needed to cope better is psychological
support. Society and cultural rules do not
make it easy for parents of children with dis-
abilities to feel that way because cultural
beliefs tend to be: ‘It is selfish to put your
own needs as a parent first’, ‘There are
answers and solutions to all problems you
just need to find them’, ‘Crying and strug-
gling to cope make you weak and you need
to just man up’ (Weingarten, 1994). In Lal-
vani’s (2011) study, mothers of children with
disability recount being recipients of admi-
ration: people calling them brave, blessed,
courageous or chosen-by-god to have a ‘spe-
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cial baby’. The mothers felt that although
the comments were probably well inten-
tioned, they nevertheless convey negative
messages about their children not being
‘normal’ and of themselves needing to be
‘heroic’. The very meaning of motherhood
is being shaped by the technologies of pre-
natal testing and an increasing cultural
expectation of birthing a ‘perfect child’. It is
therefore really not easy to admit you might
need help and certainly not from a psychol-
ogist, who in many parents’ eyes is indistin-
guishable from a psychiatrist, and parents
are fearful of being seen as pathological
themselves. The parents do not have any
experience of what a clinical psychologist
might do, aren’t aware of their own thinking
and feeling processes or emotional needs,
and often hide behind their own coping
mechanisms, which may or may not be func-
tional or helpful. My experience to date is

that very few parents have truly self-referred
for help. 

How I developed more helpful hands 
to reach out to parents
To address these difficulties and to offer
something different to a clinic-based model,
I sought to develop various arms of the service
to embrace an approach that puts connection,
resilience, normalising and psychoeducation
at the forefront. I wanted to pay particular
attention to the referral process, which might
help the family enter into contact with the
service with more open minds. The six arms of
the service are:
1. post diagnosis clinic;
2. siblings club and groups;
3. parents support group;
4. individual/family sessions;
5. consultation and liaison; and
6. staff training.

Figure 1: Different levels of approach, method and technique
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The model I have been developing employs
the very helpful distinctions made by Burn-
ham (1992), by distinguishing between levels
of approach, method and technique, and is
shown in Figure 1.

The practice culture I have been trying to
create encompasses four different theories
and epistemological approaches. At any time
one or more of these will be given a privi-
leged position in leading the methods and
techniques I use. 

1. Humanistic/holistic approach 
to hearing complex stories
Using Pearce and Cronen’s (1980) co-ordi-
nated management of meaning model, which
suggests that human communication is a com-
plex interactive process in which meanings
are generated, maintained and changed, and
coming from the stance that people’s lives are
too complex to try to fully under-
stand, I allow space for family to
tell their stories. I experience
them emphatically, so the families
feel supported. Normalising is an
important part of my work. Ideas
about family functioning tend to
be developed on the basis of people whose
lives are not dominated by illness, but what
are the norms to help people make sense of
what is exceptional circumstances? I draw on
the family systems-illness model (Rolland,
1994) that has many useful ideas about adjust-
ment when living with a child with a disabil-
ity/chronic illness. 

Many parents try to deny or avoid their
negative reactions to their child’s condition.
They may feel pressure to ‘get over it’ and a
lack of empathy from others. Efforts to avoid,
minimise or hurry negative feelings inter-
feres with the adaptation process (Barnett,
Clements, Kaplan-Estrin & Fialka, 2003).
Adaptation is a lifelong process, and accom-
panied by building new dreams for their
child. When people experience the unbear-
able anguish of a loss, they do often emerge
transformed, reviewing life, themselves and
their relationships. Devastating experiences
can therefore help people reshuffle their
lives and imbue them with new meaning
(Papadopoulos, 2007):

‘I was heard, supported and was able to share
things I wasn’t able to say before. I believe in
myself more now.’

‘I was able to think, discuss and reflect on issues
without feeling I shouldn’t be upset. Emma has
a sensitive and sympathetic style. She was
patient, understanding; listened and advised
without being patronising. I am very grateful for
Emma’s support, help and guidance during a
very difficult time.’

Family life cycle is also a useful non-patholo-
gising model (Carter & McGoldrick, 2006). It
recognises that a family is a developing
dynamic unit and that children and families
change over time. Their needs and resources
change and service provision must provide
both a continuity and a flexible adaptation
process to help families through changing

periods. At each new developmen-
tal phase the parent is likely to
experience new emotions related
to their child’s condition. This can
be very stressful, as parents think
they have mastered their own
thoughts and feelings only to have

them reawakened over and over. For example,
a parent may understand that a child has seri-
ous motor impairments and will not walk but
it may be years before they actually experience
the emotions. They may not fully realise their
grief until they see their child not walking
when their peers are or not running when
others are.

2. Bearing witness to
When a child dies the loss is openly acknowl-
edged, publically mourned and socially sup-
ported. However, having a child with a
disability is often experienced as the loss of an
anticipated child, which tends to spark a disen-
franchised grief, which it is not socially accept-
able to mourn. Roos (2002) talks about this in
terms of chronic sorrow, which is a set of per-
vasive, profound, continuing and reoccurring
grief responses resulting from a significant
loss, or the absence of crucial aspects of self or
another to whom there is a deep attachment.
I aim to acknowledge, recognise and witness
the pain, not eliminate it – which validates the

The unbearable
anguish 
of loss…
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experience and begins the healing process
(Graziano, 1997). I see pain as the potential to
be understood as having a function that can
lead to change. For example, grieving the loss
of an imagined child does not mean parents
do not love their actual child but helps them
learn to live with ambivalent feelings. If this
does not happen, discrimination and stigma
will erode resilience and narrow the possibili-
ties for coping and adaption.

Boukydis (1994) found that parents of
children with disabilities feel that other par-
ents with similar circumstances would be best
able to provide them with emotional support.
This has been paramount in the development
of the face-to-face service. In addition, the par-
ent group I facilitate has a psychoeducational
element as well as time for open discussion,
and uses this idea in the frame of definitional
ceremonies and outsider-witnesses, and allows
parents to discuss dilemmas with people who
have an insider experience of the challenges
they face (Broome & Stuart, 2006). In groups,
members can help to validate the feelings and
emotions of other members, establishing the
validity of grief. Group members can also
share information with one another. By shar-
ing their experiences parents become more
aware of their thoughts and feelings and
realise that not all their thoughts are realistic
or accurate, and/or that more of their ideas
are useful than they originally thought.

3. Connection 
I believe that engagement is key to developing
a relationship with someone, so I work really
hard to develop a relationship initially and join
with the families rather than helping them to
solve the mystery/fix the problem (Minuchin,
1978). I am not looking for the ‘truth’ of peo-
ple’s difficulties and I do not always need 
to devise solutions/problem solve/teach/or
advise. I need to attend to the discussion and
acknowledge people’s experiences, dilemmas
they face, struggles they have, and the efforts
to change they are making:

‘I liked the way I was related to. I have gained so
much knowledge from the sessions. Thank you.’

‘I felt comfortable and at ease.’

Vignette
In the post diagnosis clinic, the husband of a
couple who had just received a diagnosis for
their baby was struggling to come to terms
with some lost dreams he had for his child.
He was convinced that the diagnosis meant
she would never be sporty and he was spend-
ing his time feeling very sad inside and
watching YouTube videos of children with
the same diagnosis with severe behavioural
problems. Curious about this, I wanted to
understand what he usually did when he got
bad news or something upset him. The cou-
ple were able to say that he would always
look at the worst case scenario and then he
would talk it through with his wife, who
would be very understanding but also help
him see the reality of the situation. Using cir-
cular questioning techniques to focus on the
relationship between them, I enquired fur-
ther about what was different in this case,
and together we were able to work out that it
was usually work situations that upset her
husband (which did not connect for her
emotionally in any way), but in this case the
wife could not be empathetic towards her
husband as she was so emotionally con-
nected to her daughter and thought he was
being too negative towards the daughter. So
their usual pattern of mutual support and
care had been broken, and the husband was
very much left struggling with feelings and
emotions he did not know how to contain.
By seeing the process in this way the couple
were able to normalise and contextualise
their struggle, and the husband teased us
that he felt he was undergoing therapy
because he needed more help than his
daughter! The turnaround and change in
the atmosphere in the room could be felt by
all; the husband verbalised this by telling us
that he felt like a gust of fresh air had been
blown over him. His view of himself, his
daughter and his relationship with his wife
had changed. The couple were then more
able to keep open their channels of commu-
nication with each other.
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My work is non-compartmentalised as people
and families do not exist in isolation. I’m
always thinking: ‘How does my work with this
family link with others? Does it need to? And
if so with who?’

Most of the families I see are connected
with various agents of change: paediatrician,
speech therapists, physiotherapists, social
workers and the various people in educa-
tion – and each of these has a theory of
change to implement. 

In addition, therapists now define resil -
ience as a complex relational process that
must include community (Boss, 2006).
A sense of community helps fami-
lies heal. Reiss and Oliveiri
(1980) highlight that the commu-
nity context is a major influence
on how families respond to stress.
Parents need to connect to some-
one familiar in their community,
as such relationships are more
likely to be ongoing. The rela-
tionship with a therapist can only
offer a temporary connection.
Serennu is an ideal environment
in which to foster and grow a supportive com-
munity. This is an important part of the
Serennu service and recognises that there
may be other resources which are useful; for
example, after school activities, siblings clubs,
youth clubs, stay and play club, face-to-
face/peer support model and parent groups.
Siblings have fed back that they use to see
Serennu as somewhere where just their
brother went but since coming to the sibling
club they now see it as somewhere where the
whole family belongs. Ultimately, the commu-
nal sharing of narratives helps people to find
meaning by developing flexibility and
resilience as others encourage new ideas and
change. White and Epston (1990) called it re-
authoring lives.

‘The Serennu Centre has been a lifeline for me
over the past 18 months. Without the “Sparkle
clubs”, the Sparkle Family Liaison Service and
Emma’s Helping Hands Service I think I may
have given into the depression and despair
instead of picking myself up and fighting for my
son and my family.’

4. Encouraging change
I am developing and exploring with families
ideas about change almost as soon as we
meet by being curious about what has
brought them to me, what their expectations
are, and what sort of help they are looking
for. I typically engage in a mutual explo-
ration of the families’ understanding and
experience, and maintain a collaborative
position towards the process of change in
therapy. New concepts and meanings emerge
from the conversations I have, and are co-
created (Anderson & Goolishian, 1988). I do
not produce change during therapy itself;

rather, I ask questions that open
up spaces for new conversations
and not yet said stories, with
change in the story and the self-
narrative being a consequence of
the conversation. In the absence
of facts, the multiple perceptions
of family and community mem-
bers are essential for the social
construction of meaning. How-
ever, I do recognise that some
families do want practical help

from me, and in these circumstances it is no
good adhering to a non-directive approach.
Instead, I try to explore advice giving with
families, and frame suggestions as ideas to
explore/experiment with rather than fixed
solutions.

‘I was understood. Overall objectives were looked
at and discussed at all our meetings. A very
good service.’

‘I was understood and taken seriously and given
clear advice that helped my family life.’

More recently, some of my work has devel-
oped into using the acceptance and commit-
ment (Harris, 2009) model of therapy in
parental workshops. This approach is effective
in helping parents develop meaning and cope
more effectively with the day-to-day stresses
that having a child with disabilities incurs.
Change comes from learning to be more
mindful and living in the present moment
rather than getting hooked into their own
thoughts and feelings.

The relationship
with a therapist

can only 
offer a

temporary
connection. 
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‘Now I am better able to cope with daily life stress
and able to communicate the difficulties with
others in my family. I was listened to and guided
to develop coping mechanisms to help me accept
things as they are.’

Conclusion
Using an action research approach has
allowed the various strands of the model to
develop as required. I find myself spending
most time in the connection and bearing wit-
ness circles, and I wonder whether they are
perhaps the areas which families do not usu-
ally experience within professional circles,
due in part to other constraining factors for
professionals, and worries and concerns about
how to ‘be’ with families. In summary, I think
social, emotional, cognitive and behavioural
processes are all needed to promote positive

adaptation. Social support comes from parent
groups, peer support and the parental rela-
tionship. Emotional support comes from
being able to express negative emotions and
finding ways to cope with these feelings. Cog-
nitive and behavioural approaches enhance
knowledge about child development and cop-
ing mechanisms. Each of these ingredients
makes a unique contribution towards healthy
adaptation. However, central to developing
satisfying attachments in families living with
disability and building realistic dreams is hav-
ing the stories of resilience heard, witnessed,
validated and thickened.
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