


Contents

1. Introduction and background

2. Research methods

3. Summary of findings

4. Main findings

5. Discussion and conclusion

6. Recommendations for practice

7. References

8. Appendix one — Interview questions

9. Appendix two — Case studies

Page

10

24

26

27

29

33






1. INTRODUCTION AND BACKGROUND
1.1 Introduction

The mental and emotional health of young people is an issue of widespread
concern, both in the public domain and for parents. It is also an area that carries
huge stigma and something people often feel ill-informed and ill-equipped to deal
with. Young people experiencing mental and emotional distress need people
around them to be able to respond appropriately and to support them at this time.
However, the emotional impact on parents is immense and parents often feel de-
skilled and helpless in the face of emerging mental and emotional distress in their
young person. Parents themselves are in need of support at this time and this
support is not always forthcoming.

This research is part of a wider project funded by the Parenting Fund. The aim of
the research was to find out about the experience of parents whose young
people have had common mental health difficulties (such as depression, anxiety,
eating disorders and self-harm), and to use this in developing training for
practitioners. We wanted to hear about how parents felt, what it was like for them
using services, and what had and had not been helpful to them. We aim to give a
flavour of what it’s like from the parents’ perspective and to offer insights into
what may help parents during this time. This report underlines how important it is
that parents can gain access to appropriate support when these issues emerge.

In this report, first we consider findings from other research that has been done
with similar groups of parents; we then present the voices of the parents we
interviewed, and then we consider our findings in the light of the wider literature,
and finally, we present some recommendations for practice. The findings and
conclusions from this report will then be used to inform training for practitioners
who work with parents.

1.2 Using the research to develop training for practitioners

A further aim of this research project has been to use the voices of these parents
to inform training for parenting practitioners who are not mental health specialists.
This growing group of practitioners, working in the community, in schools or in
youth offending teams, often find themselves working with parents who have
young people with mental health issues, either before a mental health referral is
made, or because the issue does not meet referral thresholds. We wanted
therefore to increase the confidence and skills of these practitioners when
working with parents.

We carried out a preliminary survey of 30 generic parenting practitioners, and
many of these reported that they felt the need for further training in this area
(TSA, 2007). Of those that took part in the survey, 70% said they worked with



parents who have a young person with mental health difficulties and that they felt
unsure of their role in working with these parents.

We know that mental and emotional health is a significant concern for parents —
65% of callers to ParentlinePlus are concerned about their children’s emotional
well being and 22% about mental health specifically (Thomas Coram Research
Unit, 2003). This is clearly an area which needs to be addressed in the training of
parenting workers, particularly those working with parents of older children.

TSA has developed training for practitioners using this research and this training
will be piloted and evaluated in three areas around the country. This work is
funded by the DCSF’s Parenting Fund.

1.3 The Research Context

Previous research in this area highlights the emotional impact on parents who
are caring for a young person with mental health difficulties, and finds that
parents often feel very guilty, scared and helpless (Harden, 2005, Highet et al,
2004 & 2005).

‘So | felt very angry and also quilty. | felt...I should be able to make my

son better... | feel very sad that | can’t make his life better.’
(parent of depressed young person, quoted in Highet, 2004, p.20)

This sense of helplessness is also demonstrated in the Self-Harm enquiry which
found typically that parents did not know how to respond or what to do (Mental
Health Foundation, 2006, p.47).

Highet (2005) who researched into a group for parents who have young people
with eating disorders, found that although this experience impacted significantly
on the primary carer, this impact was seldom acknowledged by health care
professionals.

Harden, who carried out research in Scotland with parents whose teenagers had
a diagnosed psychiatric condition, argues that parents were often ‘de-skilled’ by
the experience in the following ways: not being listened to by the medical
profession; feeling helpless as a parent; being excluded from care and lack of
sensitivity by professionals in dealing with the issue of causal responsibility.

‘Often parents described being made to feel responsible for the problems

by the doctor.’
(ibid, p. 215)

This led to an undermining of themselves in their role as parents:

‘Parents questioned their whole experience as parents.’
(Harden, 2005, p.216)



Harden also found that parents attempted to address this sense of helplessness
by becoming more involved as a parent. She describes a process of ‘re-skilling’,
where parents, through acquiring knowledge, were able to re-position themselves
as expert on their child, and re-establish their parental care giving role.

The literature also contains many references to the lack of information about
mental health that is available to parents. (Harden, 2006; Logan and King, 2001;
Mental Health Foundation, 1999). Logan & Kings’ work for instance focuses on
the need for parents to be more educated in relation to mental health issues and
found that:

Ylittle guidance has been offered on effective ways to recognize early
warning signs of psychological distress that might enable parents and

professionals to preempt negative outcomes.’
(Logan & King, 2001)

Bright Futures, a three-year inquiry looking at all of the factors affecting the
mental health and emotional development of children and young people in the
United Kingdom by the Mental Health Foundation found that:

‘A key concern of parents submitting evidence to the Inquiry was the lack

of information and advice available for them.’
(Mental Health Foundation, 1999, p.63)

Harden (ibid) likewise found that parents lacked confidence because they had to
rely on professionals’ explanations of mental health difficulties which were not
always forthcoming and resulted in further self-doubt and isolation.

Much of the literature, in the US in particular, has been concerned by the low
uptake of services compared to rates of mental health problems in the population
at large, and asks why this is the case (Logan & King, 2001, Highet et al, 2004).
Some studies suggest that mental health difficulties in adolescence may be
obscured by perceptions of adolescence as a time of emotional turmoil:

‘...symptoms were being ...misattributed to other factors such as

adolescence.’
(Highet et al, 2004, p.21)

Harden (ibid) also found that this issue affected access to services. In her study,
some parents reported that when they contacted a GP about their concerns,
issues had been dismissed and put down to being that of a ‘typical teenager’.

The importance of the role of parents in the treatment of a young person is well
documented (Davis, 1999, Derisley, 2005; Nicholls & Magagna, 1999, Highet,
2005), as is the importance of early identification of mental health issues. (Logan
& King, 2001). Research from the Netherlands (Koroloff, & Friesen, 1991), found
that out of a study of 800 parents, thirty-one percent of all respondents identified
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involvement with other parents as the most helpful activity in coping with their
child's problems.

In summary, the literature highlights the emotional impact on parents and
suggests that parents are not included adequately by services, and that typically
they do not receive the support and information that they need. Our research
builds on this picture and asks parents further about what they need to support
them. Later in the report, we will return to these issues in the light of our own
findings.



2. RESEARCH METHODOLOGY

Below are the main questions that underpinned our research (see Appendix 1 for
copy of questionnaire).

2.1 Research Questions:

e What is it like for parents when their young person experiences a mental
health difficulty?

¢ What has been helpful and unhelpful for them during contact with
services?

e What recommendations emerge for practitioners working with parents?
2.2 The Interviews

We conducted in-depth semi-structured interviews with 21 parents (four of these
were face to face and the were rest telephone interviews). Interviewees were
self-selected within the parameters we outlined (see below).

Who did we interview?

We interviewed a range of parents — a mixture of both single parents and those in
two parent families, mostly mothers, but including two fathers. Their young
people spanned the age range of 12 — 18, but more of them were in the 15 to 18
range and there were slightly more females than males. The most common
mental health issues described were depression and anxiety; five young people
had self-harmed; two attempted suicide, and three had eating problems. For
many of these young people the issues were multiple i.e. did not fall into one
discrete category. Most of the young people had at some point used mental
health services, but a minority had not.

2.3 Focus and scope of the research

We talked to parents whose young person (between the ages of 12 and 18) had
experienced a ‘common mental health difficulty’ including, depression, anxiety,
eating disorders and self-harming behavior. We drew this boundary with an
understanding that mental health issues frequently are not so clearly delineated
as some diagnosis might suggest. However, we wanted the focus to be on this
range, rather on the more severe and enduring end of the mental health
spectrum, such as early onset psychosis, or on conduct disorders. Each of these,
whilst having many parallel issues with ‘common mental health difficulties’, also
carry a set of additional issues which would complicate the findings of a small
study like this.



We were primarily interested in the period of time before a young person or
parent received any ‘specialist’ mental health interventions, although parents did
also speak to us about support at this stage. Our intention was not to evaluate
models of intervention and support, but to get a wider sense of what helped and
didn’t help when parents came into contact with the range of services and
practitioners.

We are very grateful to all the parents who took part in this research and who
were prepared to share what was often very painful and personal stories with us.

Limits of the research

We interviewed parents whose young people had a range of different mental
health issues, including depression, anxiety, eating disorders and self-harm.
Whilst these issues are often very interlinked, there are also distinct differences
in the experiences. The research wasn’t sufficiently large enough to be able to
draw conclusions about these differences.

The findings will also reflect the fact that all interviewees were self-selected, so
the group is likely to be over represented by parents who have a more pro-active
style in responding to their young person.



3. SUMMARY OF FINDINGS

3.1 How the experience has affected parents

» Many parents felt guilt, anxiety and helplessness

» Many parents reported feeling de-skilled as a parent

» Some parents also felt angry and resentful towards their young person
» Some parents felt increased closeness to their young person

» Many parents were galvanized into action by the experience and adopted
strategies that increased their efficacy as a parent

» Having a young person with mental health issues often had big effect on the
rest of the family, particularly other siblings

3.2 Experiences of accessing support for their young person
What was helpful?

» Being able to access someone when needed

» Being involved in their young person’s treatment

What was unhelpful?

» Having their concerns about their young person dismissed as normal teenage
behaviour

» Feeling excluded from their young person’s treatment
3.3 Experiences of support for parents

What was unhelpful?

» The lack of support offered to them

» Not being given information about mental health
What was helpful?

» Using helplines

» Having their feelings understood and accepted



» Not feeling judged or blamed

» Being given reassurance and support

» Being given information that helped parents understand what was happening
» Being offered strategies to help keep their young person safe

» Being supported in developing parenting skills, especially listening to their
young person

3.4 The effect of being offered direct support

Parents benefited enormously from support received in the following ways:
» Two parent families felt more unified in their approach as parents

» Parents felt better able to cope and manage their own emotions

» They felt less isolated

» Their confidence as a parent increased

» They were better able to support their young person



3.5 RECOMMENDATIONS FOR PRACTICE

1.

Take account of the emotional impact on parents and offer parents
support for this in their own right.

Be aware of the possible impact on the rest of the family and if possible
address the support needs of other siblings.

Give clear information to parents about mental health and young people
and about support available to them from the outset.

Be careful not to dismiss parents’ concerns about their young person as
just ‘normal’ adolescent development.

Be sensitive to the stigma surrounding mental health difficulties and the
issues of self-blame that parents may feel.

Support parents to support their young people through development of
parenting skills, active listening and awareness of risk.

Encourage parents to seek support from other parents — this can be via
groups, helplines or internet sites.



4. FINDINGS
4.1 The effect on parents

Parents spoke a lot about how they felt when they realised their young person
had some emotional or mental health difficulty. Parents spoke about the
conflicting and strong emotions they often felt. A number of themes emerged:

» Feelings of guilt, anxiety and helplessness

The word ‘helpless’ was one which many parents used in describing how they
felt. Many parents also expressed feeling guilty in the face of what their young
person was experiencing.

I felt helpless, confused and guilty. Mainly because | couldn’t solve the

problem.’
(Parent of 15 year old boy having panic attacks)

I felt really scared. They push you away as a teenager. She used to say ‘I
wish | was three years old again” and | also wished she was, so that |

could make it all better.’
(Parent of 17 year girl who self-harmed)

I felt helpless, anxious and worried. | didn’t understand why my daughter

must be feeling so bad about herself.’
(Parent of 17 year old girl who self-harmed)

For some this sense of guilt tipped over into feelings of inadequacy as a parent:

‘It made me worried I'd not been a good parent. | felt guilty... and it made

me question my ability as a parent.’
(Parent of 16 year old girl who was admitted to an adolescent psychiatric unit)

‘You start questioning yourself as a parent, realising everything is not OK.
It challenges you as a parent. You start to question your actions and the
decisions I've made.’

(Parent of 16 year old girl with depression)

‘It made me feel helpless, vulnerable, lose authority — | didn’t know what to
do. | also felt responsibility and didn’t know where to start.’

(Parent of 17 year old girl who self-harmed)

» Feeling de-skilled as a parent

A theme emerged of parents feeling de-skilled and sidelined as a parent and a
sense that they were losing control of what was happening.
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‘My son didn’t feel like my son anymore. There were so many

professionals involved.’
(Parent of 16 year old boy who had attempted suicide)

This was at times exacerbated by contact with services. Additionally some
parents said that comments from professionals had left them feeling undermined

and sidelined:

1 felt they [the agency] questioned my parenting skills. We didn’t get told
any feedback. | felt patronised from the meetings with the support worker.’
(Parent of 17 year old girl with depression)

‘It made me feel that I'd done something terribly wrong. | felt very judged —
like people think what’s going on in that family. I've always been a private

person so felt lain bare.’
(Parent of 16 year old boy who had attempted suicide)

» Feelings of anger and resentment

Some parents spoke of feelings of resentment towards the young person
because of the impact their mental health was having on them.

‘I cracked up really. | was always shouting at him and was resentful. | had

to give up my job and felt resentful and had to go on income support.’
(Parent of 15 year old boy, suffering from depression)

I felt terribly guilty. But also felt conflicted — | was either super supportive
or angry. Living with people who are depressed or angry is really hard

work.’
(Parent of 15 year old girl who self-harms)

‘Frustrated that she couldn’t cope when her brother found it all easy.
Angry that she didn’t seem to want any help or advice. Distressed that we

couldn’t find a solution.’
(Parent of 16 year old girl who self-harmed)

» Greater closeness

Some parents reported a greater closeness between themselves and their young
person:

‘If anything it made us closer. We talked and | made him say how he was

feeling and encouraged him to talk.’
(Parent of 15 year old boy with panic attacks)
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‘I became very focused on how and where | could get help and support for

her. | also became very protective of her.’
(Parent of 16 year old girl with bouts of depression and self-harming)

» Being galvanised into action

As the above quotation demonstrates, other parents responded to the situation
by being galvanised into action and becoming completely hands on — giving up
on aspects of their lives to focus on their children.

A mother of an eighteen year old girl who became suicidal describes the
complete attention that was needed to support her daughter and keep her safe:

‘1 went from being a mum of all three, a wife and working part-time as a

special needs teacher to being a 24/7 carer.’
(Parent of 18 year old girl who had depression and who self-harmed)

‘I decided to go completely “hands on”. People thought | was going
overboard but we needed to go at it full on ‘cos she was suicidal. | was so

desperate.’
(Parent of 18 year old girl with depression and anorexia)

» Effect on the rest of the family

Almost all parents interviewed said that it had had a big impact on the rest of the
family, putting strain on relationships in the family and taking attention away from
other children.

‘It had a big impact on our family life — everything centred around our

daughter.’
(Parent of 18 year old girl with depression)

Some parents spoke about the effect it had had on other siblings, who they felt
had been neglected as a result of having a sibling with mental health issues:

‘My daughter is angry and resentful towards her brother because of all the
attention he’s had. Have started giving her more positive attention (1 hour

a day one to one).’
(Parent of 18 year old boy with anxiety related issues)

‘The oldest child had to just “get on with it.”

(Parent of 16 year old girl with depression, self-harm and eating problems)

‘Her brother was quite intolerant of his sister’s issues and was adamant
that he was not going to be involved in any family therapy as it wasn’t his

problem. He is jealous of the attention she is getting.’
(Parent of 16 year old girl with mood swings)
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Some spoke about children being frightened by their sibling’s behaviour:

‘They [three younger siblings] felt very frightened by the situation and
couldn’t verbalise how frightened they were so it was shocking for us to
realise that through family therapy, but good to be told. Possibly for a

year they almost became the forgotten three.’
(Parent of 16 year old boy who has been suicidal, recently diagnosed with ADHD)

‘My younger son is worried about his older brother coming back home.
Has had knock on effects on younger brother. He won't sleep with the light

off and gets upset easily.’
(Parent of 15 year old boy who self-harms and has set fire to things)

4.2 Parents’ experience of accessing support for their young person

Most of the parents interviewed described things that were both helpful and
unhelpful in their first contact with services, so their experiences were typically
mixed.

4.2.1 What was unhelpful?

Many of the themes that emerged present a picture of a struggle for many
parents to find appropriate services for their young person. In particular, issues
that emerged were:

» Feeling excluded from treatment

Some parents who weren’t directly involved in their children’s treatment felt
excluded from knowing what was going on and wanted more feedback. This
because more of an issue when the young person was over 16.

‘Our daughter’s an in-patient and even though she’s only 16 and is
vulnerable we’re still not told what’s going on. Now she’s 16 patient
confidentiality is there. Every three months we’re included in the reviews
but we don’t get told anything if she says she doesn’t want mum and dad
to know. It’s so frustrating.’

(Parent of 16 year old girl with complex mental health issues)
» Lack of choice and inappropriate referrals
Several parents described what happened if their young person was referred to

someone that did not seem appropriate for them and how it was then difficult to
find more appropriate support (see also case study C).
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‘It would have been good for my daughter to have had the right counsellor.
It was a completely wrong pairing and there was no other option when she

didn’t want to see her again.’
(Parent of 16 year old girl who self-harmed)

‘The first counsellor my daughter saw was absolutely awful. She had lots

of rules and lack of concern about the parental role.’
(Parent of 18 year old girl with complex mental health issues)

» Difficulty accessing support because of service thresholds and gate-
keeping

Several parents talked of the frustration they felt when trying to access services
for their young person and finding that they couldn’t do so easily either because
they did not meet the service thresholds and referral criteria, or they were
referred elsewhere.

‘the school said he wasn'’t severe enough to get any support from the

school.’
(Parent of 18 year old boy with anxiety and depression)

‘It was unhelpful to be referred to the GP counsellor who couldn’t see my
daughter because she was under 18. | felt disappointed by the system and

felt that | didn’t have much control.’
(Parent of 17 year old girl with depression)

‘The GP was very unhelpful. He suggested that we talk to the school.
Eventually my son went back to him and told him how bad things really
were then he finally gave him some anti-depressants. This had made my
son feel not believed.’

(Parent of 14 year old boy with anxiety and depression)

» Comments by professionals

A number of parents described the effect of things that were said by
professionals and the effect it had on them (see also case studies A & B)

‘The nurse in the GP surgery said “he’s teenage boy, what do you
expect?”
(Parent of a 15 year old boy who self-harmed and set fire to things)

4.2.2 What was helpful?

» Being involved in their young person’s support and treatment

Most of the parents interviewed were involved in their young person’s treatment
or support in some way. This may not be representative of most parents
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because of the self-selection of interviewees. Parents were involved in the
following ways:

- Taking their child to appointments
- Attending family therapy
- Attending appointments together

Parents reported that they found it really useful to be included in the treatment:

‘I'm very much involved especially since she’s been an inpatient.
Especially family therapy — it really helps me to understand how it all

works.’
(Parent of a 12 year old girl admitted to hospital with extreme anxiety and eating
problems)

» Accessibility

Parents spoke about the importance of being able to see someone when they
needed to, whether this was quick appointments with the GP or being able to
contact the psychiatrist if needed. It was also helpful when routes through the
system were speedy and appropriate referrals made.

4.3 Parents experience of support for them
4.3.1 What support was offered to the parents?

Support for parents refers to a range of ways in which parents were supported by
services, both in their own right and as part of the support that was offered to
their young person. About a third of the parents interviewed said they had been
offered support for themselves as parents. Most of the other parents who had
received support had self-referred and had worked hard to find out about any
support available.

The range of support parents had received (referred and self-referred) included
family therapy; parenting groups/courses, counselling (private and not private),
CAMHS workers or nurse, support from charities such as Carers organisations
and MIND. Several parents had also contacted helplines.

4.3.2 What was unhelpful?

» lack of support offered

Several parents spoke about the lack of support that was offered to them:

‘The focus was on her. There was nothing specific for me. I've never been
offered anything.’

(Parent of 17 year old girl who was self-harming and depressed)
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‘There was no support for me as a parent. Any support | got was from self
referral. Also | found the whole confidentiality thing difficult. They wouldn’t
tell me anything. | wanted to know what was normal behaviour.’

(Parent of 17 year old girl with cannabis induced depression)

The impression many parents gave was of having to struggle to get any support
for themselves:

‘Any support I've had, I've had to initiate.’
(Parent of 18 year old boy with anxiety)

‘No support was offered really. We’ve had to fight for everything. It's been

totally exhausting. Feel like I'm arguing with anyone to get anything’
(Parent of 16 year old girl with complex mental health issues and self-harming)

4.3.3 What was helpful?
» Using helplines

Those that had rung helplines had found them very helpful, especially being
offered a one-off consultation.

‘Me and my daughter both phoned the Eating Disorder helpline which
made her feel OK and not abnormal. They were very understanding and
offered a free 50 minute consultation as a one-off and said we could ring

again.’
(Parent of 12 year old girl with an eating disorder)

» Reassurance and feeling understood

Parents spoke about how helpful it was when they felt understood and listened to
by practitioners. Several also said it was helpful to be reassured that what they
were experiencing was not abnormal and that there were things that could help

make it better.

‘My initial contact was with Jigsaw and two ladies came to our house and
talked to us. It was a very good meeting and it gave us hope for the future
and made us feel that this wasn’t unusual at all, almost common and that

with help and support we could make it.’
(Parent of 16 year old girl who self-harms)

» Having support directly offered to them

There were some parents however who did have support offered which was very
helpful:
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‘Support was offered to me at different times. We had family therapy with
CAMHS, the GP referred me to counselling and | did a parenting course

and saw a parent counsellor through a youth advice project.’
(Parent of 16 year old boy, recently had ADHD diagnosis)

Those parents who had received support, whether they had been referred by a
professional or found it themselves, said it was extremely useful. Parents
interviewed had received support from a range of sources, including CAMHS
staff, social workers, family therapists, school staff, and nurses.

4.3.4 What was the effect of direct support for parents

Parents who received support said it made them feel less isolated, they felt more
reassured, less caught up in self-blame about their child’s situation, they had
found out more about strategies for keeping their child safe and felt better able to
support their young person.

» Felt less isolated

Several parents who joined parenting groups spoke about how this made them
feel less isolated:

‘The parent group was really helpful. | realised that | wasn'’t the only one
having difficulties.’
(Parent of 15 year old boy who self-harmed)

‘I found it a great relief hearing other people’s experiences as | had felt it
to be a great relief hearing other people’s experiences as | had felt so
isolated.’

(Parent of 18 year old girl with complex mental health issues)

» Increased confidence as a parent

Several parents also said that having some support helped them to regain their
confidence as a parent and to feel less self-blaming:

‘Counselling and family therapy helped me to gain confidence again as a

parent. They praised me a lot which was really helpful.’
(Parent of a 12 year old girl with extreme anxiety and eating problems)
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» Helped them to support their young person better

Many parents spoke about how support for them had better enabled them to
support their young person in a number of ways (see also case study B):

helping parents work together better

‘The parenting courses helped my wife and | get things in perspective and
to also respect our different parenting styles and to present a united front
when dealing with our children. We are now much more in tune with each

other and both deal better with our daughter’s on-going issues.’
(Parent of 16 year old girl with depression and self-harming)

being better able to manage own emotions

‘I never wanted my child to see how scared | was. By getting some

support for myself it meant | was much better able to support her.’
(Parent of 18 year old girl with depression and anorexia)

learning new parenting skills especially being able to listen to their
young person better

‘l went to some parenting courses. They showed me how | can be a more
effective parent e.qg. change my negative parenting such as criticism and

learnt how to support my children by listening to their emotions.’
(Parent of 18 year old boy with anxiety and depression)

learning strategies for keeping their young person safe

‘I got myself things — counselling and a parent support group. They were
helpful. I learnt strategies for keeping the children safe and in group work

learnt practical techniques.’
(Parent of 16 year old girl who had self-harmed)

‘The therapist taught me to look out for signs of my daughter being at risk
of self harming. Also my daughter learnt to do other things with her

feelings like writing a poem or drawing on herself.’
(Parent of 14 year old girl who suffered with anxiety and self-harmed)
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4.4 What else would have helped?

4.4.1 What else would have been helpful when first concerned about their
young person?

When asked what else would have been helpful for them, most parents said they
would have liked someone to talk to and/or more information.

» Someone to talk to:

‘As parents to be given one to one with someone.’
(Parent of 16 year old boy)

‘If I had endless sums of money | would have gone to therapist twice a

week. Parents need open ended on-going support.’
(Parent of 18 year old girl with complex mental health issues)

‘More free counselling and some respite care to help.’
(Parent of 18 year old girl who was suicidal and depressed)

‘I wish I'd had therapy... earlier. You can’t be a sound parent if you have

got troubles yourself.’
(Parent of 18 year old boy with anxiety related issues)

» Information

Some parents talked about wanting more information — particularly written
information such as leaflets on young people and mental health, as well as
information about services available and legal issues.

‘More information — | wish the GP had given us guidance on depression

and mental health of teenagers and given us some leaflets.’
(Parent of 16 year old girl with depression)

‘It would have been good to know it would be better in a year. That would

have been helpful. Also maybe a leaflet would have been good.’
(Parent of 15 year old boy who had panic attacks)

‘Knowledge of other services.’
(Parent of 17 year old girl who self-harmed)

‘We needed to know that support was available and that we wouldn’t be
sent to prison because our daughter wasn't attending school.’
(Parent of 16 year old girl who self-harmed and had mood swings)

Some parents also talked about wanting reassurance, such as

‘Something to know I'm doing the right thing.’
(Parent of 15 year old boy who had panic attacks)
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4.4.2 Advice to practitioners

We asked parents what advice they would like to give to practitioners who work
with parents and most parents had advice they would like to give. Responses to
this question focused on making support accessible to parents, not judging
parents, considering the parents own emotional health and offering more
information to parents.

» Making support accessible and appropriate to parents

In general, parents did want support and they wanted the support to be
accessible and readily available to them. They wanted to be able to reach out for
support when needed — at the end of a phone and also for support itself to be
routinely offered.

‘Parents need to have someone there at the end of the phone when you

need them. Be there when they are needed.’
(Parent of 14 year old girl who suffered with anxiety and self-harmed)

‘It’s difficult as they’re all restrained by funding. Get more support groups

going. Particularly one led by professionals.’
(Parent of 15 year old boy who refused to go to school)

‘Be accessible. Work together, not in silos, multi-disciplinary teams,

concentrate on where the family is e.g. locality, childcare, transport.’
(Parent of 17 year old girl who self-harmed)

‘NHS needs to be more frequent — so parents can meet professionals

more.’
(Parent of 18 year old girl with anorexia and depression)

» Not judging parents

Many parents commented on the importance of not feeling judged by workers
and of wanting to feel that their perspective had been understood.

‘Remember there for the grace of God go I. Don’t be judgemental of

parents...Parents are not always to blame.’
(Parent of 16 year old girl who had complex mental health issues)

‘Nobody knows a child better than the parent... Listen to the parent...don’t
say “it’s bound to be like that...”

(Parent of 15 year old boy who self-harmed and set fire to things)
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‘Don’t blame parents. When they’re strong enough challenge them.
They’re already blaming themselves big time. Be gentle at first but when
strong enough then encourage them to look at their own part in it.’
(Parent of 18 year old boy with anxiety and depression)

‘Recognise that it’s new and scary for parents.’
(Parent of 16 year old girl who has been depressed and self-harmed)

‘Be aware we all have different perceptions of a situation. The parents

have their own side of the story.’
(Parent of 16 year old boy who took an overdose and had an ADHD diagnosis)

» Consider parents’ own emotional health
Parents wanted the effect on them acknowledged by practitioners.

‘My child having mental health problems has affected my own emotional

health.’
(Parent of 17 year old girl with depression)

‘Remember parents may need as much support as the young person.’
(Parent of 15 year old boy who had panic attacks)

» Provide appropriate information for parents

Many parents spoke about how they wanted practitioners to give them
information about young people’s mental health, but not to patronise them and
assume they do not know anything in the process:

‘Give information to parents.’
(Parent of 16 year old girl with depression)

‘When | understand what’s happening | can deal with it so much better — If

I don’t understand then | don’t know which way to turn.’
(Parent of 17 year old girl with depression)

‘Don’t patronise parents. Don’t assume they don’t know things — ask them
how much they know etc. | felt patronised ‘cos support worker kept leaving
leaflets for me. Would have been good if asked if | wanted information and

to see where my level of knowledge was.’
(Parent of 17 year old girl with cannabis induced depression)

In summary...

A good summary of the advice to practitioners from parents we interviewed can
be found in the words of a father whose daughter self-harmed:
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‘Be supportive, not critical. Don’t offer quick fixes. Give plenty of
information about support organisations and self-help groups. Encourage
them to try parenting courses.’

4.5 Advice to other parents

We asked parents what advice they would give to other parents. There were a
range of themes emerging. However, the most common was to ask for help and
information and to keep going until you get the help you need. Parents were very
passionate about their advice to other parents.

» Ask for help sooner rather than later

‘Ask for help, ask for support because | feel we left it too late but it’s
knowing where the threshold is. Information is really important. Share with
the family if appropriate. When you speak to other parents you realise

you’re not on your own. It’s ok to be vulnerable.’
(Parent of 16 year old boy who took an overdose and had an ADHD diagnosis)

‘Don’t leave things ‘il they get serious. Ask you GP. Listen to your child.’
(Parent of 16 year old girl who self-harmed)

» Be assertive in seeking out sources of support

‘Do some research into who is best to talk to. Be more firm and
demanding about what you want. Don’t assume the school is the best

place to go.’
(Parent of 15 year old boy who self-harmed and set fire to things)

‘Seek the best support you can but you have to seek it out.’
(Parent of 17 year old girl with depression)

» Use helplines

‘Be careful not to let it drift. Try to access local things. Keep talking as a
family and to others. Phone helplines such as Samaritans and Parentline
Plus.’

(Parent of 16 year old girl who has been depressed and self-harmed)

» Keep fighting

‘Fight for everything and if you’ve got the energy keep fighting.’

(Parent of 16 year old girl who had complex mental health issues)
‘Fight the fight — don’t give up. You have to hold their hand and find the

tools to move forward positively.’
(Parent of 18 year old girl with anorexia and depression)
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‘Don’t wait for professionals to come to you. If you have concerns just get

in there and tackle the school.’
(Parent of 15 year old boy who refused to go to school)

‘Keep badgering the GP. Always take your child’s side — support them and

be their champion.’
(Parent of 14 year old boy with anxiety and depressive disorder)

» Don’t be ashamed

‘Don’t be ashamed, speak out, tell the truth, tell it like it really is. Just be
really honest. Follow your instincts. Avoid those who can’t support you and

seek help from those that can. Find out about free counselling.’
(Parent of 18 year old girl with depression and self-harmed)

‘Don'’t feel like it’s a bad thing to ask for help. Self refer to CAMHS — these
services are out there to help you. It doesn’t make you’re a bad parent it

means you’re a good parent because you want to do your best.’
(Parent of 17 year old girl who self-harmed and was depressed)

‘Take each day as it comes. Go for help, there is nothing to be

embarrassed about. Don't hide away.’
(Parent of 14 year old girl who suffered with anxiety and self-harmed.)

» Consider your part in it without blaming yourself
‘You’re not alone. You didn’t cause it. Its very complicated but do look at
how you are contributing to it.’
(Parent of 18 year old boy with anxiety and depression)
» Seek support from other parents
‘Find out how the system works; find out what you can access. Ideally find

a user group. Hearing what others are doing makes you feel less lonely.’
(Parent of 17 year old girl who self-harmed)
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5. DISCUSSION AND CONCLUSION

These findings have added to our understanding of the experience of parents
whose young people have mental health difficulties and enabled us to have a
better sense of what can help them in this situation. We hope that this can be
translated into lessons for practice. This research has also echoed and reinforced
findings from other research in the area in a number of significant ways.

Firstly, this research highlights the considerable emotional impact on parents and
echoes other findings in this respect. In particular the issues of guilt and
helplessness that were expressed amongst the parents we interviewed, are also
present in other studies (Harden, 2005, Highet et al, 2004 & 2005, Thompson &
King 2005).

Additionally, we also found that there was a significant impact on the rest of the
family. This was particularly the case for other children in the family who in many
cases were affected by their siblings’ problems taking centre stage.

Like other studies, we found that the impact on parents was typically not
acknowledged by services and that in fact parents’ difficulties were at times
exacerbated by contact with services, which sometimes left them feeling
sidelined and to blame. Likewise parents in general found it hard to find the
support they needed.

Harden’s (2006) assertion that parents are ‘de-skilled’ by their experiences of
having a young person with mental health difficulties is something that our
findings seem to support. The experience hits at the heart of what it means to be
a parent, and the helplessness and guilt that our parents felt certainly bears this
out. We also found some evidence of Harden’s other features of ‘de-skilling’: not
being listened to by the medical profession; being excluded from care and lack of
sensitivity by professionals in dealing with the issue of causal responsibility.

We, like others (Harden, 2006, Highet et al 2004 Logan & King 2001) found
some examples of times when parents’ initial concerns were dismissed by
professionals and put down to ‘normal’ adolescent turmoil.

However also like Harden, we found that many parents did engage in a range of
actions, which she describes as ‘re-skilling’, and through which their parental
care giving role was re-established. Several of the parents we interviewed were
galvanised into action by the situation and got more involved in their young
person’s care. Many actively sought out information and struggled hard to find
other sources of support for themselves.

The importance of access to information in this ‘re-skilling’ is clearly born out in
this research as well as present in the literature we have referred to.
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The issue of the stigma surrounding mental health issues runs through our
findings and clearly compounds parents’ feelings of guilt and isolation. When
asked what prevents parents from seeking support, most parents alluded to this
stigma in some way.

Finally, a core message from this research about the value of offering support for
parents, both in their own right and as a way of helping them to support their
young person, is also underscored by numerous other messages from research
(Davis, 1999; Derisley,2005; Nicholls & Magagna, 1997; Highet, 2005).

Parents we spoke to, found it helpful to have support both from professionals, as
well as having access to support from other parents in similar situations. This
latter point accords with research from the Netherlands (Koroloff, & Friesen,
1991), which found that many parents said involvement with other parents was
the most helpful activity in coping with their child's problems.

These findings suggest that there is an important role for generic parenting
practitioners to support parents whose young people have mental health
difficulties. They can do this by addressing their sense of helplessness and
supporting them in their capacity to ‘re-skill’ in the following ways: offering
parents emotional support in their own right, providing them with the information
they need about mental health and supporting parents to be more effective in
their parenting role at this time.

These are important components of any type and any stage of support — both
from the early stages of when a mental health issue emerges, throughout the
process up to an including when a young person is receiving treatment in the
mental health system. The following recommendations for practice are a
constellation of the lessons from ours and others’ research, and are developed
further in the training course we have devised.
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6. RECOMMENDATIONS FOR PRACTICE

1.

Take account of the emotional impact on parents and offer parents
support for this in their own right.

Be aware of the possible impact on the rest of the family and if possible
address the support needs of other siblings.

Give clear information to parents about mental health and young people
and about support available to them from the outset.

Be careful not to dismiss parents’ concerns about their young person as
just ‘normal’ adolescent development.

Be sensitive to the stigma surrounding mental health difficulties and the
issues of self-blame that parents may feel.

Support parents to support their young people through development of
parenting skills, active listening and awareness of risk.

Encourage parents to seek support from other parents — this can be via
groups, helplines or internet sites.
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APPENDIX ONE
Interview Questions
Parents of 13 to 18 year olds with emotional/mental health problems

This research is funded by the Parenting fund. The aim of the project is to find
out more about the information and support needs of parents of 13 to 18 year
olds, whose young people have emotional/mental health problems.

Our interviews with parents focus on parents’ experiences of the process during
which they first became concerned about their child, to the point at which their
child started receiving support / treatment. The findings from this research will be
included as part of a training programme for practitioners working with parents —
so its really helpful for us to look at what parents have found helpful and
unhelpful along the way. So the focus of the interview is parents’ experiences of
support.

Please note the interviews will be treated as confidential (except in cases where
a person reveals information to suggest themselves/their family are at risk of
significant harm). Any quotes presented will be done so anonymously.

Any questions before we start?

BACKGROUND INFORMATION - will collect some basic info before asking
you some more in-depth questions

1. How many children do you have? Are you single or two parent family?

2. What’s their age and gender?

3. What's the age and gender of your child with emotional / mental health
issues?

4. Is your child currently in contact with mental health services?

5. Which service is your child in contact with / which service was your child in

contact with?

INITIAL STAGES - we’re particularly interested in the period between first
having concerns and actually receiving treatment

6. What first made you feel concerned about your child’s emotional/mental
health?
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10.

11.

12.

13.

14.

15.

16.

When was this? — how long ago?

Have they got a diagnosis? If yes, what is it? (current situation)
How did all this make you feel?

How did this affect you in your role as a parent?

Who did you contact/seek support from?

Did you have any informal support (e.g. family or friends) before seeking
more official support? If yes what?

Did someone contact you to let you know there might be a problem? E.g.
the school or others?

What support/help was offered to your child?
Is your child now receiving treatment/a service? Where?

How involved are you as a parent in your child’s treatment/support?

SEEKING INFORMATION AND SUPPORT - this section focuses on your
experiences as a parent

17.

18.

19.

Roughly how long was it between you initially being concerned for your
child and actually seeking help/talking to someone? Prompt —
months/years

0-6 months 6-12 months 12-18 months 18-2 years
more than 2 years

How long between initially talking to some and receiving a service

0-6 months 6-12 months 12-18 months 18-2 years

more than 2 years

Thinking of the initial contact that you had .... what was helpful and
unhelpful about this?
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20. Was support offered to you? Were there other people you were then
referred to? A service? A support group? Prompt for more info

21.  How helpful / unhelpful has that been?
22. How has this supported you in your role as a parent?

23.  What were / are your main sources of support? What supports you in your
role you as a parent?

24.  What else do you think would have been helpful at this stage (between
being concerned and your child receiving a service)? What did you need?

25.  How would you say all of this has impacted on your family?
- inrelation to other children / young people in the family?
- partner relationship?

26.  Were there any other things that were helpful and unhelpful along the
way?

27.  Are you aware of any websites / organisations that provide information
and support to parents? If so, which ones, and are there any you have
contacted?

28.  What sort of things do you think prevents parents from seeking help or
talking to others about their child’s emotional/mental health?

29.  What would you say to other parents in similar situations?

30 Part of this project involves training practitioners who work with parents —
what would you want us to say to them? What would help?

Thank you very much for taking part in the interview

Parents given book as a freebie on support for parents of teenagers
Would you like copy of summary? [ ]
PARENT’'S ADDRESS for book

TSA May 2007
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APPENDIX TWO

CASE STUDIES

Case Study A

Sally*

Interview with Sally. Sally is married and has two boys aged 15 and 12.

Sally’s 15 year old son Adam* started experiencing some changes last year. He
starting withdrawing socially, stopped having his friends round and just picked at
his food. He then started getting extremely anxious and starting having panic
attacks. Adam was always a high achiever at school — but had recently
experienced some family bereavements, including the death of his grandparents
and the family dog.

When Sally realised Adam was experiencing problems, as a parent she felt
helpless, confused and guilty because she wasn'’t able to solve the problem
herself.

Initially Sally and Adam went to their GP, who gave them a lecture on what he
should eat, so only seemed to focus on the food aspect. They found this
extremely unhelpful, so then Sally spoke to the school nurse. Sally herself is a
qualified nurse and therefore said she had confidence in her own ability to get
support for her son. The school nurse was ‘very good, she reassured me and
clearly explained everything to me’. After seeing the school nurse Sally found a
different GP, who then referred Adam to CAMHS, the Child and Adolescent
Mental Health Service.

Through CAMHS, Adam had 1 to 1 counselling sessions with a student
psychiatric nurse. Initially he was worried about missing school, but Sally feels
that he got a lot out of seeing the counsellor and is now feeling much better. She
said that within a year there were massive improvements. Sally’s main sources of
support were her husband and mother. She wasn’t offered any formal support
though and would have liked to have joined a parent support group.

Sally said she would have found it helpful to be given a leaflet on where parents
can turn to for help and also some information about how long it might take for
the counselling to have an effect.

The advice she said she’d like to give other parents in a similar situation would

be to get support, talk to your child and to keep calm and try not to panic or feel
guilty or blame yourself.
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Case Study B
Peter*

Peter and Caroline are a married couple with two children; a 17 year old son and
a 16 year old daughter.

When their daughter Amy was 14, she started missing school, sleeping more
than usual and having mood swings. The school suggested that Amy see the GP
as she had been complaining of stomach pains and headaches. During this time
Peter and Caroline noticed that Amy was self harming. This made Peter feel very
frustrated as he couldn’t understand why she wasn’t coping with life, when her
brother was coping very well. He was also angry that Amy didn’t seem to want
any help or advice. He also felt distressed that they couldn’t find a solution. The
GP diagnosed depression and referred Amy to a Child and Family Therapy
Centre, mainly because of the effects on the family rather than specifically for
Amy. Peter and Caroline were coping very differently to the situation and fell out
over different parenting styles. Caroline felt that Peter was too soft and
emotionally uninvolved whereas he felt that she took it too personally.

During this time they received a visit from an Education Welfare Officer who
warned them that they could face up to a £3,000 fine, or prison if they didn’t
ensure their daughter returned to school. The EWO did help to organise a
meeting with the school to discuss a reduced timetable, however the whole
situation was very distressing for the family.

In terms of treatment, this wasn’t particularly straightforward. The initial contact
with the therapist was at the family home and Amy didn’t take to the therapist and
after a few sessions refused to talk to him. Their son also didn’t want to take part
in any Family Therapy, so Peter and his wife continued with this together.
Connexions became involved to support Amy, however, Amy got into an
argument with the Connexions worker, who then suggested to Peter that they
should evict her so that she would be Social Services responsibility. They didn’t
do this. Amy then started to see an Art Therapist, while Peter and Caroline
continued with the Family Therapy. In addition, Peter and Caroline took partin a
parenting course, for parents of teenagers, run by Amy’s school which they found
to be extremely helpful. Peter said it helped them to get things into perspective
and to respect their different parenting styles and to present a united front when
dealing with their children. They found this very supportive and now feel much
more in tune with each other and say they both deal better with their daughter’s
ongoing issues.

Initially they found that the support organisations were not talking to each other

and both Connexions and Family Therapy were providing counselling to Amy.
The Family Therapist then took control and managed all communication between
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Connexions, the school, the Education Welfare Officer and the family. He also
reassured them that they were now ‘in the system’ and wouldn’t be taken to court
by the school.

They are still receiving support from Child & Family Therapy and Amy has now
finished Art Therapy, but continues to see a Connexions worker. The advice they
would give to others parents in similar situations is not to leave things until they
get serious, ask your GP and also listen to your child.

Case Study C
Alison*

Alison is a single parent with 2 children, a 20 year old son and a 17 year old
daughter Katie.

Katie first started experiencing problems when the father left the family home.
Alison said Katie, literally fell apart, aged 8, when her father left. By age 13/ 14
she told Alison that she needed some help. Sometimes Katie didn’t attend school
or get out of bed. The GP said she was depressed and offered her anti-
depressants and counselling.

Alison felt like she’d failed as a parent mainly because she felt she’d been unable
to make Katie’s dad stay. She kept thinking that it was her fault. They waited a
year for Katie’s referral for counselling to come through, and when it did, were
told that because she was under 18, the counsellor couldn’t see her. She was
then referred to Family Therapy. Alison said she felt disappointed in the system,
to wait for a year for a service and they be told it wasn’t available. She also said
that as a parent she felt that she didn’t have much control. She found the Family
Therapy very helpful and said it made her feel like she wasn’t to blame. Her main
sources of support were family and friends, but Alison wished there had been
some support groups for parents, because she said ‘sometimes you’re at the end
of your tether and you don’t know where to turn’.

She’d heard about Parentline, but didn’t ring it because she felt that there were
parents who were worse off then her and needed it more. She felt that because
Katie was defined as ‘low risk’ and wasn’t suicidal, that she wasn’t entitled to it.

Alison said she felt pride at how her daughter has come through it. When asked
what advice she would give to other parents she said to reassure them that it will

pass and that you’re not bad parents and seek the best support you can find, but
that you have to seek it out yourselves.

*Names have been changed to protect anonymity
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The Trust for the Study of Adolescence (TSA)

% TSA was founded in 1989 to help improve the lives of young people
and families. We believe that there is a lack of knowledge and
understanding about adolescence and young adulthood. We're trying
to close this gap through: .

» doing applied research
» providing training and projects that develop professional practice
« producing publications for parents, professionals and young people
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