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Intfroduction

Parenting NI has in partnership with Cancer Fund for Children, undertaken a parental engagement
consultation that was conducted throughout August/September 2022. This consisted of parent and
staff focus groups, 1:1 parent interviews and online surveys. The report has 97 parent responses and
16 staff responses. This consisted of 57 parent participants in the focus groups and 1:1 inferviews and
40 online parent respondents. Direct quotes from parents and staff are highlighted throughout the
report in grey boxes.

Background to Consultation

Cancer Fund for Children was initially established to support diagnosed children, young people and
their families. For the last 12 years Cancer Fund for Children have also been supporting children and
young people impacted by a parent’s cancer. Referrals into the service are received from a wide
range of health and social care professionals as well as direct self-referrals. Typically, families can
access support for up to two years and in the case of a bereavement, support is offered for a
further three years.

Specific support provided by Cancer Fund for Children includes:
- 1:1 individual support

« Group work
« Short breaks
« Parental support

As part of the new dedicated parental support, Cancer Fund for Children are interested in exploring
and better understanding parents’ experiences and level of anxiety during their cancer experience
and what impact this has on them and their family.

*When considering the results of this consultation, it is important to note that a parent
profile online survey was sent out to parents to ensure anonymity, parents were not
required to complete each question within the survey and could leave the survey or skip
a question at any stage; therefore, some numbers may not tally, as they may not have
answered a particular question.

Key Findings
The consultation with parents was broken down into the following areas:

1. Current experience of anxiety
2. Levels of anxiety during cancer journey

3. Impact of anxiety
4. Support

Some key findings are:

Current experience of anxiety
+ 85% of parents had experienced anxiety in the past
+ 89% of parents are currently experiencing anxiety
« 74% of parents feel their children experience anxiety
+ 20% of parents are not sure if their children experience anxiety

Levels of anxiety during cancer journey
« 97% of parents feel their anxiety is heightened at different times
+ 91% of parents feel their children’s anxiety is heightened at different times
+ 98% of parents feel a cancer diagnosis has heightened their anxiety
+ 90% of parents feel a cancer diagnosis has heightened their children’s anxiety

Impact of anxiety
+ 73% of parents believe anxiety has impacted their ability to parent and/or spend time
with their children
+ 92% of parents feel their ability to cope is reduced when their anxiety is heightened
« 72% of parents believe anxiety has had an impact on their physical health
+ 94% of parents believe anxiety has had an impact on their mental health

Support
+ 23% of parents believe there is currently enough support to help them and their family
deal with anxiety
+156% of parents believe that parents get enough help and support
+ 39% of parents have experienced barriers fo accessing services
+ 40% of parents have not experienced barriers to accessing services




Methodology

Development of the Consultation Tools

To facilitate this consultation process, it was decided to use focus groups, 1:1 parent interviews and
online survey approaches to gather information from parents across Northern Ireland. A facilitation
pack was developed in conjunction with the Cancer Fund for Children team to ensure that the
information they required was gathered.

Focus Groups and 1:1 Interviews

It was decided to undertake these parental engagements through focus groups and 1:1 inferviews.
Focus groups have the potential to bring parents together in a way that enables them to share their
views and identify issues both of individual and common concern through informal, stimulating
discussion. 1:1 parent interviews have the potential fo ensure that those who are hard fo reach and
unlikely to engage have a chance fo express their thoughts.

Online Survey

To reach a broader representation of parents across Northern Ireland an online survey was also
developed and disseminated. Online surveys offer a number of advantages including convenience
for parents who can respond in their own time, easy access through computer or mobile phone,
assurance of anonymity and potential fo complete the survey quicker than the time that would be
required o participate via a focus group. The survey was promoted through Parenting NI's social
media channels as well as through professional networks and Parenting NI's newsletter. The Cancer
Fund for Children team also shared the survey within their networks.

*When considering the results of this consultation, it is important to note that a parent
profile online survey was sent out o parents to ensure anonymity, parents were not
required to complete each question within the survey and could leave the survey or skip
a question at any stage; therefore, some numbers may not tally, as they may not have
answered a particular question.

Profile of Participants

In fotal 97 participants took part in either the focus groups or 1:1 inferviews or online survey.

The 97 participants had 200 children ranging in age from a few months old fo over 16 years old.
The following table shows an overview and a breakdown of the demographic details of those
who participated in the research. Not all parents responded to every question in the parent
profile therefore some demographics might look uneven. Further scoping may ensure a broader
representation of parents is reached.

Figure 1: Demographic overview of parents

Gender Male | Female |

Online 8 31

Focus Group/1:1 9 25

Total 17 56

Percentage (%) 23% 77%

Ethnicity White | Black | Other |

Online 29 5 1

Focus Group/1:1 22 9 3

Total 51 14 4

Percentage (%) 74% 20% 6%

Age Band 18-34 35-44 45-54 55+

Online 5 17 16 1

Focus Group/1:1 1 14 16 2

Total 6 31 32 3

Percentage (%) 8% 43% 44% 4%

Diczsa: i, [t ([l [T

Online 17 3 7 12

Focus Group/1:1 16 0 4 14

Total 33 3 1l 26

Percentage (%) 45% 4% 15% 36%

Area lived in Rural | Suburban | Urban |

Online 15 14 10

Focus Group/1:1 9 16 9

Total 24 30 19

Percentage (%) 33% A% 26%

Health Trust Area Belfast Northern | Southern | South Eastern | Western | Other
Online 17 6 3 4 8 1
Focus Group/1:1 10 9 3 10 0 2
Total 27 15 o) 14 8 3
Percentage (%) 39% 21% 9% 20% 1% 4%

*It is important to note that respondents were not required to complete each question
within the survey and could leave the survey or skip a question at any stage; therefore
some numbers may not tally as respondents may not have answered a particular question.




Limitations

The focus group method of collating information brought parents fogether in a way that enabled
them to share their views and identify issues both of individual and common concern through
informal, stimulating discussion. However, while not stafistically representative of the parent
population of Northern Ireland; both parental engagements and 1:1 inferviews are represented by
a diverse group of parents living in Northern Ireland. Respondents were not required fo complete
each question within the parent profile survey and had the option o leave the survey or skip a
question at any stage; therefore, some numbers may noft tally, as respondents may not have
answered a particular question.

Findings from Parent Engagement

This section includes findings from both the online survey and the focus groups/1:1 interviews. During
the focus groups and 1:1 interviews, the facilitator explained the facilitation pack with the parents.
This ensured parents understood each section they were sharing their views on and had plenty of
fime to think about these whilst engaged in discussion and exploration of each question.

Thinking about anxiety, please describe what anxiety means to you

Parent commments:
There were lots of different definitions and thoughts shared, with the consensus being that this
differs for each person and their situation/experiences.

« Mental health
« Worry

- Well-being

« Stress

- State of mind
« Burnt out

« Depression

Have you experienced anxiety in the past?

There were 97 responses fo this question, the table below highlights this:

Yes No Not Sure
82 n 4
85% 1% 4%

Parents generally thought they had experienced anxiety in the past but once there was a diagnosis
they realised that it previously was stress/daily worries and nothing like what they experience now.

“ Parent comments:
* Lots of fimes, even daily with my daily living and | have a disabled daughter.
* Yes | had worry but not as strong as anxiety.
* | have never suffered from anxiety before this.
* |'ve had moments in my life where I've been overwhelmed by life events and have felt anxiety,
but not to the level | had anxiety during my husband's illness and subsequent death. ,,

Are you currently experiencing anxiety?

There were 97 responses to this question, the table below highlights this:

Yes No Not Sure
86 7 4
89% 7% 4%

What are your current experiences of anxiety?

Parents discussed this fully and shared that everyone’s experience of anxiety differs depending
on the situation, their response and the support they have around them.

Parents generally feel their current levels of anxiety are brought on buy:

- Fear of the future
- Loss of control

- Sadness

+ Being nervous

« Worry

« Anger

On a scale of 1 (very poor) to 10 (very good) how would you rate your own emotional and
mental health/anxiety at the moment? (BPS)

The chart below highlights how parents rate their own emotional and mental health/anxiety at
the moment, this can be linked to Parenting NI's The Big Parenting Survey 2021. Parents shared
that their emotional and mental health could change on a daily basis, depending on the day
and time and what was happening on that particular day.

Total Percentage (%) g'ugrvzcl’;ezgfz'?%% )
High (8-10) 45 49% 37%
Medium (5-7) 31 33% 44%
Low (1-4) 17 18% 19%

Does your child/ren experience anxiety?

Yes No Not Sure
70 8 19
72% 8% 20%

If you answered yes, what are their current experiences of anxiety?

Most of the parents agreed that their children experience some sort of anxiety and felt that it
feeds off their own anxiety and how they are feeling which is brought on buy:

« Worry

« Anger

« Being withdrawn
« Fear




Do you feel your anxiety is heightened at different times?

94 3 0
97% 3% 0%

What causes your anxiety to be heightened?

This question was discussed fully with various different thoughts and experiences highlighted which
heighten anxiety at different times, such as:

« Hospital appointments
- Tests

« Children

« Treatment

« Work

« Relationships

- COVID

“ Parent comments:

* | have a sick child and she is going through chemo, my world revolves around him and there is
a fear of losing him.

* There are days | am bedridden and can’t give my children the care that | want to give them.

* When | over think knowing there is no cure for cancer and think about this that is when my
anxiety is at its highest.

* At the start of this journey it was through the roof with my 2nd diagnosis | know what to
expect although my daughter is older now and there are lots more questions. ,,

Do you feel your child/ren’s anxiety is heightened at different times?

87 4 5
91% 4% 5%

What causes their anxiety to be heightened?

Parents again thought this was similar fo their own anxiety and how they feel and react at different
times when their own anxiety is heightened, such as:

« Worry about the future
« School

« Transitions

» Unanswered questions

« Hospital appointments

« Parents

“ Parent comments:
* When they see | can’t get up to do things that | would normally do.
* Pressures of everyday life.
* | think it depends on our (parents) anxiousness and children feed off this. ,,
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Do you feel cancer diagnosis has heightened your anxiety?

The majority of parents feel that a cancer diagnosis has heightened their anxiety, as the table
below shows:

95 0 2
98% 0% 2%

“ Parent comments:

* You can die from cancer and with no cure and all the treatments it's just such a worry
especially when it affects your sleep and you start over thinking.

* | have never been this anxious before in my life.

* It's exhausting, you put on a happy face for the kids and try not to let them see you crying and
being down in case they get worried, | do all | can to protect them which feels like a huge
responsibility and I'm not sure whether to bring them along on the journey or to protect
them from it. ,,

Do you feel cancer diagnosis has heightened your child/ren’s anxiety?

Again, as the table below shows, most of the parents who participated believed that a cancer
diagnosis heightened their children’s anxiety as well as their own:

87 5 5
90% 5% 5%

“ Parent comments:

* After the 2nd diagnosis there were lots of questions which affected my anxiety too as | don’t
have all of the answers.

* Again as they feed off my anxiety and when the head of the house is restless | find we all are.

* Mine rubs off on them and def at the start | could see this, | didn‘t over share but didn‘t lie
either so they are aware, it is the fear of the unknown. When | was diagnosed my friend died
during my freatment so death is there on their minds and this made my treatment more
anxious.

* | think COVID has heightened all of our anxieties as this would interrupt my treatment and

it is so worrying. 99

Do you feel your ability to cope is reduced when your anxiety is heightened?

The table below highlights parents feelings of coping when anxiety is heightened:

89 2 6
92% 2% 6%

11




Parents shared their thoughts and experiences of coping when their anxiety is heightened, from this
some common themes emerged, such as:

« Being withdrawn

« Constant worry

+ Being nervous

« Extreme sadness

« Extreme emotions

+ Being unable to regulate
« Confusion

“ Parent comments:

» Unable to think straight and with clarity.

* Always nervous/scared/uneasy.

* Uneasy, unstable and it affects my relationship with my children.

* Makes me feel sad.

» Constant thinking and worrying as | don‘t know what to do and can’t concentrate on daily
routines and activities.

* Fear takes over at times and | worry when | am on my own.

* It's like a computer, | am overwhelmed and like a computer there is only so much space
until it becomes overloaded and nothing then works as well, can’t function and | feel | am
putting on a face to the world.

* |I'm confused and don’t know what to do, I'm scared and shout at the wrong people.

* The small things become bigger things and seem much worse. 9

On a scale of 1 (not at all) to 10 (a lot) how much has cancer diagnosis affected your emotional
and mental health with anxiety?

The chart below highlights how parents rate how much a cancer diagnosis has affected their
emotional and mental health with anxiety:

Total Percentage (%)
A lot (8-10) 76 86%
Somewhat (5-7) 12 14%
Not at all (1-4) 0 0%

Has anxiety had an impact on your physical health?

The table below shows parents’ thoughts on how they believe their anxiety affects their physical
health:

Yes No Not Sure
70 13 14
72% 13% 15%

There were mixed thoughts to this particular question as some parents believe that anxiety affected
their mental health more.
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“ Parent comments:

* | feel yes it has, most times | get headaches when anxious, | get colds and sick more often,
| don’t sleep when anxious and start to overthink and have to call someone (friends/family)
to help calm me down.

* | used to always swim and yoga but | don’t and can’t do this as much, my daughter loves to
swim so | feel | have to take her. After my op (mastectomy) | remember going to the changing
rooms got changed and just couldn’t go to the pooal, | felt everyone was looking at me, so got
my clothes back on and went home. | know this sounds silly but | couldn’t face it, | talked
myself into going back and done it the next day, | feel swimming calms and it also helps my
daughter.

* | grind and clench my jaw/teeth which is causing awful headaches and constant pain as |
hold my jaw and all the tension is there.

* | can't look after myself, can’t eat, headaches and feel like a mess. 9

Has anxiety had an impact on your mental health?

The table below highlights how parents believe anxiety affects their mental health:

Yes No Not Sure
% 3 3
Q4% 3% 3%

The majority of parents believe that their anxiety affects their mental health and shared their
experiences of this.

“ Parent comments:

* Most definitely, | don’t have much family and it is just me and my son which makes things
harder, feel isolated.

* | have up and down moods, | try to be positive but it's hard. This affects everyone’s moods as
we all feed off each other.

* State of mental health is directed by other life stressors, when things are too much it dips and
(I) start to question why, why is this happening o me.

* | am just not thinking straight.

* | feel when | am not good mentally | can’t handle the physical pain, it's all combined stress,
worry and pain. There is no scientific proof that stress can cause cancer but the year before
my diagnosis | was in a lot of stress and | believe this has contributed, | just know it’s not a
coincidence. ,,

Has anxiety affected your family life?

The table shows how parents believe anxiety has affected their family life:

Yes No Not Sure
88 7 2
91% 7% 2%

This was an emotive question as the majority of parents feel that their anxiety has affected their
family life and spending time fogether as a family, they shared their thoughts and experiences
of this.
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“ Parent comments:

¢ | think it has made us closer.

* The whole family becomes withdrawn there is less socialising.

* We can’t do the things we would have done before.

* When | don't feel well | could snap at the family, the anxiety affects how | respond to them,
constantly thinking of others and not communicating or being present in that moment, I'm
supposed to be strong and this can come across as stand offish and going through the
motions.

» Sometimes this is positive and negative; my family is more prayerful than before, we are more
cautious and are more careful of scans, sickness can’t catch us off guard again. We help and
comfort each other and are more loners as we rarely have friends around, we don’t take our
problems outside other than talking to our pastor and God with prayer which helps me sleep
better, pastor offers comfort and encouragement which helps reduce levels of anxiety. ,,

Has anxiety impacted your ability to parent and/or spending time with your children?

The table below shows how parents believe anxiety has impacted their ability to parent/
spending fime with their children:

Yes No Not Sure
71 19 10
73% 20% 7%

This was another emotive topic with mixed responses and experiences as some parents believe
their journey and anxiety has made them closer but there is an element of guilt when they
cannot spend as much quality time as they would like with their children.

“ Parent comments:

* It is difficult to be present when your mind and heart are racing.

* | yell a lot and then feel so bad; we are all just feeling scared.

* | try as much as possible to not let my children see this so it won't affect them and my time
spent with them.

* It affects our quality time, they know when | am not in a great mood, | do try to put on a face
and it’s hard for children as they want to do what they done before so there is a sadness as
there is anxiousness of what the future will bring.

» Sometimes when | am heading home | feel my anxiety rising, there is the stress of the day and
then dealing with children, | want to sit and have a cup of coffee and not be bombarded as
soon as | walk through the door.

* Every child is so different so trying to adapt and support each individually. ,,

Are there any ways you have found that has helped you cope better with anxiety, you would
like to share - what worked, did not work well? What else would you have liked?

Parents discussed and shared their thoughts on what they have tried to help them with their
anxiety, along with ideas of what they believe would help them further, such as:

« Therapy sessions

« Counselling

- Physical/exercise activities
« Support groups

» Mindfulness

« Charity organisations

« Talking/listening
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“ Parent comments:

* Talking to group of parents in a similar situation.

* Having a dog, he gets me out of the house and is great company and fantastic with my
daughter.

* Mindfulness.

» Cooking.

* Napping.

* Mostly calling and talking things over with friends and meeting with them face fo face, when
| do this | feel more light hearted, | have a close circle of friends who | know | can call and turn
to and are a great help.

* Yoga and headspace app. 9

Do you think there is currently enough support to help you and your family deal with anxiety?

The table below shows how parents feel regarding enough support for their family, when
dealing with anxiety:

Yes No Not Sure
22 50 25
23% 52% 25%

Generally parents believed there is enough support out there but it can be hard to access this
support as parents don’t know where and how to do this, and when they do the waiting lists are
so long with time constraints involved which doesn’t help.

“ Parent comments:

* | think there is support but it is hard to get.

* | took part in this as there is not enough support and resources for secondary cancer, | feel like
| am left on the scrap heap, only for Cancer Fund for Children who helped me and my family
massively with family life. I'm good others might not know where to start. It would be good if
there was a how to book for a cancer diagnosis and what to do or a parent and young people
together workshop on worries and dealing with these. | have been very honest with my children
from the very beginning and they have known from the first diagnosis. | would also like to see
something on relationships as it can be quite hard on my partner and we don’t really get where
each other is at as we have 2 different journeys and men are historically not great at sourcing
help, information book on what to say and who to say it to, what’s the best thing to say and
the worst thing to say which for me is avoidance and saying nothing at alll.

* During my Tst diagnosis it was COVID also and | really seen what was out there, the 2nd
diagnosis | realise | am not in a rush and use online groups and feel comfortable in my own
home to attend, we have been to Daisy Lodge and | worried that | wasn’t sick enough to
attend there but we did and it was amazing to talk to others my daughter loved the Narnia
experience and spent the day there and has asked to go back. ,,

Do you think parents get enough help and support?

This table shows parents’ thoughts on whether they believe parents get enough help and
support, this can be linked to The Big Parenting Survey 2021:

Total Percentage (%) | Big Parentin
Survey 2021 (%)
Yes 15 15% 13%
No 58 59% 87%
Not Sure 24 25% N/A
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There were again mixed reactions to this question with the majority of parents believing there is not
enough help and support, however acknowledged that may be related to not knowing where and
how to access along with time constraints which was not suitable to them.

“ Parent comments:

* Again | think the support is there but it can be hard accessing it.

* It really depends on where you live, it is like a postcode lottery.

* People don’t know where to look for the support.

¢ | follow PNI on Instagram and see lots of stuff on there that is where | found out about this.

* | say this from personal experience sometimes what they need they don‘t get, my friend is a
single parent and | know she feels abandoned and always feels anxious doing anything and
faces more challenges within the home and in generall.

* There is not enough support for parents, in my work | have referred a number of people to
Cancer Fund for Children and they didn’t even know they existed and some parents don‘t seek
help until they are in crisis. When we done art therapy it was powerful and we spent time
together as a family in a safe setting you couldn’t pay for those memories we have with Daisy
Lodge. We hated the thought of going fo Daisy Lodge but we all got so much therapy and so
much out of it and it is stuff we wouldn’t do at home but we have it all displayed over the
house. There should be more of this like what | done in my job - during COVID making kit bags
up for families and Zoom sessions for families, these can be done quickly and everyone can
take part but they just might not have the money to pay for something like this.

* There is lots of support out there for cancer and nothing really in general for parents. ,,

If you were looking for help or support as a parent, which of the following would you most like to
receive?

This table shows the support that parents would most like to receive; this question was also asked in
Parenting NI's The Big Parenting Survey 2021:

Support Total | Percentage (%) g:?rvlgr%raler]\?%)
Face to face support 36 37% 21%
Online support 22 23% 30%
Parenting Programmes 5 5% 8%

Free phone helpline n 1% 4%
Home visits 9 9% 5%
Support group with other parents 34 35% 15%
Parent Counselling 9 9% 8%
Other 5 5% 6%

Parents shared their reasons behind their thoughts on the support they would like to receive and one
of the ‘other’ supports they thought would be most helpful was financial support to help them on
their own cancer journey as a parent.

“ Parent comments:

» Support line face to face | thought going to a group would be awful but it is ok, any of these
are amazing.

* Online would be convenient, support group with others is great and | found this in Daisy Lodge.
I'm not discounting any of these though as they're all great.

* Social media platform with a link to a support group and enable you to talk to a speaker or
like-minded people to share experiences.

* Financial support would go a long way in helping parents, some cancer patients don‘t have
enough money, especially if a parent has had to give up work to care for themselves and/or
partner/child so there are lots of challenges there without any financial support being invested
to these families. ,,
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What local services are you aware of?

Parents shared some of the local services they are aware of and/or sometimes have used for
support, such as:

- Cancer charities

« Family support (HUB)

+ Church groups

« Medical support

« Mental health charities
« Community groups

Are there any experiences of accessing services you would like to share - what worked, did
not work well? UWhat else would you have liked?

Parents generally had a positive experience using services to support them with some
commenting on the main barrier to be waiting lists and timing, some parents shared their
experiences.

“ Parent comments:

* It didn't work out for me as there were not enough facilities for me and my child and it meant

we couldn’t access.

* | think it boils down to social support and finances.

* | rang CRUSE but they were too busy, | have private medical care so went with BUPA but after
the 3rd session | knew it wasn't right, we talk all the time about C but not to this extent.

* Everything was smooth to access, my wife works in HSC so has been a great help in helping
me to access.

* There is plenty of support, cancer in adults is different when that person has children as there
are more challenges as they want their children to have a normal childhood, Daisy Lodge
helped with this as they were amazing, very special place.

» Going away with cancer focus | was asked what my expectations were and | don’t want
doom and gloom with more positivity and being in the moment, | liked this we meet weekly
and it is more consistent support.

* At Daisy Lodge | meet similar men in similar circumstances so talking to others was good as it
is tough to explain what you have lost and certain things can trigger emotions which can be
hard to describe so great to share these experiences with others who know what | am

going through. ,,

Have you experienced any barriers to accessing services?

This table highlights parents’ thoughts on barriers to accessing services

Yes No Not Sure
38 39 20
39% 40% 21%

The most common barriers parents experienced were waiting lists and time constraints, other
barriers were noted:

- Waiting lists

« Timing

+ Online

« Finance

« Ethnicity

+ Independence 'l 7
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Parent comments:

» Waiting lists are far too long especially for young children accessing mental health support,
my daughter attends CAMHS and has had 5 or 6 therapists who all were unreliable and all
ad hocg, it's too serious for it to be like this. There are some great services out there like Cancer
Fund for Children, Marie Curie, and MacMillan and some incredible support has been received
from them.

* | have received online support but | feel it hasn’t helped and actually discouraged me from
seeking help so | just really rely on my family and close friends.

¢ | need a walk in shower and physio recommended this and helped me fill in the application
form but | had £100 too much in my bank account so couldn’t get the funds, if it is for a child
they can get this straight away but adults can’t, | really don’t see why not when it is needed.
This extra £100 was redundancy money so was being used to pay bills and wouldn’t have been
there for long. | feel it could be done better.

* Being migrant and black skin it is not easy accessing all services as some are not for us
(immigrants). | don’t ask for support in-case of harassment, | am a 2nd generation immigrant
and have been here for 1 year.

¢ | don't like talking about barriers but the colour of my skin is one, it is like fighting a war on
racism and some people feel like they are my superior, some drs don’t want to treat me and
| just am so fed up | left the dr and didn’t take it further. ,,

Findings from Staff Engagement

The facilitator explained the facilitation pack with the staff in the focus groups and in the 1:1
interviews. She ensured staff understood each section they were sharing their views on and
had plenty of time to think about these whilst engaged in discussion and exploration of each
qQuestion.

Thinking about anxiety, please describe what anxiety means o you and the parents you
work with

Staff had varying answers to this question and shared:

«For me it's about worry, outside of your control
- Can't function at multiple levels and debilitating
- Can be triggered by good and bad

Have the parents you work with experienced anxiety in the past?

Staff felt this was difficult to answer as they usually enter the family life when there has been a
cancer diagnosis so anxiety could be at its highest and they don’t delve info past experiences.

7 0 8
47% 0% 53%

To your knowledge, are any of parents that you work with currently experiencing anxiety?

All staff agreed that the parents/families they work with are all currently experiencing anxiety:

15 0 0
100% 0% 0%

Some staff shared:
« Yes, it is very common
« Parents are constantly anxious dealing with uncertainty

« Many if not all of the parents | am working with are currently experiencing anxiety

On a scale of 1 (very poor) to 10 (very good) how would you rate the emotional and mental
health/anxiety of the parents you work with at the moment?

The chart below highlights where staff, to their knowledge, would rate parents emotional and
mental health/anxiety at the moment:

High (8-10) 0 0%
 Medium (5-7) 0 0%
Low (1-4) 15 100%
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Have the children you have worked with experienced anxiety in the past?

All staff felt that the children they work with have experienced anxiety previously:

Yes No Not Sure
15 0 0
100% 0% 0%

If you answered yes, what are their experiences of anxiety?

Staff discussed how this would really depend on the family and the age of the children as this can
present itself in various ways, they shared:

- This can present in different ways, behaviour can be altered, can become clingy, sharing a
bed, loss of appetite, it is hard to generalize and really depends on the parents.

« Depends on the age of the child, younger children live more mindfully, love life. In Daisy Lodge
they are in holiday mode, older teens it is multi-layered they know what cancer is and have an
understanding of mortality and how this can impact families, they're more emotionally
intelligent and believe the world revolves around them and with cancer it revolves around that
so it can upset things and there will be lots of questions.

- Siblings of cancer sometimes get overlooked and get stressed out.

Do you feel the parents you work with, anxiety is heightened at different times?

All staff agreed that the parents, they supported, anxiety is heightened at different fimes

Yes No Not Sure
15 0 0
100% 0% 0%

What causes their anxiety to be heightened?
Staff discussed this is mainly due to the cancer diagnosis along with daily life and shared:

« Yes there is an undercurrent of anxiety with lots of “what ifs” and things they can’t control and
when they emerge from treatment there is still an uncertainty with worry about self/partner
and lots of questions about future regarding absence/guilt and lots of different emotions.

« Depending where they are on their cancer journey; first stage is shock/high anxiety/ around
treatment times/about the reaction of children/pre & post-bereavement.

« Worry and concern for their child's health/life or their own. UJorry over the undiagnosed
children.

« Heightened at the start of diagnosis as it is hard fo process, then at key times like tfreatment
days, result days, and at fime when they are told they have the all clear as they don't know
what to do next as cancer has been a big aspect of their family life for some time it's like what
do we do now or at times this causes health anxiety where they tend to worry about every
pain or change of freckle thinking it has come back.
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Do you feel the child/ren you support experience heightened anxiety is at different times?

The table below highlights how staff feel around children’s anxiety being heightened at different
times:

Yes No Not Sure
14 0 0
93% 0% 7%

What causes their anxiety to be heightened?

Staff discussed various reasons why a child’s anxiety could be heightened at different times,
such as:

« Parental anxiety

- Diagnosis

« Hospital appointments
- Fear

« Transitions

« Worry

Do you feel cancer diagnosis has heightened their anxiety?

Staff were all in agreement that a cancer diagnosis heightens anxiety of both parents and
children:

Yes No Not Sure
15 0 0
100% 0% 0%

Do you feel cancer diagnosis has heightened child/ren’s anxiety?

Yes No Not Sure
15 0 0
100% 0% 0%

Do you feel the parents ability to cope is reduced when their anxiety is heightened?

There were mixed responses to this question as the table below highlights:

Yes No Not Sure
14 0 0
93% 0% 7%
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On a scale of 1 (not at all) to 10 (a lot) how much has cancer diagnosis affected their emotional
and mental health with anxiety?

The chart below highlights where staff, to their knowledge, feels a cancer diagnosis has affected
parents” emotional and mental health with anxiety:

Total Percentage (%)
A lot (8-10) 76 86%
Somewhat (5-7) 12 14%
Not at all (1-4) 0 0%

Has anxiety had an impact on the physical health of the parents you support?

The majority of staff feel that anxiety impacts on the physical health of the parents they are
supporting, as detailed in the table belows:

Yes No Not Sure
14 0 0
93% 0% 7%

Staff shared:

- This is running side by side, parents are not managing themselves daily, not getting out to
exercise.

« Cancer can send them into poor health.

« The physical symptoms of anxiety are felt in the body.

« Headaches, sleeplessness, stress, aches and pains.

Has anxiety had an impact on the mental health of the parents you support?

The table below shows staff thoughts on how anxiety impacts the mental health of the parents
they support:

Yes No Not Sure
15 0 0
100% 0% 0%
And shared:

« Yes, there is worry over certain things; things have changed so much with much more to
balance.

+ They can become much more resilient as it shines a light more on mortality.

« Living in constant hypervigilance and under chronic stress obviously impairs mental well being.
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Has anxiety affected the family life of the parents you support?

The table highlights whether staff believe or do not believe that anxiety affects the parents’
family life, although they discussed that this really depends on the family and the way they
handle stress:

Yes No Not Sure
14 0 0
93% 0% 7%

Has anxiety impacted the parenting ability of the parents you support?

This table shows how the majority of staff feel that anxiety has impacted on the parenting
ability of the parents they support. They did discuss this fully and shared that most parents are
doing their best at a time of great difficulty.

Yes No Not Sure
12 1 2
80% 7% 13%

« It can’t help but impact on family life, routines have changed parents do a good job
protecting their kids, they do, and just have to get on with it.

+ On the whole parents meet the needs of their children despite the extremely stressful
conditions, this may not be to the high standard they would like but basic need on the
whole is met.

« They believe this fo possibly be more than what it is at times especially when it is a lone
parent, they question themselves more.

Are there any ways you have found that has helped parents cope better with anxiety that
you would like to share - what worked or did not work well? What else would you have liked?

Staff shared their thoughts on what they have found to work for the parents they support:

« Parent group, when they know they can share experiences with others that have had similar
experiences, peer support where they can talk and share and sometimes they feel more
average as they are not in it by themselves, their reactions are normal/justified and they
know it is ok to feel this way.

« Practical support with how to deal with scar tissue/sleep/dealing with children/oehaviour
tips like reward charts.

« Conversations support and it can be useful to see what works — sharing space.

- Ongoing consistent opportunities fo speak about difficulties does help, peer support is very
valuable also. Complementary therapies, exercise and meditation to name a few.

« Yoga, breathing techniques, journaling, mindfulness, mindful movement.
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Do you think there is currently enough support to help parents and their family deal with anxiety? What local services are parents aware of?

Staff discussed this in full and felt that there is support out there but it is accessing the support which There were mixed responses to this and staff felt that parents were aware of most cancer
can be difficult along with ensuring it is the most appropriate support, the table below highlights services and they do signpost as and when needed/required:
their thoughts:
« None, | don’t think they know and it can be overwhelming especially if in crisis mode and
Yes No Not Sure things like this are not high in their priority.
0 7 8 - UWJe ensure this is person centred and refer them on when needed.
0% 47% 53% « They are aware of the services we provide and sometimes we would signpost to
counsellors, Action Cancer for massages or art therapy, at time Home Start and Sure Start
« There could be more, Cancer Fund for Children provide lots of support and are getting better at to help with parenting techniques and groups.
meeting parents’ needs. « MacMiillan, Action Cancer, Cancer Fund For Children.
- In Belfast there is ok support but when families are rural the support isn't as good and it can be « Cancer Fund for Children, MacMiillan, Social Workers can/do direct families to appropriate
hard to access. support e.g. Community Hubs.
« Some parents feel judged if they ask for help.
« At times and in certain areas there are great programmes, but so much is in one area or Are there any experiences of parents accessing services that you would like to share - what
another and so services are not spread evenly. For me, a more holistic approach of supporting worked, did not work well? UWhat else would you have liked?
parents and their families would work best.
« There are many opportunities within the community and other voluntary agencies to help, Staff shared their experiences from working with parents and accessing services:
parents would report that it is not always practical to take this up, the demands of work, caring
for a sick child or partner and managing other children leave little time for investment in self. « Most have sought out support although feedback has shown that sometimes it doesn’t work
- Financially parents are saying they are struggling more than ever which is just making all of the like getting the wrong counsellor, if they are referred on by their GP it can be the wrong fit
other problems seem bigger. and not as helpful as it should be, it is important fo shop around to find the most effective
support which can be more added pressure.
If parents were looking for help or support, which of the following would they most like to « There are things out there although a lot of families felt alone until they got support from us
receive? especially during COVID when there was a lack of services, we were very lucky that we
were able to open. Daisy Lodge opened after 3 months so we were able to offer face to
This table shows the support that staff believe parents would most like to receive: face while following restriction guidelines.

« Mostly parents have talked about going to counselling which seem to help process what
they have been through. Some parents with kids under 5 get supported by Home Start and

Support Total Percentage (%) _ . TS . _
Sure Start which helps with parenting tips etc. Most are getting support from community
Face to face support 5 34% team which everyone always comments how life saving this help has been and this helps
Online support 2 13% them navigate their cancer journey.
Parenting Programmes 2 13%
Free phone helpline 0 0% What do you see as barriers to accessing services for parents?
Home visits 0 0%
Support group with other parents 4 27% Staff discussed this and felt that there were various barriers o accessing services, such as:
Parent Counselling 2 13%
Other 0 0% « Childcare
- Finance
Staff shared the reasons behind their thoughts on the support they believed parents would like to « Confidence
receive:

« Online, especially at home they can get initial support but during lock down with children so
close they could be listening and it wasn’t helpful.

« Peer support is huge though finding the time can be tricky but it is priceless.

« Depends on their personality and what they can cope with.
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Final Comments

Parents shared some final thoughts and recommendations about what they would like to see in the
future:

- The support on offer is amazing.
« Daisy Lodge and Cancer Fund for Children make it phenomenal, some of the family tried to

resist this but when we went we all loved it.

« In 2013 my GP couldn’t feel a lump and | didn't think of going for a mammogram muyself, | wish |

had of known | could do that as | waited a further year. If anyone goes to their GP and they
think it is nothing they should ask for another opinion or refer themselves. After the 3rd time |
went private and was sent home with paracetamol and booked in for a mammogram in Ulster
where the cancer then showed up Mmeaning | needed 2 ops and chemo so | was fransferred to
City hospital and with the transfers | seemed to get lost in the system and didn’t get a specialist
nurse, this time round | have a specialist nurse and if there are any problems | know exactly who
to contact at any time. | was offered a social worker but | refused and | think this may have
been a mistake as they can signpost me in various ways for different supports.

« | didn't know anything and then was put into this situation and just realise how amazing these

charities are and | know once | am well | will do some fundraising for Cancer Fund for Children.

« | want people to relate to me normally with no pity, | don’t need pity, | need to talk.
« The mental health of parents can lead to the abuse of children and the trauma they may have

experienced so | would like o see what happens with this research, how will it help parents and
organisations.

« There should be a programme developed in relation fo parents dealing with anxiety and

questions children might ask regarding anxiety and cancer. There are some really good books
which | used at the start thinking are the kids taking this on, these were age appropriate and |
believe this has stood by them, | talked to the school and they have said that my daughter
described fo a teacher what was happening with me and my freatment and done so better
than any adult could do, | think we need to give parents power, cancer takes this away from
them, we need to develop a tool kit to help them feel more empowered throughout the whole
process and how to tfalk to their children, some parents don't know where to start so a tool kit
would help fo alleviate that worry. There was a kit developed to help support children in schools
affected by bereavement and | know at some point my children might use this so | wanted to
take part in this development to ensure | had an input and shape this in some way.

Appendix

a) Facilitation Pack
b) Parent Comments
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*When considering the results of this consultation, it is important o note that a parent profile
online survey was sent out to parents o ensure anonymity, parents were not required to complete
each question within the survey and could leave the survey or skip a question at any stage;
therefore, some numbers may not tally, as they may not have answered a particular question.

Report Recommendations:

Regardless of whether a child or parent has been diagnosed with cancer, the heightened levels
of anxiety experienced by parents/guardians is a major cause for concern. This short report gives
voice to a significant demographic of parents, and they have been open and honest with their
thoughts and experiences. It is a privileged insight info a period of family life that has a profound
impact on parents/Quardians.

At Cancer Fund for Children, we are acutely aware that when parents are heard, feel supported,
have access to direct service and can connect with others in similar situations, then they are
better placed to offer much needed support to their children and young people. In N. Ireland
there are a number of key organisations, charities, Health frusts and others who all provide
support in this space. It is incumbent upon us all to work together to ensure parents have access
fo the best support possible. It is also of critfical importance to have a fully implemented cancer
strategy in N. Ireland.

* The NI Cancer registry does not currently capture the amount of people diagnosed each year
who have dependent children. This data should be collected as soon as possible.

* Diagnosed adults: As part of the initial holistic needs assessment, information should be sought
regarding family members. Where there are dependent children, a standardised family support
pack should be issued. (This will include helpful information, services and contact numbers)

* Parents of diagnosed children: A piece of work should be undertaken by the DoH to determine
all available current supports, programmes and services. This should be brought together into a
resource and made available through all relevant Hospital sites/charity organisations.

* There should be ongoing opportunities for parents impacted by cancer to meet with others in
similar situations. The focus on connection and informal support.

* There should be ongoing groupwork opportunities for parents that provide support/information
on ‘parenting through cancer’, specific issues fo include, coping with anxiety, communication
with children, relationships and managing family distress.

* Parents need to be offered a range of therapeutic support. Support, which is offered at varying
levels, e.g. those who are experiencing fransient distress or mild distress right through fo those
experiencing more acute and complex distress. Support also needs to be available online,
in-person or via phone.

* There needs to be specific financial support in place for both parents of diagnosed children
and diagnosed adults who have dependent children.
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Parentingni

Parenting NI

Parenting Nl is the lead voluntary organisation, which focuses on parents. The mission of the
organisation is fo ensure parents have access to timely support and information to guide them
through their parenting journey. UJe work with parents to improve outcomes for children and young
people and fo influence policy and practice on parenting. The work is based on the principle that
by empowering and working with parents, outcomes for children are improved.

Parenting NI has been advocating on behalf of parents since 1979, and is keen to ensure that the
views of parents are taken seriously in the planning and delivery of all services for children in
Northern Ireland. Seeking parental feedoack is now an integral part of the work of the Parenting
Education and Participation Team within Parenting NI, and as such, the organisation has

developed an effective methodology fo carry out such consultations. It is important that parents are
confident that the consultation process is worthwhile and that they feel comfortable sharing their
views. Consultation with parents requires skilled and experienced facilitators who are

capable of working sensitively with diverse groups.

If any parent indicates distress or the need for support during a consultation process, Parenting NI
Facilitators can signpost them to the free Parenting NI telephone Support Line (0808 8010 722), or to
other support services as appropriate.

Parenting NI responds regularly fo various government strategies and policies and as such produce
organisational responses. However, when we undertake consultations with parents our facilitators
remain impartial and independent. The views represented throughout this report are those of the
parents and Cancer Fund for Children staff in both the focus groups, 1:1 interviews and online
respondents. This report provides an accurate sumnmary of what was discussed and the key themes
that parents and Cancer Fund for Children staff highlighted and has not been influenced by any
organisatfional views on the subject in question.
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cancer fund
for children

Cancer Fund for Children

Cancer Fund for Children is an island of Ireland charity that works to empouwer, strengthen
and connect children, young people and families impacted by cancer. Their services include
individual support, group work, parental support, bereavement support and therapeutic short
breaks at their centre Daisy Lodge, in Newcastle Co. Down.

Cancer Fund for Children understands the devastating impact a cancer diagnosis and its
freatment can have on the whole family, and that beyond the essential medical care, many
families need social and emotional support. They provide this support at home, in hospital and
at their therapeutic short break centre, Daisy Lodge and their vision is to ensure that no child has
to face cancer alone.

Every year, they support over 1,500 children and young people so they feel better equipped to
cope with whatever cancer throws at them. They also support parents, working with other
organisations to provide resources for parents navigating their own cancer diagnosis or the
diagnosis of a partner or child, by providing educational tools and facilitating peer support and
research.
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Notes
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