








































































































































































































































































































































































































































































































































































































































































































































































































Young people also talked about things they did to help. They:
e helped more around the house

&

o made hot drinks

e tried not to bother their parent

o stayed at home to make sure Mum or Dad is all right
e tried to appear happy, even if you do not feel it

o talked about things that helped their parent forget about the
illness

o gave their parent hugs and kisses
o asked how Mum or Dad was feeling
‘o made their parent laugh

‘Sometimes the other parent helped out by:
o persuading the ill parent to rest
o calming the parent down when in a bad mood

o going to hospital appointments with their Mum or Dad
| - 13



o making drinks and meals
o doing more around the house
o giving children lifts to school

Two young people said older brothers and sisters, who had moved

out of the house, visited regularly to check their parent was okay.

Nine people said that family friends, aunts and uncles,
grandparents, and neighbours helped out. They looked after
young people when Mum or Dad was ill, came to stay to help out, and

took young people out when their parent was not able to manage it.

Three young people felt that doctors helped by providing
treatment to make Mum or Dad better.

THE _HELP YOUNG PEOPLE WOULD_ LIKE

Young people were asked if there was any help they would like
because their Mum or Dad was sometimes ill. Most said their
family did not need any extra help (though it would be good if their
Mum or Dad's illness would go away).

14



Three young people wanted to meet other people their age who had
a parent with illness like their Mum or Dad. But nine people said

they would prefer not to meet other young people.

Four people said they would like more information and advice about
their parent's health. But three young people said they really did
not want any more information about their parent's health.

Other ideas.wer‘e:

o some way of Mum or Dad getting out of the house more often
e for the house to be clean all the time so parents did not do
too much housework and make themselves ill.

MESSAGES TO OTHER YOUNG PEOPLE

Some people had a message they wanted to pass on to other young

people who have a Mum or Dad who sometimes gets ill. These are
written below.
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Appendix 49

Report on Study 2 for young people aged 11-20 years




WHEN MUM OR DAD
FEELS ILL

REPORT FOR YOUNG PEOPLE

Suzanne Mukherjee‘,
Department of Health Sciences, University of York,
January 2002




INTRODUCTION

This report is about what life is like for children and young people when they
have a Mum or Dad who is unwell some of the time. This is because they have
an iliness that gives them an upset stomach and makes them have to go to the
toilet a lot. It is based ona project carried out in 2001. Twenty-three
children and young people, from 15 different families, took part by talking to a
researcher about:

% Themselves

Rl

%

Their family

>3

%

Mum or Dad and what happens when she or he is not well

>

Things that help when their Mum or Dad is not well

*
.0

\/
‘0

Messages for other children and young people

L)

They also drew pictures, diagrams and graphs. Some of these drawings are
included in this report. Most people met with the researcher in their home on
one occasion between April and June 2001.

When researchers write reports they often do not use people’s real names.
This way everything is kept private. The young people who took part in this
project were asked if they would like to make up a code name for themselves.
Most people did think of a code name, or asked the researcher to think of a

code name for them. A few people wanted their real name to be used. These

names are:

Abigail Dave James 1 Sam Sweet Pea
Anna Ginger James 2 Sarah Victoria
Becky Grace Lucy Shaggy Vicky

Charles Hanna Luke Sid Salmon
Claire Jack Rosie Stephanie

If you took part in the project, hopefully you will recognise yourself on this

list




Three people were advisors to the project. They helped the researcher:

o check that the questions she was asking young people were easy to
understand

o think of ways of making the project fun to take part in
o write information leaflets about the project

The advisors' code names were Gary Moor, N8 and Y2K

One young person took part in the project andwas an advisor. Her code name
was Sweet Pea.

Thank you to all the young people who participated in the project. Without
their help, this report could not have been written.

Suzanne Mukherjee



YOUNG PEOPLE WHO TOOK PART IN THE PROJECT

The young people who took part in the project were aged between six and
twenty years. Fourteen were female and nine male. Most lived with their Mum
and Dad, but five people lived with their Mum and step-Dad, two with their
Mum, and one with their Dad.

In their spare time, most people enjoyed doing things at home or near where
. they lived. They talked about listening to music, computer games, going out on

3



their bike, playing with their brother or sister, playing on scooters, playing in
the garden, watching television, drawing, sunbathing, and playing their guitar
or piano.

They also liked lots of different sports - skateboarding, football, snooker,
volleyball, table tennis, tennis, body boarding, golf, fishing, cricket, and

swimming.

~ Two young people were members of a group or club (drama club and army
cadets). Another helped out with Cubs. Three people had part time jobs.

These included: working in a cafe; having a paper round: and being a DJ at
youth clubs.

Almost everyone mentioned meeting up with friends. Young people also spent
some of their spare time doing things with their Mum, Dad, brothers and



sisters. In the box below are the things people said they did at weekends and
during holidays.

HAME.

Shopping Going to McDonalds Going caravanning

Beach Family gatherings Watching TV

Eating together Going away on Going for walks
holidays

Playing snooker Cinema _ Go out for meals

Fishing Cycling Visiting National

: ‘Trust places
Computer games Going to theme parks

Some people also spent time with other relatives - cousins, grandparents,
aunties and uncles. Teenagers said they did not do as much with their family

now as when they were younger, and sometimes they tried to get out of going

to family events.

WHAT IS YOUR MUM OR DAD LIKE?

Everyone was asked to describe their Mum or Dad (the one who was sometimes
unwell). Most people talked about their Mum or Dad's personality. Often they
said their parent was ‘nice’ or 'kind'. Other things people said were that their

parent was ‘thoughtful', ‘generous’, ‘brilliant’, ‘fun’, ‘caring', ‘hard working' and
'lovely'.

Seven people talked about what a good parent ’rhéir Mum or Dad was.
Sometimes this was because of all the things their Mum or Dad did for them,



like giving them lifts to places, cooking and cleaning. Others spoke about how
their parent was always there for them, loving, and caring, or helped them if
they were feeling down or bored. Four young people talked about how well
they got on with their Mum, saying things like ‘My Mum is my friend and ' I
love my Mum'. One young person was not very close to his parent when he was

young, but they had grown closer as he had got older. Some people said their
parent was not very strict.

Finally, a few people mentioned things they did not like about their parent.
These were:

o being made to tidy their room

o having to ring to say where you are when out with friends
o when a parent does not stand up for him/herself.

o when a parent teases you |

o when a parent gets cross and bad tempered.

WHAT YOUNG PEOPLE KNEW ABOUT
THEIR MUM OR DAD’S ILLNESS

Young people varied in how much they knew about their parents' health and
why their Mum or Dad was sometimes unwell. A number of said they did not
know anything about their parent’s health. Others knew quite a bit.

Most young people said they had no idea about what caused their parent's
illness. Two people thought it was stress-related. One believed it was
because her parent had lots of operations. Another said when she was
younger she thought it was caused by her Mum not being allowed to have
babies. Now she was older she knew this was not true.

‘Young people found out about their parent's illness in dif ferent ways.
Sometimes a Mum or Dad suddenly became ill, so they noticed their parent

going to the T_oile'r more, complaining of stomach pains, and visiting the doctor.
Afew parents explained what was happening.



Many young people said their Mum or Dad had been unwell for as far back as
they could remember.  Then they 'just knew' their parent was not very well.
When they were younger, they noticed their parent was too tired to play with
them or could not do the same things as other parents. Sometimes people

found out about things by listening to their Mum and Dad's conversations.

IS IT SERIOUS OR NOT?

Young people had different views on how serious they felt their parent's
illness was. Four young people said it was not at all serious. Mostly this was
because their Mum or Dad was not ill very often,

Five young people thought that their parent's iliness was serious.
Reasons for this were:

e Mum or Dad could have been very ill, but they were lucky to get
" treatment quickly

o beingill was very disruptive to every day life
o because Mum or Dad might have to go into hospital
o some people worried that their Mum or Dad might die.

Other young people felt the illness was both serious and not serious. This
was because they knew their parent would not die from the illness, but it did
get in the way of every day life.

TALKING TO OTHER PEOPLE

Some parents never talked to their children about what was happening.
Others told them everything that happened. Five young people said they

preferred not to talkto their Mum or Dad about their health. The reasons
were:

o itis e_mbarfassing

o it rhigh‘r be upsetting

o they did not want their parent fo find out they were upset about it
o they did not think their parents wanted to talk about it
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People also had different views on whether you should talk to friends. Four
girls said they spoke to friends when they were upset or worried about their
parent. However, another six people avoided talking to friends. Sometimes

. this was because their parent was usually well, so there was no need to talk to

them. Others said their friends would not understand, or they worried that
friends would make fun of them.

WHAT HAPPENS WHEN MUM OR DAD IS NOT WELL?

Six young people felt that their parent's health made no difference to their
everyday life.

Three young people were able to think of good things that happenedwhen
their Mum or Dad was ill. These were:

o their parent would read to them whenill in bed

e very occasionally you were allowed to make your own dinner

o people in the family had become closer

Young people also talked about things that were not so good about their Mum
or Dad being unwell. These were:

e not going out as much with your family

o sometimes the family goes out-for the day, or on hohday, but Mum or

Dad has to stay at home
¢ not going out as much with friends
‘e things don't get done around the house

o you have to be quiet and well-behaved

e Mum or Dad does not talk as much

o people get cross and bad tempered

o having to wait around in hospitals
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Young people in four families spoke of staying with other people when their
parent was ill. This could be a good or a bad thing. In one family, the children
took it in turn to go and stay with their grandparents at weekends. They said
it was 'nice’ and 'fun’ Inanother family, one young person had to stay with
someone she did not know very well when her Mum was in hospital. She found
this upsetting.

WHAT IS IT LIKE WHEN YOUR MUM OR DAD IS IN HOSPITAL?

Twelve young people talked about visiting their parent in hospital. Other

young people had not visited their parent, or their parent had never had to

stay in’hospi'tal overnight.

Young peoble had very different views on visiting their parent in hospital. Two
said that they were not bothered by it- they knew it would make their
parent better.



A number of young people said there were good things about visiting your
parent. These were:

* being given sweets and crisps

¢ being bought things from the hospital shop

» meeting other people in the hospital who were nice
o the hospital having ‘nice snugly beds’

¢ getting to see how your parent was, rather than sitting at home
worrying about them,

Three young people did not like hospital visits. This was because:
o it was not nice to see your Mum or Dad poorly
o it reminded them of times when they had been to hospital for
treatment

Other people said there were both good and bad things about hospital visits,

For example, it was not nice seeing someone in hospital, but that you knew

they would get better.

People also talked about what happens at home when Mum or Dad is in hospital.
A few said it was strange not having their parent around, especially at meal
times. It also meant there were more chores, like washing up and cooking, for
other people in the family to do. One person liked being allowed to stay uﬁ
late and sleep in her parents’ double bed when her father was in hospital.

HOW DO YOU FEEL ABOUT YOUR MUM OR DAD
BEING UNWELL?

Young people had lots of different feelings about Mum or Dad
being unwell. Seven people said they were ‘not bothered:
Usually this was because their parent was not ill very of ten,
Also, some people noticed their parent getting better after
having treatment. One young person, whose parent spent a lot of time in
hospital, said she was used to him being in hospital so it did not bother her.
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Ten young people spoke of feeling 'sad” or uypset'about their parent being
unwell.

They gave lots of reasons for this:

it was not nice seeing your parent poorly

it was not nice finding out for the first time that your parent was unwell
they thought their parent would not return home from the hospital
they thought their parent might die.

their parent had not been able to go out or on holidays with the family

Eight young people mentioned being worried’ or 'scared.

Reasons for feeling worried or scared were:
o being confused about what Mum or Dad was
well enough to manage
e thinking about what might happen during an
operation
e thinking that Mum or Dad might die

o not wanting to visit their parent in hospital

o thinking that they might get the same illness

Three young people spoke about 'feeling angry’. The reasons
e they gave for feeling angry were: |
o thinking about what it would be like if their parent died
¢ having to stay indoors to keep their parent company

* not being allowed to eat certain foods because Mum or Dad could not

o thinking that' Mum or Dad should be offered better treatment by
doctors

. being annoyed that tablets were left lying around the house
o - being annoyed that Mum or Dad did not take medication regularly -
sometimes they forgot and sometimes they took too many tablets

11



Two young people spoke about feeling that their parent being ill was partly
their fault. One person thought his parent's condition might be stress-
related, so he might be partly to blame for his parent becomingill. Another

talked about a time when her parent became unwell after taking her out for
the day.

THINGS THAT HELP YOU FEEL BETTER

Young people were asked what helped to make them feel better if they were
upset, angry or worried. A few said there really was nothing they could do
since they could not alter the fact that their parent was ill. Other people had
suggestions.

The most popular suggestion was frying to forget about it by doing something
else. The things young people did to forget about are in the box below.

FEPRRD R Chdat ea ol

g R ok AR I

R

Four girls said 7/t helped to talk to friends.

Two young people said having a friend whose Mum or Dad was not very well
helped them feel less alone.

A few said having information about Mum or Dad's healthand medical
treatment was helpful.

One person said it helped to /et your feelings outby shouting and scream.

12



Another said it helped when her grandparents came to visit- they calmed her
down.

A few young people spoke of hugging cuddly toys.
THINGS THAT HELP MUM OR DAD

Young people described all the things their Mum or
Dad did that helped them feel better. They were:
o taking tablets
o sleeping, lying, or sitting down

e getting some peace and quiet

o eating or drinking the right things

¢ going on holiday

+ taking their mind off it by working,
reading, or watching television

¢ having homeopathic treatment

e trying to carry on with life as normal

« pushing the family to go out and enjoy
themselves

Young people also talked about things they did to help. The most popular
way of helping was to do more around the house. Eleven young people

mentioned doing this, but most said it was 'no big deal. They mostly did things
13



that were not too much trouble to do, like washing up dishes, setting the table,
making snacks, making hot drinks and heating up food in the microwave.

J

One young person felt he did a lot around the house, but said this was the case
whether or not his parent was ill.

Seven young people spoke about not bothering their parent whenill. This
included staying out of the way, giving him/her peace and quiet, letting the
parent watch what they wanted on television, and not bothering him/her with

talking about things that had happened during your day.

Other ways of helping were:
o staying at home to make sure Mum or Dad is all right
e trying to appear happy, even if you do not feel it

o talking about things that take your parent’s mind of f the illness
* giving your parent hugs and kisses

14



o asking how Mum or Dad is feeling

making the parent laugh

Twelve young people spoke about how their other parent helped out. This
included:

persuading the ill parent to rest

calming the parent down when in a bad mood

going to hospital appointments with their Mum or Dad
making drinks and meals

doing more around the house

giving children lifts to school

Two young people said older brothers and sisters, who had moved out of the

house, visited regularly to check their parent was okay.

Nine people said that family friends, aunts and uncles, grandparents, and
neighbours-helped out. They looked after young people when Mum or Dad was

ill, came to stay to help out, and took young people out when their parent was

not able to manage it.

Three young people felt that doctors helpedby providing treatment to make

Mum or Dad better. One person was grateful to social services for putting an

extra toilet in the house, and providing a special adapted car and disabled

parking spaces, to make it easier for the parent to go out.
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THE HELP YOUNG PEOPLE WOULD LIKE

*

Young people were asked if there was any help they would like for themselves
or their family because their Mum or Dad was sometimes unwell. Most people
said their family were managing well on their own and did not need any extra

help (though it would be good if their Mum or Dad's iliness would go away).

Three young people wanted to meet other young people their age who had a
parent with illness like their Mum or Dad. But nine people said they would
prefer not to meet other young people.

Four people said they would like more information and advice about their

parent's health. They wanted:
o general information on the condition
o to be told about what was happening to their parent

o advice on how to behave around their parent

One person suggested there should be a health professional specifically for |

families to talk to. But three young people said they really did not want any
more information about their parent’s health.

Other suggestions were:

o some way of Mum or Dad getting out of the house more of ten
o for the house to be clean all the tite so parents did not do too much
housework and make themselves ill.
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MESSAGES TO OTHER YOUNG PEOPLE

Some people had a message they wanted to pass on to other young people who
have a Mum or Dad who sometimes gets ill. These are written below.
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X Don’t blame yourself, don’t take it out on anyone, don’t N
Ay ¢ N
% get angry, anger won’t solve it. Try and be supportive, and 3
» : »
. g N

X help whoever has got it. N
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st look after the person who has got it. Just let the
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