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Matter Too?



Karen is mum to three girls. The youngest, Karly, aged three, has an autism spectrum 
disorder. Her two older girls, Lauryn and Leah, have to accept that their mum’s time is 
taken up a lot with their sister’s needs and they are often woken through the night. Both 
Lauryn and Leah take Karly out in the back garden to play on her trampoline and to play 
races up and down. They’re both great big sisters and never complain about Karly, even 
though she can be very challenging. When the girls play with Karly in her room, it means 
Karen can get some jobs done around the house. But Karen knows the playing is usually on 
Karly’s terms! Family Fund recognised that a grant for Lauryn and Leah would in some way 
help to recognise the impact that having a child with additional needs has on the family.

Leah said 

I loved the extra time with mum and it 
was great to be able to spend the voucher 
in my favourite shop, New Look!“ ”

“

”

The sibling grants for my two older girls was such a 
surprise,” said Karen “I didn’t expect it at all. It is awful 
to say it but sometimes you do forget about the other 
two. When we got the two gift cards, I took each of the 
girls out individually to go shopping, which was lovely. 
You are often doing so much for Karly there just isn’t 
time. We had lunch too without my youngest being there, 
which means we could take our time and not rush. The 
grant made me realise that I need to spend time with 
my other children too, that it is really important.

Siblings Matter Too: Lauryn and Leah
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Foreword
Family Fund has been providing grants to families of disabled children for over 40 years. Increasingly, parents 
have told us about the important role siblings play in their family, many helping with the day-to-day care of 
their disabled brother or sister. Where English isn’t their first language or where parents also have disabilities or 
mental health needs, siblings can assume the role of interpreter, sometimes dealing with telephone and medical 
correspondence which can be difficult, sensitive and stressful.

Siblings often have fewer choices than other children and young people. Parents tell us that where there is a 
disabled child in the family the sibling will very rarely have the opportunity to do the same activities as their 
peers. They will often be unable to bring friends home for tea, go out as a family to the park, complete homework 
undisturbed, pursue their own interests and often they worry about the future.

For many siblings, their sleep is disturbed, they find it hard to get parental attention and often receive the brunt 
of some quite challenging behaviour from their disabled sibling. Some children and young people with disabled 
siblings experience bullying, and sometimes the whole family endures discrimination within their communities 
because of a lack of understanding.

Parents have told us they feel guilty about what their other children may be missing out on, but are often unable to 
find the resources to meet this need. Family Fund came up with a solution by running a pilot project, Siblings Matter 
Too, to provide direct grants to siblings, a small token of recognition of their vital role. Since the scheme began in 
October 2011, we have been able to help 1,487 siblings. The response from families and siblings themselves to 
these grants has been overwhelming and we wanted to find out more about the impact they had on siblings, as 
well as more about the life experience of siblings themselves. 

We are deeply grateful to Jenny Peddar and her colleagues at the University of Portsmouth for their dedicated 
research on our behalf and to all the siblings and their families who took part. The findings make compulsive 
reading and highlight the far-reaching impact disability has on the whole family.  We will continue to strive  
to redress the barriers that families of disabled children face, including those faced by the other children in  
their families.

 
Cheryl Ward 
Chief Executive, Family Fund
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Background and context
It has been estimated that there are around 800,000 children with a disability in the UK, which equates to 
approximately 5.5% of the total child population (Department for Work and Pensions, 2012; Office for National 
Statistics, 2012). A child is diagnosed with a severe disability every 25 minutes and 99% of these children are cared 
for at home by a family member1. Literature uses different definitions of disability and severe disability, resulting 
in a number of different figures for the incidence of disability within the UK. Research has estimated that 80% of 
children with a disability will have one or more siblings 2, 3.

There has been a considerable amount of research around the needs of children with disabilities and the needs of 
their parents 4, 5. However, there has been a more limited investigation of the issues for the siblings of these children 
and much of this has focused around their role as a young carer 6. Families with a child with a disability face a 
number of additional difficulties and a higher rate of social exclusion than other families 1.

Sibs, a national charity for siblings of adults and children with a disability, have identified a number of difficulties 
for siblings and state: “There is a need for further research on the needs of young siblings who currently have a 
disabled brother or sister...From our experience it would seem that being a sibling today is harder now than it 
was 20 or even 10 years ago due to the increased numbers of disabled children with complex medical needs, the 
diminished availability of extended family for support, the inadequacy of services for families of disabled children, 
and the fact that the majority of siblings are the only sibling in the family7.”

Siblings Matter Too is a discretionary grant fund administered by Family 
Fund, introduced in 2011. Family Fund wanted to do more to address and 
acknowledge the unique role siblings play, and to provide opportunities 
which they could not otherwise enjoy. As such, the Fund has been able 
to secure £100,000 of funding (less costs) to recognise the contribution 
of siblings to family life. The contribution made by siblings had been 
reported as crucial to helping a family manage, and this fund was aimed 
at helping siblings who provided exceptional levels of help and support. 
No other UK-wide organisation provides grants for siblings (Siblings 
Matter Too Briefing Paper, 2011). It seemed timely and appropriate 
to undertake a study around the needs of siblings alongside the 
administration of this fund.

Families with a  child with a disability face a number of additional difficulties and a higher rate of social exclusion than 
other families
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Methodology
This study aimed to determine what it is like to be a sibling of a child with a disability. It was decided to utilise the 
material being collected by Family Fund’s Independent Assessors during their assessments of families as this is 
a rich source of data regarding this subject, and also to ask those siblings being provided with grants about their 
experiences. The findings from both elements of the study would be brought together during the final analysis.

The assessment form for Family Fund includes a question that asks “What is the effect of the child’s disability on 
their brothers and sisters? Please include the name and age of any siblings”. The information from this question 
was downloaded anonymously for a two-month period (October-November 2012). This gave a sample of over 
2,000 entries. This sample was analysed using thematic analysis until saturation of data was reached.

Siblings who had been given a Siblings Matter Too grant were asked if they would participate in the study. When 
the research was due to start these families were contacted to confirm they consented to the agreed methodology. 
Each sibling was sent a disposable camera, or given the opportunity to take photos on a camera of their choice. 
They were asked to take photos to show what being a sibling meant to them. These photos were printed and taken 
to an interview in which they discussed what those photos meant, why they had selected those images, what other 
images they would have taken and any thoughts they would like people to know about their experiences. This 
used a methodology known as photo-elicitation, which was selected as it helps redress the power balance between 
the interviewee and the interviewer and allows for deeper material 8. Thematic analysis was used to analyse the 
materials from this part of the study. 

Ethical approval for the study was gained from the University of Portsmouth, Faculty of Science Ethics Committee.

What is  
the effect of the 
child’s disability 
on their brothers 

and sisters?
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23  Impact on education

287  Time

242  Aggression

34  Broken

92  Normal sibling relationship

94  Young carer/protector

105  Time away

22  Supervision

77  Fight

79  Adult sibling

52  Sleep

40  Copying

113  Helping

16  Embarrassment

47  Hospital

81  Upset

69  Staying at home

35  No share

9  No friends round

18  Learnt to live with/tolerant

Other siblings with a disability

A total of 224 of the assessments (22%) indicated that there were siblings who also 
had a disability. The numbers of children with a disability varied from two children 
in 54 families to all seven children in one family. It was also of note that in three 
families, the death of another child with a disability was reported. A number of 
siblings were in the process of undertaking genetic testing to determine whether they 
were also affected by a disorder, or were carriers of the defective gene. There were 83 
siblings that had been assessed by Family Fund indicating a severe disability.

Throughout this report materials from the assessment document use  
the following:

X to denote the child assessed

A, B to denote non-disabled siblings.

22%
indicated that 

there were siblings 
who also had a 

disability

Findings
Data from Family Fund assessments

The full 2,299 entries downloaded were reviewed and the first 1,000 entries were evaluated in depth; no new 
themes were emerging beyond that point, which is to say that saturation of data had been reached 9. The summary 
of themes can be seen in the following chart. It should be noted that these would be the minimum numbers. Others 
may be in a similar situation, but the data analysed is taken only from responses given to the specific questions 
relating to the effect on siblings, not the entire assessment report.
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Basic information from the photo-elicitation study

Initially, 13 siblings were identified who had volunteered to take part in the study. A further eight were recruited 
once the study was finalised. A total of 10 siblings completed the full study. The extended time delay between 
initial agreement from the families and the study starting following ethical approval impacted on completion rates. 
There were a variety of reasons for non-completion of the study including:

- Sibling not of an appropriate age for the study (two families)

- Family not contactable or had moved (three families)

- The situation had changed for the family and/or the sibling was found to have difficulties/ill health/  
 disability of their own (two families)

- Cameras lost in the post during return to investigator (two families)

- Child changed their mind (two families)

- Child concerned about getting sibling into trouble (one family).

Within the group that participated in this study, the disability of the child assessed by Family Fund showed a 
predominance of children with behavioural disorders such as autism and ADHD. A number of families also had 
children with physical disabilities and illnesses. Many of the children with disabilities had more than one diagnosis. 
The ages of the child with disability ranged between 2-17, and the ages of the sibling interviewed ranged from 8-17. 
Two of the siblings interviewed had more than one sibling with a disability in the family. 

Siblings interviewed were mixed in terms of their place in the family, some being older, others younger and some 
in the middle of the family. There was a balanced gender mix within the group who completed the study and 
although there was a predominance of siblings from a white background, there was a mix of racial backgrounds.

The siblings took a total of 99 photos, with the numbers taken by each sibling varying from 1 to 18. Not all the 
photos taken came out in processing and in some cases supplementary photos were provided to provide duplicates 
of these pictures. Materials from the children participating in this part of the study use an initial as an identifier.
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Theme 1 – Time available to the siblings

The amount of time available to the other siblings was a major issue in 287 reports and was also a feature of the 
material from sibling interviews. 

There were a number of issues related to lack of time, with some families feeling guilty about the lack of time 
available to their non-disabled children. Many of the siblings also reiterated this in their interviews and the images 
chosen for their photos. The need to push siblings away to allow for the needs of the child with a disability was 
a cause of stress and distress for parents: “Mum says she is always having to say to the girls “not now…in a 
moment…I have to do this with X first”’ and others compensating for this through a variety of routes.

“Mother feels that the other children have often been pushed out because X has required so much attention 
they have tried to compensate by letting them have lots of pets - two dogs, two cats and two pigs which are 
housetrained!”

“Parents are very concerned about A, aged 6, missing out as they have to spend so much time dealing with X 
and are desperate to have some quality time with her alone.”

The siblings had varying views on lack of time with their parents and as one stated: 

“…you’ve got to know that they’ve got to devote their time to that person because that person needs the time 
more than you do….and being a child, it is very hard to learn…” (A, aged 14, with three siblings with disabilities)

The siblings had made allowances for this issue, as A said: 

“when you’re older, you understand it more, as in, like, it’s not about you, but when you’re younger, you need...
you want it to be about you…”

Time availability impacted on other areas of life, such as time for other activities and schoolwork, in addition to 
family time and a feeling of being alone or isolated:

“Well most of the time my college comes last in the pile (after doing things for her sibling with a disability and 
other younger siblings)...it is difficult because mainly my work and my college work come last.” (Z aged 17)

Even the youngest child interviewed recognised this issue and had developed an understanding of the reasons for this:

“I understand when C gets more attention, one, because he’s only a baby, and two because he has disabilities 
and needs more help.” (S aged 8, sibling of C aged 2)

A number of images showed this theme: from pictures of the sky (taken by a 17 year-old), to a picture of a pop 
concert (taken by a 12 year-old) used to show how alone that sibling could feel.

(C aged 17, sibling 
of child with a 

disability aged 16)

”

Then the ant that 
I chose because 

sometimes you can 
feel really small.

“
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Theme 2 - Aggression/violence

Aggression/fighting/breaking of items were very common themes throughout the material with a total of 353 
mentions of these themes. This was also an issue for siblings at interview with one photo of a bolt on the bedroom 
door taken by a girl aged 11 due to the behaviour of her seven year-old brother. Family Fund have a safeguarding 
policy which would apply to these situations and Assessors are responsible for referring any matters of concern 
when visiting a family.

There were also issues of the normal banter between siblings. This was differentiated within the research with any 
minor sibling rivalry being noted within the normal sibling relationship category, and the more extreme issues 
of fighting, aggression and violence being noted. Some families had gone to significant efforts to minimise the 
impacts on siblings, through the development of family boltholes, to one sibling attending a boarding school:

“A, aged 12, [is now a] weekly boarder apparently because of X’s aggression towards her and mum’s feeling that 
she is unable to provide A with sufficient attention.”

The issues reported range from being frightened and scared, 
through to being pushed, punched, kicked and hit, to being 
threatened with or hit with knives. An interlinked feature was the 
breaking of the belongings of the siblings. This can be a feature 
of Family Fund assessments where a child has broken their own 
and their siblings’ belongings. Assessments include statements 
such as “…he destroys her possessions” or “...it was A’s birthday 
when I visited and he was upset that his older brother had broken 
his scooter that was a present.”

 

 

 

“ ”
He has threatened his 
sister with knives. “ X has a sister A, aged 10...he 

attacks her frequently, and 
hurts her and has been telling 
her very sexually explicit things.

Theme Mentions

Aggression 242

Fighting 77

Broken item 34

Total 353 

“That’s something that nobody my 
age would have really... um... so I just 
got the lock on my door, while it was 
really, like, a safety thing really so 
he couldn’t just come into my room 
and, like, hurt me and stuff, so that 
my room didn’t get, like, trashed or 
anything.” (R, aged 11, sibling of S, 
aged 7, with ASD, ADHD and tics).

“She is like a ticking time 
bomb because in one 
minute she will be fine 
and the next something 
will happen, things will 
completely change.”  
(C aged 17)

”

A, age 12, is a weekly boarder due to 
X’s aggression and mum being unable 
to provide sufficient attention.“

”

A has been included in a group at school....
to develop her emotional confidence, self-
esteem and self-image to ensure she does 
not feel it is acceptable to be hit.

“
”
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Theme 3 – Sleep 

The theme of parental sleep deprivation was the subject of a previous study by Family Fund 10. This theme 
continued in this study for many siblings who were kept awake due to behavioural issues, the need for medical 
interventions or the distress of the child with a disability. The sleep survey undertaken in 2012 indicated that 15% 
of parent-carer respondents were concerned about sleep for siblings. For a number of siblings, changes had been 
made in sleeping arrangements due to the difficulties expressed, some having moved into alternative rooms to 
allow the child with the disability to have a room of their own, sometimes leading to the sibling sharing a room with 
their parent: “A is 8, she used to share the second bedroom (two-bedroomed house), but A was frightened sleeping 
in the same room as X. She would shout and scream, push her if she touched some of her things, many lined up.  
A is now sleeping in Mum’s bedroom and seems happier.”

 

“A’s sleep is  
disturbed at night 

when Mum gets up 
to change X’s clothes 
and head position.”

“A tries to  
ignore his brother, 

but this can be 
difficult when he 

pees on him when 
he is asleep.”

“He wakes 
family members 

by bashing 
them on the 

head.”

He always does his bed like 
that…even if he has to go 
to Mum in the middle of the 
night…he literally always 
does his bed up nicely.

(T aged 10, sibling with ASD)

“
”

“I have moved upstairs now because it was disturbing 
my night’s sleep with the night staff going up and down 
the stairs (and the ambulance staff when called out)…
we are meant to get six nights a week but they keep 
messing it up and we get about three or four nights. 

(Sibling aged 16 with two year-old sister with  
a disability that causes her to stop breathing.) ”
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Theme 4 – Helping

This was a major theme with 207 assessments indicating a helping or caring role for the sibling. The help provided 
by these siblings is far beyond that of most children. Most of the siblings seen during this study help with their 
siblings, from being trained to resuscitate to helping with managing behaviour or helping with younger siblings 
whilst the main carer was involved in caring for the child with a disability (NB - This research was designed to focus 
on issues rather than the role of siblings as young carers as this area has been researched more fully).

Images for this theme included the chest of drawers and cupboards full of medical supplies. Others included images 
that related to their experience such as blue sky picturing the “neverendingness” of their situation.

 

One sibling interviewed (B, aged 16) described the day trip for their birthday and the impact of the needs  
of their younger sibling:

B “…we weren’t supposed to be there we were supposed to be at the front…and we were  
 supposed to have power access and power sockets and all that...but we didn’t, so...”

I  “So how much extra stuff do you need to take on a trip like that?”

B “You have to take all of her medicines, all of her milks, juices, syringes, stuff, button replacement,  
 so you can put the button back in, oxygen, monitors, feed, feed pumps, pushchair... loads...”

Siblings also need to provide support outside of the home, one example of helping  outside the home was:  
“During the recent Bobath assessment (a hospital in London), A (aged 11) attended the first week with Mum  
in order to assist as they feel unable to leave X alone at any stage. This was in term time.”

“It’s a  
never-ending 

uphill struggle.” 

(C, aged 12, sibling of  
brother with ASD)

At times the sibling needed to help with extreme behaviours presented. One brother, aged 16, “has to help his 
parents restrain X due to his increasingly aggressive and unpredictable behaviour.”

You have to make sure she has her 
breakfast…cause some of the time, she 
has an eating thing like…if she starts 
to panic she will eat and eat and eat 
so we have to guide it down to making 
sure she actually has breakfast…
make sure she has cereal otherwise 
she will have cakes or something.

(Z, aged 17)

“

”
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Theme 5 – Impact on education

This theme had a higher predominance in the interviews with siblings than had been evident from the Family Fund 
assessment data, with it being mentioned by all except for two siblings. Most of these siblings had changed schools 
due to the needs of their sibling. For some of these siblings, integration for children with a disability into mainstream 
schools had not worked well and this linked to a further sub-theme of embarrassment and bullying for the sibling. 
For many siblings, as long as they are meeting the expected standards (e.g. that they will gain five GCSEs at grade 
C or above) schools tend not to intervene. Within the material from the assessments, the impacts on education 
varied from lack of opportunity to undertake homework to missing school when helping during hospital admissions.

“A looks out for X when they’re on the school bus, and there have been times when she has been bullied  
herself because of her defending X against bullies.”

“All the children find it difficult to cope with X as his behaviour is so extreme, he tries to switch the computer 
off when they are busy doing homework.”

“Parents have been called into school for Y who had talked to the school nurse about his concerns for the 
future care of X and also for A and B who have been noted to be quieter due to their concerns.” (Y (a sibling 
with a disability), A and B have an 18 month-old sibling with cerebral palsy and hydrocephalus)

“I’d have friends for at least a year and then we would move schools…I was at three or four different primary 
schools… because X was being bullied.” (A aged 15)

A helps Mum to cope and care for X. 
Although she had a place at university 
she decided not to go but instead  
to stay and support her mother.

“
”

“
”

The dots – one dot and lots of other dots…
to show how other people can be so 
judgemental towards me…I used to be there 
for T at break times...she had no one else...
people were laughing at me so I just thought 
fine and kept out of everyone’s way.

(C, aged 17)

Mum added 

She was still bullied after they went to separate schools. 
Even now she was in fear of going to a party as these 
boys were going to be there...it haunts you.“

”
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Theme 6 – Restrictions/staying at home/needing time away

Many families and siblings experience restrictions to what other families would view as normal elements of family 
life. These restrictions can be linked to the extra time needed for care, the unpredictable behaviour of the child with 
a disability, or even embarrassment about how people will respond. Most of the siblings interviewed (6 out of 10) 
spoke of the positive influence of their pets in managing their situation. Many also talked about managing with the 
help of laptops, games consoles or tablets as a diversion or a means of gaining contact with others.

“She also told me of a time when they went to a pantomime and it was ruined by X who kicked off in the 
theatre and had to be collected by their grandfather. She said this was embarrassing.”

“All are affected because of her frequent trips to hospital and parents’ reluctance to take her out if it is cold.”

“They have made A go to cadets as she was staying in all the time.”

“Mum is unable to attend family and community events as she has to stay behind to care for X given his 
challenging behaviour and Mum’s feelings that she may be stared at.”

“X’s behaviour restricts what A can do outside the house…X will only visit one swimming pool so even though 
they are able to go swimming, this is not the nearest pool so A cannot meet up with his friends.”

“I am going to Paris on a music exchange…but I cannot have someone stay at mine (house)…I am going to 
stay at their house with a friend…” Mum added: “Because, unfortunately, the situation and how it is here…
there is no way I could have them stay with him.” (C, aged 12, sibling of J, who has ASD)

“My TV… 
I just go into my  

room and I can just 
switch my telly on if 
I just want some…

privacy really.” 

(R, aged 11)

I like to play on my Xbox to blank 
out my siblings and it also allows 
me to play online with other people 
and it is difficult to go out and play 
with my friends because I have so 
many disabled siblings. So my  
Xbox is a way of escaping.

“

”
Many siblings have found routes for time away from the home in order to gain some respite from the stresses and 
demands. Issues reported at the place of respite indicating the level of difficulty within the family home: 

“He enjoys going to his maternal grandparents and stays there for some ‘peace and quiet’.  
NB - grandfather is terminally ill.”
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Themes 7 – Emotional needs/wellbeing/upset

For some of the siblings, emotional wellbeing was mentioned as well as upset within the family. This included 
concern for the wellbeing of their sibling with a disability, especially where there were frequent hospital admissions 
and life-limiting conditions. It should be noted that some of the children had experienced the death of a sibling due 
to a disability in both the Family Fund data and those interviewed. Some of the young people had support from 
young carers or other similar groups, but this was not a common experience of the children in this research.

“Both girls are due to undergo genetic testing to see if they are carriers of the syndrome.”

“A (with two older brothers with violence and conflicts)…has been self-harming and has been referred  
to counselling.”

“A, aged 9, was very afraid when she saw X hooked up to drips etc.”

“A has been trained by the nurses to manage X’s medication, gastrostomy, oxygen and SATs…she has 
struggled to come to terms with her sibling’s condition and possible prognosis.”

“I gather her twin has also had counselling to help her cope with what is happening to her sister.”

“X has a twin sister, A, and an older brother, B, aged 16. Both are worried about their brother and his 
increasingly aggressive and unpredictable behaviour….A is sometimes scared…B sometimes has to help his 
parents restrain X.”

“A has stress-related headaches with frustration and worries a lot.”

This is my airsoft gun and it  
is part of my hobby airsoft.  
I play airsoft to try and release 
any frustration I have with 
my disabled siblings…It is 
my way of coming forward 
and it gives me something to 
talk to my parents about and 
this makes me feel happier. 

(A aged 14, three siblings with disabilities)

“

”
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Theme 8 – Positives 

Positives were only evident in the material from the siblings in the photo-elicitation study. There were minor 
comments about normal sibling relationships and good times in the assessment materials. For example: “[we] do 
have good times but it can be very, very bad.” 

The siblings saw a variety of positives, from being more mature to gaining different experiences and some gains 
from the support provided by Family Fund and their Siblings Matter Too grants.

“There is one thing I shouldn’t really be saying….but we get to skip the queues at fun parks.” (T, aged 10)

“When we look at other families, we’ve done…so much more than what they’ve done…because they do not do 
things with their families…” Mum intervened: “You are very mature…too mature for your age.” (A, aged 16)

“…which is why I have become the person that I am…” (Child D, aged 14)

 

R aged 11 talking about her diving:

S started diving for a week…
the next week I went too 
and I really, really like it and 
that’s something S has, like, 
brought to me.

“
”

And the best friends lockets because we are quite close…best 
friends because I know how she works and she knows how I 
work and we get along so yeah…Peas in a pod, we are very 
alike... sometimes….even though I have quite a few traits that 
she does too (laughs)....so yeah… that was quite funny.

(C, aged 17)

“
”
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Siblings Matter Too grants
Siblings Matter Too grants had been requested for all the siblings involved in the photo-elicitation study and it was 
evident from 33 assessments that sibling grants were being requested for 40 siblings (not all Independent Assessors 
record this on the assessment form so the total in this period would have been higher).

The reasons for these requests included situations where the sibling was undertaking a major caring role within the 
family, where the sibling was missing out on activities, under emotional stress due to the disability/health issues or 
where there was aggression and violence.

“FFA is requesting a sibling grant for B. X has two siblings, A, eight with ADHD/Aspergers and B, seven, who in 
particular suffers, he was very tearful at the visit when I spoke to him about how it was for him.”

“A finds it difficult with three siblings with disabilities, always has to help Z – shares a bedroom with her and is 
kept awake at night, too embarrassed to bring friends home. Cannot do homework at home – too much noise 
and sometimes like a war zone – recommending A for a sibling grant.”

“A, aged 12, a weekly boarder apparently because of X’s aggression towards her, and mum feeling she is 
unable to provide A with sufficient attention because of X’s needs.”

“A is taking all X’s anger by way of smacks/punches/upsetting his games. A tells mum he wants a normal 
brother.”

Impact of sibling grants

Many of the siblings interviewed talked about the importance of their sibling grant. Many were the small 
‘Love2shop’ grants, but these were really valued by the siblings as it acknowledged their needs and this seems to 
have provided a boost. Many of the siblings had either purchased something for their sibling from this grant, or 
passed on some of these purchases to their sibling if this had been received some time earlier.

It should also be noted that some of the main Family Fund grants can also benefit the whole family, such as the 
family break and day trips. It is evident that other Family Fund grants can increase the divide between a child 
with a disability and their sibling, one example being when a child with a disability has broken their own and their 
siblings’ beds, traditional Family Fund grants could only help in replacing the bed of the child with a disability.

One sibling, R, aged 10, took a 
picture of the family on a day out 
at Harry Potter World, funded by 
their Family Fund day trips grant.

“
”These grants are often cited as providing a positive family 

experience which was confirmed in this case. (This photo 
was provided by Harry Potter World, Warner Bros Studio 
Tour London.)
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“It was quite nice receiving one…I was like…I didn’t expect it at all…it was quite a shocker…it was quite 
nice…I got some DS games but Y now has the Mario Kart one…basically it has gone to him now.” (A, aged 
14, three siblings with disabilities)

“You’ve been through all of this, and here’s a little reward for getting through it and you can use it for what 
you want to do.” (N, aged 15)

“I got a new controller for the PlayStation…what else did I get Mum?...I was going to buy something for C but 
you said, he does not need anything and it was my money.” (S, aged 8)

“My sibling grant was for the Guide camp and is paying for the French exchange, that was good.” Mum added: 
“That was your respite.” (C, aged 12)

  

I got an iPad…That purple bit on the 
wall by my TV, that’s a bit of the card 
from the Family Fund, like, the sibling 
grant they gave me, and I’ve got 
another bit as well on the wall by my 
bed.” Mum added: “You were dead 
happy when you got that letter. 

(R, aged 10)

“

”
Two of the siblings had a laptop as their Siblings Matter Too grants. Both were invaluable as help for college work 
and as a recognition of the siblings’ role in the family.
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Summary and Conclusions
A large amount of information has been gained from this research study, elements of which have been summarised 
here. Further analysis and greater focus on particular themes will be presented at future conferences and submitted 
to peer-reviewed journals for publication. There are many more themes than within this summary, with many 
comments that relate to the mental wellbeing of siblings and their need for support and respite from their home 
situation. It was evident from the materials studied that few siblings were being supported by agencies such as 
Child and Adolescent Mental Health Service (CAMHS)  or Young Carer groups and it would be of benefit if access to 
these and similar services, could be made more widely available.

Some young people have developed their own means of escape such as the use of laptops/ computers and games 
consoles, with one young person developing an interest in airsoft guns as a means of making friends. 

Some aspects that appeared significant to the investigator in this study had 
not been noticed as such by the young people. These included pets that, on 
interview, were clearly a major form of support to siblings, as well as items that 
had become so much a part of everyday life that the siblings had not thought 
to include them in the photographs, such as oxygen cylinders in each room.

Summaries from the siblings include:

“It’s all about problem solving skills…and learning that it’s not about you anymore...it’s like, you’ve got to put 
yourself, like, to the side….” (N, aged 14)

“I would never change him….I mean, if anyone wants to change their autistic brother, just say no…I really 
prefer to have an autistic brother than a neurotypical one.” (T, aged 10)

“I think that being a sibling you get your ups and downs anyway…but just because there is the added bit of 
the disability sometimes you don’t know what she is going to do or how she’s going to take it or react, you 
have to be a bit more careful,  because it can be a bit of a rollercoaster, up and down.” (C, aged 17)

The absence of positives in the reports from those assessing the families may be linked to higher eligibility criteria 
in society today which tends to focus the professional on the need to evidence eligibility. For many families it 
was the first time they had been asked about the impact on the sibling and this may have led to a focus on the 
more negative impacts. This would be supported from the photo-elicitation study where a number of the families 
comments on how the process had helped them to look at all sides of their situation. This was expressed by C in 
one interview as:

C: “You don’t really think of it, you never really think of it...what it is like to be a sibling apart from...really the 
bad stuff sticks, the good stuff doesn’t, so you just think, yeah, that was that.”

INT: “So do you think it made some of the good stuff come back into your memory that maybe it hadn’t…?”

C: “Yes.”

The butterfly…was that sometimes I just want 
to fly away…so that I can get away from it 
all…[the chrysalis] is that sometimes it can be 
like….it’s trapped as well…then breaking free 
as well, that kind of thing. 

(C - sibling aged 12)

“
”
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In summary, the research question of what is it like to be a sibling of a child with a disability has shown a number of 
key themes for siblings, ranging from elements of a typical sibling relationship to issues of lack of time, experience 
of aggression, violence, ill health and emotional upset. There are a number of other themes that would bear further 
investigation. A fuller analysis will be published through appropriate academic journals. The research also shows 
that the impact of the sibling grants provided by Family Fund has been significant to both the siblings’ and the 
families’ lives.

Recommended actions

- Safeguarding: There were serious issues within the material of siblings being exposed to violence and risk 
from their siblings. Family Fund has safeguarding policies in place but it was evident that for many families 
statutory support was not in place. Support to families and siblings needs to be increased in order to help 
families protect their children from risk.

- Local Authorities and other statutory agencies need to recognise that siblings of children with a disability 
are children in need and to make services and support available to support these children and young people 
beyond the recognition that they may be young carers.

- A register of children who are siblings should be held by schools, children’s services or health authorities that 
help to ensure support to these young people, again beyond the impact of any young carer role they are 
undertaking.

- Provision of short breaks should be made available to families that facilitates making more time available for 
parents to devote to the siblings.

- Provision of short breaks should also be made available to siblings directly.

- Use existing data to enable planning for adult siblings who may be undertaking caring roles to the detriment 
of their own needs and education, or who become isolated from their family as they are unable to manage 
their siblings’ needs.

- Continue the Siblings Matter Too programme: For all siblings seen during this research the sibling grant, 
although usually low in financial value, made a major difference to the sibling as it was the first time their 
needs had been recognised and acknowledged.

- Services for siblings should be listed in the local offer (England) and listed in signposting services for families 
with disabled children in local areas. Families and siblings should know how, where and when to access such 
advice and support services.

- Areas for further research would be a continued study with siblings using a range of methodologies, and 
a repeat of the photo-elicitation study with siblings who also have disabilities as these siblings were 
specifically excluded from this study.

Jenny Peddar 
Senior Lecturer, School of Health Sciences and Social Work, University of Portsmouth
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Siblings who took part in photo-elicitation study

Identifier Age/Gender Sibling/s with 
disabilities

(number, age, 
gender)

place in 
family of 
sibling in 
study

Number of 
pictures

Pets Links

A C 16/F 1, 16, F, Epilepsy/
ASD

2/3 12/15 Dog Mum is SENCO 
specialist

B Z 17/F 1, 19, F, ASD/OCD 
/Mental health 
issues

2/5 12   

C N 15/M 3, 16/12/5, all M 
ASD/PDA

2/7 1 2 dogs  

D A 14/M 3, 16/12/5, all M 
ASD/PDA

3/7 1 2 dogs  

E B 16/F 1, 2, F, Sticklers 1/2 20 Cat Hospice 
involvement

F R 11/F 1, 7, ASD/ADHD/
Tics

1/2 7 Dog Mum is SW

G T 10/M 1, 10, M, ASD 1/3 18  Mum involved 
in ASD/research

H S 8/M 1, 2, M, Blind/
albinism/ global 
developmental 
delay

1/2 7   

I P 10/F 1, 10, M, ASD 3/3 17   

J Ch 12/F 1, 14,  ASD/
ADHD/ODD

2/2 8 5 dogs  
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Appendix One:
About Family Fund

In 2014/15, 72,043 families across the UK raising disabled or seriously ill children were helped by the Family Fund 
with grants for essential items such as furniture, clothing, kitchen appliances, computers/tablets or family breaks, 
along with other services, including the Siblings Matter Too programme, which provided 479 sibling grants last year.

It can be a struggle financially, emotionally and physically for families raising a disabled or seriously ill child.  
Families tell us that a grant from us can be a lifeline and acknowledges the extra costs families face. Parents and 
carers tell us that the impact of this help makes a huge difference: it means they can visit their sick child in hospital; 
they can have a dishwasher to ensure the hygiene of their child’s tracheostomy tube; their children can have access 
to safe play equipment that will help them grow and learn; they can fund outings which build family resilience and 
create memories, sometimes for children who may not live to see adulthood.  Our grants provide a buffer to the 
poverty and social exclusion many families of disabled children face.

Each year more and more families turn to us for help.  Last year we visited over 13,000 families, to talk through their 
application and to ensure families are aware of wider support networks. This means that we can ensure families 
know about Disability Living Allowance, Tax Credits, or what support should be available from their Local Authority. 
It has also been a valuable way of addressing the needs of siblings and allowing their voice to be heard as part of 
the assessment process.

We know our help is desperately needed by disabled children and those who care for them, with more low income 
families contacting us every year for help, as there is nowhere else for them to turn. We are grateful to the four 
governments of the UK for supporting this vital area of work. We know there is more to do and more families to 
support and we continue to strive to meet the need year on year.

Appendix Two: 
The School of Health Sciences and Social Work at the University of Portsmouth

The University of Portsmouth provides high quality teaching at both undergraduate and postgraduate level 
alongside a focus on research. In the most recent Research Excellence Framework (REF) in 2014 over 60% of 
research submitted by the University was rated as world leading and internationally excellent.

The School of Health Sciences and Social Work (SHSSW), within the University’s Faculty of Science, supports a 
thriving research community. In the recent REF, 93% of our research outputs were rated as internationally excellent 
or internationally recognised, with 80% of our impacts considered to be either outstanding or very considerable for 
both the reach and significance of the work.

SHSSW also provides a range of undergraduate and postgraduate programmes in the fields of health and social 
care and some of our courses lead to eligibility to apply for professional registration with the Health and Care 
Professions Council. These pre-registration courses include radiography, operating department practice and 
social work. However, the School also provides a number of courses for qualified professionals, to support their 
professional development. In particular, the University of Portsmouth was one of the first institutions to respond to 
the rapid changes within the healthcare professions by offering a Professional Doctorate in Health and Social Work 
Disciplines programme. This programme started in October 2000 and has been highly successful in its delivery to 
health and social care professionals, with over 40 graduates to date.

This research project was undertaken by Jenny Peddar as part of a Professional Doctorate in Social Work. For further 
information on this particular project please contact Jenny via email at jenny.peddar@port.ac.uk. For more general 
information regarding either SHSSW or the University please contact SHSSW@port.ac.uk.
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Mum Claire told us “When we received Ellie’s letter regarding the sibling 
grant I was very shocked, I didn’t know there was siblings help.“

“I was thrilled for her. She lit up with excitement, the smile didn’t leave her face for days. It was 
quite emotional to see her reaction to how she was being told in a letter she is amazing. It was a 
very tearful moment. We went to the Metrocentre shopping. Ellie loves River Island and she got an 
outfit and a pair of Adidas trainers. She loved using the card herself, she said she felt grown up.”

“Ellie said she feels sad for Harry, the way people can be around him can be difficult. People 
and children often stare at his behaviour, most times we leave as it can be hard. Ellie and Harry 
don’t get on to be honest as she can feel pushed out at times with him needing a lot of my 
attention, but she always looks out for him. There was a time we were at a play area and Harry 
was licking the slide (one of his sensory needs) and the children were looking and laughing. She 
defended him, telling them he can’t help it and to stop laughing at him. I was very proud.”

“The siblings fund was an amazing gift for Ellie and she said the best thing about it was a family 
day shopping, with the added bonus that she got new clothes and trainers. I do believe that 
this boosted Ellie’s confidence and helped her realise we have two special kids. Thank you.”

Ellie, aged eight, was provided with a Siblings Matter Too grant following a visit from one 
of Family Fund’s Independent Assessors. Ellie sometimes finds it difficult to understand 
her brother Harry’s behaviour and the extra time her Mum has to spend with him. Her 
brother is four years old and is currently being assessed to identify the cause of his 
behavioural and cognitive difficulties. Family Fund was able to provide a grant to Ellie  
and she was thrilled and shared how she felt when she opened the letter:

“

”

“ I felt like a special person. I was very 
happy. I didn’t think I could get money 
for being nice. I talked to my mammy 
about how to spend it and jumped up 
and down with excitement. It made 
me feel important.

”

Siblings Matter Too: Ellie
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