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Executive Summary
Caring Responsibilities for Children and Adults with Learning Disabilities.
While caring for someone with a disability has always presented challenges, these
have been further exacerbated by Covid-19.
With access to day centres, respite services and carers being restricted, parents
have taken on increased caring roles. Before Covid-19, 69% of parents had some
level of access to support. This has dropped to just 26%.

Physical Health
Isolation and extra care duties have
taken a physical toll on the health
of parents. Just 5% of parents said
their health had improved since
Covid-19, while 66% felt it had
gotten a little or significantly worse.

Mental Health
Extra care duties due to Covid-19,
along with no time to spend on selfcare, has had a detrimental effect on
the mental health of parents. Just 3%
said their mental health had improved,
while 68% stated their mental health
had gotten a little or significantly
worse since Covid-19.

Access to Support & Services
Parents have struggled with services
being cancelled or being offered
online and over the phone as
opposed to face-to-face. Many said
these changes had led to accessing
services becoming an even longer,
more complicated process.

Section 1

Caring Responsibilities
for Children and Adults
with Learning Disabilities

Parent Caring Overview
Caring Roles

Development

On average, parents have primary responsibility for two children/adults with one of their
children/adult having a disability. In addition, 14% of parents have additional caring
responsibilities, a further 69% of parents had some level of access to support before
Covid-19. This has dropped to just 26%, affecting parents’ mental & physical wellbeing. .

There now needs to be a root
and branch review of the impact
of COVID 19. This needs to
include both children and adult
services.

Unique Needs
Most parents stated that their children /adult with learning disability has more than one kind
of disability. The most common disabilities were Autistic Spectrum Disorder (70%), Speech,
Language & Communication Needs (51%) and Severe Learning Difficulties (42%).

Pressure From Neighbours
With children/adults being at home more, and more neighbours being at home during
the day due to working from home and furlough, pressure from neighbours has risen.
33% of parents experience pressure from their neighbours regarding their child/adult’s
disabilities. However 93% of those who do felt this pressure had increased since
Covid-19.

Covid-19’s Impact
69% of parents said Covid-19 has directly impacted their lives. The key impact is parents
taking on additional caring roles. This has had the secondary effect of forcing some
parents to stop working, due to shielding at home and lockdown, all of which have
restricted parents ability to leave the home.

RBKC should develop Emergency
Planning for families who care for
children and adults with learning
disabilities that clearly identifies
their unique needs. This should
also link into Emergency Services
such as Police, Fire Brigade and
Ambulance Services.
Parent Carers are entitled to be
assessed in their own right. The
practice of rolled up assessments
where the needs of parents are
lost needs to stop.

Has Covid-19 Had Direct Impacts For Parents?

Impact of Covid-19

69%

69% of parents said that Covid-19
has directly impacted their lives.
The most commonly cited impacts
were parents needing to take on
additional caring roles due to Covid19 lockdowns, as well as schools
and day centres being closed.
The additional caring roles have had
secondary impacts, forcing some
parents to stop working, and
making it difficult for parents to
leave the house, even to do simple,
necessary tasks such as shopping.

Yes

17%

15%

No

Prefer not to answer

Notable Quotes – The Direct Impacts
“The additional caring role, because my son was unable to access services…during this
period. I got furloughed and had to do a mixture of working from home and going in
through lockdown which was additionally difficult because of the caring role.”
“Everything has changed, if I wanted to do shopping it would be difficult because of my
son's needs.”
“[I] could have worked part time but needed to look after my son”

Q: Has Covid-19 had direct impacts for you? (e.g. through
jobs, health, bereavements or additional caring roles)

“I now do 24hr care as day centres are closed”

Ages of
Children/Adults with
Learning Disabilities
On average, parents had two
children/adults they have primary
responsibility for, with one of those
children/adult having a disability.
Unsurprisingly, parents with 0-4
year olds were uncommon – both
because it’s a small age bracket,
and because disabilities are often
diagnosed later than 4 years old.

Percent of Parents with Children/Adult Aged:

51%

51%
26%

17%

0-4 years old

5-12 years old

13-17 years old

18+ years old

Percent of Parents with Children/Adult With A Disability Aged:

18+ year olds and 5-12 year olds
were the most common age
brackets.

43%

42%

20%
Q: How many children do you have primary responsibility for
that are...
Q: How many children with a disability that you have primary
responsibility for are...

7%

0-4 years old

5-12 years old

13-17 years old

18+ years old

Types of Special Educational Needs of Children
Austistic Spectrum Disorder

Types of Disability

70%

Speech, Language & Communication Needs

51%

Severe Learning Difficulty

Autistic Spectrum Disorder (70%),
Speech, Language & Communication
Needs (51%) and Severe Learning
Difficulties (42%) were the most
common types of special educational
needs.
However, it is important to note that the
vast majority of parents stated that their
child/adult with learning disabilities had
more than one kind of disability – this
highlights the importance of treating
each child/adult as an individual.
Epilepsy was the most commonly cited
other disability.

Q: For your child (or children) with a disability, do they have
any of the following? (Select all that apply)

42%

Behavioural Difficulties

30%

Multi-sensory Impairment

19%

Social or Emotional Difficulty

14%

Physical Disability

14%

ADHD

12%

Specific Learning Difficulty

9%

Moderate Learning Difficulty

7%

Profound & Multiple Learning Difficulty

7%

Mental Health Difficulty

7%

Visual Impairment

7%

Hearing Impairment
Other difficulty/disability

2%
16%

Additional
Responsibilities
14% of participants had additional
caring responsibilities, in addition to
looking after their child/adult with
learning disabilities.
Often, these caring responsibilities
came in the form of looking after
partners with serious health
conditions or looking after elderly
parents, particularly with lockdown
meaning the elderly were advised to
stay indoors.

Q: Do you have any additional caring responsibilities, other
than for your children? (e.g. for an elderly parent)

Do Parents Have Additional Caring Responsibilities? (i.e. other than for their Child/Adult
with Learning Disabilities)
84%

14%
2%
Yes

No

Prefer not to answer

Support From Family & Friends – Before & After Covid-19

Support Networks

Before Covid-19

69%

24%

7%
Yes

Covid-19 has lead to a
significant decline in the level of
support from friends and family
that parents have access to.
Before Covid-19, 69% of
parents had access to support
from their friends and family.
This has dropped to just 26%
since Covid-19.

No
Prefer not to answer
After Covid-19

26%

74%

Notable Quotes – Factors Restricting Access To Support
“We are on lockdown with kids that have great needs, so we are all in same boat with no
where to go and de-stress”
“Due to restrictions. It has been very difficult.”

Q: Before Covid-19, did you have access to support from family and
friends?
Q: Since Covid-19, do you have access to support from your family
and friends?
Q: If there has been a change in the level of access to support from
family and friends, what factors have led to this change?

“My mum is a great help to me, but she hasn't t been able to visit as she's in her late
60’s”
“This is due to the restrictions and fear of catching covid.”

Pressure From
Neighbours

Do Parents Experience Pressure from
Neighbours

If yes, has pressure increased since Covid-19?
93%

60%

33%

33% of parents experience
pressure from their neighbours
regarding their child/adult and
their disability.
93% of those who do felt that
the pressure had increased
since Covid-19.
A key reason discussed for this
increase was both parents and
their child/adult with learning
disabilities, as well as their
neighbours, being at home more
often.

7%
Yes

No

Prefer not to
answer

7%
Yes

Notable Quotes – How Parents Experience Pressure
“Neighbours will highlight negative behaviours, which have become worse because of
covid.”
“My neighbours are really judgemental about me and my children… They are generally
nasty to us, so I try to keep my distance which is difficult. They see my situation as a
single parent with special needs kids as a weakness and in the past, they have tried to
attack me but now just regularly try to intimidate me. The housing do nothing to stop
them.”
“We can't go out to let off steam as we are shielding”

Q: Do you experience pressure from neighbours regarding your
child and their disability? (e.g., due to noise or disruption)
Q: Since Covid-19, has this pressure increased?

No

“At home more, so more noise and therefore more comments”

Education, Health
and Care Plans
Do the Children/Adults with Learning Disabilities have an Education, Health and Care
Plan?
79%

79% of parents stated that they
have an Education, Health and
Care Plan in place for their
son/daughter.
21%

Yes

Q: For your child or children with a disability, do they have
education health and care plan (EHCP)?

No

Section 2

Physical Health

Physical Health Overview
Worsening Physical Health
Isolation and extra care duties have both taken a
toll on the health of parents, restricting them from
having time to look after their own health needs.
66% of parents stated their physical health has
gotten a little or significantly worse since Covid-19.
Just 5% felt it had gotten better.

Restricted Access
Concerningly, 54% of parents or their significant
others have a long term health condition.
52% of this group have not been able to access
health services for these conditions since Covid-19.

Development

Parent Carers should have their GP and
Hospital Records flagged to prioritise them in
terms of access to health services and in case
of emergencies.
Parents should be also offered free access to
services to improve physical and mental health
such as gym membership, swimming,
counselling, mindfulness, etc.

How Physical Health Has Changed Since Covid-19
42%

Covid-19 & Physical
Health
66% of parents stated that their
physical health has gotten a
little or significantly worse since
Covid-19.

22%

24%

5%

7%

0%
Has gotten
Has gotten a little Is the same as Has gotten a little
Has gotten
significantly better
better
before Covid-19
worse
significantly worse

Prefer not to
answer

Isolation and extra care duties
have both taken a toll increasing the amount of work
parents need to do, and
reducing the time parents have
available to look after their own
health.

“Mental health has affected physical health, [due to my] additional responsibilities and
caring role.”

Q: Since Covid-19, do you feel your physical health:
Q: What factors do you feel have improved your physical health since
Covid-19?
Q: What factors do you feel have worsened your physical health since
Covid-19?

“Unable to go out, so lack of exercise and extra burden of care duties.”

Notable Quotes – Factors Worsening Health

“Isolation and being housebound by Covid 19 and government restrictions”
“The strain of being the only carer for so many people. Housework, shopping, cooking
and the responsibility of trying to keep everyone well has been difficult and takes its toll.”

Does Parent or Significant Other Have
Long Term Health Condition

Parent’s Health

54%

If Yes, Have They Been Able To Access
Health Services For These Since Covid-19
52%

44%

43%
Yes

54% of parents or their significant
others have a long term health
condition.
Concerningly, since Covid-19, 43%
of those who do have not been
able to access health services for
these conditions.
Parents who have struggled to
access services stated that they
have had difficulty making
appointments, appointments have
been delayed or cancelled, and that
they could only access health
services during emergencies.

Yes

No

No

Prefer not to answer

Prefer not to answer

2%

Notable Quotes – Access to Health Services
“Covid has affected appointment times and it’s rare to get an appointment.”
“[I’m] on the waiting list, but [have] not been able to access support - only during
emergencies”
“GP services almost non-existent in the first lockdown and [it is] still difficult to get to see a
doctor now.”
“Hospital services delayed or closed”

Q: Do you or your significant other have any long-term or chronic
health conditions or needs?
Q: Since Covid-19, have you been able to access health services for
these health needs?

5%

Section 3

Mental Health

Mental Health Overview
Reduction in Self-Care

Development

Due to Covid-19 increasing the care duties of parents, many parents have had
significantly less time to think about self-care. 80% of parents regularly spoke
with friends or family members pre-Covid – this has shrunk to just 59% since.

There is clearly a high level of
unmet need, which has been
further exacerbated by Covid-19.

Worsening Mental Health
Unsurprisingly, extra care duties and no time to destress has had a detrimental effect
on the mental health of parents. Just 3% said their mental health had improved since
Covid-19. 68% stated their mental health had gotten a little or significantly worse.

Anxiety & Depression
The survey included questionnaires that indicate whether a participant may
have anxiety or depression. 37% had scores indicating moderate to severe
levels of anxiety, while 44% had scores indicating moderate to severe levels of
depression.
Indications of PTSD
The survey also included a PCL-5 questionnaire, which indicates whether a
participant may have symptoms indicating PTSD. 44% had scores that may
indicate PTSD.

The unmet needs that parents are
experiencing are linked to access
issues to existing statutory
services.
Parents should have long term
access to mental health support via
experts in PTSD. Six weeks mental
health support for our families will
in some cases not be long enough.
This should also be delivered
outside of NHS services so that
families do not feel stigmatized or
judged.

Self-Care Techniques
Talking with friends/family

Self-Care
Techniques
For the most part, parents have reduced the
amount of self-care techniques they use since
Covid-19.
Most concerningly:
•

•
•

80%

Before Covid-19

Just 3% workout or run compared to 28%
pre-covid.

The additional caring roles that parents have
taken on have had a detrimental impact on
their ability to destress.

After Covid-19

Reading
35%

Before Covid-19

Only 59% of parents regularly talk with
friends or family compared to 80% precovid)
Just 41% regularly walk versus 68% precovid

59%

Listening to music

Walking
68%
41%

Before Covid-19

After Covid-19

Having a hot shower or bath

18%
After Covid-19

Watching TV/streaming services

36%

35%

38%

26%

Before Covid-19 After Covid-19

Working out/running
28%

38%

44%

Before Covid-19

After Covid-19

Drinking a warm beverage
25%

3%
Before Covid-19

Meditating

After Covid-19

Before Covid-19

After Covid-19 Before Covid-19

Other

Napping

15%

13%

13%

8%

Before Covid-19

After Covid-19

Before Covid-19

After Covid-19

15%
Before Covid-19

After Covid-19

None of the above
26%

After Covid-19

3%

5%

Before Covid-19

After Covid-19

Notable Quotes – Reasons for Changes In Level of Self-Care
“It is difficult doing what I did before because of the additional caring role and not much
time.”
“Not able to relax, chat with friends or meet with other human beings!”

Q: Before Covid-19, which of these techniques did you use regularly to
provide self-care and reduce stress?
Q: Since Covid-19, which of these techniques do you use regularly to provide
self-care and reduce stress?
Q: If your self-care and relaxation techniques have changed in some way
since Covid-19, why do you feel this shift happened?

21%

“Didn't feel safe to go out with my son, so not walking very much anymore”
“I have no time with the kids here all the time”

How Mental Health Has Changed Since Covid-19
38%

Covid-19’s effect on
Mental Health
Covid-19 has also had a detrimental
effect on the mental health of
parents.
Just 3% said their mental health
had improved since Covid-19, while
68% stated their mental health had
gotten a little or significantly worse.
The isolation caused by lockdown,
as well as additional caring
requirements, were commonly
discussed as factors in this struggle.

30%

15%

15%

Has gotten
Has gotten a little Is the same as Has gotten a little
Has gotten
significantly better
better
before Covid-19
worse
significantly worse

Prefer not to
answer

3%

0%

Notable Quotes – Why Mental Health Has Changed
“It has just been relentless, and I just haven't had the time for self care… Thinking about
myself is like a luxury I don't have the time to indulge in. I guess its like being on auto
pilot all the time”
“I am constantly worried about what is happening to my family, and my family and I don't
have respite overnight.”

Q: Since Covid-19, do you feel your mental health:
Q: What factors do you feel have improved your mental health since
Covid-19?
Q: What factors do you feel have worsened your mental health since
Covid-19?

“Isolation and lack of control”
“Lockdown, being trapped at home without seeing friends and family, physically
exhausted looking after son all the time, no opportunity to go places”

Participants’ GAD-7 Scores
43%

Evidence of Anxiety

32%
19%

The GAD-7 is used to indicate whether a
participant may have anxiety.
Participants were asked how often, over
the last two weeks, they had been
bothered by a range of seven problems, as
shown in GAD-7 Questions.
37% of participants had GAD-7 scores
indicating moderate to severe levels of
anxiety, with the average participant’s GAD7 score being 10.

5%
0-4

5-9

GAD-7 scores are calculated by assigning scores of 0,1,2 and 3
to the responses of “Not at all”, “Several days”, “More than half
the days” and “Nearly every day”, and then adding those scores
for all seven questions.
Scores of 5, 10 and 15 correspond to cut-off points for mild,
moderate and severe anxiety.

15+

GAD-7 Questions
Q: Over the last 2 weeks, how often have you been bothered by the following problems?
Not at all

Q: Over the last 2 weeks, how often have you been bothered by the
following problems?

10-14

Feeling nervous, anxious or on edge
Not being able to stop or control
worrying
Worrying too much about different things
Trouble relaxing
Being so restless that it is hard to sit still
Becoming easily annoyed or irritable
Feeling afraid as if something awful
might happen

Several days More than half the days Nearly every day

Participants’ PHQ-9 Scores

Evidence of
Depression

29%
24%
18%

15%

15%

The PHQ9 is used to indicate whether
a participant may have depression.
Participants were asked how often,
over the last two weeks, they had
been bothered by the range of
problems shown in PHQ-9 Questions.
44% of participants had PHQ-9
scores indicating moderate to severe
levels of depression, with the average
participant’s PHQ-9 score being 12.
Q: Over the last 2 weeks, how often have you been bothered by the
following problems?

PHQ-9 scores are calculated by assigning scores of 0,1,2 and 3
to the responses of “Not at all”, “Several days”, “More than half
the days” and “Nearly every day”, and then adding those scores
for all questions for a final score.
Depression Severity: 0-4 none, 5-9 mild, 10-14 moderate, 1519 moderately severe, 20-27 severe.

0-4

5-9

10-14

15-19

20-27

PHQ-9 Questions
Q: Over the last 2 weeks, how often have you been bothered by the following problems?
Not at all

Little interest or pleasure in doing things
Feeling down, depressed, or hopeless
Trouble falling or staying asleep, or sleeping too much
Feeling tired or having little energy
Poor appetite or overeating
Feeling bad about yourself - or that you are a failure or
have let yourself or your family down
Trouble concentrating on things, such as reading the
newspaper
Moving or speaking so slowly that other people could have
noticed OR THE OPPOSITE - being so fidgety and restless
that you have been moving around a lot more than usual
Thoughts that you would be better off dead or of hurting
yourself in some way

Several days

More than half the
days

Nearly every day

Participants Whose Responses Indicate Potential PTSD
56%

Evidence of
PTSD
The PCL-5 is a questionnaire used
to indicate whether a participant
may have PTSD.
Participants were asked how
often, over the past week, they
had been bothered by a range of
concerns, as shown in PCL-5
Questions.
44% of participants had scores
that may indicate PTSD when
using the DSM-5 diagnostic rule
of participants responding
“Moderately” at least once to Q 15, once to Q 6-7, twice to Q 814, and twice to Q 15-20.

44%

Indication of Potential PTSD

PCL-5 Questions
Q: In the past week, how much were you bothered by:
Q1

Repeated, disturbing, and unwanted memories of a stressful
experience

Q2 Repeated, disturbing dreams of a stressful experience
Q3
Q4
Q5
Q6
Q7

Q: In the past week, how much were you bothered by:

No Indication of Potential PTSD

Suddenly feeling or acting as if a stressful experience were actually
happening again
Feeling very upset when something reminded you of a stressful
experience
Having strong physical reactions when something reminded you of
a stressful experience
Avoiding memories, thoughts, or feelings related to a stressful
experience
Avoiding external reminders of a stressful experience

Q8 Trouble remembering important parts of a stressful experience
Having strong negative beliefs about yourself, other people, or the
Q9
world

Blaming yourself or someone else for a stressful
experience or what happened after it
Having strong negative feelings such as fear, horror,
Q11
anger, guilt, or shame
Q12 Loss of interest in activities that you used to enjoy
Q13 Feeling distant or cut off from other people
Q10

Q14 Trouble experiencing positive feelings
Q15 Irritable behavior, angry outbursts, or acting aggressively
Taking too many risks or doing things that could cause
Q16
you harm
Q17 Being “super alert” or watchful or on guard
Q18 Feeling jumpy or easily startled
Q19 Having difficulty concentrating
Q20 Trouble falling or staying asleep

Section 4

Access to Services

Access to Services Overview
Development

Restricted Access
Since Covid-19, 59% of parents have tried to access support such as housing, education,
social care and health services. However, 40% of this group were not successful in
accessing this support.

Reduced Services
Many parents have struggled with services being cancelled or changed to being offered
online and over the phone as opposed to face-to-face. Many also felt these changes
had led to accessing services becoming an even longer, more complicated process.

Dream Services
Parents were asked, if they were in an ideal world, what services they would want that
they do not currently have. Many wanted more carers and respite services – this was
particularly relevant given the heightened care responsibilities parents have faced since
Covid-19.

Lifelines
Full of Life was, by far, the most commonly discussed organisation when parents spoke
about where they turned to for support. For many parents, it was the only source of
support they mentioned.

In children's services families were
offered short breaks as well as
support at home i.e.
computers/shopping/delivery of
medications. We are not aware of
any such programme for adult
services.
We want a commitment from RBKC
that going forward there will be
proper planning and development
of actual services, including
Emergency Planning, with timely
reviews. Kicking the can down the
road using meetings and reports as
an excuse is no longer an option.

Since Covid-19, have parents tried to
access support?

Access To Support
& Resources
Since Covid-19, 59% of parents
have tried to access support such
as support housing, education,
social care and health.
Of this 59%, 40% stated they were
not successful in accessing this
support. Housing was by far the
most commonly discussed service,
with social care, education and
health services also being
commonly discussed.

Q: Since Covid-19, have you tried to access support? (e.g. for
housing, education, social care, health)
Q: Have you succeeded in accessing this support?

If yes, have they succeeded in accessing
this support?
55%

59%

40%
32%

9%
Yes

No

5%

Prefer not to
answer

Yes

Word Cloud

No

Prefer not to
answer

Changes in Access
to Support
Many parents have struggled
with services being cancelled or
changed to being offered online
or over the phone as opposed
to face-to-face.
Further, many parents expressed
that with the changes to
services since Covid-19,
accessing services has become
an even lengthier and more
complicated process.

Q: Since Covid-19, how have the services/resources you have access
to changed?

Notable Quotes – Changes To Services/Resources Since Covid-19
“[Services went] online and on telephone rather than face-to-face which is worse, as
you cannot do things the same way.”
“Services have been non-existent. No help from social workers or Adult Social Care
except an occasional "welfare call" over the phone which achieves nothing.”
“Things seems complicated and take longer. As a parent I felt cut off and left on my
own to deal with my child.”
“It is difficult to access anything face to face. It has to be conducted by phone or online
which is difficult at the best of times and more so now. It is also hard to get hold of
anyone because so many people are working from home, they don't have access to
what you are trying to discuss with them”.

A Need for More
Support

Notable Quotes – Services In An Ideal World

Parents had a wide variety of responses
when asked which services they would
want that they do not currently have
access to.

“Carers and a social hub for my son and family to access with other families who are in a similar
situation. Need for social interaction and mutual support. Transport and outings to Covid safe sites,
gardens and parks.”

A number discussed a wish for carers
and respite services – this is particularly
relevant given the heightened caring
requirements since Covid-19.

“A social worker who actually acts in the interest of the well being of handicapped people and their
family not just their box ticking exercises”

Many also wanted Covid-safe spaces
where families with Disabled
Children/Adults with Learning Disabilities
could meet to take part in activities.
Some also discussed wanting their social
workers to focus on getting to know the
individual needs of each child, rather
than just focussing on box ticking.

“Getting more help for children with special needs, need to change tick boxes. Just because a child
has autism and can do [some] things does not mean they can still do everything. They need to reassess the needs properly.”
“Would like to have a permanent home, and health services and education services.”
“I worry for the future as I can see there is nothing much for post-16 and adult provisions. There is
also no support if I get really sick or die. What will happen to him?”
“For my son to be able to go to a daycare where I know they could meet his needs and know that
he would be safe”

Q: In an ideal world, what one service/resource would you like that
you currently do not have access to?

Provision of
Support
Many parents discussed calling on
friends or family members when
they’re struggling and need
support.
In terms of organisations, Full of
Life was, by far, the most commonly
discussed, and for many parents, it
was the only source of support they
mentioned.
Schools and social workers were
also discussed as being able to be
called upon by some parents.

Notable Quotes – Who Do Parents Go To For Support?
“Family and friends with disabled children”
“Citizens’ Advice, Full of Life, Law Centre, and searching google.”
“Friends and Full of Life”
“Full of life has been the best support and still is for my disabled son and myself as a carer”
“Full of life and it's because of them I am able to ask and get help at anytime”
“Son's school and social worker from adult social services.”
“G.P, the community on the estate and the social worker.”

Q: When you’re struggling, are there people or organisations you feel
you can call on to support you? Who are they?

Section 5

Final Advice

Notable Quotes – Final Advice

Final Words of
Advice
Overall, parents spoke very
positively about Full of Life,
particularly in terms of the
advice and advocacy services it
provides.
A number felt that Full of Life
should be provided with more
resources and funding in order
to provide more fully for children
with disabilities and their
families.

“Full of Life does really well. I have always been able to ask for help and be able to get
good advice and help. Keep doing the job you’re doing. [Full of Life] always involves the
parents which is really good, as it gives the parents a voice.”

“Full of life should have more budget and more resources and funding , such wonderful
people and staff and they are making a difference to people’s lives particularly our
vulnerable children and young adults with disability.”

“Would be great to have someone specializing in housing. The parent forum is helpful, but it
would be useful to have an actual support, as they would get to know the family.”

“Make families give back to Full of Life. We are a community, so families should try to raise
some funds for you, or come for a community day (painting, gardening etc...) And I think it
is really important that parents work actively on the FOL legacy and future for today's
grown ups and future kids.”

“It’s not really about full of life It’s just so hard for families with people over the age of 18.
There is so much for children but just not fair people over 18”

“Insist on funding for a "safe" centre or centre's both north and south of RBKC as places of
social gathering, activity hub, cafe, changing places and hopefully live-in community on the
lines of Camphill ethos.”

“If a parent calls for help, if there is a form to fill in or letter to write, please write for them
as some of parents have English as the second language. some struggle to write English.”
Q: Is there anything we’ve missed? Any final words of advice about
how Full of Life can better advocate for families?

Appendix

Methodology & Approach
Study Objectives
• Determine how Covid-19 has affected the physical and
mental health of Full of Life’s parents
• Understand how Covid-19 has affected parent’s access to
services and support for their families
• Highlight the fact that parents of disabled children will be
lifelong carers.

Methodology
• 42 question survey comprising of both quantitative and
qualitative questions
• 51 respondents
• Fielded from 5 March 2021 to 16 April 2021
• All responses were anonymous
• Respondents were recruited by Full of Life – criteria was
parents of children with a disability
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Living in North or South of RBKC?
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No
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Demographics
Employment Status
Yes - full time

Partner’s Employment Status

Yes - part time

67%
6%

16%

Yes - part time

24%

No - I'm a stay at home
parent/carer/student/retired/other
Prefer not to answer

Yes - full time

4%

32%

No - They're a stay at home
parent/carer/student/retired/other
Prefer not to answer

47%
5%

Mental Health Questionnaires
Full of Life’s research included three questionnaires, commonly
used to tentatively indicate whether a participant may have
anxiety, depression or PTSD. The results are indicative only, and
do not constitute a diagnosis.
• The GAD-7 is used to indicate whether a participant may have
anxiety. A link to the questionnaire can be found here, while
information about scoring can be found here.
• The PHQ9 is used to indicate whether a participants may have
depression. A link to the questionnaire can be found here, while
information about scoring can be found here.
• The PCL-5 is used to indicate whether a participant may have PTSD.
A link to the questionnaire can be found here, while information
about scoring can be found here.
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About Full of Life
Full of Life was founded in 1994 by parents
who were dissatisfied with the lack of
information and support that they needed to
raise a child with additional needs.
Parents came together to establish a single
organisation that empowered and supported
parents on their lifelong journey of caring.
Full of Life continues to grow and now
supports over 750 families who live in the
Royal Borough of Kensington and Chelsea.
Find out more about Full of Life’s work here.
https://www.fulloflifekc.com

About Alder Tree Research
Alder Tree Research is a company focused on scouring data in
order to provide clients with quality insights and help inform
them on how best to prepare for the future.
With a blend of both quantitative and qualitative methods, we
identify important insights to help your organisation flourish.
Find out more about Alder Tree Research at www.aldertreeresearch.com
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of Wellington.
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