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This briefing follows the publication of the ALLIANCE’s ‘Personal
Experiences of Self-directed Support’ research in May 2017%.

Introduction

In early 2017, the Health and Social Care Alliance Scotland (the ALLIANCE)
carried out a small-scale, mixed methods research project into people’s personal
experiences of Self-directed Support (SDS). This took the form of a desk-based
analysis of existing research, an online survey and focused one-to-one interviews.

SDS is defined as “the support individuals and families have after making an
informed choice on how their Individual Budget is used to meet the outcomes they
have agreed.”2 It is aimed at shifting the balance of power from people who provide

social care services towards those who access them, including disabled people and
people living with long term conditions.

SDS is administered by local authorities, who are legally required to offer those
eligible a choice of four different options over how their SDS budgets and social care
services will be managed. Option 1 is a direct payment made to the individual; option
2 is when an individual chooses their support and provider but the local authority or
third party manages the budget; option 3 is when the support and budget are
managed by the local authority; and option 4 is a mixture of some or all the first three.

By looking in greater depth at women’s responses to our research, the ALLIANCE
aims to gain a better understanding of how women engage with and experience
the process and contribute to — what we hope — will be a growing body of evidence
to help improve SDS policy and practice. There is currently a gap in robust,
national qualitative data — including women’s experiences — on SDS.

Separate sections of this briefing explore women’s awareness, understanding and
satisfaction with SDS, how they manage SDS packages and whether these meet
their requirements. The final sections summarise the main findings and set out the
ALLIANCE’s recommendations for proactive response by a range of relevant
stakeholders to address the obstacles stopping women from fully experiencing
SDS as intended.

1Personal Experiences of Self-directed Support, Health and Social Care Alliance Scotland, 2017
http://www.alliance-scotland.org.uk/download/library/lib_5926d6e2977el/

2 Self-directed Support: A National Strategy for Scotland, Scottish Government, 2010
http://www.gov.scot/Resource/Doc/329971/0106962.pdf
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Inequality in the health and social care systems in Scotland is widespread, and
there continue to be disparities in access, experience and outcomes in health and
social care services. In an attempt to give people greater choice and control over
how their social care needs are met, and how they receive social care services and
support, the Scottish Government introduced new options for Self-directed Support
(SDS) in 2012. The overarching purpose was to foster better outcomes for
individuals, while promoting dignity and independent living.

In spite of the overwhelming evidence that women face significant barriers to
experiencing and accessing good mental and physical health, there was little
consideration of gender at the time the changes came into force. More specifically,
there was no regard for the gendered dimensions of health and social care. In its
equality impact assessment of the proposed Social Care (Self-directed Support) Bill,
the Scottish Government cited that its reviews of SDS never raised gender as an
issue, which — to its mind — translated into there being no gender implications for
SDS.

For those of us who advocate for policies and practices to be reflective of women’s
experiences and perspectives, it is hardly surprising to find another example of a
social policy developed in the absence of a robust equality assessment. Today,
however, we have a front-row seat to the consequences of implementing gender-
blind policies. Herein, the ALLIANCE provides a first look into whether the aims of the
Social Care (Self-directed Support) (Scotland) Act 2013 have been met or women
who access.

Half of the research participants were women, providing insight into women'’s
perceptions and experiences of SDS. Paradoxically, while the intended objective of
SDS was to provide people with greater choice and control over their support, the
majority of women felt they were not in control of making decisions, despite
considering themselves to be well-informed about the options available to them.
Whilst most women reported feeling like they had less autonomy over their
decisions, the majority of women did at least receive their preferred choice of Self-
directed Support.

A troubling trend identified by the ALLIANCE’s research is that women were
significantly less likely than men to use SDS for respite. Although there is more to
uncover in future research about whether SDS meets the needs of carers in
Scotland, we know that care is a profoundly gendered issue. Women take on the
major share of responsibility for caring as unpaid carers. In Scotland, it is estimated
that around 70 percent of unpaid carers are women. Whilst caring can be
rewarding, it can also be a struggle for carers to have a life alongside their caring
responsibilities. Access to short breaks from caring are essential to the caring
relationship and to the health and well-being of the women providing care.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
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However, respite is often not viewed as an essential support service for both carers
and those to whom they provide care. Given the importance of short breaks for
carers, the ALLIANCE’s findings raise questions about what barriers stand in the
way of carers using SDS for respite, followed by questions about how the health and
social care systems can break down those barriers.

Through its research, the ALLIANCE has given a voice to women who depend on
Self-directed Support to fulfil their right to independent living. By highlighting
women’s experiences of SDS, the ALLIANCE evidences the gendered implications
of social care services in Scotland. Health and social care services, and decisions
over their management, have a major impact on women, and ignoring women’s
unique needs and realities inhibits social policies from being realised for half of
Scotland’s population. There is much to learn from this research, but what we know
for certain is that Scotland needs a more strategic approach to women’s health and
social care, which can only be achieved by systematically applying a gender lens
within health and social care policy.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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Choosing an SDS option

What SDS option was chosen by or for you?

6.8%

15.6%

114%

111%
L4L4% 91%

111%
15.9%
17.8%
°
# Option 1 i Option 2
B Option 3 il Option 4
i Not sure

Just over half of women (57 per cent) chose option 1, 16 per cent chose option 2, 9
per cent option 3 and 11 per cent option 4. 6 per cent of women indicated they were
unsure which option was chosen. Women were more likely to choose option 1 than
men, and less likely to be unsure about option choice.

Women’s SDS option choice (by age)

0 10 20 30 40 50 60 70 80 90 100

@ option1 @ option2 @ oOption3 @ oOption4 @ Notsure

There are distinct differences between the age groups, with older women more likely
to choose options that allow for greater control over decision-making. For example,
the proportions of women choosing option 1 were highest amongst those aged 40-
65 (75 per cent) and lowest among those aged 0-18 (40 per cent). No-one aged 40-
65 was on option 2; no-one in the youngest age group was on option 3; and no-one
in the oldest age group was on option 4.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
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Women’s SDS option choice (by social care requirement)

| have a physical disability 10.00% 10.00%

| have dementia 12.50% 12.50% 12.50%

| have a learning and physical disability 16.67% 16.67%

@ option1 @ option2 @ Option3 @ Option4 @ Not sure

Option 1 was the most chosen across the groups indicated, however there is a 20
per cent difference between women with a physical disability (70 per cent) and
women with a learning and physical disability (50 per cent). Women with dementia
were the only group who said they were not sure what option was chosen (17 per
cent).

As indicated in Appendix 1, the numbers of women in other social care requirement
groups (e.g. ‘l have a learning disability’) are too low to allow for meaningful
interpretation. Further research is needed to better identify the experience and
relevant issues for these groups of women.

Who chose the SDS option?

8.7%

10.9% 4 RN

2.2% [
15.6%

15.2%

20%

2L4%
19.6%

§ Myself # Family/Friend with me

i Family/Friend for me i Social Worker

i | don't know i | haven't made a choice yet
il Other

Women appear to have exercised less autonomy than men in this decision-making
process. They were less likely to choose their SDS option themselves (24 per cent
vs. 30 per cent) and more likely to indicate that family or friends made the choice for
them (24 per cent vs. 19 per cent). However, around the same proportion of both
genders had a social worker make the decision. Women were more likely than men
to indicate a choice had been made with family/friends (20 per cent vs. 13 per cent).

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
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Who chose the SDS option (by age)

10.53% 42.11%

0 10 20 30 40 50 60 70 80 90 100

@ Myself @ Family or friends with my input @ Family or friends on my behalf @ My social worker

@ ! dontknow @ |haventmade achoiceyet @ Other

50 per cent of women in all but the 18-40 age group said that they either chose
themselves or with friends or family. The figure is about 30 per cent for 18-40 year
olds. This age group were more likely than others to have had the option chosen on
their behalf by friends or family. Women aged 40-65 appear to have exercised the
greatest autonomy, with 50 per cent choosing themselves, however they are also
the age group with the highest proportion of social workers making the decision (25
per cent).

Who chose the SDS option (by social care requirement)

| have a physical disability

| have dementia [EZEIY

| have a learning and physical disability

@ Myself . Family or friends with my input . Family or friends on my behalf @ My social worker . | don't know

@ ! haventmade achoiceyet @ Other

These findings are very varied. Women with a physical disability are far more likely
to have exercised autonomy and made the choice themselves than those with other
social care requirements (80 per cent). Correspondingly, higher numbers of women
with dementia or with a learning and physical disability had the choice made for them
by family or friends. It is encouraging that only a small proportion of women in each
category had their social worker make the decision on their behalf as this implies a
higher level of control and autonomy over decision-making.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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Did you get your preferred SDS option?

Unsure 15.91%\ Unsure 16, 28%\

No 15.91%.

~—Yes 68.18%
“Yes 74.42%

MALE FEMALE

A slightly higher proportion of women than men got their preferred choice (74 per
cent vs. 68 per cent), and a correspondingly lower proportion did not. A roughly
similar proportion of women to men were unsure. Further research could help
uncover the reasons why people were unsure, but it could be related to a wider
lack of awareness and understanding about SDS and the four options.

Preferred choice by SDS option and social care requirement

Option 1

Option 2

Option 3

Option 4

0 10 20 30 40 50 60 70 80 90 100

® Yes @ No @ Unsure

If we look at whether women got their preferred choice by the actual SDS option
they are on, we can see a much higher proportion of women on SDS options 1 and 2
did (84 and 86 per cent respectively) compared to those on options 3 and 4 (50 per
cent each). A quarter of women on option 3 and half on option 4 were unsure.
Although the number of respondents on options 3 and 4 are low, this is an important
issue that merits further investigation.

In terms of social care requirement, all women who identified as having a learning
and a physical disability got their preferred choice, but this drops to around two
thirds of women who had a physical disability or dementia.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
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Women’s awareness and understanding of SDS

How did you find out about SDS?

Through my social worker 25.00%

Through a local Third sector organisation

Through my carer, support provider or
personal assistant

Through a family member or friend

Through a internet search

Through information provided by the
Scottish Government

Through information provided by the
Local Authority

Through information found at a GPor |4 0na
hospital

Other J 27.27%

0] 2 4 6 8 10 12 14 16 18 20 22 24 26 28 30

MALE

Through my social worker 19.57%

Through a local Third sector organisation 19.57%

Through my carer, support provider or
personal assistant

Through a family member or friend 15.22%

Through a internet search

Through information provided by the
Scottish Government

Through information provided by the
Local Authority

Through information found at a GP or

hospital 0;00%

|
Other £ 21.74%
|

0|2 4 6 8 10 12 14 16 18 20 22 24 26 28 30

FEMALE

Women predominantly found out about SDS from their social worker (20 per cent),
local third sector organisations (20 per cent) and family members or friends (15 per
cent).

Like men, the low proportion of women who find out about SDS through the Scottish
Government or local authority suggests that public sector awareness raising
initiatives may not be having an impact. Neither gender heard about SDS through
their GP or other health service setting, which indicates there are potential
opportunities to inform and educate that are being missed.

A higher of proportion of women than men found out about SDS from a family
member or friend (15 per cent vs. 9 per cent), which suggests personal discussions

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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may have greater impact on women’s awareness and understanding of SDS
and social care options.

Another gender difference appears to be that women were likely to find out through
a third sector or local organisation. This might be due to women’s higher
engagement level and connections with third sector organisations. However, further
investigation is recommended to find out if this is the case and how to develop
services accordingly.

Those who answer ‘Other’ to this question responded that they found out about SDS
through third sector organisation and support groups, or through their work capacity.

Discussions about SDS with social workers and advice centres

Encouragingly, a large majority (83 per cent) of women had discussed SDS with their
social worker; however, 15 per cent had not and 2 per cent were unsure whether
they had or not.

We also asked women if they’d been in contact with their local advice centre. 32 per
cent of women had been in touch with their local advice centre, while 43 per cent had
not. Of some concern is the fact that 26 per cent of women taking part in the survey
did not know they had a local advice centre.

How informed do women feel about SDS?

4.3% 6.4%

91%

17%

40.4%

i I am not informed at all i | know a little about SDS

i | know a fair amount about SDS i | know a lot about SDS

i | am very informed about SDS

Around three quarters of women (74 per cent) consider themselves well informed
compared with about two thirds (65 per cent) of men. Although these figures appear
high, it is concerning that there is a substantial minority who do not feel well
informed about SDS. Men are substantially more likely to feel very informed than
women (28 per cent vs. 17 per cent), another issue of concern.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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How informed women feel (by information source)

Through my social worker

Through a local Third sector organisation

Through my carer, support provider or personal 100.00%
assistant i

Through a family member or friend

Through a internet search

Through information provided by the Scottish 100.00%
Government :

Through information provided by the Local
Authority

Through information found at a GP or hospital
0 10 20 30 40 50 60 | 70 80 90

@ !amnotinformed atall @ Iknow a little about SDS @ | know a fair amount about SDS @ |know a lot about SDS

@ ! am very informed about SDS

100

The two categories with the highest proportion of women feeling most informed
were those who had gained information through a social worker or third sector
organisation. However, there is still a high proportion of women who remain
uninformed or know little about SDS after speaking to their social worker (45 per
cent). There is clearly some work to be done by local authorities and social work
departments to improve the quality of the information they are providing.

Those who felt least informed were women who had information provided to them by

a family member or friend. Considering that around 15 per cent of women received

their information about SDS from this source, there could be a need to provide better

information not just for people accessing SDS directly, but their personal networks

also.

Due to the low response rate, it is difficult to assess those who received information
through the Scottish Government, local authority, internet or a carer/personal
assistant. However, further research with women who have been informed by these

sources could shed more light on how useful the information was.

How informed women feel (by age)

0-18

18-40 14.29%

40-65 [EN0IEA

65+ kLS
0 10 20 30 40 50 60 70 80 90 100

@ amnotinformed atall @ 1know alittle about SDS @ 1know a fair amount about SDS

@ knowalotaboutSDS @ 1am very informed about SDS
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Encouragingly most women across all age groups indicated they are well informed
about SDS. Older women are more likely to feel very informed about SDS. However, no
younger women or children said they feel very informed about SDS and 18-40 year olds
are the only group to say they did not feel informed at all about SDS.

How informed women feel (by social care requirement)

I have a physical disability

I have dementia [EFAEY 37.50%

| have a learning and physical disability

@ !amnotinformed atall @ Iknow alittle about SDS @ |know a fair amount about SDS @ | know a lot about SDS

@ ! am very informed about SDS

Most women across the social care categories say they feel well informed about
SDS. However, a fifth of women with a physical disability don’t feel informed at all.
Meanwhile, between 10 and 20 per cent of women in each of the other categories
state they only know a little about SDS.

Did the information received help women choose an option?

Unsure 13%\

Unsure 25%
N,

:\Ves 52%
No 23%

MALE FEMALE

Nearly two-thirds of women (64 per cent) felt that the information they received about
SDS helped them to choose an option. This is a noticeably higher proportion than
men (52 per cent). Further research could help identify the reasons for this disparity.
It is concerning that one fifth of women (22 per cent) said that the information had
not helped and 13 per cent were unsure.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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Did the information received help women choose an option (by information source)

Through my social worker

Through a local Third sector organisation

Through my carer, support provider or personal
assistant

Through a family member or friend

Through a internet search

Through information provided by the Scottish
Government

Through information provided by the Local

Authority drihtis

Through information found at a GP or hospital

0 10 20 30 40 50 60 70 80 90 100

@ Yes @ No @ Unsure

This graph shows that women who had found out about SDS through a third sector
organisation were the most confident it had helped with their option choice (90 per
cent). Two thirds of women who found out about SDS through their social worker,
the internet or via a Scottish Government source said it helped their choice.

Did the information received help women choose an option (by age)

0 10 20 30 40 50 60 70 80 90 100

® Yes @ No @ Uunsure

It is concerning that only 17 percent of women who are in the 0-18 age group say
that information they received helped to inform their decision. Another concern is the
high proportions of women aged 18-40 and 65+ who indicated the information either
didn’t help or they were unsure.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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Waiting for support

How long did you wait for your SDS package?

9.3%

/
4.65%
24.32 19 &6

’e.gaa

@ Amatterof weeks @ 1Month @ Upto3months @ Up to 6 months

@ Uptoayear @ Longer

It is clear from these findings that women have waited unacceptably long for
support and far longer than men. 61 per cent of women waited up to a year or more
compared to 40 per cent of men. Nearly twice as many men as women accessed
SDS within a matter of weeks (16 per cent vs. 9 per cent) or a month (8 per cent vs.
5 per cent).

Length of wait (by age)

0-18

18-40

40-65 P

65+
0 10 20 30 40 50 60 70 80 90 100

@ Amatterof weeks @ 1Month @ Upto3months @ Upto6months @ Uptoayear @ Longer

Waiting times across all age groups are unacceptably high. A huge proportion of 0-18
year olds (80 per cent) had to wait more than a year for their SDS package to be put
in place. While our small sample sizes must be considered, this is still of great
concern. No-one aged 40-65 accessed their SDS package within a matter of weeks
and far more waited more than a year compared to those aged 18-40 or 65+.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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Length of wait (by social care requirement)

I have a physical disability RIGKCTEREER [ EY

| have dementia

| have a learning and physical disability

@ Amatterof weeks @ 1Month @ Upto3months @ Upto6months @ Uptoayear @ Longer

Waiting times across all social care requirement groups are unacceptably high. 87.5

per cent of women with dementia and 60 per cent of women with a physical disability
have waited up to a year or more.

It is difficult to analyse the category of people with a learning disability, a mental
health issue and older people due to the low response rate. Further research with

these groups would help identify whether they also experience unacceptably high
waiting times.

The ALLIANCE is a company limited by guarantee. Registered in Scotland No.307731 Charity number
SCO037475.

15



Using and managing SDS

What services women use SDS for

Type of service Women (% Men (%

Social/educational/recreational 53 57

Personal care 51 45

Respite 33 62

Other 27 24

Meals 18 14

Domestic care 13 23

Health care 9 12

Housing support 7 5

Equipment and adaptions 4 17
unsure 4 0

Women mainly use SDS to support social/educational/recreational activity, personal
care and respite. They are more likely than men to use SDS for personal care (51 per
cent vs. 45 per cent) and less likely to use it for respite (33 per cent vs. 66 per cent),
domestic support (13 per cent vs. 23 per cent) or equipment and adaptions (4 per
cent vs. 17 per cent).

How women manage their SDS

How SDS is managed omen (% Men (%
My family recruited a PA for me, through 27 16
advertising
| purchase services from a local third sector 24 28
provider
| employ my own PA, recruited through 16 25
advertising
| use SDS for short breaks 14 19
| use SDS to give my family a short break 14 6
| employ a family member/friend as a PA 11 6
| receive services that | choose from a local 11 6
authority
| receive services from the local authority 8 22
that | had before | chose SDS
| purchase services from a local private 0 0
provider

Women mostly use SDS for Personal Assistants or to purchase services from local
third sector providers. They were more likely than to use a PA recruited on their
behalf than men (27 per cent vs. 16 per cent) and less likely to employ their own
PA (16 vs. 25 per cent). Women were also far less likely to have continued to
receive local authority services after moving onto SDS (8 vs. 22 per cent).

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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Does SDS meet women’s requirements?

Do women have enough support to meet their requirements?

Unsure 12%

Yes 38%

No 50%

We asked women to tell us if they felt like they have enough hours to meet their
support needs for each day. We phrased the question like this because although the
move to SDS is intended to shift the language from one focused on ‘hours of support
needed’ to a personal outcomes approach, in practice people still use SDS — as an
individual budget — to meet their day-to-day support needs (in order to achieve their
outcomes). We wanted to understand whether the support women receive enables

them to meet their requirements, and thus outcomes, with the SDS package they
have.

It is extremely concerning that half of women said they did not have enough hours a
day to meet their needs. This was the same for men who took part in our research.

Do women have enough support (by age)

0-18

18-40

40-65

65+
0 10 20 30 40 50 60 70 80 90 100

® Yes @ No @ Unsure

Across all age groups around half of women do not have enough support to
meet their needs.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
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Do women have enough support (by social care requirement)

| have a physical disability

| have dementia

| have a learning and physical disability

0 10 20 30 40 50 60 70 80 90 100

® Yes @ No @ Uunsure

While half of women with a physical disability and a physical and learning disability
don’t have enough support, this figure increases to 63 per cent of women with
dementia.

As with other questions, due to the low response rate it is difficult to analyse the data
for women who identified as having a learning disability, a mental health issue or
being an older person. Again, further research would help to better identify whether
these groups also report insufficient support to meet their requirements.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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Satisfaction with SDS

Women'’s satisfaction with support pre- and post SDS

Very Satisfied 13% Not Satisfied 15%
Satisfied 3%
~ Indifferent 12%

Pre-SDS Post-SDS

Very Satisfied 23%\
_Not Satisfied 41%
\

Satisfied 19%~

Mostly Satisfied 41%'
Mostly Satisfied 31%

It is encouraging that women’s satisfaction with social care support increased after
the introduction of SDS: as the chart shows, dissatisfaction fell from 41 per cent to 15
per cent. The proportion of women who felt very satisfied after moving onto SDS
increased from 13 to 23 per cent. Overall, women’s satisfaction increased from 57
per cent to 73 per cent. However, indifference rates increase four-fold after SDS from

3 to 12 per cent.

Satisfaction with support (by SDS option)

Option 1

Option 2

Option 3

Option 4 EIXIFd

50 60 70 80 90 100

0 10 20 30 40

@ \Notsatisfied @ Indifferent @ Mostly satisfied @ Satisfied @ Very satisfied

Looking at women’s satisfaction rates by which SDS option they are on is revealing.
Those on option 2 would appear to be less satisfied overall than women on the other
options and those on option 1 are most satisfied. A substantial proportion of women
o0n options 1, 2 and 3 — ranging from one fifth to one third — are dissatisfied with
their support, and there is an extremely high proportion of women on options 2 and 4
who are indifferent about their support. It's clear that satisfaction levels across all

options could be dramatically improved.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
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Women'’s satisfaction with support (by age)

0-18
Pre SDS 20.00%
Under SDS 25.00%
18-40

Pre SDS 9.09%  36.36%

Under SDS 10.53% 26.32%

40-65

Pre SDS 37.50% 12.50% 12.50%

Under SDS 12.50% 25.00% 25.00%

65+

Pre SDS 7.14% 21.43%

Under SDS

0 10 20 30 40 50 60 70 80 90 100

@ Notsatisfied @ Indifferent @ Mostly satisfied @ Satisfied @ Very satisfi

Dissatisfaction decreases with the introduction of SDS across all age groups. The
most significant drop is a 30 per cent decrease in the 0-18 and 65+ groups.
Nevertheless, there is still a high proportion (30 per cent) of 0-18 year olds who are
dissatisfied with support under SDS, and a quarter of 40-65 year olds. Increased rates
of indifference are noticeable for the 0-18 and 65+ age groups. Further research could
help explain the different experiences amongst the age groups.

The ALLIANCE is a company limited by guarantee. Registered in Scotland N0.307731 Charity number
SCO037475.
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Women's satisfaction with support (by social care requirement)

| have a physical disability

Pre-SDS

Under SDS 10.00% 10.00%

I have dementia

Pre-SDS 10.00%

Under SDS 12.50%

I have a learning and physical disability

Pre-SDS 13.33% 40.00%

Under SDS

10 20 30 40 50 60 70 80 90 100

@ Notsatisfied @ Indifferent @ Mostly satisfied @ Sati @ Very satisfi

Women’s dissatisfaction with support decreased across all groups, most noticeably
nearly a 50 per cent drop for those who identified as having dementia. Satisfaction levels
correspondingly rise across all groups by around 15-20 per cent.

As with other questions, due to the low response rate it is difficult to analyse the data
for women who identified as having a learning disability, a mental health issue or
being an older person.

The ALLIANCE is a company limited by guarantee. Registered in Scotland No0.307731 Charity number
SCO037475.
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Summary of main findings

Uptake of SDS and data

From our desk-based research of Scottish Government data there appears to be
a very low uptake of SDS by women.

There also appears to be very little official evidence being gathered into women’s
experiences of SDS, their perceptions of its impact on their personal outcomes
and whether it is helping them have more choice and control over their support.
The ALLIANCE'’s research is low on data for women in some geographic
locations and with some social care requirements, including women with a
learning disability and women who experience mental health issues.

Choosing an SDS option

Most women in the ALLIANCE’s research chose option 1, but there are distinct
differences in option choice depending on age. Older women were more likely

to choose options that allow for greater control over decision-making.

Women appear to have exercised less autonomous decision-making in choosing
an SDS option than men.

Around three quarters of women overall got their preferred SDS option choice, but
25 per cent either didn’t know or were unsure.

Over 80 per cent of women on options 1 and 2 got their preferred choice, but this
drops to 50 per cent for those on options 3 and 4.

Women with a physical disability are far more likely to have chosen their

SDS option themselves in comparison with women with dementia or women

with physical and learning disabilities.

Women’s awareness and understanding of SDS

Women were less likely to have found out about SDS from the

Scottish Government or local authority than other sources.

No women found out about SDS via a GP or other health setting and a quarter did
not know they had a local advice centre where they could get information.

20 per cent of women found out about SDS through their social worker,
however of these, one fifth indicated they did not feel informed and a similar
proportion said it did not help them choose an option.

20 per cent of women found out about SDS through a local Third Sector
organisation. Of these nearly 80 per cent felt informed about SDS and 50 per
cent said it helped them choose an option.

Although 74 per cent of women consider themselves well informed about SDS,
there is a substantial minority who do not feel informed.

Women are substantially less likely than men to indicate they feel very informed
about SDS but much more likely to say they know ‘a fair amount’ about it.

A third of women said that the information they received about SDS had either
not helped to inform their option choice or were unsure.

Compared to others, substantially fewer in the 0-18 age group said that
information received about SDS helped to inform their option choice.
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Waiting for support

Women have waited unacceptably long for support and far longer than men. 61
per cent of women waited up to a year or more for an SDS package to be put in
place, compared to 40 per cent of men.

Waiting times for women across all age groups are unacceptably high. A huge
proportion of 0-18 year olds (80 per cent) had to wait more than a year for their
SDS package to be put in place.

Waiting times for women across all social care requirement groups are
unacceptably high. 87.5 per cent of women with dementia and 60 per cent

of women with a physical disability have waited up to a year or more.

Managing SDS

Women mainly use SDS to support social/educational/recreational activity,
personal care and respite and either use the services of a Personal Assistant
or to purchase services from local third sector providers.

Meeting women’s requirements

Half of women said that they did not feel that they had enough support to meet
their requirements. The figures were roughly the same across all age groups, but
more women with dementia than other social care groups said they did not have
enough support.

Satisfaction with SDS

Overall, women’s satisfaction levels with social care support increased from 57 to
73 per cent after moving onto SDS, however their rates of ‘indifference’
quadrupled.

Women'’s satisfaction rates vary according to which SDS option they are on:
those on option 2 appear to be less satisfied than the others, and those on

option 1 are the most satisfied. Satisfaction levels across all four options could
be improved.

Satisfaction rates also improve across all age groups, but there is still a high
proportion of 0-18 year olds (30 per cent) and 40-65 years olds (25 per cent)
who remain dissatisfied after SDS is introduced.
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Recommendations

1. The ALLIANCE is concerned that SDS is not being implemented according to
its rights-based values and principles and will therefore not achieve
transformational change in social care culture and services or help improve
people’s lives. We recommend that a focused and systematic response is
developed involving the Scottish Government, Health and Social Care
Partnerships, local authorities, the third sector, people who access services,
unpaid carers and other relevant stakeholders. Public bodies need to
acknowledge the issues with SDS funding and service delivery, and work with
other relevant stakeholders to develop solutions. This could be done as part of
a wider national conversation about the future of social care and SDS.

2. A better picture of women’s experiences of SDS is needed. We recommend
that the Scottish Government, Health and Social Care Partnerships and local
authorities work together to ensure robust qualitative data is regularly
gathered on how women engage with and experience SDS and their views on
how it is helping to make a positive difference to their personal outcomes and
improve their lives.

3. Action is required to address the low uptake of SDS amongst women and
empower them to take greater control of their options.

4.  Social workers should be mindful of the impact that gender, age and social
care requirement can have on women’s opportunities to make autonomous or
supported decisions around SDS.

5.  Public bodies should introduce regular reviews for women in receipt of SDS,
designed to encourage them to fully explore all four options and best establish
the most appropriate arrangements to meet their personal outcomes.

6. Public bodies must make greater efforts to increase women’s awareness and
understanding of SDS through social work departments and health settings.

7.  There should be regular reviews of the communication channels and
information provided about SDS to ensure it remains up to date and fit for
purpose.

8.  Action is urgently required to reduce the unacceptably long periods of
time that women are waiting for SDS packages to be put into place.

9. The ALLIANCE is extremely concerned that half of women do not think their
SDS package is sufficient to meet their daily requirements or are unsure.
Satisfaction levels could be improved across all four SDS options. To address
these issues there should be regular reviews of the quality and quantity of
services and supports available, independent oversight and scrutiny, and

mechanisms for redress for people when things go wrong.
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Appendix 1: ALLIANCE research participants

102 people participated in the full ALLIANCE SDS research survey. This
briefing relates to the 51 participants who self-identified as women.

To maximise participation, we enabled people to respond directly or with support: 25
per cent of women answered the survey directly and 75 per cent did so with support.

Age and geographic location of the women accessing SDS

0-18 yrs, 12% g'a

18 per cent
North East

65+, 26%

i 25 per cent
Central East

55 per cent
Central West

40-65 yrs, 16%— 18-40 yrs, 43%

2 per cent
South

Further research is needed to better identify the personal experiences of those in the
youngest age group and other parts of Scotland.

Category of social care requirement

We asked women to self- % 2%
identify using the Scottish Leaming disability

Government’s categories of Physical disabilty =

‘client group’3. Given the low Older person

response rate, it is difficult to 31% 22%
draw any firm conclusions for ety 4% | Dpementia

those who identified as i e
having a learning disability, a
mental health issue, being
an older woman or an unpaid
carer. It is also clear that
further research is necessary
to uncover the experiences and relevant issues for these women.

Access to social care before SDS and current SDS status

64 per cent of women who took part were already in receipt of social care before
applying for or accessing SDS. At the time of our survey, 71 per cent of women were
in receipt of SDS, 10 per cent were being assessed, 8 per cent had been assessed
but deemed ineligible and 4 per cent were unsure of their status.

3Data under Development: Self-directed Support, Scotland, 2014-15, Scottish Government, 2016
http://www.gov.scot/Resource/0050/00502637.pdf
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Appendix 2: Desk-based research

The Scottish Government’s ‘Data under Development: Self-directed Support,
Scotland, 2015-16% includes data on SDS uptake by gender. It shows that:

Of the estimated 27 per cent of people using social care services who
accessed SDS in 2015-16, 59 per cent were female and 41 per cent
were male.

The numbers of women and men accessing SDS is broadly the same across
all local authority areas covered by the Scottish Government report, apart
from Glasgow City, North Lanarkshire and East Renfrewshire, where they are
mostly male. These three areas also have the youngest people accessing
SDS, indicating a link between age and gender.

The Scottish Government data indicates that people accessing SDS aged
under 65 are more likely to be male whilst people accessing SDS aged
65+ are more likely to be female.

The Scottish Government data also breaks down the gender difference by
each SDS option. The table below shows substantially more women than
men are on option 3 and slightly fewer are on option 2.

Option 1 54 per cent 46 per cent
Option 2 48 per cent 52 per cent
Option 3 61 per cent 39 per cent
Option 4 54 per cent 46 per cent

4Data under Development: Self-directed Support, Scotland, 2015-16’, Scottish Government,

2017 https://beta.gov.scot/publications/self-directed-support-scotland-2015-16/pages/2/
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About the ALLIANCE

The ALLIANCE is the national third sector intermediary for a range of health and
social care organisations. The ALLIANCE has over 2,000 members including large,
national support providers as well as small, local volunteer-led groups and people
who are disabled, living with long term conditions or providing unpaid care. Many
NHS Boards and Health and Social Care Partnerships are associate members and
many health and social care professionals are Professional Associates.
Commercial organisations may also become Corporate Associates.

Our vision is for a Scotland where people of all ages who are disabled or living with
long term conditions, and unpaid carers, have a strong voice and enjoy their right to
live well, as equal and active citizens, free from discrimination, with support and
services that put them at the centre.

The ALLIANCE has three core aims. We seek to:

* Ensure people are at the centre; that their voices, expertise and rights drive
policy and sit at the heart of design, delivery and improvement of support
and services.

» Support transformational change, towards approaches that work with
individual and community assets, helping people to stay well, supporting
human rights, self management, co-production and independent living.

« Champion and support the third sector as a vital strategic and delivery partner
and foster better cross-sector understanding and partnership.

Contact
Colin Young, Senior Policy and Outcomes Officer

colin.young@alliance-scotland.org.uk

Lucy Mulvagh, Director of Policy and Communications

lucy.mulvagh@alliance-scotland.org.uk

Venlaw Building, 349 Bath Street, Glasgow, G2
4AA 0141 404 0231
www.alliance-scotland.org.uk

@ALLIANCEScot
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